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Message ooff
support

To the other side of the mountain is an important part of the broader
campaign aimed at responding to the challenges we face in addressing
HIV and AIDS in our homes, workplaces and communities. It represents
a profound, tangible and significant way for each of us to strengthen
and empower ourselves to mitigate the impact of this pandemic.

This toolkit is an initiative of the Department of Health, in
collaboration with the USAID-funded POLICY Project, the United
Nations Development Programme, various stakeholders and most
importantly people living with HIV and AIDS. Endeavours to build a
shared response to the pandemic are vital, and through combined
efforts we can better respond to HIV and AIDS in a meaningful way. 

The Department of Health’s involvement in the development,
production and distribution of this toolkit reiterates our commitment
to supporting and building skills and knowledge amongst all South
Africans to proactively and positively address the challenges we face
as a result of HIV and AIDS within our society.

In addition to existing national HIV and AIDS programmes of
prevention, care and treatment, we are dedicated to supporting
interventions such as this which empower those living with HIV and
AIDS. Valuable information is provided for people who have already
disclosed their status, as well as those who are grappling with how to
go about sharing with others that they are HIV positive. The toolkit
will also help people living with HIV and AIDS to learn more about
their rights, to communicate more effectively, to facilitate others in
learning more about HIV and AIDS, and to advocate for change. 

We hope the information, skills-building activities and resources
contained in this toolkit will assist in making a difference in the lives
of all those touched by HIV and AIDS in our country.

Khomanani. Let us care together.

DR MANTO TSHABALALA-MSIMANG

MINISTER OF HEALTH
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wwiitthh  HHIIVV  aanndd  AAIIDDSS?

WWhhyy  ““TToo  tthhee  ootthheerr  ss iiddee  oo ff  tthhee  mmoouunnttaaiinn”” ?

We call this toolkit To the other side of the mountain.

Ernest’s story inspires us to be strong and to believe in ourselves as
we strive to get to the other side of the mountain in our lives as
people living with HIV and AIDS: 

2

THE OTHER SIDE OF THE MOUNTAIN

“When I opened my sacred book 12 years back, I
discovered that I am HIV positive. It was like crushing
a big mountain. I felt like a bag of potatoes that got
scattered all over the place.

Fortunately God gave me a powerful character. I believe
if I fall 20 times, I will wake up 100 times. Denial, fear
and pain tried their best to take me under cold soil.
Care was pressing me down a bit. I rested.

Love came to my rescue. Love of my family and nation
made me start telling people about these experiences.
I started by telling my mom.

I auditioned to play a show host in a puppet show.
I got the part. I discovered on my third day that the
story was about HIV. After the first week of rehearsal,
I blasted a bomb in the face of the show director. I
added a line saying that I am living with HIV.

1



G
E

T
T

IN
G

 
S

T
A

R
T

E
D

IInn
tt
rroodd

uu
cciinn

gg
  yy

oouu
rr  tt

oooollkk
iitt

3

‘That was a very courageous move and a blessing,’ said the director.
I was only trying to climb the mountain and to be on the other side
of the mountain. I felt as if I had taken more responsibility on my
shoulders. I had crossed the point of no return – whether I liked it
or not.

We travelled all over the country. My tough experience was when I was
interviewed by Lesedi Stereo. People bombarded me with questions.
I didn’t know that I can handle questions so well, but I wanted to be
on the other side of the mountain. I was living positively with this
coward called ‘HIV’.

Acceptance and disclosure were making me a better and more
powerful person. I am where I am because I am very courageous,
trustworthy and loyal to myself.

Now I know I’ve got choices. Too often I was overwhelmed – and
rendered inactive – by the belief that I have no way out. That I was
destined to stay unhappy forever because there is nothing I can do
about my situation. I often labelled myself and allowed others to label
me. I had a narrow definition of myself that choked my passion and
limits. I no longer sit back and let circumstances make choices for
me. I am making my own choices. I am now on the other side of the
mountain.

I know that I am on the other side of the mountain and I have
been very fortunate to be exposed to a lot of information. I want to
share my experience. I want to help you to see the other side of
the mountain.”

ERNEST SAILA
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LETLHAKORE LE LENGWE LA THABA

“Ga ke bula buka ya me ya dingwaga tse 12 tse di fetileng, ke
lemogile fa ke na le mogare wa HIV. E ne e kete ke thubana le thaba e
tonna. Ka ikutlwa jaaka kgetsi ya matapole a a gasaneng felo gotlhe.

Ka letlhogonolo Modimo a mpha semelo se maatla. Ke dumela ga
nka wa makgetlo a 20, ke tla ema makgetlo a 100. Go ganela, go
tshaba le matlhaba a lekile ka thata go ntsenya ka fa tlase ga
mmu o tsididi. Tlhokomelo e ne ya nkgatelela fa fatshe go se
nene. Ka ikhutsa.

Lerato la ntlela ka thuso. Lerato la lelapa la me le setshaba la
ntira gore ke simolole go bolelela batho ka maitemogelo a. Ke
simolotse ka go bolelela mme wa me.

Ka lekiwa go ka diragatsa motshameko wa setshwantsho sa
phaphete. Ka bona karolo. Ke lemogile mo letsatsing la me la
boraro gore ke setori ka ga HIV. Morago ga beke ya ntlha ya
go ikatisa, ka thubela mafatlha sefatlhegong sa motsamaisi
wa setshwantsho. Ka oketsa ka mola o o reng le nna ke
tshela le HIV.

‘Eo e ne e le kgato e kgothatsang le ya go tlhogofadiwa’ go
buwa motsamaisi.  Ke ne ke leka fela go palama thaba le
go nna mo letlhakoreng le lengwe la thaba. Ka ikutlwa e
kete ke sikare maikarabelo a mantsi mo magetleng a me.
Ke kgabagantse tsela ya go se boele morago – ke rata
kgotsa ke sa rate.

Re tsamaile naga yotlhe. Maitemogelo a me a thata e ne e le
fa ke neela ka puisano le Lesedi Stereo. Batho ba mphara ka dipotso.
Ke ne ke sa itse gore nka araba dipotso sentle jaana, mme ke ne ke
batla go nna ka fa letlhakoreng le lengwe la thaba. Ke ne ke tshela ka
maikemisetso le selo se boi se ba se bitsang ‘HIV’.
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GGeettttiinngg  ttoo  tthhee  ootthheerr  ss iiddee  ooff  tthhee  mmoouunnttaaiinn

We spend an important part of our lives facing up to the challenges
of living with HIV or AIDS. Sometimes these challenges can feel like
mountains. For example, we may have to handle HIV and AIDS
challenges like denial, silence, discrimination, negative language and
rejection. We must be very strong to move our mountain or to get
around our mountain.

We have all taken different journeys to get to the other side of our
mountain. We call the toolkit To the other side of the mountain to
show that:

o Our lives are about overcoming challenges.

o Each one of us can empower ourselves and others to live our lives
to the full and to reach our dreams.

Through this toolkit, we want to help you and all people living with
HIV and AIDS to reach the other side of the mountain.

Go amogela le go buwa go ntirile botoka le motho o nang le
maatla. Ke mo ke leng teng ka ntlha ya boineelo, botshephegi le
bobotegi go nna.

Jaanong ke a itse gore ke na le ditlhopo. Ka makgetlo ke ne ke
thlolega – le go se be le maatla – ka tumelo ya gore ga go mo ke
yang teng. Ene e le go nna ke sa itumela ka nako tsotlhe gonne go
se sepe se nka se dirang ka maemo a me.  Gantsi ka itlhaola le go
dumelela bangwe go ntlhaola. Ka nna le tlhaloso e nnye ka ga nna
eo e bolaileng keletso le bokhutlo jwa me. Ga ke sa tlhole ke dulela
morago le go dumella ditiragalo go ntseela ditshwetso. Ke dira
ditshwetso tsa me. Jaanong ke mo letlhakoreng le lengwe la thaba.

Itse gore ke mo letlhakoreng le lengwe la thaba le go nna le
letlhogonolo la go ka bewa mo tshedimosetsong e ntsi thata. Ke
batla go kgaoganya kitso ya me. Ke batla go go thusa gore o bone
letlhakore le lengwe la thaba.”

ERNEST SAILA

&
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Toolkit Bag of tools or
books to help give us
the information and skills
we need in our HIV and
AIDS work.
........................................... 

People living with HIV
and AIDS (PLHAs) What
we call ourselves as people
who are living positive and
meaningful lives with HIV
or AIDS. For one person,
we say person living with
HIV or AIDS (PLHA).

TThhee  aaiimm  ooff  tthhee  ttoo oo ll kkiitt  

To the other side of the mountain is a toolkit for people living with
HIV and AIDS (PLHAs). This toolkit is about us. It tells our stories
and experiences. It gives us information to guide our actions.

To the other side of the mountain aims to make us more visible as
PLHAs through showing our faces and finding our voices. The toolkit is
about overcoming challenges in our lives. It’s for us and for all future
generations of PLHAs.

SShhaarriinngg  ddiiffffeerreenntt  PPLLHHAA  eexxppeerriieennccee ss

In the toolkit, we share our experiences and learn from each other to
give a positive, human face to the HIV and AIDS epidemic.

As PLHAs, we are a group of people with HIV in common. We may have
different ideas, personalities, languages, cultures, genders, ages and
living environments. We see and experience living with HIV or AIDS in
different ways.

This toolkit encourages all of us to think about our own experiences
and to come up with our own ideas. And then to share these as there
are many ways of overcoming the challenges of HIV and AIDS.

Please share the toolkit’s stories, ideas and skills with other PLHAs and
with the communities where you live and work.
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DDeevvee ll ooppiinngg  nneeww  PPLLHHAAss

The toolkit especially aims to build and develop those of us who are
new to HIV and AIDS work. This may be because we have just found out
we are living with HIV, or because we have been living with HIV or AIDS
for some time, and now feel ready to get actively involved in HIV and
AIDS work as PLHAs.

Through the toolkit:

o We hope to empower ourselves as PLHAs, and make it easier for us
to disclose and talk about HIV and AIDS.

o We want to be more effective in standing up for our rights.

o We want to develop our skills as individuals and as PLHAs.

o We aim to help build the next generation of HIV and AIDS leaders.

o We aim to help build a strong PLHA movement that can respond to
the many challenges of HIV and AIDS. 
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MMaaiinn  uusseerr ss ::   ppeeoopp ll ee  ll iivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS

This toolkit is written specifically for us as PLHAs. We especially hope
that PLHAs who are new to HIV and AIDS issues and work will use it to
think and talk about issues such as disclosing, fighting for our rights,
raising community awareness, running workshops and participating in
HIV- and AIDS-related campaigns.

We hope the toolkit will be used by PLHAs in all sectors, for example
PLHAs in:

o Support groups

o Family and home environments

o Non-governmental organisations (NGOs)

o Community organisations, such as women’s and youth structures

o Faith-based communities, including churches

o Places where you are involved as individual PLHAs (while groups and
organisations still develop)

o Government departments

o The workplace.

8



OOtthheerr  uusseerr ss ::   ppeeoopp ll ee  aaffffeecctteedd  bbyy  HHIIVV  aanndd  AAIIDDSS

We also hope the toolkit will be helpful for all people affected by
HIV and AIDS, and all people involved in HIV and AIDS work. Some
examples of these users are:

o Families and friends of PLHAs

o HIV and AIDS counsellors

o Health care workers

o Home care-givers

o Paralegals and advice office workers

o Community educators

o School educators

o HIV and AIDS programme staff in national, provincial and
local government

o HIV and AIDS co-ordinators and teams in the workplace.
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PPlleeaassee  ccoonnttaacctt
the Department of
Health to send copies
of the toolkit to PLHAs
and other users in as
many communities
as possible:

Department of Health
Chief Directorate:
HIV and AIDS and TB
Private Bag X828 
Pretoria 0001
Tel: 012 312 0132
Fax: 012 312 3121/2
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WWhhyy  ““ppee oopp ll ee   ll ii vv iinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS”” ?

In this toolkit, when we talk about one person, we say “person living
with HIV or AIDS (PLHA)”.

When we talk about ourselves as a group, we say “people living with
HIV and AIDS (PLHAs)”.

We use our names, PLHA or PLHAs:

o To show that we are living, not dying.

o To say that we are individuals living with HIV, or living with AIDS,
depending on our own state of health.

o To give hope to others that, with the necessary treatment, care and
support, we will continue living with HIV, and may never develop
AIDS.

o To include all the people living with HIV who are ignored when the
media and others only speak about “AIDS”.

We want to include everybody living with HIV, so we choose to use
PLHA instead of PWA (person with AIDS).

HHooww  wwee  ccoommmmuunniiccaattee  wwhhoo  wwee  aarree

The way we talk about ourselves is important, because the way we
describe ourselves or are described by others affects how we feel and
how we show the world who we are.

Through this toolkit, we want to show that we are people who laugh,
love and cry. Even though we have a life-threatening disease, we are
living full and productive lives. HIV and AIDS are only one part of
our lives.

We want to be called what we are: people living with HIV and AIDS!    

Elaine’s experiences show us that when we find our voices, we find new
ways of communicating who we are and what we stand for.
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“As a person living with HIV, my communication
sometimes feels like echoes coming back to me
off the mountain. My words and thoughts are
monologues and wishes abated with dreams,
because what I want to communicate either
echoes back or does not quite pass on as I
want it to be understood.

Communication means something different
now because many times I have to relate to
negatives. I know the echo I receive is that
people do not quite identify with what I am
passing on when I communicate.

But I do not give up – I find ways of
communicating in a different way.”

“Ine ndimuuntu uwikala no bulwele bwa HIV. Inga ndelanda nabantu
limo limo ndofwa kwanti amashiwi yandi yalebwekelamo ukufuma
mufwuulu. Amashiwi ne mintontonkanye yandi yaisula fye nefiloto,
pantu chamoneka kwati nangu ndelenda nabantu, tabomfwa
amashiwi mbeeba.

Ukulanda nabantu shino shiku chaufwikafwe fimbi-fimbi, mpantu
ilyingi kulandafye pali ifintu ifishili bwiino. Ninjishiba kuti amashiwi
aya mbwelela kuli ine, ayafuma mufwuulu mashiwi ayakunjeba ati
nangu ndaade shani nabantu pama lwele yandi, teti beshibe bwiino
ati ndofwa shani mpantu tabalwalapo ubu ubulwele.

Nangu ifwi kwene! Nshaleke ukulanda nabantu, pantu nalafwailishya
imisango imbi iyakulandilamo!”

ELAINE MAANE

In To the other side of the mountain we are finding new ways of saying
that we are people living with HIV and AIDS. We challenge you to find
your voice and your own way to express who you are.
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We hope you enjoy learning from this toolkit as much as we enjoyed
the unique and creative process of developing it.

The idea behind the toolkit came from the Chief Directorate: HIV
and AIDS and TB, National Department of Health. From their work in
communities, the Treatment, Care and Support Sub-directorate felt
there were very few guides written specifically for us as PLHAs.
So the Department of Health formed a working partnership with the
USAID-funded POLICY Project and the United Nations Development
Programme (UNDP) GIPA Project. GIPA stands for the Greater
Involvement of People Living with HIV/AIDS.

TTooppiiccss

The project partners identified information on disclosure and the
human rights of PLHAs as priorities. We decided to focus on the key
skills that we need to disclose our HIV status and to claim PLHA rights:
communication, facilitation and advocacy skills.

We then began putting together a toolkit team to develop the
5 topics identified:

o TOOL 1 Disclosure

o TOOL 2 Rights

o TOOL 3 Communication

o TOOL 4 Facilitation

o TOOL 5 Advocacy

12

Communication
Advocacy

Facilitation
Disclosure

Rights



TThhee  GGIIPPAA  PPrriinncciipp ll ee

We tried to involve as many people as possible in the process of
developing this toolkit. In this, we were strongly guided by the
GIPA Principle.

The GIPA Principle is an approach that emphasises the empowerment
and leadership of PLHAs in HIV and AIDS work. It recognises that
PLHAs should share the responsibility in responding to the epidemic,
while encouraging society to create the space for PLHAs to play this
important role.

In 1994, the Paris AIDS Summit recognised the GIPA Principle as a vital
tool in tackling the HIV and AIDS epidemic, and 42 countries adopted it
as a working principle.
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“The toolkit must be
owned by us.”

WORKSHOP GROUP
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PLHAs were involved at various stages in helping to develop the toolkit:
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CREATING THE IDEA

PLHAs helped to create the idea of a toolkit and then develop the
idea into this toolkit.

PILOTING

A group of 20 South African PLHAs, from various organisations and
support groups, were part of workshops to pilot the 5 draft tools.
They attended 7 workshops to test each tool’s aims, messages and
activities. Some of the life stories and experiences they shared are
included as quotes, stories, poems, letters and case studies
throughout the toolkit.

ADVISING AND FACILITATING

A team of 13 PLHAs advised on the content of tools and facilitated
each workshop in pairs of 2 PLHA facilitators.

WRITING, EDITING AND ILLUSTRATING

Each tool’s writer worked with one or more PLHA advisers.
PLHAs were also involved in writing this introduction booklet,
TOOL 3: Communication, in editing the toolkit, and in developing
toolkit illustrations.

Please see Acknowledgements
at the front and Introducing
our toolkit workshop
participants on page 39
for details of the many
people involved.



OOtthheerr  ppaarrttnneerr sshhiipp  iinniittiiaattiivvee ss

The partnership between toolkit project partners took place against
the background of collaborative efforts to respond to the HIV and AIDS
crisis in South Africa. A central part of these developments has been
the multisectoral approach of the South African Government. 

TThhee  PPaarrttnneerr sshhiipp  AAggaaiinnsstt  AAIIDDSS

Then-Deputy President Mbeki launched the Partnership Against AIDS
in 1998:

o To raise public awareness on the impact of HIV and AIDS.

o To develop integrated HIV and AIDS plans within all sectors of society.

o To solicit ideas and responses from different communities and sectors.

This umbrella effort gave rise to a number of significant initiatives over
subsequent years involving a wide range of role players. For example:
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Women

Women in Partnership Against
AIDS developed in South Africa
and in other Southern African
countries in recognition of the
crucial role of women at
community level, and of the
major impact of HIV and AIDS
on women in Africa.

Men

The role of men in taking
responsibility for and
responding to HIV and AIDS
was highlighted at a National
Men’s Imbizo on HIV and AIDS.
An Interim National Task Team
aims to organise a countrywide
Men’s Forum on HIV and AIDS.

Faith-based sector

A National Interfaith Task Team
was established to co-ordinate
and facilitate activities across
faiths to respond to HIV and
AIDS, and to improve the lives
of PLHAs and people affected
by HIV and AIDS.

Traditional leaders

Traditional Leaders AIDS
Programmes have been
launched in various provinces
to ensure that traditional
leaders and the communities
they serve, are active in HIV
and AIDS efforts.

Disability sector 

Initiatives for communities of
people living with deafness
and blindness have included
translating HIV and AIDS plans
and awareness materials into
Braille, and developing creative
approaches to condom
education.

Trade unions

Trade union partnerships around
HIV and AIDS are an important
bridge between workers and
employers, and continue to
assist greatly in helping to
manage HIV and AIDS in the
workplace through appropriate
policies and care programmes.
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TThhee  eeaarr llyy  hhii ss tt oo rryy  oo ff  PPLLHHAAss   iinn  SS oouutthh  AAffrr iiccaa

The way that we see, think and feel about HIV and AIDS, and people
living with HIV and AIDS, has changed over the last 20 years. When the
media started to report on the HIV and AIDS epidemic in the early
1980s, most people in South Africa saw AIDS as a foreign disease
affecting gay men in the United States. Very few people saw that there
was an epidemic in Africa, and most felt they were not personally at
risk of being infected with HIV. 

In South Africa, the first cases of HIV were diagnosed among white gay
men in the early and mid-1980s. People living with HIV felt very alone
and frightened, because there were no role models and leaders. There
were no people publicly and openly living with HIV or AIDS who we
could look to as role models for guidance and direction. 

We felt that we were the only people living with HIV, and that there was
nowhere to go for help. There was no family of PLHAs to give support
and hope.  

16

“I didn’t see anyone living
positively in 1988. At first

I didn’t understand
the diagnosis and

didn’t want to tell
anyone. I was
really sick and
in a wheelchair.

People who saw
me said, ‘You’ve

got AIDS’. I went
5 years of not

telling my
husband.
The name
‘HIV’ was
with me
every day.
I covered
myself
with a

blanket and blamed God.
I spoke to the wife of
our pastor and started
disclosing after 3 years.
I eventually told my
husband and went on
TV in 1993.”

ELSIE BOGATSWE

2



FFiirr sstt  HHIIVV  aanndd  AAIIDDSS  rroo ll ee  mmooddee ll ss

The first people to disclose that they were living with HIV in South
Africa were gay men in the late 1980s and early 1990s. For example,
Johan van Rooy and Shaun Mellors publicly disclosed their HIV status
and became role models who helped others to disclose. They helped
organise the first PLHA conference in Durban in 1994.

Their courage and personal example inspired others to disclose. People
like Masias Makhalemele, Peter Busse, Vincent Veal, Adeline Mangcu,
Kevin Osborne, Prudence Mabele, Rick Stephen and Jan de Groot all
disclosed in the early 1990s and became positive role models for
others. They opened the way for other South African PLHAs to tell
their stories.

“When my mother saw me and my son said:
‘Momma, I saw your hands on TV,’ the whole thing
started coming out. From that day, I never really
stopped. I carried on talking. I was one of the
first women in South Africa to disclose … In
a way it helped me to be someone I wanted
to be and it would contribute to the quality
of life of people living with HIV/AIDS.”

MASIAS MAKHALEMELE in Living Openly
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Disclose Share with other
people that you are living
with HIV or AIDS.
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These people standing up and saying that they were HIV positive made
us realise that there were ordinary people living their lives with HIV
and AIDS. They were not like the pictures of frightened, dying people
shown on TV and in newspapers. These were people who were strong,
proud and living positively. 

This encouraged more people to disclose their HIV status. So more
and more people started to talk openly about living with HIV or AIDS.
These people used their experience of living with HIV and AIDS:

o To make people who were newly diagnosed not feel so alone and as
if they were the only person living with HIV or AIDS.

o To help others to disclose, to start support groups, and to counsel
and support. 

o To give all PLHAs hope and a sense of family and community.

Many more South Africans started disclosing publicly that they were
living with HIV. Musa Njoko, Lucky Mazibuko, Promise Mthembu,
Noma Barnabas, Mark Decker, Phil Brown and Ernest Saila are examples
of many who added their voices, skills and talents to the growing
number of people living openly. There was a growing realisation of the
need to involve PLHAs at all levels of the response to the epidemic. 

DDeevvee ll ooppmmeenntt  ooff  HHIIVV  aanndd  AAIIDDSS  oorrggaannii ssaattiioonnss

In 1988/9, the Soweto-based Township AIDS Project (TAP) helped
to break new ground in establishing one of South Africa’s first
organisations focusing specifically on HIV and AIDS community
education. In 1990, the National Progressive Primary Health Care
Network was established to do community-based HIV and AIDS work.

18

Living positively Living
life to the full, having a
healthy lifestyle and being
a positive role model for
other PLHAs.

“A person living
with denial
is suffering
more than a
person who is

disclosing.”

BOITUMELO

MHIKO



A number of events in the 1990s helped make sure that the faces and
voices of PLHAs were seen and heard. The National AIDS Convention of
South Africa (NACOSA), a group of roleplayers from all sectors involved
in HIV and AIDS work, was set up in 1992/3. NACOSA drafted the first
National AIDS Plan for South Africa.

The NACOSA National Plan had as one of its basic principles the
inclusion and involvement of PLHAs at all levels of the response to
HIV and AIDS. This plan was approved and adopted by the Government
in 1994 as its National AIDS Plan, and the principle of inclusion and
involvement of PLHAs was promoted and supported.

The National Association of People Living With HIV/AIDS (NAPWA) was
started as an organisation at the 1994 Durban Conference, and became
a more formal NGO at the 1995 Global Network of People Living with
HIV and AIDS Conference in Cape Town. 

NAPWA started to set up provincial structures and offices. They gave
support to help people to disclose, and were a face and voice for the
epidemic that had till then been largely invisible. 

The National HIV/AIDS Review in 1997 also noted that there was a need
to involve PLHAs at every level, and to strengthen and promote this
involvement.

TThhee  GGIIPPAA  PPrriinncciipp ll ee

The Greater Involvement of People Living with HIV/AIDS (GIPA)
Principle started to be taken more seriously when the UNDP GIPA
Workplace Model and the Department of Health’s FACES Programme
were launched to promote GIPA. These programmes aimed to place
people living openly with HIV and AIDS in the workplace and in
government departments. 

GIPA programmes made the epidemic more visible by giving it a human
face. For example, PLHAs were appointed as co-ordinators of PLHA
programmes in the Departments of Health, Social Development, and
Minerals and Energy. Other projects such as the Young Positive Living
Ambassadors (YPLA), established in 1998, also helped young people to
speak openly about living with HIV and AIDS.
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“GIPA has
strengthened
a lot of PLHAs in South
Africa. I feel empowered
as a woman and have
grown in many ways,
for example in being able
to express my feelings
when I’m happy or when
I’m not happy.”

NOMSA
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ll ii vv iinngg  ooppeenn llyy  aanndd  pp oo ss iitt iivvee llyy  

RReeaacchhiinngg  ppeeoopp ll ee  tthhrroouugghh  tthhee  mmeeddiiaa  aanndd  eedduuccaattiioonn

From the mid-1990s, the media started to play a more supportive role.
There were many examples of the media portraying PLHAs in a positive
and encouraging way. By the late-1990s, there were people all over
South Africa openly living with HIV or AIDS, giving talks and educating
others. We saw PLHAs on television, talking on radio and appearing in
newspapers and magazines, for example:

o Kevin Osborne’s Plus Life column in the Cape Argus newspaper and
Lucky Mazibuko’s Call Me Lucky column for the Sowetan newspaper
helped to break many of the silences around HIV and AIDS, as they
wrote as open PLHAs. 

o On TV, we had programmes like Beat It presented by Masias
Makhalemele, Paddy Nhlapo, Vuyani Jacobs and Nombeko Mpongo,
all open PLHAs. 

o The TV documentary series Positive also explored living positively
with HIV or AIDS, and was presented by Musa Njoko and
Lucky Mazibuko. 
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o A growing number of PLHAs publicly disclosed their HIV status on
national TV talk shows like the Felicia show.

o Books such as the Department of Health’s Living Openly, and
photographic exhibitions of PLHAs such as Living Openly and Positive
Lives, also had a powerful impact on how the public saw PLHAs.

o The independent documentary series Steps for the Future included
a variety of PLHAs speaking openly, and was widely seen at film
festivals and on national TV.

Many PLHAs were involved in HIV and AIDS education, and used their
personal stories and experiences to give a powerful face and voice to
the epidemic. Many people say that the experience that changed the
way they thought and felt about HIV and AIDS was listening to a PLHA
talk about living openly and positively.

DDeeaall iinngg  wwiitthh  hhoo ssttii ll iittyy,,  ssttiiggmmaa  aanndd  ddii ssccrriimmiinnaattiioonn

Although the public’s view and attitude towards HIV and AIDS
was slowly changing, there was still a lot of hostility, stigma and
discrimination directed at PLHAs. In 1998 Gugu Dlamini, a young
community volunteer from KwaMashu outside Durban, was stoned to
death for disclosing her status.

NAPWA decided to involve family members and affected people in
the disclosure process. They hoped that this would help community
members understand how to respond to their loved ones disclosing.
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Hostility Unfriendly and
aggressive behaviour.
........................................... 

Stigma Negative attitudes
and beliefs about people
living with HIV and AIDS.
...........................................

Discrimination Treating
people living with HIV
and AIDS differently in an
unfair way.

“Gugu’s disclosure
was part of NAPWA’s
Disclosure and Acceptance
Campaign. But we
didn’t focus enough
on acceptance. The
community was not
prepared for this.”

NOMA BARNABAS
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FROM A LETTER TO MY YOUNGER SISTER

“It is a great honour to get this opportunity to write this letter to
you. I hope and trust that you will understand, accept and love me as
I am, by giving care and support, and also treating me as usual.

As you know, life has its ups and downs. I confess myself to
you that in 1999 after the death of my child, I became ill and
was hospitalised. In November, I became worse and was tested
for HIV. The results were positive.  

I was confused, hurt, frustrated, embarrassed, angry, afraid
and mostly didn’t believe it. I went for counselling then. After
that, I disclosed to my family and friends. That was the sad
moment for everybody.

In 2000, I was in the hospice for treatment. This led me to
disclose my status to the community. This was my first time
to make the community aware that HIV/AIDS is here and
what they have to do to support people living with HIV.

After my disclosure, I went through tough times, because
I was stigmatised, discriminated against and rejected. But
I had hope that things will be fine, as only God knows.

In the same year, I volunteered as a founder member to start a
support group, the KOSH Care and Support Group, for people who
are living with HIV and those who are affected. As a member of the
support group, I visited affected families, churches, the youth and
workplaces to do HIV/AIDS counselling.

I am still employed as an HIV/AIDS counsellor for this support group.
I thank God for being with me all the time when I give a little help and
hope to the people living with HIV or AIDS to have faith, and to accept
and love themselves. Mostly, they must know that there is still vision
and life when you are living with HIV!

Yours in the HIV/AIDS struggle
Dikeledi”

DIKELEDI MOTSOMAESI



TThhee  eeffffeecctt  ooff  ggrroowwiinngg  ppuubbll iicc  ddii sscc ll oo ssuurree

Community activists and leaders continued to disclose in the mid-
and late-1990s. Their disclosure helped to mobilise PLHAs to become
involved in campaigns and activism around access to treatment and
lower costs for medication. From 1998 onwards, the advocacy work of
non-governmental organisations opened up public space for more
PLHAs to tell their stories and to disclose at community level.

A young boy called Nkosi Johnson was a powerful role model. Nkosi
was born HIV positive and faced discrimination at school. He spoke
widely about the importance of equal opportunities for children living
with HIV and AIDS. His talk at the opening of the International AIDS
Conference in Durban in 2000 touched millions of lives when it was
broadcast on TV around the world.

In 2002, gospel singer and PLHA, Musa Njoko, released a CD, including
a song where she openly sings about being diagnosed with HIV and
how her faith helped her through tough times. Musa inspired us to
express ourselves creatively in this toolkit by playing her song Grace
and mercy at our first toolkit workshop.

The Government also supported initiatives aimed at increasing the
visibility and unity of PLHAs, for example the Second National
Conference of People Living With HIV and AIDS in Durban in 2000
and the PLHA Summit in Midrand in 2002.
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Access When we can get
or receive something,
eg a grant, treatment.
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Strong men and women from all sectors of our society have disclosed.
These men and women come from different races, languages and
cultures. Some are heterosexual, some are bisexual, some are gay and
some are lesbian. They have stood up and spoken openly about living
with HIV or AIDS.  

They have spoken about important issues like discrimination and
stigma, disclosure and acceptance, access to treatment and the cost
of medicines, legal and ethical issues, and the role and value of
involvement of PLHAs at all levels of our response to the epidemic. 

“We really have to work with AIDS at an individual
level because that’s where we will break stigma.
And that is where real understanding can grow,
where hope can flourish. And this will go
a long way in normalising HIV in our
society. People living with HIV/AIDS
need to be seen as part of the rich
fabric of our society.”

KEVIN OSBORNE in Living Openly

TThhee  ccoonnttiinnuuiinngg  aaccttiivvee  rroo ll ee  ooff  PPLLHHAA  ffaaccee ss   aanndd  vvooiiccee ss

All these role models played a critical role in getting the voices of
PLHAs heard. They have given HIV and AIDS a human face. They have
helped to shape the response from all levels of our society, and their
voices continue to be heard in current debates and campaigns.

We have strong men and women openly living with HIV and AIDS
who are a face and a voice for all of us. They are positive role models
who are living meaningful lives. We can see how living positively can
help us and many other people to live healthy lives and to reach
our dreams.
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TTaallkkiinngg  iinn  pp oo ss iitt iivvee  llaanngguuaaggee

FFaacciinngg  nneeggaattiivvee  wwoorrddss

Part of our struggle has been about shaping a new language around HIV,
AIDS and ourselves as PLHAs.

The use of negative pictures in the media and words like “gay plague”
and “new killer disease” led to rejection and discrimination for many
PLHAs. Many people thought AIDS was a disease that could only
happen to “high-risk groups” like gay men, drug users and sex workers.
The thinking was if you were not in a high-risk group, you would not
get AIDS. People living with AIDS were called “victims”, “sufferers”
and “patients”.

The talk about fighting AIDS became so strong that a message “Fight
AIDS, not people with AIDS” was developed to challenge the idea that
AIDS and people with AIDS were the enemy. 

There was very little talk about “living with AIDS”, and hardly any
mention of “HIV”. The main message was “AIDS = death”.
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“Fight AIDS, not people
with AIDS!”
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As PLHAs, we were hurt by the way that the media and society saw
us and spoke about us. We were angry that all the pictures were of
frightened, hopeless people. We were unhappy with the focus on AIDS
and death, and the silence about the many years we had spent living
with HIV. 

We had lives, hopes and dreams, but these were never shown or spoken
about. We were called negative names. We were seldom seen as people
who were living our lives, often with remarkable bravery and courage.

But then we fought back. We wanted to be heard in our own voices and
words. We wanted to be shown in an accurate and balanced way. We
spoke to photographers, journalists and the media. And we slowly
changed things.

The media started to talk more about “HIV” and “living with HIV”
and not just “AIDS” and “dying of AIDS”. We were seen as people with
a place in society, and as mothers, fathers, children and friends.
Messages like “My friend with AIDS is still my friend” started to show
us as people with meaningful lives.

“We are people first!”

We have also challenged the media to show that we are not just
helpless victims with no control or direction in our lives, but that we
are human beings – people who are living with either HIV or AIDS.

And so the words such as “AIDS victim” slowly became less used, and
new terms developed like:

o PWA, people with AIDS, PLWHA, or as we use in this toolkit,

o Person living with HIV or AIDS (PLHA), people living with HIV
and AIDS (PLHAs).
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“I want
to communicate freely,
not whisper about my
status. We need open
communication to
fight stigma.” 

NOMFUNDO XOTYENI



George’s poem is an example of how we can be creative in turning
negatives into positives:
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THIS IS L IFE

“You lived like a Queen and laughed like a clown
Life became like a dream and a very big cloud
Written was HIV+ but U read AIDS
Light disappeared from your days

You confided, Trust subsided
And they showed the door
When you needed to be adored

You live in poverty
How you long for liberty

You pine for peace and love
All skies are pearls
But there is no dove

You have lost your freedom
You have to wear a condom

They shiver at your sight
But this is your plight …

You are like a star
You can and you will shine afar
Come Discrimination
Meet Determination

You witness your purpose
Gone are your sorrows

This is life … and it is nice.”
GEORGE MANGOENYANE
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It has been a long and difficult road for all of us living with HIV or
AIDS. We have lost many wonderful and brave people on the way. 

Today we have people all over South Africa openly living with HIV
and AIDS. Many are involved in HIV and AIDS work, and are educating
people and changing attitudes. 

We are all fighting stigma and discrimination. The battle for our
human rights, dignity and acceptance continues. The battle for access
to life-saving treatment continues.

South Africa’s first national AIDS Conference in August 2003 had the
theme Dira Sengwe – Take Action. A ray of light and hope following this
conference was the Government’s announcement of an Operational Plan
for Comprehensive HIV and AIDS Care, Management and Treatment for
South Africa.

In continuing our journey, we remember those that we have lost, and
take strength from our numbers and courage.

“… I have discovered the secret that after climbing a great hill, one
only finds that there are many more hills to climb. I have taken
a moment here to rest, to steal a view of the glorious vista that
surrounds me, to look back on the distance I have come.”

NELSON MANDELA in Long Walk to Freedom
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HHooww  ccaann  yyoouu  uussee  tthhee  ttoooollkkiitt?

WWhhaatt  ddoo   tthhee  ddiiffffeerreenntt  ttoo oo ll ss   cc oovveerr ?

This toolkit is made up of 5 tools.

All the tools together can empower and support us in getting our PLHA
messages across in our work and daily lives. The tools are:

TOOL DISCLOSURE Sharing that we are living with
HIV or AIDS

o How will this tool on disclosure help us?

o What is disclosure?

o How does living with HIV and AIDS in South Africa
affect disclosure?

o Disclosing: why, when, who, what and how?

o What are the effects of disclosing?

o How can we use support?

TOOL RIGHTS Knowing our rights as people living
with HIV and AIDS 

o How will this tool on rights help us?

o Why are rights important for our HIV and AIDS work?

o What are our rights as people living with HIV and AIDS?

o How can our rights be included in our responses to HIV and AIDS?

o How can we protect our rights and help others?

3

1

2
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TOOL COMMUNICATION Listening, speaking and writing 
effectively as people living with HIV and AIDS

o How will this tool on communication help us?

o How can we open up HIV and AIDS communication?

o How can we plan before we communicate?

o How can good listening help us communicate?

o How can we give out a positive image?

o How can we speak effectively?

o How can we write effectively?

TOOL FACILITATION Helping others learn about HIV and AIDS

o How will this tool on facilitation help us?

o How can we plan and prepare for HIV and AIDS sessions?

o How can we start HIV and AIDS sessions?

o How can we use group work?

o What is co-facilitation?

o How can we facilitate in different environments?

o How can we end HIV and AIDS sessions?

TOOL ADVOCACY Working for change around HIV and AIDS

o How will this tool on advocacy help us?

o How can we use advocacy?

o What are the links between advocacy and the other tools?

o What are some common activities used in advocacy?

o A step-by-step advocacy plan

o Case studies: Advocacy in action

o You as an advocate

o How can we improve our advocacy work?

3

4

5



IInn
tt
rroo

dd
uu

ccii
nn

gg
  yy

oouu
rr  

tt
oooo

llkk
iitt

T
O

 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

32

IIDDEEAASS ffrroomm  oouurr  wwoorrkksshhoopp  ggrroouupp  oonn  uuss iinngg  tthhee  ttoo oo ll ss

“I will use the toolkit to know my rights as a person living
with HIV and to help people to hear our stories. As a PLHA,
I would use Tool 1: Disclosure first. Then I will develop my
skills by practising the activities in Tool 3: Communication

and Tool 4: Facilitation. Then I will do Tool 2: Rights
and Tool 5: Advocacy together.”

DAISY

“I will use the toolkit to relieve my personal
stress and to help my family. I will use
the real stories in the toolkit to change

attitudes in the community. I would start
with Tool 3: Communication, and then go

on to Tool 1: Disclosure and Tool 2: Rights
together. I feel that disclosing without knowing your
rights may lead you to more frustration and stress.”

NOMZI TSHABALALA

“I will read my personal stories in the toolkit to motivate me. Then I will run
workshops in the community to make people aware of the contents of the
toolkit. I will use Tool 3: Communication first and then Tool 1: Disclosure
because we need to sharpen our communication skills to help us disclose.
To improve my workshop skills, I will look at Tool 4: Facilitation.”

PORTIA

“The toolkit shows people that HIV/AIDS is not the end of the world,
but a challenge for all of us. I will explain how the people in the toolkit
are leading productive and exciting lives as PLHAs. I will also use the
toolkit as a training tool for PLHAs. I would use the toolkit in this
order: Disclosure, Rights, Communication, Advocacy, Facilitation.”

SIZWE SHEZI

“I will use the toolkit to lobby for support for PLHAs. I will
teach the community about living positively as a person living
with HIV or AIDS. I will start with Tool 1: Disclosure, and then
look at Tool 3: Communication and Tool 4: Facilitation to

improve myself. Then I will focus on Tool 2: Rights and
Tool 5: Advocacy. The Rights tool can also help me

when I am thinking about disclosing.”

ANDILE NGWABENI

HHooww  ccaann  yyoouu
uuss ee  tthhee  ttoo oo ll ss ??

The 5 TOOLS can be
used separately or
together, depending
on your needs.

For example:

o TOOLS 1 and 2
help us deal with
personal issues
around disclosing
that we are living
with HIV and
knowing our rights.o TOOLS 3 and 4 help
us communicate
with and teach
others about living
with HIV and
understanding HIV
and AIDS issues.o TOOL 5 helps us
to get involved in
working for change
on HIV and AIDS
issues. 
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HHooww  ccaann  yyoouu  ff iinndd  tthhiinnggss   iinn  eeaacchh  ttoo oo ll ?

This is a short guide on how to find things in each of the 5 TOOLS in
the toolkit: 

Contents of TOOLS 1-5

o See the content pages at the start of each tool. This outlines what
we cover in each part of the tool and the page it starts on.

Guiding symbols

o VOICES All the quotes, stories or poems marked with this
symbol are from people living with HIV and AIDS
(PLHAs). They share the experience of living with HIV
or AIDS. These are the voices of PLHAs from our
toolkit workshop group or development team, unless
we show that they are from other PLHAs. 

o ACTIVITY Throughout each tool there are activities to help you
share experiences, to learn from others or to practise
what you have learnt. You can do these activities on
your own, with a friend or in a group. A        marks
a space for you to write your ideas.

o GUIDELINES These are tips, ideas, suggestions and answers
to guide you in using the information and activities
in each tool.

Cross-references

o Look in the margins for page references that point you to
information and activities in another part of the tool or in other
parts of the toolkit. You will need to go to the pages mentioned
to find the information. 

AAcc
ttiivv
iittyy

�

When you see this
box in the margin,
it is a cross-reference
box. It will lead you to
related information on
another page.
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Key word The meaning
of the word is written in a
box like this in the margin.

Key words

o These are important words to do with HIV and AIDS, and the
rights, issues and skills of PLHAs.

o The first time we use a key word in each tool, it is bold in the
colour of that tool and we explain it in a box in the margin. 

o The list of Key words at the back of each tool lists all the key
words in alphabetical order and gives their meanings. The Key
words list leaves a space for you to translate and explain each
word in another language that you speak.

Abbreviations

o The first time we use an abbreviation, we spell it out in full.

o Check any abbreviations in the Abbreviations list at the back of
each tool.

Resources

o For more information, use the Resources list at the back of each
tool, including references, books, manuals, contacts, services
and websites.

Evaluation form

o Fill in and return the tear-out Evaluation form at the back of
each tool.
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HHooww  ttoo   uuss ee   tthhee  tt oo oo ll kkiitt ::   aa  wwoorrkk sshhoopp  oouutt ll iinnee

We want to make sure the toolkit is very widely distributed and used
by PLHAs.

Here is a 3-hour workshop outline to help you explain the aims of
the toolkit and different ways of using it to PLHAs and other toolkit
users. Please adapt this workshop outline to suit the needs of people
in your community. 

TOPIC

Introduction to workshop

Welcome

o Welcome everyone to the toolkit workshop 

Introductions

o Do an icebreaker for people to introduce
each other   

Expectations

o Go around in a circle for each person to say
what they expect to get out of the workshop

Programme

o Briefly go through the workshop programme

TIME

30 MINUTES

5

10

10

5

1

See TOOL 3 for more
information on
running workshops.
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Aim of the toolkit

Sharing experiences

o Ask participants to share in pairs the challenges we
experience as PLHAs 

Feedback

o Ask each pair to report back 2 challenges and write
these up on newsprint 

Aim of the toolkit

o Explain how the toolkit can help us overcome
these challenges. Give an example from
your own experience and refer to examples
mentioned by participants.

o Show participants the toolkit and go through
the topics of the 5 tools.

o Have a short discussion on the aim of the toolkit.

Tea-break

Using the toolkit to respond to 
the challenges of PLHAs

Introducing group work activity

o Divide participants into 5 groups that will each
use one of the tools to help respond to a PLHA
challenge, for example:.TOOL 1 PLHA struggling over whether to

disclose to parents.TOOL 2 PLHA discriminated against at work.TOOL 3 PLHA needing to present an awareness
talk at a school.TOOL 4 PLHA asked to facilitate a support group.TOOL 5 PLHA planning a campaign to improve
services at a local clinic.

40 MINUTES

10

10

20

20 MINUTES

55 MINUTES

5

2

3

4
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Practising using the tools in groups

o Each group to work on one of these challenges,
and discuss: .Where can you find information and activities in

the tool to help you?.How will you use the information and activities
to help you prepare to deal with the challenge?

Feedback and discussion

o Ask each group to give a short report-back and
then open up a plenary discussion 

Extending the use of the toolkit

Sharing ideas

o Encourage participants to share ideas on
these questions: .How can we use the toolkit in our personal lives

and community work?.How can the toolkit help with broader aims like
PLHA visibility and building the PLHA movement?.How can we get the toolkit to more PLHAs?

Summarising

o Try to bring together the ideas and summarise
the discussion

Closing of workshop

Evaluation

o Go around to give each person a chance to say
how they feel the workshop helped them

Thanks

o Thank participants and decide how you will
keep in touch

30

20

20 MINUTES

15

5

15 MINUTES

10

5

5

6
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HHooww  ccaann  yyoouu  hhee ll pp   uuss   iimmpprr oovvee  tthhee  tt oo oo ll kkiitt ?

We hope to improve and update this toolkit in future. We also hope to
bring out new tools on other important topics and skills for PLHAs.

Please share your experience of using this toolkit and your ideas for
improving it in future by filling in the toolkit evaluation form. We
suggest you fill in the form after using the toolkit for a few months. 

There is a tear-out copy of the Toolkit evaluation form at the back
of this booklet for you to return. Here are the questions for you to
think about: 

YYoouurr  ttoooo llkkiitt  eevvaalluuaattiioonn  qquueessttiioonnss

1. How have you used the toolkit in your personal life and
community work?

2. Is the toolkit easy to read? Can you find things easily or are
some things difficult to find?

3. What parts of the toolkit do you find most useful? Why?

4. What parts of the toolkit are not so useful? Why?

5. Does the toolkit give you enough information? What can
we add?

6. Do the stories, quotes and poems help you? How?

7. Are the activities useful? In what way?

8. Are there other topics and skills we should cover in
future toolkits for PLHAs?

9. How do you think we can distribute the toolkit so it reaches
more people?

10. Do you have any other comments to help us improve the
toolkit?

You will also find an evaluation form for each tool at the back
of each tool.

PPlleeaassee  sseenndd
the Toolkit evaluation
form to:

Department of Health
Chief Directorate:
HIV and AIDS and TB
Private Bag X828 
Pretoria 0001
Tel: 012 312 0132
Fax: 012 312 3121/2
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IInnttrroodduucciinngg  oouurr  ttoooollkkiitt
wwoorrkksshhoopp  ppaarrttiicciippaannttss

We acknowledge each person in our toolkit workshop group that
helped us pilot and shape To the other side of the mountain.

Andile Ngwabeni was born and lives in Mdantsane. He was with the
Masibambisane Support Group and now works for the Cecilia Makiwane
Hospital Support Group. Andile gives people information and educates
communities, especially in rural areas. He has known he was living with
HIV since 1999.

Boitumelo Mhiko was born in Vryburg and lives in Kimberley. He
was involved in Voluntary Counselling and Testing (VCT) work in the
community. Now he works for the Young Positive Living Ambassadors
(YPLA). Boitumelo fights against stigma and discrimination, and wishes to
see PLHAs accepting their status. He has known he was living with HIV
since 2000.

Daisy was born and lived in Gauteng. She worked for the National
Association of People Living With HIV and AIDS (NAPWA) in Limpopo and
also for NAPWA (Gauteng). Her HIV and AIDS work included educating the
community about HIV and AIDS, and advocating for the rights of PLHAs.
Daisy lived with HIV since 1997 before passing away in March 2005.

Dikeledi Motsomaesi was born and lives in Jouberton, near Klerksdorp.
She works for the KOSH Care and Support Group, and mainly does HIV and
AIDS counselling work. She has known she was living with HIV since 1999.

Elaine Maane was born in Lusaka, Zambia, and lives in Cape Town. She
worked for the Sizophila Community Project, and is now with NAPWA
(Western Cape). Elaine focuses on issues around disclosure, and on
pregnant women and HIV through her involvement with the Mothers-to-
Mothers-to-be Project. She has known she was living with HIV since 1996.

Elsie Bogatswe was born in Taung and lives in Gauteng. She works for
NAPWA (Gauteng). Elsie focuses on giving HIV/AIDS information and
educating the community. She has known she was living with HIV
since 1988.

“To get
to the

other side of the mountain,
I first gave myself hope,
and now try to give hope
and to help other people
living with HIV.”

ANDILE NGWABENI

“To get to the other side
of the mountain, I will live
positively and be a
role model and
face for people
living with HIV
or AIDS.”

BOITUMELO MHIKO

“To get to the other side of
the mountain, I said I will
never let go of my life.

Now I want to get
more information
on HIV/AIDS, and
to stay healthy.”

DAISY

“To get to the other side
of the mountain, I will
do my best, keep my

focus and live
positively.”

DIKELEDI

MOTSOMAESI

“To get to the other side of
the mountain, I chose not
to keep silent about issues
that violated my being as
a woman and as a
mother. On the
other side of the
mountain, I have
explored green
surroundings that
are sometimes
thorny.”

ELAINE MAANE

“To get to the other side of
the mountain, we must join
hands and share ideas
to defeat HIV/AIDS.
Nothing can  defeat
us, especially when
it can’t talk.”

ELSIE BOGATSWE

4
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Ernest Saila was born in Bloemfontein and lives in Pretoria. He worked
for Lifeline, Mafikeng, and is now with the Chief Directorate: HIV and
AIDS and TB, Department of Health, as part of the GIPA Project. Ernest is
involved in co-ordinating and developing programmes for PLHAs in South
Africa. He has known he was living with HIV since 1989.

George Mangoenyane was born in Kroonstad and lives in Bloemfontein.
George worked for the Free State Youth Commission, and is now with
the Free State Provincial Department of Health. His HIV and AIDS work
includes counselling, developing support groups, public education,
running workshops and promoting positive living. George has known he
was living with HIV since 1994.

Mahadi Shongwe was born and lives in Soweto. She has worked for
NAPWA (Free State) and is involved in the GIPA Project. Mahadi’s main HIV
and AIDS interests are community awareness, giving support to PLHAs,
and making sure that people have access to treatment. She has known she
was living with HIV since 1995.

Motlalepule Maine was born in Ipelegeng and lived in Mangaung,
Bloemfontein. She worked for NAPWA (Free State), concentrating on HIV
and AIDS support groups. Motlalepule lived with HIV since 1993 before
she passed away in September 2004 just before the toolkit went to print.
Please see page 45 for our dedication to the life of Motlalepule. 

Noma Barnabas was born in Flagstaff, Eastern Cape, and lives in Durban.
She works for NAPWA (KwaZulu-Natal). Noma’s HIV and AIDS work and
interests include gender issues, human rights, advocacy, destigmatising
HIV and AIDS, working with children, HIV and AIDS in the workplace and
in the religious sector.

Nomangwane Nkosi grew up in Boksburg and lived in Vosloorus. She
worked as a Young Positive Living Ambassador in Mpumalanga, focusing
especially on educating the youth on HIV and AIDS. Nomangwane lived
with HIV since 1997 before she passed away in January 2003 during the
development of the toolkit. Please turn to page 42 for our dedication to
the memory of Nomangwane.

Nomawetu Shumani was born in Cala, Eastern Cape, and lives in
Khayelitsha. After working for Child Welfare, she is now with Wola
Nani in Cape Town. Nomawetu’s main focus is on counselling and
facilitating support groups, especially encouraging PLHAs to disclose and
live positively.

“To get to
the other
side of the
mountain, I rediscovered
my purpose in life, and
now wish to empower the
community to have a
positive approach to life.”

ERNEST SAILA

“To get to the other side
of the mountain, I stood

up against stigma
and discrimination,
and for the rights
of PLHAs. I did it,
so why can’t you

do it?”

GEORGE

MANGOENYANE

“To get to the other side
of the mountain, I want
to live and to see my
daughter grow up, with
me supporting her.”

MAHADI SHONGWE

“To get to
the other
side of the
mountain,
I will ask God to give me
strength and courage.”

MOTLALEPULE MAINE

“I went out of my way
to get information to
empower me to live
positively.  I used this
information as my vehicle
to get to the other side of
the mountain.”

NOMA BARNABAS

“I had enough of being
alone and angry, and
decided to make
a change in my
life to take me
to the other
side of the
mountain.”

NOMAWETU

SHUMANI

To contact these and other
organisations, please see
the Resources section
at the end of each tool.
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Nomsa lives in Johannesburg. After working for NAPWA, she joined the
Centre for the Study of AIDS at the University of Pretoria, as part of the
GIPA Project.  Her HIV and AIDS work includes counselling, training,
running support groups and awareness campaigns, and writing about
positive living and nutrition. She has known she was living with HIV
since 1996.

Nomzi Tshabalala was born in Swaziland and lives in Gauteng. She
works for the Bambanani Support Group at Kopanong Hospital in
Vereeniging. Nomzi does counselling for the prevention of mother-to-
child transmission of HIV, and is also a facilitator and a treatment literacy
adviser. She has known she was living with HIV since 1993.

Nomfundo Xotyeni was born and lives in East London. She works for
NAPWA (Eastern Cape). Her HIV and AIDS work includes servicing support
groups, running capacity-building and gender workshops, and working
together with community-based organisations. Nomfundo has known
she was living with HIV since 1999.

Olebogeng Talakasi was born in Ikhutseng and lives in Warrenton,
Northern Cape. He worked for the Tshwaraganang Support Group, and is
now with NAPWA (Northern Cape) in Majeng Village. Lebo’s main interest is
to see PLHAs living healthily and being accommodated in the community.
He has known he was living with HIV since 2002.

Portia was born in Pietermaritzburg and now lives in Mpumalanga. She
works for NAPWA (Mpumalanga), focusing on helping the community get
HIV and AIDS information.

Sizwe Shezi was born in Hammarsdale and lives in Durban. He worked
for Durban Youth Radio and the Treatment Action Campaign, and is now
with Health Systems Trust. His HIV and AIDS work includes research,
capacity-building, training, support and advocacy. Sizwe has known he
was living with HIV since 2001.

Tsholofelo Mohalanyane was born and lives in Mathibestad.
He has worked for the Department of Provincial and Local
Government, and is now with NAPWA (North West). Tsholo’s
main focus is on co-ordinating NAPWA provincial activities and
programmes. He has known he was living with HIV since 1997.

“To get to
the other
side of the
mountain, I
had to learn
to accept my

HIV status and love myself.
I discovered that living
with HIV was not a death
sentence, but a challenge
to overcome.”

NOMSA

“To get to the
other side of the

mountain, I
will fight

for my
life and
deliver

what I am expected to for
my community and all
future PLHAs.”

NOMZI TSHABALALA

“To get to the
other side of the
mountain, I will
stand up for
my life.”

NOMFUNDO

XOTYENI

“To get to the
other side of the
mountain, I will
teach other PLHAs
to be strong
and accept
themselves.”

OLEBOGENG TALAKASI

“To get to the other side of
the mountain, I will work
hard to develop personally
and to share HIV/AIDS and
human rights information.
I want to make a
difference in my life
and in my community.”

PORTIA

“To get to the other side
of the mountain, I will
work tirelessly for justice,
equality and fair treatment
of all people living with
HIV or AIDS.”

SIZWE SHEZI

“To get to the other side of
the mountain, I remained
strong, accepted myself

and got information
about HIV/AIDS so
that I can live happily
and be proud of
myself.”

TSHOLOFELO

MOHALANYANE
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DDeeddiiccaattiioonnss

We dedicate To the other side of the mountain to the lives and spirit of
3 inspiring women: Nomangwane Nkosi, Daisy and Motlalepule Maine.

Nomangwane was a member of the toolkit workshop group,
representing the Young Positive Living Ambassadors in Mpumalanga. 

Nomangwane passed away during the development of the toolkit.
She was an example of the courage and commitment needed to reduce
the impact of HIV and AIDS in South Africa for PLHAs and for people
affected by HIV and AIDS. 

Nomangwane’s spirit lives on in the words of a poem she wrote for our
pilot workshop on Disclosure:

THE STORM IS OVER

“Dark cloud encompassed me
As I stood lonely on that day
The day I thought my life is coming to an end
Embarrassment was the order of the day
The storm is over now

The wind of sadness swept me off my feet
I fell in despair and anguish
I thought I would not rise again
I never thought it would be over
I still feel sad but it’s okay now

Crowds were at the community hall
Speaking as I thought they knew
The feeling of being sorry
Sorry not that you made a mistake
But sorry because most of the leaders
Amongst them were counting on me

5
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Sorry that someone had to ensure that
My life is coming to an end
The storm will be over soon

I opened my mouth just once
Tears fell throughout my presentation
I realise that I was making an impact
Most took decisions on that day
The storm is over

When everyone was leaving the hall
Most did not want to go least they say a word to me
I looked at them with a smile
For I knew that the storm was over

As I go around everyday meeting people
Compliments are following me
They thank me for the very storm that was
In my life, happens in their lives too
And from the courage I had
They can look out and believe that
The storm would have been bad but
Thanks to God the storm is over.”

NOMANGWANE NKOSI

NOMANGWANE NKOSI

Born: 4 April 1972
Died: 4 January 2003
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SEL IDUME LEDLULA

“Ifu elimnyama langisibekela
Njengoba ngangimile ngingedwa ngalolo suku
Okuwusuku engangicabanga ukuthi impilo

yami seyifike esiphelweni
Ukuphoxeka kwakuyisinkwa sami

semihla ngemihla
Kodwa selidume ledlula manje

Isiphepho sendumalo sangiphephula
sangithela phansi

Ngazizwa ngingenalithemba futhi ngidabukile
Ngangicabanga ukuthi ngeke ngiphinde ngivuke
Angikaze ngicabange ukuthi lesi simo siyodlula
Ngisakuzwa ukudumala kodwa sengikahle

manje

Izinkumbi zabantu ezaziseholo lomphakathi
Zikhuluma njengoba ngangicabanga ukuthi

ziyawazi 
Umuzwa wokuthi shwele
Ungashwelezi ngoba wenze iphutha
Kepha ushweleza ngoba iningi labaholi
Phakathi kwabo babethembele kimi
Ushwelezela ukuthi ukhona obekufanele

aqinisekise ukuthi
Impilo yami seyifika esiphelweni
Selizoduma ledlule khona maduze nje

Ngavula umlomo wami kanye
Izinyembezi zaqathaka ngenkathi ngikhuluma
Ngacabanga ukuthi ngangenza umehluko
Iningi lathatha isinqumo ngalolo suku
Selidume ledlula

Ngenkathi wonke umuntu ephuma eholo
Abaningi abathandanga ukuhamba, okungenani

kwaba negama abalisho kimi
Ngababheka ngobuso obumamathekayo
Ngoba ngangazi ukuthi lase lidume ledlula

Njengoba ngihamba ngihlangana nabantu nsuku
zonke

Izilokotho ziyangilandela
Bayangibonga bangibongela leli zulu elaliduma

empilweni yami
Lokhu kwenzeka nasezimpilweni zabo futhi
Kanti bakuthola emdlandleni enganginawo
Sebengabheka bese bekholwa
Ukuthi izulu lalingaba libi
Kodwa sibonga uNkulunkulu ngoba selidume

ledlula.”
NOMANGWANE NKOSI

NOMANGWANE NKOSI

Wazalwa: 4 April 1972
Wasishiya: 4 January 2003



Daisy represented NAPWA (Limpopo) and NAPWA (Gauteng) in our
toolkit workshop group. She was a soft, loving person and a dedicated
fighter – not just for the rights of PLHAs, but also for the rights and
dignity of women, and of lesbian and gay people.
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DAISY

Born: 14 August 1968
Died: 5 March 2005

Daisy’s toolkit friends dedicate these words to the
memory of her wonderful life:

"Daisy, you were not a mother to your daughter only,
but a mother to all children living in the world of
HIV/AIDS.

You were not a sister to your siblings only, but a
sister to all those who are living with and affected
by HIV/AIDS.

You were not only a daughter to your parents
but to all affected parents.

You were a woman with integrity, diplomacy
and style. 

You were a woman of your own destiny.

Your contribution towards fighting
discrimination against PLHAs was highly
recognised and appreciated, and always will be. 

You were a brave woman who went out of your
way to share your life with the whole world.

You are an inspiration to many people.

Daisy, you will be sadly missed. 

You are no more in flesh and blood, but
your spirit will always be with us and we
will always be uplifted.

Long live the spirit of comrade Daisy 

Long live!”

NOMA BARNABAS
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“Daisy, you always gave your most in many ways. Your
sweetness and your intellect will always be an inspiration to
the rest of our toolkit group. You will always be remembered.”

NOMSA

"PDA ya ko Vosloorus, you have had an incredible impact in
my life through the roles you played in my life, as my best
friend, a sister, a colleague, and an activist. You taught me
the meaning of unconditional love. You taught me to care and
to laugh from the bottom of my heart.

Your passion to mitigate stigma and discrimination against
people living with HIV or AIDS was shown through your work,
commitment and dedication. Your beautiful, bright smile
touched my heart always and I will miss that a lot. You
were loved by me."

JASON WESSENAAR

DAISY, MY HEROINE

“Tall, wise woman with smile at all times

When Daisy falls from grace, all fairy tales are uncovered

Myths exposed and pain magnified, the greatest pain discovered

You taught me to be strong, but I am confused to see you gone

You said ‘never give up’, and it hurts to see you welcome death

When Daisy falls, so do the stars, and so does the perception
of tomorrow

Without you there is only me alone to deal with the
struggle

But I believe your spirit will work with all of us

Richer by far is the heart’s adoration

Dearer to God are the prayers of the poor in South Africa

Long live the spirit of Daisy

Qhawe lamaQhawe!”

NOMFUNDO XOTYENI



Motlalepule was part of our toolkit workshop group, representing
the National Association of People Living With HIV/AIDS in the Free
State. She was a warm, caring person and a passionate fighter for
the rights of PLHAs.
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Toolkit participant, George Mangoenyane reflects on
Motlalepule’s life and spirit:

“Motlalepule, your passing in this world has left us with the big
question of ‘Why now’? 

We have lost a daughter of the African soil. To many people you
were like a pillar, because during the hard times you stood up
and lived openly with HIV without fear, irrespective of treatment
or not.

Some people have made an assumption that living with HIV is
the ‘in-thing’. There is no glory in living with HIV. 

Motlalepule, you spent so many years advocating, lobbying
and mobilising people living with HIV. We want to promise
you that we will carry that spear that you left behind and
we will continue from where you stopped.

We have been too silent in the face of abuse for
many years, just because we are living with
HIV. Yet there is a potential for a better and
brighter day. Pain, suffering and temporary
embarrassment must encourage us to do better
and to be better people.  

Let’s do our best to be self-sufficient, to seek
assistance from relevant sources, and when
things fall into place, live our lives to the full. 

Motlalepule did not fail, neither will we ...

Motlalepule, your legacy will remain forever ...

Rest in peace!”

MOTLALEPULE MAINE

Born: 11 April 1972
Died: 29 September 2004



Peter provided enormous support and advice in
the development of our toolkit. Living with HIV
for 20 years, he was one of the first people in
South Africa with the courage to disclose his
HIV status. In this he became a role model and
enabled many other people living with HIV to
follow his example and live openly with HIV
and AIDS, bringing HIV and AIDS to the notice
of South African society. Peter was a person
with enormous charisma and charm and was
loved and respected across a wide range of
organisations and different sectors of society.
He had a warmth and ease with all people.
He was a man of deep integrity and honesty,
committed to ensuring that people living
with HIV and AIDS were central to all aspects
of AIDS work.IInn
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Colleague and toolkit participant, Elaine Maane, dedicates these
words to remember Motlalepule:

“Motlalepule, knowing you added value to my being. Now that
you have passed on, we will remember you for your strengths
and your big smile. We will silently continue to remember and
love you as if you still are.”

PETER GRAHAM BUSSE

Born: 13 February 1958
Died: 6 January 2006
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We also dedicate this toolkit to the more than 5 million people living
with HIV and AIDS in South Africa.

We remember with fondness all the people we have lost to HIV and
AIDS over the last 20 years.

“Some live
Some die

Some survive
Those who survive will carry on and tell the tale.”

MUSA NJOKO

Join hands with us on a journey to the other side of the mountain!  

Let’s walk in the name of all our dear ones that are no longer with us
physically.

Let’s travel together knowing that those we have lost are very much
with us in spirit as people see our faces and hear our voices.

The storm is not yet over. There is much work to be done.

This poem was shared at Peter's memorial service: 

THE NATURE OF THIS FLOWER IS TO BLOOM

Rebellious. Living.

Against the Elemental Crush.

A Song of Color

Blooming

For Deserving Eyes.

Blooming Gloriously

For its Self.

Revolutionary Petunia.

ALICE WALKER

From Revolutionary Petunias, by Alice Walker,
The Women's Press Ltd, London 1988
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AIDS Acquired Immune Deficiency Syndrome

eg For example

GIPA Greater Involvement of People Living with HIV/AIDS

HIV Human Immuno-deficiency Virus

NACOSA National AIDS Convention of South Africa

NAPWA National Association of People Living With HIV/AIDS

NGO Non-governmental organisation

PLHA Person living with HIV or AIDS

PLHAs People living with HIV and AIDS 

TAP Township AIDS Project

UNDP United Nations Development Programme

YPLA Young Positive Living Ambassadors

Abbreviations



How have you used the toolkit in your personal life
and community work?

Is the toolkit easy to read? Can you find things easily
or are some things difficult to find?

What parts of the toolkit do you find most useful? Why?

What parts of the toolkit are not so useful? Why?

Does the toolkit give you enough information?
What can we add?

Do the stories, quotes and poems help you?
How?

Are the activities useful?
In what way?

Are there other topics and skills we should cover
in future toolkits for PLHAs?

How do you think we can distribute the toolkit so
it reaches more people?

Do you have any other comments to help us improve
the toolkit?

PLEASE SEND YOUR FORM BACK TO THE NATIONAL DEPARTMENT OF HEALTH | PRIVATE BAG X828 | PRETORIA 0001 | TEL 012 312 0132 | FAX 012 312 3121

PLEASE FILL IN THIS EVALUATION FORM TO HELP US IMPROVE THE TOOLKIT IN FUTUREYOUR TOOLKIT EVALUATION FORM

1 6

7

8

9

10

2

3

4

5

�

�
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Before starting to use TOOL 1:

o Read the toolkit introduction booklet for
more information on the whole toolkit.

o Read the detailed contents list over the
page for more information on this tool.

Key words

o These are important words to do with
disclosing as a PLHA.

o The first time we use a key word in
TOOL 1 it is bold orange and we
explain it in a box in the margin. 

o The list of Key words at the back of
TOOL 1 lists all the key words in
alphabetical order and gives their
meanings. The Key words list leaves a
space for you to translate and explain
each word in another language that
you speak.

Cross-references

o Look in the margins for page references
that point you to information and
activities in other parts of TOOL 1 or
in other parts of the toolkit. You will
need to go to the pages mentioned to
find the information. 

Abbreviations

o The first time we use an abbreviation,
we spell it out in full.

o Check any abbreviations in the
Abbreviations list at the back of
TOOL 1.

Resources

o For more information, use the Resources
list at the back of TOOL 1, including
references, books, manuals, contacts,
services and websites.

Evaluation form

o Fill in and return the tear-out evaluation
form for TOOL 1 at the back.

Notebook

o We suggest you have a notebook to do
your toolkit work.

UUssiinngg  TOOL 1

o VOICES All the quotes, stories or
poems marked with this
symbol are from people
living with HIV and AIDS
(PLHAs). They share the
experience of living with

HIV or AIDS. These are the voices of
PLHAs from our toolkit workshop group
or development team, unless we show
that they are from other PLHAs. 

o ACTIVITY Throughout TOOL 1 there
are activities to help you
share experiences, to learn
from others or to practise
what you have learnt. You
can do these activities on

your own, with a friend or in a group.
A        marks a space for you to write
your ideas.

o GUIDELINES These are tips, ideas,
suggestions and answers
to guide you in using the
information and activities
in TOOL 1.

AAcc
ttiivv
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Guiding symbols

✐



HOW WILL THIS TOOL ON
DISCLOSURE HELP US? 2

o Why is disclosure important for
people living with HIV and AIDS? 2

o What disclosure topics will we cover? 3

o What will we learn? 4

WHAT IS DISCLOSURE? 6

o What are the different ways
of seeing disclosure? 6

o What is personal and
public disclosure? 8

o What are the different types
of disclosure? 11

o What can we do when somebody
discloses without our permission? 14

HOW DOES LIVING WITH HIV AND AIDS
IN SOUTH AFRICA AFFECT DISCLOSURE?15

o What are the effects of
silence and denial? 15

o How does the media show people
living with HIV and AIDS? 19

o What is HIV and AIDS stigma? 21

o What is HIV and AIDS discrimination? 25

o How important is confidentiality? 28

o How do our backgrounds influence
our disclosure? 31

o What is double stigma? 32

o How have other PLHAs disclosed
in South Africa? 36

CCoonntteennttss
ooff  TOOL 1
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DISCLOSING: WHY, WHEN, WHO,
WHAT AND HOW? 38

o Why disclose? 38

o When can we disclose? 44

o Who can we disclose to? 46

o What can we disclose? 48

o How can we disclose? 49

How can we disclose to our family? 50

How can we disclose to our children? 54

How can we disclose to our partner? 57

How can we disclose in public? 61

How can we disclose to the media? 64

WHAT ARE THE EFFECTS
OF DISCLOSING? 68

o What are the effects of
personal disclosure? 68

o What are the effects of
public disclosure? 70

o How can disclosure affect our
thoughts, feelings and behaviour? 71

o How can we keep the positive
effects of disclosure? 74
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ddiisscclloossuurree  hheellpp  uuss?

WWhhyy  ii ss   ddii sscc ll oo ssuurree  iimmppoorrttaanntt  ffoorr  
ppeeoopp ll ee  ll iivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS ?

Disclosure is about opening up about ourselves and sharing with other
people that we are living with HIV or AIDS.

Living with HIV or AIDS can be very challenging. Silence, denial,
stigma and discrimination around HIV and AIDS are very common in
South Africa and the world. Many of us want to share that we are living
with HIV so that we can educate others about HIV and AIDS and be
supported.

But because there is silence, denial, stigma and discrimination, we are
unsure about whether or not to disclose. We may also ask: why and
what can we disclose? Who can we disclose to? How can we do this?
We often do not know how other people will respond when we tell them
that we are living with HIV, and this can make it difficult to decide
whether or not to disclose. 

Disclosure is an important topic for people living with HIV and AIDS.
TOOL 1 takes us through some of the things that we may be unsure
about. It also prepares us for the possible effects our disclosure
will have, and helps us identify ways of getting support throughout
disclosure. 

Disclosure is at the heart of getting to the other side of the mountain
in our lives as people living with HIV and AIDS. We hope that TOOL 1
helps to give you the strength, courage and vision to start or continue
your journey of disclosure.

2

Disclosure/Disclose
To tell people that you
are living with HIV.
...........................................

Denial When you refuse to
accept that something is
real or is happening to you.
...........................................

Stigma Negative attitudes
and beliefs about people
living with HIV and AIDS.
...........................................

Discrimination To treat
someone differently,
usually in an unfair way.  

“These are our heartfelt
stories – things that
negative people do not
know. These are stories
that positive people can

relate to – stories
that can help
them disclose.”

ELAINE MAANE

1



WWhhaatt  ddii sscc ll oo ssuurree  ttooppiicc ss   wwii ll ll   wwee  ccoovveerr ?

In TOOL 1, we will explore how to use disclosure when we start sharing
that we are living with HIV or AIDS.

After the introduction in Part 1, Part 2 looks at what disclosure is and
what it means to each of us. We focus on the different stages and types
of disclosure, including what we can do when somebody tells others
that we are living with HIV, without getting our permission.

Part 3 examines how living with HIV and AIDS in South Africa can
affect disclosure. We examine the effect that silence, denial, stigma and
discrimination have on disclosure. We present a brief history of
disclosure in South Africa.

Part 4 looks at the questions of why, when, to whom, what, and how
we disclose. There are guidelines and activities to help with the process
of disclosure in both the personal and the public phases of disclosure.
We also focus on how we can disclose in the media.

In Part 5, we look at the possible results of disclosing personally and
publicly. We also examine how some of the personal worries we have as
a result of living with HIV or AIDS may come up again during
disclosure. We deal with how to keep the positive benefits of disclosure
and how to face negative challenges, including burnout.

Part 6 covers the support that is available for us as people living with
HIV and AIDS (PLHAs). It highlights the importance of getting support
when facing challenges during disclosure. It encourages us to identify
the various forms of support there are around us and helps us look at
what we can expect from each source of support. We also focus on how
we can look after and support ourselves. Finally, we discuss supportive
counselling and support groups.
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People living with HIV
and AIDS (PLHAs) What
we call ourselves as people
who are living positive and
meaningful lives with HIV
or AIDS. For one person,
we say person living with
HIV or AIDS (PLHA).
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TOOL 1 will help you to:

o Identify how stigma and discrimination affect your life as 
a PLHA.

o Know the phases and types of disclosure.

o Plan for why, when, to whom, what and how to disclose.

o Deal with the effects of disclosure.

o Understand the role of support groups and support systems 
for PLHAs.

You can use TOOL 1 to respond to your different needs. For example, if
you are thinking of disclosing, Part 2 introduces you to disclosure and
helps you decide on the type of disclosure that could best suit your
situation. If you are thinking of forming a support group, then read
Part 6 to decide on the type of role the group can play.

4



HHooww  ccaann  yyoouu  uussee  TOOL 1 wwiitthh  tthhee  rree sstt  ooff  tthhee  ttoooo llkkiitt ?

Please use TOOL 1 together with the other tools in the toolkit:

o TOOL 2 Rights

Information and skills on knowing and using your rights as a PLHA.

o TOOL 3 Communication

Information and skills on communicating effectively as a PLHA.

o TOOL 4 Facilitation

Information and skills on facilitating effectively as a PLHA.

o TOOL 5 Advocacy

Information and skills on working for change on HIV and 
AIDS issues.

This is how Daisy plans to use the different tools:

“I will use the toolkit to know my
rights as a person living with HIV
and to help people to hear our
stories. As a PLHA, I would use
Tool 1: Disclosure first. Then I will
develop my skills by practising
the activities in Tool 3:
Communication and Tool 4:
Facilitation. Then I will do
Tool 2: Rights and Tool 5:
Advocacy together.” 

DAISY
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WWhhaatt  iiss  ddiisscclloossuurree?

WWhhaatt  aarree  tthhee  ddiiffffeerreenntt  wwaayyss  ooff  sseeeeiinngg  ddii sscc ll oo ssuurree ?

Disclosure is when we share information that was previously not
known. In this tool, we focus on HIV and AIDS-related disclosure. This
disclosure happens when we tell one person or many people that we
are living with HIV or AIDS. So it means we become more open about
our HIV positive status.  

Disclosure can mean different things to each of us. 

What does disclosure mean to you?

“Living with HIV
can be a lonely
road, but it
doesn’t have 
to be.”

NOMSA

“We are where we 
are today because 
we have chosen an
alternative route.” 

PORTIA

AAcc
ttiivv

iittyy

On your own or in a group, read these 4 stories about different experiences of disclosure. 

1. Have you had similar experiences to the ones in these stories?

“The actual issue of disclosure has been a process for me. It hasn’t been a sort of
one-off big thing of announcing to the world that I was HIV positive. It started off by
telling very, very, close friends of mine. I spoke to people that I felt I was close to,
that I trusted and who would understand. I worked in the HIV/AIDS field and that
was also an enabling environment. It was easy to tell to people in that field
because people were AIDS-literate. They understand about HIV/AIDS, so it
was sort of quite easy to be open about my status at work. 

In terms of my family, it was a process of first speaking to my two brothers and my father
later on. Family, in a way, was the biggest obstacle. It’s a much more emotionally loaded
issue to talk to a family member because I think one’s worry is what is their reaction
going to be. If you disclose to somebody that you really don’t care about and they reject
you it doesn’t really matter, but when disclosing to family, their reaction is critical. 

Both my brothers were extremely supportive and my father was also very supportive,
basically saying that they’d always be there for me and if there was anything I wanted
and needed in terms of support, that they’d be there. That was very encouraging.”

PETER BUSSE in Living Openly

2
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“I didn’t see anyone living positively in 1988. At first I didn’t understand
the diagnosis and didn’t want to tell anyone. I was really sick and in a
wheelchair. People who saw me said, ‘You’ve got AIDS’. I went 5 years of
not telling my husband. The name ‘HIV’ was with me every day. I covered
myself with a blanket and blamed God. I spoke to the wife of our pastor
and started disclosing after 3 years. I eventually told my husband and
went on TV in 1993.”

ELSIE BOGATSWE

“My first public presentations were to small groups at training courses.
I saw that I was being used to give personal testimony because I had HIV.
I believe people with HIV have more to contribute than just that. 

Then I was approached by the former government’s AIDS Programme to
participate in a national campaign to promote awareness. It was a

photo advertisement… The pictures ended up making me look like
an AIDS ‘victim’. I think they chose the worst of the pictures on

purpose. But it seemed to be well received, except by my family.
I told them I was positive but didn’t tell them I was participating
in this programme. It created a number of interesting reactions

from other family members to my parents but not one of my family members contacted
me and I haven’t had any contact with them since then. But I don’t regret disclosing at

all even though I lost my career and my job.”

SHAUN MELLORS in Living Openly

“I disclosed to my mother first because I wanted her to know in case
I developed any serious illness. She was in bed and I told her ‘I’m HIV

positive’ and ran away. A day later she put me right in front of her.
We talked and she asked me questions, and later empathised with me.”

BOITUMELO MHIKO

2.What does disclosure mean to you?

3. Have you disclosed? Share experiences about how you got to the point where you
could disclose.

4. Are you maybe thinking of disclosing? Or do you feel you are not able to
disclose now? 

Discuss your thoughts with a friend or with people in your group.

TTHHOOUUGGHHTTSS
ffrroomm  tthhiiss  aaccttiivviittyy

Some of us will choose to
disclose our status. Others
will decide not to, for a
variety of personal reasons
that we need to respect. 
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Disclosure is a process and not a once-off event. It is a process
because it can take some time for many of us to prepare for disclosure.
Some of us take weeks or months, while others take years to prepare. 

Even after the first disclosure, we can educate and prepare others and
ourselves before we take the next step. Some of us tell only one person
and wait for some time before we tell others, while others decide to tell
almost everybody at the same time. 

Your ideas on personal and public disclosure 

8

Process A series of actions
that can produce change,
development and progress
over time.

“I disclosed 30 minutes
after diagnosis on the
phone to a friend.”

MAHADI SHONGWE

“I disclosed to
my mom in the
same month I
got my test
results.
I did it at a
funeral.”

OLEBOGENG

TALAKASI

“I disclosed 9 months
after being tested to
my younger sister and
a cousin.”

DAISY

“It took me 6 years
to disclose to
my mom.”

MOTLALEPULE MAINE

AAcc
ttiivv

iittyy

Think about these questions on your own or discuss them in a group:

1. What is the difference between personal and public disclosure?

2. What are examples of the individuals and groups that you can disclose to 
personally and publicly?

Now read Noma’s story and discuss whether it refers to personal or public disclosure,
or maybe to both:

“1997’s World AIDS theme was: ‘Our children living in the world of AIDS’.

Have you thought that the statistics of orphans can include your children? What are
you doing about it? Don’t you think your disclosure can help? Am I ready for that?
Where do I start? Is there a supportive environment for me and my loved ones?

I have spoken to my daughter. She wants me to go and educate other people, but she
does not want her friends to know. So my disclosure has to be strategic to avoid places
where I could meet her friends and to avoid the media. Based on my experience of
relieving my stress by talking, I will encourage people living with HIV or AIDS to talk
openly about their status.”

NOMA BARNABAS
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There are 2 stages or phases of disclosure:

o Personal disclosure is disclosing to our partner, our children, other
family and close friends.

o Public disclosure is disclosing in our community, at work and in the
media, eg newspaper, radio and TV.

The process of disclosure can involve moving from personal to public
disclosure, or from public to personal disclosure. It also includes
deciding who we will tell first, based on our different personal reasons.

PPeerr ss oonnaall   ddii sscc ll oo ssuurree  ffiirr sstt

Some of us will find it easier to tell the people we are closest to first
and then tell members of the public. 

“I was diagnosed HIV positive in 1994 and I told
my grandmother. I knew nothing about HIV
and feared I was going to die because HIV was
presented in the media as a death sentence. So I
disclosed personally first out of fear and concern,
and to get counselling and medication. And I
needed to learn how to live positively and
take care of myself.”

GEORGE MANGOENYANE

PPuubbll iicc  ddii sscc ll oo ssuurree  ffiirr sstt

Others will find it easier to start publicly and then tell the people we
are closest to. 

“After my partner and I tested positive, we kept it a
secret. He left me for someone else. I was not getting
support from anyone at that stage. I attended World
AIDS Day. The person who was supposed to talk
about living with HIV didn’t turn up. So I decided

to speak.”

NOMAWETU SHUMANI

10

Personal disclosure To
tell people you are close to
that you are living with HIV
or AIDS.
........................................... 

Public disclosure To
disclose in a public place
that you are living with HIV
or AIDS.

For more information 
on personal and public
disclosure, see
page 68 onwards.



WWhhaatt  aarree  tthhee  ddiiffffeerreenntt  ttyyppee ss   ooff  ddii sscc ll oo ssuurree ?

There are 4 types of disclosure that we have control over:
full disclosure, partial disclosure, indirect disclosure and
non-disclosure.

FFuull ll   ddii sscc ll oo ssuurree  

o We publicly share that we are living with HIV with everybody,
including family, friends, work colleagues, and many others. 

o Full disclosure often happens slowly or gradually.
This includes telling some people first and then
gradually telling other people when we feel ready. 

“The day has come to tell the world. It’s not easy
and there will be some discrimination. But the
truth has then been told. My fear is for
people who don’t know their status.” 

TSHOLOFELO MOHALANYANE

PPaarrttiiaall   ddii sscc ll oo ssuurree  

o We only tell some people about our HIV status, eg a spouse,
a relative, a friend or a work colleague. 

o This type of disclosure usually includes shared confidentiality.
This means that we disclose to others on the understanding that
the people we have told will not tell others, unless we give
them permission.  

“I disclosed to a friend to help her. I found a support group for her. I
found life for her and also helped myself by being able to talk to her.”

MAHADI SHONGWE

o Partial disclosure is also gradual.

o Partial disclosure can also happen when we disclose only some
information, eg we disclose our story in the media, but we do not
give our name.
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Full disclosure When you
tell everyone you are living
with HIV or AIDS.
...........................................

Partial disclosure When
you only tell some people
you are living with HIV or
AIDS, or you only give
some information when
you disclose.
...........................................

Indirect disclosure When
you talk indirectly about
the fact that you are living
with HIV or AIDS.
...........................................

Non-disclosure When you
do not tell anybody that
you are living with HIV
or AIDS.
........................................... 

HIV status To live with
or without HIV after
testing HIV positive or
HIV negative.
...........................................

Confidentiality To share
personal and sensitive
information with the
understanding that the
person you are telling will
keep it to him/herself.

For more on disclosing 
to the media, see 
page 64.
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IInnddiirreecctt  ddii sscc ll oo ssuurree  

o We disclose indirectly. For example, we give a talk about living with
HIV without referring to ourselves as people living with HIV or AIDS.

o We act the role of a PLHA in a drama. 

o We make HIV- and AIDS-related paintings and poems without talking
about ourselves.

o We may ask: “What would you say if I said, ‘I’m HIV positive’?” 

Indirect disclosure often happens while we are still trying to accept our
HIV status and prepare for disclosure. 

NNoonn--ddii sscc ll oo ssuurree

o We do not share that we are living with HIV or AIDS with anyone.

Full, partial or indirect disclosure?

AAcc
ttiivv

iittyy

Think about these questions on your own: 

1. What type of disclosure would work for you?

2. What has worked for other people that you know?
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The next 2 types of disclosure are out of our control. We call them
involuntary disclosure and disclosure by association.

IInnvvoo lluunnttaarryy  ddii sscc ll oo ssuurree  

o Someone tells our HIV status without our
knowledge or permission.

o We feel we are forced to disclose to get a job or
a promotion, or to carry out a job.

“The first time someone disclosed on my behalf.
This was when I was admitted in the ward my
mom worked in.”

DAISY

DDii sscc ll oo ssuurree  bbyy  aass ss oocciiaattiioonn

o After we have disclosed that we are living with HIV, people think that
the partner we are living with now is HIV positive. 

o After we have disclosed, people start to talk or wonder about the
HIV status of partners we have had before.

o People think that everybody who works in the HIV and AIDS field 
is a PLHA.

“Students were putting stigma on people. They did
not want to join the HIV/AIDS club that was formed
through my initiative.”

MOTLALEPULE MAINE

Involuntary disclosure
When someone discloses
you are living with HIV
or AIDS without your
permission.
...........................................

Disclosure by
association When people
think you are living with
HIV or AIDS because your
partner is HIV positive, or
because you are doing HIV
and AIDS work. 
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WWhhaatt  ccaann  wwee  ddoo  wwhheenn  ss oommeebbooddyy  
ddii sscc ll oo ss ee ss   wwiitthhoouutt  oouurr  ppeerrmmiiss ss ii oonn ?

Some of us will find it easier to first tell all the people we are closest
to and then slowly tell members of the public. Others of us will find it
more difficult to tell the people we are closest to, for many different
reasons. We can decide, for example, not to tell our parents or children
because we want to protect them from the news. 

Sometimes news travels in ways we did not expect. A person we have
disclosed to confidentially can tell people we were not ready to tell,
without getting our permission. This involuntary disclosure can cause
stress, a sense of betrayal, shame and fear for us.

Involuntary disclosure

“The first time
was involuntary.
They phoned my
mother and gave
her the results.”

NOMZI TSHABALALA

AAcc
ttiivv

iittyy

Read Jabu’s story and think about the questions:

Jabu was asked to take an HIV test at work. He was told that he is HIV positive when he
went for the test results. He felt very angry and suicidal afterwards. Jabu told one of his
colleagues. After a couple of days, news about him living with HIV spread around the
company. He left his job and was lucky to find another job. 

1. Should Jabu have confronted the person who passed on the information? If yes, when
and how?

2. How will this involuntary disclosure affect Jabu’s willingness to disclose in the future?

3. Who do you think Jabu could complain to, both inside and outside the workplace?

4. Where could he go for emotional support? 

5. How do you think the people who were close to Jabu felt when they heard through
others that Jabu is living with HIV?

For more information on
support structures, see 
page 80 and Resources 
on page 102.

For more information
on our legal and human
rights, and the structures
we can get help from,
see TOOL 2.
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HHooww  ddooeess  lliivviinngg  wwiitthh  HHIIVV
aanndd  AAIIDDSS  iinn  SSoouutthh  AAffrriiccaa
aaffffeecctt  ddiisscclloossuurree?

WWhhaatt  aarree  tthhee  eeffffeeccttss  ooff  ss ii ll eennccee  aanndd  ddeenniiaall ?

HIV and AIDS have been with us for more than 20 years. South Africa
is one of the most affected countries. Many South Africans know
something about HIV, how it can be passed on and how to prevent it. 

But many South Africans also have incorrect information and beliefs
about HIV and AIDS and about us as PLHAs. For example, many South
Africans believe that HIV and AIDS only affect poor black people from
rural areas. Some think that HIV and AIDS only affect single people who
sleep around and gay men. 

But it is becoming more and more clear that HIV and AIDS affect men
and women of all races. It affects us all, whether we are heterosexual,
bisexual or homosexual (lesbian or gay). HIV affects single, married,
divorced or widowed people. It affects us whether we are rich or poor,
famous or unknown.

At all levels of South African society, there is a lot of silence and denial
about HIV and AIDS – at the individual, family, community, business
sector and government levels. We say:

o There is silence when people do not talk about HIV and AIDS, and the
effect they have on our lives.

o People are in denial when they find it difficult to accept that HIV and
AIDS are realities, or that they are personally touched or affected by
HIV or AIDS.  

Affected by HIV or AIDS
We say that you are
affected by HIV or AIDS
when it has touched your
life, for example, if a family
member is living with HIV.

“I died inside
because of my
silence. All I
needed was
to utter one
word, ‘Help’, so loud that
the world could hear me. 
I lived, I died, I lived
once more because I
broke the silence.”

DAISY

3
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Even after the successful 13th International AIDS Conference in Durban
in 2000, with the theme Break the Silence, there is still a lot of silence
and denial about HIV and AIDS in South Africa. 

Examples of silence and denial

o Most people seem to find it easier to discuss HIV and AIDS in
general, but they find it much more difficult to talk about how it
has affected them or their family personally. 

o Some people still see it as shameful to be connected to HIV and AIDS
in any way. The fear and shame of being linked to the epidemic has
affected the number of people who are willing to disclose that they
are living with HIV or AIDS.

o Most people are afraid to check whether or not they are HIV positive.
When they do find out that they are living with HIV, they are often
afraid to share this information. 

o Some of our family members or partners have asked us or told us
not to tell other people that we are living with HIV or AIDS because
of HIV- and AIDS-related stigma and discrimination.

o Silence and denial in some sections of the government and business
sectors have had a negative effect on people’s willingness to be
tested or to disclose, and on how easily we can get treatment. 

HHooww  ddoo  ss ii ll eennccee  aanndd  ddeenniiaall   iinnff lluueennccee  ddii sscc ll oo ssuurree ?

Widespread silence and denial have made it very difficult for many of
us to disclose that we are PLHAs. Silence and denial have made many 
of us feel that the problems we face are invisible or not important to
most people.

This culture of silence and denial must be broken so that there is a
more supportive environment for disclosure.

Living with HIV or AIDS
When you test HIV positive
or develop AIDS.

For information on stigma
and discrimination, 
see page 21 onwards.  
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South African experiences of silence and denial

Work through these tasks and questions on your own or in a group:

1. Think about some of the statements or conversations you have heard that you
personally felt were denying the effect of HIV and AIDS, and how large the epidemic
is. Share experiences about where you heard the statements.  

2. Think back to the deaths you have heard about or funerals you have attended where
there were conflicting statements about the cause of death. For example, where
some people said the death was caused by a natural illness, while others linked it to
AIDS-related illnesses. Share these experiences.

3. What do you think has caused these examples of silence and denial?

4. Should people disclose that they are living with HIV or AIDS? What about our right to
decide what part of our lives we want to keep private and what can be made public? 

5. How have widespread silence and denial influenced the South African public’s
attitudes and feelings about HIV and AIDS?

6. How has this affected us as people living with HIV and AIDS? For example, how has
this affected our willingness to disclose that we are living with HIV or AIDS?

7. What can we do about silence and denial, and their effect on the South African public?

8. What are some of the things that can make it easier to change this silence and
denial? For example, do you think it will make a difference if people could more
easily receive HIV and AIDS treatment in clinics and hospitals?

9. How can we encourage South Africans, including public figures and politicians, 
to disclose?

AAccttiivviittyy
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IIDDEEAASS  oonn  wwhhaatt  wwee  ccaann  ddoo

We can play an important role in breaking the silence and denial.
Here are some examples of what we can do:

o Speak out and don’t just accept what other people say about us as
PLHAs, especially when we hear negative things.

o Be role models for overcoming the challenges of silence and denial,
and promote living positively with HIV or AIDS. 

o Help shape and build a South Africa that is HIV- and AIDS-friendly
and open to disclosure. 

o Support the nationwide voluntary counselling and HIV testing 
(VCT) drive: . Ensure that VCT sites can provide VCT services like supportive

counselling.. Encourage people to be counselled and tested.. Help people to disclose once they are ready. 

Living positively
Living full, meaningful 
and healthy lives with 
HIV or AIDS.

“Students
started to

separate themselves from
me after rumours about
my status. So I took a
stand to prove the
rumours by disclosing 
my status so that they 
can no longer be confused
about me.” 

MOTLALEPULE MAINE
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HHooww  ddooee ss   tthhee  mmeeddiiaa  sshhooww  ppeeoopp ll ee
ll iivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS ?

Images of people living with HIV or AIDS in the media often paint a
negative picture.  

Newspapers, magazines, television and radio play an important role 
in shaping how the South African public understands HIV and AIDS.
People who work in the media are part of society and widespread
misinformation, silence and denial often influence their work. 

How are we presented in the media?

Image A picture – the way
someone or something is
presented in a negative or
positive way.

“The media describes
people living with
HIV/AIDS as ‘patients’ 
or ‘sufferers’.”

PORTIA

“I have been
called ‘4x4’ and
‘AIDS woman’.”

ELAINE MAANE

Think about or discuss these questions in a group:

1. When did you first hear about HIV and AIDS? When did you first see a picture of a
person living with HIV or AIDS?

2. Think back to the first images of people living with HIV and AIDS that we saw on TV
or in newspapers. How were PLHAs first presented?

3. Why were PLHAs presented in this way?

4. How did these images affect you and the people around you? 

5. How have these images affected our readiness to disclose and other people’s
actual disclosure?

6. Over the years, has there been any change in the way the media presented PLHAs? 
If yes, what has caused this change?

AAccttiivviittyy



DD
iiss

ccll
ooss

uu
rree

T
O

 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

20

SSoommee  TTHHOOUUGGHHTTSS oonn  tthhee  mmeeddiiaa

The negative images of HIV and AIDS have added to the widespread
negative thoughts, attitudes and beliefs that people have about us as
PLHAs. These negative pictures often go together with negative
language such as “HIV victims” and “AIDS sufferers”.

The media has often focused on how HIV and AIDS affect black South
Africans. There have been very few stories about how HIV and AIDS
affect white, Indian and coloured South Africans. 

The media has also focused on death and dying caused by HIV and
AIDS. So the public has learnt to fear the epidemic because they
connect HIV and AIDS with death. The media does not often focus
on healthy PLHAs who can show the public that HIV and AIDS are not
only about death, but are also about healthy living.  

TTaakkiinngg  ppoo ss iittiivvee  sstteeppss   ttoo  ggeett  ttoo

tthhee  ootthheerr  ss iiddee  ooff  tthhee  mmoouunnttaaiinn

Until the last few years, there were very few public role models for
living positively with HIV or AIDS. This has made it harder for people to
disclose their HIV status. 

But now there are more and more positive projects that are challenging
the many negative pictures that people have about us as PLHAs. For
example, the Living Openly and Positive Health projects show:

o We are living with, and not dying from HIV and AIDS.  

o Our faces and voices as PLHAs from different communities
and backgrounds.

From the mid-1990s, the media has responded to these challenges by
playing a more supportive role, and assisting with HIV and AIDS
education and awareness around living positively with HIV or AIDS.

The more we show our faces and speak openly as PLHAs, the more we
will change how the public sees, feels and thinks about living with HIV.
And the easier we will make it for others to disclose and get the
support they need.

For more on the history
of PLHAs and role models
in South Africa, see the
toolkit introduction booklet
on page 16.

For more on turning
negative images into
positive images, see
TOOL 3 on page 38.

For more information
on working with the media,
see page 64 onwards in this
tool, and page 100 of TOOL 5.
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WWhhaatt  ii ss   HHIIVV  aanndd  AAIIDDSS  ssttiiggmmaa ?

HIV and AIDS stigma is the negative thoughts, attitudes or beliefs that
people have about us only because we are living with HIV or AIDS.
People also have negative thoughts, attitudes or beliefs about us
because they think we are living with or affected by HIV and AIDS.

For example, there is the idea that PLHAs have low morals or have done
something wrong, and so deserve to live with HIV or AIDS. People often
make links with sex or illegal activities, eg people think women living
with HIV “have been sleeping around”. Or people think that men who
are living with HIV are gay, bisexual or have had sex with sex workers. 

People’s negative attitudes and beliefs around HIV and AIDS are also
linked to their negative attitudes towards women, lesbians and gay
men, people from different races, and foreigners. These negative
attitudes have played a major role in the stigmatisation of PLHAs.

Images of HIV and AIDS in the media that suggest that it is a “black,
women’s or gay disease” also create HIV- and AIDS-related stigma. And
these images add to stereotypes. In other words, they add to the fixed
ideas or beliefs that some people have about black people, about
women, about lesbians or gay men, about foreigners and about PLHAs. 

“I had to accept my 
status, together with
stigma, discrimination,
rejection, isolation and
pain. Finding
motivation
was a big
challenge.”

DIKELEDI

MOTSOMAESI

Stigmatisation To
have negative thoughts,
attitudes and beliefs
about other people.
...........................................

Stereotypes Fixed ideas 
or beliefs about a group 
of people.

See also our discussion 
on double stigma on 
page 32.
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IInntteerrnnaall   aanndd  eexxtteerrnnaall   ssttiiggmmaa

There are 2 types of stigma that we can experience as PLHAs:

o Internal stigma: This is what we think or feel inside, and is
sometimes called self-stigma or felt stigma.

o External stigma: This is what others think about us, and is
sometimes called enacted stigma.

Internal stigma happens when we internalise the negative thoughts,
beliefs and attitudes that others have towards us as PLHAs. When we
do this, we make these feelings a part of us. This can leave us feeling
guilty, ashamed and depressed.  

Internal stigma can also be the stigma we imagine or create in our own
minds. It’s also internal stigma when we have negative thoughts
and beliefs about ourselves – when we blame ourselves
and shut ourselves off from the world, believing that
no-one wants to have anything to do with us.

“When I was diagnosed, I had no information and was
put in hospital. I thought the nurses knew about my
status, so I looked for frowns. I demanded to be
discharged. I saw hatred and felt stress, not love
and support. Now I realise it wasn’t them, it was me
– my attitude.”

NOMSA

External stigma happens when people have negative thoughts, attitudes
and beliefs about us as people living with HIV and AIDS. For example,
when people think we do not deserve respect or use negative names to
describe us. Or when they tell us they want nothing to do with us.

“People call me ‘society sa matshellana’ (‘the one who gives
HIV to others’). I feel bad.”

MOTLALEPULE MAINE

“I felt rejected by doctors when they used sign language – two
fingers in a V to show HIV and two fingers as a T for TB.”

ELSIE BOGATSWE

Internal stigma When we
have negative thoughts,
beliefs and attitudes about
ourselves because of the
way that other people see
us as PLHAs.
...........................................

External stigma
When people have 
negative thoughts, 
beliefs and attitudes 
about us as PLHAs.
........................................... 

Internalise To make
something part of our
own values and attitudes.

“When we cough, our
internal stigma says, ‘It’s
the virus’. It’s external
stigma when others react

to the cough 
and think, 
‘It’s time’.”

TSHOLOFELO

MOHALANYANE
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For more examples of 
this negative language, 
see TOOL 3 from 
page 42 onwards.
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What does stigma mean to you? 

AAcc
ttiivv

iittyy

Discuss these questions with a friend:

1. What does stigma mean to you? 

2. What are some of the negative thoughts, attitudes and beliefs that people have about
us as PLHAs?

3. Have you personally experienced internal stigma? Share your experiences. 

4. Have you personally experienced external stigma? Again, share your experiences.

5. Why do people stigmatise us – in other words, have negative thoughts, attitudes and
beliefs about us?

6. How do internal and external stigma affect disclosure?    

7. What can you do about stigma?

SSoommee  IIDDEEAASS  oonn  ddeeaall iinngg  wwiitthh  ssttiiggmmaa

o Find out more about stigma.

o Make yourself and others aware of stigma.

o Challenge stigma when it affects you personally.

o Get or give counselling and support to deal with the effects 
of stigma.

o Help break down stigma by talking openly about living with 
HIV or AIDS.

o As PLHAs, get involved in campaigns to challenge and lessen stigma.
For more information on
stigma, see The POLICY
Project Siyam’kela Research
Project documentation in
Resources on page 102.

For examples of campaigns
and other ways of fighting
stigma, see TOOL 5 on
pages 14 and 62.
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WWhhaatt  ii ss   HHIIVV  aanndd  AAIIDDSS  ddii ssccrriimmiinnaattiioonn ?

“I’ve experienced friends gossiping about me in my
absence. When we drink cooldrinks out of one glass,
they prefer not to drink until it is cleaned. The only
step I’ve taken is to talk to them about HIV/AIDS every
time I get the chance.” 

BOITUMELO MHIKO

HIV and AIDS discrimination happens when stigma leads to unfair or
unjust actions against us as PLHAs. The negative thoughts that others
have about us, as a result of our HIV status, often lead people to do
things, or not to do things, that harm us or deny us things like services
or jobs.

For example, we are discriminated against when we do not get health
care or equal membership of medical aid and insurance schemes
because we are living with HIV or AIDS. 

This kind of discrimination abuses or violates our human rights – our
rights to be treated as equal human beings.

“I was discriminated
against in the church
when they told me to
wash my own clothes. I
stopped going to church
and felt very small.
Then I decided to go
to another church.
There I was
accepted, but
not by everyone.
But at least they
respected me.”

ELSIE BOGATSWE

Violate To abuse or not
respect our rights.



Experiences of HIV and AIDS discrimination

SSoommee  TTHHOOUUGGHHTTSS oonn  ssttiiggmmaa  aanndd  ddii ssccrriimmiinnaattiioonn

Because of HIV and AIDS stigma and discrimination, we continue to find
it difficult to prevent further HIV infections, to encourage disclosure,
and to get adequate care, support and treatment for PLHAs. 

There are many reasons why there is stigma and discrimination,
including people not understanding HIV and AIDS, people believing
false information or myths about how HIV is passed on, and people’s
own fear and denial. 

Stigma and discrimination based on suspected or actual HIV status
violate our human rights, and can lead to negative results. We may:

o Experience anxiety and distress that can contribute to our ill-health.

o Feel ashamed and hide our links with HIV and AIDS. 

o Withdraw from participating in positive social responses to HIV 
and AIDS. 
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Myths Untrue beliefs or
false information.

AAcc
ttiivv

iittyy

Think about or discuss these questions: 

1. What HIV and AIDS discrimination have you heard or read about in South Africa? 
Write these down.

2. How has HIV and AIDS discrimination affected all South Africans? 

3. How has HIV and AIDS discrimination affected PLHAs?

4. Have you personally experienced discrimination? Please share experiences.

5. How has discrimination affected your readiness to disclose? 

6. How can we challenge discrimination? 



T
O

O
L

 
1

DD
iisscclloossuu

rree

27

TThhee  eeffffeeccttss  ooff  ssttiiggmmaa  aanndd  ddii ssccrriimmiinnaattiioonn

oonn  ppeeoopp ll ee  cc ll oo ss ee  ttoo  uuss

People that are close to us also experience HIV and AIDS stigma and
discrimination, for example:

o Other people gossip about our families because we have disclosed
we are living with HIV. 

o Our children are forced to leave some schools as a result of
our disclosure. 

o Some people have negative attitudes about families with members
they think are very sick and dying from AIDS. 

o In some communities, affected families are stopped from sharing
food and water with other community members. 

We need to empower ourselves around HIV and AIDS stigma and
discrimination. Once we understand why they happen and what we can
do about them, we can take steps to protect ourselves and other PLHAs.

For more information on
discrimination, our  legal
and human rights, and
what we can do when
our rights are violated,
see TOOL 2.



Thembi’s story

HHooww  iimmppoorrttaanntt  ii ss   ccoonnffiiddeennttiiaall iittyy ?

Living with HIV or AIDS is nothing to be ashamed of. But because of
widespread stigma and discrimination, many of us are afraid to tell 
our families, friends, colleagues and others that we are living with 
HIV or AIDS. 

Everybody, and especially we, as PLHAs, have the right to personal
privacy and dignity. This includes the right to decide what parts of
our lives are private and what can be made public. The principle of
keeping information private or confidential is important to many of us.
Unfortunately, confidentiality around our HIV status is often broken. 
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“The doctor disclosed
my HIV status to

my boyfriend
behind my back
without telling
me first.”

NOMANGWANE

NKOSI

Privacy The right to keep
personal things to ourselves.
...........................................

Dignity Our respect or
honour as a human being.

AAcc
ttiivv

iittyy

As you read Thembi’s story, think about these questions:

1. Is it ever right to break confidentiality? Please explain.

2. How does not respecting the right to confidentiality affect disclosure?

3. What can Thembi do about this breaking of confidentiality?

4. Do you have personal experiences on the breaking of confidentiality?

Thembi is 6 months pregnant with her second baby. She gave her consent for HIV
testing when 4 months pregnant and received an HIV positive test result. Thembi took
the news really hard. She is afraid to tell her husband and family because she is not
sure how they will respond. She has not yet told anyone. When she arrives for her
monthly check up at the clinic, the nurse who helped her the last time is not in.
The available nurses give her funny stares and they keep calling for people who
came after Thembi. Four hours later, she approaches one of the nurses who shouts:
“Please go to the HIV Clinic!”

After you have read Thembi’s story, discuss your answers.

IIDDEEAASS  oonn
TThheemmbbii’’ss  ssttoorryy

The nurse and all the clinic
staff must respect Thembi’s
confidentiality. They have
no right to indirectly
disclose Thembi’s HIV status
to other people waiting at
the clinic. What the nurse
did can also make Thembi
feel that she cannot
trust the clinic staff and
may affect her feelings
about disclosing to her
loved ones.

Thembi should report what
happened to the head of the
clinic. She also has a right
to bring a claim against the
nurse and the clinic because
they did not respect her
right to confidentiality.

See TOOL 2 on pages 26 
and 45 for more on
confidentiality, and 
page 88 on what we can
do to protect our rights.
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TThhee  nnoottiiffiiccaattiioonn  ddeebbaattee  

Some people have suggested that AIDS should be made a notifiable
disease. This means it becomes a disease that health professionals must
report to the Department of Health whenever it is diagnosed. If this is
introduced, people living with AIDS may lose their confidentiality when
their HIV status is reported to health authorities.

People who support notification argue that it has public health
advantages. They say:

o AIDS notification will help the health authorities to get information
on how HIV is spread and how it is distributed in the population.

o It will help to collect information on how many people are living
with HIV or have died from AIDS.

o Health authorities can use all this information to monitor HIV and
AIDS and plan prevention, care, support and treatment efforts.

o It will help fight the secrecy, silence and denial that surround HIV
and AIDS. 

Notifiable disease When
each diagnosis of a disease
must be reported to public
health authorities.
...........................................

Notification Making AIDS
a notifiable disease.



AAcc
ttiivv

iittyy

Think about and discuss these questions:

1. What do you think – are you for or against AIDS being a notifiable disease? 
Give reasons. 

2. Should HIV also be made notifiable? Do you think people will still be prepared to
come forward for voluntary counselling and testing (VCT)?

If you are working in a group, have a debate about notification:

o Half the group argues for notification.

o The other half argues against it.
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People who are against AIDS notification argue that it will cause more
harm than good to public health and existing HIV prevention, support
and care programmes. They say: 

o AIDS notification will have a negative impact on confidentiality,
privacy and trust between health professionals and PLHAs.

o Because there is a lot of stigma and discrimination against PLHAs,
AIDS notification will drive the epidemic underground. More people
will stop using health facilities because they will be scared of being
identified by the authorities. So AIDS notification will make secrecy,
silence and denial worse.

o People who are no longer getting the medical services, care and
support that they need, will become ill.  

o AIDS notification will not give government the information it needs
as people will not come forward. Also, many health facilities do not
have the expensive tests available that are needed to monitor HIV
and AIDS through notification.

AIDS notification is still being debated, and in May 2003, there was no
formal policy or law making AIDS a notifiable disease.  

Will notification help?

For more on 
notification, see 
TOOL 2 on page 28.
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HHooww  ddoo  oouurr  bbaacckkggrroouunnddss  iinnff lluueennccee  oouurr  ddii sscc ll oo ssuurree ?

South Africa is a very diverse country. This means we come from
many different backgrounds. 

There are many different factors in our backgrounds that influence
how we behave or are expected to behave. Examples are:

o Our age

o Whether we are male or female

o Whether we are heterosexual, bisexual or homosexual 

o Our level of education

o Whether we are employed or unemployed

o Where we live

o Whether we are rich or poor

o What our cultural and religious beliefs are.

These things can affect whether we disclose that we are living
with HIV, or choose not to disclose.

What can influence your disclosure?

“It’s mostly black people
who disclose – the number
of whites who disclose
publicly is a drop in
the ocean.”

PORTIA

“Those with financial
muscle don’t disclose
to protect their
identity and
image.”

TSHOLOFELO

MOHALANYANE

“The black community is
the majority and is thus
most affected. We have
organised structures – this
does not always happen in
other communities. Our
organisations, including
HIV/AIDS organisations,
are not representative
of all races. Thus some
people do not identify
with our work.”

SIZWE SHEZI

AAccttiivviittyy

Do this activity on your own to identify some of the factors that may influence your
process of disclosure: 

1. On a blank piece of paper, draw yourself. Now choose one way of describing
yourself that is important to you, for example: woman, Catholic, father, volunteer,
from a rural area, white person, 40-year old. Write this down on your drawing.

2. Draw the important people around you – your family, friends, work colleagues and
other community members. How do they see you in this role? Write down how each
one sees you.

3. Look at the examples of factors that influence our behaviour in the list above. How
would some of these factors affect your decision to disclose that you are living with
HIV? For example, some people have fixed ideas about how religious women should
behave. How will this affect your readiness to disclose?

“I discovered an attitude in the church that ‘if you pray, you don’t get HIV’.”

ELSIE BOGATSWE

For more ideas and
activities on how we see
ourselves and how others
see us as PLHAs, go
to TOOL 3 from 
page 38 onwards.
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WWhhaatt  ii ss   ddoouubbll ee  ssttiiggmmaa ?

We saw that HIV- and AIDS-related stigma can lead to people seeing
HIV and AIDS as a woman’s disease, a black disease, a gay disease, or a
poor person’s disease. This has led to a double stigma. 

Double stigma happens when people hold negative thoughts, attitudes
or beliefs about us because we are PLHAs and are also members of
groups that are stigmatised because of other reasons like gender, race
and sexual orientation. 

So there are 2 stigmas:

o The stigma we experience as a PLHA, and 

o The stigma we feel as a woman, as a black or white person, or as a
lesbian or gay person.

We will look at these 3 examples of double stigma: 

o The stigma experienced by women living with HIV and AIDS

o The stigma experienced by black or white people living with 
HIV and AIDS

o The stigma experienced by lesbians or gay men living with HIV 
and AIDS.Double stigma When

people think negatively
about us as PLHAs and as
members of another group
that they feel negatively
about, eg as women.
...........................................

Gender The social roles we
are expected to take on as
men or women.
...........................................

Sexual orientation
The way we express our
sexuality – whether we 
are heterosexual, bisexual
or homosexual (lesbian 
or gay).
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WWoommeenn  ll iivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS

Stigma and discrimination affect men and women in different ways.  

In many relationships, men have more power than women. This often
means that women cannot say “No” to unwanted or unprotected sex.
This adds to the high number of women living with HIV and AIDS. 

Women often experience double stigma when:

o They are blamed, as women, for the transmission of sexually
transmitted infections and HIV when they disclose that they are
PLHAs. So they are stigmatised as women and as PLHAs.

o They are blamed as being “promiscuous” or for being sex workers.  

o They are diagnosed before the man and then blamed “for bringing
HIV into the family”, or “for passing HIV on to their child”.

BBllaacckk  oorr  wwhhiittee  ppeeoopp ll ee  ll iivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS

“Many whites, especially Afrikaners, refused to think of themselves
as being at risk of infection.”

BRAAM BOTHMA in the Pretoria News

Double stigma on the basis of race and living with HIV or AIDS is also
common, particularly when there is widespread racism. Racism is when
people believe that some races are better than others. 

Some racist people believe that other races started the HIV and AIDS
epidemic. They believe that PLHAs belonging to some race groups are
responsible for their “misfortune” and deserve to be HIV positive.  

This double stigma is made worse by the fact that HIV and AIDS are
often linked to who has power and resources in society. It is often the
least powerful people who are most at risk of HIV infection. With our
history of apartheid, race is also often linked to power and resources in
South Africa. Research shows that more black South Africans are living
with or affected by HIV and AIDS than white South Africans. This makes
them particularly vulnerable to double stigma. 

Vulnerable More at risk to
things like discrimination,
abuse and violence.

“I was trying to get help
from a nurse at the clinic
for a bad discharge. Her
attitude was bad, and I
had to make threats of
exposing the way she
treated me. Another time
I went to the clinic for a
chest pain, and the other
nurse told me these things
happen to me because I’m
HIV positive.”

NOMFUNDO XOTYENI
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LLee ssbbiiaannss  aanndd  ggaayy  mmeenn  ll iivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS

Disclosure can be difficult for lesbians and gay men, largely because of
widespread homophobia and negative attitudes within families, in the
community and at work. Homophobia often results in double stigma
and discrimination for PLHAs who are also lesbians or gay men. 

Examples of double stigma

o Lesbians and gay men who previously decided to ‘come out’ or
disclose about their sexual orientation sometimes find it hard to go
through another whole process of disclosure about living with HIV
or AIDS.

o Lesbians and gay men who were not previously open about their
sexual orientation often worry that disclosing their HIV status will
also disclose their sexual orientation.

Double stigma on the basis of gender, race and sexual orientation can
make it difficult for many of us to look for support and care.

Homophobia Strong fear
or hatred of lesbians and
gay men.

“My mother knows I have
many women friends, but

she doesn’t know
exactly what is
happening. I can’t
see myself talking
about it face-to-

face because I’m
afraid of saying

I’m a lesbian
too. I sense
she’s waiting
for me to get
married, get
lobola and

have kids – especially now
since there is MTCT
treatment. One day I will
answer all her questions
when I marry my partner.”

NOMFUNDO XOTYENI
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The people in this list are all living with HIV or AIDS:

Think about and discuss these questions with a friend: 

1. What does living with HIV or AIDS mean for these people as individuals?

2. What do you think people in the groups they belong to think, feel or believe about
each person because of who they are and because they are PLHAs?

3. Do you think the groups they belong to find it easier or harder to talk about HIV
and AIDS? Will it be easier or harder for them to disclose? What are some of the
things they can do as part of the process of disclosure?

4. Is it fair to think that certain groups (eg women, black people, gay men) are at
“high risk” of HIV infection? What does this mean for people who are not from
“high risk” groups?

Luke is gay 

Lindi is pregnant

Ann is not a South African

Tom is unemployed

Joyce is a commercial sex worker

Kay is a recovering drug addict

Thandwa is a black South African

Nazeem is a Muslim

Kholeka is a born-again Christian

Bob is white and heterosexual

Examples of double stigma 
AAccttiivviittyy
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HHooww  hhaavvee  ootthheerr  PPLLHHAAss  ddii sscc ll oo ss eedd  iinn  SSoouutthh  AAffrriiccaa ?

Millions of South Africans are living with HIV and yet most of them are
unaware of this fact. For many of us who know our status, we may be
afraid to disclose publicly because we do not know how other people
will respond. 

Many South Africans have disclosed and have experienced different
kinds of responses. Many of us have had the strength to rise above the
silence, denial, stigma and discrimination that surround HIV and AIDS.
Many of us are sharing our personal experiences in public with the aim
of getting better prevention, care, support and treatment for everyone. 

Here we give a few brief examples of the history of disclosure in 
South Africa.  

EExxaammppllee ss   ooff  ddii sscc ll oo ssuurree  iinn  SSoouutthh  AAffrriiccaa

o 1980s: While a few South Africans had
disclosed as early as 1983, disclosure
was very rare in the mid-1980s. There
was very little support and information
since very few people knew about HIV
and AIDS. DAVID PATIENT in Living Openly

o Some of the people that disclosed in the 1980s were rejected by
family members and lost their jobs. SHAUN MELLORS in Living Openly

o PLHAs were often not included in developing an effective response
to HIV and AIDS. SHAUN MELLORS in Living Openly

o Early 1990s: Very few heterosexual South Africans had disclosed. 

o Family disclosure was a gradual process for some of the people that
disclosed. Some PLHAs received family support, but then had to deal
with discrimination against family members. PETER BUSSE and
MASIAS MAKHALEMELE in Living Openly

o Mid-1990s: More people disclosed from the mid-1990s onwards.
Some of them received support, while others met with hostility
and even death.

“At first I didn’t understand
the diagnosis and

didn’t want to 
tell anyone.
I didn’t see
anyone living
positively in

1988.”

ELSIE BOGATSWE
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o Gugu Dlamini, a young community volunteer from a township
outside Durban, was stoned to death for disclosing her status in
1998. Her death shocked the whole world and highlighted the
widespread ignorance, hatred and discrimination against people
living with HIV and AIDS.

o By 2000, adults had disclosed more than younger people. But
Nkosi Johnson, who was born HIV positive, changed this. He faced
discrimination at school and spoke widely about the importance
of equal opportunities for children living with HIV and AIDS. He
continues to be a face for all these children, even after his death in
2001. NKOSI JOHNSON in Living Openly

o In 2003, Gibson Kente, a leading South African playwright, who is
known as the “father of township theatre”, disclosed at the age of 70
that he was living with HIV. Late GIBSON KENTE in the Sunday Times

How someone’s story changed you

Please share with a friend or in a group:

1. Which of these stories had you heard about before?

2. Share experiences on How someone’s story changed me. In other words, has anyone
else’s experience of disclosure inspired you? How?

3. What is your own history of disclosure? Write this down as your story.

4. How important is disclosure by leaders and public figures? How can we encourage
and support them in this?

AAccttiivviittyy

For a more detailed 
history of PLHAs in 
South Africa, see the 
toolkit introduction 
booklet on page 16.
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DDiisscclloossiinngg::  wwhhyy,,  wwhheenn,,
wwhhoo,,  wwhhaatt  aanndd  hhooww?

WWhhyy  ddii sscc ll oo ssee ?

It is very hard to receive an HIV positive diagnosis. It will take some
time for many of us to accept that we have tested HIV positive. There
are many thoughts and questions that go through our minds, including:

o Should I tell someone?

o Why should I disclose that I am living with HIV? 

There is no simple answer about whether or not it is best to disclose
our HIV status, and our feelings about this can change over time,
depending on our individual situation. 

Please read Part 4
together with Part 5 on
page 68: What are the
effects of disclosing?

“I’ll live peacefully
knowing my best
friends know about
my HIV status.” 

SIZWE SHEZI

“The feelings you get after disclosing
are so important. I’ve seen people
die from the stress and worries of
non-disclosure. Disclosing does make
a difference.”

“Iqakathekile kakhulu imizwa oyithola
ngemva kokutshela abantu ngesifo
esikuphethe. Sengike ngabona abantu
besifa, bebulawa yikungakhulumi,
lokucabanga kakhulu. Ukuziveza, lokukhuluma 
nxa uphethwe yisifo se HIV kuyawenza umehluko omkhulu 
empilweni yakho.”

NOMSA

4
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RReeaass oonnss  ffoorr  ddii sscc ll oo ss iinngg

We must be very clear about our reasons for disclosing. We can go
through moments when we want to tell everyone or just some people
without having a clear reason for disclosing. It is very important to 
step back and ask ourselves why we want to disclose.

Your reasons for disclosing

“I’m from an extended
family with siblings who
are sexually active. I don’t
want to see others going
through the same pain.”

NOMA BARNABAS

“A person living with
denial is suffering
more than a person
who is disclosing.”

BOITUMELO MHIKO

These tasks will help you identify some of your own reasons for disclosing:

1. On your own, think about the personal and public disclosures that you might make
in future. Try to picture the different individuals you want to disclose to, both
personally and publicly.

Use this table to fill in your reasons for disclosing:

2. Why have you found it difficult to disclose until now? 

AAccttiivviittyy

People you may disclose to

Why do you want to 
disclose to your partner? 

Why do you want to disclose 
to your family and children? 

Why do you want to disclose 
to your friends? 

Why do you want to disclose 
to your work colleagues? 

Why do you want to disclose to 
people in your community?

Why do you want to disclose 
to other people? 

Reasons for disclosing

Example: So I do not have to cope alone.

Example: To educate them.

✐
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EEXXAAMMPPLLEESS ooff  rreeaass oonnss  ffoorr  ddii sscc ll oo ss iinngg

When we disclose, we …

o Relieve the burden of keeping our HIV status to ourselves.

o Release stress and worries.

o Raise awareness about HIV, AIDS, stigma and discrimination.

o Encourage others to disclose when they are ready.

o Motivate others to protect themselves or live positively.

o Deal with any guilt that we may have.

o Take away our anger about being alone.

o Ask for support and help from others.

o Show support for PLHAs who have experienced discrimination 
so that they know they are not alone.

CChhaannggiinngg  rreeaass oonnss  ffoorr  ddii sscc ll oo ss iinngg

Some of our reasons for disclosure can change over time. But 
some reasons, such as wanting to educate and protect others, and 
to challenge incorrect information, stay the same. 

EEXXAAMMPPLLEESS  ooff  cchhaannggiinngg  rreeaass oonnss

o We feel lonely and unsupported.

o We want to be honest with ourselves and others.

o We feel motivated to do something about HIV and AIDS.

o We want to prove ourselves.

o When someone has shared personal things with us, then we want to
share in return and disclose that we are living with HIV.

o We are looking for acceptance.

o We need help.

o We have financial reasons for disclosing.

o We want to make a public impact.

o We want to deal with the effects of stigma and discrimination.

“I was looking for
acceptance. I

wanted to
feel loved.
I kept on

disclosing as my way
of finding a way of
fitting into society.”

ELAINE MAANE
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WWhhaatt  aabboouutt  ddii sscc ll oo ssuurree  ffoorr  ffiinnaanncciiaall   bbeenneeffiitt ?

“If your organisation does not have financial stability, it’s okay to
take payment. For local communities, there can be no charge.”

WORKSHOP PARTICIPANT

Various organisations and companies want to make sure that there is
greater awareness about HIV and AIDS in South Africa. This can include
inviting us to come and share our personal experiences of living with
HIV or AIDS. 

Sometimes they offer to pay for personal disclosure. Some of us ask for
payment because we may have taken time off our other duties to give a
talk or facilitate a discussion for them.

Our workshop group asked this question: “Why are other organisations
paid for their skills – yet, as PLHAs, people question us being paid for
our skills and experience?”

“We’ve all been used, abused and refused.
Phoned in the middle of the night, not given

transport. What we do is not valued.”

ELAINE MAANE

“My job makes me do it. It takes my energy
and is stressful and a big effort.”

NOMSA

There are high levels of unemployment and poverty 
in our country. As a result, some of us decide to
disclose because we think that this may give us jobs,
grants and treatment.  

“I needed the work. Openly living with HIV is a job requirement.
But it doesn’t always feel okay.”

PORTIA
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“I’m uncomfortable about
payment. I don’t attach
a price to what is my
commitment and my
responsibility. The thing
is, I’m working and getting
a salary. My conscience is
the issue for me. Payment
may be more valid as
unemployment increases.”

SIZWE SHEZI

Thami lives in Soweto. He was diagnosed with HIV 6 months ago. He has told his girlfriend,
his family and Linda, a friend he went to school with. Although everyone found the news
difficult at first, they seem to have accepted it and are very supportive.

Thami is currently unemployed. He has been thinking about getting involved in HIV/AIDS
work, but has not yet started applying. He has been thinking about disclosing publicly, but
is a bit worried about the general response. 

Linda, his friend, works for a big company in town. She phoned yesterday and asked Thami
to please come and talk to her colleagues about living with HIV as a young person. Thami
thinks this is a good idea because he might be paid and talking to the group can help him
get a job at Linda’s company. He does not, however, have transport money for going to
town. He is also not completely sure that he wants to disclose that publicly, but he thinks
he’ll go for it. 

Read Thami’s story and discuss these questions:

1. Should Thami disclose to Linda’s colleagues? Why? 

2. Do you feel that Thami is ready to disclose? 

3. Are his expectations of getting a job realistic?

4. Do you think financial benefits influenced Thami’s reasons for disclosing?

5. When is it okay to be paid as a speaker living with HIV or AIDS? 

6. What are the advantages and disadvantages of payments for disclosure?

7. Have some people rushed into disclosure for financial reasons? What are the
disadvantages of this?

Financial benefits of disclosing
AAccttiivviittyy



These guideline questions and issues will help you think about whether or not you are
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WWhheenn  ccaann  wwee  ddii sscc ll oo ss ee ?

Disclosure can have major effects for us as PLHAs and for our partners,
families, friends and others. So it is important that we do not rush to
tell people. Even when we have the urge to tell people straight away, it
is often a good idea to wait a bit and think about the possible results of
sharing that we are living with HIV. 

Deciding if you are ready to disclose  

“There is no right time
to disclose. It may take
a lifetime. Some are
never ready.”

NOMSA

“Disclose when you
personally feel that you
are ready, spiritually
and emotionally.” 

SIZWE SHEZI

“Our health and
happiness comes
first. It’s only time
to disclose when

we feel ready,
and have
the support
and skills
we need.”

JASON

WESSENAAR

There is no perfect time
to begin disclosing. The
timing often depends on:

o Our individual situation.o Whether or not we feel
ready to disclose.o How much support
we have.

AAcc
ttiivv

iittyy

1

✐

2

✐

GUIDELINE QUESTIONS

Am I comfortable with being HIV positive?

o If you’re not sure that you are, then now may not be the time to disclose.

Why would I like to disclose now? 

o Disclosure must be your decision, not because somebody thinks it would be good if
you disclosed now.

o Try to keep some control over the process of disclosure. It is better to wait and not
disclose when you are angry or depressed.
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TTIIPPSS  ffrroomm

tthhiiss  aaccttiivviittyy

o The timing of our
disclosure is very
important. The guideline
questions will give
us some of the skills 
and support we
need to disclose. o We must accept that
we can and will make
mistakes when we
disclose. When this
happens, we must try 
to learn as much as we
can from the mistake 
and move on. When
we are ready to share 
these lessons, it can 
help others to learn 
from our mistakes.o Each disclosure can
empower us and make
us stronger for the 
next one!

3

✐

✐

✐

✐

4

5

6

Have I thought about these questions:

o Who do I want to disclose to? 

o How much do I want to disclose? 

o How will they respond?

Have I thought about the effects of disclosure on my family and myself?   

o What is my family’s attitude towards my decision to disclose?  

o Are they prepared to deal with the many feelings that disclosure can bring out?

Will I cope with the different and sometimes unexpected responses to disclosure? 

For example, can I handle responses that make me feel defensive and angry?

Have I built a strong base of support? Have I identified sources of support,
such as groups for PLHAs, counselling organisations, church members?
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WWhhoo  ccaann  wwee  ddii sscc ll oo ss ee  ttoo ?

Some of us had many difficult feelings when we were told that we are
HIV positive, for example, we felt fear, shame and anger. But confiding
in a few close friends or relatives allows us to share our thoughts and
feelings, and not feel so alone. 

It does not help that there are still many ignorant and prejudiced
people who judge us for being HIV positive. Widespread stigma and
discrimination against PLHAs can make it difficult for us to decide who
we can trust.

We need to ask ourselves whether we want to disclose to people we 
are closest or to strangers. There is no fixed rule for deciding who to
share with. We give some guidelines and suggestions that come from
experiences and stories that we can learn from.

Deciding who to tell

“I disclosed to my uncle
because I’m living with
him. I didn’t want him 

to be told by other
people in the
community. He is a
pastor and I wanted
him to understand

that this is
reality.”

ANDILE

NGWABENI

“I disclosed to friends as I
felt they were ignorant. 
I workshopped them first
about HIV/AIDS and then
told them after a few
days. They
were shocked
because I
was well.”

MOTLALEPULE

MAINE

AAcc
ttiivv

iittyy

Use these steps to help you decide who to tell about living with HIV. Add your own
steps and make your own notes.

On your own:

Think about and make a list of all the people who you think
you can disclose to in future

For example:

o Mother or father o Classmates in school or college

o Partner o Colleagues at work

o Children o People from your place of worship

o Close friends o Political organisation

o Doctor o People attending an HIV and AIDS public awareness event

o Teachers o Media audience

Depending on your situation, you can decide to tell only one or two people from this list.

1
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TTIIPPSS  ffrroomm  

tthhiiss  aaccttiivviittyy

We should only
disclose when:

o We are ready to disclose
to each person we
have chosen.o We feel that we have 
the support and the
skills we need. 

2

✐

✐

✐

✐

Think about these questions: 

o Who would you tell first? What is it about this person or people that make you think
you would tell them first? Is it their qualities or the relationship you have with them?

o What are the benefits and the possible disadvantages of disclosing to each person?

o What can make it harder to tell some of the other people on your list? What can
make it easier?

o Where can you go for support?
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WWhhaatt  ccaann  wwee  ddii sscc ll oo ss ee ?

How much information do we want to share? We do not have to 
disclose everything about our personal lives, only the information 
that we are comfortable sharing. What we tell our partners, parents,
children and friends can be very different to what we choose to say 
in public gatherings.  

Some of us will find it easier to share almost everything with the
people closest to us. Others will find it more difficult to share with
close people for a variety of reasons. 

What and how much information we disclose is largely influenced by
our personal reasons for disclosing and the relationships we have with
the people we are disclosing to. Why we are disclosing and who we are
disclosing to can help us answer these questions:

o What do I want to say?

o How much do I want to say? 

Deciding what to say

“When I disclosed to my
mom, I asked my aunt to
be there. She is a nurse
and a caring person with
more information. I told
them I am very sick with a
disease that is incurable.

But I asked them to
be strong and not
feel pity or shame
for me, but to
treat me like 

the other
children.”

ERNEST SAILA

AAcc
ttiivv
iittyy

On your own, think again about the personal and public disclosures that you could make
in future. Try to picture the different individuals you want to disclose to personally and
publicly. Now answer these questions: 

1. What information do you want to share when disclosing personally? What will be
difficult to share? 

2. What information do you want to share when disclosing publicly? What will be
difficult to share? 

3. Public disclosure can affect people close to you. Have you spoken to your partner,
children and parents about what you will say when disclosing publicly?
How have they responded?

See page 68 for more 
on personal disclosure, 
and page 70 for more 
on public disclosure.
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HHooww  ccaann  wwee  ddii sscc ll oo ss ee ?

How do we disclose to the people close to us?

It is not easy to disclose to family, children and partners. People who
are close to us may find it difficult to deal with the news that we are
giving them. This is because they care about us and also because of the
effect that our HIV status will have on their lives.

It is very hard to know how our families, friends, colleagues or
community will react when we tell them we are living with HIV or AIDS.

Some of the possible reactions

o We can get a lot of support when we did not expect it.

o We can be accused, rejected or abused. 

o We can receive a lot of love and respect from strangers.

o Some of our listeners may not believe us or may not take us
seriously, maybe because they are in denial or because they would
rather not think about HIV and AIDS.

o Some people can be negative at first and become positive once they
recover from their initial shock or concerns. 

o Others may be supportive at first and can later become either
doubtful, suspicious or expect too much from us. 

We may have to give a lot of support to our family, friends and
colleagues because our news might be too shocking or distressing 
for them. 

We should also get our own support and counselling throughout the
process of disclosure.

“Lack of information
on HIV/AIDS
holds me
back from
disclosing.
I can then
protect my family. To
disclose, I’d need spiritual
support and more
courage. If I felt strong
enough, I’d do it in a
family gathering by
giving people the whole
background of my new
life as a PLHA.”

MOTLALEPULE MAINE

For more on support
structures that we can 
use, see page 80 and
Resources on page 102.
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HHooww  ccaann  wwee  ddii sscc ll oo ss ee  ttoo  oouurr  ffaammii llyy ?

It is often hardest to disclose to our own close family.

“I’d like to
disclose to my

brothers whom
I love very
much. It is
better if they

hear from me, rather than
from strangers. I want
them to love me with my
status because I’m still
their older sister and need 
their care and support. I’ll
take them out for lunch
first. Then look for a quiet
place with no disturbances
and disclose. I’ll start by
giving more information
on HIV/AIDS issues. After
I disclose, I will go for
counselling or at least
talk to a close person.”

DAISY

1

2

GUIDELINES ON HOW TO DISCLOSE TO FAMILY  

Think about the reasons why you want to tell your
family and what you want to tell them

o Why would you like to disclose to your family now?  

o What do you want them to know? If it helps, make a list.  

o How will you break the news to them?

o What will you say?

o What kind of response do you expect? What is the best
possible reaction? What is the worst possible reaction?  

o How did your family react to other serious news?  

o Are some family members ready, while others are not? 
For example, how will an elderly parent cope? 

Talk to other people living with HIV and AIDS
who have disclosed

Ask them questions such as:

o How did you share your news? 

o How was your news received? 

o Was the response what you expected? 

o What effect did this have on your future disclosure? 

o What lessons do you have for people who are thinking 
of disclosing?
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“I really want to share
with my mom, but I don’t
think she’ll take it well at
the moment. We’re getting
to know each other
well and I don’t
want to hurt her.”

ELAINE MAANE

3

4

5

Test the waters

Test the waters before disclosing to various people, eg partners,
parents, children, other family members and friends:

o First speak to them about HIV and AIDS without disclosing that
you are speaking about yourself. 

o Ask them general questions about HIV, AIDS and PLHAs.  

o Move on to questions such as: “How would you feel if someone in
your family was living with HIV?” 

o Start with people who give positive responses.  

o Don’t be discouraged if you get a difficult response – you must
start somewhere.

Prepare yourself

o Find out what your family knows already and take it from there. 

o Collect information that you think will help to give general
information about HIV and AIDS, eg magazines, pamphlets
and videos.  

o Be ready to explain to your family in a way they will understand.  

o Be prepared for questions that are difficult to answer,
eg questions about how you were infected.

o Decide what you will say – try not to deal with too many issues at
once.

Ask for help

Speak to people that your family respect and trust so that they
can be available if your family needs further support. Tell your
family that it is okay to share their concerns with the people you
have identified. 

See the last 6 guidelines on page 52
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6

7

8

9

10

11

Think positively

Try to stay positive. Rather disclose when you are feeling
strong, emotionally and physically.

Let the feelings come through 

Be patient with some of the feelings that people express.
Your partner, for example, will need to think about the fact
that he/she may also be infected.

Let them know you are in good hands

Close people often want to know that you are seeing a doctor
that knows what to do, and that you are feeling healthy. 

Let them accept or deny it in their own way

Give your family space to deal with the information and to
ask questions in their own time. Remember that children, in
particular, often blame themselves when they are told about an
illness. They sometimes believe that they caused your illness by
not doing what they were told. It is very important to let them
know that this is not what happened. 

Accept their responses and try to move on 

Be a good listener and then try to learn from their responses.

Let them know about any plans you have for 
public disclosure

Tell them if you are planning to disclose publicly so that they
are prepared.

For more on counselling, 
see page 83.
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Disclosing to family 

1. Do a roleplay with someone who has disclosed. Or roleplay on your own or with a
friend you trust:

o Tell this person a little bit about your family members and the relationship you
have with them.

o Ask him/her to be the family member you want to disclose to.

o Practise how you will respond to their reactions. 

o Ask the person you practised with to give you feedback on how you came
across, and to give you advice on ways to improve. 

2. If you have access to counselling services, you can also discuss family disclosure
with your counsellor. Your counsellor can help you prepare for disclosing to the
important people in your life. You may want to discuss why you have found it hard
to disclose to some important people in your life and what you want to say to them.

Roleplay When we act 
out a role to learn from a
real-life situation.
...........................................

Feedback To give or
receive comments to help
us improve, eg on what to
say when we disclose.
...........................................

Access When you have
access to something, you
can get or receive it.

AAccttiivviittyy
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HHooww  ccaann  wwee  ddii sscc ll oo ss ee  ttoo  oouurr  cchhii llddrreenn ?

One of life’s most wonderful experiences is being a parent. There are
many happy moments, but there are also many stresses. Being a PLHA
and also being a parent can be very stressful. Disclosing our HIV status
is hard, and can be even harder when we disclose to our children. 

We are often concerned about how our children will respond or be
affected by the news, as well as the possible stigma for them. Some 
of us think it is better not to disclose to children, while others 
disagree. Some of us have had very positive responses when 
disclosing to children. 

There are also no fixed rules for how best to disclose to our children.
The guidelines on how to disclose to our families can help if we adapt
them to our own situation. 

GGuuiiddee ll iinnee  QQUUEESSTTIIOONNSS ffoorr  ddii sscc ll oo ss iinngg  ttoo  oouurr  cchhii llddrreenn

1. Why do I want to disclose to my children? 

2. What are the advantages of disclosure?

3. What are the possible disadvantages of disclosure?

4. When is the best time to tell my children?

5. Which of my children should I tell?

6. If I decide not to tell all my children, then why am I doing this?

UUsseeffuull  TTIIPPSS

o The right time to disclose depends on how old your children are,
how mature they are, and how they cope with other issues and
challenges. These factors will influence how they respond and how
you can support them as they try to cope with the news.

o Listen and talk to other parents who have disclosed to their children
so that you can learn from their experiences.

o Think about other people involved in supporting your child and how
they can help after you disclose to your child.

“Previously I thought my
son was too young for me
to disclose to him. Now I
need to find a proper time
and way to do it. I think
he will understand, but
only after I make sure he

knows the difference
between HIV and
AIDS. He loves
pizza – so I’ll take
him out to eat and

tell him there.”

ELAINE MAANE
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Disclosing to children

AAcc
ttiivv

iittyy

In groups: 

1. Roleplay these 4 stories.

2. Think about the guideline questions on page 54 as you prepare for the roleplay.

3. Get feedback on the roleplays. 

4. Discuss the questions listed below the stories.

STORY       Siza

Siza is a single parent with a daughter of

16. Siza has been living with HIV for a

year. At the moment, she stays in a flat in

Durban and visits her parents once a

month since they live far away. She does

not like to keep things from her daughter,

since they have a very good relationship.

She wants to disclose to her daughter so

that they can both prepare early in case

Siza becomes sick.  

1

STORY       Kate

Kate has a boy of 8. Although she has
disclosed to her family and some friends,
she decided that her son was still too
young to understand. She recently
disclosed on radio and the news spread
like wildfire. When she tried to play with
her son yesterday, he said, “Please don’t
hug me ma, you’ll give me AIDS”. He says
other children told him this. Kate is
worried and has decided to disclose to him.  

3

STORY       Hlela
Hlela and the mother of his twins are
divorced and they do not have a good
relationship. Hlela’s twins are 12. They
love each other, although he only
manages to see them twice a month.
When he disclosed to his ex-wife (who is
HIV negative), she told him to keep away
from the twins. Hlela and the twins see
each other anyway. He wants to tell them
because he thinks they will understand
but he is worried about who will give
them emotional support.

2

STORY       Agatha

Agatha, her husband and their daughter 

of 5 are living with HIV. Agatha’s

husband does not want them to disclose

that they are living with HIV. They are

all on anti-retroviral treatment. Her

daughter has never been told why she

has to take medication on a daily basis.

She has started asking questions since

she began at pre-school. Agatha wants

to explain to her daughter.

4



T
O

O
L

 
1

DD
iisscclloossuu

rree

57

Questions for discussion:

1. What did you learn from each roleplay about disclosing to children?

2. What are some of the things that each parent should think about when they prepare
for disclosing to their children?

3. What should they tell their children? How?

4. How do you think the children will respond in each story?

5. Should each parent talk to his/her children before disclosing publicly? What will each
child need to be educated on to be ready for public disclosure?

6. Where can parents and children go for support?  

“It’s a question
of individual
responsibility to tell and to
educate without disclosing.”  

TSHOLOFELO MOHALANYANE

“We must educate our
partners and be assertive
about disclosing.”

NOMFUNDO XOTYENI

“It’s hard when I feel 
I must disclose, but
my partner is not
ready. I’m ready,
but my partner is
not – so then I feel
I should protect
my partner.”

NOMZI

TSHABALALA

“It came as a shock to 
me to find out that my 
ex-partner was HIV
positive and had disclosed

publicly without
discussing it
with me.”

JASON WESSENAAR

HHooww  ccaann  wwee  ddii sscc ll oo ss ee  ttoo  oouurr  ppaarrttnneerr ?

For most of us, preparing to disclose to our partners can be very
challenging. The guidelines on how to disclose to families can help as
we prepare for disclosure to partners.  

However, partner disclosure brings up different and very difficult
issues. For example, partners will need to think about whether they
may also be living with HIV. Partners may raise concerns about
infection and using condoms. Above all, many of us are often worried
about how our partners will respond. 

Some say that disclosure positively changed their relationships and
brought them closer to their partner. Others experienced negative
reactions, such as rejection, being chased out of the shared home,
violence and abuse. 

Our partners often share our concerns about our own health, the future
and how the children will be cared for. It can take some partners time
to accept the fact that we are living with HIV or AIDS, and we may have
to give them lots of emotional support. 
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FROM A LETTER TO MY PARTNER…

“As I went for voluntary counselling and testing, my heart
nearly ceased to beat. The post-counselling news was broken to
me that I am beginning a new life as a positive living person.

Since this news, my life and your life have changed. We are facing
a challenge of not being truthful to each other. Knowing the
attraction and joy of a good relationship makes me ponder as to
who between us played truant now that it has happened.

After my test result, you also turned your back on me. The reality, my
sweetheart, is that it happened. We both have to admit and reconcile
with this. We have to emerge breaking the barriers of silence, and
involve ourselves as patriots for those in the same situation as ours.
We need to offer support and involve ourselves in HIV programmes to
reduce the epidemic in our community. This is the only way our love
will blossom eternally.”

OLEBOGENG TALAKASI

GGUUIIDDEELLIINNEESS ffoorr  ppaarrttnneerr  ddii sscc ll oo ssuurree

Think about these issues: 

o The nature of the relationship: Is the relationship generally a good
one or a bad one? 

o Partner’s personality: Is he/she supportive, caring, respectful
or abusive?

o Partner’s coping style when facing stress: How does your partner
cope with other challenges and stresses?

o Partner’s maturity: Does your partner react in a mature, adult way to
issues and challenges?

o Your physical and emotional safety when you decide to disclose:
Has your partner ever been violent to you? Will you be safe when
you disclose?

o Support for your partner and yourself: Where can you and your
partner go for support? 
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Disclosing to partners

1. Read the 5 stories on your own and answer the questions written below each story.

2. Work in a group to prepare a roleplay on one of the stories. In preparing, think about
the questions for that story.

3. Get feedback and discuss the roleplays afterwards. Try to develop more tips for
partner disclosure.

AAccttiivviittyy

STORY       An abusive partner

Charity is 5 months pregnant. The nurses

from the nearby clinic have just told

her that she is HIV positive. They have

encouraged her to tell her husband, Peter.

Charity is very worried about this because

Peter is very abusive and unfaithful. He

has beaten her many times, even when

pregnant. She has decided to tell him but

is scared that he will be very violent and

accuse her of bringing HIV into their home.

Her family is tired of telling her to

leave him.

1. What should Charity do?

Should she tell Peter or not?

2. What should she say?

How should she tell him?

3. What will her husband say? 

4. When would be a safe time

to tell him? 

5. What can she do to make sure

that she is safe?

6. Who can she approach for

safety and support?

1 STORY When a man has toexpress his feelings
Johan and Sharon decided to have HIV tests first
before sleeping together. Johan has just received
HIV positive results and has taken the newsreally badly. He has too many feelings at the
moment. He wants to tell Sharon but does not
really know how to express his feelings. Hewould like to tell her how much she means to
him, but he was brought up to believe that a
‘real man’ does not cry or show his feelings.
He has decided to tell her, although he is scared
that she will say, “It is over”. 
1. What should Johan do? Should he tellSharon that he has tested positive?2. When should he tell her?

3. What should he say?How should he say it?
4. What can happen when we cannotshare our pain with a partner?5. How can Johan move towards beingopen about his feelings?

6. What can happen once he has told her?7. Where can they both go for support?

2
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STORY Disclosure by association and 

discrimination for the partner

Moses has been happily married for 2 years.

His employers asked everybody to take HIV

tests. Moses’ result came back positive. He and

his wife have always used condoms and he

thinks she is HIV negative. He has decided to

tell her but is very worried. Moses would also

like to disclose publicly, but he is worried that

people will think she is also positive and

discriminate against her.

1. What should Moses do? Should he tell

his wife that he has tested positive?

2. When should he tell her? 

3. What should he say?

How should he say it?

4. Should he consult with her before

publicly disclosing that he is living

with HIV? Please explain your answer. 

5. How are people going to look at

them once Moses has disclosed?

Are people likely to see Moses’ wife

as HIV positive just because Moses 

has disclosed?

6. What can they both do to prepare for

any effects of disclosure?

7. What if Moses’ wife says she is not

ready for public disclosure?

8. How can Moses help prepare his wife

to be ready for public disclosure? 

3 STORY       Telling an ex-partner

Sbu broke up with his long-term
partner, Steve, 5 months ago. He
still loves Steve but realises that the
relationship won’t work. He has been
coughing a lot lately and decided to
go for a TB check and an HIV test.
His results said that he is living with
both TB and HIV. He wants to tell his
ex-partner but is scared that Steve willblame him if he is also HIV positive.
1. What should Sbu do? Should he

tell his ex-partner even though
they are no longer together?

2. What should he say?
How should he tell him?

3. What is his ex-partner likely
to say? 

4. When should Sbu tell him? 
5. Will people link Steve to Sbu

once he has disclosed? What
will be the effects of this? 

6. Should Sbu consult with Steve
before he discloses? Please
explain your answer.

7. How can they both prevent 
or prepare for any negative
effects?

8. What are some of the things
they can both learn from
this experience?

4
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HHooww  ccaann  wwee  ddii sscc ll oo ss ee  iinn  ppuubbll iicc ?

Most people find it very difficult to speak to large groups of people,
particularly if they are sharing personal and sensitive information
about themselves, such as living with HIV or AIDS. 

The widespread silence, denial, stigma and discrimination against
PLHAs make public disclosure even more difficult. Many of us may be
shy and scared because we are not sure how the public will respond to
our disclosures.

Good communication skills, including self-confidence, can help us
disclose in a clear way. 

“Being a hospice
patient led me to
disclose to the
community.
I wanted to
make the community 
more aware that HIV
is here, and that they
need to support people
living with the virus.”

DIKELEDI MOTSOMAESI

STORY       Blame and forgiveness

Nompu’s boyfriend, Kevin, died 6 months ago. They had been in a relationship for 2 years

and had lived together for the last year of their relationship. Kevin is the only man that

Nompu has ever had a sexual relationship with. Kevin got sick 6 months before his death.

Despite Nompu’s pleas, he did not want to go to hospital but only drank some ‘muti’ a healer

had given to him. Nompu was packing his things a month ago and saw a piece of paper from

the nearby hospital. It said that Kevin was diagnosed as HIV positive 5 years ago. She was

very afraid and went for an HIV test. The results came back positive. Nompu really misses

Kevin, but she cannot stop blaming him for infecting her with HIV. She feels very depressed.

1. What do you think about Nompu’s situation?

2. Why did Kevin hide the fact that he was living with HIV?

3. What should Kevin have done? What should he have said to Nompu? 

4. When is the best time to tell your partner about your HIV positive status? 

5. How can Nompu move beyond blame? Is it possible to forgive something like this?

6. What are the chances of disclosing if you have not dealt with blame and guilt?

7. Where can Nompu go for support so that she can deal with the pain?

8. Is there anything that Nompu could have done to prevent this situation?

5

For more information 
on communication 
skills, see TOOL 3.

For a case study on 
public disclosure, see 
TOOL 5 on page 63.
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CCHHEECCKKLLIISSTT ffoorr  pp llaannnniinngg  oouurr  ppuubbll iicc  ddii sscc ll oo ssuurree  

We need to prepare thoroughly before we disclose publicly. This
checklist gives some examples of questions to ask ourselves on issues
like why we want to disclose publicly and who we are disclosing to. 

1

2

3

WHY do I want to disclose publicly?

o Is it to persuade, teach or inform?

o What do I want the audience to think about or do after listening
to the story of my disclosure?

o Are my expectations clearly communicated? Are my expectations
realistic?

WHAT do I want to say?

o What stories and experiences do I want to share? Make a mental
list of these.

o How will I introduce myself? Decide beforehand how I am going
to introduce myself.

o What is the most important point to start with?

o What other important points do I want to make? 

WHO will I be talking to? 

o How many people will be present?

o Why are they coming? What do they want to know or learn?

o What do they have in common? What are the differences?

o Do they have any knowledge or understanding of living with
HIV or AIDS?

Use this checklist together
with the guidelines for
communication planning in
TOOL 3 on pages 24 to 27.
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Discuss and do this roleplay in a group: 

1. Your organisation is asked to send a representative who is willing to disclose during
a large World AIDS Day celebration.

2. One person volunteers to disclose at this celebration.

3. Assist the volunteer to prepare for a 10-minute talk. Use our checklist of questions
to help you.

4. The volunteer then speaks and everyone else pretends to be the audience on 
World AIDS Day.

5. Afterwards, the audience asks the volunteer some questions.

6. When the roleplay is over, give the volunteer feedback from the audience and 
share lessons you have learnt for public disclosure in future.

Disclosing publicly

4

5

6

HOW will I be saying it?

o Am I feeling ready to disclose publicly?

o Can I share my experiences in a relaxed way?

o Will I ask the audience to contribute?

o Have I made any arrangements for personal support afterwards?

WHEN will I be disclosing?

o At what time of day will I be disclosing? Will this affect who will
be listening to me?

o How long will the talk last? Will there be time for discussion? 

WHERE will I be disclosing?

o How big is the venue?

o How near will the audience be to me?

o Will I need a microphone?

AAccttiivviittyy

For guidelines on 
speaking, see TOOL 3
from page 49 onwards.
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HHooww  ccaann  wwee  ddii sscc ll oo ss ee  ttoo  tthhee  mmeeddiiaa??    

We have the same rights as anyone to privacy, confidentiality and
respect in our work with the media – newspapers, magazines, the 
radio or TV. 

For a variety of reasons, we can choose or be approached to disclose to
the media the fact that we are living with HIV or AIDS. While this can
have personal and public benefits, we often are not in control of the
process of disclosure in the media. Reporters decide what questions to
ask and what to emphasise, and they do not always check for accuracy.
Our stories can then be misused or changed in some way.  

There are no fixed rules for disclosing to the media. Here are some
guidelines to help us make sure that our stories are told in the most
accurate and sensitive way for the people closest to us and for
ourselves as PLHAs. 

TTIIPPSS  ffoorr  wwoorrkkiinngg  wwiitthh  tthhee  mmeeddiiaa

o Do not feel pressurised to give an interview when you are not ready.

o Be sure about why you want to disclose to the media.

o If possible, select the journalist that you want to work with and
prepare for the interview.

o Have clear aims. Write down everything that you want to say
beforehand to help you control what to focus on or emphasise.

o Ask for the meeting to be recorded and insist on reading the story
before it is printed. Sometimes this is not possible, but you can ask
to discuss and clarify issues before the story is printed or broadcast.

o Remember that if you do not like the way an interview develops,
then you can end it and explain why you have done this.

o Think carefully about having your picture taken. If in doubt, you
have the right to refuse to be photographed. 

“I insist that the media
call me by name, and
that is that. I want them
to describe me in a
non-discriminatory and
non-stigmatory way. I

would love to be
described as me,
an individual,
a woman.”

ELAINE MAANE

For more ideas on 
using the media, see 
TOOL 5 on page 100.

To remind yourself of 
the different types of
disclosure, turn back to
page 11 of this tool.
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Protecting ourselves when disclosing to the media

There is still very little reporting on positive HIV or AIDS experiences 
in the media. Most stories often focus on the negative, eg numbers 
of people infected and dying.  

Because a lot of the media focuses on making money and selling a
product, they sensationalise HIV and AIDS stories. This adds to the
stigma around HIV and AIDS. So we need to take special care when
disclosing to the media.

SSoommee  TTIIPPSS  ffoorr  ddii sscc ll oo ss iinngg  ttoo  tthhee  mmeeddiiaa

o Be prepared for the public to know your HIV status.

o Try and make sure that what you have disclosed to the media is
going to be reported accurately.

o Try to establish a good working relationship with the media so that
they are more sensitive and avoid using negative ways of writing or
talking about us.

o Make sure that photographs of you give a picture of hope, not the
stereotype of death and dying.

o If you prefer partial disclosure, then use a partial disclosure form like
the one on page 66. This kind of agreement can protect you legally.

“I’d like the
media to
see me as a person who is
living positively and who
knows his status.”

OLEBOGENG TALAKASI

“I want them to see me 
as a role model and a
human being who is
willing to take challenges
in a positive way.”

PORTIA
For more on giving out a
positive image in the media, 
see TOOL 3 on page 38.
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Example: a partial disclosure form 

This is an example of a form you can use to protect yourself from
things like having your name used when disclosing. Try to adapt this
form to suit your needs.

DECLARATION BY PERSON SPEAKING OR GIVING INTERVIEW

I, _____________________________ say that I:

• Am a person living with HIV or AIDS

• Have agreed to speak to or be interviewed about living with

HIV or AIDS by _____________________________ (name of person)

of _____________________________ (name of media).

• Have been offered payment for my story for the amount of

_____________________________ or

Have not been offered payment for my story (choose the correct one).

• Participate in the interview on these conditions:

1. That I shall not be identified either by name or by any other

description that is likely to identify me.

2. That the interviewer _____________________________ (name of

interviewer) or his/her employer shall use my story for

_____________________________ (say the agreed purpose of the

interview), and shall not use my story for any other purpose.

3. That any story written about me and my status as a person living

with HIV or AIDS shall not be published until I have seen the final

draft of the story and agreed to this draft.

4. That if these conditions are not respected in any way, I shall take

steps to claim all my legal rights, including compensation for any

loss of my privacy and dignity.

Signed by: _____________________________ Date: __________________

Person living with HIV or AIDS

Undertaking by interviewer

I say that I have read and understood this declaration, and I confirm that I

agree to the conditions in the declaration.

Signed by: _____________________________ Date: __________________

Interviewer
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Some feel that since the media is making money out of our stories, we should be paid
for giving interviews.

“We are making a public impact – we have become the ‘experts’. In non-profit
organisations, payment can be an incentive. Part can go to the organisation
and part to the speaker.” 

NOMA BARNABAS

Think about or discuss these questions in a group:

1. What do you think of Noma’s approach?

2. What are your views on payment from the media? When is it fair to ask for payment?
When is it unfair to ask for payment?

3. What are the advantages of asking for money when disclosing to the media? And when
should money discussions be held? 

4. What are the disadvantages of asking for money when disclosing to the media? How can
we overcome the disadvantages in a constructive way?

Payment for media disclosure?
AAccttiivviittyy

For more on the financial
benefits of disclosing, 
look back at page 42.
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WWhhaatt  aarree  tthhee  eeffffeeccttss  
ooff  ddiisscclloossiinngg?

We said that people can respond in different ways to our disclosures
about living with HIV and AIDS. Some people may accept and respect 
us for being open, while others may respond in ways that make our
lives difficult.

So we can expect:

o Positive reactions like support, encouragement, respect and
motivation.

o Negative reactions such as fear, shock, distress, hostility, disbelief,
rejection and abuse. 

WWhhaatt  aarree  tthhee  eeffffeeccttss  ooff  ppeerr ss oonnaall   ddii sscc ll oo ssuurree ?

Disclosure can have different effects on us, depending on our own
personal situation. 

“I feel that
disclosing to
my very close
cousins may
destroy them
and their

attitudes to life – and the
way they look at me.”

NOMSA

“It will be a relief for 
my husband. He has
disclosed in the area.
But those who react
negatively will discriminate.
Although I have accepted
my status, my family
have not.”

NOMZI

TSHABALALA

5
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A notebook on personal disclosure

Have a notebook that you use only for yourself. Think about the people you have
personal relationships with. This can include parents, partner/spouse, children 
and friends.

Now write your answers to these questions in the notebook: 

1. What will be the effects of your disclosure on the relationships you have with your
parents, partner, children and friends? How will these people respond?

To help you identify possible effects, think about these questions:

o How will they see you after you have disclosed? Are any of them likely to judge or
label you, or your present or previous partners? Will you be seen as courageous
or someone who will bring embarrassment?

o How do you think they will really feel about you? Will there be respect, love,
anger, disappointment or pity?

o How much will they expect from you? Will you be expected to be strong for
everybody? Can you meet these expectations? 

o Will you still have any privacy to just be yourself? 

o How much support will you receive? Care? Love? 

2. Will the religion, culture and values of those you are disclosing to influence how
they respond to your disclosure? How? 

3. How will you cope with the effects your personal disclosure will have on 
these relationships?

Keep your notebook to yourself. You may find it helpful to write and ‘talk’ to your
notebook about your experiences of personal disclosure as they happen.

AAccttiivviittyy
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WWhhaatt  aarree  tthhee  eeffffeeccttss  ooff  ppuubbll iicc  ddii sscc ll oo ssuurree ?

Public disclosure can also have different effects, depending on our
personal situation. 

A notebook on public disclosure
“Disclosing

publicly
can help

spread knowledge and
information about
HIV/AIDS, and build
my self-confidence.” 

BOITUMELO MHIKO

“I bring hope to those
who believe that if I
can live with HIV,
then other people
can too.”

GEORGE MANGOENYANE

AAcc
ttiivv

iittyy

Work with a friend who is also preparing for public disclosure. On your own, write down
your answers to these questions. Then share and discuss these answers with your friend.

Your questions: 

1. Who are the people you have public relationships with? For example, church
members, employers and people from your community. Write these down.

2. What will be the effects of disclosure on these relationships? How will people in
these groups respond?

To help identify possible effects, think about these questions:

o How will they see you after you have disclosed? Are any of them likely to judge
or label you? Will they see you as a celebrity or hero, despite some of the
challenges you are facing? Or as an “AIDS victim”? Will they label your family? 

o How do you think the public will really feel about you? Will there be respect, pity
or name-calling?

o How much will they expect from you? Will you be expected to have good public
speaking skills? Always have to share your story? Drive the HIV and AIDS
programmes of the church, organisation or township? Be an HIV and AIDS
counsellor? Can you meet these expectations?

o Will you still have any privacy to just be yourself? Can you meet the challenges of
being a role model?

o How much support will you receive? 

3. Will the religion, culture and values of those you are disclosing to influence how
they respond to your disclosure? How?

4. How will you cope with the effects of public disclosure?

Use your notebook to record your experiences of public disclosure.
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HHooww  ccaann  ddii sscc ll oo ssuurree  aaffffeecctt  oouurr  
tthhoouugghhttss ,,   ffeeee ll iinnggss  aanndd  bbeehhaavviioouurr ?

Many of us will find that our decision to go public about living with 
HIV or AIDS affects our thoughts, feelings and behaviour in general.
Disclosure is a process, so we find that we must often deal with the
possible effects of disclosure again and again throughout the process
of disclosure.

This activity encourages us to think creatively about how we feel about
living with HIV or AIDS.

How has HIV and AIDS changed you?

“I experienced relief
from disclosing to
my family first –
they needed to
know before the
whole world. And
they gave
me the
support I
needed.”

ANDILE NGWABENI

“Stigma and rejection
can be a threat to
the lives of my
family or to my
life.  Not telling
also affects me
emotionally.”

OLEBOGENG

TALAKASI

1. On your own, write a story, poem or song on how your thoughts, feelings and
behaviour have changed since you were told that you are living with HIV or AIDS:

o Include your most common thoughts, feelings and behaviour, eg on how you may
have been infected, or about the time of your HIV diagnosis.  

o Try to start your story, poem or song with words that catch attention like:
“My life changed when…”

2. Would you be willing to share your story, poem or song with other people? If yes,
who would you share it with?

AAccttiivviittyy
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SSoommee  IIDDEEAASS  oonn  tthhoouugghhttss ,,   ffeeee ll iinnggss  aanndd  bbeehhaavviioouurrss   

We can experience some of these thoughts, feelings and behaviours
after we know we are living with HIV or AIDS:

o Self-blame.

o Relief for having told somebody.

o ‘Self – other’ thoughts, eg feeling that we are not part of others,
particularly those who are not living with HIV or AIDS. 

o Changing emotions, eg happy today, but sad the next day.

o Frustration, bitterness and anger towards others and ourselves.

o Celebration of life – in other words, living each day as if it is the last.

o Avoiding other people. 

o Hope about the future.

o Constant thoughts about what will happen to our children or partner. 

o Confidence about some of the things we would like to do.

o Courage.

o Fears about how HIV and AIDS will affect our bodies, eg how will
we look and feel? How will others see us?

o Helplessness and hopelessness about the future, eg what about
our dreams? What about our access to treatment?

o Grief because of deaths of other people living with AIDS.

o Disappointment about the management of HIV and AIDS in
South Africa.



DDiisscc ll oo ss iinngg  ttoo  hheeaall

Disclosure can help us heal. It can help us deal with some of our
thoughts and feelings, like hurt and anger. 

DDiisscc ll oo ssuurree  ccaann  .. .. ..

o Give us an opportunity to express ourselves.

o Bring us relief after removing the load.

o End the stress and worries of non-disclosure.

o Help us cope by asking for and receiving support.

o Take away the pain.

o Give us courage.

o Motivate us and others.

o Feel like an achievement.

o Bring back our sense of worthiness and self-respect.
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“We can recover
if we ‘let go’
by expressing
ourselves and
breaking
out of our
loneliness. 
I did this by openly
writing my feelings to my
ex-partner. I feel we have
to bury our anger if we
want to heal. We need to
learn to forgive, and to do
this in our own time. My
letter was therapy.” 

JASON WESSENAAR
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HHooww  ccaann  wwee  kkeeeepp  tthhee  ppoo ss iittiivvee  eeffffeeccttss   ooff  ddii sscc ll oo ssuurree ?

Our disclosures can bring about positive effects such as increased
awareness about HIV and its transmission. People can begin to
appreciate the reality of HIV and AIDS, and that many of us are living
with or are affected by HIV and AIDS. This can lead them to a greater
interest in getting involved in HIV and AIDS work. 

Our challenge is: How can we keep the positive effects that happen when
we disclose? 

Keeping it positive

AAcc
ttiivv

iittyy

On your own: 

1. If you have already disclosed, write down some of the positive things that came out
of your disclosure at both the personal and public level. For example, you brought
your family closer together, or you encouraged other people to disclose.

2. What are some of the things that you can do to keep the positive effects of disclosure.
For example, do you want to run a workshop for youth in your community, or do you
want to start a support group?

3. What support will you need to achieve your aims? Who can you approach for help?

4. What would you start with? When can you start? What will be your timetable (when
some things could be achieved by)?

“I felt angry. I
wanted to make
people aware.”

DIKELEDI

MOTSOMAESI

“Through sharing
experiences, I can educate
and help eliminate stigma

and discrimination. 
I can promote
positive living.”

GEORGE

MANGOENYANE

WWee  ccaann  bbeetttteerr  kkeeeepp  tthhee  ppoo ss iittiivvee  eeffffeeccttss

ooff  ddii sscc ll oo ssuurree  wwhheenn  wwee  ……

o Make sure we are able to achieve some of our reasons for disclosing.

o Keep on talking to the people we have disclosed to.

o Do not feel that we must know everything – we can ask others when
we are not sure how best to respond to some requests.

o Involve others and encourage their commitment to HIV and AIDS
work by giving them more information.

o Acknowledge people’s contributions when a task has been well done.
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HHooww  ccaann  wwee  ddeeaall   wwiitthh  tthhee
nneeggaattiivvee  eeffffeeccttss  ooff  ddii sscc ll oo ssuurree ?

We may face some negative effects after our disclosure. For example,
people can refuse to believe us and keep on denying the truth. Some
may avoid or mock us, and not take any of our educational messages
seriously. Or they may feel they have the right to question or judge our
lifestyle and values.

Fighting the negatives

“By getting support
from family and

friends, and
moral support

from the
community,

especially the church.
And by being strong
emotionally and
living positively.”

OLEBOGENG TALAKASI

“I disclosed to my mom
first – she didn’t want
any further disclosure.
You can find yourself
telling others without

reason. Now I’ve learnt
to ask, ‘Is it safe?’

And to choose
who to and when
I disclose.”

ERNEST SAILA

AAcc
ttiivv

iittyy

On your own: 

1. If you have already disclosed, think about or write down some of the negative
things that came out of your disclosure at both the personal and public level.

2. What are some of the things that you did or can do to deal with these negative
effects. What would you start with?

3. If you have not yet disclosed, then say why you have chosen not to
disclose. Share some of the possible negative things that could
come out of your disclosure at a personal and public level.

4. Then say what support you would need to disclose in this difficult
situation. Where and when would you disclose?

5. Compare your ideas with Elsie’s thoughts:

“Disclosing can lead to losing friends and being neglected. Even
when you do not disclose, people can see when you are sick.
But people will be wiser and know more about living with HIV
or AIDS if I manage to disclose. I’ll need support and love to
encourage me. If I disclosed, it would be in church on Sunday,
in a respectful way and using the language of the church.”

ELSIE BOGATSWE
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WWee  ccaann  ffiigghhtt  tthhee  nneeggaattiivvee  eeffffeeccttss  

ooff  oouurr  ddii sscc ll oo ssuurree  bbeetttteerr  wwhheenn  wwee  ……  

o Are really comfortable with our decision to disclose.

o Try not to take these negative effects personally.

o Remember that people are not at similar levels of maturity. It will
take longer for some people to acknowledge that HIV and AIDS are
a reality.

o Continue with our good work and not let negative reactions get
us down.

o Find ways to challenge abuse.  

o Make sure that we have support.

o Find resources like books and pamphlets to check information.

“Understand that there will always be someone to
wobble us, and make us uncertain. This is just part
of growing stronger and stronger. Also, this is the
time when we have to do much emotional work on
ourselves. We have to learn to constantly affirm
that we are good, wonderful and fine human
beings.  

If we truly love ourselves, no-one and nothing
can get to us – that’s the secret. The most
important thing of all: to learn or relearn to
love yourself. And also to understand that
what you are doing is a very courageous
thing to do – keep affirming that when
there is a negative response.”

RICKY TREURNICHT

For details on what to do
when dealing with negative
responses to disclosure,
see Resources on
page 102 of this tool
and TOOL 2 from
page 86 onwards.
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HHooww  ccaann  wwee  aavvooiidd  bbuurrnnoouutt  dduurriinngg  ddii sscc ll oo ssuurree ?

Although disclosure is often a way of reducing silence, stigma and
discrimination, it can be very stressful. Some of us will choose to work
as HIV and AIDS educators, and may share our personal stories locally
and internationally. This means a lot of work and travelling that can
eventually cause stress and burnout. 

Here is some information to help us prevent or identify burnout early
so that we can manage it properly.

“We spend much of our
lives supporting people
who are ill and seeing
people dying. We should
take on roles we can cope
with. We all experience
hurt. The question is: how

do we deal with it?
How do we get
the hurt out so
that we can carry
on? We are

human beings,
not robots.”

NOMSA

Burnout Stress and
extreme tiredness caused
by too much work.

1

2

What is burnout? 

o It is when we always feel tired, stressed or
frustrated. This is often caused by devotion to
a cause, a way of life or working too hard.

What causes burnout?

o Burnout is very common in people who have
very high expectations of what they can achieve.

o They often have good intentions, but
unfortunately set themselves unrealistic goals. 

o They often use up all their energy when they
try to reach these goals, and become very tired,
stressed or frustrated.

o They lose interest when their goals cannot
be achieved.

o Instead of lowering their expectations or
accepting reality, people become frustrated and
try even harder to meet their expectations.

This all results in burnout.

GUIDELINES FOR UNDERSTANDING AND DEALING WITH BURNOUT

3 What are the symptoms of burnout?

Burnout starts slowly. The symptoms
may include:

o Emotional and physical exhaustion.

o Forgetfulness.

o Inability to concentrate.

o Loss of interest in life or work.

o Lateness for work.

o Impatience.

o Feeling negative and resentful.

o Feeling alone or removed from others
(to the point where we resent the work
we are doing and the people who are a
part of that work).

o Losing all the care and commitment we
had for a project (in extreme cases). 

These symptoms can become worse and
permanent if they are not dealt with.
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4 What can we do if we experience burnout? 

o Establish some short- and long-term goals that are realistic and
manageable. Try not to change the world in one day. Start small !

o Change our eating habits and begin to exercise more if we have
neglected our health. 

o Set aside some time each day for relaxation. This can include
singing, praying and taking long walks.

o Renew our friendships with other people. Talk to them about
our feelings. Don’t keep our frustrations and anger bottled up.

o Analyse how we spend our time and try to manage it properly.

o Learn to say no when we are asked to do more than we
can handle.

o Learn to hand over responsibility to others. 

o Find the sense of humour we have probably lost. Learn to laugh
at the situation and at ourselves.

o Most of all, get in touch with ourselves, our values and what
we want out of life. Learn to recognise when we are driving
ourselves too hard. 

o Develop positive ways of coping with stress. These may include
going for counselling and joining a support group. Each of us
should find what works best for us as individuals. 

How can you prevent burnout?

Do these tasks on your own:

1. Make a short list of what you want to do once you have disclosed to your
community. Do you, for example, want to organise a workshop for young people 
in your community? Form a support group?

2. Can the things you want to do cause burnout for you? Please explain your answer.

3. Write down some of the things you will do to make sure that you do not 
experience burnout.

AAccttiivviittyy
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HHooww  ccaann  wwee  uussee  ssuuppppoorrtt?

WWhhyy  ddoo  wwee  nneeeedd  ssuuppppoorrtt ?

We have seen that living with HIV and disclosing can have both
positive and negative effects. This is why it’s important that we do
our best to get support when we try to keep the positives and deal
with the negatives. 

What does support mean to you?

“I thought I should be
blamed. I was made to
feel careless. Do I kill
myself to break free
from these chains? When
I tested HIV positive, this
was a reality I had to
accept. It took a long
time and courage. Why
Lord, why me? This can
happen to anyone.”

“Ke nagana gore ke
tshwanetse go supiwa
ka monwana. Ke dirilwe
gore ke itshwae phoso.
Nka ipolaya go itokolola?
Fa ke tsaya diteko, e
ne le tshwetso e ke
tshwanetseng go e
amogela. E tshotse nako
e telele le boineelo. Go
reng Modimo, go reng
nna? Se se ka diragala
go mongwe le mongwe.”

MOTLALEPULE MAINE

AAcc
ttiivv

iittyy

Answer these questions on your own or in a group:

1. What does support mean to you?

2. Compare your ideas on support with what Portia and Nomawetu say
about the meaning of support:

“When someone understands what I feel and is
in a position to hear what I have to say.”

PORTIA

“When someone makes me feel that I am not alone.”

NOMAWETU SHUMANI

3. Why do you need support as a PLHA? 

4. How much support is available for PLHAs? A lot? Enough? Very little? None?

5. Make a list of the people that you have asked for support.

6
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HHooww  ccaann  wwee  uussee  tthhee  ssuuppppoorrtt
ooff  ffrriieennddss  aanndd  ffaammiillyy ?

Our friends and family are an important source of support for us as
PLHAs. Family includes our partner, children and relatives.

When you needed a shoulder

“I’ll need
support
from friends who have
disclosed to explain to my
family why it is necessary
to disclose in the area I
live in. And to protect
my daughter from being
discriminated against.”

NOMZI TSHABALALA

On your own or in groups: 

1. Think about a time when a person you know supported you very well when you really
needed a shoulder to lean on. This can be HIV- and AIDS-related or around another issue.

2. Who is this person? Is it a friend, family member, partner or child?

o What made you choose to trust this person? Was it, for example, their caring
nature or more?

o What did they do that made you feel supported?

o Have you or would you tell them about living with HIV or AIDS?

3. Share experiences of getting support from friends or family.

AAccttiivviittyy
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HHooww  ccaann  wwee  ggeett  ssuuppppoorrtt  ffrroomm  
ss oommeeoonnee  ll iivviinngg  wwiitthh  HHIIVV  oorr  AAIIDDSS ?

Many of us have received our strongest guidance and support from
someone living with HIV or AIDS. Other PLHAs often become very close
friends because we can share things and support each other.

Do you know a person living openly with HIV or AIDS?

“When I got the results, I
cried. A friend was there
to understand me without
words. Yet, I felt I needed

someone like me –
someone who
was also
positive.”

DAISY

AAcc
ttiivv

iittyy

On your own or in a group:

1. Think: Is there anyone you know who is living openly with HIV or AIDS?

o Can you speak to them about any personal feelings you have about living
with HIV or AIDS? 

o When is a good time to approach them for support?

o What are the advantages of approaching them?

o Are there any disadvantages? 

2. Share your experiences of getting support from another PLHA, or ask others
about their experiences of receiving support from other PLHAs.
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HHooww  ccaann  wwee  bbeenneeffiitt  ffrroomm  ssuuppppoorrttiivvee  ccoouunnssee ll ll iinngg ?

Families, friends and PLHAs can give support that can help us cope
with some of the mountains and challenges we face.  

But some of our personal feelings can be very sensitive or difficult for
us to share with them. It helps to discuss these issues with people who
are trained as counsellors.  

However, many of us do not live near counsellors and may not be 
able to pay for counselling. We can try to find out about counsellors
within our communities that can hopefully see us for free or for a
reasonable fee. 

WWhhaatt  ii ss   ccoouunnssee ll ll iinngg ?

o Counselling is communication between two people when the client is
supported while working through a particular issue that he/she
faces, for example, living with HIV and disclosure.

o Counselling is not always one-to-one. Counsellors can also counsel
couples and families.

o Counsellors can help us to recognise and develop our own ability
to cope so that we can deal more effectively with problems that we
are facing. 

o Counsellors either work alone or are based in organisations and
institutions.

o It is often better to make an appointment to see a counsellor.
A counselling session can take between 30 and 90 minutes.

o There is no set time for how long we can see counsellors for. It
depends on the issues we are trying to cope with and how much
support we need.

“When I was diagnosed,
it was very hard to
understand because I had
never seen anyone who
was HIV positive. I didn’t
believe that one day I
would end up having
a virus in my body.
I knew I was not
naughty, but I got
it anyway. The
strength I got came
through counselling. I
became stronger and
never felt lonely
any more. I
knew
I was not the
only one
with HIV.”

ELSIE BOGATSWE

“Sometimes we need
counselling first to deal
with other issues in our
lives before we join a
support group.”

PORTIA

Counsellor Person who
helps you talk through and
deal with issues.
...........................................

Counselling Communication
between a counsellor and a
client to develop coping
skills to work through issues.

For details of AIDS 
Training, Information
and Counselling Centres
offering free counselling,
see Resources on page 102.



DD
iiss

ccll
ooss

uu
rree

T
O

 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

84

We each have very different needs. Some of us may feel it is necessary
to see a counsellor who is living with HIV, while others will think a
counsellor that understands the effects of living with HIV or AIDS will
be good enough.

IIDDEEAASS  ffrroomm  oouurr  wwoorrkksshhoopp  ggrroouupp

Qualities and skills that a counsellor should have

o Understanding and knowledge of HIV and AIDS

o HIV positive – someone with similar experiences 

o Someone who lives positively

o Strong passion for counselling

o Willingness to hear more

o Good listening and language skills

o An informed person

o A woman and a mother

o A professional and tactful person

o A qualified person

o Someone who is flexible and has enough time

o Respectful

Qualities and skills of a good counsellor

AAcc
ttiivv

iittyy

On your own or in a group:

1. Think about the kind of person you would like to help you deal with the challenges
of disclosing. Write down the kinds of qualities and skills you would like an HIV and
AIDS counsellor to have.

2. Share your ideas with others. Ask people who have worked with counsellors
to share their experiences.
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o Experienced

o Confident

o Strong and supportive

o Someone you can trust

o Someone who is open-minded and non-judgemental

o Loving, warm and caring

o Someone who strongly understands confidentiality

o Relaxed and cool

o A person who can give relevant advice

o A reliable person

o A person I know.

There is no perfect counsellor with all of these qualities and skills,
but at least we can look for a counsellor with some of these qualities
and skills!

Planning towards disclosure

Non-judgemental When
a person does not judge
or blame.

Counsellors can play an important role in helping us prepare for disclosure. 

Think about these questions on your own or with a friend: 

1. What do you expect from counselling sessions on disclosure? 

2. What would you find easier to discuss during counselling that you could not discuss
easily elsewhere?

3. What would you like to learn and take away from these sessions? 

4. What activities will be helpful to do with a counsellor to help you prepare to disclose
that you are living with HIV?

5. What good and bad experiences have you had of counselling so far? 

AAccttiivviittyy
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CCoouunnssee ll ll iinngg  ttooppiiccss  

IIDDEEAASS ooff  tthhiinnggss  wwee  ccaann  ddii ssccuuss ss   dduurriinngg  ccoouunnssee ll ll iinngg

o Care and support as we try to become comfortable with our status.

o Discussions about sexual partners who need protection
from infection.

o Support as we try to decide whether we are ready to disclose. 

o Guidance as we decide who to tell first, what to tell and how to tell.

o Roleplays so that we are better able to cope with possible responses.

o Non-judgemental discussions on different types of disclosure.

o Disclosure to family members in the counselling session.

o Ongoing support as we try to be strong enough so that we are able to
allow others to express their feelings and concerns after disclosure.

o Ongoing support as we cope with the challenges of disclosure.

o Guidance as we identify other sources of support.

OOtthheerr  ss oouurrccee ss   ooff  ssuuppppoorrtt

Many of us also find it useful to speak to people such as:  

o Doctors or nurses

o Priests or spiritual counsellors

o Psychologists or social workers

o Nutrition professionals. 

All these professionals can give us guidance as we try to cope with the
challenges that may come up during counselling or disclosing.
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HHooww  ccaann  wwee  ll oo ookk  aafftteerr  oouurrssee llvvee ss ?

“We are not heroes – we need to be part of support
groups as well.  We cannot afford to lose leaders
and visionaries. Let’s love ourselves. Let’s cry if
we need to cry.”    

MASIAS MAKHALEMELE

As human beings, we need to look after ourselves and take care of our
feelings. As PLHAs, we need support. We need to find ways to give
ourselves the space to receive support. But we often avoid support and
say we do not have time or that we are the ones who are meant to be
strong. We need to move away from being ‘heroes’ and ‘heroines’. 

It helps to do things that make us relax and focus less on the things
that are worrying us.

IIDDEEAASS  ffrroomm  oouurr  wwoorrkksshhoopp  ggrroouupp

Relaxing activities

o Talk with friends and family

o Make new friends

o Play music

o Go to a party 

o Walk along the beach

o Read a good book

o Watch TV or listen to the radio

o Sleep

o Spoil yourself

o Play sport

o Make love safely

o Go to a retreat

o Take up a new hobby.

“I listen to
music. I go for
songs that make me cry.
I make time for myself.” 

DAISY

“I write poetry. It helps me
to express myself and
relieves my stress.”

GEORGE

MANGOENYANE

“I am alone and
switch off my
cell. I take a
jog, sit on a
big stone
and look at
the sea.”

NOMFUNDO

XOTYENI

“I get out and like to
be among people. I eat!”

PORTIA
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Some people find it helpful to think of HIV or AIDS as a person
(eg a friend or a mother) that is a part of us. This can sometimes help
us to accept living with HIV and to feel an inner peace.  

Read these thoughts and add your ideas. Think about which points you already do and
which ones you can try to do in future. 

We can move away from being heroes and heroines if we …

o Feel okay to cry and express our feelings.

o Try harder as men to open up and show feelings.

o Look after ourselves before and while we support others.

o Learn to love ourselves.

o Get a sense of ourselves as whole people, with HIV as just one part.

o Remember what we can or cannot do.

o Congratulate ourselves when we have done well.

o Accept and learn from mistakes and failures.

o Describe ourselves and our achievements positively.

o Accept that we cannot change or protect the whole world.

“I have been adopted by a new mother. I have to
honour the virus. The virus has adopted me.
HIV is my mother.”

“Ngithole umama omusha. Kufanele ngilihloniphe
leli gciwane ngoba, sengiyingane yalo. I-HIV
ingumama wami.” 

NOMZI TSHABALALA

Moving away from being heroes and heroines

AAcc
ttiivv

iittyy

See TOOL 3 on page 48: 
How can we stay in touch
with our feelings?

See TOOL 4 on page 46: 
How can we share 
feelings and facts? 
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WWhhaatt  ii ss   tthhee  bbeenneeffiitt  ooff  aa  ssuuppppoorrtt  ggrroouupp ?

HIV and AIDS often raise questions about difficult and personal issues
such as health, relationships, financial security and death. It helps to
discuss some of these issues with other people who are living with HIV
or AIDS. 

Groups run by or for PLHAs are called support groups. They help us
relieve some of the pressures we face in our lives. They are also
sometimes called self-help groups, as they help us take control of our
lives and do things for ourselves.

“When I was first diagnosed my first feelings were of anguish and
disaster. But almost immediately I started going to a self-help
group and slowly got the courage to face the new situation in my
life. Through this unique experience, I have matured and learned
so much. I’ve met very special and powerful women who long for
life and who hope to build a dignified and equal society.”

MARINA in A Positive Woman’s Survival Kit

There are also support groups for people who are affected by HIV and
AIDS, like our families and friends. There are also ‘mixed’ groups of
PLHAs and people affected by HIV or AIDS. 

Support group When
more than 2 people
meet to give each other
support and to help each
other cope.

“For 8 years I was
in denial. After only
10 minutes in a support
group, I disclosed.”

NOMZI TSHABALALA
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What are support groups?

PPOOIINNTTSS ttoo  tthhiinnkk  aabboouutt  wwhheenn  sseettttiinngg  uupp

aanndd  rruunnnniinngg  ssuuppppoorrtt  ggrroouuppss

o Be clear about why you want to set up a support group. Groups are
not set up just for disclosure issues. Each group should decide on
its needs, how it will be there for its members, and who will be in
the group.

o Some groups are formed for members to have a place to talk to
each other and share experiences. Other groups are formed to work
towards a common goal or need, such as campaigning for better
medical care.

o Think about practical things like advertising the group, the
meeting-place, meeting-times, confidentiality and possible skills
development.

o Some groups work without one leader, but it helps if someone is
very clear about how the group should work.

o Try to recognise the different needs of group members and discuss
how these can be met.

AAcc
ttiivv

iittyy

Discuss these questions in a group:

1. What does a support group mean to you? Why are support groups formed?

2. Have any of you been part of a support group? This does not have to be an HIV- and
AIDS-related support group. What are some of the things that are done or discussed
during support group meetings?

3. What are the advantages of support groups?

4. What are some of the difficulties or challenges of support groups?

For more information 
on facilitating support
groups, see TOOL 4 
from page 87 onwards.
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AAddvvaannttaaggeess  ooff  ssuuppppoorrtt  ggrroouuppss  

As you read through this list, think about the benefits a support group
can give us as PLHAs.

SSoommee  ooff  tthhee  tthhiinnggss  aa  ssuuppppoorrtt  ggrroouupp  ccaann  bbee  ffoorr  uuss

Support groups can …

o Help us feel that we are not isolated and alone.

o Be an opportunity to meet people and make friends.

o Be a safe space for people to meet and share feelings
and experiences. 

o Give us moral support and information.

o Make us feel hopeful and give us information on ‘positive living’.

o Help individuals to become more confident and powerful.

o Be a foundation to organise activities led by the members.

o Make links between people from different backgrounds.

o Increase understanding and tolerance.

o Help us share resources, ideas and information, eg about the latest
available treatments or local support services.

o Be an opportunity to learn skills, including income-generating skills.

o Raise awareness in the community of the situation facing people in
the group by increasing the visibility of PLHAs.

o Create a public or political voice for PLHAs.

Support groups can help us reach the other side of the mountain
in our lives.

“Sometimes we don’t go to
support groups because of
time. But we should go
because we need to share
our emotions so that we
can move on with our
lives. There are other
parts to our lives – not
just HIV.” 

NOMA BARNABAS
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TThhee  cchhaall ll eennggeess  ooff  ssuuppppoorrtt  ggrroouuppss

While they have many benefits, support groups also create a number of
personal and organisational challenges.

SSoommee  ooff  tthhee  cchhaall ll eennggeess   ffaacciinngg  ssuuppppoorrtt  ggrroouuppss

o It is not always possible to be public about our HIV status in some
areas, so some of us might hesitate to join a group.

o Group members often have different needs and expectations – these
can lead to conflict and disappointment.

o Groups often cannot help with the widespread need of their
members for economic support.

o A few dynamic individuals form most groups. If they leave, the
group often loses its way.

o Group members can experience burnout, especially if the few people
openly living with HIV have a lot of demands to meet. 

o It is not always possible to know beforehand who will attend the
support group. We can, for example, meet ex-lovers in a group, and
this can be very uncomfortable.

o Professionals who are often not living with HIV sometimes take a
lead in setting up support groups. They often give support and care
to us, and respond to our needs to meet other PLHAs.

Although support groups formed in this way can work, they do not
always succeed. One of the reasons for this is that, as PLHAs, we are
often not involved in deciding how the group will run and what it
will do. 

o Where groups are facilitated by and include people who are not
living with HIV or AIDS, it is important that we feel that the group
meets our needs as PLHAs. 
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Who should be in support groups?

AAcc
ttiivv

iittyy

Internationally and in South Africa, most HIV and AIDS support groups started off as
groups only for people living with HIV and AIDS. Gradually some groups opened up to
people who are affected by HIV and AIDS, such as family members.

Some people believe that it is best to have separate groups for PLHAs and for people
who are affected by HIV and AIDS. Reasons include, for example, that a PLHA-only
group builds trust, capacity and solidarity. Others say that we should form support
groups that include people who are affected by HIV and AIDS, as we can benefit from
their experiences.

In a group: 

1. Use this table to write down the advantages and disadvantages of a ‘support group
for PLHAs only’. 

2. Then write down the advantages and disadvantages of a ‘mixed support group’ of
PLHAs and people affected by HIV or AIDS.

3. Compare and discuss your lists. You can also compare them with the ideas from
our workshop group.

A support group
for PLHAs only

A mixed group,
with PLHAs and
people affected by
HIV or AIDS

Advantages Disadvantages

✐ ✐



Arguments for mixed groupso Get information and feelingsfrom people who are affectedo Get capacity-building skillso Get professional ideas

T
O

O
L

 
1

DD
iisscclloossuu

rree

95

IIDDEEAASS  ffrroomm  oouurr  wwoorrkksshhoopp  ggrroouupp

DDeevvee ll ooppiinngg  aa  ssuuppppoorrtt  nneettwwoorrkk

Over time, we can develop a support network for ourselves that can
include all the different kinds of support we have talked about:

o Personal support from friends, family and other PLHAs

o Counselling

o A support group.

Arguments for PLHA-only groups

o Meet other positive people

o Learn from others’ experiences

o Free to share and easy to

express ourselves

o Gain courage from other

positive people

o Share information and

treatment options

Support network
The group of people
around us that we get
help and support from.

Arguments against PLHA-only groups

o Too emotional

o Pressure to share and disclose
personally

o Stigma attached to group

Arguments against mixed groups

o Don’t feel free

o No trust

o No confidentiality

o Can’t relate to people

o People make decisions for us

o No strong PLHA voice

o Sharing, but not getting anything

in return
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HHooww  ccaann  wwee  ggiivvee  ssuuppppoorrtt  ttoo  ootthheerr ss ?

We might be asked to support other people who are be thinking of
disclosing or who are looking after someone who is living with HIV or
AIDS. People approach us because they think we are in a better position
to understand what they are going through. 

We can be asked to:

o Help others decide whether or not they are ready to disclose. 

o Support a person who has just tested HIV positive. 

o Counsel a PLHA or their affected family members or friends.

o Advise on health problems, symptoms and medication.

We usually give support when we can. But sometimes we are
approached to give support when we are facing many challenges in
our own life. Part of looking after ourselves is saying “No” when we
are unable to help. 

When we are unable to help, we can refer
people to the necessary support. To help
with referral, we should get as much
information as we can on resources
available in our communities for PLHAs. 

We first need to look after ourselves and
become strong within ourselves. Then we
can develop into a natural support for
PLHAs who have been recently diagnosed
and who are going through many of the
challenges we experienced during our own
HIV and AIDS journey to the other side of
the mountain.

“Our footprints and our handprints are
what we are and what we leave behind.”

THOUGHT FROM OUR WORKSHOP GROUP

“As people living with HIV
or AIDS, we need to love
each other. Sometimes
we hold on to HIV. And
we ask: ‘Who will be there
for me when I have AIDS?’”

MAHADI SHONGWE

For more on looking after
ourselves, see page 87.

See some examples of
contacts and services 
on page 102.



Access

To get or receive something,
eg access to counselling.

Affected by HIV or AIDS

We say that you are affected
by HIV or AIDS when it has
touched your life, for example,
a family member is living
with HIV.

Barriers

Things that make it difficult to
achieve what we want.

Burnout

Stress and extreme tiredness
caused by too much work.

Confidential/Confidentiality

To share personal and
sensitive information with the
understanding that the person
you are telling will keep it to
him/herself.

Counselling

Communication between a
counsellor and a client to
develop coping skills to work
through issues and challenges,
eg HIV/AIDS counselling on
living with HIV, disclosure and
relationship issues.

Counsellor

Person who helps you talk
through and deal with issues.

Denial

When we refuse to accept that
something is real or is
happening to us.

Destigmatise

To end stigmatisation or
negative labelling.

Dignity

Our respect or honour as a
human being.

Disclose/Disclosure

To make something known –
in this tool, sharing with other
people that we are living with
HIV or AIDS.

Disclosure by association

When people think that you
are living with HIV or AIDS
because your partner is HIV
positive, or because you do
HIV and AIDS work.

97

�

Key words

This is an A to Z list of the key words we put in bold orange the
first time we used them in this tool. Use the       space to translate
and explain each word in another language that you speak. 

�

�



Discrimination

To treat someone differently,
usually in an unfair way.

Double stigma/
stigmatisation

When people think negatively
about us as PLHAs and as
members of groups that they
feel negatively about, eg
because we are living with HIV
and we are women.

External stigma

When people have negative
thoughts, beliefs and attitudes
about us as PLHAs.

Feedback

To give or receive comments
to help us improve, eg on
what to say when we disclose.

Full disclosure

When you tell everybody
that you are living with HIV
or AIDS.

Gender

The social roles we are
expected to play as men
and women.

HIV status

To live with or without HIV
after testing HIV positive or
HIV negative.

Homophobia

Strong fear or hatred of
lesbians and gay men.

Image

A picture – the way someone
or something is presented in a
negative or positive way.

Indirect disclosure

When you talk indirectly about
the fact that you are living
with HIV or AIDS.

Internal stigma

When we have negative
thoughts, beliefs and attitudes
about ourselves because of
the way that other people see
us as PLHAs.

Internalise

To make something part of
our own values and attitudes.

Involuntary disclosure

When someone discloses that
you are living with HIV or
AIDS without your permission.

� �
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Living positively

To live full, meaningful and
healthy lives with HIV or AIDS.

Living with HIV or AIDS

When you test HIV positive or
develop AIDS. Compare with
affected by HIV when a family
member or someone close to
you is living with HIV.

Myths

Untrue beliefs or false
information.

Non-disclosure

When you decide not to tell
anybody that you are living
with HIV or AIDS.

Non-judgemental

When a person does not
judge or blame.

Notifiable disease

When each diagnosis of a
disease must be reported to
public health authorities.

Notification

Making AIDS a notifiable
disease.

Partial disclosure

When you only tell some
people that you are living
with HIV or AIDS, or you only
give some information when
disclosing.

Person/People living with
HIV and AIDS

What we call ourselves as
people who are living positive
and meaningful lives with HIV
and AIDS (PLHAs). For one
person, we say person living
with HIV or AIDS (PLHA).

Personal disclosure

To tell people you are close to
that you are living with HIV.

Positive living

As PLHAs, to have positive
attitudes about ourselves and
to live full, productive and
healthy lives.

Prejudice

An opinion (usually negative)
formed beforehand without
having enough facts.

Privacy

The right to keep personal
things private (to ourselves).

Process

A series of actions that can
produce change, development
and progress over time.

� �
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Public disclosure

To disclose in a public place
that you are living with HIV
or AIDS.

Racism

The belief that races have
different cultural features
that are decided by biological
factors, and that this makes
some races superior. 

Roleplay

When we act out a role to
learn from a real-life situation.

Sexual orientation

The way we express our
sexuality – whether we are
heterosexual, bisexual or
homosexual (lesbian or gay).

Stereotype

Standard, fixed ideas or beliefs
about a group of people.

Stigma

Negative attitudes and beliefs
about individuals or groups
that have a particular quality,
eg the stigma around living
with HIV.

Stigmatising/Stigmatisation

To have negative thoughts,
attitudes and beliefs about
other people.

Support group

When more than 2 people
meet to give each other
support and to help each
other cope.

Support network

The group of people around
us that we get help and
support from.

Violates/Violation

To abuse or not respect
our rights.

Vulnerable

More at risk of things like
discrimination, abuse and
violence.

Xenophobia

To hate and fear foreigners
or strangers, or their politics
and culture.

100

� �



101

AIDS Acquired Immune Deficiency Syndrome

eg For example

HIV Human Immuno-deficiency Syndrome

MTCT Mother-to-child transmission of HIV

PLHA Person living with HIV or AIDS

PLHAs People living with HIV and AIDS

TV Television

VCT Voluntary counselling and HIV testing 

Abbreviations
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CONTACTS AND SERVICES

This is an A to Z list of some national,
provincial and regional HIV- and AIDS-
related contacts and services.

� AIDS Consortium
information & networking

Tel: 011 403 0265
Fax: 011 339 4450
Email: aidscons@global.co.za
Website: www.aidsconsortium.org.za

� AIDS Counselling Care and Training (ACCT)
Tel: 011 933 9340
Fax: 011 938 8370

� AIDS Education and Counselling CC
Tel: 011 680 5649

� AIDS Legal Network (ALN)
legal information & training

Tel: 021 447 8435

� AIDS Law Project (ALP)
legal and human rights information & support

Tel: 011 717 8600
Fax: 011 403 2341
Website: www.alp.org.za

� AIDS Training, Information and
Counselling Centre (ATICC)
Bloemfontein:
Tel: 051 405 8544 Fax: 051 405 8818
Cape Town: 
Tel: 021 797 3327 Fax: 021 797 3356

ATICC continued

Durban:
Tel: 031 300 3104 Fax: 031 306 9294
East London:
Tel: 043 705 2620 Fax: 043 743 9743
Johannesburg:
Tel: 011 725 6711 Fax: 011 725 5966
Mamelodi: 
Tel: 012 308 5562 Fax: 012 308 8754
Nelspruit:
Tel: 013 759 2167 Fax: 013 752 3770
Pietermaritzburg:
Tel: 033 395 1612 Fax: 033 342 3245
Polokwane:
Tel: 015 290 2363 Fax: 015 290 2364
Port Elizabeth:
Tel: 041 506 1415 Fax: 041 506 1486
Pretoria:
Tel: 012 308 8743 Fax: 012 308 8754
Queenstown:
Tel: 045 807 2600 Fax: 045 838 3244 
Umtata:
Tel: 047 531 2763 Fax: 047 531 5186
Vanderbijlpark:
Tel: 016 950 5337 Fax: 016 981 9722
Witbank:
Tel: 013 690 6204 Fax: 013 690 6459 

� Bambanani Support Group
counselling & facilitation

Tel: 016 428 7005
Fax: 016 428 1148

� Beat it
HIV and AIDS educational video series

Idol Pictures
Tel/Fax: 021 788 3973
Website: www.beatit.co.za
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� Cecilia Makhiwane Hospital Support Group
support, counselling & community education

Tel: 043 708 2757
Fax: 043 760 3380

� Centre for the Study of AIDS
research & training

Tel: 012 420 5876
Fax: 012 420 4395
Email: csa@up.ac.za
Website: www.csa.za.org

� Community AIDS Centre
information, counselling & support,
Johannesburg Metro

Tel: 011 725 6711
Fax: 011 725 5966

� Department of Health (National)

Chief Directorate: HIV, AIDS and TB
(Treatment, Care and Support)
Tel: 012 312 0132
Fax: 012 312 3121/2
AIDS Helpline: 0800 012322
Khomanani Circles of Support: 0800 222 777
Website: www.health.gov.za

� Hope Worldwide
community information & training,
including focus on prisons

National Office:
Tel: 011 984 4422 Fax: 011 984 9819
Cape Town: Tel/Fax: 021 361 8158
Durban: Tel/Fax: 031 261 9111
Port Elizabeth: Tel/Fax: 041 583 3728
Soweto: Tel: 011 984 4422 Fax: 011 984 9819
Umtata: Tel/Fax: 047 531 4491

� Institute for the Advancement of
Journalism (IAJ)
media training

Tel: 011 484 1765
Fax: 011 484 2282
Email: info@iaj.org.za
Website: www.iaj.org.za

� KOSH Care and Support
support & counselling

Tel/Fax: 018 464 4183

� Lifeline National Office 
advice & counselling

Tel: 011 715 2000
Fax: 011 715 2001
Website: www.lifeline.org.za

� LoveLife
information & counselling

Thethajunction: 0800 121 900
Email: talk@lovelife.org.za
Website: www.lovelife.org.za

� Media Monitoring Project (MMP)
information & media monitoring

Tel: 011 788 1278 
Fax: 011 788 1289
Email: mmp@wn.apc.org
Website: www.sn.apc.org/mmp

� Maokeng Association for People Living
with HIV/AIDS (MAPWA)
counselling & support, Kroonstad region

Tel: 056 217 1706

� National Association of People Living
With HIV/AIDS (NAPWA)
information & support for PLHAs

National Office:
Tel: 011 872 0975
Cell: 083 498 3912 or 082 793 0431
Email: napnat@sn.apc.org.za
Website: www.napwa.org.za

Contact NAPWA’s national office to get current
NAPWA regional contact numbers.

� POLICY Project
technical help & training for HIV and AIDS advocacy

Tel: 021 685 4894
Fax: 021 685 6297
Email: polproj@mweb.co.za
Website: www.policyproject.com

� Positive
HIV and AIDS educational video series

SABC Education Sales Dept
Tel: 011 714 6767
Ochre Media
Tel: 011 880 2567

� Soul City
information booklets

Tel: 011 643 5852
Fax: 011 643 6253
Jacana Education
Tel: 011 648 1157
Email: soulcity@soulcity.org.za
Website: www.soulcity.org.za
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� Sparrow Ministries
counselling

Tel: 011 763 1466

� Steps for the Future 
HIV and AIDS educational video series

Day Zero
Tel: 021 424 2970
Email: don@dayzero.co.za 

� United Nations Development Programme
(UNDP)
Greater Involvement of People Living
with HIV/AIDS (GIPA) Project
Tel: 012 354 8077
Website: www.undp.org

� Western Cape Networking AIDS Community
of South Africa (WC-NACOSA)
information & networking

Tel: 021 425 4308
Fax: 021 421 8754
Email: nacosawc@new.co.za
Website: www.wc-nacosa.co.za

� Wola Nani
support & income generation

Tel: 021 423 7385
Fax: 021 423 7387
Email: wolanani@iafrica.com
Website: www.wolanani.co.za

� Young Positive Living Ambassadors (YPLA)
information & support for youth

Kimberley: 053 830 5780 
Nelspruit: 013 766 2354  
Polokwane: 015 291 3671
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Write your own notes here 
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Write your own notes here 
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How have you used TOOL 1: Disclosure in your personal
life and community work?

Is TOOL 1 easy to read? Can you find things easily
or are some things difficult to find?

What parts of TOOL 1 do you find most useful? Why?

What parts of TOOL 1 are not so useful? Why?

Does TOOL 1 give you enough information?
What can we add?

Do the stories, quotes and poems help you?
How?

Are the activities useful?
In what way?

Are there other issues we should cover in future tools
on disclosure?

Do you have any other comments to help us improve
TOOL 1?

Does TOOL 1 make you think of other topics and skills
we need in future toolkits for PLHAs?

PLEASE SEND YOUR FORM BACK TO THE NATIONAL DEPARTMENT OF HEALTH | PRIVATE BAG X828 | PRETORIA 0001 | TEL 012 312 0132 | FAX 012 312 3121

PLEASE FILL IN THIS EVALUATION FORM TO HELP US IMPROVE THE TOOLKIT IN FUTURETOOL 1 EVALUATION FORM

1 6

7

8

9

10

2

3

4

5
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THIS TOOLKIT SHARES OUR EXPERIENCES OF GETTING TO THE OTHER SIDE OF

THE MOUNTAIN IN OUR LIVES AS PEOPLE LIVING WITH HIV AND AIDS (PLHAs).

THROUGH THE FACES AND VOICES OF PLHAs, AND MANY ACTIVITIES AND

GUIDELINES, THE TOOLKIT  GIVES US INFORMATION AND SKILLS TO SUPPORT

EACH OTHER, AND TO LIVE POSITIVELY AND OPENLY AS PLHAs.

TO THE OF THE

TOOL 1: Disclosure guides us in how to share with others that

we are living with HIV or AIDS. This tool looks at different ways

of disclosing, at how disclosing can affect us, and at how to get

support before and after disclosure.
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THIS TOOLKIT SHARES OUR EXPERIENCES OF GETTING TO THE OTHER SIDE OF

THE MOUNTAIN IN OUR LIVES AS PEOPLE LIVING WITH HIV AND AIDS (PLHAs).

THROUGH THE FACES AND VOICES OF PLHAs, AND MANY ACTIVITIES AND

GUIDELINES, THE TOOLKIT  GIVES US INFORMATION AND SKILLS TO SUPPORT

EACH OTHER, AND TO LIVE POSITIVELY AND OPENLY AS PLHAs.
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TOOL 2: Rights informs us about the links between human rights,

HIV and AIDS, and about our rights as PLHAs. This tool focuses on

how we can use our human rights to respond to HIV and AIDS, and

to protect our rights as PLHAs.
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Before starting to use TOOL 2:

o Read the toolkit introduction booklet for
more information on the whole toolkit.

o Read the detailed contents list over the
page for more information on this tool.

Key words

o These are important words to do with
your rights as a PLHA.

o The first time we use a key word in
TOOL 2 it is bold red and we explain it
in a box in the margin. 

o The list of Key words at the back of
TOOL 2 lists all the key words in
alphabetical order and gives their
meanings. The Key words list leaves a
space for you to translate and explain
each word in another language that
you speak.

Cross-references

o Look in the margins for page references
that point you to information and
activities in other parts of TOOL 2 or
in other parts of the toolkit. You will
need to go to the pages mentioned to
find the information. 

Abbreviations

o The first time we use an abbreviation,
we spell it out in full.

o Check any abbreviations in the
Abbreviations list at the back of 
TOOL 2.

Resources

o For more information, use the Resources
list at the back of TOOL 2, including
references, books, manuals, contacts,
services and websites.

Evaluation form

o Fill in and return the tear-out evaluation
form for TOOL 2 at the back.

Notebook

o We suggest you have a notebook to do
your toolkit work.

UUssiinngg  TOOL 2

o VOICES All the quotes, stories or
poems marked with this
symbol are from people
living with HIV and AIDS
(PLHAs). They share the
experience of living with

HIV or AIDS. These are the voices of
PLHAs from our toolkit workshop group
or development team, unless we show
that they are from other PLHAs. 

o ACTIVITY Throughout TOOL 2 there
are activities to help you
share experiences, to learn
from others or to practise
what you have learnt. You
can do these activities on

your own, with a friend or in a group.
A        marks a space for you to write
your ideas.

o GUIDELINES These are tips, ideas,
suggestions and answers
to guide you in using the
information and activities
in TOOL 2.

AAcc
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Guiding symbols

✐



HOW WILL THIS TOOL ON
RIGHTS HELP US? 2

o Why are rights important for
people living with HIV and AIDS? 2

o What rights topics will we cover? 4

o What will we learn? 5

WHY ARE RIGHTS IMPORTANT FOR
OUR HIV AND AIDS WORK? 6

o How are we more vulnerable to HIV and
AIDS when our human rights
are not respected? 9

o How does discrimination
affect us as PLHAs? 12

o How can we promote human rights
as part of our HIV and AIDS work? 15

WHAT ARE OUR RIGHTS AS PEOPLE
LIVING WITH HIV AND AIDS? 17

o What kinds of rights do we have? 17

o What is the right to equality and
non-discrimination? 20

o What are our health rights? 26

The right to confidentiality 26

The right to informed consent 29

The right to access health
care services 31

o What are our workplace rights? 40

The right to non-discrimination 42

The right to be protected from
HIV testing 42

The right to confidentiality 45

The right to a safe workplace and
the right to compensation 45

The right to employee benefits 47

The right to be protected from
unfair dismissal 48

How can we identify
workplace discrimination? 48

CCoonntteennttss
ooff  TOOL 2
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o What are the rights of
vulnerable groups? 52

Violence against women 56

Reproductive health rights
of women 59

Discrimination against lesbians
and gay men 61

Children orphaned by AIDS 62

HOW CAN OUR RIGHTS BE INCLUDED IN
OUR RESPONSES TO HIV AND AIDS? 69

o How can we create a framework
that respects our rights? 73

o How can we provide services
in line with our rights? 74

o How can we prioritise
vulnerable groups? 76

o How can we promote
awareness of rights? 79

o How can we involve people
living with HIV and AIDS? 82

o How can we make sure our rights
are monitored and enforced? 86

HOW CAN WE PROTECT OUR
RIGHTS AND HELP OTHERS? 88

o How can we use organisational
procedures? 89

o How can we use professional bodies? 93

o How can we use statutory bodies? 97

The South African Human Rights
Commission (SAHRC) 97

SAHRC Complaints Form 99

The Public Protector 101

The Commission on Gender Equality 101

o How can we use legal
support services? 102

Key words 110

Abbreviations 116

Resources 117

TOOL 2
evaluation form 123
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WWhhyy  aarree  rriigghhttss  iimmppoorrttaanntt  ffoorr
ppeeoopp ll ee  ll iivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS ?

As human beings, we all have human rights. Human rights are
sometimes called natural rights because they are rights that belong
to us just because we are born as humans. 

The fact that we are people living with HIV and AIDS (PLHAs) does
not change this. All human beings have human rights, no matter what
race, gender, language, age and sexual orientation they have. So, as
PLHAs, we have the same human rights as all people.

All people all over the world have human rights, even when their
country’s legal system does not protect their human rights as legal
rights. So, for example, before 1994 when South African laws did not
protect the rights of black South Africans, we still said that black South
Africans had human rights – and that these rights were being abused. 

Now, our Constitution has a Bill of Rights. The Bill of Rights in the
South African Constitution protects and promotes our human rights
as legal rights. 

2

“Knowledge is power. With
knowledge, we can fight
any discrimination – in
the community or the
workplace.”

PORTIA

Human rights The rights
we have because we are
human beings.
........................................... 

People living with HIV
and AIDS (PLHAs) What
we call ourselves as people
who are living positive and
meaningful lives with HIV
or AIDS. For one person,
we say person living with
HIV or AIDS (PLHA).
...........................................

Gender The social roles
we are expected to play
as men and women.
...........................................

Sexual orientation
The way we express our
sexuality – whether we
are heterosexual, bisexual
or homosexual (lesbian
or gay).
...........................................

Legal rights Rights that
come from the laws of 
a country.

1



Rights are important for PLHAs for 3 main reasons set out more fully
in this tool:

o People whose rights are not protected are more vulnerable to
becoming infected with HIV. For example, children who are denied
the right to education and information about HIV and AIDS, may
not know how to protect themselves.

o People who are living with or affected by HIV and AIDS are unfairly
discriminated against. For example, workers living with HIV are
often unfairly dismissed from their jobs.

o When our rights are protected, this helps to reduce the impact of HIV
and AIDS. For example, protecting the rights of PLHAs to medical
confidentiality helps to encourage PLHAs to get health care.

Knowing about our human rights and how to protect them will help us
as we overcome our challenges as PLHAs on our journey to the other
side of the mountain. When we have information and skills on our
rights as PLHAs, we can also get involved in advocacy work to change
HIV and AIDS policies, laws, programmes and practices.
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Vulnerable More at risk of
things like discrimination,
abuse and violence.
...........................................

Unfairly discriminated
Being treated differently
in an unfair way.
...........................................

Confidentiality Keeping
information like HIV
status private.
...........................................

Advocacy HIV and AIDS
work that aims to change
the way things are.
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Access To get or receive
something, eg a grant
or a right.
...........................................

Discrimination To be
treated differently.
...........................................

Vulnerable groups People
needing special protection,
eg women, children.

WWhhaatt  rriigghhttss  ttooppiicc ss   wwii ll ll   wwee  ccoovveerr ?

This tool deals with human rights, other legal rights, and HIV/AIDS. It
aims to give us a good understanding of why rights are important for
our work, what our rights are and how our rights can be included in
our HIV and AIDS work. 

Part 2 looks at the link between our human rights and HIV/AIDS.
It examines how our access to human rights affects our risk of HIV
infection. We also look at the different kinds of discrimination we
experience as PLHAs, and how this affects our lives. Part 2 ends by
showing how protecting the rights of people around HIV and AIDS can
help to prevent the spread of HIV and help us as PLHAs to cope better.

Part 3 explains our rights as PLHAs. It focuses on these rights:

o The right to equality and non-discrimination

o Health rights

o Workplace rights

o The rights of vulnerable groups.

Under each topic, we look at the challenges we face as PLHAs and the
rights we can use to protect ourselves.

Part 4 focuses on different ways we can include human rights
in the steps or actions we take to respond to HIV and
AIDS. It recommends 6 ways to include our rights in
HIV and AIDS policies and programmes:

o By creating a legal or policy framework that
protects our rights

o By providing services to protect our rights

o By focusing on vulnerable groups

o By awareness and education on our rights

o By involving us as PLHAs in decision-making
and programmes

o By monitoring and enforcing our rights.

Rights
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Part 5 explains 4 different ways to enforce our rights:

o Internal complaints procedures in organisations

o Professional associations or councils

o Bodies such as the South African Human Rights Commission

o The different types of courts.

WWhhaatt  wwii ll ll   wwee  ll eeaarrnn ?

TOOL 2 will help us to:

o Explain why law and human rights are important for us as PLHAs.

o Know our rights as PLHAs and as vulnerable groups.

o Identify common human rights abuses experienced by PLHAs.

o Build human rights into our HIV and AIDS programmes.

o Help other PLHAs to enforce their rights.

HHooww  ccaann  yyoouu  uussee  TOOL 2 wwiitthh  tthhee  rree sstt  ooff  tthhee  ttoooo llkkiitt ??

Please use TOOL 2 together with the other parts of the toolkit:

o TOOL 1 Disclosure

Information and skills on sharing that you are living with
HIV or AIDS.

o TOOL 3 Communication

Information and skills on communicating effectively as a PLHA.

o TOOL 4 Facilitation

Information and skills on facilitating effectively as a PLHA.

o TOOL 5 Advocacy

Information and skills on working for change on HIV and
AIDS issues.

This is how Nomzi plans to use the different tools:

“I will use the toolkit to
relieve my personal
stress and to help my
family. I will use the real
stories in the toolkit to
change attitudes in
the community. I would
start with Tool 3:
Communication, and
then go on to Tool 1:
Disclosure and Tool 2:
Rights together. I feel
that disclosing
without knowing
your rights may
lead you to
more frustration
and stress.”

NOMZI

TSHABALALA
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Adeline’s story

6

Adeline’s story tells us many things about how human rights link with HIV and AIDS.
Read her story and then think about the questions.

ADELINE MANGCU’S STORY ABOUT LIV ING OPENLY WITH HIV OR AIDS

“I told everyone I know from Somerset Road to Somerset Hospital, from the Waterfront
to the taxi ranks, down the road to my house, my home and my friends.

I think it was fear that made me tell everyone. Other people have fear and they
hide. They purposely keep quiet. Others have fear and they go shopping …

I felt I needed to tell them, I needed them to know that this is not somebody else’s
disease. We were lied to. Anyone can get HIV. The way it was presented to us, we
thought it was definitely not a black thing …

I don’t know if it helped to tell people that day, but I know it got me a lot of
enemies. I was the second black woman to come out and no-one wanted to
hear about it. I have a friend who said I wish I had been there to hear you that day
because I would have killed you myself. I think she felt I had embarrassed everybody.

Somebody told me at church the other day that she hated my disclosing. But I’m not
disclosing all the time, I’m just doing AIDS awareness stuff. I’m doing nutrition, I’m doing
things that make their children survive without getting the virus. But I’m getting the
feeling they think I’m embarrassing my family by doing this.

In the process of disclosing, some people actually lose their families. Not that they say,
‘Don’t come to the house anymore,’ but you lose the support that is really needed …

It has been tough. You apply for a job, you get the job, but because you’ve disclosed, you
get a little letter that says we’ll get back to you … That’s not what HIV is about, it’s about
life. It’s about, ‘Hey, she can do this, she can guide us, she’s alive’. But they always think,
‘What if?’ I get the feeling that we are not economically viable. We cannot let people create
a new race group out of people living with HIV/AIDS.”

ADELINE MANGCU in Living Openly

AAcc
ttiivv

iittyy
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Factors that put us at risk of HIV infection

o Lack of information and ignorance, for example, the idea that it’s
someone else’s disease – white people, black people, gay men, or
people “who sleep around”.

o Denying that HIV and AIDS exist, and are challenges we need to
deal with.

o Lack of resources and facilities, eg condoms.

o Social pressure, eg peer pressure, cultural and religious pressure.

o Poverty.

o Financial dependency, eg women supporting families through
survival sex.

o Male power and fear of partners.

o Love.

o Rejection from families and friends.
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1. What does Adeline believe makes people vulnerable to becoming infected with HIV?
What other factors can put us at risk of HIV infection? 

2. What does Adeline want to do to help prevent others from being infected?

3. What happens to Adeline when people find out she is living with HIV? 

4. What are your own experiences of how people react when they hear someone is
living with HIV?

5. How does discrimination affect you personally as a PLHA?

6. How does discrimination affect you in the way you deal with people, eg at work,
at school, at the clinic, at church?

7. What can we all do about discrimination?

“My mother feels I’m
bringing the family down.”

NOMFUNDO XOTYENI

“I’m scared to
say the word
‘condom’.”

MOTLALEPULE MAINE
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Our experiences of people’s reactions to our HIV status

o Some people give us support, encouragement, awareness
and sympathy.

o Others react with shock, fear, judgement, ignorance, disbelief,
rejection, belief we are bewitched, isolation, discrimination
and dishonesty. 

Things we can do about discrimination

o Build awareness.

o Make a difference wherever we are (eg taxi rank, workplace,
family, community, church).

o Break fear and silence.

o Change attitudes.

o Show people we’re still human
and productive in our
communities.

o Live healthily.

o Think of solutions to problems.

8

“Sympathy can
sometimes be

‘too much’.
People ask:

‘Are you okay?’ ‘Do you
have food?’ It can
become overprotection.”

ELAINE MAANE

“When I disclosed
to my uncle, a
pastor, I was told
HIV didn’t exist.

I was asked to
leave the

house.”

ANDILE

NGWABENI

“Why test and be open
when you get a hostile
response?”

PORTIA

“I went for counselling and volunteered
as a founder member to start a support group.
It was my first move to make the community aware that HIV/AIDS is
here. For more information, I attended meetings and workshops on
HIV/AIDS so that I can protect the community against it. As a support
group member, I started doing home visits, doing counselling, and
raising awareness in churches, workplaces and with the youth.”

“Ke ile khanseling mme ka ithaopa jaaka leloko la go simolola setlhopha
sa go thusana. E ne e le kgato ya me ya ntlha go bontsha setshaba gore
HIV/AIDS e teng. Bakeng sa kitso e tletseng, ke ile ka tsenela dikopano
le dipuisano ka ga HIV/AIDS gore ke tle ke kgone go sireletsa setshaba
kgatlhanong le yona. Jaaka leloko la setlhopha sa go thusana, ke
simolotse go dira diketelo mo malapeng, ke a khansela, le go lemosa mo
gare ga dikereke, madirelo le go basha.”

DIKELEDI MOTSOMAESI

The activity showed
us that human rights
are important for our
HIV and AIDS work for a
number of reasons:

o We are more vulnerable
to HIV infection when
we are denied human
rights, eg the right
to information and
health care. o We experience human
rights abuses and
discrimination when
we are living with
or affected by HIV
and AIDS. o We can help lessen
the impact of HIV and
AIDS on everyone
by protecting our
human rights.

Now, we will look at these
3 issues in more detail.



HHooww  aarree  wwee  mmoorree  vvuullnneerraabbll ee  ttoo  HHIIVV  aanndd  AAIIDDSS
wwhheenn  oouurr  hhuummaann  rriigghhttss  aarree  nnoott  rree ssppeecctteedd ?

Human rights can protect us from HIV infection. When we are
denied our basic human rights, we may be more vulnerable to
becoming infected.

Examples

o Children and youth who are denied the right to education 
and information about HIV and AIDS don’t understand how to 
protect themselves.

o Mothers who are denied the right to treatment and who can’t afford
anti-retroviral treatment can pass HIV on to their unborn children.

o People who don’t have access to condoms or treatment for sexually
transmitted infections (STIs) are vulnerable to HIV infection.

o Women who depend on men for money can find it difficult to make
their own choices about sex and may be vulnerable to HIV infection.

o Family members who are denied the right to live together and
are separated because of migrant work may be vulnerable to 
HIV infection.

HIV and AIDS are human rights issues, because protecting our human
rights is an important part of preventing the spread of HIV infection.

The next activity helps us understand why HIV and AIDS are not just
medical issues, but also social issues that affect all people.  
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“Women go on the road 
to have sex with farmers
for cash or vegetables.”

PORTIA

“How can I deny ‘my
everything’ flesh-to-flesh?”

MAHADI SHONGWE

Anti-retroviral treatment
To treat HIV and AIDS
with drugs called anti-
retrovirals (ARTs).
...........................................

Sexually transmitted
infections Diseases spread
through sexual intercourse
or contact.
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What puts us at risk of HIV infection?

AAcc
ttiivv

iittyy

You can do this activity in a group or on your own.

1. Think of the different factors that put people at risk of HIV infection in your
community. You can use a mind map like the one alongside – the main idea goes into
the circle in the middle and all your other ideas come off the main one like branches
on a tree.

2. Now add your examples to our chart. Decide which column to put your ideas under:  

o 1: Medical issues o 2: Social issues o 3: Medical and social issues

If you are unsure, or think your idea fits into medical issues and social issues, then put
the idea into Column 3.

There are a few examples for you on our chart. Add on your own examples:

3. Discuss why you decided to put your idea in a column.

1. Medical issues

Poor health care services

No condoms

STIs not treated

No HIV vaccine

No anti-retroviral treatment
to prevent mother-to-child
transmission (MTCT)

2. Social issues

Rape

Superstition

Poverty

Migrant work

Gender inequality
against women

Violence

Alcohol   

3. Medical and social issues

No female condoms

Having unprotected sex

Secrecy

Lack of education

✐

WHAT FACTORS

PUT PEOPLE AT RISK OF

HIV INFECTION IN MY

COMMUNITY?
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As people living with HIV or AIDS, we face many different kinds of
discrimination. This makes HIV and AIDS a human rights issue because,
as PLHAs, our rights are abused.

We experience discrimination against us as PLHAs in all aspects of life –
in families, in communities, at church, in school, at work, in hospitals,
in sport and when children play. 

In the Hoffman versus SAA case, Judge Ngcobo said:

“People who are living with HIV constitute a minority. Society has
responded to their plight with intense prejudice. They have been
subjected to systemic disadvantage and discrimination. They
have been stigmatised and marginalised. As the present case
demonstrates, they have been denied employment because of their
HIV positive status without regard to their ability to perform the
duties of the position from which they have been excluded. 

Society’s response to them has forced many of them not to reveal
their HIV status for fear of prejudice. This in turn has deprived
them of the help they would otherwise have received. People
who are living with AIDS are one of the most vulnerable groups in
our society… 

The impact of discrimination on HIV positive people is devastating.
It is even more so when it occurs in the context of employment. It
denies them the right to earn a living. For this reason, they enjoy
special protection in our law.”

12

“My uncle didn’t want me
to stay with him because
of my status. He also
didn’t want me to go to
the support group and
told me that HIV/AIDS is
the devil. But I went to the
support group. I am not
giving up because I know
I’m going to win this
struggle. I think he did not
know about the virus, but
someday he’s going to
need me. I’m free because

I’m a member of
the support group
and I have no
problem with my
life at all.”

ANDILE NGWABENI



Discrimination makes living with HIV or AIDS harder to cope with: 

o Discrimination adds extra pain and stress to our lives as PLHAs.

o We are denied health care and welfare services at a time when we
most need them.

o When we are dismissed from our jobs, we struggle to afford
increasing medical costs.

o We become afraid of sharing our problems with families and
communities for fear of rejection.

o We may not want to use basic services, like clinics, schools or
welfare offices, if we know we will be discriminated against.

This activity shows how discrimination affects people differently.

How discrimination affects us differently
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You can work in a group or on your own to think about these issues.

1. Read List 1 of the different roles people play in our communities. Add other roles that
people play in your community.

AAccttiivviittyy

Pregnant woman 
living with HIV

Factory worker 

Gay man living
with HIV

Farm worker

7-year-old child
orphaned by AIDS

Wealthy 
businessman

Sex worker

60-year-old woman
who is blind

Priest  

A man with a 
physical disability 

16-year-old girl 
with an STI

Single parent

Immigrant from 
West Africa

Migrant worker      

40-year-old school
teacher living
with HIV

14-year-old rape 
survivor

Widower

50-year-old 
illiterate woman

Father dying of AIDS

25-year-old 
prisoner

Member of
Parliament living
with HIV

List 1: Roles that people play in our communities

✐
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2. Each person in the group must take on one role from the list. Think about your role,
and try to imagine that you are the person described.

3. Now the whole group must stand in a line.

4. Read List 2 of the different activities that people can do. Again, add other examples to
this list in the space on the table.

5. Now read out each activity one at a time. After reading out each activity, ask the
group: “Can you do this?”

o If a person, in their role, thinks they can do that activity, then they take 
one step forward. 

o If they cannot do it, then they stand still and do not move forward.

14

Go to church

Have children

Read an HIV and
AIDS pamphlet

Make plans for
the future

Apply for a bursary

Be open about
your sexuality

Tell your life 
story in public

Tell someone
about your work

Introduce your partner 
to your family

Buy a house

Buy a condom

Live with your family

Run up a flight of stairs

Walk the streets 
late at night 

Tell your boss that 
you are HIV positive

Get medical help

Have job security

Take an HIV test

✐

List 2: Different activities people do



HHooww  ccaann  wwee  pprroommoottee  hhuummaann  rriigghhttss  
aass  ppaarrtt  ooff  oouurr  HHIIVV  aanndd  AAIIDDSS  wwoorr kk ?

We can see that HIV and AIDS are not just a medical issue. They are a
social issue and a human rights issue. 

It is important to protect and promote our human rights because:

o We live in a country with a strong Constitution that protects the
freedom, equality and human dignity of all people.

o We know that people with least access to human rights are most
vulnerable to HIV infection.

o We know that when we are living with or affected by HIV and AIDS,
we face discrimination and human rights abuses.

o Discrimination and prejudice discourage us as PLHAs from being
open about our HIV status and from getting access to prevention,
treatment and care services.

o Discrimination adds to the challenges we face in our lives.
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Stereotypes Fixed ideas
about someone, eg because
of a disability.
...........................................
Prejudice A negative way
of thinking about someone,
eg because of race.
...........................................

Affected by HIV and AIDS
We say that you are affected
by HIV and AIDS when it
has touched your life, for
example, a family member
is living with HIV.

“People give us new names
– now I’m ‘Daisy AIDS’.
People get saturated 
with HIV every day.
They think, ‘It’s
enough already,’
and the result 
is ignorance.” 

DAISY

6. At the end of the activity, some people will have taken many steps forward. 
Others may still be standing right at the back. 

7. Each person can read out their role and say something about their experience of
playing that role. Then they can sit down.

8. Questions

When everyone is seated, discuss:

o How did your role limit your activities?

o What influenced whether or not you stepped forward?

o Did your own stereotypes or lack of knowledge about your role affect 
your decisions?  

What did you learn about the way discrimination and prejudice affect different 
people in the group?  
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1. Go into your community with a camera if you can. Take pictures of anything you
see that violates our rights as PLHAs, or puts people at risk of HIV infection. You
can buy a disposable camera if you do not have one available.

Decide what pictures you want to take, for example:

o A picture of bad sanitation in your community. 

o A picture of the local HIV and AIDS clinic where there is no privacy for PLHAs 
as patients. 

o A picture of girl children working at home instead of going to school.

If you cannot take pictures, then draw your own pictures or collect pictures 
from newspapers and magazines.

2. Hold an exhibition to show your pictures. 

3. Explain your pictures to other people.  

4. Discuss what you think the community can do to put it right.

AAcc
ttiivv

iittyy
Recording human rights abuses

Violates Abuses or does
not respect our rights.

TThhee  UUNNAAIIDDSS  HHIIVV//AAIIDDSS  aanndd

HHuummaann  RRiigghhttss  GGuuiiddee ll iinneess  ssaayy::

“The protection of human rights is essential to safeguard human
dignity in the context of HIV/AIDS and to ensure an effective
rights-based response to HIV/AIDS. An effective response 
requires the implementation of all human rights, civil and 
political, economic, social and cultural, and fundamental freedoms
of all people, in accordance with existing international human
rights standards.

Public health interests do not conflict with human rights. On the
contrary, it has been recognised that when human rights are
protected, fewer people become infected, and those living with
HIV/AIDS and their families can better cope with HIV/AIDS.”

This activity helps us to document human rights abuses around HIV
and AIDS.

For more information on
advocacy, including
campaigning for our 
rights, see TOOL 5.

For examples of 
how human rights can 
be included in our HIV
and AIDS work, see
page 69 onwards. 
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WWhhaatt  aarree  oouurr  rriigghhttss  aass  ppeeooppllee
lliivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS?

WWhhaatt  kkiinnddss  ooff  rriigghhttss  ddoo  wwee  hhaavvee ?

This section looks at our rights as PLHAs, including:

1

2

The right to equality and non-discrimination

Health rights

3 Workplace rights

4 The rights of vulnerable groups

o The right to confidentiality

o The right to treatment only with informed consent

o The right of access to health care services

o The right to equality

o The right to be protected from HIV testing

o The right to confidentiality

o The right to a safe workplace and to compensation

o The right to employee benefits

o The right to be protected from unfair dismissals

o The rights of women to be protected from violence

o The rights of women to reproductive health care

o The rights of lesbians and gay men

o The rights of children

3
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Our rights as PLHAs come from these
different sources of law:

o The Constitution and Bill of Rights.

o Statute laws and regulations like the
Employment Equity Act and the
Notifiable Diseases Regulations.

o Common or unwritten laws like the
law that rape is a crime.

o Court decisions interpreting laws,
eg the case of Hoffman versus SAA.

o Policies, professional codes, charters
and guidelines, like the Code of Good
Practice on Key Aspects of HIV/AIDS
and Employment.

Look at this table. It shows the different
sources of rights, and how we can find one
PLHA right in many different places. As an
example, we have taken the right to be
treated with informed consent.

18

Sources of law Where 
the law comes from.
...........................................

Informed consent To
give permission based
on your understanding of
information given to you.

THE RIGHT TO

BE TREATED

(INCLUDING HIV

TESTED) ONLY

WITH INFORMED

CONSENT

The Constitution
gives every person
the right to bodily
integrity. This
means we can
control what
happens to our
bodies and can’t be
medically treated
without our
permission.  

The Employment
Equity Act does not
allow HIV testing of
an employee to find
out HIV status. 

Constitution

The Constitution is
the highest law in
the land. It tells us
how government is
organised, and
includes a Bill of
Rights. Other laws
must be in line with
the Constitution’s
principles. 

Statutes

Statutes (Acts) are
written laws made
by Parliament.
Each statute usually
covers one aspect
of the law. For
example, the Child
Care Act covers
children’s law.  

R
IG

H
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U
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 L

A
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For more information on
the legal system, see
HIV/AIDS and the Law: 
A Resource Manual,
Chapter 3, in Resources
on page 117.
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The draft regulation
setting out the
Department of Health’s
National Policy on
Testing for HIV does
not allow HIV testing
without the informed
consent of the person. 

The common law right
to freedom and
security of the person
protects us from being
medically treated
without our consent.  

The I&J case said that
voluntary HIV testing
is allowed in the
workplace.

The National Patients’
Rights Charter protects
the right of all patients
to treatment only with
informed consent. 

Regulations

Statutes often give
power to a person
(eg the Minister) or
a body (eg the
Department of Labour)
to make more laws,
called regulations.
Regulations usually
give more detailed
guidelines on an
aspect covered in that
Act. For example,
Notifiable Diseases
Regulations give
detailed guidelines
on notifiable diseases.

Common law

Common law is our
old unwritten law that
comes from Roman-
Dutch and English law.
Some of this law has
now been updated by
statutes. If a legal right
is not covered by
statute law, then we
look at the common
law for answers.

Court decisions 

The courts are asked
to give decisions about
what the law means in
different situations.
Lower courts have to
follow the decisions of
higher courts. So, court
decisions are a good
way to find out what
the law will say in all
sorts of different cases.  

Policies, codes etc

Bodies (eg the
Department of Health
or the Health
Professions Council)
sometimes produce
written guidelines,
like policies, charters
and codes. These are
usually not like laws
that must be obeyed.
But courts often use
them as guidelines
when they make
decisions on whether a
person or organisation
acted correctly. For
example, whether a
doctor acted correctly.
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“I was working in a government
department. Some of my colleagues
started the gossip about my status. I had
disclosed my status, yet was treated
unfairly. They even said that I was
infecting other people with the virus. I
was so angry that I thought of taking
them to court for undermining my image and my dignity.”

“Ke ne ke dira mo lefapheng la puso. Bangwe badirammogo le
nna ba simolola go seba ka maemo a me. Ke ne ke buile ka maemo
a me, mme fela ka tsewa ka mokgwa o sa siamang. Ba ile ba re ke 
tshela batho ba bangwe ka mogare. Ke ne ke tenegile thata mo ke 
ileng ka nagana gore ke ba ise kgotlatshekelo ka ntlha ya go 
nyenyefatsa sebopego sa me le kemo ya me.”                                    

TSHOLOFELO MOHALANYANE

Equality Clause The part
of the Constitution that
sets out every person’s
right to equality and to 
be protected from 
unfair discrimination.
...........................................

Equality To have equal
rights and opportunities.
...........................................

Equality Act Promotion 
of Equality and Prevention
of Unfair Discrimination 
Act of 2000.

WWhhaatt  ii ss   tthhee  rriigghhtt  ttoo  eeqquuaall iittyy  
aanndd  nnoonn--ddii ssccrriimmiinnaattiioonn ?

TThhee  rriigghhtt  ttoo  eeqquuaall iittyy

Section 9 of the Constitution (called the Equality Clause) gives every
person the right to equality. This means that we, as PLHAs, have the
right to enjoy all the freedoms and rights given to us in the
Constitution’s Bill of Rights and other laws.  

The Constitution also recognises that people were unfairly discriminated
against in the past. For this reason, we are not all automatically equal,
and action must be taken to develop our equality. 

The Equality Clause says that government must take steps to create
equality, for example, it must make new laws and develop programmes.
An example of a new law to work towards equality is the Promotion of
Equality and Prevention of Unfair Discrimination Act of 2000 – also
called the Equality Act. This Act promotes and protects the rights set
out in the Equality Clause in the Constitution.



PPrrootteeccttiinngg  uuss  ffrroomm  uunnffaaiirr  ddii ssccrriimmiinnaattiioonn

The Equality Clause in the Constitution also prevents government or
any person, from unfairly discriminating against any other person. The
Constitution lists 17 special grounds (reasons) for non-discrimination.  

In other words, we are not allowed to discriminate against someone for
any one of these 17 reasons: 

Even though HIV and AIDS are not listed grounds for non-discrimination,
as PLHAs we are still protected by equality laws. The Equality Clause in
the Constitution and the Equality Act say that you also cannot unfairly
discriminate against a person on other grounds – in other words, for
any other reasons. 

Section 10 of the Constitution protects our right to dignity. This means
that, as PLHAs, we have the right to be protected from actions that
harm our feelings of self-worth and self-respect. 

When the courts are asked to decide whether actions or policies are
unfair discrimination, they often examine and link the right to equality
and the right to dignity. 

UUnnffaaiirr  ddii ssccrriimmiinnaattiioonn  ii ss   bbeeiinngg  ttrreeaatteedd  ddiiffffeerreenntt llyy  .. .. ..

o Because of a personal feature like our race, our gender or our
HIV status.

o In a way that affects our dignity.

o In a way that disadvantages us or limits our right to opportunities
that other people are given.

o In a way that is not reasonable or justifiable.
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Non-discrimination
The principle of not
discriminating against
someone, eg because of
their race or gender.
..........................................
Listed grounds The 
17 reasons in the Equality
Clause of the Constitution
that you are not allowed 
to use to discriminate
against someone.
..........................................

Right to dignity
Right to be respected as
a human being.
..........................................
Reasonable
For a good reason.
..........................................

Justifiable Can be 
argued to be fair.

Race

Gender

Sex

Pregnancy

Marital
status

Ethnic origin

Social origin

Colour

Sexual
orientation

Age

Disability

Religion

Conscience

Belief

Culture

Language

Birth
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Unfair discrimination can be:

o Direct discrimination when it is aimed directly at people for a
reason like race or HIV status. For example, a child is refused entry
to a youth awareness camp because she is living with HIV.

o Indirect discrimination when it affects some people differently
because of a reason like their race or HIV status. For example, a
security company says workers must work long night-shifts outdoors.

Fair discrimination is when people are treated differently, based on a
good reason. For example, a woman is allowed to take pregnancy leave.

TThhee  HHooffffmmaann  vveerr ssuuss  SSAAAA  ccaassee

Mr Hoffman applied for a job as a cabin attendant with SAA. He went
through a 4-stage interview procedure, including a medical exam, and
passed all 4 stages. But when the results of his HIV test came back
positive, he was told he was “unfit” to fill the position of cabin
attendant and was refused the job.

The Constitutional Court was asked to decide whether SAA had
unfairly discriminated against Mr Hoffman because of his HIV status.
The Court said that SAA’s policy had discriminated against Mr Hoffman
because of his HIV status. They said the discrimination was unfair for
these reasons:

o SAA’s policy discriminated against Mr Hoffman (and other PLHAs)
because he was living with HIV.

o The discriminatory policy affected the dignity of PLHAs.

o Discrimination against PLHAs was widespread in society and caused
great hardship for PLHAs.

o The discriminatory policy blocked an employment opportunity for
Mr Hoffman.

o The discriminatory policy was not reasonable since Mr Hoffman was
healthy and fit, and he could take steps to prevent himself from
getting infections and to manage his illness.

o The discriminatory policy was not justifiable because the policy
covered all job applicants with HIV, no matter how healthy, yet the
policy was not used for existing employees.

22

Direct discrimination
Discrimination aimed at
you directly because of 
HIV status.
..........................................

Indirect discrimination
Discrimination that affects
you differently because 
of HIV status.
..........................................
HIV status Whether you
have tested HIV negative
or HIV positive.
..........................................

Fair discrimination
Different treatment for 
a good reason.



TTIIPPSS ttoo  ddeecciiddee  wwhheetthheerr  ddii ssccrriimmiinnaattiioonn  ii ss   ffaaiirr  oorr  uunnffaaiirr

The Equality Act creates Equality Courts to decide on 
discrimination issues. 

The Equality Courts will ask these questions to decide whether
something is unfair discrimination: 
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Equality Courts Courts
set up under the Equality
Act to judge cases of
unfair discrimination.

1

2

Is there discrimination?

They will look at the type of action and ask:

o Does it treat us differently as PLHAs? In other words, is it
direct discrimination?  

o Does it affect us differently as PLHAs? Is it indirect
discrimination?

Is the discrimination unfair?

o What are the circumstances around the action?

o What is the discrimination? How far does it go in limiting
our rights?

o Does the discrimination affect our dignity as a person?

o What is the reason for the discrimination? 

o Does it achieve its aim?

o Are there other ways of achieving this aim?

o Is the discrimination reasonable and justifiable? In other
words, is it fair discrimination?
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The next activity helps us learn more about fair and unfair
discrimination.

24

AAcc
ttiivv

iittyy
Fair or unfair discrimination?

You can do this activity in a small group, or you can think about and do the activity
on your own.

1. Read the 12 examples showing situations where as PLHAs we are treated
differently and discriminated against. You can also share your own experiences.   

2. Discuss or think about each example. Decide whether the example is:

o Unfair discrimination

o Fair discrimination

o Unsure (if it’s fair or unfair discrimination).

1. A government school refuses
admission to a 7-year-old boy
because his parents tell the school
that he is living with HIV.

3. Nurses working at a city hospital
are routinely tested for HIV, and
those who test HIV positive are
advised not to work in the TB ward.

2. A rural home-based care programme 
is looking for new fieldworkers.
They say that physical fitness is a
job requirement, as fieldworkers
have to walk far to reach families
needing care in remote areas. Johan,
a man living with HIV, is physically
disabled but can walk short
distances with the use of crutches.
He is told that he does not meet the
requirements and is refused the job.

4. The Department of Health makes a
policy decision to give a greater
budget to the malaria programme
than the HIV and AIDS programme.

Our 12 examples



3. Now choose one example and discuss or think about these questions:

o Does the policy or practice set out in the example mean that the person is
treated differently?

o What is the reason for the different treatment?

o Is there a good reason for the different treatment?

o Is the discrimination fair or unfair?

o How will the treatment affect the PLHA?
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5.  A large company introduces a skills-
building programme for employees.
Employees who have not taken sick
leave for a period of 1 year may
participate in the programme.

7. A physical education teacher is
moved to administrative work at 
the school because he becomes ill
with AIDS.

9. Vinesh is openly living with HIV 
and has appeared on many TV
programmes. He applies for a job 
as a paralegal in an advice office, 
but does not get it because he does 
not have any paralegal qualifications
or experience. 

11. A child living with HIV is sent 
home from school when he has 
an infectious illness.

6. A job applicant who tests positive
for HIV is refused a job as a cabin
attendant with South African
Airways, on the basis of his 
HIV status.

8. A large insurance company refuses
life assurance to Thandi, when she
tests HIV positive, as they say they
cannot afford to offer life insurance
to PLHAs.

10. A busy hospital refuses to give
antibiotics to patients living with 
HIV or AIDS, as they say they have
limited resources and can only 
give treatment to other patients
who will most benefit from them.

12. The local clinic provides HIV-related
services for youth, at 11 o’ clock on
Wednesdays, during school hours. 

SSoommee  ssuuggggeesstteedd  
AANNSSWWEERRSS

Examples of unfair
discrimination: 

Examples 1, 3, 5, 6, 10 and
12 are examples of direct
unfair discrimination. 

Examples 5 and 12 are
examples of indirect
unfair discrimination.

Examples of fair
discrimination: 

Examples 2, 7, 9 and 11.

Examples where we don’t
have enough information
to make a decision: 

Examples 4 and 8. 
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TThhee  rriigghhtt  ttoo  ccoonnffiiddeennttiiaall iittyy

All people have the right to medical confidentiality. 

The right to medical confidentiality comes from our right to privacy –
our right to keep information about our personal lives away from the
general public. This means that, as PLHAs, we have the right to keep all
medical information private. 

Medical information includes:

o Our HIV status

o Our health

o Our medical treatment.

This medical information cannot be disclosed without us giving
our consent – in other words, our permission. Doctors, nurses,
psychologists and other health care workers must respect our right
to confidentiality. They may not tell other people about our HIV
status without our consent.  

Children also have the right to confidentiality. A child who is old
enough to consent to an HIV test must get the HIV test results. A
younger child, whose parent or guardian consents to the test, will
not get the HIV test results. The parent or guardian will get the test
results, and should respect the child’s right to confidentiality. 

26

“The time I was
diagnosed the sister
called me and shouted
out the news in front of
everyone in the clinic. 
My grandmother
accompanied me and
she was shocked to hear
the news that I am HIV
positive. I didn’t get any
counselling or privacy,
and the sister never
considered my granny’s
health and age. One day

I’d like to meet the
sister and explain
my feelings about
her actions.”

MOTLALEPULE MAINE

Right to privacy Right to
keep personal information
to ourselves.
...........................................

Consent To agree or give
permission for something
to be done.

For more information on
the age of consent for
medical treatment, see
page 30.

For more information on
disclosure, see TOOL 1.

For a case study on
advocacy around
confidentiality, see 
TOOL 5 on page 70.



The McGeary case

Mr McGeary applied for life insurance. The insurance company asked
him to take an HIV test. His private doctor, Dr Kruger, tested Mr
McGeary for HIV and told him later that he had tested HIV positive.

The next day, Dr Kruger was playing golf with another doctor and a
dentist from the same small town. He told them that Mr McGeary
was living with HIV. Within a few days, the news had spread through
the community. 

Mr McGeary was angry, and brought a civil claim against Dr Kruger for
breaching (breaking) his right to confidentiality.

In his defence, Dr Kruger argued that the doctor and dentist needed 
to know about Mr McGeary’s HIV status, because they may also treat 
Mr McGeary in the future. 

The court decided that Dr Kruger had not respected Mr McGeary’s right
to confidentiality. The court awarded compensation to Mr McGeary. 

The court said:

o Confidentiality is an important right and has an important purpose.
Confidentiality encourages people to trust doctors and go to doctors
when they are sick. If doctors do not respect this right, then patients
will be afraid to go to them. This will not help to stop the spread
of HIV.

o Confidentiality is especially important for PLHAs because of unfair
discrimination and prejudice against PLHAs.

o Doctors and nurses can’t disclose a patient’s HIV status to another
health care worker without the patient’s consent. 
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Civil claim Legal claim 
to get compensation for
harm caused.
...........................................

Breaching To break a 
law or right.
...........................................

Compensation An award,
usually money, to make 
up for harm caused to 
a person.
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AAcc
ttiivv

iittyy
McGeary’s case

Read McGeary’s case on page 27 again. Then read this information about notification,
and answer the questions that follow.

The ANC national conference in December 2002 passed a resolution on HIV and AIDS. Part
of this resolution was to investigate making HIV and AIDS  notifiable diseases. There
has previously been public debate about making AIDS (not HIV) a notifiable disease.

A notifiable disease is a disease that must be reported. This means that when a doctor or
health care worker diagnoses a patient with a notifiable disease, or attends at the death
of a patient from a notifiable disease, they must report this to the Department of Health. 

Some of the reasons for making a disease notifiable are:

o To collect information on the number of people who have the disease.

o To collect information on the number of people dying from the disease.

o To collect information on trends and factors that put people at risk of becoming infected.

o To plan and budget for prevention and treatment programmes.

1. As a PLHA, do you think that confidentiality is an important right? 
What is the purpose of confidentiality?  

2. Why do you think McGeary’s case is important for us?

3. Should HIV and AIDS be made notifiable diseases? What purpose will this achieve?

4. Do you think that making HIV and AIDS notifiable diseases will harm your right 
to confidentiality? 

5. Do you think that making HIV and AIDS notifiable diseases will help to prevent and
treat HIV and AIDS?

6. What are other ways to prevent and treat HIV and AIDS without harming our right
to confidentiality?

Notification Making AIDS
a notifiable disease.
...........................................

Notifiable disease A disease
that must be reported to the
health authorities.

SSoommee  ssuuggggeesstteedd
AANNSSWWEERRSS

McGeary’s case is very
important for us as PLHAs
because it means that all
medical professionals
must respect our right to
confidentiality. It encourages
us to go for health care
without fear of our HIV
status being disclosed.

Notification can give us good
information about a disease.
If doctors and health care
workers report well, the
information can help to
prevent and treat HIV and
AIDS. But it can also harm
our right to confidentiality
because our information
will be reported to the
Department of Health. It may
discourage us as PLHAs from
getting health care – and this
will not help to prevent or
treat HIV and AIDS.

There may be other ways
of collecting information,
eg through anonymous HIV
testing studies. Notification
could have strict procedures
for protecting confidentiality,
eg by not using names on
the forms. 

For more on notification, 
see TOOL 1 on page 29.
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TThhee  rriigghhtt  ttoo  iinnffoorrmmeedd  ccoonnsseenntt

As PLHAs, like all patients, we have the right only to be medically
treated with our informed consent. For example, we give our
permission to have an HIV test based on our understanding of
information given to us by a health worker.

We have control over our bodies

The right to be treated only with our consent comes from our right to
have control over our body. Section 12 of the Constitution says we
have a right to bodily and psychological integrity. This means that
we have the right to be protected from actions that invade or harm our
body and our mind. 

For example, we have the right to be protected from violent actions
that injure our body. We also have the right to be protected from
actions that may seem less harmful, but still invade our right to
control our body – like being given an injection. 

The right to informed consent means that we, as PLHAs:

o Decide what happens to our body when we make our own decisions
about what can or cannot happen to our body.

o Decide for ourselves when we want to be examined, tested, treated
or operated on by a health care worker. 

o Have to give our permission before medical treatment can 
take place. 

How we give informed consent

We give informed consent to medical treatment when we:

o Get information on the kind of medical treatment suggested, and

o Understand the kind of medical treatment we will receive, and

o Agree to have the treatment, based on our understanding of 
the information.

“When I was
pregnant I 
was tested 
for sexually
transmitted diseases,
including syphilis. They
didn’t tell me I was also
being tested for HIV, and
they didn’t get my 
consent for this.”

NOMSA

Right to bodily and
psychological integrity
The right to be protected
from harm to your body
or mind.
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This means that a health care worker must first discuss all the
information about any medical treatment with us. ‘Medical
treatment’ includes an HIV test.  

The health care worker must explain the information in a way that
we understand. This means that the information should be given
in our language of choice and in plain language. Only when we
understand the information, can we agree to the treatment. We
also have the right to refuse the medical treatment.

The law recognises that some children can’t understand and make
decisions about medical treatment. The law says that children of
14 or older can give informed consent on their own to medical
treatment, including an HIV test. 

But children younger than 14 cannot consent on their own to
medical treatment. A parent or guardian must consent on the
child’s behalf.

Informed consent to an HIV test means:

o A health care worker must give us information about 
the HIV test.

o This information must include knowing about the test:. Why the test is done.. What it tells us.. Why it may help us to know our HIV status.. Why it may harm us to know our HIV status.

o The effect an HIV positive test result may have on us medically,
emotionally and socially. 

o The health care worker must give us the information during 
pre-test counselling.

o We must understand the information about the test.

o We must agree to the HIV test based on our understanding of 
the information. 

30

Plain language Language
that is clear and easy to
understand.
...........................................

Pre-test counselling
Counselling you get before
taking an HIV test. 
...........................................

Post-test counselling
Counselling you get when
you are told the result of
your HIV test.

“I demanded that the
nurse who was about
to test me counsel me
or get someone with
counselling skills to do
this. As a result, pre- and
post-test counselling was
provided.”

SIZWE SHEZI

DDeeppaarrttmmeenntt  ooff  HHeeaalltthh’’ss
NNaattiioonnaall  PPoolliiccyy  oonn
TTeessttiinngg  ffoorr  HHIIVV  

The Policy says:

o Testing for HIV may only
be done with informed
consent, except in a few
special cases, set out in
the Policy.o Informed consent means
that the person must
know about and
understand the HIV test;
and must also know
the benefits, risks,
other choices and social
effects of the test result –
in other words, how the
test may affect the person
in his/her community.o Each person must receive
pre-test counselling
before the test.o Each person must receive
post-test counselling
after a negative or
positive test result.o If a hospital or clinic
cannot do counselling
before an HIV test, then
they must refer a person
to another organisation
that can do counselling.



TThhee  rriigghhtt  ttoo  aaccccee ss ss   hheeaalltthh  ccaarree  sseerrvviiccee ss

“I feel treatment for opportunistic infections should be made
available at all rural clinics, and not just at the hospitals.
Sometimes they say they will treat STIs and TB, but not HIV/AIDS-
related infections. The Government must make means to provide
treatment to our people. If AZT and Nevirapine are expensive,
they should focus on working on generics that are cheaper and
still effective.”

NOMSA

The Government provides services for us all, like health care, welfare
and education. All people have a right of access to the health care
services provided by government – in other words, the right to receive
these services.  

Constitution

The Constitution says that the Government has a duty to:

o Promote a person’s right to access health care services. 

o Work towards improving health care services, so that 
better treatment and care services become available over time.

“As anti-retroviral therapy has proved to be effective in fighting
HIV, the Government must start pilot sites with the aim of
providing ARVs to all PLHAs who need them once it is
economically possible to do this.”

SIZWE SHEZI
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Right of access to
Right to receive.

“The common infections
among our people are
thrush, herpes and
shingles, yet the
medications for these 
are not readily available.
People are keen to get
treated, but there is no
treatment available, or
they are given a
prescription to get the
medicines from a bigger
hospital. But these cost
money and it costs
money to travel to the
hospitals. Some clinics
turn people away
because they do not live
in the same area, even
though they really need
the treatment. If
treatment was made
available, fewer
people would die
of opportunistic
infections.”

ELAINE

MAANE

For more information on
enforcing your health
rights, see page 88
onwards.
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As PLHAs, we may not be discriminated against by not being allowed
access to available health care services. For example, the Department of
Health has guidelines on HIV and AIDS treatment, like the HIV/AIDS
Policy Guideline on Prevention and Treatment of Opportunistic and HIV
Related Diseases in Adults. If the Department of Health guidelines
recommend that a drug should be given for a disease, then health care
workers cannot refuse to give PLHAs that drug.

Prevention of mother-to-child transmission case

In this 2002 case, the Constitutional Court examined the Department
of Health’s mother-to-child transmission (MTCT) programme, to decide
if the Government was carrying out its duty to promote and improve
access to health care services. 

o It was not reasonable to only offer MTCT at a few chosen pilot or
test research areas.

o Government must expand the MTCT programme to the whole
country as soon as reasonably possible because of everyone’s right
to access health care services. 

The court said that, while it was aware that the Government did not
have the money to give a “full package” of health care services to all
people, it still had to try to make sure health policies were in line with
the Government’s constitutional duties.  

The court said that the MTCT programme did not meet the
Government’s duties because:

o The MTCT programme gave Nevirapine only at places where the
research was happening.

o Pregnant women, who should get Nevirapine, were not getting the
drug because they did not live near a research area.

o It was reasonable for the Government to try to reach all pregnant
women who needed the drug.

32

“The Bill of Rights says
I have the right of access
to treatment. If public
hospitals and clinics can

treat opportunistic
infections, I feel
this can prolong
my life.”

GEORGE MANGOENYANE

Nevirapine An anti-
retroviral drug that 
reduces MTCT of HIV.
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The court said: 

“We know that throughout the country health services are
overextended. HIV/AIDS is but one of many illnesses that require
attention. It is, however, the greatest threat to public health in our
country. As the Government’s HIV/AIDS & STD Strategic Plan for
South Africa 2000–2005 states:

‘During the last two decades, the HIV pandemic has entered our
consciousness as an incomprehensible calamity. HIV/AIDS has
claimed millions of lives, inflicting pain and grief, causing fear
and uncertainty, and threatening the economy.’ 

We are also conscious of the daunting problems confronting
government as a result of the pandemic. And besides the
pandemic, the state faces huge demands in relation to access to
education, land, housing, health care, food, water and social
security. These are the socio-economic rights entrenched in the
Constitution, and the state is obliged to take reasonable legislative
and other measures within its available resources to achieve the
progressive realisation of each of them. In the light of our history
this is an extraordinarily difficult task. Nonetheless it is an
obligation imposed on the state by the Constitution.”
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Abuse of health rights

34

AAcc
ttiivv

iittyy

1. Lindiwe is pregnant, and is living with
HIV. She goes to the hospital and asks
the nurses if she can have a termination
of pregnancy. The nurses are angry with
her. They tell her that the she can only
have a termination if she agrees to be
sterilised at the same time.

3. Nomfundo is living with HIV. She went
to the clinic for a chest pain. The nurse
told her these things happen to her
because she is HIV positive. When
Nomfundo asked for treatment for her
pain, she was told that the treatment
was too expensive.

5. Rose, a domestic worker, has been
working for her employer, Mr Reddy,
for 6 years. Mr Reddy takes Rose to his
doctor for an HIV test. He pays for the
consultation and HIV test, and the
doctor calls Mr Reddy with the test
results a week later. 

2. Motlalepule is waiting at the clinic
with her grandmother to find out
her HIV test results. The sister calls
her and shouts out her HIV status in
front of everyone at the clinic. The
nurse doesn’t give her any further
information. Motlalepule’s
grandmother is shocked to hear the
news, and they leave quickly.  

4.   Roland is a gay prisoner. He and his
partner ask the prison doctor for
condoms. The doctor refuses to give
them condoms because he says “men
should not have sex with men”.

6. Victor is 14 years old. He goes to the
clinic because he thinks he has a
sexually transmitted infection (STI).
The nurses tease and embarrass him.
They tell him that he is too young to
be having sex, and that they will tell
his parents if he comes again.

1. Read the 10 examples of our health rights being abused as PLHAs. You can also add
your own examples of bad experiences. 

Our 10 examples

Now we do a roleplay activity to explore and better understand abuses
of health rights.
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7. Sarah is living with HIV. She and her
partner have heard that there is a
drug that can prevent passing HIV on
to her unborn child. They go to the
hospital to ask the doctor for the
drug. The doctor tells them it is not
available at that hospital.  

9. Vinesh takes his 4-year-old son to
hospital because he is sick. The
doctor tests the boy for HIV, and tells
Vinesh that his son is HIV positive.
The doctor says that this may mean
that Vinesh and his wife are also HIV
positive, and that they should come
for an HIV test.  

8. When Nomzi was 21 years old, she
went to a private gynaecologist
because she was pregnant. He tested
her for HIV without her knowledge.
He then called her mom into the room 
and she saw a file with a big “HIV+” 
sign on it. The gynaecologist told
Nomzi’s mom that she was pregnant
and had tested HIV positive. He said
she must have an abortion because
she and the baby were going to die.

10. A group of sex workers go to the 
HIV clinic every Wednesday for a 
check-up and to collect condoms. 
After 2 months, the head nurse tells 
them to go away and to stop wasting 
her time.

2. Work in groups of 3 or more. Each group prepares a roleplay on one of the stories.

3. After each group has presented their roleplay, the person whose rights were abused
answers these questions. If you are working on your own, then choose one story
and answer these questions:

o Were your rights abused?

o What rights were abused?

o How did this make you feel?

4. After all the groups have presented their roleplays, discuss how you think the abuse
affected that person:

o Did it affect the way they see themselves? 

o Did it affect the way they see others? 

o Did it affect their willingness to use health care services?
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DDeeppaarrttmmeenntt  ooff  HHeeaalltthh::

NNaattiioonnaall   PPaattiieennttss ’’   RRiigghhttss  CChhaarrtteerr    

The National Patients’ Rights Charter protects us as PLHAs when
our health rights are abused.

The National Patients’ Rights Charter says as patients, we have 
these rights:

o The right to a healthy and safe environment.

o The right to take part in decision-making about health policies
and health issues.

o The right to have access to:. Health care, including emergency care. Treatment. Help with special needs. Counselling without discrimination. Palliative care. Positive attitudes by health care workers. Health information.

o The right to information about our medical aid.

o The right to a choice of health services.

o The right to know the name of our health care worker.

o The right to confidentiality and privacy.

o The right to informed consent.

o The right to refuse treatment.

o The right to be referred for a second opinion.

o The right to have ongoing medical care.

o The right to complain about health services.

Palliative care Pain relief –
relieving, not curing.



A Patients’ Rights Charter for PLHAs
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AAccttiivviittyy
1. Talk to a group of PLHAs about their experiences of health care. Read some of the

stories in this tool and share your own experiences of rights in the National
Patients’ Rights Charter that were not respected.

2. Based on the National Patients’ Rights Charter, develop your own Patients’ Rights
Charter. Focus on your special needs as PLHAs.

3. Compare your ideas with Motlalepule’s example on page 38.

✐
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We will now look at how our health rights can be used in the
workplace. We will also focus on other special workplace rights
that we have as PLHAs.

A HEALTH CHARTER

“Stand up for your rights:o No patient to be turned back at clinic or
hospital because of lack of medication.o No turning back of patients because of
understaffing of health workers.o Every patient has the right to be treated, 
irrespective of his/her illness.o We are all human beings, no matter what our age.

Everyone deserves dignity:o Every health worker should be under oath to 
promote confidentiality.o Treat every illness as equal.o Legal steps to be taken if certain information about a 
patient’s illness is shared to someone.o No test to be done without the consent of the patient 
and counselling.o Monitoring procedures to be followed and assessment to be done.

Comments:o Most unnecessary deaths will be eliminated with proper treatment.o Our society will enjoy a more sickness-free environment.o Through counselling, most people will attend clinics for voluntary
counselling and testing (VCT).o More health workers and doctors in our health centres will
improve our life-spans.”

MOTLALEPULE MAINE

For detailed information
about our health care rights,
see HIV/AIDS and the Law:
A Resource Manual,
Chapter 6, in Resources
on page 117.
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This activity helps to build our understanding of discrimination against
PLHAs at work.

Attitudes to people living with HIV or AIDS at work

40

“At work after I was
diagnosed, my operations
manager phoned the
human resources
department to tell
them without getting
my consent. At the time,
I didn’t take steps, as I
didn’t know my rights.
Now I’ve been involved as
a PLHA and in formulating
workplace policies. I
always share my own
experience. In developing
HIV/AIDS workplace policy,
we should involve all
managers in the company
in consultation with
the unions.” 

NOMA BARNABAS

AAcc
ttiivv

iittyy

You can work in 2 large groups, or you can work with a friend.

1. Read these statements about HIV and AIDS in the workplace:

a) Nurses living with HIV should not work in hospitals  

b) We can’t afford to give PLHAs employee benefits  

c) Companies should be allowed to do HIV testing for expensive employee 
training programmes  

d) It is unlawful to fire a person because he/she is sick with AIDS   

e) Human resource managers have a right to know if an employee is living 
with HIV or AIDS  

f) We can’t force employees to work alongside PLHAs  

g) All HIV testing in the workplace is prohibited  

h) Knowing an employee’s HIV status can reduce the risk of HIV infection in 
the workplace  

i) A job that involves lots of physical activity should not be given to a PLHA  

j) PLHAs should be open about their HIV status at work  
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2. One group stands in a circle facing outwards. The other group makes a circle
around the first circle, facing inwards. You can then talk to the person facing you.

3. Spend about 2 minutes discussing statement (a). Do you agree or disagree with 
the statement? Why? What attitude does the statement show about living with
HIV at work?

4. Then ask the people in the inside circle to take a couple of steps to the left, so that
they are paired with another person. Then discuss statement (b).

5. Continue until different pairs of people have discussed all the statements.  
You can also make up your own statements if you want to.

LLaabboouurr  CCooddee

The Department of Labour has a Code of Good Practice on Key Aspects
of HIV/AIDS and Employment. The Code explains in detail the rights of
PLHAs in the workplace. This means that PLHAs, like all other workers,
have the right to be treated fairly at work.

The Code covers all workers, except those in the South African National
Defence Force (SANDF), the National Intelligence Agency (NIA) and the
Secret Service (SS). But workers in these 3 organisations are still
protected by our constitutional rights. 

The Code covers these issues:

o The right to non-discrimination

o The right to be protected from HIV testing

o The right to confidentiality

o The right to a safe workplace and the right to compensation

o The right to employee benefits

o The right to be protected from unfair dismissal.

We will now look at each of these rights.

CCoonnssttiittuuttiioonn

The Constitution of South
Africa gives every person,
including every worker, a
number of rights that are
important for us as PLHAS,
for example:

o The right to equality
and non-discrimination.o The right to freedom
and security of
the person. o The right to privacy,
including the right to
medical confidentiality.o The right to fair
labour practices.  

Right to freedom and
security of the person
This right includes the right
to be treated or HIV tested
only with informed
consent, and the right to 
be free from violence.
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TThhee  rriigghhtt  ttoo  nnoonn--ddii ssccrriimmiinnaattiioonn

The first right in the Department of Labour’s Code is our right as PLHAs
to equality and non-discrimination. This means we may not be unfairly
discriminated against by any workplace policy or practice.  

Workplace policies and practices can include things like job
applications, job grading, wages, training, promotion, employee
benefits and dismissals. All employers should make efforts to
encourage non-discrimination in the workplace. 

Ideas on non-discrimination at work

42

“This myth of not touching
food made by someone
with HIV is so insulting.
So often food is prepared
by people whose status
we don’t know. Let’s
educate people about
what the real risks are.” 

MAHADI SHONGWE

AAcc
ttiivv

iittyy

1. Make your own list or discuss with a work colleague your ideas on how to promote
non-discrimination in your workplace.

2. Compare your list with our ideas.

TThhee  rriigghhtt  ttoo  bbee  pprrootteecctteedd  ffrroomm  HHIIVV  ttee ssttiinngg

The Department of Labour’s Code stresses that no employer can ask an
employee or job applicant to take an HIV test. 

Sometimes employers argue that it is reasonable to test for HIV:

o When a person applies for a job.

o When a person gets the job.

o When they are investigating whether to dismiss a worker from a job.

o When a worker is chosen for a training programme.

o When a worker wants employee benefits.

SSoommee  IIDDEEAASS  ttoo  pprroommoottee
nnoonn--ddiissccrriimmiinnaattiioonn
aatt  wwoorrkk

o Develop an HIV and AIDS
workplace policy that sets
out the workplace rights
of PLHAs.o Hold an HIV and AIDS
awareness activity on
Human Rights Day.o Ask unions to include
education on the rights of
PLHAs in their educational
programmes.o Start a support group for
PLHAs in the workplace.o Help other PLHAs to bring
complaints about HIV and
AIDS discrimination.o Show support for PLHAs
openly living with HIV or
AIDS in the workplace.



The Code says that only the Labour Court can decide whether to allow
HIV testing in these cases. So, if an employer wants to do HIV testing,
then the employer must apply to the Labour Court for authorisation
(permission) to do the testing.

But the Code says that, under some circumstances, HIV testing in the
workplace is allowed without the Labour Court’s permission. For
example, HIV testing is allowed when:

o The workplace offers voluntary HIV testing as part of a workplace
health care service.

o The worker is involved in a workplace accident that may cause
HIV infection.

o The worker wants to claim compensation for becoming infected with
HIV while at work.

Even in these cases, the Code sets out these conditions:

o The worker should ask for the HIV test.

o A health care worker must carry out the test.

o The worker must give informed consent to the HIV test.

o The worker must get pre-test and post-test counselling.

o The results of the test must be kept confidential.

The Irvin and Johnson Limited (I&J) case

In the I&J case, our courts agreed that companies do not need Labour
Court authorisation to do voluntary HIV testing in the workplace.

I&J wanted to provide voluntary HIV testing and counselling to all of its
employees. They developed good procedures to make sure HIV tests
would be based on informed consent, with pre- and post-test
counselling, and that the results would be anonymous and confidential. 

I&J asked the Labour Court to decide whether this kind of voluntary
HIV testing programme was allowed by the Employment Equity Act.
If it was not allowed by the Employment Equity Act, then I&J asked the
Labour Court to give permission for their HIV testing programme. 
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TThhee  LLaabboouurr  

CCoouurrtt  ddeecciiddeedd

o The Employment Equity
Act allows HIV testing
that is voluntary or
anonymous. o I&J did not need to get
permission from the
Labour Court to carry
out their voluntary,
anonymous HIV testing
programme.
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In this case, the Labour Court listed the factors that should be used
to decide if voluntary HIV testing is allowed in the workplace:  

o The fact that unfair discrimination is not allowed

o The need for HIV testing

o The purpose of the test

o The medical facts

o Employment conditions

o Social policy

o The fair distribution of employee benefits

o The “inherent requirements” (basic functions) of a job

o The category of jobs or employees for HIV testing

o The attitude of the employees

o Whether the test is to be voluntary or compulsory (forced)

o Who pays for the test

o Whether the employees are able to give informed consent

o Pre-test counselling

o Post-test counselling

o The nature of the test and the procedure.

44

For an activity to use these
guidelines in an HIV
testing problem, see 
page 46.



TThhee  rriigghhtt  ttoo  ccoonnffiiddeennttiiaall iittyy

As PLHAs, we know that we have the right to medical confidentiality. We
have this right in our workplace too. This means that we have the right
to keep our HIV status private at work. We cannot be forced to tell our
employers about our HIV status.

If we decide to tell someone our HIV status at work, that person cannot
tell others without our consent. For example, we may decide to tell the
human resources manager, the HIV and AIDS co-ordinator or the nurse.

UUsseeffuull  TTIIPP

If we are working for an organisation doing HIV and AIDS work, we
should ask if there is a job requirement or policy about being 
open about our HIV status in our work.

TThhee  rriigghhtt  ttoo  aa  ssaaffee  wwoorrkkpp llaaccee

aanndd  tthhee  rriigghhtt  ttoo  ccoommppeennssaattiioonn

All people have the right to a safe workplace. This means that an
employer must take steps to reduce the risk of HIV infection at work.
This does not mean that an employer must find out which workers
are living with HIV or AIDS, and then remove those workers from
the workplace. 

Employers must rather take universal precautions, as any person at
work may be living with HIV or AIDS.

As an employee, if we are infected with HIV because of a workplace
accident, then we can get compensation from the Compensation
Commission.

T
O

O
L

 
2

RR
iigg

hh
tt
ss

45

Universal precautions
Safety steps used for all
people to prevent HIV
transmission, eg wearing
plastic gloves when
handling blood.
...........................................

Compensation
Commission Body set up
to decide on worker’s
compensation cases.

UUSSEEFFUULL  SSTTEEPPSS

ttoo  pprrootteecctt  wwoorrkkeerrss

o Identify the risk of 
HIV infection within 
a workplace.o Give awareness,
education and training
on the use of universal
precautions.o Supply equipment and
materials, such as 
rubber gloves.o Develop guidelines 
on the steps to take
after an accident.o Develop guidelines
on how to apply for
compensation. o Report and monitor 
all accidents.

For more on confidentiality,
see page 26.

For more information 
on disclosure, see 
TOOL 1.
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HIV testing after a work accident

1. Think about this situation:

A manufacturing company is developing guidelines on the steps to take after a
work accident involving blood. They want to offer voluntary HIV testing to all
employees involved in an accident. The HIV testing will be:

o Done by the occupational nurse

o Based on voluntary, informed consent

o Confidential

o With pre-test and post-test counselling

o For the purpose of helping workers make decisions (like whether to take ARVs)
after the accident.

2. Imagine that you are a judge at the Labour Court:

o Use the guidelines given in the Joy Mining versus NUMSA case on page 44 to
help decide whether to allow the HIV testing in our example.  

o Would you allow HIV testing after a work accident in all cases? 

GGUUIIDDEELLIINNEESS oonn  hhooww  ttoo  aapppp llyy  ffoorr  ccoommppeennssaattiioonn

o Report the accident to the Compensation Commission within 
12 months of the accident.

o Request counselling and an HIV test to show that you were HIV
negative at the time of the accident.

o Ask the other person involved in the accident to take an HIV test, 
to see whether they were HIV positive at the time of the accident.

o If the other person refuses to take an HIV test, make sure that this 
is also reported.

o Take HIV tests 6 weeks and 3 months later to show the
Compensation Commission that you were infected with HIV as 
a result of the accident. 

AAcc
ttiivv

iittyy

For information on how to
contact the Compensation
Commission, see Resources
on page 117.



TThhee  rriigghhtt  ttoo  eemmppll ooyyeeee  bbeenneeffiittss

PLHAs have a right to receive workplace employee benefits offered by
employers. We may not be unfairly discriminated against, eg by being
refused employee benefits. 

Some employee benefits, like medical aid, may offer only limited
benefits to us as PLHAs. This different treatment is not allowed to be
unfair. Employees who are ill with AIDS should receive the same
benefits as other employees with similar life-threatening illnesses.

The Medical Schemes Act says that all medical schemes have to 
provide a minimum level of benefits for PLHAs. This means that a
medical scheme may not exclude PLHAs from cover for certain benefits.
The Minister of Health decides, from time to time, what those benefits
should be. 

Until May 2003, the Minister of Health said that medical aids must at
least provide:

o Treatment for opportunistic infections.

o Costs of hospitalisation.

In May 2003, the minimum benefits did not include ARVs. The Council
for Medical Schemes is supposed to review and update the benefits.
As PLHAs, we can lobby or put pressure on the Council to improve the
minimum benefits.
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“At work, there were
no medical benefits for
me, like a medical fund
and UIF.”

WORKSHOP PARTICIPANT

“Some medical schemes
offer anti-retroviral
treatment. I think
all of them should.”

NOMZI TSHABALALA

Employee benefits
Benefits given to
employees, such as
medical aid and pension.
........................................... 

Opportunistic infections
An infection that attacks
people with weaker
immune systems, eg TB.
........................................... 

Council for Medical
Schemes Body set up to
register and set rules for
medical schemes.
........................................... 

Lobby To work to change
laws and policies, eg by
persuading and influencing
law-makers.

For information on 
lobbying, see TOOL 5
on pages 31 and 96.
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IN TThhee  rriigghhtt  ttoo  bbee  pprrootteecctteedd  ffrroomm  uunnffaaiirr  ddii ssmmiiss ssaall

We may not be dismissed simply because of our HIV status. If we
become ill with AIDS and are no longer able to do our jobs, our
employer must follow the usual procedures for dismissals. We should
be offered alternative jobs, or changes to our job, where possible. 

For example, if we become too ill to work a full day, then perhaps we
can work a half-day. If we become too ill to do hard physical work, 
then perhaps we can continue working with better equipment, or do
lighter duties. 

GGUUIIDDEELLIINNEESS ::  hhooww  ttoo  aaddvvii ssee  eemmppll ooyyeerr ss   oonn  hhooww  ttoo  bbee  ffaaiirr

o Don’t ask us what the cause of our sickness is.

o Don’t make us take an HIV test.

o Consult us.

o Ask us whether we can still do our job.

o Ask us how you can help us to do our job.

o Ask us if there are any changes you can make to our job.

o Ask us if there is another job we can do.

o Ask us if we are prepared to take a cut in pay to do another job.

HHooww  ccaann  wwee  iiddeennttiiffyy  wwoorrkkpp llaaccee  ddii ssccrriimmiinnaattiioo nn ??

We need to examine all workplace policies, rules and practices that
discriminate against us by treating us differently because we are living
with HIV or AIDS. There should be a good reason for any different
treatment, especially if different treatment causes harm to us as PLHAs. 
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“I know an example
of a miner who was
dismissed when he
developed TB –

they gave as
the reason
that he
was ‘lazy’.”

TSHOLOFELO MOHALANYANE

“My problem was when
I wanted to go public.
That’s when I lost my job.”

NOMA BARNABAS

CCAASSEE::  HHIIVV  aanndd  AAIIDDSS
aanndd  ddiissmmiissssaall

In a case dealt with by
the AIDS Law Project, a
woman who worked as
a radio controller for a
company was demoted
when the employer found
out her HIV status. She
was moved into the
position of a security
guard and then to a
“cleaning position”. She
was eventually dismissed.
The employer did not
give her a ‘blue card’
to allow her to draw
unemployment benefits.

MARLISE RICHTER, AIDS Law

Project researcher, 1999

For more detail on
workplace rights, see
HIV/AIDS and the law: a
resource manual, Chapter 7
in Resources on page 117.

See also the Code of
Good Practice on Key
Aspects of HIV/AIDS
and Employment in
Resources on page 117.



GGUUIIDDEELLIINNEESS oonn  hhooww  ttoo  iiddeennttiiffyy  wwoorrkkpp llaaccee  ddii ssccrriimmiinnaattiioonn

1. Identify policies and practices that discriminate against PLHAs.

2. Evaluate the policies and practices to understand:

o What is the aim of these policies and practices?

o Do they achieve this aim?

o What negative effect do they have on PLHAs?

o Is there another way to achieve the same aim without having
a negative effect on us as PLHAs?

3. Ask PLHAs in the workplace how the policies and practices
affect us.

4. Look at the Code of Good Practice for guidance.

5. Help to develop suitable policies or guidelines for HIV and AIDS
in our workplace.

Discriminatory workplace policies
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AAccttiivviittyy

Here are 3 policy statements that may discriminate against PLHAs: 

o Check them for workplace discrimination by using our guidelines.  

o Think of your own more suitable policy statements to replace or improve our
examples. Compare your ideas with our answers on page 50.

“The employer has a responsibility to protect the health and safety of all workers. For
this reason, kitchen staff living with HIV and AIDS will be relocated to different work.”

“All employees will be encouraged to go on training programmes to improve their
workplace skills. However, priority will be given to employees who show commitment
to their work, which will be measured by number of days absenteeism.”

“Employees are encouraged to use the health care services provided by the employer.
Employees who disclose their HIV status will have access to counselling services on a
weekly basis.”

POLICY
1.

POLICY 
2.

POLICY 
3.

For more information, see
the Department of Health’s
Guidelines on developing a
workplace policy and
programme for HIV/AIDS
and STDs in Resources
on  page 117.
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1. The purpose of Policy 1 is to protect the health and safety of all
employees. However, denying kitchen duties to employees living
with HIV or AIDS will not necessarily protect other employees from
HIV infection. It also discriminates against PLHAs by denying them
their work of choice.  

Better approach

o Make sure that universal precautions are used in all workplace
accidents involving blood or bodily fluids, or 

o Make sure all kitchen staff use gloves.

2. The purpose of Policy 2 is to make sure that committed and
hardworking employees have the opportunity to go on training
programmes. The policy may achieve this purpose, but it will
indirectly discriminate against hardworking PLHAs who have taken
sick leave at some time.  

Better approach

o Find ways to measure commitment to work, such as work
performance.

3. The purpose of Policy 3 is to encourage employees living with HIV
or AIDS to disclose their HIV status, and to use counselling services
regularly. It is not clear whether this policy will achieve its purpose.
It may discriminate against PLHAs who are afraid of disclosing their
HIV status, but who still want to use the counselling services.  

Better approach

o Rather encourage confidential counselling services for
all employees.

50

For a case study of
advocating for workplace
recognition and rights 
for PLHAS, see
TOOL 5 on page 79.
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WWhhaatt  aarree  tthhee  rriigghhttss  ooff  vvuullnneerraabbll ee  ggrroouuppss ?

This activity helps us understand why some people are more vulnerable
or at risk than others to things like discrimination, abuse and violence.

The death of Gugu Dlamini

Gugu Dlamini was a woman living openly with HIV. She was attacked and killed by a
gang in KwaMashu in December 1998.  

Read these press clippings about Gugu Dlamini’s death, and then think about and
discuss these questions:

1. Why do you think Gugu Dlamini was killed? Do you think that the fact Gugu was a
woman living openly with HIV had anything to do with her death? Why?

2. Do you think the gang would have killed a man living openly with HIV?

3. What could we have done to protect Gugu and other women?

4. What other groups in society do you think need special protection? Why?

Compare your thoughts with the ideas from our workshop group on page 54.

AAcc
ttiivv

iittyy

EMPANGENI BUREAU,
Daily News,
January 1999
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ISHANI BECHOO, Medical Reporter, Daily News, January 1999
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Why was Gugu killed?

“There was lack of understanding of HIV. The community was
protecting its own image. They were scared. Gugu was saying:
‘I’m here to protect you. I’m here to guide you’.” 

TSHOLOFELO MOHALANYANE

“Fear of the virus killed her. It would have killed a
man too. It was ignorance. They thought they were
killing the virus and getting rid of a disgrace.”

NOMSA

“Community stigma killed her. There
was a notion that ‘she had spread it’.”

BOITUMELO MHIKO

What can we do?

“We need men to help to do HIV work. Women are always doing the
crying and supporting. Men, come out and help us!”

ELSIE BOGATSWE

“Gugu’s disclosure was part of the NAPWA’s Disclosure and
Acceptance Campaign. But we didn’t focus enough on acceptance.
The community was not prepared for this.”

NOMA BARNABAS

“Elements within her community killed Gugu. The majority of
people were very disturbed. We must do our own analysis before
we disclose. Fortunately, levels of education and awareness are
more advanced now.”

SIZWE SHEZI

54

For a case study on 
NAPWA’s campaign,
see TOOL 5 on page 63.



What other groups need special protection?

o Children

o Lesbians and gay men

o Old people

o People with disabilities

o Commercial sex workers

o Refugees

o Prisoners.

Some groups of people in our society may be more vulnerable to
discrimination, abuse and violence when living with HIV or AIDS. Other
groups may be more vulnerable to the risk of HIV infection, because
they lack access to equal rights. Our law should give special protection
to people who are vulnerable for whatever reason. 

Now we look at some of the reasons for groups of people
being vulnerable. 
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For more on vulnerable
groups and double stigma, 
see TOOL 1 on page 32.
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“In some cultures, women are treated as lower subjects. They are
subjected to the most violence as a result.”

PHOLOKGOLO RAMOTHWALA

What do we mean by violence, and specifically what do we mean by
violence against women?

56

AAcc
ttiivv

iittyy

This is a group or individual activity.

1. Work in groups or on your own. Each group should have a pile of newspapers, 
a pair of scissors, glue and a big piece of paper.

2. Find headlines relating to violence. Cut out and stick your examples on the paper.

3. Now brainstorm or share ideas on what violence means, including physical,
emotional, mental and sexual violence.

4. Read Promise’s experience of violence. As you read, think about these questions:  

o How much of the violence you found was violence against women? List acts of
violence against women.

o Why do you think violence against women happens?

o Does violence against women help to spread HIV? How?

“Although we had both received counselling and had information about the necessity
to practise safer sex in order not to re-infect each other, he forced me into unprotected
sex because I was his wife and he paid lobola for me. My life became an endless cycle
of beatings and unprotected sex, especially if he was drunk. I could not take it any
longer and left him – despite the cultural disgrace and shame this caused.”

PROMISE MTHEMBU in Agenda

Then discuss your thoughts in your group.

What is violence?



We live in a violent society. Violence against women contributes to 
the spread of HIV. The Constitution gives all people, including women,
the right to freedom and security of the person. This includes the right
to be free from all forms of violence in public places and in our 
private lives.

IIDDEEAASS  ffoorr  pprrootteeccttiinngg  wwoommeenn

o The Domestic Violence Act of 1999 protects women from all forms of
domestic violence. A woman can get a protection order from the
police to stop the abuse.

o Criminal law protects all women, including commercial sex workers,
from rape and sexual abuse. We can assist women to use the criminal
law to charge sexual offenders.

o A woman who is raped has the right to voluntary counselling and
HIV testing (VCT), and post-exposure prophylaxis (PEP) – ARVs
that may stop her from becoming infected with HIV.

o In 2003, Parliament began to consider the issue of passing a new law
to allow for compulsory testing. This may mean that a person who
has been sexually assaulted can ask for the sex offender to be tested
for HIV. 

o Amendments to the criminal law say: . If a person accused of rape knew that he was HIV positive at the
time of the rape, then he will struggle to get bail.. If a rapist knew he was HIV positive at the time of the rape, then
he will get a minimum sentence of life imprisonment.

o The Code of Good Practice on Sexual Harassment says that all
employers must take steps to get rid of sexual harassment in
the workplace.

The next activity helps us understand how we can protect 
vulnerable people.
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Domestic violence
Physical, sexual or
economic abuse within a
domestic relationship, eg
between a married couple,
people who live together or
people who are dating.
...........................................

Voluntary counselling
and HIV testing (VCT)
Services to encourage
people to have an HIV test,
with pre- and post-test
counselling.
...........................................

Post-exposure
prophylaxis (PEP) Anti-
retroviral treatment given
after you are exposed
to HIV or to risk of
HIV infection.
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BUDDY NAIDU, Sunday Times, 27 September 2002

1. What are the hospitals and community centres offering people who have 
been raped?

2. Do you think this is enough? As PLHAs, what other information or services should
be available to rape survivors, along with PEP?  

3. Can you help to give any of this information or these services?

4. Parliament is considering a new law to allow a person who has been sexually assaulted
to ask for the sex offender to be tested for HIV. What do you think about this?

Read this newspaper story and answer the questions:

AAcc
ttiivv

iittyy

For more information on
enforcing women’s rights,
see Violence Against
Women: Using the law to
reduce the vulnerability of
women to HIV in Resources
on page 117.

For further details of
dealing with sexual
harassment in the work
environment, see the Code
of Good Practice on Sexual
Harassment in Resources on 
page 117.



RReepprroodduuccttiivvee  hheeaalltthh  rriigghhttss  ooff  wwoommeenn

Promise’s story
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AAccttiivviittyy

After reading Promise’s story, think about the questions:

“Three months after leaving him I became sick. The doctors diagnosed a cervical cyst. 
I was hospitalised so that the cyst could be removed; however, the doctors also found
out I was pregnant. I did not want to have a child at this stage and requested that the
pregnancy be terminated. The doctor only agreed to the termination on condition that 
I consented to sterilisation. I had no option. It took three days for my termination to be
performed given the attitudes of the nursing sisters. I had put up with the judgmental
attitudes of the health care staff, including their disbelief that a women with HIV would
get pregnant.”

PROMISE MTHEMBU in Agenda

1. What are reproductive health care rights?

2. What rights were abused in this story?

3. What can Promise do to protect her rights?

SSoommee  ssuuggggeesstteedd  AANNSSWWEERRSS

1. Reproductive health rights are our rights to health care linked to
our sexual health. For example:

o Health care services relating to pregnancy and termination of
pregnancy for women.

o Services relating to treatment for sexually transmitted infections
(STIs) for men and women.

2. Promise’s right to reproductive health care, as well as her right to
bodily and psychological integrity, were abused.

3. Promise can complain to the hospital, the Department of Health,
and the Health Professions Council of South Africa. She can bring a
civil claim for compensation against the doctor. 

Reproductive health
rights Right to health 
care around sexual 
health issues.

For more details about
enforcing rights, see 
page 88 onwards.
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includes the right to make decisions about reproduction and to have
control over the body. Women also have the right to access health care
services, including reproductive health care.  

When women’s rights to reproductive health are not respected, they are
more at risk of HIV infection, and feel the impact of HIV infection more. 

IImmppoorrttaanntt  rreepprroodduuccttiivvee  hheeaalltthh  ccaarree  rriigghhttss  ffoorr  wwoommeenn

o As women living with HIV or AIDS, we have the right to decide
whether we wish to have children. We may not be forced to have
an abortion or be sterilised.

o The Choice on Termination of Pregnancy Act gives all women the
right to a legal abortion. A woman of any age can choose to have
an abortion, for any reason, in the first 3 months of pregnancy.
She does not need to get permission from her husband, partner
or parents.

o The Choice on Termination of Pregnancy Act also gives women the
right to have an abortion up to 20 weeks of pregnancy for health or
economic reasons, or if the pregnancy is a result of rape or incest. If
there are special health reasons, a woman can even get an abortion
after the 20th week of pregnancy.

o A woman of 18 or older has the right to ask to be sterilised. She does
not need permission from her husband, partner or parents. 

o All pregnant women living with HIV and AIDS have the right to free
primary health care, which includes the right to anti-retroviral
treatment to prevent passing HIV on to their unborn child.

60

See HIV/AIDS and the Law:
A Resource Manual in
Resources on page 117 for
more detailed information
on the rights of women
(Chapter 8) and for
information on how to
protect our health rights 
(Chapter 17).



DDii ssccrriimmiinnaattiioonn  aaggaaiinnsstt  ll ee ssbbiiaannss  aanndd  ggaayy  mmeenn

For many years at the beginning of the HIV and AIDS epidemic, HIV and
AIDS were linked with homosexuality. The lesbian and gay communities
already faced discrimination and inequality, and this was made worse
by the blame and prejudice attached to HIV and AIDS. Because of this,
lesbians and gay men need special protection to achieve true equality. 

NNeeww  ll eeggaall   ddeevvee ll ooppmmeennttss  tthhaatt  hhee llpp  

ttoo  pprrootteecctt  ll ee ssbbiiaannss  aanndd  ggaayy  mmeenn

o The Constitution says that no-one can be discriminated against
because of their sexual orientation. We can challenge any laws,
policies or practices that unfairly discriminate against us because of
our sexual orientation.

o Sodomy (anal sex) is no longer a criminal offence. This means that if
we as adults agree to have anal sex, we can no longer be charged.

o The Medical Schemes Act says that members can register partners
who are the same sex as themselves as dependants for medical aids.

o The Closed Pension Fund Amendment Act says that if your same-sex
partner survives you, then he/she has the right to be paid out from
your pension fund.

o Welfare laws say that families include same-sex relationships and
that members of these families can also receive social services.

o The Domestic Violence Act protects people in a same-sex relationship
against domestic violence.
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AAnn  EEXXAAMMPPLLEE ooff

ddiissccrriimmiinnaattiioonn

“A gay man was raped
and went to the police
station to open a case.
As a known gay man,
he was turned away by
the policemen on duty.
The next day, he came
to me and told me what
happened, and how he
was discriminated
against because of his
sexual orientation.

A lesbian woman working
in the police force opened
a case for him, and made
sure it was registered and
investigated. In the end,
the suspect was found
guilty and went to
jail. My longer-term
aim is to change
the attitudes of the
police towards
lesbians and 
gay men.”

DAISY
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Sexuality education for lesbian and gay youth

62

AAcc
ttiivv

iittyy

Imagine you are developing an HIV and AIDS education programme for youth. Think
about these questions:

1. How does your programme define a sexual partner?

2. How does your programme define sex?

3. What message should your programme send out about gay and lesbian sexual
behaviour?

4. What steps should the programme talk about to help prevent HIV infection?

5. What other issues should the programme include that are important for lesbian and
gay youth?

CChhii llddrreenn  oorrpphhaanneedd  bbyy  AAIIDDSS

Our Constitution recognises that children are a vulnerable group. So,
the Bill of Rights includes a separate clause for the rights of children.
Children living with or affected by HIV and AIDS are very vulnerable.
In particular, girl children are more often neglected and abused
physically, sexually and emotionally. It is important to understand
children’s rights so that we can offer them the protection they need.

In the next activity, we look at the rights of children, and how rights
protect children living with or affected by HIV and AIDS. 

The next activity looks at how we can include lesbian and gay youth
issues in youth education programmes.

For more information on
the rights of lesbians and
gay men, see HIV/AIDS
and the Law: A Resource
Manual, Chapter 10, in 
Resources on page 117.



The Children’s Rights Clause
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AAccttiivviittyy

Read the Children’s Rights Clause in the Constitution, and then answer the questions: 

SECTION 28: CHILDREN’S RIGHTS

“Every child has the right:

a) to a name and nationality from birth;

b) to family care or parental care, or to appropriate alternative care when removed
from the family environment;

c) to basic nutrition, shelter, basic health care services and social services;

d) to be protected from maltreatment, neglect, abuse or degradation;

e) to be protected from exploitative labour practices;

f) not to be required or permitted to perform work or provide services that
(i) are inappropriate for a person of that child’s age; or (ii) place at risk the
child’s well-being, educational, physical or mental health or spiritual, moral or
social development;

g) not to be detained except as a measure of last resort, in which case, in addition to
the rights a child enjoys under sections 12 and 35, the child may be detained only
for the shortest appropriate period of time, and has the right to be (i) kept
separately from detained persons over the age of 18 years; and (ii) treated in a
manner, and kept in conditions, that take account of the child’s age;

h) to have a legal practitioner assigned to the child by the state and at state expense,
in civil proceedings affecting the child, if substantial injustice would otherwise
result; and

i) not to be used directly in armed conflict; and to be protected in times of
armed conflict.”

1. Which rights can protect children from becoming infected with HIV? 

2. Which rights can protect children living with or affected by HIV and AIDS? 

Please explain your answers.
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Rights that can protect children from HIV infection

o The right to shelter protects children from living on the streets and
being vulnerable to HIV infection.

o The right to basic health care services can prevent a child from
becoming infected with HIV, eg the right to treatment for an STI.

o The right to be protected from maltreatment, abuse, neglect and
degradation can protect a child from sexual abuse.

o The rights of detained children reduce the risk of a child being raped
while in detention.

Rights that can protect children affected by HIV and AIDS

o The right to parental care provides a home for children orphaned
by AIDS.

o The right to nutrition and health care services improves the health of
children living with HIV and AIDS.

o The right to social services improves the quality of life of families
affected by HIV and AIDS, eg the right to child support grants.

Research shows that one of the most vulnerable groups of children is
children orphaned by AIDS. They face a wide range of discrimination
and abuse, including:

o Stigma and isolation in their extended families and communities.

o Sexual abuse.

o Discrimination in schools, pre-schools and crèches.

o Being unlawfully tested for HIV before placement.

o Being blocked from alternative parental care, such as foster homes,
adoptive homes and children’s homes.

o Limited access to social services.

o Less access to family resources in their foster and adoptive homes.

o Losing family property, and facing poverty and homelessness.

64

“We are concerned about
my 9-year-old daughter.
I have not disclosed to her.

I want to protect
her from being
discriminated
against.”

NOMZI TSHABALALA

Stigma Negative attitudes
and beliefs, for example
towards a child living 
with HIV.
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o Children orphaned by AIDS have the right to equality, dignity and
non-discrimination. 

o Children of 14 or older may not be tested for HIV without giving
their informed consent.

o Children under 14 cannot be tested without the consent of a parent
or guardian.

o Orphaned children have the right to some form of parental care.

o Children have a right to access services such as health care, welfare
and education.

Our responsibilities

As PLHAs, we also have responsibilities to our partners and
dependants, for example in planning for the future if we are no
longer there to support them.

One of the things we can do to protect our children is to draw up a will.
We can use a will to cover key issues like:

o Who will look after the children.

o Where the children will stay.

o What financial support there will be for the children.

o Who will inherit the property and belongings.

66

For ways of including the
rights of children and other
vulnerable groups into our
HIV and AIDS programmes,
see page 76 onwards.

For more information on
the rights of children and
HIV and AIDS, see Children, 
HIV/AIDS and the Law: 
A Legal Resource, in 
Resources on page 117.
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1. Write a basic will using the example below. Keep it simple.

2. Remember to appoint a guardian for children below the age of 21 years. The guardian
will look after any property the child inherits.

3. Give full names and ID numbers if possible.

4. Sign every page and sign the will at the bottom.

5. Ask 2 witnesses to sign every page, at the bottom and at the same time.

6. People who get anything from the will can’t be witnesses to the will. For example, if
they will get property or become the guardian of a child.

This activity helps us think about how we can protect our children in
the future by making sure we draw up a will.

Drawing up a will
AAccttiivviittyy

WW ii ll ll

This is the last will of Oskar Mthembu, ID Number 640803 0432 234, of

18 Valley Road, Edenvale, and this will revokes all wills written before. 

I leave my car, a VW Golf Registration Number WUT123GP to my sister,

Nonhlanhla Dlamini.

I leave all the rest of my property, including my house at 18 Valley Road,

Edenvale, and all household furniture and goods, to my two children,

Nomsa Mthembu and Peter Mthembu.

I appoint my sister, Nonhlanhla Dlamini, and my brother-in-law, Joseph

Dlamini, as guardians of any of my children who are below the age of

21 years at the time of my death.

Signed on 20 January 2003 at Pietermaritzburg in front of the witnesses,

all of us present and signing at the same time.

TESTATOR: WITNESSES:

OOsskkaarr   MMtthheemmbbuu 1. Cynthia van Rooyen

2. Hezekiel Buti
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The next activity helps us to identify common abuses of our rights in
our communities.

Common abuses of our rights

68

AAcc
ttiivv

iittyy

Read Elaine’s story – this is an example of a health care professional abusing 
Elaine’s right to dignity:

“I have experienced human rights abuses from the medical profession. I was
in what seemed like a counselling session with my gynaecologist. She went
on to tell me that ‘I probably got it from my many sexual
partners’ and ‘It’s because of the penises going in and out you
know’. This statement hurt me. I felt treated less human –
what is worse is that she is a woman. 

I didn’t take any steps, as I didn’t know there was
something you can do. That was back in 1997.
When I met her sometime last year, I made sure
I reminded her who I was. She might have
thought I wouldn’t make it that long.”

ELAINE MAANE

1. Start writing down your experiences of discrimination as a PLHA.  

2. Ask people you know and people you help if you can write down their stories too.
You do not have to include people’s names. 

3. Divide the stories and examples into categories, for example:

o Discrimination in the family

o Discrimination in the community

o Discrimination in health care

o Discrimination in the workplace. 

Through this activity, 
we can start to build 
up a collection of stories
about our experiences of
discrimination as PLHAs.
This can help us to see
patterns of human rights
abuses against PLHAs that
we can challenge legally.

For more information on
how we can build on this
activity to begin to monitor
human rights abuses
against PLHAS,
see page 86.



HHooww  ccaann  oouurr  rriigghhttss  bbee
iinncclluuddeedd  iinn  oouurr  rreessppoonnsseess  
ttoo  HHIIVV  aanndd  AAIIDDSS?
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“I am going to die
But my soul will not die
I know that I am going to die
But I don’t want to die
Oh! HIV you are so bad
You enter anywhere you want to
Even if the person is rich or poor
You enter very fast

We don’t lose hope because we know that God is with us
But we also need the Government to help us
HIV is a very serious issue
We tried everything but help is not enough
Because the Government is not stressing the help for us
PLHAs let us be strong
I know we can!” 

ELSIE BOGATSWE

4
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“Ke ile go swa
Mme fela moya wa me ga o kitla o swa
Ke a itse gore ke ile go swa
Joo! HIV ga wa siama
O tsena gongwe le gongwe mo o batlang teng
Le fa motho a humile kgotsa a humanegile
O tsena ka bonako thata

Ga re latlhegelwe ke tshepo gonne re itse gore 
Modimo o na le rona
Mme gape re batla gore puso e re thuse
HIV ke kgang e kgolo thata
Re lekile sengwe le sengwe mme thuso e ne e sa lekana
Gonne Puso e sa gatelele thuso mo go rona
Batho ba tshelang le HIV/AIDS a re nneng le maatla
Ke a itse re ka kgona!”

ELSIE BOGATSWE
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HHuummaann  rriigghhttss  aass  ppaarrtt  ooff  oouurr  rree ssppoonnssee ss   ttoo  HHIIVV  aanndd  AAIIDDSS  

In this part, we explore different ways that we can include human
rights in our responses to HIV and AIDS.  

A study was done of cases brought to the offices of the AIDS Law
Project during 1993-2001. The study shows that 23% of the cases dealt
with discrimination against PLHAs in the workplace. Discrimination
against PLHAs at work was widespread, even though our country has
good labour laws to protect all workers. 

In the 1990s, HIV and AIDS activists used a number of different strategies
to protect the rights of PLHAs in the workplace:

o They lobbied for the development of a Code of Good Practice on
HIV/AIDS and Employment. This led to the Department of Labour’s
Code of Good Practice on Key Aspects of HIV/AIDS and Employment
in 2000 (see page 41 of this tool).

o They encouraged government and the private sector to provide HIV
and AIDS prevention, education and training in the workplace.

o They networked with trade unions and other organisations to put the
rights of workers living with HIV and AIDS on their agendas.

o They developed media on the rights of workers living with HIV 
and AIDS.

o They promoted the greater involvement of PLHAs in the workplace.

o They did training for the Commission for Conciliation, Mediation
and Arbitration (CCMA) on the rights of workers living with HIV
and AIDS.

Responses The steps or
actions we take to deal
with HIV and AIDS.
........................................... 

Commission for
Conciliation, Mediation
and Arbitration Body
set up by the Labour
Relations Act to solve
labour disputes.
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We will now examine each of these questions in more detail:

o How can we create a framework that respects our rights?

o How can we provide services in line with our rights?

o How can we prioritise vulnerable groups?

o How can we promote awareness of rights?

o How can we involve PLHAs?

o How can we make sure our rights are monitored and enforced?

How can we create a framework that respects our rights?

eg Change social grants to give a grant to adoptive parents of children
living with HIV and AIDS

How can we provide services in line with our rights?

eg Make sure that all children have access to HIV and AIDS education
at school or out of school 

How can we prioritise vulnerable groups?

eg Set up special programmes for street children and children
orphaned by AIDS

How can we promote awareness of rights?

eg Train child care workers on the rights of children orphaned by AIDS

How can we involve PLHAs?

eg Create forums for children living with HIV and AIDS 

How can we monitor and enforce rights?

eg Train the Youth Commission to monitor abuses of rights against
children living with HIV and AIDS

Example: Children’s rights

Imagine that we are trying to develop a number of strategies to make
sure that the rights of children living with HIV and AIDS are respected.
What are the different ways we could do this?

We can give our ideas by answering these questions:
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HHooww  ccaann  wwee  ccrreeaattee  aa  ffrraammeewwoorrkk
tthhaatt  rree ssppeeccttss  oouurr  rriigghhttss ?

At national, organisational and community levels, we must create a
framework that respects our rights as PLHAs. We sometimes call this
‘creating an enabling framework’.

Laws, policies, guidelines and practices need to respect, protect,
promote and fulfil our rights as PLHAs. So an important part of our
response to HIV and AIDS is to examine our laws, policies, guidelines
and practices to ensure that they promote our human rights.

UUNNAAIIDDSS  GGuuiiddee ll iinneess   oonn  HHIIVV//AAIIDDSS  aanndd  HHuummaann  RRiigghhttss    

The UNAIDS Guidelines on Human Rights and HIV/AIDS list steps that
countries can take to promote our rights as PLHAs. These steps should
guide the policies, guidelines and practices of government, NGOs and
community organisations.

1. Review health laws/policies/guidelines to make sure that they:

o Deal with health needs raised by HIV and AIDS, eg voluntary
HIV testing and pre- and post-test counselling.

o Provide for the rights of PLHAs.

2. Review criminal laws to make sure that they:

o Are in line with human rights standards.

o Are not used wrongly around HIV and AIDS.

o Do not target vulnerable groups (eg sex workers and prisoners).

3. Develop or strengthen anti-discrimination laws so that they:

o Protect vulnerable groups, PLHAs and people with disabilities
from discrimination.

o Regulate rights of people who participate in medical research.

o Promote education.

o Provide remedies for human rights abuses.

“I feel I have the right
to get treatment for
infections. Instead you
find that nurses talk to
each other and draw
conclusions like ‘we are
going around having sex
without condoms, and
then rushing to the clinic
for treatment’. Maybe if
attitudes were different
I would have known
my status earlier,
and not only
after the death
of my child.” 

BOITUMELO MHIKO

Enabling framework
National set of laws and
policies that respect the
rights of PLHAs.
...........................................

Fulfil Carry out or
implement.
........................................... 

Medical research
Research to test a new
medicine or new uses for
current medicines.
........................................... 

Remedies Legal solutions.
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This activity helps us to identify gaps in the law and how we can
change these.

Strengthening laws – The Equality Act

AAcc
ttiivv

iittyy

On page 20, you read that the Equality Act does not allow unfair discrimination.
The Act lists a number of grounds that cannot be used to discriminate against people.
HIV and AIDS are not listed grounds for non-discrimination. 

The Act also says that an Equality Review Committee must meet to investigate and
make recommendations to the Minister of Justice on whether HIV and AIDS should be
included in the listed grounds.

Think about these questions and discuss with a friend:

1. Should HIV and AIDS be included as special grounds for non-discrimination in the
Equality Act? Why?

2. How will this help us as PLHAs?

3. What can we do to try to change this law?

“You can’t really talk about
treatment in Mdantsane.
You may get Disprin and
Bactrim. If you have
thrush, they don’t have
medicines. The nurses
discriminate against us
and make you feel like you
are demanding so much

from them. We
need to talk to
these nurses.”

ANDILE NGWABENI

HHooww  ccaann  wwee  pprroovviiddee  sseerrvviiccee ss
iinn  ll iinnee  wwiitthh  oouurr  rriigghhttss ?

As PLHAs, we have a right to services, like health care and welfare
services. If we want to protect our rights as PLHAs, we need to make
sure that HIV and AIDS programmes provide the necessary services to
promote our health and well-being. 

Pan-African HIV/AIDS Treatment Access Movement:
Declaration of Action

Over 70 delegates from 21 African countries met in Cape Town from 
22 to 24 August 2002 to begin developing a Pan-African HIV/AIDS
Treatment Access Movement.

For more details on how to
advocate for laws, policies
and guidelines that respect
and promote our rights as
PLHAS, see TOOL 5.

For Marlise Richter’s
research for the AIDS Law
Project on discrimination
against PLHAS in South
Africa, see Resources
on page 117.



Here is part of the declaration that came out of the meeting:
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o Prevention, including male and
female condoms, and research
for microbicides and vaccines. 

o VCT in rural and urban areas.

o Prevention of MTCT in all
antenatal care facilities,
including links to existing and
future ARV treatment
programmes, and information
to make informed choices about
feeding options.

o PEP for sexual assault survivors
and occupational exposure.

o Treatment of opportunistic
infections and monitoring of
resistance and side-effects.

o Treatment of TB.

o Treatment of STIs and education.

o Nutritional information,
education and support.

o Clinic-linked home-based end
of life care.

o Ethical clinical trials that
guarantee treatment for life
for all trial participants.

o 15% of annual national budgets
to be dedicated to improving
health, particularly HIV/AIDS,
TB and malaria.

o Implementation of the Doha
Declaration on the Trade-
Related Aspects of Intellectual
Property Rights (TRIPS)
Agreement and Public Health,
and steps to increase local
production of generic drugs.

o Inclusion of ARVs on national
essential drug lists at primary
care level.

o Treatment education and
treatment literacy. 

o Applying to the Global Fund to
fight AIDS, TB and Malaria
(GFATM) with comprehensive
proposals that expand or
launch ARV treatment
programmes using the
lowest cost, quality drugs
available to ensure equitable
and sustainable access.

o Equity, transparency and
accountability in the allocation
of national health and
HIV/AIDS budgets.

o Eliminating taxes on all
essential medicines and
diagnostics.”

“We demand that National Governments in Africa create and
implement clear, legally binding HIV/AIDS policies and plans
including anti-retroviral treatment as part of a comprehensive
continuum of care, which should be brought to scale and include:
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HHooww  ccaann  wwee  pprriioorriittii ssee  vvuullnneerraabbll ee  ggrroouuppss ?

This activity explores the special needs of vulnerable groups.

Story of a commercial sex worker

AAcc
ttiivv

iittyy

AAcc
ttiivv

iittyy

1. Work in groups, with a friend or on your own. Each group should have a large piece
of paper, a pile of magazines, scissors, glue and koki pens.

2. Make up a story, using cut-out pictures from the magazines glued onto the paper.
The story is about a sex worker, who becomes infected with HIV. The story should
show how she links with different members of the community – eg family,
community, sexual partners, health care workers, schools, welfare services, police.

3. When you have finished, discuss your story. What happened to the PLHA? What put
the PLHA at risk? How can we help the PLHA? What other groups are especially at risk?

If you are working on your own, please do tasks 4 and 5.

4. Read this UNAIDS experience of working with commercial sex workers:

“Over the years, we have witnessed sex workers become one of the biggest mobilisers
in the AIDS response, both on the care and prevention front. Despite this, they 
still face many stumbling-blocks, including stigma and discrimination, and laws 
which criminalise them, and prevent them from receiving needed information 
and services.” 

AURORITA MENDOZA, UNAIDS Prevention & Vulnerability Adviser

What services do we need?

The Pan-African Treatment Access Movement is a good example of the kinds of treatment,
care and support services we need to protect and promote our health as PLHAs. 

1. Which of the services listed in the Declaration of Action are the most important for you
as a PLHA?

2. What other services do you think we need to protect our rights as PLHAs? 

For more information on
ideas on advocating for
services for PLHAS,
see TOOL 5, including
the case study on 
page 70.
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5. A human rights response to HIV and AIDS means that we must prioritise vulnerable groups.
We need to make sure policies and programmes deal with their special needs. Have a look
at the example in the chart of how we can do this for commercial sex workers:

6. Now do an example for another vulnerable group. Choose one of these groups or
decide on your own example:

How can we
prioritise this

vulnerable
group? 

Prisoners

Refugees

People receiving
food aid

Your example

How can we
create an
enabling

framework? 

How can
we provide
services? 

How can we
promote

awareness
of rights?

How can
we  involve

PLHAs? 

How can
we monitor
and enforce

rights?

How can we
prioritise this

vulnerable
group? 

Commercial sex
workers

How can
we  involve

PLHAs?

Train sex workers
living with HIV or
AIDS as peer
educators

How can
we monitor
and enforce

rights?

Lobby
Commission
on Gender
Equality to
monitor rights
of sex workers  

✐

How can we
create an
enabling

framework? 

Legalise
commercial sex
work

How can
we provide
services? 

Provide VCT for
sex workers

How can we
promote

awareness
of rights?

Train police on
the rights of sex
workers
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UUNNAAIIDDSS  GGuuiiddee ll iinneess   oonn  HHIIVV//AAIIDDSS  aanndd  HHuummaann  RRiigghhttss

The UNAIDS Guidelines recommend that our responses to HIV and AIDS
must support women, children and other vulnerable groups. 

The Guidelines suggest these steps:

o Support to community organisations made up of members of
vulnerable groups, to give peer education and other support.

o Prevention and care education, information and services by and for
vulnerable groups

o Forums to discuss the effect of HIV and AIDS on women.

o Steps to reduce inequality and violence against women.

o Support to women’s organisations so that they can include HIV/AIDS
and human rights problems in their programmes.

o Health care information and services for women and girls of
child-bearing age to prevent HIV infection and mother-to-child
transmission of HIV.

o Health information and education for children and youth.

o Confidential health care services, including HIV/AIDS information,
counselling, testing and prevention steps and social support services
for children and youth.

o Training of child care workers to deal with special needs of
HIV-affected children, including human rights issues.

o Specially designed programmes for those who have less access to
mainstream programmes because of language, poverty, social, 
legal or physical isolation, eg minorities, migrants, indigenous
peoples, refugees, people with disabilities, prisoners, men having 
sex with men.



HHooww  ccaann  wwee  pprroommoottee  aawwaarreenneess ss   ooff  rriigghhttss ?

A useful starting-point for planning awareness, education or training
around HIV and AIDS is to identify why people discriminate against
us as PLHAs. 

Where does discrimination come from?
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AAccttiivviittyy

Ask yourself these questions:

1. Are there beliefs in our society that put blame on people for the spread of HIV?

2. Are there false beliefs about how HIV is spread which lead to fear of PLHAs?

3. What other reasons are there for discrimination against PLHAs?

4. What activities could we do to promote awareness of our rights as PLHAs?

&
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ddii ssccrriimmiinnaattiioonn  aaggaaiinnsstt  cchhii llddrreenn

In 2001, Save the Children in the United Kingdom (UK) researched stigma
and discrimination against children living with or affected by HIV and
AIDS in South Africa. 

Here are some of the statements about discrimination against PLHAs:

“I can forgive a person if a person had an open wound and put
himself in danger without knowing. At least that’s forgivable.”

“They are afraid to eat with you.”

“If a child from a family with AIDS touches someone innocently they
will shout, ‘Get away from me, you’ll pass on the virus’.”

“If it was a mistake or any other way than sexual it would be easy to
accept. It would be easy to accept if a person gets AIDS while helping
someone else. It is different if a person gets it through promiscuity.
AIDS is the consequence of what she was doing. We also know she is
to blame because there are many condoms going free.”

“Unfortunately we are female and we have to cook. This is where our
families see red, that you’ll infect them.”

“What is most painful is people think you got it from sleeping around.”

“They don’t want us to touch things in the shop like bread because
they think we will pass it on.”

“They take it that when one person in that house is sick, then all of
you are sick.”

“If people could just get it out of their minds that it is the
sinner’s disease.”

SAVE THE CHILDREN, UK

80



The research shows that many people discriminate because:

o They don’t know that PLHAs also have rights.

o They are afraid of becoming infected with HIV.

o They put blame on PLHAs for becoming infected.

o As PLHAs, we don’t know that we have rights.

So awareness, education and training on the rights of PLHAs are
important parts of all HIV and AIDS programmes. 

TTIIPPSS  oonn  aaccttiivviittiiee ss   ttoo  pprroommoottee  aawwaarreenneess ss   ooff  oouurr  rriigghhttss

o Use different kinds of media to challenge stereotypes, prejudice and
false beliefs about HIV and AIDS – for example, use newspapers,
magazines, pamphlets, radio and television.

o Give factual information on the different stages of HIV, and the
difference between HIV and AIDS.

o Help schools, universities, trade unions and workplaces to
include training on HIV, AIDS and human rights into their
training programmes.

o Train government officials, prisons, the police, politicians,
community and religious leaders on HIV, AIDS and human rights.

o Support the media to report sensitively on HIV and AIDS, and 
on PLHAs.

o Include training on HIV, AIDS and human rights for PLHA staff and
workers at NGOs, CBOs and HIV and AIDS service organisations.

o Develop special programmes on HIV, AIDS and human rights for
people in remote areas, and for illiterate, homeless and 
marginalised people.
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For details of the Save the
Children research, see
Resources on page 117.

For more information on
developing effective
communication skills to
promote awareness and
break down prejudice,
see TOOL 3.

For more on using the media,
see TOOL 5 on page 100.
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ll iivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS ?

All HIV and AIDS programmes must encourage the participation
and support of PLHAs. This is an important right
that must be respected, and also a way to make
sure that HIV and AIDS policies and
programmes meet the needs of PLHAs.

This diagram shows some of the different
levels of involvement of PLHAs:

THE DIFFERENT LEVELS OF GIPA 

82

GGIIPPAA  PPrriinncciippllee

The United Nations Joint
Programme on HIV/AIDS
(UNAIDS) supports the
greater involvement of
PLHAs, known as the
GIPA Principle. The GIPA
Principle recommends that,
as PLHAs, we have a very
important role to play in
managing HIV and AIDS.
We should be involved at
all levels and in all sectors
responding to HIV and AIDS.

The UNAIDS Guidelines
on HIV/AIDS and Human
Rights say that government
should make sure there is
community consultation at
all stages of HIV and AIDS
policy development,
programme implementation
and evaluation.

UNAIDS: From policy to practice

As 
decision-
makers 

As experts 

PLHAs as important sources 
of information, knowledge and 

skills in designing, adapting and
evaluating programmes 

As implementers

PLHAs carrying out central roles in
implementing policies and programmes

As speakers 

PLHAs speaking in campaigns

As contributors 

PLHAs promoting HIV/AIDS issues

As the target audience

Activities aimed at or conducted for all PLHAs 

PLHAs
participating

equally in
decision- and

policy-making

“Nothing about 
us without us!”

GEORGE

MANGOENYANE
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To involve PLHAs in HIV and AIDS policies and programmes, we need:

o Structures that allow us as PLHAs to participate in policy and
programme decisions.

o Ways to allow our experiences and views as PLHAs to be heard and
considered when developing and evaluating policies and programmes.

o Development of our capacity as PLHAs so that we have the skills to
participate in these forums.

o Greater involvement of PLHAs in delivering HIV and AIDS services.

o More activities designed specifically for PLHAs.

How can you get more involved?

AAcc
ttiivv

iittyy

This is an individual activity to identify ways for you, as a PLHA, to work towards greater
involvement in HIV and AIDS work.

1. Choose an issue that interests you and that can also benefit from your involvement
as a PLHA.

Examples of issues

o Setting up and running support groups

o Awareness and education on the rights of PLHAs

o Campaigning on access to treatment 

o Participating in or assisting with HIV vaccine trials.

2. Remember that your involvement can be at the level of planning, policy development,
implementation or evaluation.

Ask yourself these questions: 

o How can I get involved in the issue?

o What groups or organisations can I join to get involved in the issue?

o What skills do I have to get involved?

o What other skills do I need to get involved?

o Where can I get these skills?
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3. Use this table to fill in your answers. Compare your ideas with the examples
in the table:

What
groups and

organisations
can I join to

get involved?

AIDS
Consortium

My trade union

My community
organisation

Community
Advisory Boards
for research
participants 

What issue
can I get

involved in
and how? 

HIV, AIDS and
human rights
education

HIV vaccine
trials 

What skills
do I have? 

Experiences of
discrimination
as a PLHA 

Knowledge of
the needs and
vulnerabilities of
PLHAs 

What skills
do I need? 

Knowledge of
the rights of
PLHAs 

Knowledge of
research ethics,
and the rights
of research
participants

Where can
I get these

skills?

AIDS Law
Project 

AIDS Legal
Network  

HIV/AIDS
Vaccines
Ethics Group

South African
AIDS Vaccine
Initiative

AIDS Legal
Network  

� For more information on
facilitation to encourage
the involvement of PLHAS,
see TOOL 4.

For more on advocating 
for the involvement of 
PLHAS, see TOOL 5, 
including the case 
study on page 79.
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HHooww  ccaann  wwee  mmaakkee  ssuurree  oouurr  rriigghhttss  
aarree  mmoonniittoorreedd  aanndd  eennffoorrcceedd ?

We need to make sure that human rights linked to HIV and AIDS are
monitored and enforced. In other words, we need to check that on
every level our rights are implemented – at national, organisational and
community levels.

Our rights as PLHAs become meaningless if they are not enforced. 

SSoommee  TTIIPPSS  ttoo  mmoonniittoorr  aanndd  eennffoorrccee  oouurr  rriigghhttss

o Collect information on human rights abuses around HIV and AIDS.

o Create HIV and AIDS sections and projects in organisations and
government departments to monitor human rights abuses of PLHAs, 
eg in the SAPS, the SANDF, the Department of Justice, the Department
of Health and the Department of Social Development. 

o Build capacity of NGOs, CBOs, and HIV and AIDS service organisations
to monitor and enforce our rights.

o Build capacity of independent statutory bodies like the South African
Human Rights Commission (SAHRC) and the Commission on
Gender Equality (CGE), to monitor and enforce our rights.

o Train judicial officers on our rights as PLHAs, eg magistrates.

When we monitor human rights abuses, this gives us an important tool
for improving our work as PLHAs. By keeping a watch over human
rights abuses, and what we do about them, we can learn:

o Which of us experience discrimination.

o What kind of discrimination we face.

o Where we experience discrimination.

o Who discriminates against us.

o What actions we take to fight discrimination.

o Which actions work and which ones do not succeed.

“Many people in the
community continue to

deny that HIV/AIDS
is a problem. Even
with all the deaths
from AIDS, some
people still refuse
to wear condoms.

And PLHAs are
often treated
unfairly and
are isolated.”

DIKELEDI MOTSOMAESI

“One time I went to the
hospital for treatment
for thrush. The sister said
she will prescribe ointment
and penicillin injections. I
explained this was treated
properly last time with
Diflucan, but she refused.

She said she will refer
me to a doctor only

if the treatment
she recommended
does not work.”

MOTLALEPULE MAINE

Monitor To keep a check
on our rights to see if they
are being respected.
........................................... 

Enforce To use and claim
our rights.
........................................... 

South African Human
Rights Commission Body
set up to investigate, report
on, monitor and enforce
human rights.
........................................... 

Commission on Gender
Equality Body set up to
investigate, report on,
monitor and enforce
gender equality.
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These lessons around human rights abuses help us to prioritise our work.
We then know where to direct our energies to fight the worst forms of
discrimination, or to protect the most vulnerable people. These lessons
around discrimination help our advocacy work because we know what
needs to change the most.  

A big problem in South Africa is that we have very little research on
discrimination against PLHAs. We can monitor human rights abuses
against PLHAs by starting to collect stories on the common challenges
we face as PLHAs. 

Monitoring human rights abuses

The next part covers practical ways of enforcing and protecting 
our rights.

AAccttiivviittyy
1. Start to collect stories about human rights abuses against PLHAs – your own stories

and the stories of friends and others in your community. 

2. Encourage other PLHAs and organisations to do the same thing. 

3. Over a period of time, for example 6 months, look at your stories and try to see:

o Are there common problems faced by all PLHAs?

o Which PLHAs face the most discrimination, eg girl children, men who have sex
with men, workers?

o Which sectors of society discriminate the most, eg church, health care, educators?

o Does there seem to be more or less discrimination than the last time you assessed
human rights abuses against PLHAs?

For ideas on monitoring as
part of advocacy, see 
TOOL 5 on page 60.
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HHooww  ccaann  wwee  pprrootteecctt  oouurr  
rriigghhttss  aanndd  hheellpp  ootthheerrss?

There are a number of different ways we can help PLHAs to protect 
our rights. 

We will look at enforcing our rights through:

o Organisational procedures

o Professional bodies

o Statutory bodies

o Legal support services.

“You have seen people losing their jobs and keeping quiet because
they didn’t know their rights.

You were a victim of circumstances yourself.  

Do you remember the insurance company declining your life cover?

What about the day you went to the clinic to ask for baby formula
and faced the sister’s response?

Don’t you think it’s high time to make noise on behalf of those who
are still silent?

The time has come to make noise using your experience to expose
the exploitation of people living with HIV or AIDS.”

NOMA BARNABAS

5
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HHooww  ccaann  wwee  uussee  oorrggaannii ssaattiioonnaall   pprroocceedduurree ss ?

Often PLHAs are unfairly discriminated against by other people working
in an organisation or institution. For example:

o A health care worker working at a local clinic discriminates against 
a PLHA.

o An employee working in the same workplace unfairly discriminates
against another worker living with HIV.

o An educator at a school discriminates against a child orphaned 
by AIDS. 

Discrimination at work

“Some health workers
and doctors
behave as if
they don’t
know. So for
oral thrush,
they just say we must go
and rinse with hot water.
Meanwhile we actually
need Diflucan. There’s
a tendency not to
help unless it’s very
severe. I’ve seen lots of
medication around, but
it’s not used. I’ve even
seen expired medication
being left around.” 

NOMZI TSHABALALA

AAccttiivviittyy

As you read Themba’s story, think about the advice and help you can give him:

1. What are Themba’s rights? 

2. What are Laverne’s rights?

3. How will you help Themba to find a solution?

Themba works in the canteen at a large manufacturing company. He tells his co-worker,
Laverne, that he has recently tested positive for HIV. Laverne is nervous about Themba
working in the canteen with her. She is sure that she is at risk of becoming infected
with HIV. 

She goes to the human resources manager to ask him if Themba can be moved from
working in the canteen to working elsewhere. She refuses to continue working with Themba
in the canteen. The human resources manager is not sure what to do. He calls Themba in to
discuss the issue. 

Themba comes to you for help.
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SSoommee  ssuuggggeesstteedd  AANNSSWWEERRSS

Themba has the right to be treated equally at work, while Laverne has
the right to a safe working environment. If this workplace teaches all
workers to use universal precautions wherever there is a risk of
accidents or injuries, then both Themba’s and Laverne’s rights will
be protected. 

In some situations, like this one, the dispute may be able to be resolved
within the workplace. There may be a complaints procedure for
Themba to use to complain about the unfair treatment he has received
from Laverne. The workplace may even have an HIV and AIDS policy, or
may simply need more information and training on how to deal with
HIV and AIDS. 

IInntteerrnnaall  pprroocceedduurree ss   ffiirr sstt

It is often better to try to solve a problem inside an organisation first,
before going outside, for example, to the Commission for Conciliation,
Mediation and Arbitration (CCMA) for help. Solving problems internally
is often quicker, cheaper and less stressful for us as PLHAs.

Most organisations and institutions should have an internal procedure to
deal with disputes.  

Examples

o All health care facilities should have a complaint procedure for
patients to report human rights abuses by health care workers.

o Most workplaces have a grievance procedure to solve complaints and
disputes reported by an employee.

o Complaints against government officials can be made to government
departments. Government departments have to give written reasons
for all decisions made by government officials.

Disputes Conflicts or
disagreements, eg between
an employer and a worker.

HHeellppiinngg  PPLLHHAAss

ttoo  hhaannddllee ccoommppllaaiinnttss

aanndd  ddiissppuutteess  

Here are some key questions
we can use:

o What happened to 
the PLHA?o What are the
PLHA’s rights?o Who discriminated
against the PLHA?o What organisation or
institution does the
person work in?o Is there an internal
procedure in that
organisation for
receiving complaints?o How can the PLHA
report the problem?o Will there be an enquiry
into the problem?o Can the PLHA go to 
the enquiry?o Can we assist the
PLHA at the enquiry?o What decisions can be
taken after the enquiry?o When will a decision be
taken after the enquiry?o What can the PLHA do to
challenge the decision?
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This activity helps to improve our access to internal disciplinary
procedures in our own organisations.

Internal disciplinary procedures

1. Try to learn more about the internal disciplinary procedures in your own organisation.
If you do not work for an organisation, try to find out about the internal disciplinary
procedures in another organisation, or within other structures like your local health
care facility or school. 

2. Make a note of this information:

o Is there a complaints or disciplinary procedure?

o What kinds of problems can you report?

o Who can you report the problems to?

o How do you report the problem, eg by letter, by talking to a person responsible 
for complaints?

o What kind of action can be taken by the organisation to solve the complaint 
or issue?

o What can you do if you are unhappy about how the complaint is dealt with?

3. Assess whether the procedure is useful for PLHAs:

o Can you report HIV and AIDS human rights abuses with this procedure?

o Does the process give PLHAs confidentiality?

o Do PLHAs know how to use the procedure?

o What can be done to help PLHAs use the procedure?

o Is there anything about the procedure that should be changed to help PLHAs?

AAcc
ttiivv

iittyy
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HHooww  ccaann  wwee  uussee  pprrooffee ss ss ii oonnaall   bbooddiiee ss ?

Sometimes people who are professionals unfairly discriminate against us
as PLHAs, eg doctors, psychologists and lawyers. 

Most professionals are members of professional associations or councils.
For example:

o Doctors register with the Health Professions Council of 
South Africa (HPCSA). 

o Nurses register with the South African Nursing Council (SANC).

Professional associations are responsible for disciplining their members.
Most professional associations have Codes of Conduct – these are rules
that set out how the professional must behave in carrying out their
professional duties. The associations and councils have the power to
hold disciplinary enquiries and to take disciplinary action against
members who break these rules.

TTIIPPSS  oonn  hhooww  ttoo  aass ss ii sstt  aa  PPLLHHAA  ttoo  mmaakkee

aa  ccoommppllaaiinntt  ttoo  aa  pprrooffee ss ss ii oonnaall   aass ss oocciiaattiioonn

o Get the details of the professional association or council involved.

o Find out if they have a Code of Conduct for their members.

o Write a letter to the professional association. 

o Include all the facts of the case.

o List all the rights of the PLHA that were abused.

o List the rules of the profession’s Code of Conduct that were broken.

o Include a return address so that they can respond to the complaint.

o Follow up to find out if they are holding an enquiry.

o Ask if the PLHA and his/her adviser can be part of the enquiry.

o Find out what decisions were taken after the enquiry.

“I got a call from
the pathologist’s
rooms asking me
what blood
test I wanted.
I was upset,
feeling my
confidentiality was not
being respected. My phone
details were shared.
Doctors should have
discussed all of this
with me and got my
consent to a specific test.” 

ELAINE MAANE

Code of Conduct Rules
that say how professionals
must behave in carrying
out their professional
duties.
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Health Professions Council Guidelines

Read this part of the Health Professions Council of South Africa (HPCSA) Guidelines on
the Management of Patients with HIV Infection:

Testing patients for HIV-antibodies

“A patient should be tested for HIV infection only if he or she gives informed consent.
Such informed consent is made up of the following important elements:

INFORMATION

The patient should be given information regarding the purpose of the laboratory test;
what advantages or disadvantages testing may hold for him or her as a patient; why
the surgeon or physician wants this information; what influence the result of such a test
will have on his or her treatment; and how his or her medical protocol will be altered
by this information. The psychosocial impact of a positive test result should also
be addressed. 

All such communication should be conducted in language that is easily understood by
the patient.

UNDERSTANDING

Furthermore, the patient should clearly understand the information provided, so that he
or she may agree to the HIV test based on such understanding. The importance of the
patient’s ability to understand the information given means that if posters are displayed
in an attempt to inform patients that testing for HIV may be undertaken, these must be
supplemented by a verbal pre-test counselling of the patient by the doctor in order to
appropriately obtain the patient’s informed consent. 

The doctor’s duty towards HIV positive patients

No doctor may ethically refuse to treat any patient solely on the grounds that the
patient is, or may be, HIV seropositive.

No doctor may withhold normal standards of treatment from any patient solely on the
grounds that the patient is HIV seropositive, unless such variation of treatment is
determined to be in the patient’s interest and not perceived to be a potential risk to the
health care worker.

AAcc
ttiivv

iittyy
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Confidentiality

The results of HIV positive patients should be treated at the highest possible level
of confidentiality.

Our courts have recognised that confidentiality regarding HIV status extends to other
medical colleagues and health care workers, and other health care workers may not
be informed of a patient’s HIV status without that patient’s consent. The need for
transmission of clinical data to those medical colleagues and health care workers directly
involved with the care of the patient, should be discussed with the patient, in order to
obtain his or her consent for disclosures considered to be in the patient’s best interest in
terms of treatment and care.

The principle of confidentiality applies in respect of the patient. The decision whether to
divulge the information to other parties involved must therefore be in consultation with
the patient…

The report of HIV test results by a laboratory, as is the case with all laboratory test
results, should be considered confidential information. Breach of confidentiality is,
however, more likely to occur in the ward, hospital or doctor’s reception area than in the
laboratory. It is therefore essential that health care institutions, pathologists and doctors
formulate a clear policy as to how such laboratory results will be communicated and how
confidentiality of the results will be maintained.”

1. Look at the stories on pages 34 and 35. Choose one of these examples or a PLHA story
like Elaine’s on page 68. Or use an example from your own experience of a doctor not
respecting our rights as PLHAs.

2. Decide if you think the doctor may be breaking a rule set out in the HPCSA Guidelines.
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3. Write a letter of complaint to the Health Professions Council. Use the HPCSA
Guidelines and this example of a letter to guide you: 

Example of a letter to the HPCSA
7 Freedom Flats
Positive Living Avenue

Pretoria 0001

1 March 2003

The Registrar
Health Professions Council of South Africa

PO Box 205
Pretoria 0001

Dear Sir/Madam

Abuse of rights by Dr Mazibuko

On 31 January 2003, I went to see my gynaecologist, Dr Ben Mazibuko, of 23 Hillside Road,

Pretoria, because I was pregnant. Dr Mazibuko told me he had to do some blood tests. 

A month later, on 27 February, I went back to Dr Mazibuko for a scan. My mother came

with me. My file was on Dr Mazibuko’s desk, and on the top of the file in large letters were

the words “HIV positive”. Then, in front of my mother, Dr Mazibuko told me I had tested

positive for HIV. I had never been told, or even asked, that my blood was going to be

tested for HIV. Both my mother and I were in a state of shock. 

Dr Mazibuko told me very little about my HIV status. He did tell me, though, that both my

baby and I were going to die and that I should terminate the pregnancy for this reason.

Dr Mazibuko’s behaviour violated my rights. He abused my right to be treated only with

my informed consent, as well as my right to confidentiality. His behaviour broke the rules

of the HPCSA’s Guidelines because:

� He did not get informed consent for the HIV test.

� He did not respect my right to confidentiality. 

Dr Mazibuko’s actions resulted in psychological grief and shock for me as a patient, and

for my elderly mother. I believe that the Council should hold a disciplinary enquiry into

his behaviour, to decide what steps should be taken against Dr Mazibuko.

Please contact me at the address provided if you need me to tell my story at the

disciplinary enquiry.

Yours faithfully

Busisiwe Lange
Letter based on story of NOMZI on page 35

For details of professional
associations and councils 
in South Africa, see 
pages 118 and 119.
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“I was trying to
get help from
a nurse at the
clinic for a
bad discharge.
Her attitude
was bad, and
I had to make
threats of exposing the
way she treated me.
Another time I went to
the clinic for a chest
pain, and the other nurse
told me these things
happen to me because
I’m HIV positive. When I
requested the treatment I
felt I needed, they told me
it is expensive. I said I
have a right to it – I’m not
going to die tomorrow,
not ever.”

NOMFUNDO XOTYENI

HHooww  ccaann  wwee  uussee  ssttaattuuttoorryy  bbooddiiee ss ?

The Constitution created a number of new statutory bodies with the
task to monitor and enforce people’s rights, and to support democracy.

We will look at these 3 important statutory bodies that can be used to
protect our rights as PLHAs:

o The South African Human Rights Commission

o The Public Protector

o The Commission on Gender Equality.

TThhee  SSoouutthh  AAffrriiccaann  HHuummaann  RRiigghhttss  CCoommmmiiss ss ii oonn  ((SSAAHHRRCC))

The SAHRC is a statutory body that aims to promote respect for and
protection of human rights. The SAHRC has wide powers to:

o Educate people about human rights.

o Investigate human rights abuses.

o Assist people with lawyers in human rights cases.

o Take human rights cases to court.

We can help PLHAs by reporting HIV and AIDS human rights abuses to
the SAHRC. In this way, we make sure that something is done about the
abuses we often experience as PLHAs.

TTIIPPSS  oonn  hhooww  ttoo  mmaakkee  aa  ccoommppllaaiinntt  ttoo  tthhee  SSAAHHRRCC

o Use the SAHRC Complaints Form when we apply for help from the
SAHRC. Before filling in the complaints form, read these guidelines.

o Ask the SAHRC for help if any of our rights in the Bill of Rights 
were abused. 

o Check the Bill of Rights to see if our rights were violated or abused. 
We can get a copy of the Bill of Rights from the SAHRC.

Statutory bodies Bodies
created by law and given
their own legal powers.
...........................................

Public Protector
Independent office that
watches over the activities
of government and
government officials to
make sure they are not
abusing their powers.
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o The SAHRC can’t help us if:. Our problem does not involve a violation of a right in the
Bill of Rights.. Our problem happened before 27 April 1994.. Our case is a criminal case and we need a lawyer (we should then
call the Legal Aid Board).. We were convicted of a crime and we want to appeal.

o If we want to complain about a member of a government department,
then we should contact the Public Protector.

o If the police have violated our rights, then we should contact the
Independent Complaints Directorate.

o If our employer has violated our rights, then we should contact
the CCMA.

o If we were discriminated against because of our sex or gender, we
should contact the Commission on Gender Equality.

The next activity teaches us how to use the SAHRC for complaints.

Making a complaint to the SAHRC

Independent Complaints
Directorate Body that
receives and investigates
complaints against
the police.

1. Read the news report on PEP treatment for rape survivors on page 58. 

2. Imagine that you are a rape survivor. Your province has not yet made PEP available
to rape survivors, even though the Government has approved this. So, you can’t get
the PEP you need. You believe that your right of access to health care services has
been abused. 

3. Make a complaint to the SAHRC, using our tips and the SAHRC Complaints Form on
pages 99 and 100. Make up any facts you don’t know.

AAcc
ttiivv

iittyy
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SAHRC Complaints Form 

YOUR DETAILS

1-6 must be filled in by everyone completing this form

1. Your name

FIRST NAME SURNAME

2. Your ID number

(If you do not have an ID number, what is your date of birth? If you do
not know your date of birth, how old are you?)

3. Your race

(Only fill this in if you think it is important to the case, that is if you
have been unfairly treated because of race) 

4. Are you a Male or a Female?

(Only fill this in if you think it is important to your case) 

5. Your address and contact details

YOUR ADDRESS WHERE YOU LIVE

YOUR ADDRESS WHERE WE CAN SEND LETTERS TO

YOUR HOME TELEPHONE NO. 

6. What language would you like us to write to you in? 

This section must be filled in if you are writing for somebody else or
for an organisation. If your own rights were violated, then do not fill
in this section but move on to the next section.

7. If this complaint is for someone else, please tell us
about them:

FIRST NAME SURNAME

8. Their ID number

(If they do not have an ID number, what is their date of birth? If you do
not know their date of birth, how old are they?)

–1–

9. Their race

(Only fill this in if you/they think it is important to their case, that

is if they have been unfairly treated because of their race) 

10. Are they a Male or a Female?

(Only fill this in if you/they think it is important to their case) 

11. Their address and contact number(s)

THE ADDRESS WHERE THEY LIVE

THE ADDRESS WHERE WE CAN SEND LETTERS TO

THEIR HOME TELEPHONE NO.

12. What language would they like us to write to them in? 

13. If this is a complaint for an organisation, please tell

us about it

THE NAME OF THE ORGANISATION 

WHAT DOES IT DO (eg civic, NGO, business, retail, factory)?

WHO SHOULD WE TALK TO? 

WHAT IS THEIR POSITION (eg colleague, chairperson, director,

secretary)? 

THE ADDRESS WHERE WE CAN SEND LETTERS TO

TELEPHONE NO. FAX NO. 

–2–
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TELL US WHAT HAPPENED

14. Is this problem still happening? YES    or    NO

15. If no, what date did it happen?

DATE 

MONTH 

YEAR 

WHAT TIME? 

(The SAHRC does not have the power to investigate violations that

took place before 27 April 1994)

16. Where did it happen?

TOWN 

PROVINCE 

17. Which rights in the Bill of Rights were violated? 

18. Please tell us the name or names of the people who

violated these rights (if you know)

19. Where can we contact them? 

–3–

20. If you do not know their names, please tell us anythingyou know about them

21. In your own words, tell us exactly what happened. Includeall the information you think is important. Please be asbrief as possible.

22. Have you reported this case to anyone else? YES    or    NO
IF SO, WHO? (eg police, lawyer, Public Prosecutor)

23. Can we use your name in news reports or letters we writefor you? YES    or    NO
24. Did anybody else see what happened? 

(Their name(s), and how we can get in touch with them? Pleaseonly tell us about people who actually saw what happened. Donot tell us about people who heard about what happened fromsomeone else)

25. Please tell us how you heard about the SAHRC? 

–4–
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TThhee  PPuubbll iicc  PPrrootteeccttoorr

The Public Protector’s office is an independent body set up to monitor
the actions of government and government officials.  

The Public Protector must investigate all complaints and resolve
disputes referred to their office. We can use the Public Protector to
report poor service or discrimination against PLHAs by government or
by government officials.

TThhee  CCoommmmiiss ss ii oonn  oonn  GGeennddeerr  EEqquuaall iittyy  

The Commission on Gender Equality (CGE) is a statutory body that aims
to promote gender equality for all people. 

The Constitution gives the CGE the power to:

o Educate people about gender equality.

o Monitor and investigate gender-related problems and complaints.

o Lobby, advise and report on gender equality issues.

Where an abuse of the rights of a PLHA is also a gender issue, we can
report the problem to the CGE.

Gender equality When
people of different genders
are treated equally.

For details of how to
contact the SAHRC, the 
Public Protector and the
CGE, see Resources on
pages 118 and 119.
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HHooww  ccaann  wwee  uussee  ll eeggaall   ssuuppppoorrtt  sseerrvviiccee ss ?

We can also use the courts of law in our country to solve an abuse of our
rights as a PLHA.  

We will look at these ways of using the courts:

o Civil claims

o Criminal charges

o Interdicts

o Declaratory orders

o Special procedures, eg for workplace disputes, maintenance claims,
protection orders for domestic violence.

CCiivvii ll   cc llaaiimmss

When someone has abused our rights and caused us harm, we can bring
a civil action to the courts to ask for compensation. This is usually
money and is also called ‘claiming damages’.

For example, if a health care worker does not respect a PLHA’s right to
confidentiality, and causes the PLHA pain and suffering, the PLHA can
bring a civil claim for compensation for the harm caused.

Example of a civil case taken up by the AIDS Law Project

A client of the AIDS Law Project (ALP) was tested for HIV by a
doctor without the client’s consent. The ALP sued the doctor for
damages. The case was meant to start in March 2000 in the
Pretoria High Court. In October 1999, the doctor and the client
settled the dispute. The doctor agreed to pay the client R20 000
in compensation, plus all legal costs.
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Examples of harm that can be compensated

1. Injury to our body, eg we can claim for:

o Medical costs (eg hospital bills).

o Loss of earnings (money lost because we couldn’t work).

o Pain and suffering (compensation for things like pain, shock and
not being able to live our lives as normal).

2. Injury to our dignity and our feelings, eg we can claim for:

o Medical costs (eg psychologist’s bills).

o Loss of earnings (money lost because we couldn’t work).

o Pain and suffering (compensation for emotional pain, shock and
not being able to live our lives normally).

3. The financial costs when someone does anything unlawful to us,
eg if someone breaks a contract with us, we can claim for the cost to
us as a result of the contract being broken.
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CCrriimmiinnaall  cchhaarrggeess

If the abuse of our rights is also a crime, we can bring a criminal
charge against the wrongdoer. For example, if a youth living with HIV
is assaulted, he/she can bring a criminal charge of assault against
the wrongdoer.

Examples of common crimes

o Assault

o Sexual abuse

o Rape

o Murder.

IInntteerrddiiccttss

Sometimes our rights are violated because a person or organisation
does something, or does not take action to stop something. Then we
can ask the courts to make an order to stop the wrongful actions, or to
make the person or organisation act correctly. This court order is called
an interdict.

For example, if a woman living with HIV is being physically abused by
her partner, then she can ask the court for a special type of interdict,
called a protection order, to stop the abuse.

Interdict Court order
that stops a person or
organisation from doing
something, or orders them
to do something.
...........................................

Protection order Court
order that protects you 
from harm.
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DDeecc llaarraattoorryy  oorrddeerr ss

If our rights are unclear, we can ask the courts for an order, called a
declaratory order, setting out what our rights are.

Example: Declaratory order

Van Biljon versus Minister of Correctional Services

All prisoners have a right to adequate medical treatment. In 1997,
a group of prisoners living with HIV and AIDS applied to the High
Court to argue that this right should include being able to get anti-
retrovirals (ARTs).

The court made a declaratory order that the Department of Correctional
Services should give ARTs to 2 prisoners who had been prescribed
ARTs by their doctor:

“Since the State is keeping these prisoners in conditions where they
are more vulnerable to opportunistic infections than HIV patients
outside, the adequate medical treatment with which the State must
provide them must be treatment which is better able to improve
their immune systems than that which the State provides for
patients outside.”

There are a number of legal support services that can help us to
enforce our rights as PLHAs in court. These organisations have legal
staff that know the courts and how they work. They can advise us on
how to take our case to the courts.

Declaratory order Court
order saying what the rights
of each side are.

For more information on
the rights of prisoners,
see HIV/AIDS and the Law:
A Resource Manual,
Chapter 15, in Resources
on page 117.  

For more information
on legal and paralegal
organisations that can
assist, see Resources
on page 117.
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Some courts are specially designed to help people who may not have
access to lawyers and legal support. These courts are easier to use
because they have simpler procedures.  

Here are 3 examples

o For workplace disputes:

The Commission for Conciliation, Mediation and Arbitration (CCMA)
hears labour disputes. The CCMA has forms and procedures to assist
employees to report workplace disputes. Contact the CCMA within
30 days of the problem arising, and ask them to send the forms to
declare a dispute.

o For maintenance claims:

The Maintenance Court has forms and procedures to assist people
to bring claims for maintenance for children. The Clerk of the Court
at the Magistrate’s Court will help you to fill in the forms.

o For protection orders for domestic violence:

The Clerk of the Court at the Magistrate’s Court will assist you to fill in
the forms to get a protection order in a domestic violence case.

Here is a revision activity to practise enforcing your rights.

For more information on
courts and human rights
organisations that can
help you, see Resources
on page 117.
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Enforcing your rights as a PLHA

HIV challenge

1. Kevin is stigmatised by his community
when they find out he is living with
HIV. No-one will take care of him.

2. A private doctor tests Lindiwe for HIV
without her consent, and without pre-
test and post-test counselling. Lindiwe
is shocked and becomes severely
depressed. She is off work for 2
months as a result.

3. Joyce applies to the university for a
bursary. She is refused a bursary
because she is HIV positive. 

Enforcement ideas 

A. Report the case to the head of the
university to see if it can be resolved
internally. If this fails, report the case
to the South African Human Rights
Commission.

B. Use the workplace grievance
procedures to report the dispute.
Appeal the dispute if it is not resolved
well. Apply to the CCMA if the dispute
is still not resolved well. 

C. First use the complaints procedure at
the hospital to report the problem
and to try to sort it out. You can also
report the nurse to the South African
Nursing Council. If this doesn’t help,
the nurse is a government employee,
so you could also report the problem
to the Department of Health, and the
Public Protector.

1. Look at each HIV challenge in the table. Write down different ways you could enforce
PLHA rights in each case – remember there is no right answer, as there are often
many ways of overcoming the challenges we face as PLHAs.  

2. Then compare your approach with our enforcement ideas in the table – these are
jumbled up and not in the right order. Try to match each challenge with a way of
enforcing PLHA rights:

AAccttiivviittyy

This table continues on page 108
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Now compare your answers
with ours:

1. E

2. F

3. A

4. B

5. C

6. G

7. D

4. Ursula has an argument with her boss at
work about whether she should be
demoted because she is HIV positive.

5. Nomsa is refused treatment by a nurse at
a public health hospital when she tests
HIV positive.  

6. Ashnie tells her husband that she has
tested positive for HIV. He beats her up
and throws her out of the house.

7. A teacher in a government school refuses
to allow 8-year-old Sipho to attend her
classes because he is living with HIV. 

D. Report the case to the board of the school
to see if it can be resolved internally. If
this does not help, report it to the
Department of Education. You can also
report the case to the Public Protector.

E. Talk to the leaders of the community. Find
out if there is a way to solve the dispute
within the community.

F. Report the doctor to the Health
Professions Council of South Africa. Ask
legal support services to assist by claiming
civil damages for medical bills and loss of
earnings. 

G. Lay a criminal charge of assault against
the wrongdoer. Get a protection order for
your client to protect her from further
abuse. If the woman does not receive
assistance, you can report the case to the
Commission on Gender Equality.
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We hope you will use knowing your rights to fight for the
rights of all PLHAs, like Nomangwane did after a bad
experience in a clinic.

“The doctor disclosed my HIV status to my boyfriend
behind my back without telling me first. Also, the
health workers in the clinic told their friends. I
didn’t do anything at the time, as I did not know
my rights. But now I can fight for my rights.”

NOMANGWANE NKOSI



Access

To get or receive something,
eg a right, a grant.

Advocacy

Working for change,
eg pushing for HIV/ AIDS
policies and programmes that
meet our needs as PLHAs.

Affected by HIV/AIDS

We say that you are affected
by HIV and AIDS when it
has touched your life, for
example, a family member
is living with HIV.

Anti-retroviral treatment

To treat HIV and AIDS with
drugs called anti-retrovirals
(ARTs).

Breaching

To break a law or right.

Civil claim

Legal action by one person
against another person,
usually for compensation
for harm caused.

Code of Conduct

Rules that say how
professionals must behave
in carrying out their
professional duties.

Compensation

An award, usually money, to
make up for harm caused
to a person.

Commission for
Conciliation, Mediation
and Arbitration

Body set up by the Labour
Relations Act to resolve
labour disputes.

Commission on
Gender Equality

Body set up to investigate,
report on, monitor and
enforce gender equality.

Compensation
Commission

Body set up to decide on
worker’s compensation cases.

Confidentiality

The right to keep
information private,
eg medical information.
The understanding is that
the person we tell will not
tell others without our
permission.

�
This is an A to Z list of the key words we put in bold red the first
time we used them in this tool. Use the       space to translate and
explain each word in another language that you speak. 

�

�

Key words
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Consent

To agree or give permission
for something to be done
(see informed consent).

Council for Medical
Schemes

Body set up to register
and make rules for
medical schemes.

Criminal charge

Legal action by the state
against a person because
the person is accused of
committing a crime like
murder or rape.

Declaratory order

Court order saying what the
rights of each side are.

Direct discrimination

Discrimination aimed
directly at a group of
people for a reason like
their race, gender or
HIV status (see indirect
discrimination).

Discrimination

Being treated differently.

Dispute

Conflict or disagreement,
eg between an employer and
a worker. 

Domestic violence

Physical, sexual or economic
abuse within a domestic
relationship, eg between a
married couple, people who
live together, people who
are dating.

Employee benefits

Benefits like medical aid or
pension, given to employees.

Enabling framework

National set of laws and
policies that respect the rights
of PLHAs.

Enforce/Enforcing/
Enforcement

To use and claim our rights.

Equality

Having equal rights
and opportunities.

Equality Act

The Promotion of Equality
and Prevention of Unfair
Discrimination Act – a law to
promote and protect the
rights set out in the Equality
Clause of the Constitution.

Equality Clause

The part of the Constitution
that sets out every person’s
right to equality and to
be protected from unfair
discrimination.

� �
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Equality Courts

Courts set up under the
Equality Act to judge cases
of unfair discrimination.

Fair discrimination 

Different treatment based on
a good reason.

Fulfil

To carry out or implement.

Gender

The social roles we are
expected to play as men
and women.

Gender equality

When people of different
genders are treated equally.

HIV status

Whether you have tested HIV
negative or HIV positive.

Human rights

The rights we have because
we are human beings.

Independent Complaints
Directorate

Body that receives and
investigates complaints
against the police, eg on
human rights abuses. 

Indirect discrimination

Discrimination that affects a
group of people differently
because of a reason like their
race, gender or HIV status
(see direct discrimination).

Informed consent

To agree or give
permission for something
to be done, based on
your understanding of
information given to you,
eg informed consent for
an HIV test.

Interdict

Court order that stops a
person or organisation from
doing something, or orders
them to do something. 

Justifiable

Can be argued to be fair.

Legal rights

Rights that come from the
laws of a country.

Listed grounds

The 17 reasons in the
Equality Clause of the
Constitution, like race,
gender or religion, that
you are not allowed to use
to discriminate against
someone.

� �
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Lobby/Lobbying

To work to change laws and
policies, eg by persuading and
influencing law-makers.

Medical research

Research to test a new
medicine or new uses for
current medicines.

Monitor/Monitoring 

To keep a check on our
rights to see they are
being respected.

Nevirapine

An anti-retroviral drug that
reduces mother-to-child
transmission of HIV.

Non-discrimination

The principle of not
discriminating against
someone, eg because of
their race or gender.

Notifiable disease

When a doctor or health
professional must report to
the health authorities that
someone is living with or has
died from a disease.

Notification

Making AIDS a
notifiable disease.

Opportunistic infection

An infection which attacks
people with weaker immune
systems, eg TB often attacks
people living with HIV or
AIDS.

Palliative care 

Pain relief – relieving,
not curing.

Person/People living
with HIV and AIDS

What we call ourselves as
people who are living
positive and meaningful
lives with HIV and AIDS
(PLHAs). For one person,
we say person living with
HIV or AIDS (PLHA).

Plain language

Speaking or writing that is
easy to understand.

Post-exposure prophylaxis

Anti-retroviral treatment given
after an exposure (like a
needlestick injury) to HIV,
to reduce the risk of
HIV infection.

Post-test counselling

To counsel a person when the
test result is disclosed.

Pre-test counselling

To counsel a person before an
HIV test.

� �
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Prejudice

A negative way of
thinking about someone,
eg because of race or
sexual orientation.

Protection order

Court order that protects
you from harm, eg from
domestic violence.

Public Protector

Independent office that
watches over the activities of
government and government
officials to make sure they are
not abusing their powers.

Reasonable

For a good reason.

Remedies 

Legal solutions.

Reproductive health rights

Rights to health care around
our sexual health, eg health
care rights on pregnancy,
health care services for
sexually transmitted infections.

Response

Steps or actions we take,
eg responses to HIV and AIDS.

Right of access to

Right to receive.

Right to bodily and
psychological integrity

The right to be protected from
harm to your body
or mind.

Right to dignity

Right to be respected as a
human being.

Right to freedom and
security of the person

Includes the right to be
treated or HIV tested only
with informed consent,
and the right to be free
from violence

Right to privacy

Right to keep personal
information to ourselves.

Roleplay

To act out a real-life situation
so that we can learn from it.

Sexual orientation

The way we express our
sexuality – whether we are
heterosexual, bisexual or
homosexual (lesbian or gay).

Sexually transmitted
infections

Diseases spread through
sexual intercourse or contact.

� �
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Sources of law

Where the law comes from,
eg from Acts of Parliament or
from court decisions.

South African Human
Rights Commission

Body set up to investigate,
report on, monitor and
enforce human rights.

Statutory bodies

Bodies created by law and
given their own legal powers.

Stereotypes

Fixed and often negative ideas
about someone, eg because of
a disability.

Stigma

Negative attitudes and beliefs
about a person, eg towards a
child living with HIV. 

Unfair discrimination

To treat someone differently
(for a reason like race,
disability or sexual
orientation) in a way that
is not reasonable and that
harms the person’s dignity.

Universal precautions

Safety steps used for all
people to prevent HIV
transmission, eg wearing
plastic gloves when
handling blood.

Violate

Abuse or not respect
your rights.

Voluntary counselling
and testing

Services to encourage people
to choose to have an HIV test,
with pre- and post-test
counselling.

Vulnerable

More at risk of things
like discrimination, abuse
and violence.

Vulnerable groups

People in our society that
need special protection for
various reasons, eg children
because of their age.

Add your own words

� �

� �
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AIDS Acquired Immune Deficiency Syndrome

ALP AIDS Law Project

ARTs Anti-retroviral drugs or treatment

CBO Community-based organisation

CCMA Commission for Conciliation, Mediation and Arbitration

CGE Commission on Gender Equality

DPSA Department of Public Service and Administration

eg For example

GFATM Global Fund to fight AIDS, TB and Malaria

GIPA Greater Involvement of People Living with HIV/AIDS

HIV Human Immuno-deficiency Virus

HPCSA Health Professions Council of South Africa

MTCT Mother-to-child transmission of HIV

NAPWA National Association of People Living With HIV/AIDS

NIA National Intelligence Agency

NGO Non-governmental organisation

No Number

NUMSA National Union of Mineworkers of South Africa

PEP Post-exposure prophylaxis

PLHA A person living with HIV or AIDS

PLHAs People living with HIV and AIDS

SAA South African Airways

SAHRC South African Human Rights Commission

SANC South African Nursing Council

SANDF South African National Defence Force

STDs Sexually transmitted diseases

STIs Sexually transmitted infections

TB Tuberculosis

TRIPS Trade-Related Aspects of Intellectual
Property Rights Agreement 

UK United Kingdom

UNAIDS United Nations Joint Programme on HIV/AIDS

v/vs Versus, against (in names of court cases)

VCT Voluntary counselling and HIV testing 

Abbreviations
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CONTACTS AND SERVICES

This is an A to Z list of some HIV- and AIDS-
related contacts and services, including the
addresses of bodies and departments for
taking up complaints and cases.

� AIDS Consortium
information & networking

Tel: 011 403 0265
Fax: 011 339 4450
Email: aidscons@global.co.za
Website: www.aidsconsortium.org.za

Continued on page 118

Resources



� AIDS Legal Network (ALN)
legal information & training

Tel: 021 447 8435

� AIDS Law Project (ALP)
legal and human rights information & support

Tel: 011 717 8600
Fax: 011 403 2341
Website: www.alp.org.za

� AIDS Training, Information and
Counselling Centre (ATICC)
Bloemfontein:
Tel: 051 405 8544 Fax: 051 405 8818
Cape Town: 
Tel: 021 797 3327 Fax: 021 797 3356
Durban:
Tel: 031 300 3104 Fax: 031 306 9294
East London:
Tel: 043 705 2620 Fax: 043 743 9743
Johannesburg:
Tel: 011 725 6711 Fax: 011 725 5966
Mamelodi: 
Tel: 012 308 5562 Fax: 012 308 8754
Nelspruit:
Tel: 013 759 2167 Fax: 013 752 3770
Pietermaritzburg:
Tel: 033 395 1612 Fax: 033 342 3245
Polokwane:
Tel: 015 290 2363 Fax: 015 290 2364
Port Elizabeth:
Tel: 041 506 1415 Fax: 041 506 1486
Pretoria:
Tel: 012 308 8743 Fax: 012 308 8754
Queenstown:
Tel: 045 807 2600 Fax: 045 838 3244 
Umtata:
Tel: 047 531 2763 Fax: 047 531 5186
Vanderbijlpark:
Tel: 016 950 5337 Fax: 016 981 9722
Witbank:
Tel: 013 690 6204 Fax: 013 690 6459 

� Commission for Conciliation, Mediation
and Arbitration (National Office)
workplace cases like unfair dismissal

Private Bag X94
Marshalltown 2107
Tel: 011 377 6625
Fax: 011 377 6658
Website: www.ccma.org.za

� Commission on Gender Equality
complaints about gender issues and abuses

10th Floor
Braamfontein Centre
23 Jorrissen Street
Braamfontein
Tel: 011 403 7182
Fax: 011 403 7188
Email: cgeinfo@cge.org.za
Website: www.cge.org.za

� Compensation Commission
complaints about workplace compensation

PO Box 955
Pretoria 0001
Tel: 012 319 9431
Fax: 012 323 8003
Email: pps@wcomp.gof.za

� Council for Medical Schemes
complaints about medical aid

The Registrar
Private Bag X34
Hatfield 0028
Tel: 012 431 0500
Website: www.medicalscheme.com

� Department of Correctional Services
Tel: 012 307 2000

� Department of Education
Tel: 012 312 5911

� Department of Health (National)
Chief Directorate: HIV, AIDS and TB
(Treatment, Care and Support)
Tel: 012 312 0132
Fax: 012 312 3121/2
AIDS Helpline:

0800 012322
Khomanani Circles of Support: 

0800 222 777
Website: www.health.gov.za

� Department of Justice
Tel: 012 315 1111
Fax: 012 326 0991
Website: www.doj.gof.za

� Department of Labour
Tel: 012 309 4313

� Department of Social Development
grants

Tel: 012 312 7500

� Health Professions Council
of South Africa (HPCSA)
complaints about doctors – has more power
than SAMA: see under ‘S’

PO Box 205 Pretoria 0001
Tel: 012 338 9300
Fax: 012 328 4895

� Hope Worldwide
community information & training,
including focus on prisons

National Office:
Tel: 011 984 4422 Fax: 011 984 9819
Cape Town: Tel/Fax: 021 361 8158
Durban: Tel/Fax: 031 261 9111
Port Elizabeth: Tel/Fax: 041 583 3728
Soweto: Tel: 011 984 4422 Fax: 011 984 9819
Umtata: Tel/Fax: 047 531 4491
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� Legal Aid Board (National Office)
lawyers to take up cases

Tel: 011 870 1480
Email: info@legal-8.co.za 

� Maintenance Courts 
Go to your nearest Magistrate’s Court
for assistance.

� Magistrates’ Courts
Call the Department of Justice to find out where
the Magistrate’s Court is in your area.

� National Association of People Living
With HIV/AIDS (NAPWA)
information & support for PLHAs

National Office:
Tel: 011 872 0975
Cell: 083 498 3912 or 082 793 0431
Email: napnat@sn.apc.org.za
Website: www.napwa.org.za

Contact NAPWA’s national office to get current
NAPWA regional contact numbers.

� Parliamentary Monitoring Group
information & updates on laws and debates
in national Parliament

Tel: 021 465 8885
Fax: 021 465 8887
Email: info@pmg.org.za
Website: www.pmg.org.za

� POLICY Project
technical help & training for HIV and AIDS advocacy

Tel: 021 685 4894
Fax: 021 685 6297
Email: polproj@mweb.co.za
Website: www.policyproject.com

� Psychologists’ Society of
South Africa (PSYSSA)
complaints about psychologists

The Ethics Committee
PO Box 74119 Lynwood Ridge 0040
Tel: 012 807 1340

� Public Protector
complaints about government corruption
or bad administration

Private Bag X677 Pretoria 0001
Tel: 012 322 2916
Fax: 012 322 5093
Email: publicprotector@hotmail.com
Website: www.politic.org.za

� Soul City 
information booklets

Tel: 011 643 5852
Fax: 011 643 6253
Jacana Education Tel: 011 648 1157
Email: soulcity@soulcity.org.za
Website: www.soulcity.org.za

� South African Human
Rights Commission
complaints about human rights issues and abuses

Private Bag 2700 Houghton 2041
Tel: 011 484 8300

� South African Nursing Council (SANC)
complaints about nurses

The Registrar, PO Box 1123 Pretoria 0001
Tel: 012 343 0121
Website: www.samedical.org

� South African Medical Association (SAMA)
complaints about doctors

PO Box 74789
Lynwood Ridge 0040
Tel: 012 481 2000

� United Nations Development Programme
(UNDP)
Greater Involvement of People Living
with HIV/AIDS (GIPA) Project
Tel: 012 354 8077
Website: www.undp.org

� Western Cape Networking AIDS Community
of South Africa (WC-NACOSA)
information & networking

Tel: 021 425 4308
Fax: 021 421 8754
Email: nacosawc@new.co.za
Website: www.wc-nacosa.co.za

� Young Positive Living Ambassadors (YPLA)
information & support for youth

Kimberley: 053 830 5780 
Nelspruit: 013 766 2354  
Polokwane: 015 291 367
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Write your own notes here 
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Write your own notes here 

�

121



Write your own notes here 
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How have you used TOOL 2: Rights in your personal life
and community work?

Is TOOL 2 easy to read? Can you find things easily
or are some things difficult to find?

What parts of TOOL 2 do you find most useful? Why?

What parts of TOOL 2 are not so useful? Why?

Does TOOL 2 give you enough information?
What can we add?

Do the stories, quotes and poems help you?
How?

Are the activities useful?
In what way?

Are there other issues we should cover in future tools
on rights?

Do you have any other comments to help us improve
TOOL 2?

Does TOOL 2 make you think of other topics and skills
we need in future toolkits for PLHAs?

PLEASE SEND YOUR FORM BACK TO THE NATIONAL DEPARTMENT OF HEALTH | PRIVATE BAG X828 | PRETORIA 0001 | TEL 012 312 0132 | FAX 012 312 3121

PLEASE FILL IN THIS EVALUATION FORM TO HELP US IMPROVE THE TOOLKIT IN FUTURETOOL 2 EVALUATION FORM

1 6

7

8

9

10

2

3

4

5
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�
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THIS TOOLKIT SHARES OUR EXPERIENCES OF GETTING TO THE OTHER SIDE OF

THE MOUNTAIN IN OUR LIVES AS PEOPLE LIVING WITH HIV AND AIDS (PLHAs).

THROUGH THE FACES AND VOICES OF PLHAs, AND MANY ACTIVITIES AND

GUIDELINES, THE TOOLKIT  GIVES US INFORMATION AND SKILLS TO SUPPORT

EACH OTHER, AND TO LIVE POSITIVELY AND OPENLY AS PLHAs.

TO THE OF THE

TOOL 2: Rights informs us about the links between human rights,

HIV and AIDS, and about our rights as PLHAs. This tool focuses on

how we can use our human rights to respond to HIV and AIDS, and

to protect our rights as PLHAs.

TOOL

TO THE

OF THE
The faces and voices of people living
with HIV and AIDS in South Afr ica

Rights
Knowing our  r ights  as  people
l iv ing wi th HIV and AIDS

TOOL

TO THE

OF THE
The faces and voices of people living
with HIV and AIDS in South Afr ica

Communication
Listening, speaking and writing effectively
as people living with HIV and AIDS

TOOL

TO THE

OF THE
The faces and voices of people living
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Before starting to use TOOL 3:

o Read the toolkit introduction booklet for
more information on the whole toolkit.

o Read the detailed contents list over the
page for more information on this tool.

Key words

o These are important words to do with
communicating as a PLHA.

o The first time we use a key word in
TOOL 3 it is bold green and we explain
it in a box in the margin. 

o The list of Key words at the back of
TOOL 3 lists all the key words in
alphabetical order and gives their
meanings. The Key words list leaves a
space for you to translate and explain
each word in another language that
you speak.

Cross-references

o Look in the margins for page references
that point you to information and
activities in other parts of TOOL 3 or in
other parts of the toolkit. You will need
to go to the pages mentioned to find
the information. 

Abbreviations

o The first time we use an abbreviation,
we spell it out in full.

o Check any abbreviations in the
Abbreviations list at the back of
TOOL 3.

Resources

o For more information, use the Resources
list at the back of TOOL 3, including
references, books, manuals, contacts,
services and websites.

Evaluation form

o Fill in and return the tear-out evaluation
form for TOOL 3 at the back.

Notebook

o We suggest you have a notebook to do
your toolkit work.

UUssiinngg  TOOL 3

o VOICES All the quotes, stories or
poems marked with this
symbol are from people
living with HIV and AIDS
(PLHAs). They share the
experience of living with

HIV or AIDS. These are the voices of
PLHAs from our toolkit workshop group
or development team, unless we show
that they are from other PLHAs. 

o ACTIVITY Throughout TOOL 3 there
are activities to help you
share experiences, to learn
from others or to practise
what you have learnt. You
can do these activities on

your own, with a friend or in a group.
A        marks a space for you to write
your ideas.

o GUIDELINES These are tips, ideas,
suggestions and answers
to guide you in using the
information and activities
in TOOL 3.

AAcc
ttiivv

iittyy

Guiding symbols

✐



HOW WILL THIS TOOL ON
COMMUNICATION HELP US? 2

o Why is communication important for
people living with HIV and AIDS? 2

o What is communication? 4

o What will we learn? 8

HOW CAN WE OPEN UP HIV
AND AIDS COMMUNICATION? 12

o What blocks us from communicating
effectively as PLHAs? 13

o How can we overcome community
and personal barriers? 16

HOW CAN WE PLAN BEFORE
WE COMMUNICATE? 20
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our planning? 26
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HELP US COMMUNICATE? 28
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our listening 36 

HOW CAN WE GIVE OUT
A POSITIVE IMAGE? 38

o How can we project who we are? 39

o How can we help shape our image? 41

o How can we stay in touch
with our feelings? 48

2

3
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ccoommmmuunniiccaattiioonn  hheellpp  uuss?

WWhhyy  iiss  ccoommmmuunniiccaattiioonn  iimmppoorrttaanntt
ffoorr  ppeeooppllee  lliivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS?

Communication is a big part of our lives as people living with HIV and
AIDS (PLHAs). By communicating, we express who we are – our feelings,
thoughts, emotions, fears, hopes and dreams. We are the faces and
voices of the HIV and AIDS epidemic.

Communication skills are skills we use every day in our lives, such as
listening, speaking and writing. These skills help us to be stronger,
more confident people at home, at work and in our communities.  

By improving our communication skills:

o We break the silence around living with HIV or AIDS, for example,
when we disclose and share our experiences as PLHAs.

o We become more effective in our HIV and AIDS support work,
eg counselling.

o We become more effective in our HIV and AIDS advocacy work,
eg fighting for our rights as PLHAs.

o We become stronger as we overcome challenges on our journey to
the other side of the mountain.

Good communication is at the heart of positive living as we live full
and healthy lives as PLHAs.

2

People living with HIV
and AIDS (PLHAs) What
we call ourselves as people
who are living positive and
meaningful lives with HIV
or AIDS. For one person,
we say person living with
HIV or AIDS (PLHA).
...........................................

Disclose To share
something you were not
open about before.
........................................... 

Advocacy
To work for change.
........................................... 

Positive living To live
life to the full, to have a
healthy lifestyle and to be
a positive role model for
other PLHAs.

1



Do you communicate well?

TOOL 3 aims to develop and improve our communication skills to
clearly get across our personal and public messages as PLHAs.  
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“As a person living with
HIV, communication is a
big challenge to me.
Once you have started
disclosing, you live with
communication as part of
your life skills every day.
Wherever you go, people
will stop you to ask
questions, and you
have to do presentations
to different levels of
people. For me, it’s the
way of educating people
about HIV/AIDS and
showing my feelings
about being a PLHA.”

NOMZI TSHABALALA

Messages The information
or ideas we want to pass
on to other people.

AAccttiivviittyy

1. Ask yourself these questions and write down your thoughts:

o How do I express myself when I communicate with other people?

o Am I a good listener?

o How do people see me?

o Do I speak clearly?

o Do I write in a way that people can understand me?

2. Share your thoughts with a friend.
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4

WWhhaatt  iiss  ccoommmmuunniiccaattiioonn?

Now we will take a step back and look at the meaning of
communication in our personal and public lives as PLHAs.

As people and as PLHAs, we communicate every day in many ways,
for example, when we listen, talk, write, think, pray or touch.

There are different ways of explaining ‘communication’.
Here is one idea:

“Communication is shared meaning. It does not always mean that
people agree, but that they understand each other.”

Thoughts of NDEBI, a paralegal community worker, ICJ

Ndebi is saying there must be some understanding for communication
to be effective. In other words, we can only share meaning when we
understand each other.

Communicating as people living with HIV and AIDS

“Communication changes
my lifestyle – it’s about
sharing ideas and meeting
people. It gives me dignity

and respect, and
moral support from
the community.”

DIKELEDI MOTSOMAESI

AAcc
ttiivv

iittyy

1. Write down what communication means to you as a PLHA. Then compare your ideas
with Lebo’s:

“Communication is the way two people meet together. For example, trying to
understand what a person who is not a PLHA means by a question in an
awareness workshop.”

OLEBOGENG TALAKASI

2. As you read these stories from people living openly 
with HIV and AIDS, think about these questions:

o What has communication meant for Valencia, Nkosi
and Nomfundo?

o How did communication help them to change their situation?  

o Have you experienced similar feelings?
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“For me,
communication
is about teaching people
to come out and be strong
at heart. And getting men
to disclose.”

ELSIE BOGATSWE

“Communication is
two-way speech, that can
be verbal and non-verbal.
It’s about changing
people’s perceptions
about HIV/AIDS by
sharing a clear and
consistent story.”

ERNEST SAILA

“I think that by being silent I made myself very ill and depressed. By talking to other
people, visiting other people who are HIV positive, talking to each other, discussing your
problems, you become relieved.”

VALENCIA MOFOKENG in Living Openly

“The first day I didn’t tell anybody that I have AIDS but I think they knew. There
was one boy that I’m sure doesn’t like me. He will greet me but if I go near

him, he moves away. If I go to touch other boys he says, ‘Don’t go near him,
don’t touch him!’ My friend Aubrey says, ‘Why not?’ and he says, ‘Because
he’s got that sickness’. Aubrey tells him it’s not dangerous.”

NKOSI JOHNSON in Living Openly

“Communication relieves or unloads the problems I’ve
had. If we could be more free to communicate in all places
we go to, we would destigmatise HIV.”

NOMFUNDO XOTYENI

3. Now, from your own experience, tell a short story
or write a poem to show how communicating helps
us as PLHAs.
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This is how Daisy creatively shares her story of living with HIV:

6

MY JOURNEY

“The moon is bright, the stars are shining and suddenly comes
darkness. I stumbled through the darkness not knowing which way
to go. There was neither moon nor stars, and I wondered what now?

The earth moved, the days went by, but I was motionless with no
desire to move forward …

I died inside because of my silence. All I needed was to utter one
word ‘Help’ so loud that the world could hear me.

I lived, I died, and Iived once more because I broke the silence. 
Now the moon is bright and the stars are shining once again.
The darkness has disappeared.”

LOETO LA ME

“Ngwedi ya galalela, dinaledi di a phatsima le lefifi la itelekela fa
gautshwane. Ka itataisa mo gare ga lefifi ke saitse ko keyang teng. 
Go ne go se na ngwedi kgotsa dinaledi, ke ile ka makala gore ke eng
jaanong?

Lefatshe la tsamaya, le matsatsi, mme ke eme fela ke se na moko 
kgotsa keletso ya go gatela pele …

Ke swetse ka fa gare ka ntlha ya go didimala. Se ke neng ke se batla
e ne e le go buwa lentswe le lengwe ‘Thusa’ ke goeletsa gore lefatshe
le nkutlwe.Ke tshedile, ka swa, le go tshela gape gonne ke thubile 
tidimalo. Jaanong ngwedi e a phatsima le dinaledi di a galalela gape.
Lefifi la nyelelela.”
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Communication can be a powerful tool for us as PLHAs, for example,
through communicating, we tell our story of how we first experienced
living with HIV.

These stories inspire us. Yet they also show us that there are often
things that stand in the way of open and effective communication
on the sensitive issues surrounding HIV and AIDS.

We will now look at how TOOL 3 will help us develop our
communication skills and help us reach the other side of the
mountain in our lives.

WWhhaatt  wwiillll  wwee  lleeaarrnn?

What do you want to learn?

8

AAcc
ttiivv

iittyy

1. On your own or with a friend, think about what you wrote down in the activity on
page 3 about how well you communicate.

2. Now write down: what would you like to learn in this tool to improve your
communication skills? If you are working with someone, then discuss your thoughts.

“Before I was positive,
communication was
clear-cut. Now I feel
not understood because
people are not quite in

my shoes. They don’t
always get my
message. They can
only imagine –
if they could only
understand!”

ELAINE MAANE



WWhhaatt  wwii ll ll   wwee  ccoovveerr ?

Communication skills is a very big topic. TOOL 3 tries to respond to
our communication needs as PLHAs by choosing some key skills for us
to develop and practise, for example, planning, listening, speaking and
writing skills.

We will focus on:

o How we can start talking openly about HIV and AIDS (Part 2).

o Planning skills to use before we communicate (Part 3).

o Listening skills to help us communicate more effectively (Part 4).

o How we can give out a positive image when we communicate
(Part 5).

o How we can improve our speaking skills (Part 6).

o How we can improve our writing skills (Part 7).

WWhhaatt  wwii ll ll   TOOL 3 hhee llpp  yyoouu  ttoo  ddoo ?

At the end of TOOL 3, you should be able to:

o Be aware of what blocks you from communicating freely about HIV
and AIDS, and what you can do to overcome these challenges.

o Improve your planning skills to prepare messages for different
listeners and readers.

o Sharpen your listening skills to help you communicate more
effectively.

o Give out a positive picture of who you are as a person and as
a PLHA.

o Start delivering clear and persuasive messages whenever you speak,
including doing talks and public presentations.

o Improve your personal and public writing skills so that what you say
is well structured and easy to understand.
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We suggest that you go through Parts 1 to 5 of TOOL 3. Then:

o If you want to sharpen your speaking skills, read and use
Part 6 How can we speak effectively? 

o If you need to improve your writing skills, you can go straight
from Part 5 to Part 7 How can we write effectively? 

HHooww  ccaann  yyoouu  uussee  TOOL 3 wwiitthh  tthhee  rree sstt  ooff  tthhee  ttoooo llkkiitt ?

Please use TOOL 3 together with the other parts of the toolkit:

o TOOL 1 Disclosure

Information and skills on sharing that you are living with
HIV or AIDS.

o TOOL 2 Rights

Information and skills on knowing and using your rights
as a PLHA.

o TOOL 4 Facilitation

Information and skills on facilitating effectively as a PLHA.

o TOOL 5 Advocacy

Information and skills on working for change on
HIV and AIDS issues.

This is how Portia plans to use the different tools:

“I will read my personal stories in the toolkit to
motivate me. Then I will run workshops in the
community to make people aware of the contents
of the toolkit. I will use Tool 3: Communication
first and then Tool 1: Disclosure because we need
to sharpen our communication skills to help us
disclose. To improve my workshop skills, I will look
at Tool 4: Facilitation.”

PORTIA

10



HHooww  wwii ll ll   wwee  ll eeaarrnn ?

We will learn through reading, talking, writing and doing lots of
activities on our own or with other people.

“Let the learning experience be a festival of participation!”

GRAFFITI on a workshop wall, Kenya

We learn best by doing things, and by sharing experiences and ideas.

So the spirit of TOOL 3 is let’s learn and teach each other!

We hope you will draw strength from the voices of the PLHAs in our
toolkit workshop group. And that this will encourage you to start
communicating more openly about living with HIV or AIDS.
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12

HHooww  ccaann  wwee  ooppeenn  uupp  HHIIVV
aanndd  AAIIDDSS  ccoommmmuunniiccaattiioonn?

One of our biggest challenges as PLHAs is to communicate openly
about how we live positively with HIV or AIDS, and to get people in
our community talking freely about HIV and AIDS.

WWhheenn  ddoo  wwee  ccoommmmuunniiccaattee ?

We have many opportunities to communicate, for example, when we:

o Talk face-to-face to family and friends.

o Speak on the telephone.

o Chat to people on public transport, in shops, during sport and
at work.

o Write a message, letter or an information pamphlet.

o Send a fax or email message.

o Listen to the radio, to TV or to music.

o Tell a story or write a poem to share our experiences,
eg at a community event, in a newspaper or on the radio.

o Sing a song or act out a play to express our feelings.

o Design and put up a poster about a meeting.

We use different methods to carry our message, eg speeches, chat
shows, radio adverts, phone calls, letters, emails, booklets, pamphlets
and magazine articles.

2

“I want to communicate
freely, not whisper about

my status. We
need open
communication
to fight stigma.”

NOMFUNDO XOTYENI
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WWhhaatt  bblloocckkss  uuss  ffrroomm  ccoommmmuunniiccaattiinngg
eeffffeeccttiivveellyy  aass  PPLLHHAAss?

Barriers are like roadblocks – they stop or block us from going 
somewhere or achieving an aim. It’s easy to chat about the weather, 
but not so easy to talk about living with HIV or AIDS. Why?

Identifying your barriers

Barriers Things that stop
you from communicating,
eg that you are living
with HIV.
........................................... 

HIV status Whether you
test HIV negative or
HIV positive.

AAccttiivviittyy
Read this story on your own or with a friend:

Ziekie is living with HIV. After a long time, he has started to disclose to some family and
friends, but not yet to people at work. One day he notices that Pauline, a work colleague,
is looking very stressed and tired.

Ziekie remembers that Pauline has been off work a bit lately, and that she sometimes
asks to lie down for a while when things are quiet at work. Ziekie wants to say “Are you
okay?”, but something is holding him back.

1. What do you think is stopping Ziekie from talking to Pauline? Have you ever been in
a similar situation?

2. List the things that you think stop many South Africans from speaking openly about
HIV, AIDS and related issues.

3. Now write down what stops you from talking about your own personal situation,
eg your HIV status, health, fears and hopes. 

4. Try to sum up and say: what is it that makes it harder to talk about yourself, rather
than to talk about an issue that affects other people?

Now compare your thoughts with the community and personal barriers we list on
pages 14 and 15.

“Anger, fear, stigma
and language block me
from communicating 
as a PLHA.”

ELSIE BOGATSWE
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CCoommmmuunniittyy  bbaarrrriieerr ss

Some of the barriers to talking about HIV and AIDS in South Africa are:

o The stigma around HIV and AIDS.

o Silence – the fact that many people do not talk about HIV and AIDS.

o People being scared to have an HIV test.

o Denial about the existence of HIV and the fact that HIV causes AIDS.

o Ignorance and lack of information about HIV and AIDS.

o Everyone’s right to privacy and confidentiality about their
HIV status.

o Many people not having access to HIV and AIDS treatment.

o Discrimination and violence against people living with HIV or AIDS.

o Gender and the roles women, men, girls and boys are often expected
to play in society.

o People not being prepared to change attitudes and behaviour around
sex and relationships.

o Cultural, social and religious beliefs and attitudes, eg not talking
about sex, discouraging the use of condoms.

o Attitudes of some doctors, nurses and community health workers,
eg linking infections to ways of behaving.

o Lack of community support for PLHAs.

14

“I still get embarrassed in
condom demonstrations.

Yet I know it’s
important to show
and not just talk.
The tough thing is

choosing the right
words for the
audience. You
say ‘X’ and they
perceive ‘Y’. They
are thinking,
‘She’s got HIV’,
‘She sleeps

around’. Gender clouds
the perceptions and
responses from men.”

NOMANGWANE NKOSI

“Stigma or discrimination
can break communication.
Sometimes you talk to 
people who do not 
understand the difference

between HIV and
AIDS. They can
say to you, ‘You
have AIDS’ when
you stop and
talk to him/her.”

OLEBOGENG TALAKASI

Stigma Negative attitudes
and beliefs about us as
people living with HIV 
and AIDS.
........................................... 

Denial When you refuse to
accept that something is
real or is happening.
........................................... 

Confidentiality To share
personal and sensitive
information with the 
understanding that the 
person you are telling will
keep it to him or herself.
........................................... 

Access To get or use
something, eg a grant
or treatment.
........................................... 

Discrimination To treat
someone differently, usually
in an unfair way.
........................................... 

Gender The social roles we
are expected to play as men
and women.

“People should know their status before they can
point fingers at me as a PLHA. We need to give
them information and make them aware that HIV
is everyone’s concern. If we are not infected, we
are affected.”

DAISY



PPeerrss oonnaall  bbaarrrriieerr ss

Community barriers stop us from speaking or writing about our personal
situation. Personal barriers also block us as PLHAs from sharing our
feelings and experiences. We are blocked from communicating when:

o We are in denial after testing HIV positive.

o We find it hard to start disclosing.

o We have never been encouraged to share our innermost 
feelings.

o We are by nature a quiet or very private person.

o We think negatively about ourselves because we are living with HIV –
this is called internal stigma or ‘self-stigma’. 

o We are worried about negative reactions from others.

o We don’t want to take the risk of trusting the people we may 
disclose to.

o We are worried about how disclosing will affect our loved ones, 
eg our elderly parent, our child.

o We need more time, support and counselling until we are ready 
to disclose.

o We are not confident about our speaking and writing.

o We cannot forgive ourselves for things that have happened in 
the past.

o We are not feeling physically and mentally strong.
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Internal stigma When we
have negative thoughts,
beliefs and attitudes about
ourselves because of the
way other people see us 
as PLHAs.

“We don’t
communicate
with ourselves
because of
internalised stigma.
Communication is about
communicating with
ourselves. It’s about living
life to the fullest with HIV.”

TSHOLOFELO MOHALANYANE

“I worried about how
disclosure will affect my
loved ones, our family and
children. I also worried
about negative
reactions from
the community.”

NOMZI TSHABALALA

For more on internal
stigma, see TOOL 1 on
page 22. 



HHooww  ccaann  wwee  oovveerrccoommee  ccoommmmuunniittyy
aanndd  ppeerrssoonnaall  bbaarrrriieerrss?

Nomawetu tells us how she came to accept living with HIV:
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THE DEAL OF MY LIFE

“… For a moment I thought my life was done
Making a choice between life and death was no game
Then somebody told me,
It is not the end of the road
I chose to live …

I made a deal with her
The deal that saved my life
I gently said to her
If you let me live, I will let you live too …

Today we are great friends
We have learned to live together in harmony.”

I S IGQIBO NGOBOMI BAM

“… Kwafika, okomzuzwana, ingcinga yokuba kwakuphelile ngobomi bam
Ukukhetha phakathi kobomi nokufa yayingeyondlalo.
Suka ndachazelwa ngumntu
Ukuba asisosiphelo esi,
Ndaze ndakhetha ukuphila …

Ndenza isigqibo naye
Isigqibo esasindisa ubomi bam
Ndathi kuye, ngobunono
Ukuba uyandivumela ndiphile, nawe ndiya kukuvumela uphile …

Namhlanje singabahlobo bokwenene
Sifunde ukuphila kunye ngemvisiswano.”

NOMAWETU SHUMANI
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AAcc
ttiivv

iittyy

Read this story:

Miriam shared her HIV positive test result with her mother because they have always
been close. But now Miriam is scared to tell friends because of negative attitudes in her
community. People say that “people with HIV are bad and sleep around”.

Negative attitudes are the barrier stopping Miriam from disclosing to friends. As a way
to start overcoming this barrier, Miriam talks to her mom. After this, Miriam decides
that she is ready. She will choose one friend that she really trusts and talk to her.

1. Use Miriam’s story as an example to think about yourself: 

o What are the key things blocking you from communicating effectively as a PLHA?
These can be community or personal barriers. Look back at the lists of barriers
on pages 14 and 15.

o Try to list 3 barriers.

2. How can you overcome these barriers? For each barrier, write down a practical way
(a ‘solution’) of starting to face or overcome the barrier. Use the chart on page 19.

Throughout our lives, we may face the challenge of overcoming 
community and personal barriers. But we can at least start to find ways
of doing this step-by-step. Remember: one step leads to the next step!
Living with HIV gives us the opportunity to overcome these barriers.

The words of Nomawetu, Elaine, George and Portia show us the
importance of living our lives with a positive spirit. We will talk a lot
more about using positive language and getting across messages on
positive living with HIV or AIDS.

The next activity helps us develop practical ways to overcome our 
communication barriers.

Overcoming your communication barriers

Positive language
Language that talks
positively about us as
people living with HIV
and AIDS.

“We can overcome our 
barriers by not

giving up and
by coming up
with ways of
communicating in

a different way.”

ELAINE MAANE

“When people use
negative words to describe
HIV/AIDS, we need to 
educate them, stay focused

and challenge them
by living openly
about our
HIV status.”

GEORGE MANGOENYANE

For more on getting across
positive messages,
see page 38 onwards.



When we start improving our communication skills, we take a big step
towards overcoming our communication barriers – or at least, making
them smaller and easier to handle. 
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UUsseeffuull  TTIIPPSS
ffrroomm  tthhiiss  aaccttiivviittyy

o Let’s try to see barriers
as ‘challenges’. Then
we can come up with
a creative way of starting
to overcome these
challenges.o Let’s get ideas on
solutions from sharing
our own experience,
and from talking to and
learning from other
people living with HIV
and AIDS.

Barrier Solution

3. Compare your barriers and solutions with these ideas from our toolkit workshop group:

Barrier Solution  

Fear  Confront it, see yourself as a fighter, and encourage 
voluntary counselling and HIV testing (VCT)

Denial Get counselling and work towards acceptance

Stigma and negative attitudes Run community workshops, raise awareness 
and speak out

Discrimination Challenge, give information, get legal advice and
claim your legal rights

Lack of support Keep talking and join a support group  

Family Educate them

Attitude of health professionals Challenge them

Culture Give information that links with culture, and
work with elders

Low self-esteem Believe in yourself

Assertiveness Don’t allow yourself to be a doormat

Privacy and confidentiality Be honest, give and receive love, care and support

Lack of information and skills Go to clinics and hospitals, attend HIV and AIDS
workshops, and search for more information

✐

“With me, there are no
barriers at all. As long as I
plan the facts and points I
want to communicate,
there’s nothing that can
stop me. I just need to
improve my confidence.”

PORTIA
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wwee  ccoommmmuunniiccaattee?

Careful planning before we speak or write will make us better 
communicators – think of good planning as halfway to getting our 
message across effectively.

Do you plan?

There are usually 2 things we do when we plan our communication:

o We think about who we are communicating with and what we want
to say, and 

o We write down our thoughts.

Or, sometimes we plan naturally without thinking too much about it or
writing it down.

We can develop our communication skills if we have guidelines to help
us plan our messages in a more organised way.

First let’s understand why planning is so important.

20

3

“Sometimes we plan
at a level that is too
advanced. We realise
people may need the

basics first, like,
‘What is HIV?’”

NOMFUNDO XOTYENI

AAcc
ttiivv

iittyy

Ask yourself these questions about the way you communicate:

1. Do I plan before I write or speak?  

2. How do I plan?



WWhhyy  ddoo  wwee  nneeeedd  ttoo  ppllaann?

Sometimes our message comes out differently to what we wanted.
When we communicate, we aim to reach our listeners and readers with
an effective message. We plan because we want them to understand our
message clearly.

So we should plan our message for our listeners or readers.
We must know our audience. For example, are we preparing to:

o Chat to family members?

o Give a general community talk on the radio?

o Write to our local council?

o Distribute an information pamphlet to people at work?

MMeess ssaaggeess ::   aann  eevveerryyddaayy  eexxaammppllee

When you phone someone and they are out, you leave a message. 
Can you remember when you left a confusing message because you 
didn’t expect the person you were phoning to be out?

The message is what we want to get across to our listener. Our message
should include what we want our listener to know and do. 

If we don’t plan our message for our particular listener, then our listener
will not know what message to pass on. Imagine if a young child answers
the phone. Will you leave a detailed message, or just ask her to tell her
brother to phone you back?

The next activity encourages us to plan well to deliver a clear message,
and to start being more aware about the language we use.
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“I once went on a roadshow
to show young people
there is still life after
being HIV positive. Maybe
I lacked communication
skills, because some
believed me, while
others said I was
brought by the
Government to
lie to them as I
was still healthy.”

BOITUMELO MHIKO
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AAcc
ttiivv

iittyy
Is the message clear?UUsseeffuull  TTIIPPSS

ffrroomm  tthhiiss  aaccttiivviittyy

o When we plan, we
need to be very clear
who we are writing for
or speaking to. In our
example, the cartoon is
aimed at the general
community readers of
the Sowetan.o When we plan, we must
also think about what we
are trying to do with our
message. If our aim is to
overcome barriers like
stigma and discrimination
in our community, then
we should avoid using
insensitive words like
“sufferer” because this
can undo the good work
of our message.

“Sufferer” is an example
of using negative
language instead of
positive language to
describe who we are.

Negative language
Language that talks about
HIV, AIDS and PLHAs in a
negative way.

Look closely look at this newspaper cartoon. This was drawn in 1997 when
Nkosi Johnson was at first not allowed to attend a primary school.

1. What is the message of this cartoon?

2. Which readers do you think the artist planned to reach?

3. What do you think of using the word “sufferer”?
How does this affect the message?

For more on getting across
positive messages,
see page 38 onwards.

For more information and
examples on negative and
positive language, see
page 42 onwards.
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“We need to write at the
level of our audience and
talk to them in a language
they can easily understand.” 

WORKSHOP PARTICIPANT

Plain language To speak
or write in easy, everyday 
language to get our HIV and
AIDS messages across clearly.
........................................... 

Personal language To talk
directly to our readers and
listeners, eg using words
like we, us and you.

HHooww  ccaann  wwee  ppllaann  iinn  aa  ppllaaiinn  aanndd  eeaassyy  wwaayy?

In HIV and AIDS communication, we should try to talk and write in
understandable, everyday language.

WWhhaatt  ii ss   pp llaaiinn  llaanngguuaaggee ?

Plain language is language that is easy to understand because it is
well structured, clear, to the point and personal. 

As PLHAs, this means that whenever we communicate, we should:

o Identify our listeners and readers, and then plan around their needs.

o In all South African languages, write and speak at a level that our
listeners and readers can understand.

In other words, plain language is about ‘telling it the way it is’, but still
being sensitive to the way people will receive our message.

Adapted from TAC, 2001

See how the plain language example uses simpler words, and identifies
directly with readers by using personal language like “we” and “our”.

A plain language way of communicating uses methods, examples and
stories to plan and get across a message that our listeners and readers
can feel and relate to.

Example of difficult language

When a sick patient’s immune suppression system has deteriorated to the
extent that the patient is unable to withstand germs that cause disease,
these germs and diseases are referred to as ‘Opportunistic Infections’.

Same example in plain language

We get weaker when our immune system is not strong enough to fight
germs. These germs then cause illnesses called Opportunistic Infections.

For more, see plain
speaking examples on
page 62 and plain writing
examples on page 89.
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AAcc
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Speaking plainly in all South African languagesSSoommee  BBEENNEEFFIITTSS ooff  

uussiinngg  ppllaaiinn  llaanngguuaaggee

o We can plan and deliver
our HIV and AIDS
messages more easily.o We can reach people 
creatively with songs,
poems and plays.o People understand our
message better and
will be more aware.o People will remember the
heart of our message.

Practise using plain language to explain voluntary counselling and testing (VCT) to a friend.

Do this in English and then in another South African language to get used to the idea of
using plain language in all the languages you speak.

PLANNING THEMES

Here are 6 guiding themes to help us when we plan our message:

The aim

o Think about why we are communicating.

o Know what we want to achieve.

The people

o Know who are we communicating with.

o Plan our message for our listeners and readers – talk to their
needs, fears, questions, hopes and dreams.

The structure

o Organise our message in an order that people will follow.

o Put our main message first.

1

2

3

6



Now let’s practise using the 6 themes to organise our planning,
and to start thinking about how we adapt our planning for
different audiences.

Planning a ‘positive living’ talk
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Layout The way our 
message looks on the page,
eg headings, the space left
open, the drawings, the size
of the letters. 

1. Imagine you have to prepare a short talk on Positive living with HIV. Your audience is
the youth sector in your community:

o Use the 6 themes to help you start planning the talk.  

o Discuss and write a few points under each theme to guide you in your planning.

2. Now discuss: which parts of your planning would change if your audience is people
at your workplace.

The method

o Decide how we will get our message across.

o Try to use different available methods such as talks, interviews,
music, posters, pamphlets and letters.

The style

Prepare our message to have:

o Easy words

o Personal and sensitive language

o Local examples and stories.

The look

o Plan an exciting way of presenting when we talk.

o Plan an easy-to-read layout when we write.

AAccttiivviittyy

4

5

6
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The 6 themes give us the big picture of what we need to plan. Now we
will go through 6 key questions to help us plan exactly what we want to
say or write, and how we will do this.

Let’s ask ourselves some of these more detailed questions when we
plan to write or speak as PLHAs: 

26

“I like to learn more 
about the audience to 
communicate my 
message in the correct 
language and to ensure
that the message is 
clearly understood.”

PORTIA

1

2

PLANNING QUESTIONS

WHY? My aim

Why am I speaking or writing?  

o To pass on information?

o To give advice?

o To raise awareness?

o To persuade and change ideas?

o To encourage action?

o To motivate?

WHO? My audience

Who am I speaking or writing to?

o To one person?

o To the community?

o Who are my main listeners or readers?

o Which languages do they understand?

o What is their literacy level?

o What are their ages?

o How many people will be there?

WHAT? Content of my message and
action needed

What do I want to say?

o What do my listeners or readers
know already?

o What do they experience in their own lives?

o What new information can build on this
knowledge and experience?

o What points will I emphasise?

o How much detail will I go into?

What do I want my listeners
or readers to do?

o What do I want my listeners or readers to
think about?

o What actions do I want them to take?

o How can they get more information or help?

3

6



This activity helps us practise doing more detailed planning with these
guiding questions.

Planning with key questions
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1. Take out the notes you made in the activity on page 25 to talk to youth about
Positive living with HIV. 

2. Now plan this talk in more detail using the 6 planning questions.
Make point-form notes to help you plan the talk.

AAccttiivviittyy

Point-form notes To list our
speaking notes in very short
points, not full sentences.

4 HOW? Delivery of my message

How will I get my message across?

o What structure and methods will I use?

o How can I use a plain language style?

o How can I challenge and involve my
listeners or readers?

o Which language will I use and will some people
need translation?

o How can my presentation style be
listener-friendly?

o How can I make my layout reader-friendly?

WHEN? Time

When will I communicate?

o How much time do I have to speak?

o How much time is there for questions,
answers and discussion?

o What time of the day will I be talking?

o Are there other speakers before me?

o Will people have time to read what I
have written?

o When will they receive my writing?

5

6 WHERE? Place

Where will I communicate?

o Will I see my listeners face-to-face?

o Where will I be speaking?

o How does the venue affect the way I communicate? Size? Noise?

o How will my written communication reach my readers? By post? By hand? By fax?



CC
oomm

mm
uu

nn
iicc

aa
tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN HHooww  ccaann  ggoooodd  lliisstteenniinngg  

hheellpp  uuss  ccoommmmuunniiccaattee?

WWhhaatt  iiss  lliisstteenniinngg?

Good listening leads to good communication. Listening is a very 
important skill that we need when we communicate on the sensitive
issues around HIV and AIDS, eg during disclosing or counselling.

When we listen, we always learn. For example, through listening we
get information and discover people’s attitudes on HIV and AIDS.

Sometimes when we speak, we think people are hearing us, but are
they really listening to what we are saying?

28

“As a PLHA, I see
communication 
as respect, 
understanding 

and listening.”

BOITUMELO MHIKO

4
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Carefully read this cartoon from 1996 when Nelson Mandela was our President:

1. What happened to Madiba’s original message? Why did it end up as a rumour that he
had a heart attack?

2. What does this cartoon teach us about listening skills?

3. What are some of the barriers that stop us from listening effectively? Write these
down – think of the cartoon and also add your own ideas.

UUsseeffuull  TTIIPPSS
ffrroomm  tthhiiss  aaccttiivviittyy

o Bad listening can
lead to rumours and
false information. We 
sometimes change what
we hear or what we think
we hear. We do this when
we do not listen carefully
or because we want the
message we hear to fit in
with the way we think.o Some of the barriers
to HIV and AIDS
communication can
get in the way of
listening, eg stigma,
social attitudes.o Other general barriers
(not linked to HIV and
AIDS) can also block
communication and
effective listening,
eg not concentrating,
not having enough time,
too much noise, feeling
cold or hungry.

What happened to the message?
AAccttiivviittyy
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WWhheenn  aarree  wwee  ll ii sstteenneerr ss ?

As PLHAs, when do we need to listen? The answer to this question
depends on the situation – we may need to listen before, during and
after we communicate.  

Here are a few examples of when we need to listen and the 
communication skills we use:

Situations when we listen

Everyday chatting

Advice-giving

Counselling

Before public meeting or
radio show

During public meeting or
radio show

After public meeting or
radio show 

When do you listen?

“When there’s someone
who doesn’t want to listen,

I stop the group
and ask the
person what

the aim of the
support group is.”

ELSIE BOGATSWE

What we do

Listen and reply

Listen, make notes and advise

Listen and give support

Listen and make notes

Listen, speak and answer
questions

Listen to comments and
make notes

✐

Think about your listening skills and write down your thoughts:

1. When are you a listener in your HIV and AIDS work?  

2. What is your role in these listening situations?

Add your examples for questions 1 and 2 in the spaces in the chart on this page.

AAcc
ttiivv

iittyy



HHooww  ccaann  wwee  iimmpprroovvee  oouurr  lliisstteenniinngg?

Good listening needs lots of practice. Let’s focus on improving our 
listening skills to overcome our barriers and make us better 
communicators as PLHAs.

Do you listen well?
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1. Are you a good listener? Why?  

2. Has anyone given you feedback on your listening skills? What did they say?

AAccttiivviittyy

When you read our listening guidelines, think about what you have
said about your own listening skills.

Feedback To give or receive
comments about a talk or
some writing with the aim
of improving in the future. 

“It becomes a
problem when 
we also need to
share and we
interrupt the
speaker with
our story. We
may end up
not listening
to them. It’s
better if we make time to
deal with our issues later.”

MOTLALEPULE MAINE
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AAccttiivvee  lliisstteenniinngg

A good listener is an
active listener.  

Active listening is making
speakers feel that:o They have our full

concentration, eg we
keep eye-contact with
the speaker.o We are ‘there’ for them,
eg we nod. o They have our support,
eg we say “yes”, “I know”.o We are really listening,
eg we listen: . For feelings (what the

person expresses) and . For facts (what
they are trying to
communicate).

The opposite of active
listening is passive listening,
when we for example:o Show no interest.o Never respond.o Look down or look away.o Think about what we

want to say next or
about other things.

Here is a list of guidelines on some of the do’s and don’ts of listening.  

LISTENING GUIDELINES

Do

o Prepare well so you are clear on what you are listening for.

o Keep eye-contact as much as possible.

o Concentrate.

o Show interest.

o Be understanding and supportive.

o Think how you would feel if you were in the speaker’s shoes.

o Try to pick out the key message, issue or problem.

o Stay silent when this is needed.

o Ask sensitive questions when this is helpful and possible.

o Be in the best possible sitting or standing position to listen.

Do not

o Lose your listening position or eye-contact.

o Interrupt the speaker, unless very urgent.

o Give advice, unless someone asks for it.

o Be too emotional, unless this is helpful, eg to give support.

o Argue or allow yourself to be provoked into an argument.

o Judge an issue before you have heard the full story.

o Jump to conclusions before you have had a chance to think.

o Think about other things while someone is talking to you.

When we practise listening, we should also think about the barriers
people experience when listening to us. For example, we may block
someone else’s listening when:

o We use difficult or unclear language.

o We carry on talking for a long time without pausing.
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Because of the difficult issues involved in talking about HIV and AIDS,
we often have to cope with silence – our own silence or the silence of
people we are talking to. At first we may think the silence is just a part
of passive listening, but it can be because of deep feelings like shock,
shame, anger or guilt.

Silence is a form of communication and a barrier to communication.  

People will show us their silence by staying quiet, and also by signs
like folding their arms and looking confused.

Responding to silence

34

“It’s really hard when 
you don’t get a response.
When someone sits like a
statue. Or lets you know
non-verbally ‘it’s enough’.
Silence can be hard to 
handle. How do you forgive
a person when you don’t
get any response?

Sometimes I also don’t 
feel like communicating. 
I’ll just sit quietly in 
the corner.”

PORTIA AAcc
ttiivv

iittyy

Silence can be very stressful. We need to find ways of respecting silence and responding
to it in a supportive way. 

Think of a moment in your life when you were faced with silence when you wanted to
talk to someone. How did you deal with it?

UUsseeffuull   TTIIPPSS  oonn  rree ssppoonnddiinngg  ttoo  ss ii ll eennccee

o Let the person know it’s okay to be quiet.

o Say something to show your love and support.

o Give a gentle hug or touch, if this feels right.

“Body language
is louder
than words.”

JASON

WESSENAAR

For more on body language,
see page 60.



The next activity helps you to practise using the listening guidelines
to be an active and supportive listener.

Listening actively and supportively
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UUsseeffuull  TTIIPPSS
ffrroomm  tthhiiss  aaccttiivviittyy

o Can you feel the
difference between face-
to-face and back-to-back
listening? Remember,
even if you are not
physically with someone
(eg talking on the
phone), you can still
listen actively by saying
things like “Yes” and
“I understand” to let
them know you are 
with them’.o When we listen, we
should be aware of our
body language. Body
language is also called
‘non-verbal language’.
These are the signs we
give the speaker through
things like eye-contact,
nodding and hand
movements. These
signs are positive and
encouraging to the
speaker, and show that
you are listening actively. 

Body language is also
very important when 
we are speaking and
presenting. 

Body language The signs
we give a person who is
talking to us or watching us,
eg showing we are interested
in what they are saying.

Let’s learn from what we do in practical exercises like this. We should try
to see our ‘mistakes’ or difficulties as challenges to improve in future.

AAccttiivviittyy

Work with a friend to do these listening exercises:

1. Face-to-face listening

o Let one person be the speaker and the other one the listener.

o Imagine this is an advice-giving or counselling situation when you are sitting 
face-to-face with someone.

o The speaker chooses his/her own personal issue to discuss.

o The listener tries to listen actively and supportively, and can talk when this
is helpful.

o Continue for about 5 minutes.

o After 5 minutes, the speaker gives the listener feedback on how good the 
listening was. The listener can say how he/she felt as a listener.

2. Back-to-back listening

o The speaker and listener now swop around.

o You are still in an advice-giving or counselling situation, but this time it is on 
the phone. Sit back-to-back so that you cannot see each other.

o Follow the same steps as you did with face-to-face listening.

o When you do the feedback, share how the back-to-back listening experience was
different from doing it face-to-face.
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Summarising is a very important writing and speaking skill that can
make us stronger communicators as PLHAs.  

When we summarise, we say in a short way or express in another way
what the speaker has been saying. Summarising goes together with 
listening, as you cannot sum up what someone has said unless you
were listening properly. 

Example: Vuyiswa’s story

“Disclosure is a big challenge to deal with after you’ve tested. For me, it
was heavier than going for a test, but you have to do it because it can be
a big relief if you are HIV positive.

The first time you disclose is very painful and you can expect anything to
happen. So I decided to disclose over a family dinner. The response I got
was positive, and I felt a great burden was off my shoulders.”

Listener’s summary of Vuyiswa’s story

“Vuyiswa, you are saying that disclosure was a big challenge after you
tested HIV positive. Your first disclosure was painful, but your family
responded positively. And this was a great relief for you.”

With writing, we summarise a lot when we make notes before giving
advice, or while we are studying or researching. 

We can also summarise as a tool to improve our listening when we are
counselling someone, or just having a discussion. We do this by:

o Summarising in our heads, or

o Saying our summary before we reply or ask a question.

36

WWhhaatt  aarree  tthhee
BBEENNEEFFIITTSS ooff
ssuummmmaarriissiinngg??

Summarising during or
after listening can help us to:o Listen to and concentrate

on what the speaker
is saying.o Take effective notes
while listening.o Ask questions to 
check what the speaker
meant, eg: “Let me
see if I understand
you correctly …”o Recap the speaker’s main
point, eg: “So what you
are saying is ...”o Slow down and give the
speaker time to finish
before we respond.o Allow the speaker to add
something or repeat
things we missed.o Reflect on what the
speaker is feeling.



Let’s now practise listening by summarising before we speak.

Summarising
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Roleplay To act out a 
real-life situation so that
you can learn from it.

UUsseeffuull  TTIIPPSS  ffrroomm  
tthhiiss  aaccttiivviittyy

o We must be disciplined
to first listen and check
if we understand
correctly before we reply.
In real-life, we will not
always get a chance to
summarise out loud
before we speak. But
even if we summarise in
our heads while
someone is speaking, it
is a good way of forcing
us to listen and not to
think only about what
we want to say while
someone is talking.o This is a very good 
exercise to practise 
listening without
interrupting a speaker –
remember you can
respond with supportive
body language, even if
you do not speak.o To help you summarise,
ask yourself: “What is the
main message the
speaker is trying to get
across? What is he/she
really trying to tell me?”

There is no fixed way of summarising. We can all develop our own
style through practising more and learning by watching others.

AAccttiivviittyy

1. Work in teams of 1 or 2 people to do this listening and summarising roleplay – 
you will each ‘take sides’ on an issue.

2. Choose a burning issue, for example:

o The advantages and disadvantages of anti-retrovirals.

o For and against making AIDS a notifiable disease (a disease that must be 
reported to health authorities).

o Feelings about breastfeeding or formula feeding when living with HIV.

You can also choose your own topic.

3. Decide which team will speak for the topic and which team will speak against.
Remember, it’s just an exercise, so you don’t have to personally believe in the side
you are supporting.

4. In your team, write down 2 arguments supporting your side of the discussion.

5. One person from the for team presents the first argument for the topic.

6. The other side must first summarise the for argument that was presented before
someone from the other side gives the first argument against the topic. 

7. Then the against team gives their first argument ‘against’ the topic.

8. Again the for side must summarise the against argument that was presented before
someone from the for team gives their second argument. If you are by yourself on
one side of the argument, you will speak again.

9. Carry on until each side has spoken and summarised twice.

10. Finish the exercise by giving each other feedback on how well you listened and 
summarised. Try to focus on the skills, not the topic.

For more on the debate
around making AIDS a 
notifiable disease, see
TOOL 1 on page 29 and
TOOL 2 on page 28.
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As PLHAs, we need time to accept that we are living with HIV and to
find peace within ourselves.  

When we feel strong enough to start communicating with the world
around us, we have an opportunity to:

o Live positively and more healthily with HIV.

o Encourage everyone to know their HIV status.

o Be role models for all PLHAs.

o Be supporting, caring and active members of our communities.

And we have a chance to help shape the way the world talks and writes
about us as PLHAs.

38

OUT OF THE SHADOWS

“Keeping up with news
Of infected suffering victims

Unfeeling, unwelcome, deadly names
Written by others that think they know

How it feels to be alive

Time to show
Our faces
Our voices
Our names

Telling tales of positive living
Letting them know

How it feels to be alive.”
DERRICK FINE

5



WWee  aarree  mmeess ss eennggeerr ss   ffoorr  aall ll   PPLLHHAAss

Let’s think of ourselves as messengers carrying HIV and AIDS messages
to our listeners and readers.

What image do we want people to see or to read about when we start
communicating openly as PLHAs?  

Do people see you as someone carrying the whole world on your 
shoulders? Or as someone saying: “Today is the first day of the rest
of my life …”

HHooww  ccaann  wwee  pprroo jj eecctt  wwhhoo  wwee  aarree ?

“Learning to love yourself is the beginning of a lifelong romance.”

OSCAR WILDE

Part of positive living is projecting a positive spirit – in other words,
giving out a positive sense of who we are and what we call ourselves.   

We can paint a positive image of who we are through things like:

o What we call ourselves.

o What we say.

o How we say things.

o How we write things.

o How people see us, eg do we seem happy? Does it feel like we have
a ‘will to live’?

o How we look after ourselves, eg do we eat healthily? 
Do we exercise?

In getting across a positive image, we sometimes need to challenge the
negative stereotypes people have about PLHAs, for example, thinking
that “people sleep around to get HIV” or “all people living with AIDS are
very thin”.
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Image Our picture – the
human face and voice that
shapes how people see us.
........................................... 

Projecting What we give
out or show, eg do we 
project a positive spirit?
........................................... 

Positive image To come
across in a positive way
through the way we look,
our words and our actions.
........................................... 

Stereotypes Fixed 
ideas about a group of 
people – these ideas are
often negative.
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Remember that our image is our picture – the human face and voice
that shapes how people see us.

Let’s share an example from our workshop group. We get a sense of
George’s spirit and personality by reading his poem:

SURVIVING

“My friends are gone, but I am here
My moods change without notice

My lows are like the bottom of the ocean
My highs are like Uranus …

My friends are gone, but I am still here
I am living with AIDS,

No longer waiting for death
No longer waiting for my next infections

No longer waiting for rejection

… I want to be wise
I want to depend on me
I want to reach others

I want my heart to expand
So one day I will be 

Remembered for the battles
I have won, not for the virus

That lives within, but for
The person that I have learned

To be.”
GEORGE MANGOENYANE

AAcc
ttiivv

iittyy

1. Close your eyes and think about yourself. Imagine all the good things you do in your
life and how you help other people.

2. Now draw a picture of yourself.

3. How do other people see you? Compare your own picture with other people’s picture
of you.
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IIDDEEAASS  ffrroomm  oouurr  wwoorrkksshhoopp  ggrroouupp  oonn
pprroo jj eeccttiinngg  aa  ppoo ss iittiivvee  iimmaaggee  aass  PPLLHHAAss

“Be a face to communities out there in our areas.” 

BOITUMELO MHIKO

“Maintain the little children within ourselves.”

PORTIA

“By positive living and walking the talk.”  

NOMZI TSHABALALA

“Watch our steps, count our words and be proud of ourselves.”

NOMFUNDO XOTYENI

“By practising what we preach.” 

NOMA BARNABAS

“Love and accept yourself.” 

DIKELEDI MOTSOMAESI

“By doing positive
things in my
life and
helping
others in
the community.” 

ANDILE NGWABENI

“Be a role model to
other PLHAs.”  

ELSIE BOGATSWE

Name Meaning  

Lindiwe We have waited for joy  

Noxolo Peaceful  

Peter Stone  

Sibusiso Blessing  

HHooww  ccaann  wwee  hhee llpp  sshhaappee  oouurr  iimmaaggee ?

We are people. We are beautiful. At birth, our parents decide to call us
by creative, positive and meaningful names. For example:

Yet, when it comes to HIV and AIDS, some people forget our names,
call us other names or just ignore us. Why?



AAcc
ttiivv

iittyy

You can do this activity on your own, with a friend or in a group.

1. Examples from newspapers

The media has often used negative words to write about HIV and AIDS, and this has
shaped a lot of the HIV and AIDS language that people use.
Read these newspaper examples:

2. How can we challenge negative HIV and AIDS words?

o Why do people use words like plague, scourge, dreadful disease?   

o Why do they sometimes forget about HIV, and only write about AIDS? Or confuse
people by talking about “transmitting AIDS”, when it is HIV that gets passed on?

o Why are people in our own community even scared to say “HIV” – instead they
say, for example, “Amagama amathathu” (“the 3 words” for HIV). They use silent
words like “a long illness” instead of openly saying “AIDS”. 

o How can we challenge these negative or silent HIV and AIDS words?
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The next activity explores the names used to describe who we are as
PLHAs. It encourages us to take control by moving away from what 
others call us to deciding what we want to call ourselves.

What we call ourselves

For thoughts on the effect
of media images on 
disclosure, see the toolkit
introduction booklet on
page 16 and TOOL 1
on page 19.



T
O

O
L

 
3

CC
oomm

mm
uu

nn
iiccaa

tt
iioonn

43

3. How can we challenge negative words used to describe PLHAs?

Now think about the words used to describe us as people:  

o Why do some people and media talk about “victim, sufferer, patient, 
infected person, disease carriers”? 

o Why not “people living with HIV and AIDS”?  

o What do people in our own community call us, and why?  

o What do we feel about what others call us?

o How do we challenge negative words used to describe us as PLHAs? 

Compare your thoughts with these ideas from our workshop group: 

On how the media and community describe us, and how this makes us feel …

“MTN. TKZee. Amagama ‘mathathu. House in Vincent.” 

NOMFUNDO XOTYENI

“AIDS sufferer or victim. Hlengiwe Ivy Vilakazi. KFC.” 

NOMA BARNABAS

“Huis in Vergenoeg. PWA. I keep calm for the sake of my
immune system.” 

BOITUMELO MHIKO

"They say I’m the man with the big ‘A’ or a slow puncture. This firstly made me
angry, but now I know I can be strong from criticism."

GEORGE MANGOENYANE

"As sufferers, victims and as people with AIDS. It used to hurt me and make me
upset. But now I correct them and tell them how I want them to describe me."

DAISY

"As someone who behaves badly in marriage and disrespects
married women. It doesn’t hurt me at all – I’m HIV positive,
not a victim or sufferer. I only correct what they say."

ELSIE BOGATSWE

“Most people in
the community
think I’m not
the same as
them. It’s like
I’ve come
from another
planet or have
changed. Actually
nothing’s changed. I don’t
feel different to other
people. I am still Lebo.”  

“Batho ba bantsi ba
lefelo le ke dulang
kwa go lo ne ba nagana
gore ga ke tshwane le
bone. Enna e kare ke
tswa planeteng e ngwe
kgotsa ke fetugile, ga ke
tshwane le bona. Kgante
ga go a nna jaalo. Ga ke
kgole gore maikutlo a
me a fetogetse batho
ba bangwe. Ke sa ntse
ke le Lebo.”

OLEBOGENG TALAKASI

For more on why we use
“people living with HIV 
and AIDS (PLHAs),” see
the toolkit introduction
booklet on page 10.
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4. How can we develop our own positive words?

Now let’s practise developing positive, open words to replace the negative, silent ones:

o Discuss and fill in the rest of this chart with words that you want to call yourself.  

o Try to use words from different languages spoken in your community.

Negative words Positive words  

HIV sufferer Person living with HIV  

The AIDS plague   

The horrors of HIV and AIDS   

Amagama amathathu (“the 3 words”)   

Amagama amane (“the 4 words”)   

Isifo esikhoyo (“the sickness that is 
among us”)   

AIDS carrier   

Victims of the deadly disease   

HIV-infected patients   

✐

✐

For more on developing
positive language, see the
toolkit introduction
booklet on page 25.
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5. Your picture of who you are

Think about these questions and write down your ideas. Think back to the picture
you drew of yourself in the activity on page 40.

o How do you see yourself?  

o Do you have a positive picture of yourself as a person?  

o How would you like the media and community to see you?  

Compare your thoughts with the ideas of our workshop group:

On how we see ourselves …

“I see myself as a good communicator and an assertive person.”  

ERNEST SAILA

“I see myself as a leader and motivator.”  

PORTIA

“I am a very important somebody and role model in my family. I have
a positive picture because of my healthy body, mind and soul.”

NOMZI TSHABALALA

“I took HIV as status – it gave me status. I am a
human being, not another figure or statistic.”

NOMA BARNABAS

“I am a caring person and a responsible somebody.” 

DIKELEDI MOTSOMAESI
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On how we’d like others to see us …

“A man with a future and dreams. A South African who needs to make a
difference to his country in the fight against HIV/AIDS.”

GEORGE MANGOENYANE

“They must accept me as an ordinary person.”

NOMANGWANE NKOSI

“I would like the community to see me as an
example person. I have to play a big part in

the community.”

ANDILE NGWABENI

“As a brave woman and a fighter, not a coward.”

MOTLALEPULE MAINE

6. Practising what you want to call yourself

Work in pairs to roleplay and build up your confidence to use your own way of
talking about yourself as a PLHA.

In your pair, A is a PLHA, while B is a community member.

Take turns to be A or B, and practise these 3 situations:

o Situation 1: As A, introduce yourself as a PLHA to B.

o Situation 2: B uses negative words to describe HIV, AIDS or PLHAs. A challenges B,
but does not disclose living with HIV.

o Situation 3: B again uses negative words to describe HIV, AIDS or PLHAs.
Now A challenges B openly as a person living with HIV. 

When you are finished, give each other feedback. For example, did you challenge B 
differently when you were A living openly with HIV in Situation 3?

UUsseeffuull  TTIIPPSS  ffrroomm  
tthhiiss  aaccttiivviittyy

o Part of taking control
over our lives is to
create our own language
around HIV and AIDS,
especially on how we
see and what we
call ourselves.o Let’s build confidence in
ourselves and the way
we express ourselves.o Let’s challenge the way
people in our community
and the media talk about
us. When we challenge,
let’s raise awareness and
stand up for our rights
as PLHAs. We should
stick to our principles,
but also be willing to
listen to and learn
from others.o Let’s share the way we
use language in all South
African languages. Let’s
develop creative and
sensitive HIV and AIDS
words in the languages
spoken in our local
communities. 
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HHooww  ccaann  wwee  ssttaayy  iinn  ttoouucchh  wwiitthh  oouurr  ffeeee ll iinnggss ?

There are times when we may want to project a positive, strong image,
but we are not feeling great – emotionally or physically. We need to
recognise that we are not robots and superheroes, but just human
beings with normal ‘ups and downs’.

Your ways of coping 

Together we can build a new, open image of PLHAs in the media and in
our communities. An image not of coffins, but rather of our living faces
and voices.

“Your attitude should be: I’m an ambassador.
I’m one of the positive people.”

OLEBOGENG TALAKASI

To communicate effectively as PLHAs, we need to show the world a
positive image of who we are and what we feel when we speak and
when we write.

“My approach was
always: ‘Don’t let it

get to me’. But
since I have
physical 
symptoms, I
can’t take it
any more.”

NOMANGWANE

NKOSI

“Arrange a colleague
to do a presentation if
you’re not physically or
mentally okay.”

PORTIA

“Know your limits.
Other people don’t
give talks when they

have flu. Learn
to say ‘No’.”

JASON

WESSENAAR

SSUUGGGGEESSTTIIOONNSS
oonn  ccooppiinngg

When we are feeling a 
bit down:o Let’s express what we 

are feeling and not push
ourselves too hard.o Let’s call on others to
help. Let’s get support
with work and everyday
things that we can’t 
manage on our own.

Imagine it’s one of those days when you have lots to do, but don’t really feel strong enough:

1. Write down your ideas on what you do to cope when you feel like this.

2. Share your thoughts with another PLHA.

AAcc
ttiivv

iittyy

See TOOL 1 on page 87: 
How can we look
after ourselves?

See TOOL 4 on page 46:
How can we share feelings
and facts?
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“When people are listening
quietly in a hall or stadium,
their body language tells
me they are listening
attentively. No-one
responds, but I can feel
I’ve communicated the
message!”

PORTIA

HHooww  ccaann  wwee  
ssppeeaakk  eeffffeeccttiivveellyy?

We will discuss and practise speaking skills in 6 parts:

o How can we improve our speaking?

o How can we prepare to speak?

o How can we start off?

o How can we deliver our message?

o How can we manage our talk?

o How can we get feedback on our speaking?

HHooww  ccaann  wwee  iimmpprroovvee  oouurr  ssppeeaakkiinngg ?

Imagine: we’ve done some planning, we’ve listened effectively to find
out what people think, and we’ve thought of a positive way to project
ourselves as PLHAs.  

How can we now speak and present our message so that we reach our
listeners effectively? Our message is effective when: 

o Our listeners understand us clearly.

o We hear their questions and concerns.

o We persuade them to accept or think about our message.

o They remember what we’ve said.

Please use Part 6
for speaking skills
or go to Part 7 for
writing skills.

6
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UUsseeffuull  TTIIPPSS
ffrroomm  tthhiiss  aaccttiivviittyy

o We have seen some of
the difficulties of a ‘bad’
talk or presentation.
Let’s try to learn from
these and our own
experiences to build our
capacity as clear and
effective speakers.o Let’s try to take 
suggestions on how to
improve our speaking in
a positive way. Do not
take them personally.

Learning from your speaking experiences

AAcc
ttiivv

iittyy

1. In a small group, read and discuss these experiences. If you are working on your
own, think about these experiences:

"I usually have notes. It’s not stage
fright, but sometimes I don’t follow
what I wrote. I just go for it."

ELAINE MAANE

"I still cut off when I have to
speak English."

ELSIE BOGATSWE

"I always get the shivers at the start
of training or presentations."

NOMSA

"I still get embarrassed in condom
demonstrations."

NOMANGWANE NKOSI

Can you identify with these experiences?

2. Share your own personal experiences of ‘bad’ speaking. What ‘mistakes’ or difficulties
have you experienced or have you seen others experience? Can you see these
difficulties as challenges to improve on in future?

3. Choose one or two of your difficulties, and prepare a roleplay to act them out in the
big group to show everyone what we should not do when we speak and present.

4. After each group acts out their ‘bad’ examples, draw up a list of guidelines or
solutions on how we should speak. Add your list to the examples in this table.
For each difficulty or challenge, try to write down a guideline or solution:

Difficulty / Challenge Guideline / Solution  

Looking down and reading your talk Keep eye-contact with audience

Talking very softly Speak louder so everyone can hear

✐



HHooww  ccaann  wwee  uussee  oouurr  ssppeeaakkiinngg  gguuiiddee ll iinneess ?

Here are the 20 guidelines that we will use to develop our speaking
skills. These guidelines help us with preparing our speaking, starting
off our talk, delivering our message, and managing our talk.
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1

3

5

7

8

10

12

14

16

18

20

SUMMARY: SPEAKING GUIDELINES

GUIDELINES for preparing to speak (pages 53 to 56)

Use our planning steps and questions before
we speak

Develop our main message

GUIDELINES for starting off (pages 56 to 59)

Break the ice

Highlight the main message 

GUIDELINES on style and delivering the talk (pages 60 to 67)

Be aware of our body language, image and
speaking habits

Keep sentences short

Speak actively and personally

Explain necessary difficult words and abbreviations

GUIDELINES on managing the talk (pages 68 to 71)

Slow down and finish each point

Check on people and summarise

Allow time for questions and discussion

20

Make point-form notes

Prepare visuals

Explain the structure of the talk

Talk loud enough

Repeat to emphasise

Avoid unnecessary and extra words

Use gender-sensitive, people-friendly and
inclusive language

Link our message and points

Know when to end

2

6

9

17

19

11

13

15

4
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WWhheenn  ttoo  uussee  tthhee  gguuiiddee ll iinneess

The speaking guidelines help you prepare and deliver your message
when you:

o Share informally, eg you disclose or share on coping with HIV in a
family or social gathering.

o Give a talk, eg you speak to a community group on discrimination
and the rights of PLHAs.

o Make a presentation, eg you speak and use visuals like pamphlets,
newsprint or posters in the workplace on the need for an HIV and
AIDS policy and programme.

FFeeaattuurree ss   ooff  tthhee  gguuiiddee ll iinneess

o We will use the example of a talk on Positive living to highlight some
of the guidelines.  

o In the guidelines, we include some plain language tips to help you
talk in clear and understandable language.

o Activities at the end of the guidelines give you a chance:. To practise presenting your own talk.  . To get feedback on your talk.

Visuals What we use to
illustrate a presentation,
eg posters, photos,
overhead transparencies.

RREEMMEEMMBBEERR

Guidelines are there
to help us – they are
not fixed rules. So let’s
add to them and change
them to fit our needs.



HHooww  ccaann  wwee  pprreeppaarree  ttoo  ssppeeaakk ?

PPrreeppaarraattiioonn  gguuiiddee ll iinneess

We should try to link the aim of our talk (why?) with the methods we
will use to carry our message (how?). For example, if our aim is to get
support from the audience, then we would go for their hearts by 
sharing a touching personal story.

The amount of time we have to speak will strongly affect our planning
and the way we deliver our talk.
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GUIDELINE Use our planning steps and questions
before we speak

o Why am I speaking?

o Who am I speaking to?

o What do I want to say and what do I want my listeners to do?

o How will I get my message across? 

o When and where will I speak? 

1

GUIDELINE Make point-form notes

o We plan and structure our talk by making brief notes of main points.

o Try not to write notes in full sentences.

o Some of us feel the need to write our talk in full sentences while
preparing. We should then make time to summarise it into points
to use when we actually speak. 

2

UUsseeffuull  TTIIPPSS

o Time yourself when
you practise.o Check on the time you
will have to speak and to
answer questions.o Decide if you need to
allow time for translation.

UUsseeffuull  TTIIPPSS

o Write speaking notes on
small pieces of paper –
these are easier to hold
and to turn over.o Practise beforehand with
the shorter notes to feel
more confident.

“Point-form notes are
better than word-for-word
notes. Then you can
talk and explain
things in your own
style when you
speak, instead
of reading.”

JASON WESSENAAR

“If we know the
audience, we can
plan around language.”

NOMA BARNABAS

For more detail, see our
6 planning themes on
page 24 and our 6 planning
questions on page 26.
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GUIDELINE Develop our main message

o Decide on a clear main message that listeners will remember.

o Prepare this message around a limited number of key points,
for example: around 3 key points.

o Usually, if we try to cover more than 3 important points,
people will start to forget what we said.

3

Main message The most
important ideas and
information that we want to
get across to our listeners.

AAcc
ttiivv

iittyy

1. Read this example of structure notes for a Positive living talk.

Example: Structure notes for a 10-minute talk on Positive living

1. Greeting and introducing myself

2. Quick exercise to get audience to respond

3. Very briefly explain what I will be covering

4. Short personal story

5. My ‘positive living’ message: “Today is the first day of the rest of my life”

6. 3 key points under this message:

Point A

Point B

Point C

7. Short summary to end

8. Time for questions

2. Now write your own notes to structure a talk on Positive living or on your own topic.

Writing point-form notes

UUsseeffuull  TTIIPPSS

o Think carefully about
who you are speaking
to. When deciding on
your message, try to
come in at the level of
your listeners. Link
your message to the
experiences of the
audience.o Test your message on
someone who will be a
listener, if possible. 

Our preparation notes will include notes on the message of our talk.
Let’s look at some ideas for how to develop our message.



This activity helps us practise developing a main message and breaking
it up into clear points.

Shaping your message
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1. Imagine you are preparing your talk on Positive living for a general community 
audience. Your aim is to introduce the concept of positive living and to use yourself
as a role model to challenge people to take up this idea in their own lives. 
Think about what you want to say.

2. Write down your main message in a short way, for example in one sentence.

Example from our toolkit workshop group

“Positive living is a way of coping with living with HIV and accepting your
HIV status without blaming anyone.”

3. Now try to break up the main message into 3 key points that will allow you to go
into a little detail. Remember you only have a short time to speak.

Positive living example from our toolkit workshop group

“POINT A – Personal happiness:
If you are happy and face everything positively, your immune system will get stronger.

POINT B – Less stress:
Positive living helps you to lower your stress level and to achieve things in life.

POINT C – A strong mind:
If what is in our minds is positive, no-one can walk through the door and say that this is
a room full of people who have tested HIV positive.”

AAccttiivviittyy



CC
oomm

mm
uu

nn
iicc

aa
tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

56

GUIDELINE Prepare visuals

We should prepare visuals once we have decided what we want to
say in our talk:

o Visuals are a very important part of presentations – they help
our audience to see what we are saying. Examples of visuals
are pamphlets, newsprints, overhead transparencies, posters
and videos.

o Try to use creative visuals that have a human touch,
eg photographs or newspaper clippings about PLHAs.

o Remember to always get permission to use photos, especially
photos of PLHAs who may not feel ready to have their photo
used publicly. 

4
UUsseeffuull  TTIIPPSS

o Check out the venue to
make sure our visual aids
will work, eg the size of
the room, wall space.o Write big on newsprint
and use colours.o Use fewer words on
overhead transparencies.o Check that overhead
projectors and videos
work.o Practise using visuals
before the presentation.

“I need others to
talk before I do to
break the silence.
So I like to start
off with an

exercise to
involve them
and relax me.” 

NOMSA

GUIDELINE Break the ice

o What we say or do first is very important. Think of a respectful
way of greeting listeners that includes everyone in a friendly way,
for example: 

“Thank you for being here today – I welcome you all as
members of our community.”  

o Icebreakers are short exercises we use at the start of a talk or
workshop to connect with our listeners and get participants to
relax (to ‘break the ice’).

Example 

“On World AIDS Day, I started with a greeting –
getting us all to clap our hands for ourselves.”

DAISY

HHooww  ccaann  wwee  ssttaarrtt  ooffff  oouurr  ttaallkk ?

SSttaarrttiinngg  ooffff  gguuiiddee ll iinneess

5

UUsseeffuull  TTIIPPSS

o Always use an icebreaker
to start when your
audience has spent
some time sitting and
listening to other
speakers before you.o Try not to be too formal,
and tell a story or use
humour, if possible
Remember these wise
words: “Laughter is the
shortest distance
between two people.”
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Example of a short icebreaker for a Positive living talk

“Can I ask you to please put your hands up in the air if you have
been personally affected by HIV/AIDS. In other words, if HIV and
AIDS have touched your life in some way.”

The speaker demonstrates by raising his/her hands. Say “Thank
you” and ask everyone to drop their hands when you are finished.
Then link “so many people being affected” to your talk.

This is just an example – we need to adapt our icebreakers to suit 
our audience.

Example of explaining our structure in a Positive living talk

o “I will start by sharing my personal story of living with HIV.  

o Then I will talk about the idea of ‘positive living’ and challenge you
to do this in your own lives.  

o After this, we will have time for questions and discussion to end
off our time together.”

GUIDELINE Explain the structure of the talk

o Here we briefly tell our audience what we will be covering and
when they will get a chance to participate.

o This helps listeners to know ‘where we are going’ and forces us to
try to stick to our structure.  

6

GUIDELINE Highlight the main message 

We need to let listeners know what our main message is:

o Imagine we are reading out news headlines before going
into detail.

o Link our main message to our structure.

o Present our main message around the key points we
have developed.

7

UUsseeffuull  TTIIPPSS

Link your structure to the
time you have to speak. So
in our example, this may
end up as:

o Personal story: 5 minuteso Positive living: 5 minuteso Questions and
discussion: 10 minutes.  

For more on icebreakers,
see TOOL 4 on page 34.



Example

Sizwe highlights his main message: “Living with HIV is not a death
sentence”. Then he uses the rain as an image to share his journey of
living with HIV:

WHEN I GET CAUGHT IN THE RAIN

“When I get caught in the rain with nowhere to run
When you are distraught and in pain without anyone
When I keep crying out to be saved but nobody comes

And feel so far away that you just can’t find your way home …

I can make it through the rain
I can stand up once again on my own and I know

That I am strong enough to mend
And every time I feel afraid

I hold tighter to my faith and I live one more day …

Don’t be afraid
There is nothing I can’t face

And should they tell you, you will never pull through

I don’t hesitate, I stand tall and say
I can make it through the rain

And stand up once again
And I have one more day and night

I can make it through the rain
Oh yes I can, I am gonna make it through this HIV.”

SIZWE SHEZI

Introducing your main message
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UUsseeffuull  TTIIPPSS

o Find an idiom or wise
saying from your home
language to express the
heart of your message.
Example:
Indlovu ayisindwa
ngumboko wayo
(An elephant does
not find its trunk too
heavy to carry).
In other words, we can
carry our load, we can
manage our challenges.o Use a powerful image,

such as a tree, to
introduce your main
message. So in our
Positive living talk, we
can use a river to show
the journey of positive
living. In this toolkit, we
have used the image of a
mountain to show that
we are on a journey to
get to the other side. 

1. Think of your own way to introduce a talk on Positive living or on your own topic.

2. Try to come up with a wise saying or powerful image to help you get across your
main message. Say why you chose this example.

3. Can you turn this saying or image into a visual to bring your words to life? Try to
draw a picture or design a poster.

AAccttiivviittyy
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o Remember you are talking to the audience, not to your notes
or newsprint.  

o Try to avoid body movement habits that can distract your listeners,
eg always scratching your head, waving your hands all the time,
rocking backwards and forwards, walking around too much.

“Standing is an issue for me – if it’s possible I sit. In a
smaller group, try to sit if it makes you more relaxed.”

NOMSA

We all have speaking habits that we are sometimes
unaware of until a listener points them out to us.

These are things we say so many times that they
become a habit that blocks others from listening to us.  

60

“It doesn’t matter if 
people respond verbally 
or non-verbally. Body
language is the most
important means of
communicating.”

PORTIA

GUIDELINE Be aware of body language, image and
speaking habits

o We can practise developing a positive body language and a positive
image when we speak, eg the way we dress, stand, speak and
respect people.  

o Think of the words we developed to help us talk positively about
living with HIV (on page 42 onwards).

o We can smile to relax our audience and ourselves, even if we are
a little nervous.

o Keep eye-contact – look at the whole audience, taking turns to look
at the back, the front, the left and the right. Visuals and point-form
notes help us look at our listeners.  

8

HHooww  ccaann  wwee  ddee ll iivveerr  oouurr  mmeess ssaaggee ?

SSttyyll ee  aanndd  ddee ll iivveerryy  gguuiiddee ll iinneess
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UUsseeffuull  TTIIPPSS  ffrroomm  tthhii ss   aaccttiivviittyy

o Lots of practice will take away our nerves.

o Let’s be aware of our habits and work hard at using them less often.

Examples of speaking habits

o Um, er, ah (when we hesitate or think)

o Okay (before or after points)

o I mean or like (before points)

o You know or uya’bon (after points).

What are your habits?

1. Think back to some of the difficulties or challenges you shared in the activity on
page 50 – your experiences of ‘bad’ speaking.

2. Now list: My personal body language and speaking habits. Use the notes in GUIDELINE 8
as a reminder of the kinds of things you need to be aware of.

GUIDELINE Talk loud enough

o Part of projecting a positive image is talking loud enough for
everyone to hear us. Our message will be lost if some people can’t
hear us.

o Always try to talk to the person in the back row of the hall. This is
especially important if there is no sound system.

9

UUsseeffuull  TTIIPPSS

o When you practise your
talk, ‘throw’ your voice –
talk a bit louder than
you normally do. o Remember that people
absorb sound – so you
will need to talk even
louder in a room full 
of people.

AAccttiivviittyy
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In Example 1, the speaker mixes up a few ideas in one long sentence.

In Example 2, we separate the speaker’s ideas into 2 sentences.

62

GUIDELINE Keep sentences short 

o Put only one idea in a sentence – let the next thought go into
another sentence.

o Keep sentences short and punchy – this is what keeps people
listening.

10

GUIDELINE Repeat to emphasise 

o Repeat an important point or say it in another way for emphasis,
eg we can give our listeners a practical example or story.

o By repeating, we help our listeners become familiar with a
new idea. For example, see how we repeat “positive living” in
Example 2.

o You can emphasise your main message by repeating it in a different
way at the end of your talk. For example, ask a question about
your main message.

11

Example 1: Talking in difficult language

Positive living can be described as a means of conducting one’s life in
such a way as to set an example through one’s lifestyle, disclosure
and giving of leadership as a role model for other PLHAs.

Example 2: Same paragraph in plain language

Positive living is when we live happy and healthy lives with HIV.

Positive living can mean disclosing and being a role model for people
living with HIV and AIDS.



The next activity will help us link some of the plain speaking guidelines
with our own experiences.

Sharpening and simplifying your speaking
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GUIDELINE Speak actively and personally

Let’s talk directly to our listeners:

o Use active words:

“Positive living can be described as” is passive and harder for a
listener to follow (Example 1).

➤ “Positive living is …” is active (Example 2).

o Be personal – use words like we, our and my whenever you can:

“One’s life” is not personal and feels very distant in Example 1.

➤ “When we live …” uses personal language in Example 2.

12

1. Read and discuss GUIDELINES 12 TO 15 with a friend or a work colleague.

2. For each of these guidelines, write down your own examples at the ✐ in the
activity boxes at the bottom of each page. Base these on your experience of
speaking or listening to other people. 

AAccttiivviittyy

We use an ➤ to show
how we can change
difficult language to
plain language.

Discuss GUIDELINE 12 with a friend or a work colleague. Then write down your own
examples in this space.

AAccttiivviittyy

✐

Speak actively and personally



CC
oomm

mm
uu

nn
iicc

aa
tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

64

EExxaammpplleess  

We again use these
examples to explain
GUIDELINES 13 TO 14:

Example 1:
Talking in
difficult language

Positive living can be
described as a means of
conducting one’s life in such
a way as to set an example
through one’s lifestyle,
disclosure and giving of
leadership as a role model
for other PLHAs. 

Example 2:
Same paragraph
in plain language

Positive living is when we
live happy and healthy lives
with HIV.

Positive living can mean
disclosing and being a role
model for people living with
HIV and AIDS.

GUIDELINE Avoid unnecessary and extra words

o Avoid difficult words that are unnecessary – in other words, we do
not need to use these words.  

We can replace legal, medical, foreign or other formal words with
easier words.  .Legal word example obligations ➤ duties.Medical word example prophylaxis ➤ preventive treatment.Foreign word example vis-à-vis ➤ to do with.Formal words example make provision for ➤ provide

o Use shorter or easier everyday words, for example:

at this moment in time ➤ now

transpired ➤ happened

o Cut any other extra words that do not add to our meaning.  
For example, at the end of the day …, the bottom line is …

Look at Example 2 to see how we replaced or cut words like as a
means of, conducting, in such a way.

13

Avoid unnecessary and extra words 

AAcc
ttiivv

iittyy

Discuss GUIDELINE 13 with a friend or a work colleague. Then write down your own
examples in this space. 

✐

For examples of 
using plainer words 
when writing, see 
page 89 onwards.
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UUsseeffuull  TTIIPPSS

o Remember that the
words we very often use
as PLHAs may be totally
new to your audience.o When you explain, make
sure you use easy words,
for example: 
“Anti-retrovirals are
drugs that help our
bodies fight HIV and 
get stronger again.”o If you want to be very
safe, you should cut out
all abbreviations when
you speak.   o Remember, every time
you use an abbreviation
someone does not
understand, they may
miss out on the whole
point you are making.

Discuss GUIDELINE 14 with a friend or a work colleague. Then write down your own
examples in this space. 

AAccttiivviittyy

Explain necessary difficult words and abbreviations

✐

GUIDELINE Explain necessary difficult words
and abbreviations

o Difficult words

Sometimes we need to use difficult words because our listeners
need to know what they mean, eg disclosure, pre-test counselling,
anti-retrovirals. We must explain what they mean.  

In Example 2, we explain what “positive living” means.  

In our positive living talk, we also need to make sure everyone
knows what disclosure is.

o Abbreviations

We should always say things in full or say it in full the first time
and explain the abbreviation we will use later on in our speech.  

If we use “PLHAs”, we must spell it out for people who are not
used to the abbreviation.

See Example 2 where we use the full “people living with HIV and
AIDS” instead of “PLHAs”.

14
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“To talk to people, you
need to use the language
they easily understand.
But you also need to be
presentable and
acceptable in their 
eyes. If they can’t
trust you and have faith
in you, you might have
a problem sending a
message across.”

WORKSHOP PARTICIPANT

GUIDELINE Use gender-sensitive, people-friendly
and inclusive language

As people living with HIV or AIDS, we should set an example of using
language that is sensitive and does not label people negatively.

o Gender-sensitive

We should use gender-sensitive language.
For example, use words that:. Refer to men and women (eg his/her, their), or. Cover both genders (eg chair, chairperson). 

o People-friendly

We are people living with HIV, not HIV positive people.
Be people-friendly by talking about all people as people first,
eg people living with disabilities, not disabled people. 

The point is that HIV or disability is just one part of our lives, not
the thing that shapes our whole life.

o Inclusive

Try to use inclusive language when we choose examples and
stories. For example, use:. Local stories.. Examples that refer to different sectors in our community.. Wise sayings from local languages. 

Try to avoid jokes or stories that only some people will know.

15

Gender-sensitive
language Language that is
sensitive to men and women.
..............................................

Inclusive language
Language that involves
everyone in a friendly way.

UUsseeffuull  TTIIPPSS

o Know your audience and use culturally acceptable words, 
eg inkomo for vagina.

o When possible, use everyday words to talk about health issues,
eg drop for gonorrhoea, cauliflower for genital warts.



Example

“I remember one day we were doing a condom
demonstration in KwaNdebele rural areas. The
participants were adults between 40 and 60 years.
I said to them: ‘Kufanele ipipi lika baba lime’
(‘erection’). Everybody was saying: ‘Hawu hawu
lomntwana bantu!’ (‘Just listen to this child!’). I felt
embarrassed because my communication was not right.”

NOMANGWANE NKOSI

Comment

Nomangwane was speaking to a group of older people. Using ipipi for
penis is not culturally acceptable. She could have used words like
ugwayi or into ya bo baba, depending on the audience. 

Use gender-sensitive, people-friendly
and inclusive language
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Discuss GUIDELINE 15 with a friend or a work colleague. Then write down your own
examples in this space.

AAccttiivviittyy

✐



CC
oomm

mm
uu

nn
iicc

aa
tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

Think of this guideline as creating little bridges between the different
parts of our talk, for example:

“When we talked about the need for community awareness,
we said …”

68

GUIDELINE Slow down and finish each point 

o Talk at a pace that allows our audience to follow us.  

o Slow down when introducing important points or difficult words.  

o Try not to swallow our words at the end of sentences because we
are in a rush.  

o Finish each sentence or point before moving on to the next point.
Don’t leave our listeners wondering what’s going on while we
carry on with another thought. This can happen because we are
distracted by something or worried about time.

o Try to concentrate on finishing each main point we wrote down
in our preparation notes. 

16

HHooww  ccaann  wwee  mmaannaaggee  oouurr  ttaallkk ?

MMaannaaggeemmeenntt  gguuiiddee ll iinneess  

GUIDELINE Link our message and points 

o Remember to use the structure we explained at the start of
our talk.  

o Always try to link the end of each part of our talk with the
next part.  

o Refer to a point we made or an example we used earlier.  

17

UUsseeffuull  TTIIPP

If you feel you are 
rushing, pause and take 
a deep breath.

“Get a sense of your
audience’s capacity to
listen. For example,
energy may be low at the
end of a programme after
lots of speeches. You may
decide to shorten your
talk to a maximum of
10 minutes because you
know you will ‘lose’ your
audience after this.”

NOMA BARNABAS



Here’s a good example of ending with a challenge:
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UUsseeffuull  TTIIPP

You can summarise into
another language after each
section of your talk as a
way to make sure that
everyone is ‘with you’.

GUIDELINE Check on people and summarise

o Make sure that people are ‘with us’ by pausing or asking a
question. For example: “Can you remind us – what do I mean 
by ‘VCT’?”

o Remember our eye-contact tip: try to focus on different parts of
the audience to see if we still have their attention.

o Create one or two spaces in our talk to summarise key issues or
questions to help our listeners remember them.  

o Try to summarise at least once near the end.  

18

GUIDELINE Know when to end 

o Stick to the speaking-time.

o Remember, listeners usually only concentrate for around
10 minutes. We can stretch this to 15 minutes if we mix up
talking with questions or an exercise.

o Rather cut less important points than rush to fit everything in.

o Try to end on a positive note, eg a challenge, a call to action, 
or a question.

19

“I would like to leave you with my recipe of survival:
healthy body + healthy mind + healthy soul = long life.
Mahadi did it – you can also do it!”

“Ngithanda ukukushiya nohlelo lwami lokuphila noma
sekunzima: umzimba ophilile + ingqondo ephilile +
umphefumulo ophilile = ukuphila isikhathi eside.
uMahadi wakwenza lokhu – nawe ungakwenza futhi!” 

MAHADI SHONGWE

Summarising links with
the idea of repeating to
emphasise key points
(GUIDELINE 11 on
page 62).
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GUIDELINE Allow time for questions and discussion 

o Always try to leave time for people to ask us questions,
eg to clear up difficult issues.  

o Build in a discussion time linked to questions.

o Listen carefully to questions – summarise the question if it is long
or not clear. 

o If time is short, then say, “Anyone is welcome to chat
to me afterwards”.

o Always be patient when replying to questions:. Let’s be aware of our body language and tone of voice when
responding or explaining things that people did not understand.  . Make people feel they can ask the question again or ask a
follow-up question.. When we answer, we should try to recognise what people know
and have experienced.

20

“If we neglect offloading,
we neglect ourselves.” 

WORKSHOP PARTICIPANT

AAcc
ttiivv

iittyy

1. Work with a friend to roleplay asking each other some hard questions. Pretend one
person is a speaker and the other is a journalist. Take turns and choose your own
topic – make it something to do with living with HIV or AIDS.

2. After practising, write down your tips for answering questions. Compare your ideas
with the tips on page 71.

UUsseeffuull  TTIIPP

Give yourself a chance to
share your feelings after
your talk or presentation.
You can do this to a work
colleague or a friend.

For more on listening 
and summarising, see 
page 28 onwards.



UUsseeffuull  TTIIPPSS ffrroomm  tthhii ss   aaccttiivviittyy

o As PLHAs, we should only answer the questions we are comfortable
with. Remember, we have the right to decide what and how much
we disclose.

o Try to be tolerant: we should respect other views and not allow
ourselves to be provoked.

o Always wait until a question is finished before we start answering.

o Think before answering. We can summarise the question to give
ourselves more time, if we need it.

o Refer to the content of our talk in our answers. We can take the
interviewer back to our main message or to one point in our
message.

o Use question-time as a way of bringing in relevant points we did not
have time to say in our talk.

“It’s up to you to feel what you want to feel
afterwards. No matter how much you think you
‘know your stuff’ and your audience, there are
also hiccups. Once an old woman said: ‘I’ve got a
question for the lady with AIDS’. It all comes back

to ‘how do you handle yourself’. Don’t
be provoked.”

ELAINE MAANE
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For more on handling
difficult questions, see
TOOL 4 on page 75.

For more on handling
questions from the media,
see TOOL 5 on page 103.
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ffeeeeddbbaacckk  oonn  oouurr  ssppeeaakkiinngg ?

This activity encourages us to think about the 20 speaking guidelines
and to use them to give a talk.

Practising your talk

72

“Criticisms are 
the foundation 
of building our

cathedral.” 

GEORGE

MANGOENYANE

AAcc
ttiivv

iittyy

1. Use the Summary: 20 speaking guidelines on page 51. Compare the speaking
guidelines to the list you made in the activity on page 50. Do the guidelines cover
some of the points you discussed then?

2. Now try to use the 20 guidelines to help you prepare and deliver a 10-minute
community talk. You can talk on Positive living or choose your own topic:

o Add to the notes you made in the activities on pages 54, 55 and 59.  

o Follow all the steps you need to prepare your talk.

3. When you are ready, practise presenting the talk to a friend or work colleague.
Let your listener ask you a few questions at the end, and practise answering these.

4. Ask your listener to make a few comments afterwards, especially on things you
can improve next time. Ask: “Did my story help to change how you think about HIV,
AIDS and PLHAs?”



UUsseeffuull  TTIIPPSS ffrroomm  tthhii ss   aaccttiivviittyy

o People say: “Practice makes perfect”. Because nobody’s perfect,
let’s make our slogan: “Practice makes us better”.

o Practising or roleplaying with someone first has a lot of benefits –
our roleplay listeners can:. Point out things like our body language, speaking habits and

voice projection.. Give ideas on the content of our talk.

o To give ourselves a sense on how we look, practise talking into a
mirror – a long mirror if possible. We can check our posture – in
other words, the way we stand.  

o Another way of practising by ourselves is to tape our practice
speech. Listen to the tape and think: “How can I improve?”. For
example: “Can I speak more slowly?”

GGeettttiinngg  ffeeeeddbbaacckk

An important way of improving and building our confidence is to get
feedback after a talk or presentation. Feedback is feeding or giving back
to someone ideas and comments that will empower and support them.

When we get feedback, or give comments to other people, try to:

o First focus on the positive: What did the speaker do well?

o Then look at what can be improved: What can the speaker do better?

We can get or give feedback verbally, especially when time is short.
Written feedback helps to give more detailed feedback. Guiding
questions help us to give our feedback in a structured way.
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For more on giving and
receiving feedback, see
TOOL 4 on page 111.
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Here is an example of an assessment sheet with spaces to write answers
to guided questions. Use it to:

o Get feedback from friends or work colleagues.

o Write down our own assessment of our talk or presentation.

o Give other speakers feedback.

These are 20 examples of questions we can use to give feedback. They
are based on our 20 speaking guidelines. In the activity after the
assessment sheet, you will have a chance to add your own questions.

74

1

2

3

4

5

6

7

8

Message

Did my talk have a clear message?

Was my message relevant to my listeners?

Did my message change the way my listeners think or encourage them to do something?

Structure

Did I explain my structure when I started talking?

Did my main message come through clearly at the beginning?

Did my information flow in a clear order?

Were my sentences short enough?

Did I stick to my structure?

✐
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9

10

11

12

13

14

15

16

17

18

19

20

Style and delivery

How was my general body language?

Did I keep eye-contact with listeners?

Do I have any distracting habits when I speak?

Was my language easy to understand?

Did I explain difficult ideas in plain language?

Did I use practical examples?

Did I use visuals well?

Management

How was the speed of my talk?

Did I link different parts of my talk?

Did I pause to check if listeners are still ‘with me’?

Did I summarise my main points?

Did I answer questions clearly and patiently?

A general question: Any other comments or suggestions on my speaking?

✐
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This activity gives us a chance to practise speaking and to get feedback
using our assessment sheet.

Getting feedback on speaking

“Remember to debrief
after speaking – let
your feelings out!”

PORTIA

AAcc
ttiivv

iittyy

1. Think about what other questions you can add to our speaking assessment sheet.
Write these down and use them when you practise filling in the assessment sheet.

2. Now get more confident by again practising your talk and answering questions on
Positive living (or a topic of your choice).

3. Use copies of the assessment sheet for feedback:

o Ask at least 2 listeners (eg friends, work colleagues) to give you comments by
filling in the assessment sheet.

o Also, fill in an assessment sheet to help you reflect on how you think you spoke
and in this way give yourself feedback.



UUsseeffuull  TTIIPPSS ffrroomm  tthhii ss   aaccttiivviittyy

o A different way of assessing our talk is to tape it. Then we can
listen afterwards to pick up on what we can do better next time,
eg speaking with more energy and varying our voice.

o There is a strong link between listening and getting feedback. We can
practise our listening and summarising skills when we, for example,
listen to what people think about the ideas in our talk or when we
summarise what a listener is asking us.

o We never stop learning from our experience of talking and listening
to others. When we think that we have nothing more to learn, this is 
the time to retire from speaking! 

In the final part of TOOL 3, we will focus on improving our written
communication. We will see that some of our writing guidelines are
similar to our speaking guidelines. This will give you a chance to think
about and practise some of these guidelines again. And you will also
learn some new guidelines that are important for writing.
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wwrriittee  eeffffeeccttiivveellyy?

As people living with HIV or AIDS, how can we get our written messages
across in a clear and effective way?

Tsholo’s poem shows us how we can get across a powerful message and
motivate other PLHAs by expressing our feelings and fighting spirit in
a creative way.

While we can build on what we learnt from speaking skills, we should
think about some of the things that make writing different to speaking.
When we write, people usually read what we write on their own – we
are not there as the writer to explain like we do when we are talking to
someone. This is why we need to make sure that our written HIV and
AIDS messages are very clear and easy to read.  

HHooww  ccaann  wwee  iimmpprroovvee  oouurr  wwrriittiinngg ?

Let’s think about how we write and then write a short piece as an example.

How do you write?

78

AAcc
ttiivv

iittyy

1. What are the different kinds of writing that you do? For example, letters.
Make a list of these.

2. What problems do you experience when writing? In other words, what are your
weaknesses? How can you improve? Write these down. Then share these with a
friend or work colleague.

3. Write a short story (10 lines only) on: How a role model helped me to be strong as a
person living with HIV. Imagine what you are writing will be part of a magazine
feature article on PLHAs.

Keep this story to use in a later activity when you practise using our writing guidelines. 

YOU MAY THINK

“You may think you have
blocked me from doing
things I like, because you
are in my blood.

You may think you can
determine my life, no
ways because I will live
my life to the fullest.

You may think that I
can’t love and care, no
ways because I do care
and love others to protect
them against you.

You may choose to
attract my mind, but
know that I will be strong
against you.”

TSHOLOFELO MOHALANYANE

7



The next activity shows how unclear writing makes it hard for readers,
and encourages us to start seeing how we can write in a more reader-
friendly way.

What’s wrong with unclear writing?
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AAccttiivviittyy

1. Read this paragraph about Babies and HIV. Imagine this is part of a public
education booklet:

Example 1: Difficult language version

Research findings from an in-depth study at King Edward Hospital in Durban indicate
that the two-year fatality rate for children infected with HIV through birth is almost 60%
and establish further that the vast majority of women in South Africa become aware of
their HIV positive status at the time of their pregnancy or after they have already given
birth. Babies are being born with HIV on a daily basis. For women such as these, the
possibilities of transmitting HIV to their children could not therefore be prevented. This
section considers mother-to-child transmission.

Adapted from NAPWA, 2001

2. Did you find it easy to read and understand this paragraph? List some of the things
that make it difficult. 

3. Have a look at a plain language version of this same paragraph:

Example 2: Plain language version

‘Mother-to-child transmission’ is when HIV is passed on from mother to child. 

Every day in South Africa babies are born with HIV. Mothers often cannot prevent
transmitting HIV to their babies. A study at King Edward Hospital in Durban shows:

o Almost 60% of babies infected with HIV through birth die within 2 years.

o Most women find out they are HIV positive during pregnancy or after giving birth.

4. What makes the plain language version easier to read and understand? Write down
your thoughts.

Compare your ideas with our writing guidelines on the next page.
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Here are the 20 guidelines that we will use to develop our writing skills.
These guidelines help us with preparing our writing, structuring what
we write, using a plain and understandable style, and having an easy-
to-read layout.Guidelines on layout (pages 92-96)

80

1

3

4

6

8

10

12

14

16

18

20

SUMMARY: WRITING GUIDELINES

GUIDELINES for preparing to write (pages 82 and 83)

Use our planning steps and questions before
we write

Develop a rough message and structure

GUIDELINES on structuring our writing (pages 84 to 88)

Order our information

One theme, one paragraph

GUIDELINES on writing style (pages 89 to 98)

Cut unnecessary details and words 

Explain necessary difficult words and abbreviations

Use personal language

Use short connecting and referral words

GUIDELINES on layout (pages 99 to 103)

Use clear headings, sub-headings and numbering 

Have visuals

Use a readable typeface and type size

20

Make space and time to write

Use catchy headings

Use everyday words when possible

Write actively, not passively

Use verbs, not nouns

Use gender-sensitive, people-friendly and
inclusive language

Create open space

Use capitals, bold and italics carefully

2

5

One idea, one sentence7

9

17

19

11

13

15



WWhheenn  ttoo  uussee  tthhee  gguuiiddee ll iinneess

The writing guidelines help you prepare and write messages in your
personal life or in your community work as a PLHA, for example:

o Letters, eg to a family member or to a government department.

o Pamphlets, booklets and posters, eg to educate the community. 

o Preparing speeches, eg notes of your main points, notes of facts and
statistics to support a talk.

o Press releases, eg outlining the aim of a campaign.

o Magazines, eg sharing your experience of living with HIV.

o Creative writing, eg poems, stories and songs about positive living.

o Proposals, eg motivating for a clinic in an area.

o Reports, eg to funders explaining the work of your organisation.

FFeeaattuurree ss   ooff  tthhee  gguuiiddee ll iinneess

o We will use the example of a Know your HIV and AIDS health rights
pamphlet to show and practise some of the guidelines.  

o We include plain language tips to help you write in a more
understandable way. 

o Activities at the end of the guidelines will give you a chance:. To practise using all the writing guidelines to write your 
personal story. . To get feedback on your health rights pamphlet. 
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RREEMMEEMMBBEERR

Like the speaking
guidelines, these are not
fixed rules. Please add to
them and use them in a
way that meets your
writing needs.
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PPrreeppaarraattiioonn  gguuiiddee ll iinneess

82

“I had to think about
how to send a message to
people in prison. Prisoners
are often forgotten, and
statistics for HIV in prison

are very high. I wanted
to communicate

with them and
give them hope.”

MOTLALEPULE MAINE

GUIDELINE Use our planning steps and questions 
before we write

Remember our planning steps and questions:

o Why am I writing?

o Who am I writing to?

o What do I want to say and what do I want my readers to do?

o How will I get my message across?

o When and where will I write?

1

GUIDELINE Make space and time to write

o Find a quiet space where we can concentrate on our writing.

o Give ourselves time to write without being distracted by other
work or personal things.

o Make time to get feedback on our writing before we send it or copy
it for distribution. In other words, don’t leave it to the last minute.

2

See our 6 planning 
themes on page 24 
and our 6 planning
questions on page 26.
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GUIDELINE Develop a rough message and structure

To guide our writing:

o Think about our main message and key points.

o Remember our readers may need some background information –
they may not be familiar with all the issues.

o Start to create a structure in point-form notes.These rough notes
help to shape and guide our writing. Sometimes, we may change
our structure as we write and get a feel for what sounds better.

3

This activity gives us a chance to practise using the preparation
guidelines as we start developing a health rights pamphlet.

Planning a ‘know your rights’ pamphlet

UUsseeffuull  TTIIPPSS

o Try out your rough
message and key points
on someone who will be
a reader, if possible. This
will help you to write at
the correct level.o Remember our planning
questions: What do we
want people to think
about or do as a result
of our message?
For example: . Are you telling a

personal story to
appeal to the heart?. Do you want to
challenge the way
people see PLHAs?. Are you trying to
get readers involved
in HIV and AIDS
support work?AAccttiivviittyy

1. Work on your own or with a friend to plan a 1-page Know your HIV and AIDS health
rights pamphlet aimed at educating people in your community. Try to include some
of the health rights we covered in TOOL 2, eg: 

o Confidentiality

o Informed consent

o Access to health care services, including treatment.

2. After going through our planning themes and questions, write down a rough
structure in point-form. Only work on the structure – you do not need to write 
the pamphlet now. Keep this structure to use in later activities.

3. Think about your rough structure as you read the structure guidelines on the next page.
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HHooww  ccaann  wwee  ssttrruuccttuurree  oouurr  wwrriittiinngg ?

When we talked about planning, we said: “Structure is 50% of
communicating”. This is especially true for writing.

These structure guidelines can help us to:

o Develop the structure that will shape our writing.

o Break up information into smaller pieces for our readers.

SSttrruuccttuurree  gguuiiddee ll iinneess

UUsseeffuull  TTIIPP

o Always try to put your
main message first.

GUIDELINE Order our information

Try to put information in an order that makes sense for our readers.
Information should flow like a stream. 

We can put information in:

o Order of importance: from most important to least important.

o Number order: 1, 2, 3 etc.

o Time order: start from what happened first.

For example, when we write a newspaper report, we usually put the
most important information first.

GUIDELINE Use catchy headings

Each section should have a heading to catch the attention of our
readers. Think of this as our own newspaper headlines. Our heading
should summarise the message of that section. In longer sections,
we can have sub-headings.

As an example, look at our heading for this guideline:
Use catchy headings.

5

UUsseeffuull  TTIIPPSS

o Questions are a sharp
way of writing clear and
active headings. See the
example on this page:
How do we structure
our writing?o Slogans or statements
also make good
headings, for example:
Let’s talk about HIV
and AIDS.
Better safer than sorry.
Anti-retrovirals are
lifesavers.

4
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GUIDELINE One theme, one paragraph

o Group the information in paragraphs.

o Keep paragraphs short – between 1 and 4 sentences.

o Limit each paragraph to one theme (group of ideas).

o A new theme should go into a new paragraph.

6

GUIDELINE One idea, one sentence

o Try to write shorter, sharper sentences.

o Keep sentences short – between 10 and 20 words.

o Limit each sentence to one idea.

o A new idea should go into a new sentence.

7

We will look at some examples of GUIDELINES 4 TO 7 in the next 2 activities.

Ordering writing and using headings

UUsseeffuull  TTIIPP

o Try to put the main
idea of a paragraph in
the first sentence of
the paragraph. UUsseeffuull  TTIIPPSS

o Try to break up your
writing into smaller
pieces to make it easier
for your readers.  o Let’s get away from the
idea that good writing
is always long, formal
sentences. The key is to
get your message across!

AAcc
ttiivv

iittyy

This activity helps you to practise the structure guidelines.

We will use our Babies and HIV examples again:

Example 1: Difficult language version

Research findings from an in-depth study at King Edward Hospital in Durban indicate
that the two-year fatality rate for children infected with HIV through birth is almost
60% and establish further that the vast majority of women in South Africa become
aware of their HIV positive status at the time of their pregnancy or after they have
already given birth. Babies are being born with HIV on a daily basis. For women such
as these, the possibilities of transmitting HIV to their children could not therefore be
prevented. This section considers mother-to-child transmission. 

Adapted from NAPWA, 2001



T
O

O
L

 
3

CC
oomm

mm
uu

nn
iiccaa

tt
iioonn

87

Example 2: Plain language version

‘Mother-to-child transmission’ is when HIV is passed on from mother to child. 

Every day in South Africa babies are born with HIV. Mothers often cannot prevent
transmitting HIV to their babies. A study at King Edward Hospital in Durban shows:

o Almost 60% of babies infected with HIV through birth die within 2 years.

o Most women find out they are HIV positive during pregnancy or after giving birth.

Now try these tasks: 

1. Can you see how Example 1 is one long paragraph? Count the number of words
in the first sentence of Example 1. See how we break this up and shorten the
information in Example 2.

2. Compare the way information flows in Example 1 and Example 2.
What do you think is the difference?

3. Can you think of a catchy heading for Example 2? Write it down.

4. Now practise breaking up this sentence to make it easier to read:

Out of 100 women who are living with HIV, at least 25 will pass on HIV to their
newborn child, while 75% of babies contract HIV through natural birth, and 25% get
HIV during pregnancy.

Your version

�

Look back at our example
of breaking up a long
sentence on page 62.
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AAcc
ttiivv

iittyy

1. Try to use this suggested structure to change the rough structure you wrote in
the activity on page 83 for your Know your HIV and AIDS health rights pamphlet. 

2. Then create your own headings for your pamphlet. Try to use questions in
your headings.

1

2

3

4

SUGGESTED STRUCTURE FOR A
‘KNOW YOUR RIGHTS’ INFORMATION PAMPHLET

The need

o Highlight the issue we will write about. Tell a story of when
someone’s rights were abused. 

Example of heading: Jean’s story.

The rights

o Explain what our rights are around this need.  

Example of heading: What are our rights?

The action

o Give readers step-by-step ideas on action they can take to claim
and protect their rights. 

Example of heading: What steps can we take?

The help

o Give readers contact details for help and information.  

Example of heading: Who can we go to for help?



HHooww  ccaann  wwee  wwrriittee  iinn  aann  eeaassyy  ssttyyll ee ?

SSttyyllee  gguuiiddee ll iinneess

Our style guidelines for writing overlap with our Style and delivery
guidelines for speaking.

When we think about and use these writing guidelines, let’s remember:

o Short and sharp messages can be very powerful.

o We can use creative methods to carry our messages,
eg graffiti, cartoons, slogans.

o We can adapt and use these guidelines for writing in all South
African languages.

This activity helps us to work through the writing style guidelines.

Using plainer words
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AAccttiivviittyy

1. Take out the 10-line story about your HIV role model that you wrote for the activity
on page 78. Look at your story and decide if you think your style is easy to read.  

2. Then, read through GUIDELINES 8 TO 15, and fill in your own examples in the spaces:

o Rewrite in plain language – come up with your own easier words.

o Add your own examples – write down your own examples of words or sentences
that are easier to read. You can take examples from your story or use any other
examples you can think of.

In our examples for these guidelines:

o We start off with the difficult example.

o We use an � to show how we can change it to a plain example.

Look back at pages 62 to
67 for more examples
of these guidelines.

NNOOTTEE

See our suggested
plain language versions
on page 98.
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GUIDELINE Cut unnecessary details and words

Think about why we are writing and who we are writing for:

o Extra words

Cut any details and words that do not add to our meaning.

Example

For women such as these � For these women

o Repeats

Cut repetitive words – there’s no need to say something twice.

Example

Please refer back to � Please refer to

8

AAcc
ttiivv
iittyy

As far as HIV is concerned �

At the moment we are currently experiencing �

Add your own examples:

�
�

�

Rewrite in plain language
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GUIDELINE Use everyday words when possible

Try to cut or replace formal, outdated or foreign words:

o Formal words example

The law requires � The law says you must 

o Outdated words example 

Herewith our letter � We enclose or We include our letter

o Foreign words example

A bona fide attempt � An honest or genuine attempt

9

The research establishes further that �

We hereby inform you �

The grant is given per annum �

Add your own examples:

AAccttiivviittyy

�
�

�

�

Rewrite in plain language
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GUIDELINE Explain necessary difficult words
and abbreviations

o Difficult words

Sometimes we may need to use a difficult medical or legal word. 
Then we must find an easy way of explaining it or giving an
example of what we mean. 

Example

Our immune system protects our body against germs and diseases,
and helps to heal the body after we are ill.

o Abbreviations

Remember to spell out abbreviations the first time we use them.
When we use the words again, we can just use the abbreviation.

Example 

Let’s push for voluntary counselling and HIV testing (VCT).

We are planning a VCT campaign in our community. 

10

UUsseeffuull  TTIIPP

o Sometimes we can
express difficult English
words more plainly in
African languages.

Example

Immune system means
“soldiers of the body” when
translated into:. IsiZulu:

amasosha omzimba. IsiXhosa:
amajoni omzimba

AAcc
ttiivv
iittyy

Pre-test counselling �

Discrimination �

The campaign for ARTs �

Rape survivors need PEP �

Add your own examples:

Rewrite in plain language

�

�

�

�
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AAccttiivviittyy

GUIDELINE Write actively, not passively

o As with speaking, let’s write actively and directly.

Example 

Passive: Proposals are received by the Minister

� Active: The Minister receives proposals

o The key to active writing is to put the person doing the action 
first in your sentence. In our example, this is “the Minister”.

11

Rewrite in plain language

Garlic and vitamins are recommended by the clinic nurse.

�

Add your own examples:

�

�

�

�
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GUIDELINE Use personal language

o Write personally for our readers – identify with them by using
personal pronouns like I, we, my, us, our, you, your when possible.

Examples

The HIV and AIDS challenges facing people

� The HIV and AIDS challenges we face in our community

Good nutrition is recommended

� I or we recommend good nutrition

12
UUsseeffuull  TTIIPPSS

o Where possible, quote
directly from your
experience or the
experience of other
PLHAs, eg: “When I
disclosed to my mother…”o Always get permission
if you use someone
else’s words.

AAcc
ttiivv

iittyy

When a person decides what action to take �

It is said that … �

Add your own examples:

�

�

�

�

Rewrite in plain language
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GUIDELINE Use verbs, not nouns

o We can shorten and sharpen our writing by using verbs instead
of longer verbal nouns. These are verbs hidden in longer nouns.  

In the next example, take into consideration is a verbal noun.

Examples

Take into consideration � Consider 

Submit an application � Apply

Carry out an evaluation of � Evaluate

13

AAccttiivviittyy

�

�

�

Make a proposal �

Take action �

Add your own examples:

�

Rewrite in plain language
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GUIDELINE Use short connecting and referral words

o Connecting words

We can cut lots of extra words by using short, clear words to
connect parts of sentences. We can often replace 3 or 4 words
with one simple word, for example, in order to � to.

Examples 

on the grounds that � because

in the event of rain � if it rains

in terms of this law � under this law

o Referral words

When we refer to other parts of our writing, let’s make sure our
readers know exactly where we want them to go.

Example

See the above examples � See the examples on page 79.

14

AAcc
ttiivv

iittyy

�

�

With reference to the court case �

See below for more information �

Add your own examples:

�

Rewrite in plain language

�
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“Know the terms
people use in a
particular area
or the words they
understand better.”

NOMFUNDO XOTYENI

GUIDELINE Use gender-sensitive, people-friendly
and inclusive language

As with speaking, we need to remember to be positive and sensitive
whenever we write:

o Gender-sensitive example

When a man looks for work � When a person or you or we look
for work

o People-friendly example

HIV-inflicted community � Community affected by HIV

15

AAccttiivviittyy

Staff manning the clinic �

Diseased people �

Add your own examples:

�

�

�

�

Let’s also make things clear and practical by using examples
whenever we can. Try to include different experiences and people in
our examples.

o Example of being inclusive

In a ‘know your rights’ pamphlet:. Use a local story and refer to different sectors in the community.  . Include words and sayings from our own languages.

Write your own
examples at the top
of page 98.

Rewrite in plain language
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Add your own examples:

�

Rewrite in plain language

AAcc
ttiivv

iittyy

Suggested plain language versions
for examples in GUIDELINES 8 TO 15

GUIDELINE 12

� When you decide what
action to take or When we
decide what action to take

� We say that or Lucy says that

GUIDELINE 13

� Propose

� Act

GUIDELINE 14

� In the court case

� See page 98 for more
information

GUIDELINE 15

� Staff working in the clinic

� People living with HIV
and AIDS

GUIDELINE 8

� With HIV

� Now we are experiencing

GUIDELINE 9

� The research also says

� We are informing you

� The grant is given every year

GUIDELINE 10

� Pre-test counselling:
Counselling before an HIV test

� Discrimination: Treating
someone differently and
unfairly, eg not playing with a
child who is living with HIV

� Anti-retrovirals (ARTs)

� Post-exposure prophylaxis (PEP)

GUIDELINE 11

� The clinic nurse recommends
garlic and vitamins
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HHooww  ccaann  wwee  hhaavvee  aann  eeaassyy--ttoo--rreeaadd  llaayyoouutt ?

Layout is the way our writing looks on the page or the way we arrange
an awareness poster so that it looks interesting. This is what we called
‘the look’ when we talked about our communication planning themes
(see page 25).

What happens when we use a layout that is difficult to read? Even if
we have a very good structure and use plain words, our message may
be lost because we forgot to work on an easy-to-read layout.

Let’s look at a few layout guidelines before we do an activity to see
what happens when we ignore layout.

LLaayyoouutt  gguuiiddee ll iinneess

GUIDELINE Use clear headings, sub-headings
and numbering

o A good way to guide our readers through our message is to use
clear headings and sub-headings.  

o Try to combine this with a clear numbering system – a short piece
may not need a numbering system, while numbering is often
useful in longer documents.

Examples

See the main heading on this page: How can we have an
easy-to-read layout? and the subheading: Layout guidelines.

See the Contents page of this tool to understand our numbering
system.

16

“Communicating means
writing in a way that
is presentable and
acceptable.”

WORKSHOP PARTICIPANT
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Text The words we use
when we write.

GUIDELINE Create open space

o We should try to create open space when we write. In other words,
try to avoid big blocks of text. We use space to encourage people
to read what we write.

o Here are 4 ways that we can create space:. Margins

Leave margins or spaces on the left and right sides of the page.. Paragraph spacing

Break up your text into short paragraphs and leave space
between paragraphs.. Listing points

Break up long sentences and paragraphs by listing points –
also called ‘bullets’. See how we are now listing the 4 ways to
create space.. Leaving the right-hand side uneven

Leave the right side of our text uneven – also called ‘unjustified’.
See how the text in this tool is unjustified.

Formal writing mostly has even or justified text on the right
side – see the TB example on page 103. Justified text results in
big blocks of writing that has no shape. This is harder to read
and makes our eyes tired very quickly.

17
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GUIDELINE Have visuals

o Remember the saying: “A picture paints a thousand words”. So we
try to use visuals in our writing to:. Cut down on the amount of text.. Add variety.. Get across information.

o Examples of visuals: .Drawings.Cartoons. Graphs. Symbols, eg the symbol for Guidelines in this toolkit:

GUIDELINE Use capitals, bold and italics carefully

o Be careful when using CAPITAL, bold and italic letters:

o Try to use these so that they stand out – in other words, be
selective and don’t use them too much.

o Try to use them in the same way all the way through your
writing – have variety, but be consistent. For example, don’t use
capitals for a guideline heading on one page and then italics for
a guideline heading on another page.

GUIDELINE Use a readable typeface and type size

o Typeface is the name of the shape of type we use – also called
‘font’. Common typeface examples: Times New Roman, Arial.

o Type size is how big we make the typeface. Good type size

examples: 14-point Times New Roman, 12-point Arial. 

o Use a typeface that is easy to read, and a type size that is easy to
read and big enough.

18

19

20

UUsseeffuull  TTIIPPSS

o When choosing a
typeface and type size,
always think about
who we are writing for:
Their age? Our readers’
literacy level? What
about people with any
sight difficulties?o Our layout guidelines
are not just for when you
work on a computer. You
can also use them when
you do handwriting,
eg writing a letter.  

.Photographs.Charts

Typeface Font or shape
of type.
........................................... 

Type size Size of typeface.
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The next activity gives us a chance to practise using the
layout guidelines.

Being creative with layout

AAcc
ttiivv

iittyy

1. Read Andile’s poem and cartoon drawing:  

o Does his message come across clearly?  

o Does the cartoon and the layout make it easy to read?

I ’M GLAD TO BE ALIVE

“Sitting in a doctor’s office
Waiting for a verdict
Pleading for a second chance
Anything 
But a death sentence

It was only once or twice
His pressure was strong, I was weak
I gave in, I knew the risks
But I didn’t care

My wasted youth
My stolen chances
How could I do this
To my family and friends

Confidentiality – no it assists no more
The world will know before I disclose
I had a fear, fear of other people
Fear of discrimination
But I’m still alive
Oh I’m alone, I’m buried alive
I won’t let my light be eaten
By this darkness
I won’t let Mr AIDS win this struggle.”

ANDILE NGWABENI

But I’m still alive!
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2. Examine this example of layout from an information pamphlet on TB:

o What are the problems with this layout?  

o Suggest ways to improve it.

Tuberculosis is always treated using a combination of drugs. If you are being
treated for tuberculosis for the first time – that is, if you have not had
tuberculosis before – you will need to take four drugs for two months, followed by
a combination of two drugs for another four months. In other words, you will need
to take medicine for six months in order to cure the tuberculosis. If you’ve had
tuberculosis before, you will probably receive five drugs to take for two months. In
the third month, you will only receive four drugs for one month. After that, you’ll
take three drugs for another five months. In other words, you will need to take
medicine for eight months in order to cure the tuberculosis.

Adapted from community education booklet, 2001

3. Think about what layout you will use for your Know your HIV and AIDS health rights
pamphlet (the one you worked on in the activities on pages 83 and 88). For example,
what visuals can help you communicate your message?

Just think of layout ideas for now – you will have a chance to write this pamphlet in
the activity on page 108.
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HHooww  ccaann  wwee  pprraaccttii ssee  aanndd  ggeett
ffeeeeddbbaacckk  oonn  oouurr  wwrriittiinngg ?

This activity encourages us to think about and practise using all
20 writing guidelines.

Practising your writing

AAcc
ttiivv

iittyy

1. Take out the 10-line magazine story you wrote in the activity on page 78. Think about
how you can use the 20 writing guidelines to improve your story.

2. Use the 10 lines you wrote as a starting-point. Then add to your story to make it
about 20 lines. Feel free to rewrite and rearrange the story so that it is easy to read.
For example, use plain language and a reader-friendly layout. 

3. Share your longer story with a friend or work colleague. Ask them to compare the
10-line story with your improved 20-line story, and to tell you:

o What parts read more easily, and why?

o What things can you still improve?

Think about the things that you changed in your longer story. These can become
your own guidelines to add to our 20 writing guidelines.

See the summary of the
writing guidelines
on page 80.
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UUsseeffuull  TTIIPPSS ffrroomm  tthhii ss   aaccttiivviittyy

o When we write, we should try to start with a first attempt or ‘draft’.
Then take a break for a few hours or even overnight. When we look
at what we wrote with fresh eyes, we can see how to improve it in
our second draft. We often get new ideas when we have had a rest
and work with new energy.

o Before we send off our writing, we should check it again. We can
imagine we are our own editor, and then make some final changes.
Finally, we can do a spell and grammar check if we are working
on computer – we should use South African spelling for writing in
South Africa.

o We can also ask a friend or work colleague to be our editor. If we
are writing by hand, we should get someone to check our spelling
and grammar.

o Sometimes we have to write an article in a hurry to make a deadline
for a newspaper or magazine. When this happens, try to get a friend
or work colleague to do a quick check before handing it in.

GGeettttiinngg  ffeeeeddbbaacckk

As with speaking and presenting, constructive feedback helps build us
as writers and as people. By constructive, we mean comments and
suggestions that help us to improve our writing.  

The feedback can be positive and critical, but we will learn from it in a
way that empowers us. In other words, the feedback gives us the power
to make changes and be creative. As we develop confidence, we can
also start to teach other PLHAs to become better writers. 

For more on giving and
getting feedback, see
TOOL 4 on page 111.
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WWrriittiinngg  aass ssee ss ssmmeenntt  sshheeeett  

Here is an example of a writing assessment sheet, with 20 questions to
guide constructive feedback, based on our 20 writing guidelines:

1

2

3

4

5

6

7

Message

Did my writing have a clear message?

Was my message relevant to my listeners?

Does my message change the way my listeners think or encourage them to do something?

Structure

Does my main message come through clearly at the beginning?

Did I present information in a clear and flowing order?

Are there headings to guide the reader?

Are the sentences and paragraphs short enough?

✐
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8

9

10

11

12

13

14

15

16

17

18

19

20

Style

Is my language easy to understand?

Are there any unnecessary details and extra words?

Did I explain difficult words in plain language?

Did I use more active than passive sentences?

Do I identify with readers by using personal words?

Are verbs used more than nouns?

Are there short connecting words and clear referral words

Am I gender-sensitive and people-friendly, and did I use inclusive examples?

Layout

Are there clear headings and sub-headings?

Is there a user-friendly numbering system?

Did I use visuals effectively?

Is there plenty of open space (eg margins, lists of points)?

Is my typeface and type size easy to read?

A general question: Any other comments or suggestions on my writing?

✐
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This activity gives us a chance to practise writing and to get feedback
using our assessment sheet.

Getting feedback on writing

AAcc
ttiivv

iittyy

1. Think of questions to add to our writing assessment sheet. Write these down to use
when you practise filling in the assessment sheet.

2. Now to get more writing practice, work on your own to write the Know your HIV
and AIDS health rights information pamphlet you worked on in the activities on
pages 83, 88 and 103. Try to use what you have learnt about writing skills.

3. When you are finished, use copies of the writing assessment sheet for feedback:

o Get feedback from 2 readers – ask them to fill in the assessment sheet.

o Give yourself feedback by filling in your own assessment sheet.

UUsseeffuull  TTIIPPSS  ffrroomm  tthhii ss   aaccttiivviittyy

o Try to use the feedback in a positive way to help you organise
and present your writing in a sharper and more attractive way the
next time.

o Keep an eye open for different kinds of writing, eg newspapers,
reports, letters, magazines. Use our guidelines and assessment
questions to learn from how others write and the layout they use.

o Give work colleagues and other PLHAs constructive feedback.
Set up an exchange system where you give each other advice and
comments on, for example:. Structure. Content. Language. Spelling and grammar. Layout.
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HHooww  ccaann  wwee  uussee  oouurr  nneeww  ccoommmmuunniiccaattiioonn  sskkii ll ll ss ?

Now your challenge is to use your new communication skills so that
we all become stronger listeners, speakers and writers in our HIV and
AIDS work!

PLHAs in our workshop group said this about how communication
skills have helped them:

“There’s another me coming out. I feel the urge to talk
about issues hiding in corners.”

ELAINE MAANE

“At my appointment with the inkosi, I was a
bit tense. I tried to use simple language
isiZulu. I ended up running what felt like a
whole workshop. Now they’re on board.”

NOMA BARNABAS

“In speaking to ‘big guys’ like ministers and ‘dissidents’,
I took my time and knew what I wanted to talk about.
I remembered my communication skills. They were
impressed. Improved skills have also encouraged me
to feel more part of the ‘team’ at work.”

ERNEST SAILA

“When with my director, I took the
initiative and spoke to people.
My director was so surprised. I’m
not scared any more. I got the
information I needed from our
workshop.”

ELSIE BOGATSWE

“Communication skills have boosted
me when I go around talking to people

about how to live positively. The
living ambassadors are growing!”

BOITUMELO MHIKO



110

Access

To get or use something,
eg access to a grant or to
health care.

Active listening

To listen in a way that
encourages a speaker,
eg concentrating, responding
in a supportive way.

Active speaking/
Active writing

To use active sentences to
speak directly to listeners
and readers, eg PLHAs need
community support is sharper
than Community support is
required for PLHAs.

Advocacy

To work for change,
eg pushing for HIV/AIDS
policies and programmes that
meet our needs as PLHAs.

Barriers

The things that stop or block
us from doing things, eg we
feel we cannot disclose
because we may get a
negative response.

Body language

The signs we give a person
who is talking to us or
watching us, eg showing we
are confident and focused on
what we are doing (see also
non-verbal language).

Confidentiality

To share personal and
sensitive information with
the understanding that the
person you are telling will
keep it to him/herself, unless
we give them permission to
tell others.

Denial

When we refuse to accept that
something is happening,
eg denying the effects of the
HIV and AIDS epidemic.

Disclose

To share something that
you were not open about
before, eg talking about
living with HIV.

�
This is an A to Z list of the key words we put in bold green the first
time we used them in this tool. Use the       space to translate and
explain each word in another language that you speak.  

�

�

Key words



Discrimination

To treat someone differently,
usually in an unfair way.

Feedback

To give or receive comments
about a talk or some writing
with the aim of improving
in future.

Gender

The social roles that we are
expected to play as men
and women.

Gender-sensitive language

Language that is sensitive to
men and women, eg words
like chairperson, his/her.

HIV status

Whether we test HIV negative
or HIV positive.

Icebreaker

Short exercise at the start of a
talk, workshop or meeting for
people to get to know each
other and feel comfortable.

Image

Our picture – the human face
and voice that shapes how
people see us.

Inclusive language

To use language that involves
everyone in a friendly way.

Internal stigma

When we have negative
thoughts, beliefs and attitudes
about ourselves because of
the way other people see us
as people living with HIV or
AIDS. Also called self-stigma.

Layout

The way our message looks
on the page, eg the headings,
the space left open, the
drawings and boxes, the size
of the letters.

Main message

The most important ideas and
information that we want to
get across to our listeners or
readers. We usually structure
our main message around a
few key points.

Message

The information or ideas
we want to pass on to
other people.

Negative language

Language that talks about
HIV, AIDS and PLHAs in a
negative way, eg HIV
sufferers, AIDS victims.

� �
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Non-verbal language

Signs we give to show
that we are interested or
motivated, eg nodding,
hand movements, touching
gently to encourage a speaker
(see also body language). 

Passive listening

To listen in a way that
does not encourage a
speaker, eg looking away,
not responding.

Person/People living
with HIV and AIDS

The way we talk about
ourselves as people living
with HIV and AIDS (PLHAs
for short). Or as one person
living with HIV or AIDS (a
PLHA). As part of projecting
a positive image, we focus on
the fact that we are living,
not dying, with HIV or AIDS. 

Personal language

To talk directly to our
listeners and readers,
eg using words like we,
us and you.

Plain language

To speak and write in
language that is easy to
understand and that helps us
to get across our HIV and
AIDS messages in a clear way.

Point-form notes

To list our speaking notes
in short points, not full
sentences, to help us
remember the main points
of our talk.

Positive image

To come across in a positive
way through the way we look,
our words and our actions.

Positive language

To speak and write positively
about ourselves and other
people living with HIV or
AIDS, eg living with HIV,
not HIV sufferer.

Positive living

To live life to the full, have
a healthy lifestyle and be
a positive role model for
other PLHAs.

Presenting/Presentation

To talk in public with the
help of visuals like pamphlets
and posters.

Project/Projecting/
Projection

What we give out or show,
eg do we project a positive
spirit? Also used to describe
how we use our voices to
reach people when we are
talking, eg do we project
enough in a big hall?

� �
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Roleplay

To act out a real-life situation
so that we can learn from it.

Stereotypes

Fixed ideas about a group
of people that are often
negative, eg the idea that
“all people living with AIDS
are very thin and sick all
the time”.

Stigma

Negative attitudes and beliefs
about individuals or groups,
eg because we are living with
HIV or AIDS.

Text 

The words we use in
our writing.

Typeface

The name for the shape of the
type (the letters) we use,
eg Arial. Also called font.

Type size

How big we make the
typeface, eg 12-point Arial.

Visuals/Visual aids

What we use to illustrate a
presentation, eg pamphlets,
newsprint, photos or videos.

Add your own words�
� �
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AIDS Acquired Immune Deficiency Syndrome

ARTs Anti-retroviral drugs or treatment

eg For example

HIV Human Immuno-deficiency Virus

NAPWA National Association of People Living With HIV/AIDS

PEP Post-exposure prophylaxis

PLHA A person living with HIV or AIDS

PLHAs People living with HIV and AIDS

TB Tuberculosis

TV Television

VCT Voluntary counselling and HIV testing 

Abbreviations
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REFERENCES, POLICY DOCUMENTS AND

TRAINING MATERIALS

� AIDS Law Project and AIDS Legal Network:
HIV/AIDS and the Law, 3rd edition, 2003.

� Collins: Plain English Dictionary, 2001.

� Cutts M: The Plain English Guide, Oxford
University Press, 1995.

� Department of Health: Living Openly, Beyond
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Certified Paralegal Training, 2002.

� Fine D and Ketz A: You and plain language,
Training workbooks, Plain Language Project for
Parliament and European Union Parliamentary
Support Programme, 2001.

� Global Network of People Living with HIV and
AIDS (GNP+): Positive Development, 1998.

� International HIV/AIDS Alliance and ICASO:
Advocacy in Action: A Toolkit to support NGOs
and CBOs responding to HIV/AIDS, UK, 2002. 

� Lane D-M: Living with HIV, NAPWA, 2001.

� Orr N: Positive Health, Empowerment Concepts,
2001.

� Pinnock P: Xhosa – A cultural grammar for
beginners, African Sun Press, 1994.

� POLICY Project: Enhancing Advocacy Skills for
HIV/AIDS Programmes, 2001. 

� Sowetan, Zapiro cartoons: 19 February 1996 and
3 March 1997. 

� Tierney E: 101 ways to better communication,
Kogan Page, 1998.

� Treatment Action Campaign: Guidelines to
Opportunistic Infections associated with
HIV/AIDS, 2001.

� Tsanga A and Ige O: A Paralegal Trainer’s Manual
for Africa, International Commission of Jurists
(ICJ), 1994.

� Trust for Community Outreach and Education:
HIV/AIDS Programme, Popular Education Series,
2002.

CONTACTS AND SERVICES

This is an A to Z list of some national,
provincial and regional HIV- and AIDS-
related contacts and services.

� AIDS Consortium
information & networking

Tel: 011 403 0265
Fax: 011 339 4450
Email: aidscons@global.co.za
Website: www.aidsconsortium.org.za

� AIDS Legal Network (ALN)
legal information & training

Tel: 021 447 8435

� AIDS Law Project (ALP)
legal and human rights information & support

Tel: 011 717 8600
Fax: 011 403 2341
Website: www.alp.org.za

� AIDS Training, Information and
Counselling Centre (ATICC)

Bloemfontein:
Tel: 051 405 8544 Fax: 051 405 8818
Cape Town: 
Tel: 021 797 3327 Fax: 021 797 3356
Durban:
Tel: 031 300 3104 Fax: 031 306 9294
East London:
Tel: 043 705 2620 Fax: 043 743 9743
Johannesburg:
Tel: 011 725 6711 Fax: 011 725 5966
Mamelodi: 
Tel: 012 308 5562 Fax: 012 308 8754
Nelspruit:
Tel: 013 759 2167 Fax: 013 752 3770
Pietermaritzburg:
Tel: 033 395 1612 Fax: 033 342 3245
Polokwane:
Tel: 015 290 2363 Fax: 015 290 2364
Port Elizabeth:
Tel: 041 506 1415 Fax: 041 506 1486
Pretoria:
Tel: 012 308 8743 Fax: 012 308 8754
Queenstown:
Tel: 045 807 2600 Fax: 045 838 3244 
Umtata:
Tel: 047 531 2763 Fax: 047 531 5186
Vanderbijlpark:
Tel: 016 950 5337 Fax: 016 981 9722
Witbank:
Tel: 013 690 6204 Fax: 013 690 6459 

� Bambanani Support Group
counselling & facilitation

Tel: 016 428 7005
Fax: 016 428 1148

Resources



� Beat it
HIV and AIDS educational video series

Idol Pictures
Tel/Fax: 021 788 3973
Website: www.beatit.co.za

� Cecilia Makhiwane Hospital Support Group
support, counselling & community education

Tel: 043 708 2757
Fax: 043 760 3380

� Centre for the Study of AIDS
research & training

Tel: 012 420 5876 Fax: 012 420 4395
Email: csa@up.ac.za
Website: www.csa.za.org

� Community AIDS Centre
information, counselling & support,
Johannesburg Metro

Tel : 011 725 6711
Fax : 011 725 5966

� Department of Health (National)
Chief Directorate: HIV, AIDS and TB
(Treatment, Care and Support)
Tel: 012 312 0132
Fax: 012 312 3121/2
AIDS Helpline: 0800 012322
Khomanani Circles of Support: 0800 222 777
Website: www.health.gov.za

� Hope Worldwide
community information & training,
including focus on prisons

National Office:
Tel: 011 984 4422 Fax: 011 984 9819
Cape Town: Tel/Fax: 021 361 8158
Durban: Tel/Fax: 031 261 9111
Port Elizabeth: Tel/Fax: 041 583 3728
Soweto: Tel: 011 984 4422 Fax: 011 984 9819
Umtata: Tel/Fax: 047 531 4491

� Institute for the Advancement of
Journalism (IAJ)
media training

Tel: 011 484 1765
Fax: 011 484 2282
Email: info@iaj.org.za
Website: www.iaj.org.za

� KOSH Care and Support
support & counselling

Tel/Fax: 018 464 4183
Website: www.lifeline.org.za

� LoveLife
information & counselling

Thethajunction: 0800 121 900
Email: talk@lovelife.org.za
Website: www.lovelife.org.za

� Media Monitoring Project (MMP)
information & media monitoring

Tel: 011 788 1278 
Fax: 011 788 1289
Email: mmp@wn.apc.org
Website: www.sn.apc.org/mmp

� Maokeng Association for People Living
with HIV/AIDS (MAPWA)
counselling & support, Kroonstad region

Tel: 056 217 1706

� National Association of People Living
With HIV/AIDS (NAPWA)
information & support for PLHAs

National Office:
Tel: 011 872 0975
Cell: 083 498 3912 or 082 793 0431
Email: napnat@sn.apc.org.za
Website: www.napwa.org.za

Contact NAPWA’s national office to get current
NAPWA regional contact numbers.

� National Community Radio Forum (NCRF)
advice, information & training for
community radio

Tel: 011 403 4336
Fax: 011 403 4314
Email: ncrf@wn.apc.org

� Open Society Foundation for South Africa
(OSF-SA)
advice, information & funding for
community radio

Tel: 021 683 3489
Fax: 021 683 3550
Email: admin@ct.osf.org.za
Website: www.osf.org.za

� POLICY Project
technical help & training for HIV and AIDS advocacy

Tel: 021 685 4894
Fax: 021 685 6297
Email: polproj@mweb.co.za
Website: www.policyproject.com

� Positive 
HIV and AIDS educational video series

SABC Education Sales Dept Tel: 011 714 6767
Ochre Media Tel: 011 880 2567

� Soul City 
information booklets

Tel: 011 643 5852
Fax: 011 643 6253
Jacana Education Tel: 011 648 1157
Email: soulcity@soulcity.org.za
Website: www.soulcity.org.za

� Steps for the Future 
HIV and AIDS educational video series

Day Zero
Tel: 021 424 2970
Email: don@dayzero.co.za 
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� United Nations Development Programme
(UNDP)
Greater Involvement of People Living
with HIV/AIDS (GIPA) Project
Tel: 012 354 8077
Website: www.undp.org

� Western Cape Networking AIDS Community
of South Africa (WC-NACOSA)
information & networking

Tel : 021 425 4308
Fax : 021 421 8754
Email: nacosawc@new.co.za
Website: www.wc-nacosa.co.za

� Wola Nani
support & income generation

Tel: 021 423 7385
Fax: 021 423 7387
Email: wolanani@iafrica.com
Website: www.wolanani.co.za

� Young Positive Living Ambassadors (YPLA)
information & support for youth

Kimberley: 053 830 5780 
Nelspruit: 013 766 2354  
Polokwane: 015 291 367

MORE WEBSITES

� South African HIV/AIDS directory
www.aidsdirectory.co.za

� International HIV and AIDS information
www.redribbon.co.za

� HIV and AIDS health information 
www.aidsmap.com

� United Nations HIV/AIDS information 
www.unaids.org
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Write your own notes here 
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Write your own notes here 
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Write your own notes here 
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How have you used TOOL 3: Communication in your
personal life and community work?

Is TOOL 3 easy to read? Can you find things easily
or are some things difficult to find?

What parts of TOOL 3 do you find most useful? Why?

What parts of TOOL 3 are not so useful? Why?

Does TOOL 3 give you enough information?
What can we add?

Do the stories, quotes and poems help you?
How?

Are the activities useful?
In what way?

Are there other issues we should cover in future tools
on communication skills?

Do you have any other comments to help us improve
TOOL 3?

Does TOOL 3 make you think of other topics and skills
we need in future toolkits for PLHAs?

PLEASE SEND YOUR FORM BACK TO THE NATIONAL DEPARTMENT OF HEALTH | PRIVATE BAG X828 | PRETORIA 0001 | TEL 012 312 0132 | FAX 012 312 3121

PLEASE FILL IN THIS EVALUATION FORM TO HELP US IMPROVE THE TOOLKIT IN FUTURETOOL 3 EVALUATION FORM

1 6

7

8

9

10

2

3

4

5

�

�
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Before starting to use TOOL 4:

o Read the toolkit introduction booklet for
more information on the whole toolkit.

o Read the detailed contents list over the
page for more information on this tool.

Key words

o These are important words to do with
facilitating as a PLHA.

o The first time we use a key word in
TOOL 4 it is bold blue and we explain
it in a box in the margin. 

o The list of Key words at the back of
TOOL 4 lists all the key words in
alphabetical order and gives their
meanings. The Key words list leaves a
space for you to translate and explain
each word in another language that
you speak.

Cross-references

o Look in the margins for page references
that point you to information and
activities in other parts of TOOL 4 or
in other parts of the toolkit. You will
need to go to the pages mentioned to
find the information. 

Abbreviations

o The first time we use an abbreviation,
we spell it out in full.

o Check any abbreviations in the
Abbreviations list at the back of
TOOL 4.

Resources

o For more information, use the Resources
list at the back of TOOL 4, including
references, books, manuals, contacts,
services and websites.

Evaluation form

o Fill in and return the tear-out evaluation
form for TOOL 4 at the back.

Notebook

o We suggest you have a notebook to do
your toolkit work.

UUssiinngg  TOOL 4

o VOICES All the quotes, stories or
poems marked with this
symbol are from people
living with HIV and AIDS
(PLHAs). They share the
experience of living with

HIV or AIDS. These are the voices of
PLHAs from our toolkit workshop group
or development team, unless we show
that they are from other PLHAs. 

o ACTIVITY Throughout TOOL 4 there
are activities to help you
share experiences, to learn
from others or to practise
what you have learnt. You
can do these activities on

your own, with a friend or in a group.
A        marks a space for you to write
your ideas.

o GUIDELINES These are tips, ideas,
suggestions and answers
to guide you in using the
information and activities
in TOOL 4.
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HOW WILL THIS TOOL ON
FACILITATION HELP US? 2

o Why is facilitation important for
people living with HIV and AIDS? 2

o Why facilitation as a method? 3

o What is facilitation? 5

o What will we learn? 7

o How does living with HIV or AIDS
affect our facilitation? 9

o What is our image of a facilitator? 10

o What does a facilitator do? 11

o How can we be confident facilitators? 15

HOW CAN WE PLAN AND PREPARE
FOR HIV AND AIDS SESSIONS? 17

o Who are the participants and
what are their needs? 18

o How can we design our programme? 20

o How can we manage our time? 21

o What materials and equipment
do we need? 25

o How can we set up the venue? 27

o How can we use a planning checklist? 31

HOW CAN WE START HIV
AND AIDS SESSIONS? 33

o How can we start off? 34

o What are expectations? 40

o What are groundrules and contracts? 43

o How can we share feelings and facts? 46

HOW CAN WE USE GROUP WORK? 48

o Why do we use group work? 48

o How can we get participants
into groups? 49

o What are some activities for
facilitating HIV and AIDS sessions? 52

o How can we deal with group
challenges and conflicts? 55

Preventing problems 56

Group reflection 57

Dealing with different people 58

Dealing with problems 62

Dealing with anger 66

Roleplay game 69

o How can we manage the plenary? 73

Summarising in plenary 74

o What about difficult questions? 75

CCoonntteennttss
ooff  TOOL 4
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WHAT IS CO-FACILITATION? 76

o Why is a co-facilitator useful? 76

o How can we make co-facilitation
work for us? 78

HOW CAN WE FACILITATE IN
DIFFERENT ENVIRONMENTS? 81

o How can we facilitate
community-based groups? 81

Chairing a meeting 81

Giving inputs and talks 83

o How can we facilitate workplace
discussions and meetings? 86

o How can we facilitate
support groups? 87

o How can make sure a support
group is successful? 88

o What are some activities to help
us facilitate support groups? 92

HOW CAN WE END HIV AND
AIDS SESSIONS? 98

o Why do we reflect on sessions? 101 

o How can we get participants
to reflect? 102

o How can we evaluate a session? 107

o How can we help participants
to evaluate? 109

o How can we give and receive
feedback? 111

o What are some of our success
stories? 113

Key words 115

Abbreviations 119

Resources 120

TOOL 4
evaluation form 123

6

5 7



FF
aa

ccii
llii

tt
aa

tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN HHooww  wwiillll  tthhiiss  ttooooll  oonn

ffaacciilliittaattiioonn  hheellpp  uuss?

WWhhyy  ii ss   ffaaccii ll iittaattiioonn  iimmppoorrttaanntt  ffoorr
ppeeoopp ll ee  ll iivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS ?

Facilitation is about helping other people to learn.

The aim of TOOL 4 is to help us develop our facilitation skills to use in
discussions, workshops, meetings, support groups, advocacy and
other HIV and AIDS work. 

Vutlhari byi kumiwa endleleni.

Experience comes on the way. We learn by doing.

XITSONGA SAYING

We cannot learn facilitation skills by just reading or talking about
facilitation. We need to learn by doing the skill ourselves as people
living with HIV and AIDS (PLHAs). The more we practise facilitating, 
the more we skill ourselves.  

Being a facilitator is not about ‘knowing all the answers’. Rather, 
it’s about allowing ourselves to grow as PLHAs. Through developing
ourselves, we become more skilled in helping other PLHAs to grow as
people and to themselves become facilitators of learning experiences.

Facilitation is a very important skill or method that we can use in our
HIV and AIDS work to help ourselves and other PLHAs reach the other
side of the mountain.

2

Workshops Sessions
where we actively involve
participants in their
own learning.
........................................... 

Support groups When 
2 or more people meet to
give each other support.
........................................... 

Advocacy
To work for change.
...........................................

People living with 
HIV and AIDS (PLHAs)
What we call ourselves 
as people who are living
positive and meaningful
lives with HIV or AIDS. 
For one person, we say
person living with HIV 
or AIDS (PLHA).

IInn  TOOL 4

Participants are the
people who attend HIV
and AIDS discussions,
workshops, meetings,
support groups and
training courses.

Sessions are any
of these ways of
doing HIV and AIDS
work: discussions,
workshops, meetings,
support groups and
training courses.

1



WWhhyy  ffaaccii ll iittaattiioonn  aass  aa  mmeetthhoodd ?

It is important to facilitate rather than lecture, tell, preach and dictate.
When we facilitate, we create chances for participants to learn for
themselves. We remember better if we learn something for ourselves
while we are actively participating. We are then very keen to do
something with the knowledge we have gained. 

If we just lecture or do all the talking ourselves, then the participants
become passive observers who do not really feel, think and make the
HIV and AIDS issues their own. 

If we engage them actively, we can make them feel, think and take
HIV and AIDS work seriously. Facilitation allows others to participate
and be part of the process. Facilitation promotes democratic and
empowered learning.
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“In disclosure,
you are
facilitating an
understanding of your
own situation or of what
it’s like to live with HIV.” 

NOMSA

“My role is to educate,
help, assist and enable
others to be themselves,
believe in themselves and
have faith in themselves.”

WORKSHOP PARTICIPANT

“As a facilitator, you
must remember you
are not a teacher or
manager – you are
only a facilitator.”

OLEBOGENG TALAKASI



FF
aa

ccii
llii

tt
aa

tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

4

Facilitation in HIV and AIDS work

IIDDEEAASS ffrroomm  oouurr

wwoorrkksshhoopp  ggrroouupp

In HIV and AIDS
facilitation we:o Make people understand

issues better in a
non-discriminatory
way with lots of
participation.o Share ideas without
judging each other.o Give guidance and
direction to group
participation on HIV
and AIDS issues.

Non-discriminatory
Not discriminating – 
to treat people fairly.
........................................... 

Participation Taking
part and being actively
involved.

AAcc
ttiivv

iittyy

1. What does this poem say to you? Think about or discuss it with a friend or
work colleague.

A FACIL ITATOR’S POEM

“Telling and talking to silent rooms

about HIV/AIDS

talking and telling, telling and talking

their silence so passive

became mine as

my voice got softer and softer until one day

I believed I had

no voice

Come facilitation

come change of pace

change of space

enabling, organising, structuring

asking and telling

drawing learning out

advocating, engaging, discussing, feeling, thinking

rooms buzzing, participating

getting involved, learning, growing

HIV/AIDS is everyone’s challenge

My voice merged with other voices

strong and sure

my facilitator’s voice.”

EDNA ROOTH

2. Make a poster to show how facilitation can be a method for HIV and AIDS work.
Present this poster to a small group of people you know. Ask them to tell you what
they have learnt from your poster.  



WWhhaatt  ii ss   ffaaccii ll iittaattiioonn ?

How you see facilitation
AAccttiivviittyy

Read what Elsie, Dikeledi and Olebogeng say about facilitation,
and think about or discuss the questions:

“I started facilitating in a support group to
help people with support and counselling.”

ELSIE BOGATSWE

“When I was in the hospice as a patient
from the community, I shared my experiences

and gave guidance on HIV/AIDS.”

DIKELEDI MOTSOMAESI

“This year when I disclosed, people asked questions.
I facilitated to help people understand the
difference between HIV and AIDS.”

OLEBOGENG TALAKASI

1. Have you ever facilitated something?

2. What does facilitation mean to you?

3. In what way is facilitation different from teaching?

4. How does facilitation ensure participation?

5. How do you feel about yourself as a facilitator?

Compare your thoughts with the ideas on facilitation on page 6.

5
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IIDDEEAASS oonn  ffaaccii ll iittaattiioonn

Facilitation means to enable, to assist, to help others. 

Facilitation is a way to help people learn about HIV and AIDS issues. 

We use facilitation to run discussion groups and gatherings, to lead
workshops, to handle meetings and to offer training courses on HIV
and AIDS issues. It is also the method used to run support groups. 

The basics of facilitation are the same, no matter what kind of sessions
we facilitate in our HIV and AIDS work, eg discussions, workshops,
meetings, support groups and training courses.

Examples

o In an informal discussion over teatime, we can facilitate people
towards a greater understanding about issues around HIV and AIDS.
We do this when we ask questions and allow everybody to reply and
listen to the answers. We facilitate when we make suggestions and
summarise what was said. We facilitate when we allow other people
to participate in their own learning.

o When we facilitate a workshop, we get participants to participate 
in group activities, share their learning and propose action plans 
to promote HIV and AIDS work.

o When we facilitate or chair a meeting, we organise the main
speakers, keep time, allow for questions and summarise what 
was said. 

In all these examples, we facilitate. The aims of the sessions can differ,
as well as the audience we are talking to. The time we need, activities
we choose and kind of session we facilitate may also differ. Groups
may be all people living with HIV or AIDS, or could include people with
unknown HIV status. We need to adapt how we facilitate to suit
different groups. 

As we work through TOOL 4, we will try to adapt the ideas and
methods presented to suit the different sessions and groups.

FFaacciilliittaattiioonn::

AA  SSUUMMMMAARRYY

Facilitation is the method
used to run HIV and AIDS
discussions, meetings and
workshops. The facilitator:

o Creates an environment
that supports and
promotes learning. 

o Provides the programme,
structure, activities
and resources.

o Gets participants actively
involved in HIV and 

Enable To allow or
make possible.
........................................... 

Informal discussion
An unplanned,
unstructured discussion.
........................................... 

Participate To take part in
and be actively involved in.
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WWhhaatt  wwii ll ll   wwee  ll eeaarrnn ?

What do you want to learn?
AAccttiivviittyy

Think of this tool as building on the facilitation skills you already have from everyday
conversations, discussions and meetings.

Write down what you feel you need to learn most about facilitation from TOOL 4.

WWhhaatt  wwii ll ll   TOOL 4 hhee llpp  yyoouu  ttoo  ddoo ?

TOOL 4 encourages you to practise the skills you need to facilitate.
Through practice, you will find answers to these questions:

o How can we become confident facilitators? (Part 1)

o How can we plan, prepare and start HIV and AIDS sessions? 
(Parts 2 and 3)

o How can we manage groups and handle conflict in groups? (Part 4)

o How can we facilitate, co-facilitate and end HIV and AIDS sessions?
(Parts 5, 6 and 7)

o How can we facilitate HIV and AIDS support groups? (Part 6)
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Please use TOOL 4 together with the other tools:

o TOOL 1: Disclosure 

Information and skills on sharing that you are
living with HIV or AIDS.

o TOOL 2: Rights

Information and skills on knowing and using
your rights as a PLHA.

o TOOL 3: Communication

Information and skills on how to
communicate effectively as a PLHA.

o TOOL 5: Advocacy

Information and skills on working for change
on HIV and AIDS issues.

This is how Sizwe plans to use the different tools:

“The toolkit shows people that HIV/AIDS is not the end of
the world, but a challenge for all of us. I will explain how
the people in the toolkit are leading productive and exciting
lives as PLHAs. I will also use the toolkit as a training tool
for PLHAs. I would use the toolkit in this order: Disclosure,
Rights, Communication, Advocacy, Facilitation.”

SIZWE SHEZI

8



Facilitating as PLHAs

HHooww  ddooee ss   ll iivviinngg  wwiitthh  HHIIVV  oorr  AAIIDDSS
aaffffeecctt  oouurr  ffaaccii ll iittaattiioonn ?

As PLHAs, we have a great advantage when it comes to facilitation. We
know what we are talking about. We are not talking about something
out there, but something real that is part of our everyday lives. 

Participants feel we have first-hand knowledge and can be trusted to
really understand. In other words, we have credibility with the
participants.

As PLHAs, we should be the facilitators of workshops on HIV and AIDS,
rather than ask other people to facilitate sessions about us. We need to
empower ourselves to do this. T
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Empower To get or give
the power to do something.

“We are developing the
skills to talk about
personal issues that
have touched our lives.”

PORTIA

“When I was facilitating a
gender and HIV/AIDS
workshop in prison, I
aimed to empower the
inmates and show them
they are still part of
the community,
and to show the
face and ability of
a person living
with HIV.”

NOMFUNDO XOTYENI

AAccttiivviittyy

1. Make a list of all the advantages for you as a facilitator living with HIV or AIDS
to be facilitating HIV and AIDS sessions. 

2. Have a look at TOOL 1: Disclosure, to help you think about 
these important questions:

o Do we disclose that we are living with HIV 
in all groups? If yes, then why? If not, why not?

o In what kind of situations is it useful for us
to disclose?

o When is the best time to disclose during a session?

“You can facilitate without disclosing.”

ELSIE BOGATSWE



WWhhaatt  ii ss   oouurr  iimmaaggee  ooff  aa  ffaaccii ll iittaattoorr ?

Your picture of a facilitator
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AAcc
ttiivv

iittyy

Draw a picture of how you see yourself as a facilitator.

IIDDEEAASS  oonn  ll iinnkkiinngg  ffaaccii ll iittaattiioonn  ttoo  tthhee

ddiiffffeerreenntt  ppaarrttss  ooff  oouurr  bbooddiiee ss

Head
Eyes

EarsMouth

Neck

Chest
Arms

Hands

Legs

Feet

Whole body: promotes

HIV and AIDS work

through facilitation.

Head: plans well in

advance, thinks of

all the responsibilities

of a facilitator. 

Eyes: awake to what is

happening in the group.

Ears: always listens, hears

what participants are

saying and encourages

listening in the group.

Mouth: gives clear

instructions, does not talk

all the time, and knows

when to give input and

when to keep quiet.

Neck: able to stretch and

extend to meet the needs

of the group.

Chest: warm, supportiveand can hold the
group together.
Arms: caring, protective ofthe group, and can hug andreach out to participants. 
Hands: practical and
work ‘hands-on’ with thechallenges that people face.
Legs: able to walk
alongside others and
understand what they
are feeling.
Feet: know what the aimsof the session are and
work to achieve these.
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WWhhaatt  ddooee ss   aa  ffaaccii ll iittaattoorr  ddoo ?

“I share what I know with my support group.
I told them a facilitator is there to share
experiences and advise people. Sharing an
experience is the key for people to upgrade
themselves and each other.”

“Ndabelana nabantu endikunye nabo kwiqela
lam. Ndabaxelela ukuba umntu okhuthaza
abantu ukho ukuze acebise abantu, aze
abelane nabo ngamava akhe. Ukwabelana
nabantu ngamava akho yeyona nto iphambili 
ukuziphakamisa nokuphakamisana.”

ANDILE NGWABENI

The facilitator encourages participants to learn about HIV and AIDS
issues by actively involving participants in their own learning. Let’s
look in a bit more detail at the role of the facilitator on the next page.



FF
aa

ccii
llii

tt
aa

tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

12

The facilitator is usually responsible for some or all of these tasks:

o Draws up the programme

o Sets up the venue and organises the space 

o Plans activities that will help with learning about 
HIV and AIDS issues 

o Manages time

o Gives instructions for activities 

o Organises participants into groups 

o Makes sure groups understand their tasks 

o Promotes HIV and AIDS work

o Takes care of participants and looks after their well-being

o Assists where needed 

o Makes sure everyone has time to speak, and is respected
and listened to 

o Gives groups the space to report on their ideas and discussions 

o Selects a suitable time to give input

o Asks questions and sums up the participants’ learning about
HIV and AIDS. 

The facilitator has a time to speak or give input. This is when we make
a contribution to the discussion, share information and personal
experiences. Sometimes we even give a short talk or presentation.  

Input Information that is
given in a session.

“These are
things I’ve
learnt

about being
a facilitator:

o Call people to order, for
example, when they use
destructive language. o Practise equality in
the group.o Acknowledge a person
and appreciate his/her
ideas, but make people
understand: ‘No-one is
an island’ – we need
each other.o Advise people to listen
to each other, as this
will help them to grow
as individuals.o Accommodate people
who work slowly.”

MOTLALEPULE MAINE
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Takalani’s steps
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AAcc
ttiivv

iittyy

As you read through Takalani’s story, make a list of all the tasks she did as a facilitator: 

EXAMPLE OF FACIL ITATION IN ACTION

Takalani invites everybody at the meeting to introduce themselves to each other. She then
asks them to get into groups to discuss the effect of poverty on living with HIV or AIDS. 

Takalani ensures that all groups understand the topic. She sees that each group has
flipchart paper and koki pens to write down their ideas. She encourages all group
members to participate. She reminds the groups of the time they have for their discussion. 

Takalani then organises the groups to put their flipcharts on the wall. She gets each
group to select a spokesperson to give feedback to the rest of the participants. She
ensures that people ask questions one at a time, and that each group has equal time 
for their presentations during the plenary. 

After the presentation, Takalani thanks everyone for their ideas. She summarises what
has been said, and then adds ideas from her own experiences and knowledge. What she
tells the group is building on what they have already discussed.

In the short break before the next activity, refreshments are ready. Takalani uses the time
to rest and finds a space to take her medication. She does a few deep-breathing exercises
to energise herself. Thus Takalani is ready when the group returns from their break.

In the next session, Takalani plans to look at action plans to deal with poverty. She knows
that discussions are not enough. Participants need the chance to think about what they
can do about issues around HIV and AIDS. 

Flipcharts Newsprint –
large sheets of paper to
write on.

SSUUMMMMAARRYY ooff
wwhhaatt  TTaakkaallaannii  ddiidd

In her facilitation, Takalani:

o Ran a session on the
effect of poverty on HIV
and AIDS.  o Spoke from her own
experiences as a person
living with HIV.o Planned the questions
for discussion.o Made sure groups did
their tasks.o Summarised and gave
her own ideas.o Planned a follow-up
session.

Takalani has facilitated
the meeting towards a
better understanding
of the topic.
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HHooww  ccaann  wwee  bbee  ccoonnffiiddeenntt  ffaaccii ll iittaattoorr ss ?

“As a new facilitator, you must have confidence.
Make a commitment to your work. Feel free and
take a chance. Share ideas and give guidance.”

DIKELEDI MOTSOMAESI

We must believe in ourselves as facilitators. If we empower ourselves,
we can encourage participants to learn and grow as people.

We need to be aware of what we already know about facilitation. Each
facilitation opportunity is a chance to build on our existing experiences. 

Your qualities and skills

“At first it was
difficult and ‘big’
to do, and I was
faced with so
many different
faces. I started
to become confident
because most people
started to acknowledge
my ability and to lift
my spirit.”

MOTLALEPULE MAINE

“As a facilitator, I need to
be open, not self-centred.
I need good facilitation
skills and resources.” 

ERNEST SAILA

AAccttiivviittyy

It is useful to keep adding to the facilitation skills we already have. The more we
facilitate, the more skills we will discover and strengthen.

Make a list of personal qualities and skills you already have that help you to be a
good facilitator.

✐
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Here is an example of Zanele’s skills list:

Learning opportunity
A chance to get better at
facilitation. Instead of
mistakes, we talk about
learning opportunities.

WWoorrkksshhoopp  ggrroouupp  IIDDEEAASS ::
aann  iiddeeaall  ffaacciilliittaattoorr

o Good listenero Comfortable with who
you areo Audible – people can
hear youo Uses language that is
understandableo Can easily share feelingso Friendlyo Flexibleo Can encourage full
participationo Can remain focusedo Punctual and disciplined o Well preparedo Knows the audienceo Accepts criticismo Follows appropriate
dress codeo Can leave party politics
and political beliefs
out of facilitating.

● I am a good listener

● I treat people with respect

● I can be creative

● I am flexible – I can change my plans to fit in with others

● I have a friendly smile

● I am living with HIV, so I know what I am talking about

● I am calm and can speak slowly

● I can manage time well

● I am willing to learn from every opportunity that

comes my way

● I am motivated to do HIV and AIDS work

● I know my rights 

● I communicate well with people

● I treat people with care

● I am always very well prepared.

From this list, we can see that Zanele has what it takes to facilitate. 

Zanele said she is always well prepared. In the next section, we will
look at planning and preparing for HIV and AIDS work. If we are well
prepared, it adds to our confidence and we feel good about ourselves.  

Many facilitators have shared that their biggest learning opportunity
was to be very well prepared and to plan carefully before the session.
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HHooww  ccaann  wwee  ppllaann  aanndd  pprreeppaarree
ffoorr  HHIIVV  aanndd  AAIIDDSS  sseessssiioonnss?

A very important part of facilitating HIV and AIDS sessions is the 
planning and preparation we do before the session starts. 

We cannot just arrive at the venue and think: 

“OK, let’s now facilitate a session on some topic dealing with
HIV/AIDS. I wonder how many people will be here? Who will they be?
Hopefully someone has set up the venue and organised for tea …
by the way, where is this place … oops, I am going to be late, let’s
hope all the other people will also be late.”

Why is planning important?

“As a new facilitator it
was hard for me to handle
a group. Most of the
members wanted the
meeting to go according
to what they wanted. And
there was no agenda for
the meeting – people
just came for
discussions, and
then have lunch
and get money for
transport.”

NOMSA

AAccttiivviittyy

1. Explain why you think planning is important.

2. Think of a session you attended where the facilitator did not plan: 

o What was the session like? 

o How did the group members feel during the session?

o What could the facilitator have done to make sure the session was successful?

3. Make a list of all the things you need to think about when you plan.

✐

2



FF
aa

ccii
llii

tt
aa

tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

18

WWhhoo  aarree  tthhee  ppaarrttiicciippaannttss
aanndd  wwhhaatt  aarree  tthheeiirr  nneeeeddss ?

It is important to have a very clear idea of the aims of the session, in
other words, what we want to achieve. Try to get an idea of who will
attend and what they want or need to know. You can do a needs
assessment to find out what participants need.

If participants feel part of the planning, they are more likely to 
co-operate and be more active in the session.

When we plan and prepare, we need to be aware of the group we will 
be working with. The programme must be relevant to the group. For
example, an exercise that involves a lot of jumping up and down will
not be appropriate for participants who have walked a long way in the
hot sun to get to the venue.  

Using our needs assessment or knowledge of the group, we will plan to
make sure that the topics we cover and the level of detail we give is
suitable for the group.

Aims What we want to
achieve in a session.

...........................................

Needs assessment
Research to find out what
the needs of participants
are to help you plan a
session. You can do this
by talking to people or
through a questionnaire.  

“In our support
group, we meet
very different
people. Most people

do not know
what a

support
group is.”

ANDILE NGWABENI

Planning and preparation stages we will cover

1. Who are the participants and what do they need?

2. How will we design our programme? 

3. How much time do we have and how will we manage the time?

4. What materials and equipment do we need? 

5. How can we set up the venue?
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TTIIPPSS  oonn  ppaarrttiicciippaannttss

o Set aside time to plan.

o Know the number of participants.

o Know who will attend.

o Let participants contribute to the programme before the time, 
if possible.

o Be sure about what you want to achieve.

Different participants
AAccttiivviittyy

Imagine you are running a workshop on disclosure. What do you think these groups will
need or want to know about disclosure:

o People living with HIV and AIDS?

o People affected by HIV and AIDS, eg family members of PLHAs?

o Community members with unknown HIV status? 
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HHooww  ccaann  wwee  ddeess iiggnn  oouurr  pprrooggrraammmmee ?

An important part of preparation is to design (draw up) the programme
for the session. We need to decide what we will do, and how much time
we will give to each activity. 

TTIIPPSS  oonn  pprrooggrraammmmee  pp llaannnniinngg

To help us decide on the programme, we can look at:

o Who the participants are.

o What their needs and expectations are.

o What outcomes we want to achieve.

o How much time we have.

o How we will break sessions up into smaller parts.

o What methods we will use in different sessions.

A disclosure discussion

“Looking back on when
I started facilitating, I
needed more knowledge

on how to prepare
for workshops
and meetings.”

TSHOLOFELO

MOHALANYANE

Outcomes What the
participants will know, 
do or feel as a result of 
the session.

AAcc
ttiivv
iittyy

Draw up a programme for a group of 30 participants who are living with HIV or AIDS,
who will attend a meeting to talk about disclosure. The session will last for 1 hour.

For example, try to list:

o Who the participants are.

o What you think they need or want to know about disclosure.

o The outcomes – what they should be able to know, do or feel after the meeting.

o How you will break the session into smaller parts.

o What methods you will use in the session.

For an example of a
programme, see page 23.
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HHooww  ccaann  wwee  mmaannaaggee  oouurr  ttiimmee ?

A session could be anything from 1 hour to 3 hours, or a day to a
whole week. However long or short a session, we need to manage our
time very carefully to make sure the participants achieve the outcomes
of the session.

WWoorrkksshhooppss

For a workshop session, it is important to balance a programme
so there is time for:

o An icebreaker

o Facilitator’s short input

o Participants to give expectations of the workshop

o Participants to relate the topic to themselves

o Group activity

o Feedback after group activity or plenary

o Working through feelings after an activity or discussion

o Action plans 

o Evaluation.

We will explain each of these as we go through this tool.

Balance a programme
Make sure time is divided
so that aims and outcomes
can be achieved.
........................................... 

Icebreaker Short activity
at the start of a session to
help participants relax and
get to know each other. 
........................................... 

Plenary Part of the session
when everyone is together
in the big group.

“When chairing, you must
stay calm even if a person
is talking on issues that
are not on the agenda.
The solution is to stick
to time or to try to
arrange another time 
to discuss the issue.
Or you can shorten
lunch or tea to
deal with it.”

BOITUMELO MHIKO
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To balance a programme means that we have to spend the time
carefully to make sure we include all the important parts of the
session. For example, we cannot spend 45 minutes on the icebreaker
and 15 minutes on the plenary.

MMeeeettiinnggss

In a meeting, there should be time for:

o An introduction and welcome.

o Input from the main speaker (this may be you).

o Questions and discussion.

o Follow-up action plans.

o Setting a date for the next meeting.

o Covering all the points on the agenda.

DDiissccuuss ss ii oonnss

In a discussion, there should be time for:

o Each participant to make a contribution.

o A summary of the discussion.

o Action plans and other forward planning.

UUsseeffuull  TTIIPP

Try to make time for
participants to ask
questions, or to give
comments and ideas. 
If they only listen at a
meeting, they will not 
feel involved.
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UUsseeffuull  TTIIPPSS

o Allow at least 
15 minutes for extra
discussion and to cover
participants arriving
late or other delays.o The larger the group,
the more time we need.
For example, the
plenary will take more
time, as each small
group must report back
on their discussions.

Example of time breakdown

In a 4-hour HIV and AIDS workshop for a general group of
30 participants, the time can be balanced in this way:

3 MINUTES labels for names

15 MINUTES introductory icebreaker, welcoming activities, aims 
and expectations

7 MINUTES groundrules and contracting

10 MINUTES input, introduction to topic

15 MINUTES relating topic to participants’ understanding, sharing 
in pairs, eg feelings about topic, personal experiences

5 MINUTES instructions for group activity

40 MINUTES group activity for participants to actively engage
in the topic

20 MINUTES break

30 MINUTES general feedback session: plenary

10 MINUTES facilitator’s input

10 MINUTES reflection on topic

10 MINUTES short time out or break

10 MINUTES individual work: commitments to take further action

10 MINUTES sharing commitments in pairs

10 MINUTES debriefing

10 MINUTES evaluation

10 MINUTES goodbyes
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TTiimmee  mmaannaaggeemmeenntt::  IIDDEEAASS  ffrroomm  oouurr  wwoorrkksshhoopp  ggrroouupp

o Stick to the programme.

o Give clear instructions.

o Be flexible when this is needed.

o Give enough time for sensitive issues.

o Cut time from teas and breaks to catch up.

o Keep group focused.

o Be firm but not too strict.

o Have a timekeeper.

o Report emergencies and illness.

o Have a parking lot (a list) for other issues to deal with later.

An HIV and AIDS workshop

AAcc
ttiivv

iittyy

Design a programme for a 2-hour HIV and AIDS awareness workshop for 20 participants.
The participants are a mix of PLHAs and people who are not living with HIV or AIDS.

Look back at the example on page 23 of how to balance a workshop programme. 
Use this list and show how you would give time to the different parts of your session.
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WWhhaatt  mmaatteerriiaall ss   aanndd  eeqquuiippmmeenntt  ddoo  wwee  nneeeedd ?

Preparation means having everything we need ready at the session.
This includes our equipment and materials.

Preparation includes getting all the necessary information, handouts,
folders, paper and photocopies ready before the session. There is no
excuse for the facilitator who still runs around during the meeting
trying to organise photocopies, stapling and refreshments. Preparation
also means testing all the equipment before you start. 

HHooww  ttoo  uussee  vvii ssuuaall  aaiiddss

Visual aids include anything we use to help us present our workshop 
or talk, eg an overhead projector with transparencies, flipchart, 
posters, drawings.

HHooww  ttoo  uussee  pprrooppss  

It is useful to have props as well. These are objects to help us facilitate
and to get participants’ attention. Use what is around you, eg chairs,
tables, bottles, cloths, cups, bins, balls. 

Example

Collect a few old wire clothes hangers and hang them up in the venue.
When participants have good ideas, get them to write them down on
small cards. Use different colours of paper or cardboard. Put a string
through the card and tie it to the hanger. By the end of the day there
will be many cards on the hangers. It looks great and participants feel
proud to have their ideas hanging up!  

Listing your needs

“When running a
workshop in prison,
I needed to know the
background of the
place and needed
resources like
materials,
photocopiers and
human resources.”

NOMFUNDO XOTYENI

Visual aids Things like
posters and pictures we
use to help us present.
........................................... 

Props Practical tools
to help us facilitate,
eg scissors, balls,
crayons, rulers.

TTIIPPSS  oonn  vviissuuaall  aaiiddss

o When you prepare
overhead transparencies, put
one main idea on each page
and use
large lettering. 

o Use clear writing on visual
aids – nothing that is fancy
and difficult to read. 

o Do not have too many
overheads. Make sure each
page supports
your topic.

o Draw on flipchart paper or
make a poster. Do not have
lots of very small drawings
or pictures that participants
cannot see. 

o Use bold, large pictures to
draw their attention. 

o Choose or draw pictures
that support what you say
and help participants to
understand your talk.

o Talk to the participants,
not the visual aid. Look
at the participants when you

AAccttiivviittyy

Go back to the workshop programme you drew up in the activity on page 24. Imagine
that it is now a 4-hour HIV and AIDS awareness workshop for 60 participants. Make a
list of the materials and equipment you need to run this workshop.

For more on using 
visuals, see TOOL 3
on page 56.
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Koki pens

Use dark colours – they are easier
to see. Get the permanent marker
ones for writing on paper, not
whiteboard markers. Whiteboard
markers dry up very quickly
on paper.

Crayons

Crayons are much easier to use
than kokis and much cheaper.
They last longer. They are good
for colouring in, drawing and
getting ideas down. Try to
have a variety – thin and thick,
short and long crayons of all
different colours. 

Newsprint/flipchart paper

If there are no funds to buy
flipchart paper, use old
newspapers for creative work. 

Cut flipchart or newsprint paper
in half or in 4 parts to save
paper. If you want to save time at
the plenary, then give flipchart
paper for the groups to write
down their ideas. This means
there will be less to explain at
the plenary.

Labels

Name-tags are important in
groups that do not know
each other.

Scissors

Participants need scissors to
make posters and cards. You also
may need scissors to cut string
or wool, or paper. Always have
at least one pair of scissors
with you.

Glue, press-stick, masking
tape or drawing pins

Pictures need to be pasted,
posters and flipcharts must be
fixed to the wall, or notices
put up.

Music

Try to have a portable music
centre with a CD player or a
tape deck.

African drum

A drum is very helpful in a
workshop or meeting.

You can use a drum:

o For participants to express
feelings without having to
use words. 

o As a way of getting
participants back to the
venue after breaks or small
group discussions. 

o For short icebreakers, eg drum
a message to the group about
HIV and AIDS.

Useful facilitator’s equipment



HHooww  ccaann  wwee  sseett  uupp  tthhee  vveennuuee ?

It is not always possible to get the venue we want. However, if there 
is a choice, we need to try to get the best venue we can to make
facilitating easier. 

UUsseeffuull  TTIIPPSS

o Make sure the venue is accessible, for example, participants who
are physically challenged should be able to easily enter and
move around. 

o The venue should be set up and ready before the participants arrive.
This means enough chairs must be set out. 

o Set up a registration table so it is visible and does not block people.

o Have the overhead projector ready. Make sure it works and gives
a clear picture. 

o Open a few windows for fresh air. If the windows cannot open and
there is air-conditioning, switch it on well before the participants
arrive. Check if the air-conditioning is not too cold for participants.

o Put clean drinking water on tables.

o Have your other equipment ready. 
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See the information
on equipment on
pages 25 and 26.



Your venue checklist 
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AAcc
ttiivv

iittyy

Read Andile’s example of setting up a venue: 

Andile arrived early so that he could set up the venue before the participants arrived. He
found that there were huge tables and lots of chairs. The venue was very formal. What
should he do now? 

He asked his co-facilitator Mary to help him with the furniture. They pushed the tables to
one side, and put a few chairs round each table. “OK, we will use this space for when the
groups have to work out an activity,” said Andile. In the open space, they moved the
chairs in the shape of an open-ended circle. The room started to look more inviting. 

“Everybody will be able to see everybody else, and we will all be on the same level,” said
Andile. He explained to Mary that the setting-up of the room was important, as it sent
out a message about the session: “We are all equal here!”

To make the room even friendlier, Andile put flowers in a jug and played music. Andile
and Mary put up posters about HIV and AIDS on the walls. They got the posters free from
the Department of Health. 

By the time the participants entered, the room looked like a real meeting or workshop
room, where learning could take place. Those participants who arrived early used the
time to look at the posters and learn more about HIV and AIDS. They were ready for the
topic by the time Andile started his workshop.

1. How do you feel about what Andile did? How did he make facilitation easier?

2. Make your own checklist of all the things you have to get ready in the venue before
your session starts.

✐ ✔

✔

✔

✔

✔

✔

✔

✔

✔

✔

✔

✔

✔

✔
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AIDS
Helpline

0800 012 322
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WWeellccoommee  ttoo  mmyy  wwoorr lldd

It is especially important in HIV and AIDS sessions to make the
participants feel welcome, safe and at ease.

Making people feel relaxed 

AAcc
ttiivv

iittyy

Explain how you will make the participants feel relaxed and at home when they arrive
for your session, eg in a support group or at a workshop. Add your ideas to the tips we
give here.

UUsseeffuull  TTIIPPSS ::  hhooww  ttoo  mmaakkee  tthhee  vveennuuee

ffrriieennddllyy  aanndd  ccoommffoorrttaabbll ee

o Offer a welcoming cup of tea, coffee or juice when 
participants arrive.

o Make welcome posters to put on the doors. This is especially useful
for short meetings and discussions.

o Have a programme written out on a flipchart on the board, or ready
as a handout on each chair. Clearly show the tea times, lunch breaks
and ending times of the session.

o Put small welcome cards on each participant’s chair. Add an apple,
a sweet or a flower.  

o Welcome each participant. Try to briefly make contact with each
participant. A short “Hello, welcome to the meeting, nice to have 
you here” helps!

o Put up signs to show where the toilets, kitchen or refreshments
areas are.

o If there are windows that can open, have an aromatic 
candle burning.

“My first time at 
a support group 
I felt very
unconfident and
unwelcome.”

NOMSA

VVeennuueess::

AA  SSUUMMMMAARRYY

The choice of venue is
important. We need to
create safe spaces for
learning about HIV and
AIDS. So let’s make sure our
venues are inviting.
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We will now look at how to develop a planning checklist to help
us remember all the things we have talked about in planning and
preparing for HIV and AIDS sessions.

HHooww  ccaann  wwee  uussee  aa  pp llaannnniinngg  cchheecckkll ii sstt ?

As soon as we know about the session, we can make a list of to do’s to
help us plan and prepare to facilitate.

Example

o Prepare list of participants to be invited.

o Get a venue (with at least one other venue on stand-by in case
something goes wrong).

o Arrange for refreshments.

o Book equipment.

o Order resources.

o Organise photocopies.

o Do a needs assessment to find out what participants want.
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A week before, and then again a few days before the workshop, go
through the list and make sure that everything is in order. By this 
time we should know:

o How many people will be attending. 

o What their needs are if you were able to do a needs assessment.

o Where the venue is.

o Who is responsible for refreshments.

o How you will get to the venue. 

o Who will help with setting up the venue.

o Where the equipment is. 

o Whether the resources are packed (eg flipchart, koki pens).

It is useful to tick things off the list, and double-check just to 
make sure.

Your planning checklist 

AAcc
ttiivv

iittyy

Create your own planning checklist to help you prepare to facilitate an 
HIV and AIDS session.
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HHooww  ccaann  wwee  ssttaarrtt  
HHIIVV  aanndd  AAIIDDSS  sseessssiioonnss?

“It’s valid when we
share what we have
experienced. But the
problem is when
everyone just takes
their own
direction.”

NOMSA

A typical session programme could include

o Icebreakers and expectations to get started

o Sharing feelings

o Getting participants in groups

o Group work activities

o Plenary

o Reflection and evaluation. 

It is important for us as facilitators to know how to start a session. 
If we start a session well, then there will be more co-operation from
participants.  

We also need to know how to get people in groups and how to use
activities to make sure that participants are actively involved all 
the time. 

We will look at a few basic methods we can use when we facilitate 
HIV and AIDS sessions.

3
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Energiser Activity for
when participants are tired
to help them get their
focus back. 

...........................................

Relaxer Short activity to
help participants feel at
ease – often used to break
tension.

HHooww  ccaann  wwee  ssttaarrtt  ooffff ?

The start of the session is very important. It sets the tone for the rest
of the session. We can save time and prevent conflicts by starting well. 

Icebreakers and greeting games are important at the start of the
session. If there is laughter, there will also be learning. When
participants are at ease, they learn and share more than when they
are nervous and scared. HIV and AIDS topics can sometimes make
participants feel uneasy. 

It is easier for participants to learn about HIV and AIDS if they know a
little about each other. This is because most issues around HIV and
AIDS are very personal. Participants can start sharing and learning from
each other at a deeper level if the icebreakers are relevant, encourage
people to relate and talk to each other, and allow people to enjoy
themselves.

IIDDEEAASS  ffrroomm  

wwoorrkksshhoopp  ggrroouupp

Icebreakers, energisers,
and games …o Break tension.o Create a friendly

environment.o Draw participants’
attention.o Get participants familiar
with the subject.

“When people introduce
themselves and talk, I try
to listen and understand
their lifestyles and home

situations. I cannot
assume that we

all come from one
kind of family or
situation. I always
include some
introspection for

each member
using a game
or energiser.”

NOMFUNDO XOTYENI

What are icebreakers, energisers and games?

o An icebreaker is usually used at the start of the workshop to help
participants to relax and get to know each other. It is useful if there is
a link between the icebreaker and the aims of the session. We then
learn while we are having fun.

o An energiser is used when participants are tired to help them get
their focus back. It is also an opportunity for the facilitator to
energise and refocus. 

o A relaxer is an activity to help participants to relax during or after a
stressful session. It serves the same purpose as an energiser. 

o As facilitators living with HIV or AIDS, we may need to use energisers
and relaxers for the participants and for ourselves.

o A game is used to make learning fun and enjoyable and to encourage
participation. The game should always relate directly to the topic.
After the game there will be discussion to make sure the participants
learnt from the game. 

For more on barriers 
to talking about HIV and
AIDS issues, see TOOL 3
from page 12 onwards.
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Experiences of icebreakers 

AAcc
ttiivv

iittyy

1. Think of a session you attended where you participated in an icebreaker you enjoyed
a lot. What was it about the icebreaker that you enjoyed? 

2. How did you feel after the icebreaker?

3. Try to demonstrate the icebreaker to a friend or work colleague.

4. How do you think icebreakers can help you facilitate?

1

EXAMPLES OF ICEBREAKERS

Guess my name 

Use this icebreaker for participants who do not know each other. 
Give this instruction:

“Write your name in space by using your whole body to make
the different letters of your name. You can use your head,
arms and legs – any parts of your body! Your partner must
guess your name.” 

If participants cannot write, then ask them to mime the meaning
of their names. They must act out their names without talking,
and their partners must guess what their names are or what their
names mean.

UUsseeffuull  TTIIPPSS

o Do not use icebreakers
and games that hurt
or threaten people. o Never use icebreakers
that make participants
feel uncomfortable. o Do not force participants
to participate in any
games if they do not
wish to.o Respect all cultures in
the group. In some
cultures, men and
women are not allowed
to touch each other –
so then we should
avoid activities that
involve touching. 
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2

3

4

My name and my object

Collect a big bag of clean junk and objects such as unused
condoms, feathers, stones, twigs, leaves, cheap plastic toys,
marbles, shells, candles, corks, plastic containers, straws, pine
cones, nuts, bottle tops, cardboard boxes, empty plastic containers,
wrapping paper, string and old keys. 

Ask participants to each select one object that reminds them of
something about themselves as well as the topic of the session.
They then need to get into small groups and share their objects
with each other. They will explain why they chose that object and
what the link is between the object and themselves. This is a fun
way for participants to introduce themselves to each other. 

Name-tags

Get the participants to design a label with their name on. They can
use different colours. The colours must all symbolise different parts
of themselves and the reason for attending the session. 

For example:

“My name is Feroza. The blue means that I am very calm
today. The yellow means that I am quite a creative person.
The green means that I want to grow and I think that is why I
am here. The red means I am worried about HIV/AIDS and
want to know more.”

Help participants who cannot write or draw well.

Imbongi (praise singer)

This is useful for participants who already know each other. Use a
drum and other musical instruments. Each person gets a turn to
briefly sing the praises of another as an introduction. The group
sings along, stamps feet and claps hands.



FF
aa

ccii
llii

tt
aa

tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

38

Your icebreaker

AAcc
ttiivv

iittyy

Create an icebreaker aimed at helping participants to get to know each other.

EXAMPLES OF ENERGISERS AND RELAXERS

Quickies for energy

o Do a few deep-breathing exercises and stretches with the
participants.

o Ask someone to tell a short joke.

o Hide a few treats like fruit or sweets in the venue or garden
and send participants out to find them. Whatever they find has
to be shared!

o Play active music and get participants to dance in any way
they want.

Imagine

o We ask the group to imagine or visualise something to help
them connect with feelings of peace, safety and positive energy.
The purpose of this relaxation exercise is to help the group to
relax. It also helps you to relax and gives energy to continue with
the session.

o Speak slowly and softly, and be gentle when talking to participants
and bringing them back at the end of the exercise.

o Choose whether or not to use music. If we use music, then it
should be peaceful background music.

1

2
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These are the steps to follow for Imagine:

o Ask the group to sit quietly, close their eyes and keep their hands
free and relaxed on their laps.  

o Guide them in this way:

“Close your eyes. Listen to the furthest sound you can hear. Allow your
hearing to go far away from this room. Imagine you are moving away
from this room. You are slowly moving to a very quiet place. It is far,
far away from here. You are floating on a soft cloud and very slowly
entering another place. It is a very peaceful place.

You arrive. You are surrounded by peaceful sounds. There are fields of
green grass. The sky is blue. The sun is shining. There are many fresh
flowers in the fields. Birds are singing. There are many trees filled with
fruit. You can have as much fruit as you want. There is a stream …
hear the water as it gently runs over small rocks. The water is cool and
refreshing. You find a place to sit under a big green tree. Everything is
peaceful. People walk by and they are smiling. The birds are singing.
The wind is blowing gently … feel the breeze. You are safe here. You
can stay for a while.

[Pause for a short while]

Very slowly bring your group back. 

It is time to leave now. Do not worry – you can always come back again. 
Slowly say goodbye to your peaceful place. Wave to your tree, wave 
to the fields of flowers, the green grass, the singing birds, the stream. 
Imagine you are slowly walking away, waving goodbye all the time. 
Your peaceful place is getting smaller and smaller. This peaceful place is
now a small dot very far away. Do not worry, this place is always there
for you. You can come back to it. Slowly get on your soft cloud. Slowly
drift away as you wave goodbye. Your cloud gently brings you back to
this room. Listen to the sounds around you. 

Very slowly open your eyes, stretch, yawn, sigh and groan.”

o Let the group sit quietly for a while before starting the next activity.
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GGaammeess

The roleplay game on page 69 is an example of a game linked to 
the topic of the session. Turn to that page now and read through the
game that helps us learn how to work with different people in HIV and
AIDS sessions.

Your energiser, relaxer and game

AAcc
ttiivv

iittyy

1. Create an activity to help participants to get energised.

2. Create an activity to allow participants to relax.

3. Think of a game to play that you could link to the topic of an HIV and AIDS session.

WWhhaatt  aarree  eexxppeeccttaattiioonnss ?

Expectations are what participants expect, want or need from a session.
They are what participants think will happen in a session.

WWhhyy  ddoo  wwee  ttrryy  ttoo  ffiinndd  oouutt  eexxppeeccttaattiioonnss ?

It is important to find out what the participants’ expectations are.
Some expectations are realistic, while others will not be possible. Be
honest with participants and explain that the session cannot cover
all expectations. 

Refer participants to the programme and link their expectations to the
aims of the session. Say we will try to accommodate as many needs as
possible, but cannot, in the limited time, answer all needs. We can also
suggest that participants should not be limited by their expectations.
They may get more from the session than they imagined.

EExxaammpplleess of expectations
from our toolkit workshop
on facilitation:

“I want to become a
better facilitator.”

“I need to know how to
facilitate a support
group meeting.”

“I want to learn the do’s
and don’ts of facilitating.”

“I would like to be able to
handle conflict in groups.”
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The benefits of asking expectations are:

o We know what the needs of participants are.

o We can use the participants’ expectations to change the programme
and to decide on time allocation.

o We can use them at the end to evaluate how the session went.

HHooww  ccaann  wwee  ggeett  eexxppeeccttaattiioonnss ?

It is useful to deal with expectations at the beginning of the session,
together with groundrules and contracts.  

It is best to ask participants to share expectations in small groups.
This encourages participation and saves time if the group is large. If
the group is small (15 or less participants), then a quick go-around is
fine to give each person a chance to give one expectation. 

Put the expectations on a flipchart and keep them up for the whole
session.

Your ideas on expectations

Go-around A meeting or
workshop method where
each person has a chance
to talk.

AAccttiivviittyy

1. Think about how facilitators did expectations in workshops you have attended.
What was helpful? What was not helpful?  

2. Now write down your own ideas on how you will find out participants’ expectations
when you run a workshop.

See page 43 for
groundrules and contracts. 



FF
aa

ccii
llii

tt
aa

tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

42

ACTIVITIES TO HELP YOU FIND OUT EXPECTATIONS

Pot of promises

Use a traditional African pot or a large cardboard box with the
words pot of promises. We also need a large wooden spoon. 

Ask each participant to say what their expectations for the session
are. As they speak, they stir their expectations into the pot, and
pass on the next person who does the same.

At the end when everybody has had a chance, give the pot a good
stir and say:

“We have put all our expectations into this pot. We hope this
workshop will allow for most of these expectations to be
achieved. We can only get what we want from this pot if we
all work hard and take responsibility for our own learning.
As the facilitator, I am not going to be give out servings from
this pot. We are all going to dip in and take what we need!”

Another way of doing this exercise: ask participants to write their
expectations on slips of paper and put them in the pot. Then read
them and refer to them throughout the programme. 

Hopes

We can present our own hope list as facilitators and ask the
participants to contribute as well. They get a sense of what the
workshop wishes to achieve and have a chance to come up with
their expectations. 

This activity is very useful if we are dealing with a difficult group,
and can include hopes such as “I hope you listen to each other and
to yourselves” or “I hope you give yourself the chance to experience
a new activity”.

1

SSUUMMMMAARRYY::
WWee  uussee  eexxppeeccttaattiioonnss……

o At the beginning of
the session, often
with groundrules and
contracts. o To assess what
participants want from
a process or workshop.o To change the
programme.o To highlight group needs
and gaps.o To help us focus on the
information we will
give participants.o As a reminder
throughout the
workshop.o Together with an
evaluation sheet to
see if our expectations
were met.

We need to make the sharing of expectations as short and exciting 
as possible, otherwise we will lose the early energy and focus of 
the group. 

2
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WWhhaatt  aarree  ggrroouunnddrruullee ss   aanndd  ccoonnttrraaccttss ?

“Don’t repeat or gossip outside the workshop!”

WORKSHOP PARTICIPANT

An important part of facilitating HIV and AIDS sessions is to develop
skills to deal with groundrules, contracts and confidentiality issues.

Groundrules are the basic rules necessary for the group to function well. 

A contract is a more formal agreement with participants. A contract
often includes the issues we have in groundrules. Usually participants
get a chance to participate in drawing up the contract and they sign the
contract to show that they agree to it. 

The most important parts of groundrules and contracts in HIV and AIDS
work are confidentiality and democratic principles.

Spend a few minutes on getting an agreement that the discussions in
the workshop or meeting will remain confidential. Participants often
share deep and personal issues in HIV and AIDS sessions. They need to
know that this will remain confidential. 

In HIV and AIDS work, we must make sure that issues around disclosure
are dealt with sensitively and confidentially. 

Groundrules Rules
necessary for the group 
to work well together.
........................................... 

Contracts An agreement
of principles between
people.
........................................... 

Confidentiality To keep
personal discussion and the
things people share inside
the group, and not to take
them outside of the group.
........................................... 

Democratic principles
Values that are fair and
encourage participation.

“The facilitator let a
person just do her thing.
The participants got
frustrated and lost
concentration. I feel the
facilitator should have
called the person to order
and reminded everyone
about the groundrules.”

NOMA BARNABAS

For more on disclosure, 
see TOOL 1. 

For more on confidentiality,
see TOOL 1 on page 28 and
TOOL 2 on pages 26 and 45.
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BBaassiicc  ggrroouunnddrruullee ss

Groundrules should deal with democratic group principles and
processes. At the very least, they should include: 

o All participants should be treated with respect. 

o Everybody must be given the same opportunities to participate
and speak. 

o All participants must be heard.

Your groundrules

UUsseeffuull  TTIIPPSS

o Don’t have too many groundrules. A few rules are more effective
than many rules for participants to work through. Try to have rules
around important issues like safety, confidentiality and time.

o As facilitators, we need to decide when groundrules and contracts
are necessary, and when not. For example, in a short 1-hour
discussion about HIV and AIDS issues, a groundrule may be
no smoking in the venue, but we would not expect people to
sign contracts.

AAcc
ttiivv

iittyy

Draw up a few groundrules that you think may be useful for the groups you work with.  
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Example: Groundrules and contracts handout 

Using groundrules and contracts

UUsseeffuull  TTIIPP

We can get participants to
decide on groundrules or
contracts themselves.
They will then feel part of
the process and are more
likely to make sure that all
group members stick to
these rules. 

AAccttiivviittyy

1. Explain to a friend how groundrules and contracts can help to build trust 
in a group.

2. How will you get the group to draw up their own groundrules?

3. Have you ever attended a session where there were no groundrules? How did you
feel about it?

4. Have you ever attended a session where there were too many groundrules? How did
you feel about it?

Here are some group rules to ensure we all benefit

from the meeting:

● Please keep all cell phones switched off during the

day (except lunch and tea times). 

● Smoke breaks will be given on request, but please

do not smoke in the venue.

● We always need to keep to times. Please be on time.

We start at 9 am. Tea is from 10:30 am to 11 am.

Lunch is from 1 to 2 pm. Afternoon tea is from

3:30 to 3:45 pm. We end at 4:30 pm.

● Everybody has an equal right to speak and be

listened to.

● Personal discussions and sharing in the meeting

are confidential. Please do not talk about issues

from personal sharing or disclosure outside of this

venue. However, you are welcome to talk about what

you learnt.
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HHooww  ccaann  wwee  sshhaarree  ffeeee ll iinnggss  aanndd  ffaaccttss ?

Our work is about the feelings around HIV and AIDS, not just the facts.
There must be a balance between feelings and giving information.  

We need to help participants to express and explore feelings about the
HIV and AIDS issues that are part of our lives. To set the tone for the
session, it is often useful to do this as we start a session or as early as
possible in the session.

Example

In Monde’s session, he gave the group time to share feelings about HIV
and AIDS, and then he spent some time looking at the facts of HIV and
AIDS. In this way, he made sure that feelings were not pushed aside.

We do not want participants to think that HIV and AIDS do not affect all
of us. We are not statistics and numbers, we are people!

FFeeee ll iinnggss  sshheeeett

Here is a feelings sheet to get participants to share their feelings about
HIV and AIDS. We can each make up our own feelings sheet – this is just
an example. See the steps to follow on the next page.

“Sometimes we
too need
support. It’s
hard when
you are on
the line –
like when I

was doing basic HIV/AIDS
education in schools for
kids between 14 and 18.
When we discussed
symptoms like swollen
glands, they would say:
‘Like you, miss’. They are
shocked at seeing it and
you feel very emotional.”

NOMANGWANE NKOSI
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SSTTEEPPSS ttoo  ffoo ll ll ooww  ffoorr  aa  ffeeee ll iinnggss  sshheeeett

o Ask the participants to draw a circle around the symbols they think
represent some of their feelings about HIV and AIDS.  

o Remind them that the pictures are just symbols – they mean nothing
until the participants give them meaning.

o Play quiet music in the background while the participants circle their
feelings symbols. 

o Then ask participants to share their feelings in very small groups –
either 2s or 3s. 

o Lead a plenary discussion afterwards. Ask participants to comment
on how similar some of the feelings are. Often we share the same
feelings, but do not get opportunities to express these feelings.

Talking about our feelings

AAccttiivviittyy

Think of a creative way to get participants to talk about their feelings on HIV and AIDS issues.

IIDDEEAASS  ffrroomm  oouurr  wwoorrkksshhoopp  ggrroouupp

How we can create space to express feelings

Make sure everyone knows that all workshop discussions will be 
kept confidential.

o Set an example as the facilitator in maintaining confidentiality.

o Allow participants to freely express their ideas.

o Respect all ideas even if you do not agree with them.

o Promote equality – do not discriminate and do not favour speakers.

o Leave personal issues out of the workshop – rather take them up
directly with the person.

o Leave organisational issues out of the workshop – rather deal with
them directly in the organisation.

See TOOL 1 on page 87:
How can we look after
ourselves? 

See TOOL 3 on page 48:
How can we stay in touch
with our feelings?
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WWhhyy  ddoo  wwee  uussee  ggrroouupp  wwoorrkk ?

“I was trying to mobilise other people living 
with HIV in my communities. We started a
support group of 3, while today we have
25 members. Long live the support group!”

“Ke ne ke leka go phutha batho ba ba
tshelang le HIV mo ditshabeng tsa me. Re
simolotse mokgatlho wa go thusana wa batho ba 3, le fa
gompieno re na le maloko a 25. Botshelo jwa leruri go setlhopha
sa go thusana!”

GEORGE MANGOENYANE

Group work allows participants to learn from each other. Group work
encourages participants to be active. Group work promotes democracy
and empowerment. None of us is as smart as all of us!

Group work is very useful for facilitators living with HIV or AIDS as it
gives us a space to take a break while the groups are working. We need
to go around to make sure groups understand their tasks, but we can
also have a moment or two to be quiet.

Why group work is important

“I started facilitating in a
support group meeting at
work. The aim was to
bring together people who
had tested HIV positive.”

PORTIA

“After finding out
about my status,

I joined a group
of people, not
knowing then

it was a support
group.”

ELAINE MAANE

AAcc
ttiivv

iittyy

Draw a picture or make a poster that shows why you think group work is important.

4

48
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AAccttiivviittyy

Think of a few fun ways to divide participants into groups. Compare your ideas with our
examples on pages 50 and 51.

HHooww  ccaann  wwee  ggeett  ppaarrttiicciippaannttss  iinnttoo  ggrroouuppss ?

We can use a variety of ways to get participants into groups. It is 
useful for participants to mix as much as possible. The more people
they work with, the more they will learn. Try to use fun ways to get
participants in groups, for example, turn this into an icebreaker 
or energiser.

Putting people in groups

UUsseeffuull  TTIIPP

If you are facilitating a short meeting, then it is easiest to get
participants in groups by giving numbers or symbols to them. 
Put the numbers or symbols on their files or programmes.
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SOME WAYS OF PUTTING PEOPLE IN GROUPS

Have a ball

A fun way to get participants into groups is to make small balls
from newspapers. Crumple sheets of newspaper up – about the size
of a small hand – and cover them with masking tape. Make one ball
for each person. Use a koki pen to write numbers on the balls. 

If you have a group of 20 people, then you will number the balls
from 1 to 5. So, for example, you will have 4 number 1s and 4
number 2s. Throw the balls to participants and tell them to keep
throwing the balls to each other. Let this continue until everybody
has a ball. Participants will form groups with people who have the
same number on their ball.

Fruit

A healthy way to get participants in groups is to have a selection
of fruit in the venue. Ask each participant to choose one kind of
fruit. If you have a group of 30, then you will have 5 of each of,
for example, bananas, apples, oranges, granadillas, naartjies and
mangoes. Once each person has a fruit, tell them to get into groups
of mixed fruit. This means that no group will have two of the same
kind of fruit. 

Or you can ask people with the same fruits to get into a group.
So you will have a group of bananas, a group of apples and so on.
Encourage the participants to eat the fruit while they are discussing
in their groups. To help link this activity with the theme of your
session, you could talk about a healthy diet that includes fruit, as
being part of a healthy lifestyle.

1

2
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Co-facilitator Person
who facilitates the
session with you.

UUssiinngg  ggrroouuppss::  

AA  SSUUMMMMAARRYY  

o Use fun ways to get
participants into 
small groups.  o Try to use this time 
as an icebreaker 
or energiser.   o Have different 
methods to make 
sure the participants
stay interested in 
the session.   o When participants are
in different groups,
they get to know 
more people and are
able to share with
more participants. 

Names

Stand in a straight line in the alphabetical order of your names. The
first 5 are in a group, and so on. This also helps the participants to
learn each other’s names.

Musical chairs

Play active music. Get your co-facilitator to help you. Make sure
you have 5 chairs less than the number of participants in the room.
Get the participants to dance as the music plays. The moment the
music stops, they have to sit down. The 5 people without chairs are
in a group. 

Now remove another 5 chairs. Play music and let the participants
dance. Stop the music – the next 5 people without chairs are in a
group until everybody is in a group of 5.

It’s our number

Call out numbers. As you call out a number, the participants must
get into groups of that number. For example, you call out “3”. Then
they must rush and get together in groups of 3. Repeat a few times,
using different numbers, until you say the number you want for the
group. Then say: “Stay with your group for the next activity”.

3

4

5
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WWhhaatt  aarree  ss oommee  aaccttiivviittiiee ss   ffoorr
ffaaccii ll iittaattiinngg  HHIIVV  aanndd  AAIIDDSS  ssee ss ss ii oonnss ?

We will share some participatory activities that you can use during
your HIV and AIDS sessions. You can change these to suit the needs
of your groups and the aims of the sessions.

Participatory activities
Activities that encourage
participants to be involved
in an active way.

SOME PARTICIPATORY ACTIVITIES TO USE IN YOUR SESSIONS

Postcards 

o Cut thin cardboard into the size of postcards. You need crayons,
kokis and peaceful music.

o Get participants to work alone or in small groups. Their task is to
design postcards that will promote HIV and AIDS awareness. The
message, drawings, words and symbols must encourage HIV and
AIDS awareness. 

o Put all the cards up on the wall. Facilitate a general discussion.
Ask them questions about the meaning of the cards, how they felt
while making the cards, what the cards tell them and why the
cards are important. 

o Encourage participants to post their cards to people in prominent
positions.

Broken telephone

o Sit in a circle and pass on a short message about HIV and AIDS.
Each participant whispers the message to the next person in the
circle. The last person says what he/she heard, aloud. Usually the
message changes a lot! 

o Ask the group for comments. Then lead a discussion on how we
can hear wrong things or untrue things, and think they are true.
Ask the group to share their own understandings or
misunderstandings about HIV and AIDS. 

“I was in a workshop
when participants started
walking out one by one. I
feel the facilitator should
have gone around the
group and asked people
why they were not
participating and what
they were feeling.
The facilitator could
have come up with a
creative activity that
involves everyone.” 

NOMA BARNABAS

1

2
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Myths Untrue beliefs or
false information.

UUsseeffuull  TTIIPP

Follow up what people
say in a future session to
see how much the group
has remembered.

UUsseeffuull  TTIIPPSS

o This activity can help
participants practise 
for a real radio show 
at the nearest
community radio. o The activity allows shy
participants to find their
voices. For example,
they find creative ways
to express themselves
through a poster. 

Myths and facts

o Ask the group to share what they have heard about HIV and AIDS. 

o Let the group decide which are myths and which are facts.
After they have decided, correct any misunderstandings.

o Ask the participants to discuss where myths come from.

o Have a go-around where participants have to start off by saying: 

“I have changed …………………...........…… (this idea)
that I had about HIV and AIDS.”

Radio-active

o Get the participants to work in small groups. Each group imagines
they are in charge of a radio programme. Their task is to present 
a radio show. 

o Give each group a slightly different topic if you wish. For example,
groups can develop a show around rights for PLHAs at work, 
in hospitals and clinics, and in their local community.

o Give the groups further instructions: . They must present a panel discussion, a quiz, a phone-in
programme, or a combination of these.. They must design a poster to advertise their show. . Then they should think of a signature tune to start off
their show.. Remind them it is a radio show, so when they do their
presentation, they can sit with some notes to remind them
of main points. . Tell people there is limited airtime, and set a time-limit for
the show.. The rest of the participants can phone in with practice questions
and responses.

3

4

For more information on
rights, see TOOL 2. 

For more on making
notes to prepare for
presentations, see 
TOOL 3 on page 53. 
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UUsseeffuull  TTIIPPSS

o This exercise allows
participants to think
very carefully while
they are drawing and
colouring. They get
involved in their trees,
and think about the
deeper issues around
disclosure.o This sharing is
important as this is
an emotional exercise –
talking about it helps
participants to release
their feelings.o As an extension of this
activity, plant a tree as
a symbol of hope,
giving and life.

Tree of knowledge

o You need crayons, paper and music.

o Ask participants to draw the outline of a tree on newsprint. The
trees must have roots, a trunk, branches, twigs, leaves, seeds and
fruit. They must create a question for each part to link with the
workshop topic, eg disclosure.

o Get participants to share ideas in pairs and in plenary.

Trunk: How will I be
supported while disclosing?

Roots: Why do I
want to disclose –
what are the
underlying reasons
for me wanting to
disclose?

Twigs: What are the
parts of my disclosure
that are difficult?

Leaves: What are
the parts of my
disclosure that
will help me?

Seeds and fruit:
What will be the
long-term effect of
my disclosure on
others and myself?

5

Branches: Where, how and
when am I going to disclose?

For more information on
disclosure, see TOOL 1.



HHooww  ccaann  wwee  ddeeaall   wwiitthh  ggrroouupp
cchhaall ll eennggeess  aanndd  ccoonnff ll iiccttss ?

Sometimes people in groups do not get on with each other. At times
there may be a few participants who challenge the facilitator and
affect the group dynamics in a disruptive way.  

As facilitators, we need to know how to deal with these situations.
It is important not to label participants as difficult – it is rather their
behaviour that is difficult.

Experiences of challenging groups
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Group dynamics The way
that participants relate to
each other. 

IIDDEEAASS  ffrroomm  oouurr
wwoorrkksshhoopp  ggrroouupp

o Be professional – 
you’re the facilitator!o Be focused –  don’t
be side-tracked.o Don’t pretend you 
know everything – 
be approachable.

“If as a facilitator
you are coming into 
an atmosphere from a
previous meeting or
workshop, try to find out
about this. You must deal
with it as it can affect your
facilitation.”

NOMA BARNABAS

“Our group spirit is the key
to making things work.”

NOMZI TSHABALALA

Practising and creating activities
AAccttiivviittyy

1. Try out some of these activities. Decide what the outcomes of the activity will be,
the time you will allocate, the equipment you will need and the guiding questions
you will ask participants during feedback on the activity.

2. Create your own new activity to encourage participation in an HIV and AIDS workshop
or support group.

3. Some of these activities may be more useful in workshops. Try to adapt one of
these activities or create a few short activities to use during more formal meetings
and discussions.

AAccttiivviittyy

1. Think of a session you attended where there were challenging group dynamics.

2. How did you feel as a participant? 

3. What did the facilitator do? 

4. What do you think could have been done to help the situation?
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PPrreevveennttiinngg  pprroobb ll eemmss

If we are organised and facilitate well, then most participants will
co-operate and not have time to behave in a disruptive way. Managing
the group process depends a lot on preparation and planning,
programme content and time management. But management is also
about how we relate to participants.

Remember to be friendly, respectful and acknowledge all contributions,
comments and feedback from participants. As facilitators, we are not in
a position of authority over our participants, and do not play the roles
of teachers or supervisors. We should treat all participants as equals.
Most participants will respect this and respond positively.

UUsseeffuull  TTIIPPSS

o If the programme is relevant and exciting, participants will be
involved in the session and not think about challenging the
facilitator.  

o The way we allocate time can also affect the group. If we give too
much time for some activities, or too little time, then participants
may feel they are not involved and start acting in a disruptive way.

Whenever possible, we need to take steps to try to prevent or avoid
problems before they arise.

How to prevent problems

“Be observant – look out
for people with personal
grudges and who will pass

bad remarks to each
other. This can
happen without
you noticing.”

NOMZI TSHABALALA

AAcc
ttiivv

iittyy

Make a list of ways to prevent problems in a group. Compare your ideas with our
examples on page 57 onwards.
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GGrroouupp  rreeff ll eeccttiioonn

It is useful to prevent conflicts by getting participants to reflect in
their small groups after group activities. Give them time to analyse
how they worked together, if there were problems and what they 
would do next time.

This exercise gives them the space to think about how they acted in 
the group, get feedback from their group members and improve their
group work skills.

Examples: group reflection questions

Sometimes group work can be 

I want to promote good group work. Next time I work in a

group I will 

Did I help my

group? How?

Did I hinder

my group?

How?

How did I feel about

being in this group?

How did we get

started? What helped?

What could we

have done to work

better as a group? Did we waste

time? How?

Did I talk/do

too much?

Did I talk/do

too little?

GROUP
WORK

✐

✐

Compare these group
reflection questions with
the individual reflection
worksheet on page 104.
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DDeeaall iinngg  wwiitthh  ddiiffffeerreenntt  ppeeoopp ll ee

“We can involve shy people by letting them express themselves in
their language. Find out what they think – you will be surprised
what will come out of their minds.”

PORTIA

Share tasks

Some participants behave badly because they want to be seen and
heard and feel they need to be in charge. Don’t worry – this is quite
useful as we can use these participants to help us. Give them some
responsibilities, for example:

o Hand out worksheets.

o Move chairs.

o Keep time.

o Summarise a session.

o Write up notes of participants’ comments and feedback.

o Pour the tea. 

They may then feel secure and important, and will be more likely to 
co-operate with us as facilitators.

“When there’s
someone who

doesn’t want to listen,
I stop the group and

ask the person
what the aim
of the support
group is.
When there is
someone who

is causing a problem, ask
the group to help you call
this person to order.”

ELSIE BOGATSWE
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Seeds or buttons to speak

Use seeds or buttons if you have participants who like to talk all the
time and do not give others a chance. For example, each participant
gets 5 seeds. When they speak, they must put a seed into a basket.
When all their seeds are finished, they cannot speak again. 

This helps to give everybody a fair chance. If you find that in the
plenary some participants do all the talking, then make the plenary
sessions shorter and spend more time on work in pairs and small
groups. This will give the quieter and shyer participants a chance to
interact and be heard.  

You may also need to remind participants of the contract and the
democratic principle of giving every participant a chance to be heard.

AAccttiivviittyy

Think of a few ways to get participants who talk a lot to give others a chance to speak.
Compare your ideas with Portia’s experience:

“My experience of how to deal with a talkative person:

o Let the person be aware in a positive way that we want to hear everyone’s views.
If we combine our views, something positive will come out of it.

o Use the person positively in the group, for example, in sharing some relevant
information with the group.

o Guide the person in a building way to know that his/her points are important,
but that we have to stay focused on the aim of our meeting.” 

PORTIA

Talkative people

“In our support group, 
we meet very different
people. We need
experience to share
and deal with people
in our group.”

ANDILE NGWABENI

UUsseeffuull  TTIIPPSS

o Do not encourage the
same people to always do
the report-back at
plenaries. Have a rotation
system where most
participants will get turns.  

o If you are facilitating a
meeting, limit the
comments and questions
allowed for each
participant to make sure
everyone gets a chance.
This prevents participants
from feeling frustrated and
left out of the activities.



FF
aa

ccii
llii

tt
aa

tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

60

Rebellion

Sometimes participants challenge the facilitator and the programme
because they have personal problems and see this as an outlet for their
feelings. It is useful to give participants opportunities to share feelings
and talk about issues to prevent outright rebellion.  

We need to make sure we are not pushing our authority and treating
the group like children. Adults do not like to be told what to do all 
the time.

AA  ggoooodd  wwaayy  ttoo  ddeeaall   wwiitthh  rreebbee ll ll ii oonn

ii ss   tthhrroouugghh  ssttoorryy--ttee ll ll iinngg::

o Get the group to add on to a story that we will start. Each person
must add a sentence.

Start in this way: 

“Once upon a time, where all good stories start, there was a
facilitator who had a wonderful group. They really co-operated well
and were working hard. However, somehow there were a few
people in the group who did not want to co-operate. They …”

o Now do a go-around where each participant adds a sentence to 
create a story.

o Analyse the story at the end. Be sure not to point out the rebellious
participants. Usually this brings the message through to participants
without being too threatening.
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Silent and shy

Some participants are too shy to participate or speak. The best way 
to make them feel confident is to slowly get them involved. Start 
with work in 2s, move on to small groups, then bigger groups and 
then plenary.

UUsseeffuull  TTIIPPSS

o Have a go-around where each participant has a chance to say only
one thing. 

o Do not ask them why they are so quiet or force them to speak. 

o Make sure there are activities that will allow all participants to
experience success and interest. 

o Find out what they can do really well and include that as an activity
to give them a chance to shine.

“You find that there are people who are very quiet and shy. People 
can be quiet for many reasons, for example, not comfortable with 
group members, treated badly or not given a chance to voice 
opinions, don’t want to share experiences with anyone.

I try to involve them in these ways:

o Make smaller groups of 3-4 people.

o When scribbling and reporting, rotate the people who do this.

o Rotate participants between smaller groups.

o Do icebreakers, games and roleplays so everyone is involved.

Quiet and shy people can be the pillar of your group with brilliant ideas.
Some of them may be quiet because the pace of the group is very fast
and they feel left behind. You can get them to write to express
themselves or use drawings to portray thinking and feelings.” 

WORKSHOP PARTICIPANT
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DDeeaall iinngg  wwiitthh  pprroobb ll eemmss

The problem will not go away by itself. It usually gets worse. It is 
best to stop disruptive behaviour by participants right away. This 
can be done by referring them to the contract in a friendly and polite
way, negotiating a space with the group to discuss their difficulties, 
or by calling them aside during a tea break and finding out what the
problem is.

Sometimes the problem is deep and has been building up over a 
long time. It may not be possible to resolve all the issues in one
session. However, recognising that there is a problem, and that active
steps will be taken by all to resolve it, will put the group at ease.

UUsseeffuull  TTIIPPSS

o Do not wait until there is a crisis or drama before you address
conflict. Deal with it as it happens. 

o Get participants talking to each other and to you as the facilitator. 
It may not be what you had planned for the session, but will prevent
time being wasted later on. 

o Allow participants to ask each other questions to make sure they
understand each other and listen to each other.  

o Create safe spaces for participants to give each other feedback.  

o Make sure that participants are gender-sensitive and respect
different viewpoints, lifestyles, cultures, beliefs, sexual orientations
and HIV status. 

“Be careful of saying, 
‘We’ll deal with it later’
and later never comes!”

LUNGI MAZIBUKO

“You must be observant –
how do people
interact? Is what is
being said hurting
someone? Do they
need support?”

NOMZI TSHABALALA

On listening skills, see
TOOL 3 on page 28.

See more on feedback 
on page 111.
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Split them up!

Get participants to work in different groups and share in different
pairs. This breaks up disruptive participants who always sit together or
people who are in conflict with each other. 

“I struggled with a person talking a lot and crushing
others. I didn’t know what to do before, but now I
have tips. Now I use things like:

o Ask the group how they feel.

o If necessary, say: ‘Please don’t laugh’.

o Acknowledge the person and their ideas.

o Encourage people to listen.

o Use constructive language, eg avoid ‘stupid’,
‘too young to understand’.”

MOTLALEPULE MAINE

IIDDEEAASS  ffrroomm  oouurr
wwoorrkksshhoopp  ggrroouupp

o When dealing with
issues that came up
earlier during the
workshop, say what
happened before and
deal with the issues
before moving on.o Allow the group to
help resolve things,
if possible.o Make time to resolve
things.o Co-facilitators should
meet and strategise.o Stop dialogues between
people who are
defending points.o If a problem is a rumour
– then ask the person:
“Are you okay? Is there
anything you want to
talk about?”



FF
aa

ccii
llii

tt
aa

tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

64

Mediating

When there is a lot of conflict between participants, you may have 
to mediate.  

UUsseeffuull   mmeeddiiaattiinngg  TTIIPPSS  

o Give all the participants a chance to say what they see as the
problem. They must listen to each other without interrupting. 

o Be fair and give equal speaking time to each participant. 

o Do not take sides. 

o Do not accuse or blame. 

o Summarise what each participant has said. 

o Ask them to think of a way forward or how the conflict can
be resolved. 

o Remind them that the session has a programme and that they
need to focus on achieving the outcomes of the programme. 

o Make sure that the group does not target a particular person in
the group and blame that person for everything.

Mediating

Mediate When you come
in as a third person to
help to sort out a conflict
between participants. 

AAcc
ttiivv

iittyy

Think of a time when you mediated a conflict.

1. What happened?

2. How did you feel?

3. What advice can you give about mediation?

For more on summarising,
see TOOL 3 on page 36.
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EXERCISES TO HELP BREAK THE TENSION WHEN TALKING FAILS

Breathing together

Get participants to sit in pairs. Ask participants who are having
conflicts to sit as pairs. They sit back-to-back with their backs
touching. 

Give them these instructions:

o This is a silent exercise. You may not talk. 

o Take turns to tune into the breathing pattern of your partner. 

o Listen very carefully to your partner’s breathing. 

o Now adapt your breathing to the same rate and pace. Breathe with
your partner. 

o Swop roles. 

Hugging

Informal hugs can help to bond the group. Touch is very important.
Give space for group or individual hugs. Check to see if everyone is
comfortable with hugging – if this doesn’t feel right for some people,
then use another activity.

1

2
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DDeeaall iinngg  wwiitthh  aannggeerr

“I facilitated a support group that had two people who liked
overriding others and always wanted to be listened to. It
was quite intimidating for me and for members. I didn’t
know how to bring them to order. Or I’d solve the problem
for one time, but it would come up again.

With time, I learnt not to react to these people,
but give them the time to air their views, and
then ask what they’d like to see changed or

improved, without imposing my views. Their response was amicable
and our sessions improved. People agreed that no-one can override or
look down on others in the group.

We discovered that this was happening not just in the group but in the
community too. We also found out that the causes were much deeper
and sometimes related to anger we hadn’t dealt with. So it was quite a
gradual process.” 

ELAINE MAANE

How you deal with anger

Contain your own anger!

U nga timi ndzilo hi ndzilo.

Do not extinguish a fire with fire.

TSONGA PROVERB

If we react angrily to participants, we make the situation worse. Try to
be calm and polite. Remember that most participants’ behaviour is not
a personal attack on us as facilitators. It’s the participant’s problem,
not ours. If we react in anger, then we take it personally and make it
our problem.

1. Make a drawing that shows what you do when you are angry or cross.

2. What do you do to get rid of your anger?

AAcc
ttiivv

iittyy



T
O

O
L

 
4

FF
aa

cciilliitt
aa

tt
iioonn

67



FF
aa

ccii
llii

tt
aa

tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

68

A FEW TOOLS TO HELP YOU DEAL WITH ANGER WHEN YOU FACILITATE

Give a time out

o This is a breathing space for everyone. People
must stop arguing and sit quietly, or have a
5-minute break. Play some quiet music if this
can help create a more peaceful environment. 

Drum-drum

o Use a drum, or an upturned rubbish bin,
cake tin or cardboard box. Encourage the
participants to beat the drum when they feel
they cannot express what they want in words.
It allows participants to release anger.

Deep breathing

o When we are angry, we often breathe very
shallowly and not enough oxygen can get
to the brain. Then it becomes difficult to
control our anger. So controlled breathing
can help us.

o Get the participants to stand or lie down.
Ask them to breathe in deeply, put their
hands on their tummies to feel their breath,
and hold for 3 seconds. Then slowly breathe
out. Repeat a few times. The focus is on
breathing slowly and deeply. 

Silent scream

o This is a short exercise of about a minute to
help participants to release feelings they have
kept inside. Demonstrate the exercise first.

o Ask the participants to close their eyes. Tell
them they will get the chance to give the
loudest scream ever, but that they cannot
make a sound! They must all scream – they can
kick their feet, shake their hands, pull faces,
but they are not allowed to make any sound. 

“Facilitators must take in what is
happening. Ignoring can destroy
participants. We are unique individuals. I
may need to explode now – respect this!”

PORTIA

Angry dance – happy dance

o Get participants into small groups. Ask them
to develop and present a dance that shows
anger. They can call it “their angry dance”.
Get each small group to present their dance,
and ask the other participants to join in
each dance. 

o Have a brief discussion afterwards. Get the
participants to talk about what their dances
meant, how they felt and ask them to suggest
ways of coping with anger.

o End off by getting the participants in their
same groups, and asking them to develop
and present a happy dance.

1

2

3

4

5



RRoo ll eepp llaayy  ggaammee

Sometimes we use roleplays to get participants to act out different
roles. The aim is to have fun and learn from the roleplay.

Aim of roleplay game

This roleplay game helps us to practise some of the things we have
talked about in this section, for example, handling different people in
groups, resolving conflicts and dealing with anger. 

How to use the game

You have a choice: 

o Ask for 12 volunteers and the rest of the group watches, or 

o Let the whole group participate. 

Extra roles can be given, or we can repeat the 12 example roles (see
page 71). What is important for this activity to work is that we have
at least 2 or 3 people in leader roles, at least one disruptive role, at
least one person talking off the topic, one co-operative and one angry
person. These are typical roles that we find in many groups, so it is
useful to see them acted out.

Roleplay When we act out
a role so that we can learn
from a real-life situation.
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1

2

3

4

5

6

Steps to follow for roleplay

Copy or write out the roles on small pieces of paper. 

Mix them up and put them face down so participants cannot see what
is written on the papers. Ask each participant to take one paper. 

In a large group, ask 12 volunteers to do the exercise and sit in a
small circle. Everyone else will observe the game. 

You can choose any relevant topic for the meeting that will be
roleplayed, for example: Community attitudes on HIV and AIDS, or
Should condoms be distributed to schools?

Tell participants: 

“Once you have the paper, read it. Do not show anyone else
what your paper says. You have to play the role of the person
on the paper.

For the next 10 minutes, the group has a discussion on the
topic, and everyone plays the role written on their paper. 

Imagine you are all at a meeting for important decision-
makers. You are meeting to discuss and decide if condoms
should be made available at local schools. You have to come
to an agreement after 10 minutes.”  

If you have observers, then get them to make notes on how the
meeting progressed. 

As workshop facilitators, we should stand to the side and just observe.
We can remind participants to keep to their roles, but apart from that,
we should not interfere.
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Example roles

(each to be written on a small piece of paper)

Stop the exercise after 10 minutes. Usually it is chaos with lots of
laughter, screaming and shouting! Everybody will talk at the same time
and most groups do not reach a conclusion.
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Derole To come out of the
role – stop playing the role
and become yourself again.

Who was what?

Get the group to guess what each person’s role was. Then do a
quick go-around where you derole. It is very important that you
derole everybody.

To derole, call each person by name: 

o Ask: How did you feel playing that role?

o Make it clear that it was just a role in a game, not the real
person’s behaviour.

Reflection on the game

o Ask the group for comments: what did they observe during 
the roleplay?

o Lead them into a discussion on how meetings cannot progress 
if there are too many leaders and disruptions. 

o Add comments that people can learn from.

To encourage more participation in the discussion, get people 
to share in 2s: 

o What roles do we often see in groups?

o What can we learn from this game?

IIDDEEAASS  ffrroomm  oouurr  wwoorrkksshhoopp  ggrroouupp

o Let’s stop fighting each other and fight the virus!

o Let’s embrace the spirit of positive living to overcome personal
clashes and other differences.

UUsseeffuull  TTIIPP

Participants who act in
challenging ways may see
themselves for the first
time when acted out by
others. You can use this
as a gentle reminder if
participants continue with
disruptive behaviour in
the actual workshop.
Ask: “Are we still in our
roleplay game roles?”
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HHooww  ccaann  wwee  mmaannaaggee  tthhee  pp ll eennaarryy ?

The plenary is when all the groups come together to report back on
their discussions.

If we do not manage the plenary well, we could waste time and some
learning may get lost. The plenary is important because we need to
take what participants say and do seriously.

SSoommee  uusseeffuull   TTIIPPSS

o Before the participants return, decide which area to use for them to
either put their flipchart papers up, or to stand to give report-backs. 

o Get the area ready. Put small strips of tape or press-stick up so it’s
easy for the participants to stick up their papers. 

o Have all the chairs ready and the room looking neat.

o Welcome everyone back and remind them that each group has a
limited time to give their report-back. 

o Make sure that the group is quiet before participants start reporting. 

o Always make sure that each group gets a chance to do a report-back. 

o Thank each group, and allow for a few questions and comments after
each report-back.

o Be aware of the time. If you are running short of time, then ask
groups to only report a few points or to only add on new points.

o Keep the flipcharts. Use them to write up reports and to prepare
handouts for future workshops.
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SSuummmmaarrii ss iinngg  iinn  pp ll eennaarryy

In plenary, it is very useful to make a summary of what people or
groups have said in a discussion.  

The summary should pull out key themes, conclusions and learnings.
The summary is one of the last impressions that participants will
remember and be leaving with. So, the summary must be filled with
knowledge and learning.

TTIIPPSS  ffoorr  ggoooodd  ssuummmmaarrii ss iinngg

o Make short notes on a flipchart.

o Use a mind-map or diagram to help participants remember.

o Ask a co-facilitator or a participant to help. 

o As a guide, use at least one main point from each speaker or group
in your summary.

o When groups give feedback on sheets of flipchart, underline or
circle at least 1 or 2 points in a different colour. Then use these
points as part of your summary.

o A short summary of the main points is more powerful than just
repeating everything that was said. 

Experiences of a plenary

AAcc
ttiivv

iittyy

1. Think of a plenary that you attended that went very well. Why do you think it
was successful?

2. Now think of a plenary that you attended that was not very useful. Why do you
think it was not useful?
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“When disclosing and
fielding questions, it’s
like facilitating.
It’s not a ‘yes/no’
way of giving
answers.”

DAISY

UUsseeffuull  TTIIPPSS

If you cannot answer the question or feel it is not the right time for
the question, try one of these responses:

o Give the question back to the group. Say: “Thank you, that is a good
question. Let us all think about it. Any ideas?” You can also use this
method for easy questions to get participation from the group.

o “This is such a good question. I think we all need to go and reflect
on it as a take-home exercise.”

o “I need some time to consider this question. We are running a
bit late now, but I promise to come back to this question.”

o “Can you please explain your question a bit more clearly?”

o “I don’t know, but I will find out the answer for you.”

o “What a good question! Let’s discuss it in our next group activity.”

Never put a participant down who asks a question. We need to
encourage participants to ask questions. As facilitators, we are not
expected to know everything!

WWhhaatt  aabboouutt  ddiiffffiiccuulltt  qquueessttiioonnss??

Participants may ask difficult questions. It may be that they have a
very good question that needs to be discussed. However, sometimes
they are trying to make things difficult for the facilitator.

How you handle questions 
AAccttiivviittyy

1. What advice can you give to another facilitator on what to do when participants 
ask difficult questions?

2. Compare your ideas with these tips.

For more ideas on 
handling questions 
after talks, see TOOL 3
on page 70.
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Some reasons for having a co-facilitator

o We can save our energy when we have another person who shares
the responsibility for the session. 

o There is somebody else to take over when needed and to add on
things we did not think of.

o In a large group, a co-facilitator is necessary. While groups are busy
with their tasks, the co-facilitator can help to check if groups
understand the topic and are working well together. 

o We can bounce ideas off a co-facilitator. Two minds are often better
than one!

“It was stressful
running a 5-day
workshop because 
I couldn’t get
anyone to 
co-facilitate.”

NOMFUNDO XOTYENI

WWhhaatt  iiss  ccoo--ffaacciilliittaattiioonn?

WWhhyy  ii ss   aa  ccoo--ffaaccii ll iittaattoorr  uusseeffuull ?

We have seen that facilitation means getting participants actively
involved in HIV and AIDS work. Sometimes the work of the facilitator 
is quite hard and it is often useful to have somebody to help you do
this challenging work.

A co-facilitator is a person who facilitates with us in our HIV and
AIDS sessions. 

Experiences of co-facilitation 
AAcc

ttiivv
iittyy

Tell a friend about a session you attended where there was more than one facilitator:

1. Why do you think they ran the session together?

2. How did they run the session together? 

3. Was it a good experience for you? 

5
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o We all have our strengths. Planning together can often result in a
better programme.

o It is good to get feedback from each other and it helps with the
evaluation process. 

o A co-facilitator helps us reach more people, for example, speaking
different languages. We can also translate for each other when this 
is needed.

o A co-facilitator can be very useful when the group is difficult. 
The co-facilitator can help keep us calm and focused, and remind 
us how to cope as a team. 

o A co-facilitator can help build our confidence. As new facilitators in
HIV and AIDS work, we can get confidence from and learn from a
more experienced facilitator. While we are helping that facilitator, we
are also learning how to facilitate. 

o As facilitators living with HIV or AIDS, it is useful to have backup in
case we are not feeling well on the day a session is planned. 

o HIV and AIDS work is often very difficult and draining – we talk
about things that are painful. Co-facilitation helps to share the load
and stress of running lots of sessions, eg in a training course.

WWhheenn  ii ss   iitt  nnoott  uusseeffuull   ttoo  hhaavvee  aa  ccoo--ffaaccii ll iittaattoorr??

Sometimes, it not useful to have a co-facilitator. 

Examples

o If we do not have time to plan and prepare together, then we will
find it difficult to facilitate together.

o We do not respect and like each other.

o We do not agree with each other and give opposing information
or instructions to the participants.

o The group is very small and they may feel intimidated by
2 facilitators.

o If there is distrust, competition or a power-struggle between the
2 facilitators, then our HIV and AIDS work will suffer.

IIDDEEAASS  ffrroomm  oouurr
wwoorrkksshhoopp  ggrroouupp

Co-facilitation helps us …

o Ease the load of
facilitating alone.o Share skills.o Cover more issues
and points.o Increase our confidence.o Develop new trainers.o Meet language and
cultural needs.o Share responsibilities.o Support each other.o Give each other space.
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HHooww  ccaann  wwee  mmaakkee  ccoo--ffaaccii ll iittaattiioonn  wwoorrkk  ffoorr  uuss??

The facilitator and co-facilitator need to get on well, so we need 
to spend some time getting to know each other. There should be 
good communication, mutual respect and understanding between
co-facilitators.

Here are 3 examples of how HIV and AIDS co-facilitators work together:

“Co-facilitate or rotate
facilitators in support
groups. Give big talkers

a chance to facilitate.
Try to acknowledge
their skills and use
them in a positive
way. Don’t alienate

the skillful ones!”

ERNEST SAILA

EXAMPLE Mafanele and Victoria

Mafanele and Victoria often facilitate sessions together. Before

each session, they decide who will be the main facilitator and

who will be the co-facilitator. They take turns for these roles.

The main facilitator takes the most responsibility and can tell the

co-facilitator what to do. However, the co-facilitator will always be

free to give suggestions and input.

Mafanele and Victoria draw up the programme together and

decide who will run which session. Some of the sessions they

decide to do together. Mafanele gives the main group instructions

for a discussion. Victoria goes around to make sure each group

has koki pens and flipchart paper. They work well together. When

one sees the other needs anything, he/she makes sure it is there. 

It is useful for facilitators to work according to their strengths.

Mafanele knows he is very good at giving input, while Victoria

knows she is better at listening. So she will record what

participants say. This will help Mafanele with his summary at

the end when he gives input and information. 

1

EXAMPLE Achmat and Dianne

Achmat and Dianne also facilitate
around their strengths. Achmat does
not enjoy doing icebreakers, but
Dianne is excellent with icebreakers.
She does not like to summarise and
guide the reflection time. So it is easy:
she runs the icebreakers and Achmat
does the summarising and reflection. 

2
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Your ideas on co-facilitating
AAccttiivviittyy

1. Think about our 3 examples of co-facilitating. Which one do you prefer?

2. Make a list of some of the qualities and skills you would like in your co-facilitator.

3. Now make a list of the qualities and skills you think you bring into the session as a
co-facilitator. Add this list to your qualities and skills list you started in the activity
on page 15.

✐

EXAMPLE Thobeka and Pinky
Thobeka and Pinky facilitate together. They decide that bothwould be responsible for each session, but interchange. Forexample, Thobeka gives the main instruction to a group for anactivity, while Pinky ensures that everybody gets into a group,and has flipchart paper and pens. Thobeka goes around to makesure participants understand the topic, while Pinky takes a shortbreak to energise herself for the report-back session, whichshe runs. 

Pinky takes short notes while the report-back session is goingon. She gives the notes to Thobeka to use when she wraps upand summarises the groups’ inputs. Both she and Pinky add tothe groups’ findings. They work well together – they supporteach other, do not contradict each other and do not interrupteach other.

3
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WWoorrkkiinngg  ssmmooootthhllyy  ttooggeetthheerr

It is up to us as co-facilitators to decide how we want to co-facilitate.
We should try to think about what we can do to make facilitation easier
for our facilitation partner. 

There is nothing worse than facilitators fighting during a session.
We need to come to an understanding that if we disagree, we will find
a space after the session to talk, not in front of the participants. If
we give different instructions or information, we will confuse the
participants. The idea is to support each other, not make facilitation
more difficult.

It is very disturbing when co-facilitators spend time talking to each
other, even softly, during a session. They may be planning or just
chatting. Try to keep the conversation short, and focus on solutions if
things are not working well or time is running out. Focus on the
participants, not on each other.

IIDDEEAASS  oonn  bbuuii llddiinngg  aa  wwoorrkkiinngg  rree llaattiioonnsshhiipp

wwiitthh  oouurr  ccoo--ffaaccii ll iittaattoorr

o Meet with the co-facilitator to plan the workshop at least 2 weeks
before the workshop.

o Get together again just before the workshop to see what still 
needs to be done.

o Agree on how you will share tasks and support each other.

o Spend relaxed time together at the workshop, eg tea, supper.

o Think of someone who can help if you have difficulties with 
each other. 
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HHooww  ccaann  wwee  ffaacciilliittaattee  iinn
ddiiffffeerreenntt  eennvviirroonnmmeennttss?

We will discuss facilitating in these environments:

o Community-based groups

o Workplace discussions and meetings

o Support groups.

HHooww  ccaann  wwee  ffaaccii ll iittaattee  ccoommmmuunniittyy--bbaasseedd  ggrroouuppss ?

Sessions with community-based groups will generally be longer and
may often be workshops or discussions. However, at times we are asked
to chair a meeting or give a short talk. This is all part of facilitation.

CChhaaiirriinngg  aa  mmeeeettiinngg

“It was very hard for me chairing a meeting and
having to ask someone to stop one issue and go
onto another issue. You need to be patient, and
not aggressive or judgemental.”

BOITUMELO MHIKO

“We sometimes facilitate
informally in places 
like taxis where we
begin and keep a
discussion going.”

NOMSA

Chair Lead, run or facilitate
a meeting.

6
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Experiences of chairing

Before we chair a meeting, we must make sure we know what the
meeting is about. Read the minutes (record of the previous meeting)
if the meeting is a follow-up. 

Check there is always a programme or an agenda. If we have to set the
agenda, do it carefully. Do not add too many items to the agenda. Be
aware of time! The shorter the agenda, the better. If the agenda is long,
then participants rush through the items or never have time to discuss
the last few items. 

If it is an informal meeting or a sudden meeting with no time to
prepare, sit with the participants and draw up an agenda together
before the meeting starts.

Most agendas look like this:

AAcc
ttiivv

iittyy

1. Tell a friend about a time when you attended a meeting that was chaired in a good
way. Explain what the chairperson did well to make the meeting a success.

2. If you have chaired a meeting, share your experiences with a friend.
What advice can you give somebody who has never chaired a meeting before?

UUsseeffuull  TTIIPP

As a way of saving time,
you may decide to limit
contributions by the
participants to one
statement for each agenda
item. You should decide
before you start how many
responses you will allow
and how much time will be
given to each agenda item.

1. Opening: welcome, introductions and apologies.

2. Additions to the agenda under general or any other

business.

3. Approval of the minutes of the last meeting.

4. Matters arising from the minutes. Pay special attention to

tasks that were delegated – were actions taken?

5. Items on the agenda: new issues for discussion.

6. General or any other business.

7. Time, date, place and chair of next meeting. 

Apologies Excuses from
participants who could
not attend a meeting.
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Note: We will summarise a few guidelines on planning and giving
inputs and talks. For details, please see TOOL 3 on pages 20 and 49.

Summing up

As a chair or facilitator, our task is to sum up what has been said
before we move on to the next point. If we sum up well, it usually stops
the conversation around that point and participants feel satisfied that
they were heard.  

UUsseeffuull  TTIIPPSS

o If you are feeling very tired, you may ask the participants to take
turns to sum up the different agenda items. 

o You need to finish on time. Participants do not like meetings to
run over time and blame the chair if they do!

GGiivviinngg  ttaallkkss  aanndd  iinnppuuttss

Sometimes we are asked to do a talk, or need to give input as part of
our programme. Short talks and presentations are useful as they give
us the space to ask questions and to start discussions. So, while we are
presenting we are also facilitating because we encourage people to
think about and discuss HIV and AIDS work.

Experiences of talks 
AAccttiivviittyy

1. Think about a time when you gave a short talk at a meeting. What was good about
your talk? Add your ideas to our guidelines on page 84.

2. Sometimes a facilitator needs to give input. Think of a time when you attended a
session where the facilitator gave input or a short talk. Was it useful? How did you
feel about it?

See our ideas on
summarising workshop
discussions on page 74.

For more on summarising
skills, see TOOL 3 on page 36. 
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GUIDELINES ON TALKS AND INPUTS

Can you focus on your goal?

It is important to have an aim for your input – what do you want
people to know, do or feel after listening to your input? Everything
you say should support this aim. Focus on this aim and keep to the
topic. If you do not focus on your aim, the participants will also find
it difficult to focus and will not get much from your talk.

Can you manage your time?

Just like in workshops, in talks and inputs you also need to be aware
of the time and manage it well. Be realistic. How many points can you
cover in, for example, a 20-minute talk? When you give input, less is
more. The less you talk, the more participants will remember and be
able to hear. You will make a much bigger impact if you get one main
HIV and AIDS message across clearly. 

Are participants giving you their attention?

Make sure you do not start until you have all the participants’
attention. It is useful to start with a powerful statement, show an
interesting picture or tell a funny story. If you notice that participants
are not listening, then you should stop speaking. Ask a few questions
to get them involved. 

Do you ask questions?

To make sure participants feel involved, you need to ask questions,
encourage them to reflect and think about their feelings, knowledge
and experiences. Even in a short input session, you can ask
participants to share a few words with the person next to them.
Prepare a few questions before the time.

For more on time
management, look 
back at page 21.
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Do you know how to end your input session?

Final impressions are lasting. You want the participants to remember
what you said and how you said it. You want them to think and take
action. Plan a powerful ending.

Do you feel nervous before chairing or giving input?

Nervousness is often a good thing as the extra energy can help us to
perform well. But if we are too nervous, we may not facilitate well.
Remember to focus on the participants, not on yourself.

The most important thing is to get the message across, not what you
are feeling or thinking. Do a few deep-breathing exercises like the one
on page 68 to help you to relax. 

You can pause if you forget your words, and refer to your notes.
There is nothing wrong with having a few moments of silence while
you gather your thoughts. Have questions prepared in case you lose
your thoughts. This gives you time to calm yourself and get back to
your topic.

What can help you remember your input?

o Write main themes and ideas on small cards or pieces of paper.
Number them and put them in order. Have a quick look at these
while you present.

o Use an overhead projector or PowerPoint – each transparency or
slide will remind you of your talk.

o Write main ideas on newsprint and refer to them throughout.

o Practise your talk before you deliver it.
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HHooww  ccaann  wwee  ffaaccii ll iittaattee  wwoorrkkpp llaaccee
ddii ssccuuss ss ii oonnss  aanndd  mmeeeettiinnggss ?

Workplace discussions may be formal or informal. Often workplace
discussions are with people with unknown HIV status. We usually have
a short time to get our message across. So it is important to plan our
programme very carefully and to use presentation skills that are
suitable for the audience. 

For example, visuals and props can help us get our message across
quickly. Or we can break participants up into small groups and run a
plenary session at the end. It is a good idea to collect and type up the
ideas of the different groups, and distribute these to the participants.
This will remind them of the meeting or discussion. 

Note: Many of the skills we discussed in Community-based groups can
also be used for workplace discussions and meetings, eg skills for
chairing meetings.

Agenda for a discussion at work

AAcc
ttiivv

iittyy

Draw up an agenda or programme for a discussion at work with management. Have a
look at the example of an agenda on page 82. 

Imagine you want to promote the rights of PLHAs in your workplace. Make a space on
the agenda for you to give a short input to make management more aware of the issues
affecting PLHAs.

For information on the rights
of PLHAs, see TOOL 2.

For more on speaking and
presentation skills, see TOOL 3
from page 49 onwards. 

For more on advocacy ideas
in the workplace, see TOOL 5,
including the case study 
on pages 35 and 79.
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HHooww  ccaann  wwee  ffaaccii ll iittaattee  ssuuppppoorrtt  ggrroouuppss??

A very important part of our HIV and AIDS work is facilitating support
groups. We need to set up and maintain support groups. As PLHAs,
we are in strong position to know and understand the issues and
challenges that often come up in HIV and AIDS support groups. 

WWhhyy  ssuuppppoorrtt  ggrroouuppss??

Support groups help PLHAs on many levels.

For example, support groups:

o Allow participants and facilitators living with HIV or AIDS to share
their feelings and experiences. 

o Create a safe space for people living with HIV and AIDS to disclose
their HIV status and to be offered follow-up support.

o Allow us to talk about problems and successes.

o Give us energy and motivation from each other.

o Are there for new people getting involved after a workshop or talk.

o Deal with special care needs, eg side-effects from medication,
depression and emotional issues. 

As we said with group work:

“Together, we are so much stronger.”

The value of support groups

“Most people don’t know
the meaning of support
groups. People often don’t
understand each other,
yet we don’t have the
capacity to facilitate this.
Mostly we just lead by
sharing and asking: does
anyone have a question?”

ANDILE NGWABENI

“There was someone who
always arrived late for
our support group and
distracted people who
were busy with group
issues. Sometimes she
created her own stories
that included negativity.
Members felt we should
take disciplinary steps
against this member
and our committee
felt the same.

When we
investigated, we
found out she
was having
problems and
was feeling very hurt.
She had never been
counselled, so we did our
best to support her. She is
now coping and is an
outstanding and very
committed member of the
support group.” 

GEORGE MANGOENYANE

AAccttiivviittyy

1. Discuss with a friend why you think support groups are valuable. What would you
like a support group to do for you?

2. Together make a poster promoting the importance of support groups.

For more on the role of
support groups, see 
TOOL 1 on page 89.
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HHooww  ccaann  wwee  mmaakkee  ssuurree  aa
ssuuppppoorrtt  ggrroouupp  ii ss   ssuuccccee ss ssffuull ?

“The first time I went to a workshop of my support
group, the facilitator had a problem with a member 
of the group. When the member raised personal things,
the facilitator couldn’t answer. One of the people
attending asked me what was going on. I tried to call
the facilitator out of the hall to talk to her about the

role of a facilitator in dealing with differences.”

OLEBOGENG TALAKASI

“If you have a person who shadows others, you will
encourage others to participate. Go around the

room ask people what they are thinking. Do not
be judgemental, but keep in control. Make sure
that the support group members feel equal.
To equip other members, give them a chance 
to chair the support group meeting.”

ERNEST SAILA

As part of the HIV and AIDS work we do, we need to encourage
participants to form or join support groups. We may need to facilitate
these groups at the beginning to make sure they get started and
continue successfully.

“We need training to
build our capacity to run
and co-ordinate support

groups. We want to
keep groups
constant and
to build trust,
yet they shift all
the time.”

NOMFUNDO XOTYENI
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BBeeiinngg  wwee ll ll   oorrggaannii sseedd

The facilitation of a support group includes administrative work. 
We need the names and contact details of all the participants who 
want to join, and we need to book venues and times. 

We have to find out when most of the participants want to meet and
follow this up with phone calls to make sure they attend. Be careful not
to leave messages, as not all participants would have disclosed to their
work colleagues or families. 

If we do not have money for phone calls, then we need to clearly set
dates at our support group meetings, and ask each person to remind
the person living nearest them to attend. 

This may sound like a lot of work, but it is necessary until the group 
is well established. Many support groups fail because they are not
organised well administratively.

GGrroouupp  ddyynnaammiiccss  aanndd  rruullee ss

We can adapt the same facilitation groundrules for support groups 
(see page 43). It is especially important to give equal time to all
participants to share, be heard and get support. Contracting is most
important, as confidentiality is a core issue. No gossiping or talking
outside of the support group should be allowed. 

BBeenneeffiittss  ooff  aatttteennddiinngg

Participants need to feel they gain something from attending the
support group. When planning a support group session, ask yourself: 

o What are the needs of the participants?

o What will the outcomes of the session be? 

o How will the participants benefit? 
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It is very important to make sure newcomers to the support group are
welcomed, given space, and time to talk and interact. We need to be aware
that newcomers will have different needs to members who have attended
the support group for a long time. Sometimes 2 groups are necessary, or
we may have to use our skills for handling group challenges.

“The first time facilitating a support group was a frightening
experience because the group had people who’d been attending
meetings for some time. I was new. Most of the members in the
group were loud and wanted to be heard all the time.

It was hard to handle this group. Most of the members wanted
the meeting to go according to what they wanted. And

there was no agenda for the meeting – people just
came for discussions, and then have lunch and get
money for transport

It was a bit tricky for me, as I did not have facilitation
skills, people management skills and conflict
resolution skills. I had no plan or agenda for the
time we were going to spend together. We didn’t
really address issues around support and care.

Also, it was a group of older people who felt they
could not be managed by a younger person.”

NOMSA

Steps for setting up and running support groups

AAcc
ttiivv

iittyy

1. List the steps you think are necessary for setting up and running support groups.

2. Can you relate to Elaine’s experience? Have you had a similar experience?

“When we all started support groups, we didn’t know what was
happening. We just knew people who were HIV positive.
When it came to facilitating, we would ask for volunteers.”

ELAINE MAANE

For tips on handling 
groups, look back at 
page 55 onwards.
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Example of running a support group

Let’s look at how Elewani runs her support groups.  

What Elewani does

She asks her co-facilitator Enos to assist her
with the administration involved. She has a
confidential list of names, addresses and
telephone numbers of all the participants
that she keeps in a safe place. She makes
sure that for those participants who had not
yet disclosed their status, the support group
meeting is in a neutral venue. 

At the first support group session, she
asked the participants to share what they
want from the group. Elewani gave some
ideas of how a support group could
help them.

Although Elewani facilitated the first
meeting, she told the group that at some
stage each person would get a chance to
run the session. This is necessary as
Elewani and Enos have many support
groups to run and cannot have the energy
to be responsible for facilitating all the
meetings. However, they will facilitate,
do the administration, invite guest
speakers, and organise until the group is
well established.

Elewani first spoke to the group about
whether they want guest speakers. This
raises issues around confidentiality and
accepting participants who are not living
with HIV or AIDS into the group. The group
may prefer inviting a PLHA as guest speaker.

Elewani drew up a list of possible guest speakers
to talk on these topics:

The participants in the support group added to
the list by choosing these topics as focus areas
for their sessions:

● Dealing with anger, grief, trauma, bereavement

and terminal illness

● Stress management

● Healthy eating for PLHAs

● Networking: where to get help

● HIV, AIDS and our rights

● How to draw up a will

● How to make memory boxes

● Treatment options, advantages and disadvantages

● Anti-retrovirals and possible side-effects

● Living positively and successfully.

● Dealing with terminal illness

● Networking: where to get further support

● Issues around rights, health care, free medication

and joining campaigns

● Understanding each other and sharing how we feel

● Working for greater understanding from the rest of

the community

● Issues around disclosure

● How to support newcomers

● A space where we can have fun and laugh.
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WWhhaatt  aarree  ssoommee  aaccttiivviittiieess  ttoo  hheellpp
uuss  ffaacciilliittaattee  ssuuppppoorrtt  ggrroouuppss?

Here are 3 participatory activities, linked to issues of support: 

AAcc
ttiivv

iittyy

Imagine you are attending your first support group meeting. What topics would be the
most important for you?

We are connected

For this activity, you need different colours of wool, cut in pieces of
about a ruler length.

Steps to follow

1. Put the pieces of wool on a table. 

2. Ask the participants to each take a piece of wool. 

3. Their task is to join a partner with a different colour piece of wool.

4. Each pair talks about their experiences of living with HIV or AIDS.

5. Once they have shared for a few minutes, they tie their
wool together. 

6. Then they find another pair and repeat the exercise briefly. 

7. Each group of 4 will find another 4 and share again. If your
numbers of participants in the group are unequal, then allow
groups of 3s as well.

8. Continue until all the participants are tied to each other.

9. Ask the participants to stand in a circle or an almost-circle.
Do not fuss if it looks a bit untidy – that is not important. 

Support group topics

1
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Support network
The group of people
around us that we get
help and support from.

10. Ask the participants to comment on what they see, what
happened and how they feel. 

Add that we are all linked by our common experiences, our 
sharing of living with HIV or AIDS, that we are very strong as a
group, and that the purpose of the session is to become even
stronger as a group.

11. Participants are usually able to see this is a symbolic exercise. 
They had a chance to share with each other. Now they are tied in
a web that looks like a network. It gives a visual representation
of a support network. Everybody is indirectly connected to
everybody else. Participants may feel a sense of belonging and of
support.

12. Now go through the purpose of a support group. Ask small
groups to brainstorm their ideas about a support group. 

13. Facilitate a general discussion afterwards. This is useful to see
what participants want from the support group and what their
expectations are.

Example of the role of a support group

Help each
other to cope.

Share feelings,
ideas and
information.

Know who to
call for help.

Get understanding
from each other.

Share common
interests and needs.

Talk freely about
your HIV status.

Connect with
each other.

Have people there
for you when times
are really bad.

A SUPPORT
GROUP IS THE

SPACE TO:
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Your support network 

AAcc
ttiivv

iittyy

1. Draw your own support network on a sheet of newsprint. Share this with a friend 
or work colleague. 

2. Reflect on possible gaps and plan how to widen your support network.

2 My own support network

o Give participants flipchart paper, crayons and kokis. Ask them to 
draw up their own support networks.  

o Ask participants to share their support networks in small groups. 

o Get them to reflect on these questions:. Are there gaps in my support network? Where do I need more
contacts and connections? Where do I need more support?. Am I in other people’s support networks?. How do I feel about my support network?

Example of Romeo’s support network:

● Business contacts for fundraising and local shops for donations

for the work Romeo is doing

● Officials from the Department of Health

● Local clinic

● Friends who can support and understand 

● Grief and trauma counsellors

● A human rights lawyer

● Other HIV and AIDS activists

● A doctor he trusts

● Places to go for outings and relaxation

● The members of his family who are supportive.
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How do we use our support network?

Ask participants to discuss in 2s or 3s:
How can we make support networks work for us?

Some ideas

o Reach out and relate in as many different ways as we can.

o Be positive about the support group to make it work for us.

o Trust each other and be willing to share. 

o Do not feel threatened.

o Let people know what we do through a newsletter.

o Present our ideas at functions.

o Use the media and local community papers to present our ideas or
to advertise meeting times.

o Listen to radio and TV, and give ideas in phone-in programmes.

o Talk to people at gatherings.

3
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FFaaccii ll iittaattiinngg  ssuuppppoorrtt  ggrroouuppss ::  aa  SSUUMMMMAARRYY

o Support groups are essential and useful. Setting up and maintaining
a support group is a challenging task that needs hard work, focus
and commitment. 

o Participants in support groups need to own the process. They should
be actively involved in deciding on the programme and activities.

We have discussed starting off and running HIV and AIDS sessions in 
the community, at the workplace and in a support group environment.
Now we look at methods and ideas for ending off HIV and AIDS sessions.

Handling support group challenges
AAccttiivviittyy

There are many challenges in facilitating a support group. Read Nomfundo’s story. 
Think about and share with a friend how you would solve some of these challenges 
that support groups bring:

“What I’ve experienced is that there are people called ‘convenors’ who are leading 
support groups. In my area, we have 15 support groups each with 20-25 members. 
The convenors end up ‘owning’ the support group and not having any programme 
activities for the day.

Finances become a problem because I cannot visit all of them within
a month – and that makes me fail as a facilitator. Knowing the
background of each person by knowing a person in totality would be
great, but there’s a lack of resources. Increasing the number of groups
is also difficult as people feel they have known each other for so long
and don’t want to be broken into smaller groups.

I am often dealing with people who are newly tested. I make a game
and ask those left behind to meet on another day according to their
age group. Ideally, I want to have groups with 10-15 members and
to avoid gossip. I task them with topics like ‘positive living’ and one
of them shares with us. Sometimes I am a participant and rotate
people so that they get to know what it is like to be a facilitator.”

NOMFUNDO XOTYENI
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HHooww  ccaann  wwee  eenndd  HHIIVV
aanndd  AAIIDDSS  sseessssiioonnss?

Whatever kind of session we facilitate, we always have to remember to
end off in a way that will close the session properly. This means that
we do not leave participants with unresolved issues and feeling bad.
Remember, people need to be treated with care. 

Issues around HIV and AIDS can often make participants feel many
emotions. Although we cannot protect participants from their feelings,
we can try to bring the session to an end in a way that is supportive.

It is sometimes useful for a first-time facilitator to work with an
experienced co-facilitator in the final session. 

“Try to stick to
the programme

and have a
‘parking lot’

for issues
that are

outside the programme.
Deal with these at the end
or after the programme.”

NOMZI TSHABALALA

7

For ideas on ending off 
talks and presentations, 
see TOOL 3 on 
page 69.
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Here is an example of how Shoni and Lebs ended off their session:

Shoni and Lebs ask participants to draw a symbol of what their
action plans are for their HIV and AIDS awareness and campaigning
work. Shoni plays soothing music in the background while Lebs
makes sure that each participant has paper and crayons. Shoni
then asks participants to share their drawings in small groups. 

Once the participants have had a good sharing opportunity, she
asks the group to sit in a circle. She asks for general comments.
A few participants comment.

Madoda: “I drew a candle. This is me, bringing the light to my
neighbourhood where there are still many myths
about HIV and AIDS.”

Shoni: “This is wonderful, Madoda. Tell us how you are going to
bring the light.”

Madoda: “I will organise a meeting in this week and talk about the
myths that we learnt about today.”

Shoni: “Thank you very much Madoda. We can all learn from you.
Let’s clap for Madoda  and think of him and his candle
bringing light. We will support him in our thoughts.”

Once a few participants have shared their commitments, Shoni asks
the group to link hands as they are sitting. She asks them to look
around at each other and remember the confidentiality contract they
all agreed to before the meeting. She thanks the group for their hard
work and co-operation, and says goodbye.

The activity that Shoni and Lebs did gives participants a chance to
think about the session. They can reflect on their learning. They
have a chance to think about what they are going to do. They can talk
about it – talking is a grounding activity.

Sitting together in a circle at the end completes the session very
well. We can then remind people of the groundrules to help protect
participants who are feeling worried or sensitive after sharing
their experiences. 

Grounding To bring
participants back to their
own situation to think
about how they will use
what they have gained
from the session. 
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Your ideas on ending

1. What do you think of the way Shoni and Lebs ended off in our example on page 99?

2. Add your own ideas on a few useful ways to end off a session. Compare your ideas
to our tips.

Goodbye songs and dances

Ask the participants to get into small groups and quickly prepare 
a goodbye song and dance to present. Give each group just a few
minutes to prepare and present. This is usually great fun and in 
the end everyone is singing and dancing. It is good to end in such 
a happy way.

AAcc
ttiivv

iittyy

UUsseeffuull   TTIIPPSS  ffoorr  eennddiinngg  aa  ssee ss ss ii oonn

o Leave a contact number in case a participant wants to talk
through some issues.

o Try to set a date for a follow-up session.

o Aim your last activities at building on what you have covered
and at rounding off the session. 

o Get participants to summarise the session and present
in groups through song and dance.

o Include commitments and actions plans as good grounding
activities. 

o Let people have group hugs to end off (if everyone feels
comfortable with this).

Example of a way to end off a session
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WWhhyy  ddoo  wwee  rreeff ll eecctt  oonn  ssee ss ss ii oonnss ?

Reflection means thinking about our learning. 

Let’s compare reflection to other words we will use in this part on
ending HIV and AIDS sessions:

o Evaluation means assessing how we are doing as facilitators so that
we can further skill ourselves.  

o Assessment means measuring our skills and knowledge.

Reflection is necessary to help participants to summarise their learning.
Reflection helps participants to own their learning. They need to make
the knowledge their own and put their learning into action.

Reflection is also necessary for us as facilitators. Reflection helps us
make sure our HIV and AIDS work improves and has a lasting effect.

Reflection has 2 parts: 

o We create space and opportunities for participants to reflect.
Reflection helps participants to remember, understand and use the
knowledge gained. 

o We think about the session we facilitated. This helps us to add to our
learning, improve our facilitation, evaluate ourselves, plan further
sessions and grow as facilitators. It is also useful for report-writing.

Encouraging reflection

1. How will you encourage participants to reflect on a session?

2. How will you make sure that you reflect on your own facilitation?

AAccttiivviittyy

“I needed skills to talk
to people about personal
issues that touched
my life.”

PORTIA

Reflection To think about
what we have learnt.
........................................... 

Evaluation To assess our
facilitation work.
........................................... 

Assessment To measure
our skills and knowledge.
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HHooww  ccaann  wwee  ggeett  ppaarrttiicciippaannttss  ttoo  rreeff ll eecctt??

AAsskk  qquueessttiioonnss

We need to ask questions to help the participants to think about the
meaning of the session. They also need to think about what they learnt.

Try to develop most of the questions before the session. However,
sometimes we also think of extra questions to ask during the session.

Questions should cover:

o What participants have learnt.

o How they feel.

o How they will use their knowledge and skills.

We will look at 3 ways of facilitating the reflection session:

o Verbal go-arounds

o Worksheets

o Reflection tasks.



T
O

O
L

 
4

FF
aa

cciilliitt
aa

tt
iioonn

103

Verbal go-around

We can ask the participants to think about the questions we have
developed. They then take turns to give answers. Try to allow enough
time for them to think. If there is silence, it does not mean that
nobody knows an answer. It means participants are busy thinking.
For example: 

Kgobati and Mashudu both co-facilitate the reflection session.
They take turns to ask and respond to participants’ comments
during the reflection session. Everybody sits in a circle.

Kgobati: “Today we talked about how it feels to live with HIV or
AIDS. What have you leant that may have changed the way
you used to think about people living with HIV or AIDS?”

Participant 1: “I learnt that I need to change my attitude. I was
running away from people living with HIV or AIDS before
this session. Now I realise that is not right.”

Kgobati: “Thank you, Amina. What you have said is very important.
It does not help anybody if we run away. There is nothing to
be scared of. Who else would like to comment?”

Participant 2: “I have never thought what it feels like to live with
HIV or AIDS. I understand it better now. I now feel great
admiration for people living with HIV or AIDS. I think they
deserve our respect, not our abuse.”

Kgobati: “Thank you Sazi. You have told us something very
valuable. It is so true, people living with HIV or AIDS are
brave, courageous and need to be treated with respect, not
prejudice. This is a useful reminder for all of us.”

Mashudu: “You are reflecting well. Please think about how you will
treat people you know who are living with HIV or AIDS from
now on. Please share one way that you will do things
differently.”

From this example, you can see that the facilitators give the
participants the time and opportunity to think about what they
have learnt and how they may have changed. The facilitators give
participants the chance to reflect.

1
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AAcc
ttiivv

iittyy

Design a worksheet to help participants reflect on a session. 

Example of a reflection worksheet

This worksheet allows participants to think about their learning and to write very short
notes in the spaces on the worksheet.

Worksheets

It is very useful to give the participants a reflection worksheet to
complete. This can be done during the session or as a homework
exercise. Only give it as a homework exercise if there is further
support or sessions planned.

UUsseeffuull  TTIIPP

Rather have a discussion for reflection if you are working with a group
of people not used to doing written exercises, or who may find it
difficult to fill in a worksheet. You can also give them a poster to use
at home or in the community – the poster will sum up ideas and help
them reflect in their own way.

A worksheet for reflection

2

● Today I have realised that HIV and AIDS are …

● For me living with HIV or AIDS means …

● I can use what I learnt by …

● I feel that HIV and AIDS …

● I have learnt that people living with HIV and AIDS can …
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Reflection tasks

It is useful to give participants a reflection task. This task can be
done in small groups. You can use it as a reflection task and as a way
of participants making a commitment to use what they have learnt
in the session.

Example of how Maanda and Ndibuwo gave their participants a
reflection task:

“Draw the outline of your foot on a sheet of paper, using crayons: 

o In each of your toes, write or draw a symbol of what it is
that you have learnt today.

o What is the first step you are going to take to use what you
have learnt in today’s session on HIV and AIDS?”

Maanda and Ndibuwo got the participants to put all the feet drawings
up on the wall. They then gave each participant a short time to
explain their symbols. The whole group heard their action plans,
and could support them in achieving their goals.

RReeff ll eeccttiioonn::  aa  SSUUMMMMAARRYY

Without the opportunity to reflect, learning may be lost. Reflection
gives participants the space to think about what they have learnt
and what it means for them on a personal level.

Reflection is when participants think about:

o What the HIV and AIDS session meant to them.

o How they felt during the session.

o What they learnt.

o What commitments they want to make to change their own behaviour.

o What action plans they have for practically using what they learnt.

3



HHooww  ccaann  wwee  eevvaalluuaattee  aa  ssee ss ss ii oonn ?

Evaluation is important as it helps us to keep growing and learning as
facilitators. Even if we have been facilitating for many years, we should
still always evaluate our sessions. 

FFaaccii ll iittaattoorr ’’ ss   ddeebbrriieeffiinngg

When we reflect as facilitators, we start the
evaluation process.

“Looking back and knowing what I know now, 
I realise I needed a lot more information 
to be a facilitator. I ended up doing things
by instinct.”

ELAINE MAANE

It is useful for us as facilitators to debrief as a way of expressing
ourselves after a session.  

We can do this by talking through our session with a friend or work
colleague. We must make sure that we do not mention names of
participants, but rather share our feelings, frustrations, successes and
learning opportunities.  

UUsseeffuull   TTIIPPSS  oonn  ddeebbrriieeffiinngg  

o You can use a workshop notebook to express your feelings about the
session in words or pictures. 

o Treat yourself to something you enjoy after the session. You have
made a valuable contribution to participants’ growth. Remember to
give yourself time to rest after facilitating. It is tiring and takes a lot
of energy. You deserve to have space for yourself!

“I had to train volunteers –
basic info on HIV/AIDS and
how to run campaigns.
Because I didn’t have
time to prepare
myself, I found it
hard to accept
criticism.”

NOMZI TSHABALALA

Debrief To share and work
through our feelings after
facilitating an HIV and AIDS
session.
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EEvvaalluuaattiinngg  oouurrssee llvvee ss   aass  ffaaccii ll iittaattoorr ss

When we evaluate our session, we should use the participants’ 
feedback as a guide. 

UUsseeffuull   TTIIPPSS  ttoo  ffooccuuss  oouurr  eevvaalluuaattiioonn

o Summarise the main points you get feedback on.  

o Decide how you can improve for next time. 

o Try to not see the feedback as personal criticism.  

o Talk through the feedback with your co-facilitator or your 
support group.

o Copy all the good comments onto a wall chart where you can
see them. This helps to remind you of your skills and abilities as a
facilitator. 

o Understand that some participants come with their own issues
and may give negative feedback just to be difficult. You need to
decide which of the negative feedback is worth considering for
improvement and which is not relevant.

o After each session, write down how you have increased
your learning. 

We need to evaluate ourselves and we also get evaluation from
our participants. Sometimes we should also get evaluation from a
co-facilitator or an observer.

It is very useful to keep a reflection notebook. This helps with
evaluation and also report-writing.

Your evaluation questions

Draw up the questions you think will help you get useful information about your
facilitation. Compare your ideas with our tips.

Feedback Comments we
give and get about our
work as facilitators.

UUsseeffuull  TTIIPPSS  ffoorr

eevvaalluuaattiioonn  qquueessttiioonnss

We need to evaluate our
sessions by trying to
answer questions like:o What worked well?o Have the outcomes

been achieved?o What did the
participants gain
from the session?o What could have
been better?o What changes will I
make next time?o What was difficult?o What were my main
successes?o What have the
participants said
about the session?

AAcc
ttiivv

iittyy

For more on feedback, 
see page 111 onwards.
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HHooww  ccaann  wwee  hhee llpp  ppaarrttiicciippaannttss  ttoo  eevvaalluuaattee ?

Always make time in the session for evaluation. The time will depend
on how long the session is.  

Examples

o For a 1-hour meeting, we can have a 5-minute evaluation where we
ask participants for their verbal comments on how they felt about
the session.

o For a daylong session, we can give participants an evaluation form to
complete for about 15 minutes. The questionnaire should be easy to
fill in and there should not be too many questions.

o For a weeklong course, we can have a 30-45 minute evaluation.

The most helpful comments are made when participants do not have
to put their names on the evaluation form. They must be encouraged
to say what they want. 

The questions we ask should be useful. Think about what we want to
know about the sessions we run. What do we want to improve?

The idea of getting feedback is to increase our learning, not to put us
down. Feedback also helps with report-writing and fundraising where
we can quote very encouraging comments.

The questionnaire needs to be easy to fill in and not waste participants’
time. There should not be too many questions.

An evaluation form

Design an evaluation form for participants to complete. Compare your ideas with our
guideline questions on page 110.

AAccttiivviittyy
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GGUUIIDDEELLIINNEE eevvaalluuaattiioonn  qquueessttiioonnss

1. What have you learnt during this session?

2. What did you enjoy?

3. What did you not enjoy?

4. What was useful?

5. What was not useful?

6. How will you use what you learnt?

7. In what way were your expectations met or not met?

8. What would you like to do next time?

9. What can be done to improve these sessions?

10. Any other comments?

UUsseeffuull   TTIIPPSS  oonn  ppaarrttiicciippaanntt  eevvaalluuaattiioonn

o If you are facilitating a few sessions with the same group over time,
it is useful to get feedback from time to time, and not just to wait
until the end. There may be problems that could easily be resolved
if you knew about them early enough.

o You can put a suggestion box in the venue for participants to put in
comments when they feel the need.

We have talked about including reflection and evaluation when we end
HIV and AIDS sessions. Now we will learn about how we can give and
receive comments about ourselves as facilitators.
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HHooww  ccaann  wwee  ggiivvee  aanndd  rreecceeiivvee  ffeeeeddbbaacckk ?

It is sometimes difficult to accept feedback, even if it is positive. We
need to accept all kinds of feedback, as we can learn from the
comments we receive. We also need to deal with unhelpful feedback,
and not be hurt or discouraged by this kind of feedback.

SSoommee  GGUUIIDDEELLIINNEESS oonn  ggiivviinngg  ffeeeeddbbaacckk

o Start with a positive and encouraging statement.

o Be clear, direct and give examples to illustrate your point.

o Speak for yourself and not about or for others, for example: 
I feel … or I think … rather than it is … or people think … 
or the others all say that …

o Try not to accuse – rather be factual.

o Be objective. Try to be fair.

o Prevent misunderstanding by choosing your words carefully.

o Create a space for the person to ask questions, even if it is not
at the time of the feedback. It is sometimes useful to allow the
person a short time to think about the feedback before a discussion.
Often people react emotionally at first as they have a need to
defend themselves.

o If you are unsure whether the person understands, keep checking.

o End with a positive statement.

We should not feel responsible if the person turns our feedback into a
personal attack. Give the person time to think about the value of the
feedback and have a discussion when the person has calmed down.

Have regular self-checks when we reflect on whether our feedback was
constructive and fair. Or was it a show of power or knowledge? 

Feedback is best given in a supportive and safe environment. Try to
make the person feel at ease.

UUsseeffuull  TTIIPP

Try to be calm before you
give feedback. Think of
this wise saying:

“If we can control ourselves
in one moment of anger,
we could stop ourselves
feeling a thousand
moments of regret …”

“Criticisms are
the foundation of
building our
cathedral”

GEORGE MANGOENYANE



FF
aa

ccii
llii

tt
aa

tt
iioo

nn
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

112

SSoommee  GGUUIIDDEELLIINNEESS oonn  hhooww  ttoo  rreecceeiivvee  ffeeeeddbbaacckk

o Listen carefully without interrupting.

o Try not to defend yourself while the person is speaking – just listen.

o Ask if you are unsure – get clarity.

o Try to understand what the person means. 

o Rephrase – in other words, repeat what is said in your own words
to show you understand and to check if you have understood. 

o Ask for specific examples.

o Decide whether you accept or reject the feedback – it is your choice!

o If you are not sure if the feedback is fair or true, ask someone who
knows you well to help you decide.

o Try not to see feedback as a put down, but rather as a compliment.
A put down is anything that is said or done that can make you feel
bad about yourself. Rather see feedback as someone taking time to
give you their opinion. It takes courage to give feedback. Think of it
as getting a present!

Experiences of feedback

1. Give an example of a useful feedback experience. What happened, how did the
person approach you and how did you react?

2. Give an example of a bad feedback experience. How were you approached, what
happened and how did you react?

3. Give a few of your own suggestions for giving and receiving feedback.

AAcc
ttiivv

iittyy
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WWhhaatt  aarree  ss oommee  ooff  oouurr  ssuuccccee ss ss   ssttoorriiee ss??

It is important to keep track of our successes as facilitators. Try to fill
in a success diary at regular intervals. 

When we focus on success, we start looking for success stories and
realise that there are many of these stories about what we did well.
We need to recognise these successes to keep building our confidence.  

Sharing your successes

Tell a friend or work colleague about a success experience while you were facilitating or
part of a group. As examples, have a look at the success stories of Daisy and Nomfundo:

“I was facilitating a support group. One of the participants was quiet and
not saying anything at all. As a facilitator, I was worried, yet did not want
to offend the person.

As a first step, I went to the groundrule about full participation. I asked
the group if they were happy with the participation. Everyone had a
chance to talk and the quiet one spoke. To me it was like we broke
the ice and I realised the problem was language. He was scared at
first, but now he feels much better.”

DAISY

Success stories Things
that we did well and that
can inspire others.

“For me, disclosure can include facilitating. When I disclose I share my
experiences and people ask questions. Sometimes you get solutions to take
you from the known to the unknown. I’m also not just telling people, but
we advise and help each other.”

“Kum ukuchaza imeko yam kubandakanya nokukhuthaza abanye. Xa
ndithetha ngemeko yam, ndabelana nabantu ngamava am baze abantu
bandibuze imibuzo. Ngamanye amaxesha ufumana izisombululo,
zikuthathe kwimeko oyaziyo zikuse kwimeko ongayaziyo. Kanjalo
andithethi nje nabantu, ndiyabacebisa, size sincedane.”

NOMFUNDO XOTYENI

AAccttiivviittyy
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Let’s help each other build our facilitation skills. These can help us
reach the other side of the mountain. Take that step and facilitate!

“The time to act is now. We can make a difference.”

NELSON MANDELA

Closing speech to 14th International AIDS conference,
Barcelona, Spain, 2002



Advocacy

To work for change, eg
pressurising for policies and
programmes that involve and
meet the needs of PLHAs.

Aims

What we want to achieve
in a session.

Apologies

Excuses from participants who
could not attend a meeting.

Assessment

To measure our skills
and knowledge.

Balance a programme

Make sure time is divided so
that aims and outcomes can
be achieved.

Chair

Lead, run or facilitate a
meeting.

Checklist

A list to help the facilitator,
eg planning checklist.

Co-facilitator

Person who facilitates with us
in our HIV and AIDS sessions. 

Confidentiality

To keep conversations within
the group – not talking
outside of the group about
people or events.

Contract

An agreement of principles
between people.

Debriefing

To work through what we
are feeling after a session
or activity.

Democratic principles

Values that are fair and
encourage participation.

Derole

To come out of the role – stop
playing that role in a roleplay
and become ourselves again.

Empower

To get or give the power to do
something, eg to empower
ourselves to facilitate.
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Key words

This is an A to Z list of the key words we put in bold blue the first
time we used them in this tool. Use the       space to translate and
explain each word in another language that you speak. 

�

�



Ending activities

Final activities to close
the session.

Enable

To allow or make possible.

Energiser

Exercises for when participants
are tired to help them get
their focus back.

Evaluation

To assess how we are doing
as facilitators so that we can
improve our skills.

Expectations

What we want to get from
the session.

Facilitation

To enable, to assist, to
help others.

Feedback

Comments we give and
get, eg about how we did
as facilitators.

Flipcharts

Newsprint – large sheets of
paper to write on

Game

Playful activity used to make
learning fun and to encourage
participation.

Go-around

Meeting or workshop method
where each person has a
chance to talk.

Grounding

Activities to get us back
to reality and to stabilise
emotions.

Groundrules

Rules necessary for the group
to function well. 

Group dynamics

The interaction between
participants. 

Group work

When 2 or more people do a
task together.

Icebreaker

Short activity at the start
of the session to help
participants relax and get to
know each other while they
are introduced to the topic.

Informal discussion

An unplanned, unstructured
discussion.

Input

Information that is given in
a session.

� �
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Learning opportunity

A chance to get better at
facilitation. Instead of
mistakes, we say learning
opportunities.

Materials and equipment

Practical things needed such
as paper, pens and overhead
projectors. 

Mediate

To be a go-between to
keep the peace and help
participants to communicate
with each other to resolve
a conflict.

Myths

Untrue beliefs or false
information.

Needs assessment

Research to find out what
the needs of participants are
to help you plan a session.
You can do this by talking
to people or through a
questionnaire.  

Non-discriminatory

Not discriminating – to treat
people fairly.

Outcomes

What the participants will
know, do or feel as a result
of a session. 

Participants

In Tool 4, the people who
attend HIV and AIDS
discussions, workshops,
meetings and support groups.

Participate/Participation

To take part in and be
actively involved in.

Participatory activities

Activities that encourage
participants to be involved in
an active way.

Plenary

Part of the session when
everybody is present in the
big group, eg when small
groups give feedback.

Programme

The outline or agenda of
what is going to happen.

Props

Practical tools to help us
facilitate, eg scissors, balls,
rulers, crayons.

Reflection

To think about what we
have learnt.

Relaxer

A short activity to help
participants feel at ease –
often used to break tension.

� �
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Roleplay

When we act out a role to
learn from a real-life situation.

Sessions

In Tool 4, sessions include
HIV and AIDS discussions,
workshops, meetings and
support groups.

Success stories

Things that we did well and
that can inspire others.

Support groups

When 2 or more people meet
to give each other support.

Support network

Others who can help and
support us.

Visual aids

Things like posters and
pictures we use to help us
present.

Workshop

The way most sessions are
run when we facilitate, with
participants being actively
involved while they learn.

Add your own words
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AIDS Acquired Immune Deficiency Syndrome

eg For example

HIV Human Immuno-deficiency Virus

PLHA A person living with HIV or AIDS

PLHAs People living with HIV and AIDS

Abbreviations
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MUSIC

Here are a few examples of artists, groups
or types of music for different kinds of
workshops or other sessions:

For energisers and dance

� Mandoza

� Trompies

� Danny K

� Brenda Fassie

� Johnny Clegg

For creative work such as posters
and drawings

� Soweto String Quartet

� Abdullah Ibrahim 

� Andrea Bocelli

� Tracy Chapman 

� Miriam Makeba

For relaxation and quiet work

� Gregorian chants

� Enya

� Mozart 

� Chant meditation

� Celtic spirit

CONTACTS AND SERVICES

This is an A to Z list of some national,
provincial and regional HIV- and AIDS-
related contacts and services.

� AIDS Consortium
information & networking

Tel: 011 403 0265
Fax: 011 339 4450
Email: aidscons@global.co.za
Website: www.aidsconsortium.org.za

� AIDS Legal Network (ALN)
legal information & training

Tel: 021 447 8435

� AIDS Law Project (ALP)
legal and human rights information & support

Tel: 011 717 8600
Fax: 011 403 2341
Website: www.alp.org.za

� AIDS Training, Information and
Counselling Centre (ATICC)
Bloemfontein:
Tel: 051 405 8544 Fax: 051 405 8818
Cape Town: 
Tel: 021 797 3327 Fax: 021 797 3356
Durban:
Tel: 031 300 3104 Fax: 031 306 9294
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ATICC continued

East London:
Tel: 043 705 2620 Fax: 043 743 9743
Johannesburg:
Tel: 011 725 6711 Fax: 011 725 5966
Mamelodi: 
Tel: 012 308 5562 Fax: 012 308 8754
Nelspruit:
Tel: 013 759 2167 Fax: 013 752 3770
Pietermaritzburg:
Tel: 033 395 1612 Fax: 033 342 3245
Polokwane:
Tel: 015 290 2363 Fax: 015 290 2364
Port Elizabeth:
Tel: 041 506 1415 Fax: 041 506 1486
Pretoria:
Tel: 012 308 8743 Fax: 012 308 8754
Queenstown:
Tel: 045 807 2600 Fax: 045 838 3244 
Umtata:
Tel: 047 531 2763 Fax: 047 531 5186
Vanderbijlpark:
Tel: 016 950 5337 Fax: 016 981 9722
Witbank:
Tel: 013 690 6204 Fax: 013 690 6459 

� Bambanani Support Group
counselling & facilitation

Tel: 016 428 7005
Fax: 016 428 1148

� Beat it
HIV and AIDS educational video series

Idol Pictures
Tel/Fax: 021 788 3973
Website: www.beatit.co.za

� Cecilia Makhiwane Hospital Support Group
support, counselling & community education

Tel: 043 708 2757
Fax: 043 760 3380

� Centre for the Study of AIDS
research & training

Tel : 012 420 5876
Fax : 012 420 4395
Email: csa@up.ac.za
Website: www.csa.za.org

� Community AIDS Centre
information, counselling & support,
Johannesburg Metro

Tel: 011 725 6711 Fax: 011 725 5966

� Department of Health (National)
Chief Directorate: HIV, AIDS and TB
(Treatment, Care and Support)
Tel: 012 312 0132
Fax: 012 312 3121/2
AIDS Helpline: 0800 012322
Khomanani Circles of Support: 0800 222 777
Website: www.health.gov.za

� Hope Worldwide
community information & training,
including focus on prisons

National Office:
Tel: 011 984 4422 Fax: 011 984 9819
Cape Town: Tel/Fax: 021 361 8158
Durban: Tel/Fax: 031 261 9111
Port Elizabeth: Tel/Fax: 041 583 3728
Soweto: Tel: 011 984 4422 Fax: 011 984 9819
Umtata: Tel/Fax: 047 531 4491

� KOSH Care and Support
support & counselling

Tel/Fax: 018 464 4183

� LoveLife
information & counselling

Thethajunction: 0800 121 900
Email: talk@lovelife.org.za
Website: www.lovelife.org.za

� Maokeng Association for People Living
with HIV/AIDS (MAPWA)
counselling & support, Kroonstad region

Tel: 056 217 1706

� National Association of People Living
With HIV/AIDS (NAPWA)
information & support for PLHAs

National Office:
Tel: 011 872 0975
Cell: 083 498 3912 or 082 793 0431
Email: napnat@sn.apc.org.za
Website: www.napwa.org.za

Contact NAPWA’s national office to get current
NAPWA regional contact numbers.

� POLICY Project
technical help & training for HIV and AIDS advocacy

Tel: 021 685 4894
Fax: 021 685 6297
Email: polproj@mweb.co.za
Website: www.policyproject.com

� Positive 
HIV and AIDS educational video series

SABC Education Sales Dept
Tel: 011 714 6767
Ochre Media
Tel: 011 880 2567

� Red Ribbon Resource Centre 
educational books and booklets

Tel: 011 880 0405 
Fax: 011 880 0556

� Soul City 
information booklets

Tel: 011 643 5852
Fax: 011 643 6253
Jacana Education Tel: 011 648 1157
Email: soulcity@soulcity.org.za
Website: www.soulcity.org.za
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� Steps for the Future 
HIV and AIDS educational video series

Day Zero
Tel: 021 424 2970
Email: don@dayzero.co.za 

� United Nations Development Programme
(UNDP)
Greater Involvement of People Living
with HIV/AIDS (GIPA) Project
Tel: 012 354 8077
Website: www.undp.org

� Western Cape Networking AIDS Community
of South Africa (WC-NACOSA)
information & networking

Tel: 021 425 4308
Fax: 021 421 8754
Email: nacosawc@new.co.za
Website: www.wc-nacosa.co.za

� Wola Nani
support & income generation

Tel: 021 423 7385
Fax: 021 423 7387
Email: wolanani@iafrica.com
Website: www.wolanani.co.za

� Young Positive Living Ambassadors (YPLA)
information & support for youth

Kimberley: 053 830 5780 
Nelspruit: 013 766 2354  
Polokwane: 015 291 3671

MORE WEBSITES

� South African HIV/AIDS directory
www.aidsdirectory.co.za

� More useful HIV- and AIDS-related websites
www.afronets.org
www.ias.se/
www.ipsnews.net/aids_2002/
www.aidsmap.com
www.aidsalliance.org
www.unaids.org

Add your own resources 
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How have you used TOOL 4: Facilitation in your personal
life and community work?

Is TOOL 4 easy to read? Can you find things easily
or are some things difficult to find?

What parts of TOOL 4 do you find most useful? Why?

What parts of TOOL 4 are not so useful? Why?

Does TOOL 4 give you enough information?
What can we add?

Do the stories, quotes and poems help you?
How?

Are the activities useful?
In what way?

Are there other issues we should cover in future tools
on facilitation skills?

Do you have any other comments to help us improve
TOOL 4?

Does TOOL 4 make you think of other topics and skills
we need in future toolkits for PLHAs?

PLEASE SEND YOUR FORM BACK TO THE NATIONAL DEPARTMENT OF HEALTH | PRIVATE BAG X828 | PRETORIA 0001 | TEL 012 312 0132 | FAX 012 312 3121

PLEASE FILL IN THIS EVALUATION FORM TO HELP US IMPROVE THE TOOLKIT IN FUTURETOOL 4 EVALUATION FORM

1 6

7

8

9

10

2

3

4

5
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EACH OTHER, AND TO LIVE POSITIVELY AND OPENLY AS PLHAs.
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Before starting to use TOOL 5:

o Read the toolkit introduction booklet for
more information on the whole toolkit.

o Read the detailed contents list over the
page for more information on this tool.

Key words

o These are important words to do with
advocacy work as a PLHA.

o The first time we use a key word in
TOOL 5 it is bold purple and we
explain it in a box in the margin. 

o The list of Key words at the back of
TOOL 5 lists all the key words in
alphabetical order and gives their
meanings. The Key words list leaves a
space for you to translate and explain
each word in another language that
you speak.

Cross-references

o Look in the margins for page references
that point you to information and
activities in other parts of TOOL 5 or
in other parts of the toolkit. You will
need to go to the pages mentioned to
find the information. 

Abbreviations

o The first time we use an abbreviation,
we spell it out in full.

o Check any abbreviations in the
Abbreviations list at the back of
TOOL 5.

Resources

o For more information, use the Resources
list at the back of each tool, including
references, books, manuals, contacts,
services and websites.

Evaluation form

o Fill in and return the tear-out evaluation
form for TOOL 5 at the back.

Notebook

o We suggest you have a notebook to do
your toolkit work.

UUssiinngg  TOOL 5

o VOICES All the quotes, stories or
poems marked with this
symbol are from people
living with HIV and AIDS
(PLHAs). They share the
experience of living with

HIV or AIDS. These are the voices of
PLHAs from our toolkit workshop group
or development team, unless we show
that they are from other PLHAs. 

o ACTIVITY Throughout TOOL 5 there
are activities to help you
share experiences, to learn
from others or to practise
what you have learnt. You
can do these activities on

your own, with a friend or in a group.
A        marks a space for you to write
your ideas.

o GUIDELINES These are tips, ideas,
suggestions and answers
to guide you in using the
information and activities
in TOOL 5.

AAcc
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HOW WILL THIS TOOL ON
ADVOCACY HELP US? 2

o Why is advocacy important for
people living with HIV and AIDS? 3

o What is advocacy? 6

o What will we learn? 8

HOW CAN WE USE ADVOCACY? 10

o What does advocacy mean? 10

o What are some examples of
advocacy in action? 14

HIV and AIDS advocacy work 14

Advocacy around other issues 16

o What are the possibilities and
limits of advocacy? 20
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ADVOCACY AND THE OTHER TOOLS? 26
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WHAT ARE SOME COMMON ACTIVITIES
USED IN ADVOCACY? 30

o What are strategising, lobbying
and campaigning? 30

A STEP-BY-STEP ADVOCACY PLAN 33

o Why do we need to plan
our advocacy work? 33

o What are the 11 advocacy steps? 34

o How can we work through
these steps? 35

o Step 1: Select an issue 36

o Step 2: Find out about the issue 38

o Step 3: Develop an aim and
objectives 40

2

1 3

4

5

CCoonntteennttss
ooff  TOOL 5



o Step 4: Identify the audience 42

o Step 5: Build support 46

o Step 6: Develop the message 48

o Step 7: Identify the resources 52

o Step 8: Create an action plan 53

o Step 9: Prepare for resistance 56

o Step 10: Implement the plan 58

o Step 11: Monitor and evaluate 60

CASE STUDIES: ADVOCACY IN ACTION 62

o How can we use the case studies? 62

o Case study 1: NAPWA’s Disclosure
and Acceptance Campaign 63

o Case study 2: Confidentiality
and the rights of PLHAs 70

o Case study 3: Advocacy in
the workplace 79

YOU AS AN ADVOCATE 88

o Advocacy in action: developing
an advocacy plan 88

HOW CAN WE IMPROVE OUR
ADVOCACY WORK? 93

o How can we improve our
strategising? 94

o How can we improve our
lobbying? 96

o How can we improve our
campaigning? 99

o How can we use the media? 100

Writing a press release 100

Doing a media interview 103

o How can we use creative
advocacy actions?

106

Key words 113

Abbreviations 116

Resources 117

TOOL 5
evaluation form 123

6

8

7



AA
dd

vvoo
ccaa

ccyy
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN HHooww  wwiillll  tthhiiss  ttooooll  oonn  

aaddvvooccaaccyy  hheellpp  uuss?

“There was one comrade who was evicted from
home with her 5-year-old because she was HIV
positive. She was terminally ill. The family
received her grant and used it for their own

benefit. I tried to talk to the family, but they
became stubborn. I was angry because of
the family’s attitude. Why accept the
money of a dying person when they don’t
support and care for her?

As an activist, I have a responsibility to spearhead the fight for
my fellow comrades. I wanted to warn other families not to do the
same to their family members. Then I got the media to expose their
behaviour to the world.” 

TSHOLOFELO MOHALANYANE

This toolkit is called To the other side of the mountain. In TOOLS 1 to 4
we have spoken about different ways to get to the other side of
the mountain – through disclosing, through knowing our rights,
through communicating with people and through facilitating learning.
Advocacy is one more way to get to the other side of the mountain.  

Many books say advocacy is mainly aimed at changing laws and 
policies. This is advocacy at the highest level – the level of politicians,
policy-makers and powerful decision-makers. 

While these activities are very important, in this tool we use advocacy
more broadly. We say advocacy is action we can take with and on behalf
of others to improve our lives as people living with HIV and AIDS
(PLHAs). In other words, advocacy is one of the many tools we can use
to work for change in our own communities.

2

Advocacy To work for
change, eg to improve our
lives as PLHAs.
........................................... 

People living with HIV
and AIDS (PLHAs) What
we call ourselves as people
who are living positive and
meaningful lives with HIV
or AIDS. For one person,
we say person living with
HIV or AIDS (PLHA).

1



WWhhyy  ii ss   aaddvvooccaaccyy  iimmppoorrttaanntt  ffoorr  
ppeeoopp ll ee  ll iivviinngg  wwiitthh  HHIIVV  aanndd  AAIIDDSS ?

HIV is a virus we have only known about since the early 1980s.
Many people refused to believe it existed, and it took the medical
and scientific community by surprise. Individuals, families and
communities are still confused about how they should respond to it. 

As people living with HIV and AIDS, we have dealt with the physical
and emotional consequences of living with HIV and AIDS.

We have also dealt with a number of other challenges, including: 

o A lack of accurate information about HIV, particularly about how it
is passed on and can be prevented.

o Our limited access to the health care and treatment we need.

o Discrimination against PLHAs.

o Little involvement of PLHAs in programmes which directly affect us.
Often PLHAs do not get involved because we fear being stigmatised. 

o Not enough awareness and resources to deal with the ways HIV and
AIDS can affect individuals and families. 

It has not been an easy road. Fortunately, as PLHAs, we have not sat
passively waiting for things to change. Over the years, people have
become increasingly involved in dealing with these challenges. 
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3

Access To get or receive
something, eg a grant.
........................................... 

Discrimination To be
treated differently, usually
in an unfair way.
........................................... 

Stigmatised When 
people have negative
attitudes or beliefs about
us, eg because we are
living with HIV or AIDS.
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HHooww  aaddvvooccaaccyy  hhaass  hhee llppeedd

Advocacy has played a very important role in improving our lives. 

We have:

o Raised awareness.

o Fought for our human rights.

o Argued for services for children living with and affected by
HIV or AIDS.

o Campaigned for health care and treatment. 

o Pressurised for changes in policies and the law.

But as we know, these struggles continue and we still have a lot to
change. This is why it is very important to learn when and how to use
advocacy effectively. 

OOuurr  ll iiffee  eexxppeerriieennccee ss   sshhaappee  oouurr  iinnvvoo ll vveemmeenntt  

We become involved in advocacy because we feel strongly about an
issue. Sometimes we feel driven to do something because the issue
affects us or those around us.  

Our life experiences influence how we feel about an issue, and our
personal journey of living with HIV or AIDS shapes our involvement. 
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What made you feel you must do something?
AAccttiivviittyy

Read Portia’s story: 

“I still feel the day I saw and touched a cousin of mine who was lying in bed helpless, with
no information and with no support from the family – because of ignorance and illiteracy
among members of our family. And the pain she complained about and that was written
in her face. This was before I had tested. After her death, I said to myself: she couldn’t
do anything about her HIV, but I will make it my responsibility to make people aware,
including my family. I needed to get better informed and to educate them.”

“Namanje ngisalubona lolo suku engabona ngalo futhi ngathinta umzala wami owayelele
embhedeni kungekho lutho engingamsiza ngakho. Kwakungekho lwazi futhi kungekho
sizo aluthola emndenini – ngenxa yokungazi nokungafundi kwamalungu emindeni yethu.
Kanti nezinhlungu ayekhala ngazo zazibhalwe ebusweni bakhe. Lokhu kwenzeka
ngingakayi ukohlolwa. Emva kokushona kwakhe, ngazitshela ukuthi: ayikho into
abengayenza ngegciwane le-HIV ebelikuye, kodwa ngizokubeka emahlombe ami
manje ukuxwayisa abantu, kanye nomndeni wami. Kwadingeka ukuba ngithole
ulwazi olwanele ukuze ngibafundise nabo.”

PORTIA

Use these questions to think about and share your own experience of what made you
feel it was time for you to get involved:

1. When were you so passionate or committed about an issue that you got involved or
felt that you would like to get involved in trying to bring about change? 

2. What were the feelings that motivated you to get involved?

3. Can you remember the moment that moved you – in other words, made you feel
that you must do something? 



WWhhaatt  ii ss   aaddvvooccaaccyy ?

Advocacy is a very important tool for us as PLHAs. It describes
action we take to try to make changes to improve our quality of life –
and there is a lot that we would like to change in the world of 
HIV and AIDS! 

Advocacy is a process we use to try to influence people with power 
to assist us in achieving the change we want. For our advocacy to 
be effective, it needs to be a planned, well thought-out process.

Advocacy is about moving from a negative to a more positive situation.
And for it to be effective, we need to understand:

o Why advocacy is useful.

o What advocacy can best be used for.

o How advocacy can best be used. 

Fighting for change is an art and a skill. By working through TOOL 5,
we can begin to develop both the art and the skill to fight for change
in our lives as PLHAs. 

This next activity helps us to think about what we would like to change
for PLHAs.

Thinking about changeAA
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“I was involved in
LoveLife’s

campaign
to make
parents

speak about HIV/AIDS.
The campaign succeeded
because all parents and
children gathered at the
stadium to speak about
the HIV/AIDS epidemic. We
have to advocate among
all our people about the
HIV/AIDS epidemic so that
they can know more. Then
we can get them involved
in our campaigns.” 

ANDILE NGWABENI

Process A series of events
or activities that make up
advocacy work.

AAcc
ttiivv

iittyy

Advocacy is about moving from a negative to a positive situation:

1. Draw a picture of the kind of things you want to change for PLHAs. Show how things
look now. You can use words, pictures or symbols.

2. Then show how you would like things to look like after you have helped to change
our lives as PLHAs.

See page 10 onwards 
for more details on the
meaning of advocacy. 
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WWhhaatt  wwii ll ll   wwee  ccoovveerr ?

In TOOL 5, we work through what we need to know to be able to
use advocacy as a tool for change. 

In Part 1, we introduce the concept of advocacy, and why it
is important for PLHAs. 

In Part 2, we explain what advocacy is in more detail. We
also note that advocacy is not the magic key to everything.
So we explore where it is more useful to use advocacy, and
where it may be better to use other activities instead. 

In Part 3, we make the links with the other tools in the
toolkit. We show how disclosure, rights, communication
and facilitation can assist in our advocacy work. 

There are words used when discussing advocacy, such as
strategising, lobbying and campaigning, and these are
sometimes confusing. In Part 4, we explain these words,
and how they relate to advocacy. 

WWhhaatt  wwii ll ll   wwee  ll eeaarrnn ?

This activity helps us think about we want to gain from working
through TOOL 5.

What do you want to learn? 

AAcc
ttiivv

iittyy

1. On your own or in pairs, think about or discuss:

When I think of being involved in advocacy work:

o I am worried that …

o I think I need more information about …

o I think I need more skills such as …

2. Then write down the information and skills you want to get from this tool. 
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Analyse To break
something down into
smaller parts and to
examine it in detail to
understand it better.

In Part 5, we move on to how we can put advocacy into action. We go
through a step-by-step advocacy plan to guide our advocacy activities.

Part 6 describes different examples of ways that advocacy has been
used. We analyse these case studies, and use what we have learnt in
the rest of TOOL 5.

Part 7 focuses on the most important thing – you as the advocate.
Here you begin to plan your own advocacy process.

Part 8 gives us tips to improve our advocacy work and helps us to
practise our advocacy skills. We also encourage you to think of
exciting, creative ways to translate advocacy into action. 

HHooww  ccaann  yyoouu  uussee  TOOL 5 wwiitthh  tthhee  rree sstt  ooff  tthhee  ttoooo llkkiitt ?

Please use TOOL 5 together with the other parts of the toolkit:

o TOOL 1: Disclosure 

Information and skills on sharing that you are living with HIV
or AIDS.

o TOOL 2: Rights

Information and skills on knowing and using your rights as a PLHA.

o TOOL 3: Communication

Information and skills on how to communicate effectively as a PLHA.

o TOOL 4: Facilitation

Information and skills on how to facilitate effectively as a PLHA.

See how Andile plans to use the different tools:

“I will use the toolkit to lobby for support for PLHAs. I will
teach the community about living positively as a person
living with HIV or AIDS. I will start with Tool 1:
Disclosure, and then look at Tool 3: Communication and
Tool 4: Facilitation to improve myself. Then I will focus
on Tool 2: Rights and Tool 5: Advocacy. The Rights
tool can also help me when I am thinking
about disclosing.”

ANDILE NGWABENI

WWhhaatt  wwiillll  TOOL 5

hheellpp  yyoouu  ddoo??

By the end of TOOL 5,
we hope you will be
able to:

o Explain what
advocacy means.o Understand how
advocacy can help
to make changes in
the lives of PLHAs.o Start to plan and
put an advocacy
process into action.o Use a range of
methods and
ideas to assist
you in your
advocacy work.o Feel confident to
use advocacy in
your HIV and
AIDS work.

Advocacy
For more details on how
each part of the toolkit
links with advocacy,
see page 26 onwards.
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HHooww  ccaann  wwee  uussee  aaddvvooccaaccyy?

WWhhaatt  ddooee ss   aaddvvooccaaccyy  mmeeaann ?

What does advocacy mean to you? 

“Advocacy is to
get changes on

a specific issue.” 

GEORGE

MANGOENYANE

“A woman living with HIV
was dismissed at work
because of her HIV status.
It triggered my emotions
as I had been through
the same experience.
So I got very involved
in the destigmatisation
campaign to fight
discrimination against
PLHAs.”

NOMA BARNABAS

AAcc
ttiivv

iittyy

1. What do you understand by the word advocacy?

2. Are there words in other languages you speak to describe advocacy? 
Write these down.

There are many definitions of advocacy. Advocacy is one of those
words that mean different things to different people, for example,
advocates can be people trained in the law who represent us in court 
to protect our rights. 

In this tool, we use advocacy to describe a process to represent the
rights or needs of PLHAs, and make changes to the lives of vulnerable
groups who often face rejection, judgement or discrimination.

Examples of vulnerable groups

o All people living with HIV or AIDS.

o Children and youth who do not have information about HIV and
AIDS, and don’t understand how to protect themselves.

o Children who are sexually abused.

o Children living with HIV or AIDS, children orphaned by AIDS and
child-headed households.

o Women who cannot negotiate safer sex, or are subjected to rape. 

Vulnerable groups
Groups of people who 
are more likely to be
discriminated against. 

2
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More examples of vulnerable groups

o People who don’t have access to health services, eg for condoms,
treatment of opportunistic infections, or treatment for sexually
transmitted infections (STIs).

o PLHAs who do not have access to anti-retrovirals (ARTs) – the drugs
used to fight HIV.

o Mothers who can’t afford ARTs and can pass HIV on to their 
unborn children. 

o Workers who lose their jobs because they are HIV positive, or cannot
do their work due to AIDS-related illnesses.

o Lesbians and gay men who face discrimination and whose
relationships are often not recognised.

Other people have described advocacy as:

o Working with other people and organisations to make a difference.

o Speaking up, drawing a community’s attention to an important issue
and directing decision-makers towards a solution.

o Negotiating for, defending or recommending an idea.

o People participating in the decision-making processes that affect
their lives.

o Putting a problem on the agenda, providing a solution to that
problem, and  building support for acting on both the problem and
the solution.

o An action directed at changing policies, positions or programmes of
government, the private sector, or community organisations.

YOUNG, Tool box

Opportunistic infections
Infections that affect
people with weaker
immune systems,
eg tuberculosis (TB).
........................................... 

Sexually transmitted
infections Infections
spread through sexual
intercourse or contact.
........................................... 

Anti-retrovirals
Drugs used to fight HIV
and strengthen our
immune system.
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UUnnddeerr ssttaannddiinngg  AA--DD--VV--OO--CC--AA--CC--YY  

Here is a useful way to understand what we mean by advocacy, 
and how it differs from our day-to-day work. 

Advocacy is a set of well-planned activities that we use to try
and change something we feel is not right or fair, or needs to
change to improve the lives of a group of people. To achieve
this, advocacy aims for some specific changes. We need to be
clear on what we are asking for, and how best to achieve this.

We can use different ways to achieve our aims. These include
meetings, letter-writing, campaigning and lobbying to direct
our actions at powerful and influential people, especially
people who make decisions.

Advocacy is a process where we speak on behalf of others. 
We give a voice to those who do not have a voice. Advocacy
usually involves collective action so that we speak with a 
united and louder voice.

Advocacy means working together with other individuals 
and organisations to make a difference. 

Advocacy cannot happen without communication –
eg communication between us as PLHAs living with HIV and
AIDS, those who speak as our representatives, and those 
who have the power to influence or change policies, laws 
and programmes that affect us. 

Advocacy is an art. There is a lot of experience to learn 
from, and we must use this experience. 

Advocacy is all about change. It is a process that wants to
change an issue or a situation. We need to be clear about
what the challenge is, and how we can best push or pressurise
for change. 

Advocacy involves both you and me! We are all potential 
advocates. Advocacy can happen on different levels, and we
can all find ways to participate in the process. Advocacy can 
be used to bring about change at a local and community level. 

Collective action 
When people take action
together as a group,
organisation or community.
........................................... 

Advocates People who
work for change.

A

D

O

A

Y

V

C

C
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We can use advocacy to change many things, for example:

o To change the attitudes of people.

o To stop unfair discrimination.

o To change an organisation, a project, a service or a law. 

The next activity encourages us to link advocacy to our own lives.

Advocacy in your life
AAccttiivviittyy

On your own or in a group:

1. Write down a word that advocacy makes you think of on each branch of this drawing:

2. Discuss:

o Have you ever been involved in any kind of action to argue for change or action
in your life? You can use an HIV and AIDS example or any other example from
home, work or community life.  

o Why do you think your example was advocacy?

3. Read this story and think about ways you can use advocacy to do something about
this situation:

“I was at a community event where people were talking about someone who died of AIDS,
and that she deserved to die from it. After this, I saw there was a serious need for me to
do something for my community. Even after awareness workshops, people are still
ignorant and think: ‘It cannot happen to me’.”

WORKSHOP PARTICIPANT

✐
ADVOCACY
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WWhhaatt  aarree  ss oommee  eexxaammppllee ss   ooff  aaddvvooccaaccyy  iinn  aaccttiioonn ?

“In 2002, I was introduced by a friend to the work of the Treatment
Action Campaign (TAC) and their campaign for access to affordable
but quality medication for people living with HIV or AIDS. This
campaign instilled in me a sense of passion and commitment to
the issues of HIV/AIDS.”

“Ngonyaka ka-2002, ngethulwa ngomunye umngani emsebenzini
ka-Treatment Action Campaign (TAC) kanye nakwimikhankaso
yayo yokuthi abantu abaphila negciwane le-HIV/AIDS bathole imithi
esezingeni eliphezulu futhi nengaduli. Lo mkhankaso kimina wagxilisa
umuzwa wenkuthalo nokuzibophezela ezindabeni ze-HIV/AIDS.”

SIZWE SHEZI

HHIIVV  aanndd  AAIIDDSS  aaddvvooccaaccyy  wwoorrkk  

Here are some examples of how PLHAs in our workshop group have
used advocacy. We can see that advocacy can be used on different 
levels, eg:

o In our personal lives

o At home and in our families

o In communities

o At the workplace

o In educational institutions

o In places of worship

o To change policies or laws.
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Examples of advocacy work around disclosure

When Boitumelo Mhiko started the Young Positive Living Ambassadors
(YPLA) programme in his province, he used advocacy to encourage
young people to see the advantages of disclosure, and the
disadvantages of denial. 

A friend of Nomzi Mathebula died after disclosing to her mother on
the last day of her life. Her mother came to Nomzi as an HIV and AIDS
activist to find out what they could do in their area to give people
more information about HIV and AIDS. Nomzi and her friend’s mother
became active in the Disclosure and Acceptance Campaign of the
National Association of People Living With HIV and AIDS (NAPWA).

Examples of advocacy work around discrimination and rights

In the year that Nomfundo Xotyeni found out that she was HIV positive,
she became involved in an HIV and AIDS destigmatisation campaign.
She focused on the rights and alternatives available to women living
with HIV, eg seeing adoption as an alternative to pregnancy. 

After she was personally rejected at home because of her HIV status,
Dikeledi Motsomaesi started on an advocacy process around human
rights for PLHAs in her community.

Example of advocacy work around care and support

Andile Ngwabeni did a lot of advocacy work with his church to gain
support for PLHAs.

Examples of advocacy work around treatment for PLHAs

George Mangoenyane lives in an area with a very high number of people
living with HIV. He has been involved in advocacy work for many years,
arguing for more accessible treatment for PLHAs.

Until 2003, those who can afford it have had access to treatment. But
the Treatment Action Campaign (TAC) has argued for improved access
to treatment for PLHAs in South Africa. Sizwe Shezi was involved in
the Fluconazole campaign. In this campaign, TAC campaigned against
Pfizer, the producer, to lower the price of this important medicine for
PLHAs. This campaign taught Sizwe the importance of advocacy, using
methods like lobbying and campaigning.

Disclosure To tell people
we are living with HIV
or AIDS.
........................................... 

Denial When people refuse
to believe something, eg
that you are living with HIV.
........................................... 

Destigmatisation To end
the stigma and negative
labelling we experience
as PLHAs.
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Example of advocacy work around the
greater involvement of PLHAs

Tsholofelo Mohalanyane has used advocacy to make sure that PLHAs are
employed permanently in AIDS Councils and government departments.

Examples of advocacy work around gender

There is currently an extremely high rate of gender-based violence in
South Africa, including rape and abuse. Gender-based HIV and AIDS
advocacy campaigns focus on sexual rights and responsibilities. For
example, advocacy work has targeted men on the mines to stop abusing
women and children.   

Examples of advocacy work around financial institutions

NAPWA has for many years used various advocacy processes to fight
discrimination of PLHAs by insurance companies and banks.

Your examples of HIV and AIDS advocacy

AAddvvooccaaccyy  aarroouunndd  ootthheerr  ii ss ssuueess

Your local examples

AAcc
ttiivv

iittyy

AAcc
ttiivv

iittyy

Make a list of your own examples of HIV and AIDS advocacy work – examples you know
about or have been involved in.

Write down your own examples of organisations or communities doing advocacy to take
up other important issues (besides HIV and AIDS). Again, your examples can be from
your own experience or ones you have heard about.
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Compare your examples with these 2 examples of local advocacy work:

The Lighten Up Mitchells Plain Campaign 

In 1989, a street committee in Mitchells Plain was tired of the violence
and muggings in their dark, unlit street. They wanted streetlights. 

The committee targeted the councillors and when this did not work,
they contacted the mayor. They also used the newspaper to talk about
their plight.  

The result – they eventually got streetlights.

Bring our teachers back to schools!

In a small community near Giyani in Limpopo, parents were getting
extremely angry at the high rate of absenteeism of teachers at their
children’s school. They took these actions:

o A few concerned parents called a meeting. They formed a
committee to decide on a course of action. 

o They identified the influential people in the education system –
the school management committee and the circuit office. 

o They held a meeting with the school management committee.
Some members lobbied important people in the circuit office. 

The situation improved for a few weeks and then slowly they noticed
teachers were absent more frequently. The action committee started
an informal register each day to gather evidence. 

When the circuit office and school management committee saw 
the facts, they began to clamp down on the problem. They started 
a formal register that teachers had to sign. And they put into action 
a clear disciplinary procedure for teachers missing classes without 
a good reason.  

The result was a dramatic turnaround with a 90% attendance rate of
teachers. Several other schools in the area began similar campaigns.

1

2
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Here are 2 examples of advocacy at national and regional level:

Student Protest – June 1976

In June 1976, youth were struggling against the apartheid system for
a democratically elected government and for improved education.

Their demands focused on: 

o An inequality of resources for education for each race group (black
education was by far the most poorly resourced, and black schools
were therefore inferior to white schools). 

o School subjects that were based on Christian National Education, a
philosophy that aimed to continue the oppression of black people.

o The compulsory use of Afrikaans at schools, and Afrikaans as the
“language of the oppressor” (the apartheid Government). 

The youth chose the issue of the compulsory use of Afrikaans in black
schools as the centre-point for their protests.

SWEAT – an advocacy organisation for commercial sex workers 

In Cape Town, an organisation for sex workers, the Sex Worker
Education and Advocacy Taskforce (SWEAT) actively advocates for the
rights of commercial sex workers. They wish to legalise sex work,
and create safer, healthier working conditions for sex workers. 

These are some of SWEAT’s activities:

o Working with the City Council on creating sex worker zones.

o Lobbying parliamentarians to change laws affecting sex workers.

o Running educational workshops and talks with police and health
service providers to explain what they are working towards, and
the changes and support they need to achieve this.

1

2



WWhhaatt  aarree  tthhee  ppoo ss ss iibbii ll iittiiee ss
aanndd  ll iimmiittss  ooff  aaddvvooccaaccyy ?

This activity helps us think about being realistic about change and the
possibilities of advocacy.

Can advocacy change the world?
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“I became 
passionate,
when I was

rejected at home because
of my HIV positive status.
My family members didn’t
want to understand about
HIV/AIDS, and I went
around looking for help.
Ignorance and denial in
my community made me
get involved. It was my
first move to make the
community aware of
HIV/AIDS, and I got
involved in lobbying and
campaigning around it.” 

DIKELEDI MOTSOMAESI

AAcc
ttiivv

iittyy

1. As a PLHA, think about the different environments that you live or work in,
eg family, church, school, office. If you could magically change things overnight,
then what would you change in these environments? 

2. Of the changes you would like, which of them do you think you could
realistically change?   

It is important to understand that advocacy has a lot of potential. We
can use it to change many things. But it also has some limitations – in
other words, there may be things that advocacy cannot change.

We will now explore the potential of advocacy: what it is and what it
is not. 
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AAddvvooccaaccyy  ccaann  bbee  uusseedd  ffoorr  ddiiffffeerreenntt  

ppuurrppoo ssee ss   iinn  ddiiffffeerreenntt  eennvviirroonnmmeennttss  

We can use advocacy to change these things:

o A particular situation, eg the dismissal of a domestic worker because
she is HIV positive.

o A policy, eg schools which refuse entry to children living with HIV.

o A set of guidelines, eg guidelines for providing ARTs to
rape survivors. 

o Negative attitudes and practices, such as:. The rejection of PLHAs by partners or families. Health care workers not respecting confidentiality. The exclusion of PLHAs from the planning and implementation
of HIV and AIDS programmes. 

AAddvvooccaaccyy  ii ss   nnoott  tthhee  ssaammee  aass  aall ll

oouurr  HHIIVV  aanndd  AAIIDDSS  aaccttiivviittiiee ss   

Advocacy is different to other activities we may be involved with in our
HIV and AIDS work, eg giving talks, facilitating support groups, running
awareness programmes, providing care and support, or delivering
health care and treatment. 

For example, when we disclose to our family, we are not doing
advocacy work.

But some of these activities may be:

o Part of an advocacy campaign, eg disclosing publicly, awareness
talks to encourage people to go for counselling and HIV testing.

o The result of advocacy activities, eg a care and support programme,
providing Nevirapine.

Nevirapine An anti-
retroviral drug that greatly
reduces mother-to-child
transmission of HIV. 
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This activity helps us understand the difference between advocacy and
other activities we may be involved with in our HIV and AIDS work. 

Not all action is advocacy

AAcc
ttiivv

iittyy

Read about this project and answer the questions: 

In the Eastern Cape, near Bizana, a project is being planned for miners who cannot work
due to AIDS-related illnesses, and have returned home. The project aims to provide care
and support for people living with AIDS and their families.  

You are asked to work with the newly appointed management committee to begin
planning for the project. There is adequate funding and all you need to do is offer 
your ideas.

1. Make a list of the activities the project needs to do to get started.

2. Now put a tick ✔ next to those that you feel are part of advocacy.

3. Can you see the difference between advocacy and other kinds of activities? 

4. Think about or discuss what makes advocacy different to other activities.

✐
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SOME IDEAS ON THE BIZANA PROJECT

What the activity involves

Research and fact-finding

Advocacy on why the project is necessary,
together with presentations, meetings and
workshops

Research and fact-finding

Advocacy to sell the idea and convince them
to put resources into the project

Awareness-raising, education and advocacy

Awareness-raising, education and advocacy

Awareness-raising, education and advocacy

Advocacy on the need for support groups, and
developing skills, including advocacy skills

Awareness-raising, education and advocacy

Awareness-raising, education and advocacy

Recruitment and advocacy to promote the
idea of the need for carers

Training

Research and fact-finding

Education, information and communication

Examples of activities

Establish community views about HIV and AIDS

Involve all stakeholders

Do a needs assessment to establish the needs of
the local community, eg what kind of care and
support is needed for PLHAs and families?

Develop support and partnerships with the
Departments of Health and Social Development

Community sensitising around HIV and AIDS –
workshops to raise awareness

Explain the importance of disclosure, acceptance
and destigmatisation to PLHAs, their families and
the community

Develop dramas around disclosure and
acceptance

Develop support groups, and capacity-building
workshops to assist in running the groups

Sell the idea of care and support to influential
people in the community

Get support from the mining company

Recruit volunteers as carers

Train volunteers

Explore the possibility of income-generating projects

Do education and develop posters around living
positively with HIV or AIDS
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AAddvvooccaaccyy  ii ss   mmoorree  tthhaann  jjuusstt  ttaakkiinngg  aaccttiioonn  

Advocacy is not only marching with placards, shouting demands,
signing and submitting petitions, and wearing a campaign T-shirt.
Advocacy also needs a lot of thought, and being able to work with
people and organisations. To do advocacy work, we need to be
sensitive, confident in ourselves and willing to follow some steps 
that will help us to plan and move from the challenge facing us 
to the solution.

AAddvvooccaaccyy  mmaayy  aall ss oo  ffoorrmm  ppaarrtt  ooff  aa  llaarrggeerr  pprrooccee ss ss   

For example, the Men as Partners Campaign aims to raise the awareness
of men to prevent transmitting HIV and other sexually transmitted
infections, and to stop violence against women. 

Advocacy was part of a bigger picture:

o Advocacy was used to gain support from local, influential leaders
such as traditional, church and political leaders, on the need and
worth of the programme. 

o It was used to raise awareness about the programme on the local
radio and posters. 

o Advocacy was used in various community structures to recruit
people to participate in groups.  

o A series of educational and awareness-raising workshops were 
then conducted with the men, dealing with a range of personal 
and social issues. 

AAddvvooccaaccyy  mmaayy  nnoott  aallwwaayyss  bbee  tthhee  mmaaggiiccaall   ss oo lluuttiioonn  

We have shown many examples where advocacy has been used.
Advocacy is one of many options available to us. We need to think 
carefully and work through what is the best action to take to achieve
our aims.

&
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The next activity helps us to explore the limits of advocacy. 

Making choices – alternatives to advocacy
AAccttiivviittyy

Think about this situation:  

Zora wants to do something about HIV and AIDS at her college. There are no other
programmes. So far, no-one has been open about their HIV status at the college, even
though most students recognise that HIV and AIDS are major issues for everyone.
The counselling unit at the college has just been cut as part of a cost-cutting exercise.
There is a clinic staffed by a nurse, and Zora thinks this is a good place to start. She
wants to campaign for voluntary counselling and HIV testing (VCT) at the college.

On your own, or in small groups, discuss:

1. Do you think an advocacy process around VCT is a good starting-point for Zora?
Why or why not?

2. What else do you think Zora could do before starting an advocacy campaign 
around VCT?

Compare your thoughts with our ideas.

SSoommee  IIDDEEAASS  

o We need to think
carefully if advocacy is
the best action to take in
the particular situation at
the college. It will be
hard to argue for VCT
where we know there is
no proper pre- and post-
test counselling, nor
support for people once
they receive their results. o We need to create an
environment that is
more PLHA-friendly.
We need to make the
college community more
sensitive and aware
on issues related to
discrimination and
stigma. o We may have to work
on the development of
counselling skills and
support groups before
we start with VCT.

Stigma Negative
attitudes and beliefs
about individuals or
groups, eg because we 
are living with HIV.

In other situations, we may also need to use other methods and
approaches before we use advocacy, or to use them together with
advocacy efforts.  

Examples of other methods

o We may use a management-union forum first to try to change a
policy at work, such as setting up a flexible work programme for
someone ill with an AIDS-related disease. If this doesn’t work, then
we can think of using advocacy.

o We may use small groups focusing on sexuality and life-skills to
encourage youth in a community group to practise safer sex. At the
same time, we may use advocacy to promote more effective HIV,
AIDS and sexual health education in schools. 



AA
dd

vvoo
ccaa

ccyy
T

O
 
T

H
E

 
O

T
H

E
R

 
S

ID
E

 
O

F
 
T

H
E

 
M

O
U

N
T

A
IN

26

WWhhaatt  aarree  tthhee  lliinnkkss  bbeettwweeeenn
aaddvvooccaaccyy  aanndd  tthhee  ootthheerr  ttoooollss?

It will help you if you work through the other 4 tools in the toolkit, as
they all are important for our HIV and AIDS advocacy work. 

LLiinnkkss  wwiitthh  TOOL 1::  DDii sscc ll oo ssuurree  

Advocacy and disclosure – what are the links?

“Being a hospice
patient led me to

disclose to the
community. 
I wanted to
make the

community more aware
that HIV is here, and
that they need to
support people living
with the virus.”

DIKELEDI MOTSOMAESI AAcc
ttiivv

iittyy

1. If you have read TOOL 1: Disclosure, think about:

o How disclosure can assist in your advocacy work.

o How your advocacy work can assist you to deal with your own disclosure.  

2. If you have not yet read TOOL 1, then what are your ideas about this? 

SSoommee  IIDDEEAASS

There are times when we are role models, or argue for the needs and
rights of PLHAs. Our willingness and ability to be open about our
status will add to our credibility and confidence. The disclosure tool
guides us on how to do this in a positive, empowering way, and will
help us to become effective advocates of change.

In addition, advocacy can help us create an environment to make it
easier and more desirable for people to disclose they are living with
HIV or AIDS. NAPWA’s Disclosure and Acceptance Campaign is a good
example of this. 

3

For a case study on the
NAPWA campaign, see 
page 63 onwards.
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LLiinnkkss  wwiitthh  TOOL 2::  RRiigghhttss

How does knowing your rights
make you an effective advocate?

“The doctor
disclosed my
HIV status to
my boyfriend
behind my
back without
telling me
first. Also, the health
workers in the clinic
told their friends. I didn’t
do anything at the time,
as I did not know my
rights. But now I can
fight for my rights.”

NOMANGWANE NKOSI

AAccttiivviittyy
1. If you have read TOOL 2: Rights, say why you think knowledge of rights and the law

is essential for your advocacy work? 

2. If you have not yet read TOOL 2, then what are your ideas about this? 

SSoommee  IIDDEEAASS

Many rights exist on paper – in laws and policy documents. However,
they are not always implemented or put into action. Many of these
rights affect us as PLHAs in our daily lives.

It is important to know what these rights are, and to use advocacy as a
process to pressurise for implementing these rights. For example, very
often health care workers abuse confidentiality at health care facilities.
We can use advocacy to make sure that, as PLHAs, our right to
confidentiality is respected. 

It is also important that as advocates we are aware of our rights when
we are involved in advocacy work. Knowledge of rights gives us
confidence and credibility, and this means people will take us more
seriously.

Every advocacy action is supported by a right, eg the right to adequate
health care, the right not to be discriminated against. We need to argue
using facts and rights, and not purely because we feel strongly about
an issue.

Implementing To carry 
out or do something that
has been planned. 

For a case study on 
confidentiality, see 
page 70 onwards.
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LLiinnkkss  wwiitthh  TOOL 3::  CCoommmmuunniiccaattiioonn

How can communication improve your advocacy? 

“Communication relieves
or unloads the problems

I’ve had. If we could
be more free to
communicate in
all places we go
to, we would
destigmatise HIV.”

NOMFUNDO XOTYENI

“We need to send a
message that is

informative and clear
to effectively change

people’s attitudes
towards PLHAs.”

ERNEST SAILA

AAcc
ttiivv

iittyy

1. If you have read TOOL 3: Communication, think about how these skills will help 
you to be a better advocate or to put advocacy into action. 

2. If you have not yet read TOOL 3, then how do you feel communication skills like
listening, speaking and writing can help your advocacy work?

SSoommee  IIDDEEAASS

Communication is the heart of advocacy. The same way as we cannot
have a person living without a heart, so we cannot have advocacy
without communication. 

We need to think about how we will communicate our experiences as
PLHAs and our ideas for change. How best can we get our message
across, for example, in public talks and radio chat shows?

We are also sometimes speaking out for other PLHAs, and we need to
listen very carefully to what their needs are before we represent them. 

In advocacy work, we also need to use our written communication
skills to get across our advocacy messages in clear and creative ways,
for example, in magazine articles, letters to the newspaper, and press
releases and pamphlets about a campaign.
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LLiinnkkss  wwiitthh  TOOL 4::  FFaaccii ll iittaattiioonn

How can facilitation help you in advocacy work?

“Our group
spirit is the key to
making things work.”

NOMZI TSHABALALA

“I struggled with a person
talking a lot and crushing
others. I didn’t know what
to do before, but now
I ask the group how
they feel. I acknowledge
the person and
their ideas, and
encourage people
to listen.”

MOTLALEPULE MAINE

AAccttiivviittyy

1. If you have read TOOL 4: Facilitation, what examples can you think of where
facilitation skills will be useful during your advocacy work?

2. If you have not yet read TOOL 4, then what examples can you think of?

SSoommee  IIDDEEAASS

Facilitation will be one of your most important skills in advocacy.
Advocacy is more powerful if it involves collective action. 
Facilitation is the vehicle to work with other people. 

We use different facilitation skills when we work with people.
For example, we facilitate:

o Discussions to see what people’s concerns are and how their
needs can best be represented.

o Workshops about rights and disclosure.

o Meetings to gain support for what we are fighting for. 

An important facilitation skill is creating a supportive environment or
meeting space where people feel comfortable enough to share their
experiences and opinions about a particular issue that forms the basis
of an advocacy campaign. 

A very important advocacy skill is creating space for people to be
heard and having the skills to facilitate constructive talking between
different stakeholders. 

Stakeholders People with
an interest in an issue and
who can affect the way the
issue is dealt with.
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WWhhaatt  aarree  ssoommee  ccoommmmoonn
aaccttiivviittiieess  uusseedd  iinn  aaddvvooccaaccyy?

WWhhaatt  aarree  ssttrraatteeggii ss iinngg,,  ll oobbbbyyiinngg  aanndd  ccaammppaaiiggnniinngg ?

When we sing, we do this in different ways, like jazz, kwaito, opera or
gospel. Advocacy describes an overall process like singing, and there
are many different ways of doing it.

In this part, we describe 3 of the most common activities used in the
advocacy process – strategising, lobbying and campaigning.

SSttrraatteeggii ss iinngg  

When we strategise, we think through the best ways we can go about
achieving the aim of our advocacy.  

A strategy is a plan of action that is made for a purpose and uses
different actions to make it real. We can make short-term or long-term
plans to change a situation. Our strategy tells us how we will change
a situation.  

Examples of strategies

o The Government has a strategy on HIV and AIDS called the HIV/AIDS
& STD Strategic Plan for South Africa 2000-2005. This strategy is
made up of a range of activities. If these activities are combined 
and implemented, they aim to manage the impact of HIV and AIDS 
in our country. 

o If we wish to influence decision-makers in faith-based structures,
then our strategy may include asking to address meetings of faith
leaders as PLHAs and running HIV and AIDS workshops for them.

“Strategising is
planning a way to
do what you are
trying to do, like
building a house.”

TSHOLOFELO

MOHALANYANE

Strategising/Strategise
To make plans to change
a situation.
........................................... 

Strategy A plan that
explains how you will
change a situation.

4
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LLoobbbbyyiinngg

Lobbying means speaking to influential people to convince them of
our case, and to get them to help our cause.

Examples of lobbying

o Lobbying provincial government or the parliamentary health
portfolio committee to roll out Nevirapine.

o Speaking to a leader to get his/her support to deal with 
discrimination against PLHAs in the community.

o Lobbying the members of a school governing board to accept a
child living with HIV.

We can lobby on many different levels. As PLHAs, we can lobby
government nationally, provincially or locally, and also target other
organisations and sectors, eg community forums, schools and faith-
based organisations. As part of these efforts, we may lobby individuals,
committees, organisations and the media.

“Lobbying is
organising and
influencing people
to get a common
understanding
on an issue.”

ELAINE MAANE

Lobbying/Lobby To
influence powerful people
and decision-makers and
get their support on 
different issues.
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CCaammppaaiiggnniinngg

Campaigning is a series of ongoing activities and practical tasks
aimed at a particular result. Campaigns usually involve group or
mass action. 

Examples of campaigns

o LoveLife’s campaign to get parents to talk to their children 
about sex.

o NAPWA’s Disclosure and Acceptance Campaign. 

Campaigns aim to raise public awareness to make changes in society.
They are often used as one activity in a bigger advocacy process.

Finding your own words

“We had a campaign on
Valentine’s Day 2002 to
raise awareness on
campus on issues related
to HIV/AIDS. This was
necessary because of

ignorance among
students and staff
of various ages.
Some still had
the idea that
HIV was a black

disease and a
gay sickness.
Also that
older people
did not get 
infected.”

NOMSA

Campaigning/Campaign
To carry out a series of
activities to achieve an aim
or result, such as greater
awareness about the
challenges of living with
HIV or AIDS. 

AAcc
ttiivv

iittyy

How would you explain strategising, lobbying and campaigning to other people?

For each one:

1. Think of an example.

2. Use your examples to explain what each one means in English.

3. Then try to give the same explanation in another home language or a language
spoken in your community.
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AA  sstteepp--bbyy--sstteepp  
aaddvvooccaaccyy  ppllaann

WWhhyy  ddoo  wwee  nneeeedd  ttoo  pp llaann  oouurr  aaddvvooccaaccyy  wwoorrkk ?

Working for change in any environment is a challenge. Working for
change in the world of HIV and AIDS is an even bigger challenge! How
often have we felt strongly about an HIV- and AIDS-related issue, while
others do not seem to care? 

Time is our enemy. We want solutions – urgently and now. We want to
save lives, avoid unnecessary hardship and improve the quality of life
for all PLHAs. It can be confusing and discouraging when people do not
seem to understand this urgency. 

When we feel so strongly about an issue, and because this is often
coupled with anger, it is very easy to take action that is driven by
passion and not well thought out. While this may help us express our
feelings, it may not always be the most effective way to achieve our
advocacy aims. 

Generally, with advocacy work, whether it is a small, personal, local
issue, or a large, national campaign, it is better to think through:

o What we want to do.

o Why we want to do it.

o What we hope to achieve.

And then to plan carefully how best to go about it. 

“The TAC was
campaigning against
Pfizer, the producer of
Fluconazole, to lower the
price of this important
medicine for PLHAs.
People were educated
about the importance of
Fluconazole, especially
PLHAs. The campaign 
was well planned and 
well publicised. In the
end, Pfizer made a free
donation of Fluconazole 
to the Government, and
the drug is now easily
accessible in our public
hospitals. 

In planning, we could
have consulted more,
and involved more PLHA
organisations and more
health workers in the
campaign. We should have
monitored the distribution
of the free Fluconazole.”

SIZWE SHEZI

5
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WWhhaatt  aarree  tthhee aaddvvooccaaccyy  sstteeppss ?

Advocacy is not unique to HIV and AIDS, and people have used it
effectively with many other issues, and in many other struggles.
Through years of experience, people have developed a logical process
to guide advocacy work. 

Here are 11 steps that we can use to plan and implement our 
advocacy work:

RREEMMEEMMBBEERR

These steps are just
guidelines. We can use the
steps to think through and
plan our advocacy efforts.
But if a step does not suit
our situation, we need to
be flexible. Let’s try to
adapt the steps to suit
the environment we are
living and working in.

Example of the need
to be flexible

While we are preparing or
implementing our advocacy
efforts, we may face
challenges that make us:o Go back a few steps.o Change direction and

adapt our objectives.o Prioritise a
different issue.o Redesign our messages.o Find out more
information.

11

ADVOCACY STEPS

Step Select an issue

Step Find out about the issue

Step Develop an aim and objectives 

Step Identify the audience

Step Build support

Step Develop the message 

Step Identify the resources

Step Create an action plan

Step Prepare for resistance

Step Implement the plan

Step Monitor and evaluate 

1

2

3

4

5

6

7

8

9

10

11

11
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HHooww  ccaann  wwee  wwoorrkk  tthhrroouugghh  tthheessee  sstteeppss ?

We will explain the steps, and then give a practical example of how
Simon, a PLHA, used the steps in his advocacy work at the workplace. 

For each step:

o In an activity, we ask you to think about and write down what you
feel Simon could do, and 

o Then to read Simon’s story for that step to see what he did.   

You can do these activities on your own or discuss them with a friend
or work colleague.

ADVOCACY AT THE WORKPLACE

The story of Simon – a practical example of using advocacy

Simon works in the manufacturing section at
Citywide Plumbing Manufacturers and Fitters
(‘Citywide’ for short). He is living with HIV, and has
disclosed to his family, close friends and co-workers.
Simon is active in an HIV support group based at
an NGO in his community.    

Two years ago, the human resources manager of
Citywide formed an HIV and AIDS task team with
the intention of developing an HIV and AIDS
workplace policy. The team is chaired by the human
resources manager, and is made up of the owner,
the head of the 4 departments, the accountant and
a trade union representative. Simon is not part of
this task team. 

After the HIV and AIDS policy was complete, the
human resources manager’s attention was not
100% on the policy any more, because she became
increasingly more involved in the company’s
restructuring process. The team only meets
occasionally – about once every 6 months.

There is an education programme run by an outside
occupational nurse, but most of the staff treat it as

a bit of a joke. As one employer said to Simon: “All
she seems to do is talk about condoms and telling
men to control their urges!” 

The factory is in an area where HIV and AIDS
have become increasingly more visible, and is
affecting more and more employees. Simon wishes
to make sure that the needs of PLHAs are better
represented in the firm. So his first task is to make
sure that PLHAs are represented on the HIV and
AIDS task team. Secondly, he wants to see more
education around HIV and AIDS and support for
PLHAs at the workplace.

Simon realises that most of the staff are not aware
of the importance of PLHAs participating in
developing or implementing the workplace policy,
nor is there awareness that there are workers living
with HIV. HIV and AIDS are still spoken about like
they are “out there”.

Simon decides to take some action, and decides
that a small advocacy process will help him
to move forward.
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Examples of specific issues

o “There is a lack of appropriate information given to children about
HIV and AIDS in this school.” 

o “PLHAs are not provided with basic and affordable treatment in
primary health care clinics.” 

STEP Select an issue

o This is the first advocacy step. Here we need to answer
these questions:. What is the issue?. Why do we want to take action on it? 

o It is useful to define clearly in the beginning what specific issue
we are dealing with. Try not to think of an issue as too broad
like “no-one in this school knows about HIV and AIDS” or “PLHAs
need treatment”. 

o To achieve something and make a difference, we need to decide
what part of the broad problem we will tackle. We need to be
specific about the issue as this helps us to work out what we
want to take on. 

1
“I got involved in
NAPWA’s Disclosure

and Acceptance
Campaign

after a
friend of

mine died after disclosure
to her mother on the last
day. The mother came
to me as an HIV/AIDS
activist to find out what
can be done in our area
so that people have more
information about
HIV/AIDS. 

It was hard for the mother
to accept that her
daughter had died of HIV
because she didn’t have
information. She was
angry that her daughter
had not spoken earlier.
Through our conversation
I saw that the mother had
no information and that
the daughter had not yet
accepted her status.
This is why she could
not disclose.

If you don’t accept
yourself, you can’t
disclose, even if you have
information. You can’t
live positively if you are
hiding yourself from other
people – your family,
friends and others.”

NOMZI TSHABALALA
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Simon’s issue
AAccttiivviittyy

Think about and write down how you think Simon should define the issue in his story
on page 35? Now read on and compare your ideas with what Simon did.

S IMON’S STORY

Simon identifies these issues: 

o PLHAs are not represented on the HIV and AIDS task team, even
though it is making policy and decisions that directly affect them. 

o The current HIV and AIDS workplace programme is not
very effective. 

o The workplace is not an easy, supportive environment for people
to be open about their HIV status. 
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SSoommee  TTIIPPSS  oonn  ffiinnddiinngg  oouutt  aabboouutt  tthhee  ii ss ssuuee

o Be selective – too much information can be overwhelming.

o Find statistics and examples that help you to support your
argument.

o Make a note where you got your information from. Sometimes
people will question your information and it is useful to say where
it comes from. 

o Get some facts and information on how the issue was dealt with
elsewhere to include in your presentations.

o Use local information and personal stories to help people to
identify with the issue.

o There is a lot of research around HIV and AIDS topics. Use the
Internet or contact other organisations to help you. 

“We were involved in a
campaign with workers to
stop men abusing women
and children. The target
was especially uneducated
or less educated people on
the mines where there is a
high rate of illiteracy. It
succeeded because all men
were invited, starting
from the age of 13. 

It’s not easy to measure
change – but after a
year we developed
questionnaires for men
and for women. We
were satisfied with the
outcome. When we
started, we targeted
men only. If we had
worked with men and
women from the start,
we would have made
more impact and reached
more employees.”

WORKSHOP PARTICIPANT

Resistance When people
oppose or do not support
what we are working for.

STEP Find out about the issue

o We may need facts and information to:. Show that the issue exists and to understand how big the 
challenge is.. See how people have dealt with the issue elsewhere and explore
possible solutions.. Understand and explain the benefits of our proposed action.. Help us present our case to educate those who are influential,
but do not understand the issues.. Build our confidence – we need courage to be an advocate, 
and information makes us feel stronger.. Assist with presenting our arguments clearly.. Help us deal with resistance. 

2

For contact information,
see Resources on page 117.
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Simon’s information needs 
AAccttiivviittyy

Think about and write down:

What specific information does Simon need to find out about the 3 issues he wrote
down for STEP 1 (see page 37)? 

Let’s see what Simon did.

S IMON’S STORY

This is what Simon does to gather relevant information:

o Simon speaks to his HIV and AIDS support group and learns about
the GIPA Principle. This principle supports his idea that PLHAs
should actively participate in HIV and AIDS programmes. 

o He gets pamphlets and information from the trade union and
Department of Health, and reads about HIV and AIDS workplace
programmes. 

o Through his union contact, he finds out from two other PLHAs who
work at another firm how they participate in their HIV and AIDS
workplace programme. 

o Simon consults NAPWA to talk about disclosure at the workplace.

o He talks to his union about his rights if he faces discrimination
after he discloses. 

GIPA Principle The Greater
Involvement of People
Living with HIV/AIDS. The
idea is that, as PLHAs, we
should be involved in all
programmes, policies or
issues affecting us.

For more on GIPA and
the involvement of PLHAs,
see page 109 of this tool
and page 82 of TOOL 2.



STEP Develop an aim and objectives

o What do we want to achieve through our advocacy action?
HIV and AIDS issues can be very complicated. We often cannot
solve everything through the action of one group or individual.
So, we need to find a part of the problem that we have the power
to try to deal with. 

o Start with the overall goal – the aim of your advocacy.
Do this by answering the question: What are we trying to do? 

o Then ask: What do we want to achieve through this advocacy?
These are the objectives – the actual things you want to achieve
under your aim.

3
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OObbjjeeccttiivvee ss   sshhoouulldd  bbee  SSMMAARRTT

Specific – say exactly what you want to change.

Measurable – how much do you want to change? Try to find ways to 
say this so you can measure success at a later stage.

Action-orientated – objectives should be practical and activity-related.

Realistic – what you are trying to achieve must be realistic, based on
your resources, human power and situation. Don’t try to achieve the
impossible. 

Time-bound – you need to set a time-limit to assess what you have
achieved.

“I was part of the
destigmatisation

campaign. The
purpose of
the campaign
was to reduce

stigma and discrimination,
and to promote positive
living for PLHAs and
accepting of HIV status.
Stigma, discrimination and
denial were the talk of the
province – it was difficult
for a person living with
HIV or AIDS to survive.”

GEORGE MANGOENYANE

Aim Our goal – what we
want to achieve from our
advocacy work.

Objectives Specific 
things we want to achieve
as part of the aim of our
advocacy work.
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Example of aim and objectives

Advocacy aim: To encourage faith-based leaders to publicly
support PLHAs.

Objectives

By the end of July 2003, faith-based leaders will:

o Be speaking about HIV and AIDS discrimination and support in 
their sermons.

o Have formed a church-based HIV and AIDS Action Committee.   

Simon’s aim and objectives
AAccttiivviittyy

Simon has identified and found out more about the issues. How do you think Simon can
now develop a clear aim and realistic objectives for his advocacy efforts? Write down your
thoughts and compare these with what Simon did.

S IMON’S STORY

Simon’s aim is to see to all the needs of PLHAs in his workplace.
He wants lots of things to happen, but he needs to break down his
aims into manageable parts and to prioritise these objectives:

o Firstly, he wants to have 2 PLHAs represented on the HIV and AIDS
task team in the next 2 months.

o He also wants to promote a more supportive environment for
people to disclose their HIV status. 

o In the longer-term, he wants to develop more relevant and
interesting workplace activities, but he decides that he needs to
do this with a team at a later stage.  

Prioritise Put in order 
of importance – in other
words, say which is the
most important, the second
most important, and the
third most important.



STEP Identify the audience

o Once we have decided on our advocacy aim and objectives, we 
need to decide who we are going to target for our activities. 

o Think carefully and consider:. Who has the power to bring about change? . Who can we win over to assist us in achieving our advocacy aim?  . Who makes decisions on this issue? 

o The people that we target may include:. People who have decision-making power.. People who command respect and are influential.. People who are leaders.. Members of the public.. Members of our local community.

o There are direct and indirect targets. Sometimes we do not have
immediate access to those with influence and decision-making
powers. We then may choose to work with those who can influence
the people with influence, and who have sympathetic views. So we
may choose to work with these indirect targets.
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“Government is the most
important delivery player
in health policy and
service delivery. We
need to find ways of
engaging and influencing
these processes.”

SIZWE SHEZI

4



SSoommee  GGUUIIDDIINNGG QQUUEESSTTIIOONNSS  ttoo  hhee llpp

uuss  iiddeennttiiffyy  oouurr  aauuddiieennccee

o Who do we want to target – organisation, group or individual?

o How will we contact him/her?

o What power or influence does this person have?

o What are the target’s knowledge and feelings about the
advocacy issue?

o What do we want them to do?

o How best can we influence our target group or person to
support our advocacy campaign?

S IMON’S STORY

Simon decides to speak to the human resources manager first. 
He will then ask to meet with the HIV and AIDS task team to discuss
the issues with them. 

Simon wants to promote the idea of acceptance and disclosure, and to
give HIV and AIDS a human face at the workplace. To achieve this, he
will need to find ways to communicate with all the staff.  

He also wants to support and assist PLHAs at work to see how they
feel about disclosing that they are living with HIV, and about
participating in the task team and other HIV- and AIDS-related
activities. Simon will approach them indirectly as he does not yet
know who they are.  
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Who do you think Simon should target as his audience at Citywide to achieve the aims
and objectives of his advocacy? Compare your thoughts with what Simon decided.

Simon’s audience

Adapted from INTERNATIONAL HIV/AIDS ALLIANCE/ICASO: Advocacy in Action

We will see how Simon
answered the guiding
questions in the table
on pages 44 and 45.

AAccttiivviittyy
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Who do we want
to target –

organisation,
group or

individual?

How will we
contact him/her? 

What power or
influence does

this person have? 

What are the
target’s knowledge
and feelings about

the advocacy
issue? 

What we want
them to do? 

How best can we
influence our

target group or
person to support

our advocacy
campaign?

IDENTIFYING OUR TARGET AUDIENCE – SIMON’S EXAMPLE

o Human resources
manager

o Make an
appointment 

o A lot of influence
over the task
team and the
process

o Very general
knowledge  

o Supportive, but
does not want to
use too much of
the company’s
resources on any
concrete action 

o May be threatened
by Simon’s action 

o To support
the process

o Simon needs to
educate the
human resources
manager about
the value of what
he wishes to do

o Also to do it in
a way that she
will get status
out of driving
the process

o HIV/AIDS task
team

o By letter o Not much
influence

o They only meet
because they
have to 

o Very little
knowledge

o Probably would
welcome Simon’s
presence on
the team 

o To support the
process 

o To feel committed
and convinced
of the worth of
the changes 

o To provide active
support

o Talk about his
experience of
living with HIV,
and what he and
other PLHAs could
contribute to the
process by being
involved

o Explain the
challenges of
disclosure
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Who do we want
to target –

organisation,
group or

individual?

How will we
contact him/her? 

What power or
influence does

this person have? 

What are the
target’s knowledge
and feelings about

the advocacy
issue? 

What we want
them to do? 

How best can we
influence our

target group or
person to support

our advocacy
campaign?

o All the staff o Through
workshops
and posters

o At department
meetings

o A lot of influence
in creating an
atmosphere of
acceptance 

o Difficult to tell
as HIV and AIDS
is not spoken
about much 

o To be accepting,
non-discriminating
and supportive

o By awareness-
raising talks
and workshops

o PLHAs o Through him
being a role model

o None at present 

o Potentially
a lot

o Uncertain and
insecure about
disclosing to all
the staff

o To be able
to be open about
their HIV status 

o To be represented
on the task team

o To actively
participate in the
HIV and AIDS
workplace
programme

o As a role model

o To convince other
PLHAs of the
value of being
open and active
around HIV and
AIDS issues

For an opportunity for 
you to practise using 
this table to identify 
your audience, see the
activity on page 89.
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Many individuals or community-based organisations do not have all the
specialist knowledge, skills or resources to drive an HIV and AIDS
advocacy process, or to support implementing what we are arguing for.
This is when partnerships can be helpful, for example with:

o NGOs, including specialist organisations focusing on research,
and on legal, women’s and youth issues

o Community-based structures like support groups and
women’s groups

o Trade unions

o Business sector organisations, including umbrella structures such
as the Chamber of Mines or Chambers of Commerce 

o Government departments.

“I was involved in NAPWA’s
Disclosure and Acceptance
Campaign that succeeded
because we had a
consultative meeting with
members and explored
different views. It changed
many people who had
negative attitudes towards
people living with HIV.
Most people came out
with support from
family members.  

Consulting is very
important and planning
together with other
stakeholders is very
helpful. In future,
let’s consult other
organisations and
stakeholders for different
views and opinions.
Work in isolation has
never helped anyone or
any organisation to grow.”

PORTIA

Coalition When different
organisations come 
together to work on a
particular issue.

STEP Build support

o The power of advocacy is in the number of people who support 
our goal. 

o We need to build support and form partnerships. Ask: Who in our
environment will support us to fight this issue? We also need to
look for opportunities to work together with other individuals
or organisations. 

o This may involve facilitating meetings, hosting workshops or 
building coalitions. 

5
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Let’s see how Simon built support.

PPaarrttnneerr sshhiippss  hhee llpp  uuss  ttoo  ……

o Share and benefit from each other’s experience.

o Explore different ways of taking action and finding solutions.

o Pool information about the impact of HIV and AIDS.

o Benefit from training and capacity-building to help implement
effective HIV and AIDS programmes.

o Share resources and the workload.

o Use each other’s different contacts and the support of people
you work with. 

o Strategise together and give each other support.  

Partnerships between large NGOs and small, community-based
initiatives are also important to help spread leadership, training,
materials, advice and finance. 

Simon’s support

S IMON’S STORY

o Simon lobbies members of the task team. 

o He informs his wife and support group of his intentions so that he
can get their support during the process. 

o He contacts NAPWA – they agree to provide a PLHA to address the
employees when Simon feels the time is right. 

o Simon begins by confiding in his workmates in the manufacturing
section that he is living with HIV. 

1. How do you think Simon goes about building support? 

2. Who does he work with? 

3. What support do you think he will need? 

AAccttiivviittyy

“TEAM = Together
Everyone Achieves More”
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STEP Develop the message

o The message is the shining light that shows what we are trying to
achieve. How we communicate our message is as important as the
content of the message itself. We need to think about who our
target group is, what our message is, and how this message can
be changed to suit different audiences.

o What is a message? If we try to explain everything we are doing,
we will leave our audience confused. This is why we need to have
clear, simple messages that say:. What we want to achieve.. Why and how we will achieve it.. What we want our audience to do. 

o Hopefully, our main message will inspire our audience to support
us. To do this, we can have a slogan to capture the heart of the
message, for example:

“Fight HIV and AIDS, not people living with HIV or AIDS!” 

6

“A person living with denial is suffering more than a person who
is disclosing. Acceptance means a lot. Other people will start
accepting you too. Even if I am HIV positive, I live strongly,
positively and healthily. I got involved in advocacy when I
started with the Young Positive Living Ambassadors (YPLA)
programme in our province. I wanted to reach many young
people in the province and nationally with this message.”

“Iemand wat met ontkenning saamleef ly meer as iemand
wat hul status bekend maak. Aanvaarding beteken baie vir ’n

mens. Ander mense sal ook begin om jou te aanvaar. Selfs al is
ek MIV positief, ek is sterk, positief en gesond. Ek het by drukgroepe
betrokke geraak toe ek met die Young Positive Living Ambassadors
(YPLA)-program in ons provinsie begin het. Ek wou baie jong mense
in die provinsie en nasionaal bereik met hierdie boodskap.”

BOITUMELO MHIKO

Message What we are
trying to get across to our
advocacy targets. This
can include information, 
ideas and what we want
them to do.
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1

2

3

4

5

6

7

8

9

10

11
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TTIIPPSS  oonn  sshhaappiinngg  oouurr  mmeess ssaaggee  ffoorr  ddiiffffeerreenntt  aauuddiieennccee ss

For decision-makers and influential people, eg politicians, councillors,
government officials, church, trade union or community leaders: 

o Make the message content short and powerful.

o Be respectful and say how important their support will be.

o Mention other groups or individuals that support your action. 

o Show successful examples of similar action in South Africa
or internationally. 

o Point out the benefits, eg economic, health or welfare benefits.

o Be clear about what action you would like them to take.

For the general public, eg community members, all PLHAs: 

o Make the message simple and clear by using plain language.  

o Give basic statistics and facts, highlighting the issue and showing
how the action may help the situation. 

o Draw on their own experiences and local examples.

o Illustrate your point with your personal experience as a PLHA or
the experience of other PLHAs.

o Let them know how a programme will benefit them or
their community.

Simon’s message

Plain language Speaking
or writing in a way that is
easily understandable.

AAcc
ttiivv

iittyy

1. What are Simon’s messages? 

2. What methods can he use to get his message across? Can you think of any creative
ways he can use to communicate his message?

For more detail on
preparing and delivering
plain and clear messages 
in talks and written 
media like pamphlets, 
see TOOL 3 on pages 20,
49 and 78.
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S IMON’S STORY

Simon decides that his messages are to:

o Make management and co-workers aware that HIV and AIDS are
realities at Citywide.

o Stress the importance of PLHAs participating in the development of
the HIV and AIDS workplace policy and programme, and that they
can only do this if staff accept and support them in being open
about their HIV status. 

Simon decides to use these methods to get his message across
effectively:

o He lobbies the owner who he knows is influential and sympathetic
to HIV and AIDS issues generally. 

o Simon calls a special meeting with the human resources manager,
who is also the chair of the task team.

o He has informal chats with members of the task team. 

o He hosts smaller meetings in each department and speaks about
his experience as a PLHA. Simon will also explain why it is
important that PLHAs are involved in workplace HIV and AIDS
policies and programmes. He will speak about disclosure, including
the rights of people disclosing, the support they may need and
where they may get this support from.

o Simon emphasises the importance of an atmosphere of tolerance,
respect and support for people who are willing to disclose their
HIV status at work. 

o He will be a role model and wear his HIV positive T-shirt to work
to communicate his message in another way.

Compare your ideas with Simon’s approach.
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TTIIPPSS  oonn  rreessoouurrcceess

o Identify the essential
resources you need.o Work out where you
are likely to get these
resources from. o Explore how you may
get them elsewhere.o Be creative and identify
alternative resources
in case you can’t
get everything. 

STEP Identify the resources

o We need to think about what resources we may need to carry out
our advocacy plan. The kind of resources and the amount needed
will depend on the size of our advocacy work. 

o Resources include human resources (paid staff and volunteers),
stationery, computers, money, skills, transport and information. 

7

TOOL 5 especially aims at helping us to do advocacy work at a local
level. This means that we will not always have all the resources we
want, but this should not stop us from going ahead. 

We need to think through what we want to do. We can keep costs low
by communicating with the right people, and working together with
other organisations. Good relationships with key people cost little but
count a lot!

Simon’s resource needs

AAcc
ttiivv

iittyy

What resources will Simon need? For example, what human resources? 
And what other resources like money and skills?

S IMON’S STORY

At this point, what Simon really needs is lots of support,
energy and courage!   

There will be a need for a budget to cover costs when Simon starts
running workplace HIV and AIDS programmes, including workshops
and educational media. At a later stage, Simon may need to lobby
management to carry these costs as a way of making an investment
in the well-being of their workforce.

Let’s see what Simon did about resources.
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STEP Create an action plan

o We need a simple action plan to guide us through our
advocacy efforts. 

o An action plan sets out the activities we will need to achieve our
aim and objectives. It also includes the targets of the activities, the
resources we need to implement our plan, who is responsible, and
the timing for when we plan to complete each activity. 

o Many people feel scared of action plans, and so avoid doing them.
But they are important because they help us to plan and organise.
Also, we can go back to our plan when things get busy, and we are
not sure where to go to next!

8

“I was involved in
the World AIDS Day
in the Northern
Cape. We
were a group
of 12 people
campaigning for youth 
to be present. We had 
day-to-day meetings with
different organisations
and structures. This
definitely helped to
change things. Today
many youth are
promoting the positive
living message in our
province and surrounding
provinces.”

BOITUMELO MHIKO

Thinking about planning

Action plan Plan of the
activities and actions
needed to achieve 
advocacy aims.

AAccttiivviittyy

1. What key questions do you ask when you plan an activity?

2. What questions do you think Simon should ask when drawing up his action plan?
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UUsseeffuull  TTIIPPSS

o An action plan must
work for you, so feel
free to change the table
to suit your needs.

o Remember that plans
also change over time,
so you may have to
revise your plan
because of different
circumstances.

Here is a table to help us create an action plan:

AN ACTION PLAN TABLE

What do we
want to
achieve?

Who is our
audience?

Activities –
what do we
plan to do?

What
resources 

do we need?

Who is
responsible?

By when must
it be done?
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We will see how Simon answered the guiding questions in the
action plan table:

S IMON’S STORY

Simon creates a 2-month action plan for the activities he has
planned. Here is an example of how he used the planning table for
one of the objectives:

Objective –
what do we

want to
achieve? 

Who is our
audience?

Activities –
what do we
plan to do?

What resources 
do we need?

Who is
responsible?

By when
must it

be done?

o Two PLHAs
represented
on the task
team in
the next
2 months

o Human
resources
manager

o Task team

o Staff 

o PLHAs 

o Lobby

o Address a
meeting

o Informal
discussions

o Attend
departmental
meetings

o Be a role
model

o Be open
about his
status

o Communication
skills

o Persuasion
skills

o Time

o Energy

o The support
of his family
and friends

o Courage

o Simon
for now

o The human
resources
manager and
task team in
the future

o 2 months

For an opportunity for 
you to practise using 
this table to create 
your action plan, see 
the activity on page 89.
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“I am developing the
strength to lobby or
advocate in the
community at large
through involving the
churches, MPs and
traditional leaders so

that we can work
together on
the HIV/AIDS
epidemic.”

ANDILE NGWABENI

STEP Prepare for resistance

o In advocacy work, we are always trying to introduce some kind
of change, for example, change in policies, in attitudes, or in
health care services. 

o People often resist or oppose change. Here are some reasons why
this can happen:.They may be threatened by it..It may come with a cost..It may involve more work..They may have to change their own views.  

o Before we implement our plan, it is important to think about and
prepare for any resistance. 

9

UUsseeffuull  QQUUEESSTTIIOONNSS ffoorr  ddeeaall iinngg  wwiitthh  rree ss ii ssttaannccee

o What do people think about the issue?

o Who do you think will oppose or resist what you are trying
to achieve? 

o What arguments do you think they will use?

o How can you be better prepared to deal with their arguments
and opposition?   



T
O

O
L

 
5

AA
dd

vvooccaa
ccyy

57

Thinking about resistance

Let’s read how Simon dealt with workplace resistance.

Roleplay To act out a 
real-life situation so we can
learn from it, eg act out
how people may respond 
to PLHAs in the workplace.

S IMON’S STORY

Simon thinks that there may be resistance to his participation in the
HIV and AIDS task team because at present it is mainly a management
structure. To deal with this, he prepares:

o His own arguments about the GIPA Principle to present to the team. 

o A short pamphlet highlighting the advantages of the involvement
of PLHAs in workplace activities, and how the company will benefit
from this. 

He expects discomfort from some colleagues about his HIV status,
but will deal with this through workplace educational programmes
over time. 

He also senses that co-workers living with HIV may at first be
reluctant to disclose at the workplace. So, he arranges a support
group outside the workplace. In the support group, PLHAs can discuss
disclosure, what it will mean for them in their community and at
work, and decide who they wish to disclose to. 

AAccttiivviittyy

1. Think of a time when you experienced resistance to an idea or a change you wished
to make. How did you deal with it? 

2. What resistance do you think Simon should prepare for at Citywide? 

3. Imagine you are Simon:  

o Prepare a talk to the HIV and AIDS task team where you need to convince them of
the value of having PLHAs represented on the team. 

o Do a roleplay where you respond to any arguments or questions the task team
may put forward.   
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SSoommee  KKEEYY  PPOOIINNTTSS ttoo  rreemmeemmbbeerr

aabboouutt  iimmpplleemmeennttiinngg  aaddvvooccaaccyy

o Advocacy involves identifying an issue, a well-planned action, and
moves from a negative situation to a more positive one. 

o Advocacy is a process, so we may not reach our aim overnight – 
it may take days, weeks or years. Sometimes all we do is plant 
the seeds for change. Then, as we continue to do advocacy work
around the issue, the seeds begin to grow.

o We target the people with the most influence to change or
improve an issue that is experienced by a group of people who
are disadvantaged, oppressed or experience some form of
discrimination. 

o The more support and collaboration we get from a number of
organisations and people involved in the advocacy process, the
greater the likely impact.

SHARMA, Introduction to Advocacy – Training Guide

“We had a candlelight
memorial campaign to
remember our comrades
who died because of
HIV/AIDS. Planning was
done on time and invites
went out through

churches and
schools. It helped
to change things
as people were
starting to
realise that

HIV/AIDS is
the most
important
issue in our

daily lives that we must
start doing something
about, and that most of
our children are orphans
because of the virus.
People started to look
for information.”

DIKELEDI MOTSOMAESI

STEP Implement the plan

This is the step where the planning stops and the action begins.
Implementation is also a time of learning – we see whether each
part of our action plan works, eg do things happen on time? 

10

Implementation Carrying
out out plans.
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Implementing Simon’s plan

S IMON’S STORY

At this point, you must be wondering what Simon achieved. We
have summarised this after the activity in STEP 11 on the next page.

AAccttiivviittyy

1. Do you think Simon has planned his process well? Is there anything that you would
do differently in the process so far?

2. What do you think of his time-frame of 2 months for implementing his plan? Is this
realistic? What time-frame do you think he needs to work on?

3. Do you think Simon successfully targeted the influential decision-makers?

4. What do you think Simon can achieve on his own? Who else should he get support
from and co-operate with?  

5. What challenges are you likely to experience if you try to do advocacy work on
your own?
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QQUUEESSTTIIOONNSS ttoo  mmoonniittoorr  aanndd  eevvaalluuaattee  oouurr  pprrooggrree ss ss

Go back to your aim and objectives, and ask:

o Have you achieved what you set out to do? 

o What do you feel worked well or worked badly? 

o What lessons did you learn? 

o How could you do this differently in the future? 

o What was the involvement of PLHAs in the advocacy work? 

o In what way has this activity benefited PLHAs?   

Measuring Simon’s success

“Support from
society and

understanding the
purpose of the

campaign by
all sectors
made the

campaign succeed. I have
seen a behaviour change
in society around people
living with HIV or AIDS.
Putting positive faces
upfront helped to reduce
stigma, discrimination
and denial.”

GEORGE MANGOENYANE

“The Treatment Literacy
Campaign succeeded
because it was well
structured and involved
different structures. People
started to realise the
importance of teaching the
community about how the
virus works in the body

and about nutrition. It
showed a lot of PLHAs

that you should take
drugs when you are
aware and literate

about treatment.”

ERNEST SAILA

Monitor To check that
everything is going
according to plan.

............................................

Evaluate To assess to see
if we achieved what we set
out to do.

STEP Monitor and evaluate

o We monitor and evaluate by checking on our progress with
implementing our plan, and by taking a step back to assess if the
whole advocacy effort has been successful.

o A useful way to do this is to go back to our action plan, and ask
whether our actions are having the desired effect. If not, then we
may need to make changes, eg to change our target group, to try a
different form of action, to adjust our time-frames. 

11

AAcc
ttiivv

iittyy

Simon needs to think about what he has achieved. What achievements can we use to
measure his success?
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S IMON’S STORY

At the end of the 2 months, Simon sits down with a cup of tea and
thinks about how far he has got.

At first, the task team refused his request to be represented on the
task team. They said that if Simon wanted to raise something about
HIV and AIDS in the future, then he could attend the task team
meeting for his item on the agenda and then leave. This was because
the task team meeting needed to discuss “confidential management
issues”. 

Simon lobbied the human resources manager. He also spoke to the
accountant, who he knew had a lot of influence over the owner.
He used the arguments that he had prepared and requested that
they allow him to make a presentation to the task team. He finally
convinced them to make him a full member of the team. 

After the first meeting, they were very excited to have his presence,
and suddenly woke up to the value of having him there. Two
colleagues have now openly disclosed that they are living with
HIV, and one is willing to join the task team. The staff has generally
been supportive, although it is clear that a lot of educational work is
still needed. 

Simon pats himself on the back, and braces himself for the hard
work ahead!

So far we have looked at the meaning of advocacy and what we can
achieve through it. We have read some examples of advocacy and
worked through 11 advocacy steps.

In the next part, we examine 4 detailed case studies of advocacy in
action to help us learn from the advocacy efforts of other PLHAs. 

Let’s see how Simon assessed his progress.

For more information on
evaluation, see TOOL 4
from page 107 onwards.
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CCaassee  ssttuuddiieess::  
AAddvvooccaaccyy  iinn  aaccttiioonn

In this part, we look at advocacy in action. We present 3 case studies
as examples of how people and organisations have used advocacy, each
focusing on a different approach:   

Case study A real-life
example to help us practise
and use what we learn.

CASE STUDY (page 63) shows how advocacy was used in a national
campaign to promote disclosure and acceptance. This case study also
gives you a chance to think through a lot of the challenges around
disclosure discussed in TOOL 1.

CASE STUDY (page 70) looks at the use of advocacy at a local
level to promote human rights, dealing with the issue of
confidentiality and other rights of PLHAs in hospitals.

CASE STUDY (page 79) describes advocacy in the workplace,
focusing on the rights of PLHAs. We continue with Simon’s story that
we started as our step-by-step example of an advocacy plan. 

Case studies 2 and 3 raise a number of the legal and human rights
issues affecting us as PLHAs, introduced in TOOL 2.

HHOOWW ccaann  wwee  uussee  

tthhee  ccaassee  ssttuuddiieess??

o You can go through all
3 case studies, or choose
the ones you feel are
more relevant to you 
or your group.  o The case studies have
activities to work
through. You can read
the case studies and
then do the activities 
on your own, or to
encourage learning,
debate and discussion 
in a group.o Some of the activities
raise questions to think
about, and we then give
some ideas on what to
do or on what could
have been done better.
These are guidelines, and
generally there are no
right or wrong answers.o You do not have to do 
all the activities – choose
the ones that interest
you or will bring out 
the points you feel 
are relevant for you 
or your group.

1

2

3

Rights

6
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CASE STUDY

Why did the campaign start?

“NAPWA started its Disclosure and Acceptance Campaign in 1998
and 1999. The aim of the campaign was to facilitate disclosure by
people living with HIV or AIDS, and to promote acceptance of PLHAs
by society and the community.  

It also aimed to promote acceptance for the affected, the family
members and friends of PLHAs, who were experiencing rejection
and discrimination in the community. Children of PLHAs were
having a very hard time from their friends and at school.”

1

“We focused on the destigmatisation of HIV/AIDS in the
Disclosure and Acceptance Campaign. We went out as a group 
to disclose – this gave people strength, as there were other
people around to give support and to protect you.  

Many PLHAs were accepted by their families, communities and
some churches. People started to talk openly about HIV/AIDS
and their status. Attitudes changed. Families also wanted to be
involved and committed themselves to support their loved ones.”

“Sagxila kakhulu ekususeni isici esibekwa igciwane i-HIV/AIDS
kwimikhankaso ka-NAPWA yokudalula nokwamukeleka. Saphuma
njengeqembu sadalula – lokhu kwanikeza abantu amandla
njengoba kwakunabanye abantu eduze ababezokusekela
futhi bakuvikele. 

Iningi labantu abaphila negciwane iHIV bamukelwa yimindeni
yabo, imiphakathi kanye nangamanye amasonto abo. Abantu
baqala bakhuluma ngokuvuleleka nge-HIV/AIDS kanye nanokuthi
baphila nalo. Izindlela zokucabanga zashintsha. Imindeni yafuna
ukubandakanywa futhi yazimisela ekutheni izobasekela
abathandiweyo bayo.”

This case study is
based on an interview
with Peter Busse, a
PLHA who was director
of the National
Association of People
Living With HIV and
AIDS (NAPWA)
from September
1997 to May
1999.

NNAAPPWWAA’’ ss   DDii sscc ll oo ssuurree  aanndd  AAcccceeppttaannccee  CCaammppaaiiggnn
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Why the campaign started ...

“NAPWA, as a PLHA organisation, had been involved with helping and
preparing its members to disclose their HIV status for a long period. 

Many members wanted to disclose, but needed help, guidance 
and support to do this. Some of the reasons people chose to
disclose were:

o To disclose to family and friends so that they could be more open
about who they were, and what they were going through.

o To publicly disclose their status to make a hidden disease a visible
reality. 

o To provide positive role models to show that you can live with HIV,
and that an HIV diagnosis was not an automatic death sentence.

o To challenge the idea that HIV and AIDS did not exist, and to show
that it affected everyone. 

o To personalise HIV and AIDS, and challenge the statistics and
numbers by providing a human face to the epidemic.

o To challenge the stigma and discrimination surrounding HIV 
and AIDS by confronting this with a real person, one who 
was a PLHA. 

As we thought through the process, we realised that by facilitating
disclosure by PLHAs, we were also providing role models for
other PLHAs. 

The challenge was this:

o What sort of role models and support were we providing for those
who loved us but were not infected?

o What were we doing to prepare affected people to accept support
and care for us?

So, the idea of providing role models, and preparing people affected
by HIV or AIDS with positive ways to express care and support grew.
We realised we also needed to involve family, friends and community
members in the campaign.”
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How did the campaign start?

“The campaign was conceived and started by Masias Makhalemele,
who was the provincial NAPWA co-ordinator in KwaZulu-Natal. She had
been through the experience of being diagnosed HIV positive, and
through her experiences with her family and community, realised the
importance of involving them in the process of public disclosure. 

Masias developed the idea of not only having PLHAs disclosing their
status during disclosure campaigns, but also having the mothers,
fathers, sisters and brothers and key community people on the same
platform. Their role would be to provide the community with role
models of how to love and support PLHAs. They would give a strong
message of acceptance that would reduce the stigma, discrimination
and rejection faced by many living with HIV or AIDS in the community.”

What was our strategy?

“What did NAPWA do in the campaign? What was the action? 
What methods were used in the campaign?

NAPWA would prepare and support PLHAs and their family and
friends. The PLHA would be helped to disclose and the family and
friends would be helped to talk about the impact that this had on
their lives, and how they had coped and provided support and love.

The PLHA and their family and friends would talk from the same
platform. The message that was going out was for both PLHAs 
and the community:

o The key PLHA message was living positively with HIV or AIDS, and
being a role model for others. 

o The key message from affected family and friends was to provide
acceptance, love and support. 

Both messages aimed to reduce stigma and discrimination, and to
make HIV and AIDS a lived reality, for PLHAs and their loved ones.”
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Who were our allies and enemies?

“Our allies were affected family and friends who saw the need for the
campaign, and who were prepared to get up on a public platform
and talk about living with and loving a family member who was
HIV positive. These were people who could talk of their own
experience of discrimination by the community and who would
argue for acceptance, support and respect.  

Our enemies included denial, stigma, time and the epidemic itself:

o Some people still refused to believe that HIV and AIDS existed. 

o Not all people shared the idea that this was a priority – there
were those who saw the focus on issues like disclosure and
acceptance as being irrelevant, and felt that the focus should be
on treatment issues. 

o There was a high level of stigma and discrimination in the
community directed at PLHAs, and their families, friends
and children. 

o We were also over-stretched. We were running a challenging
advocacy campaign, and also trying to get a new organisation
(NAPWA) established, with so many needs and issues to respond to.
As more and more people were diagnosed, the need to assist with
disclosure became critical. But our capacity, both human and
financial, was limited.”

What happened as a result of our campaign?

o “One of the key results of the campaign was to challenge the
stigma and discrimination associated with HIV and AIDS.  

o As the campaign focused on various townships, it helped
to educate the broader community on the importance of
accepting PLHAs.   

o It also sent a very strong message that the families of PLHAs
had to be accepted and supported by the community.” 
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Learning from the NAPWA campaign

AAcc
ttiivv

iittyy

1. What do you think were the strengths and the weaknesses of NAPWA’s campaign?
For example, was there enough support for PLHAs and their families?

2. What do you think were the main challenges they faced?  

3. What would you do the same or differently? 

4. What are the main lessons we can learn from this campaign?

Compare your ideas with Peter’s reflections and Noma’s thoughts
on NAPWA’s campaign:

HHeerree  aarree  PPeetteerr ’’ ss   RREEFFLLEECCTTIIOONNSS oonn  tthhee  NNAAPPWWAA  ccaammppaaiiggnn

“In 1998 and 1999 we were a very new and unique
organisation. The demands and needs were
overwhelming, and we simply did what we felt
from our own experience was needed.  Masias looked
at the reality of her life, and from that a response
and a campaign was developed.

We would have done things differently 
in a perfect world.”

PETER BUSSE

Lessons about support for PLHAs and their families

“We needed to:

o Develop a training programme to
assist PLHAs to disclose. 

o Also have a training programme
to assist family members to
provide guidance and be role
models on community acceptance
and support. 

o Challenge more the stigma and
discrimination directed at the
families of PLHAs.

o Focus more on the particular
needs and vulnerabilities of the
children of PLHAs, and do more
education on acceptance at
school level.”
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Lessons about planning
“When we started, we did not have
an organised advocacy plan. It just
developed in response to a need and
was followed through to respond 
to that need.  

There was obviously a clear message
and target group, but these were 
not defined in writing. It was an
unwritten idea, so the key elements
were known and specific, but were
arrived at through discussion rather
than a written plan. 

The lesson is that it could not be
easily repeated outside of NAPWA, as
the knowledge and approach were in
people’s heads, rather than on paper.

We could have started a pilot
campaign and built on that after 
evaluating it.”

Lessons about time-frames
“We had no specific time-frame when
we started in Soweto and in KwaZulu-
Natal. The campaign ran and then
lost momentum. This was due to
people being over-committed, a lack
of funding, and not having 
a written advocacy plan to follow.  

A time-frame, with specific targets,
would have been a help. This could
have been linked to a focus on one
or two activities and doing them
well, rather than trying to do too
many activities.”

Lessons on acceptance 
“All disclosure, whether to family
or community, raises the issue
of acceptance: 

o Think through acceptance issues,
both for yourself and for your
family and friends, as they
can often be stigmatised by
association with you and
your disclosure. 

o Individuals and communities need
to prepare for disclosure, so make
sure people have the necessary
information and facts. 

o Just as we need role models as
PLHAs, so do those who love us
need role models from those in the
community who have experience
of living with and loving someone
who is HIV positive.”

“The 1998 killing of Gugu
Dlamini, as an activist
openly living with HIV,
taught us that we
focused on disclosure
and overlooked the
component of acceptance
in our Disclosure and
Acceptance Campaign.
We could have focused
more on acceptance by
mobilising communities
for support and
disseminating information.  

A support structure
should be prepared before
an individual discloses in
his/her own community.
Leaders should be lobbied
for support and protection.
In Gugu’s time, there were
no disclosure guidelines –
now we have developed
some.”

NOMA BARNABAS

1. Think about your own life or community. Are there any issues around disclosure and
acceptance that you would like to take up and change? How confident do you feel
about getting involved in advocacy work on disclosure and acceptance? 

2. Think about the lessons from the NAPWA campaign. Can you develop a plan for your
own disclosure and acceptance work that includes some of the ideas of Peter and
Noma? As you think about this, try to use our 11 advocacy steps (page 34).

Planning your own disclosure and acceptance work
AAccttiivviittyy
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“The time I was
diagnosed,
the sister
called me

and shouted
out the news

in front of everyone in the
clinic. My grandmother
accompanied me and she
was shocked to hear the
news that I am HIV
positive. I didn’t get any
counselling or privacy,
and the sister never
considered my granny’s
health and age. One day
I’d like to meet the sister
and explain my feelings
about her actions.”

MOTLALEPULE MAINE

Confidentiality To keep
our personal and medical
information private.

This case study is
inspired by action 
taken by Sarah Smiles, 
a PLHA, in Uitenhage,
Eastern Cape. 

Sharing experiences in Thandi’s support group

Thandi has been involved in a community-based HIV and AIDS support
group since her disclosure 2 years ago. Several PLHAs reported that
the local hospital was putting a symbol on the files of people who
were HIV positive. They were unhappy with this as they felt it was
breaking their confidentiality. However, because the hospitals kept
the files, no-one had any evidence that this was happening, and they
could not compare files. 

One day, Thandi went to the hospital. The nurse knew her as they
both attended the local Department of Health HIV and AIDS forum
meetings. Thandi made no mention of her HIV status, but the nurse
put a stamp on the inside front page of the file, saying to Thandi
apologetically that this is a hospital rule. The sign was a triangle in 
a circle – the normal symbol for a hazard or danger!

At the next support meeting, the issue was once again raised.
A decision was made to begin to take action.

CASE STUDY 2

CCoonnffiiddeennttiiaall iittyy  aanndd  tthhee  rriigghhttss  ooff  PPLLHHAAss
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Finding out about confidentiality rights

The support group members decided to find out what their rights
were around HIV and AIDS confidentiality.  

They did research, and found out: 

o According to the National Patients’ Rights Charter, patients should
enjoy confidentiality and privacy in all hospitals and clinics.

o The ethical guidelines of the Health Professions Council of South
Africa (HPCSA) say that health care providers may not reveal
confidential information without the consent of the patient. The
health care provider must explain why it may be in the client’s best
interest for other staff to know about their status, and the patient
may give or refuse permission.   

Taking action on confidentiality

Clearly, the hospital had not followed this procedure, and people in
the group now felt even more strongly that their rights were being
abused. They decided to do something about it. They planned to raise
the issue at the local HIV and AIDS forum, and see if they would assist
in putting pressure on the hospital to deal with the issue. 

Thandi raised the issue at a few forum meetings. However, she was
the only PLHA on this forum, and had the feeling that whenever she
spoke, the people attending knew that she was about to complain yet
again, and did not take the issue seriously.  

She tried lobbying the chair, who promised to look into it, but never
had anything to report to Thandi. It became a standing item on the
agenda, with no feedback or action from the forum. 

The support group decided to try and get an appointment with the
superintendent of the hospital. However, he was never available, or
cancelled at the last minute when they eventually managed to secure
an appointment.

For more information 
on the right to
confidentiality, see 
TOOL 2 on pages 26 and 45,
and the HIV/AIDS and the
Law Resource Manual 
in Resources on page 117.
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Going public

Thandi had to go to the hospital to get her medication.
She used the opportunity to photocopy her file as evidence.  

The support group contacted a larger NGO in the area to support them
in contacting the media. A small demonstration was held outside the
hospital. The press immediately did an article in the local newspaper.
The superintendent denied the practice, and accused the group of
manufacturing the evidence. 

The story caught the interest of the national press and SABC news.
The TV crew managed to gain access to other files, and the
superintendent jumped to defend the hospital.  

The hospital guaranteed that the practice would be stopped.
Stickers were placed over the stamp.

But now the hospital is refusing to accept people living with AIDS.
And so a new phase of advocacy work needs to be planned.

The struggle continues!
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Taking action on PLHA rights
AAccttiivviittyy

1. Have you ever had an experience where you feel that someone is not respecting
your confidentiality? What did you do? Would you react differently now, having
worked through this toolkit? Share your answers if you are in a group.  

2. Go through our 11 advocacy steps, and think about how Thandi and her group
approached the advocacy process. 

3. Why do you think the HIV and AIDS forum was not more active in responding to the
issue? How could it have been encouraged to actively support the issue?

4. In a group or with a friend, do a roleplay of how you would present your case to
the hospital superintendent. How would you feel dealing with a person in a position
of authority? How can you be prepared for the meeting? In what way will your
knowledge of rights and the law help you in this situation? 

5. Imagine the group standing outside the hospital to demonstrate about the right of
PLHAs to confidentiality. Think about slogans that would help to communicate their
message. What would you put on posters or banners?

6. The hospital is now refusing to accept people living with AIDS. Imagine you are
planning advocacy to publicise this and to do something to change it. Can you think
of creative ways of using and combining different kinds of advocacy to change the
hospital’s way of responding to PLHAs?

1 6

7

8

9

10

11

2

3

4

5

Step   Select the issue

Step   Find out about the issue

Step   Develop aim and objectives 

Step   Identify the audience

Step   Build support

Step   Develop the message 

Step   Identify the resources

Step   Create an action plan

Step   Prepare for resistance

Step   Implement the plan

Step   Monitor and evaluate 

Compare your thoughts
with the ideas on
questions 2, 3 and 6
on pages 74 to 78.
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SSoommee  IIDDEEAASS oonn  qquueessttiioonn  22

Using the advocacy process

Step The issue was the breaking of confidentiality at the
hospital. The support group wanted the practice of
marking files to stop.

Step They needed this information on the issue:

o Their rights and the law on confidentiality

o An understanding of management and decision-
making in the hospital.

Step The hospital will stop all activities that break the
confidentiality of PLHAs, in particular the marking of 
the files.

Step The audience included:

o The superintendent

o The HIV and AIDS forum

o PLHAs

o The hospital staff.

Step Support was built through:

o Supporting each other

o The HIV and AIDS forum (although this proved to be a
weak source of support)

o Contacting a larger NGO

o The press.

Step The message was that the HIV status of an individual is
confidential. The hospital needs to respect this. PLHAs
have rights, and these must be respected. 

1

2

3

4

5

6
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Step The resources needed were:

o Energy, commitment, courage

o Access to information through a telephone and fax

o Travel expenses for meetings

o Large pieces of paper and thick pens for their demonstration.

Step Their action plan: 

o Find out information.

o Present their case to the HIV and AIDS forum, where they
would try to get support. They would lobby the chair of the
forum to strengthen their support.

Step The only resistance they expected was that the superintendent
and staff may be defensive. But they felt they had researched
the legal and human rights issues behind their demands, and
they would use this if there was resistance.  

Step They implemented their plan. However, they had to revise
their plan when the action they took did not have the desired
effect. When the HIV and AIDS forum did not support them
and act on their behalf, they had to rethink their action plan
(strategise) and decide what to do next. 

They then planned to get an appointment with the
superintendent and prepare a presentation for this meeting.
When this meeting did not happen as planned, they had to
once again go back and rethink their original plan. They
contacted the larger NGO for support and the press, and they
decided to demonstrate. 

Step Did they achieve their goal? They raised awareness, secured
the support of the press, and made the hospital management
realise that this practice was not acceptable. Although they
got the symbol removed, they were not sure whether the
sticker used to cover the symbol is yet another form of
labelling. There is still a lot of work to be done, and they will
need to think how they can use advocacy to take the process
even further.  

7

8

9

10

11
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SSoommee  IIDDEEAASS oonn  qquueessttiioonn  33

How could the HIV and AIDS forum be more involved?

The HIV and AIDS forum was not following the principle of involving
PLHAs in their work. This would have helped to get more support and
spread the load to lobby individual members. Thandi only lobbied the
chair, and it would have been helpful to lobby more people. 

The forum should have committed itself to an action plan, with time-
frames and people who were responsible for actions. Or, they could
have set up a task team to deal with the issue. 

They could have also tried:

o Sending an invitation to the hospital management requesting
someone to attend the forum to explain the practice. 

o Lobbying influential people in the hospital management to take
up their cause.
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Creative advocacy to challenge the hospital

Advocacy actions to gather information and plan:

Research and collect information from people living with AIDS about
how they were turned away from the hospital or did not receive the
treatment they needed. To do this, you can:

o Speak to affected PLHAs individually and take statements from them.

o Get information about any previously reported problems at the
hospital from newspapers and local structures like unions or
advice offices.

Get together as a group of PLHAs to discuss what steps to take, eg how
to ensure that the voices of PLHAs affected by bad treatment are heard.
Broaden your support by inviting other PLHAs and sympathetic people
to join your advocacy actions.
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Advocacy actions to publicise, educate and protect rights:

Highlight discrimination experienced by PLHAs by publicising stories
of poor treatment and by educating people about their rights. Creative
ways for doing this:

o Call a public meeting about PLHAs being turned away by the
hospital.

o Speak as PLHAs on a local radio station.

o Prepare a song or drama to perform at a local cultural event.

o Write letters to local and national newspapers.

o Volunteer an article for a local magazine widely read in the
community–use photos of PLHAs who are comfortable with being
open and visible that they are living with HIV or AIDS.

o Write a press release for the media, giving contact numbers for them
to get more information.

o Bring out an information pamphlet and stickers to educate the public
about the rights of PLHAs and the rights of all hospital patients. 

o Improve treatment literacy by educating PLHAs about their right of
access to treatment, eg discuss treatment issues in support groups.

Consider taking legal action against the hospital after you have tried all
other ways of persuading the hospital to change its current practices.

78

Treatment literacy
Knowledge about HIV and
AIDS treatment, eg what
different drugs are for, how
to take them, and their
possible side-effects.

For more on press releases
and using the media, see
page 100.

For more ideas on using
creative advocacy actions,
see page 106.

For information on using
the law to protect PLHA
rights, see TOOL 2
from page 88 onwards.
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Progress with HIV and AIDS task team

Simon has continued to be active as a PLHA at the workplace. He
has re-established the HIV and AIDS task team, of which he is now
the co-ordinator.  

Since he has taken on this position, there has been a burst of activity:

o Simon has begun the process of reviewing the workplace HIV and
AIDS policy.

o He has started a programme to train all shop stewards as HIV and
AIDS educators, and to develop peer educators and lay counsellors
in all sections of the company. 

The effect of restructuring

As part of the restructuring, the company is open 24 hours a day.
Workers now work according to a schedule of shifts. They rotate or
take turns to work night shifts. This means that the team members
often need to do their outreach work out of their formal working
hours to reach all employees. 

Although on the surface it seems that the company is doing a lot
around HIV and AIDS, the team is very frustrated. There is little
support from management to put parts of the policy into practice.
The management and human resources department are totally
involved in the restructuring of the company as a way of trying to
increase productivity and profit. 

CASE STUDY 3

AAddvvooccaaccyy  iinn  tthhee  wwoorrkkpp llaaccee

In the story for our step-by-step advocacy plan, you read about Simon
at Citywide Plumbing Manufacturers and Fitters (see page 35). 

This case study is 
a continuation of 
Simon’s story
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Facing the challenges

Supervisors do not allow staff to have time off and are refusing to
make any finances available for outreach, education or training.
The team is also concerned about PLHAs being on the night shift as
they may find it too tiring, and are more vulnerable to getting flu in
the winter.  

And now, to cap it all, one of the most active members of the task
team has just been told in her performance appraisal that she is not
achieving her outputs. Her supervisor says that she will not get her
performance-related increment if “she does not pull up her socks”.
She feels this is extremely unfair, as her HIV and AIDS work will
ultimately benefit the company.

Simon’s actions and advocacy ideas

Simon has tried to raise HIV and AIDS issues in his department
meeting, but he feels that his colleagues do not take him seriously. 
He senses that his department colleagues have labelled him as the
“HIV and AIDS activist” and have stopped listening to what he is trying 
to say.  

Simon feels that there is lack of awareness and understanding of 
the impact of HIV and AIDS in the workplace. He worries that the
company’s attempts to boost productivity and profit will be
unsuccessful because of the impact of HIV and AIDS at the company. 

Simon decides to get the support of the task team to assist him in
beginning an advocacy process to raise awareness and to make
changes to deal with these issues. 
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Helping Simon take action

Answer these questions to help Simon take his advocacy work forward:

1. What is the issue Simon and his task team need to address?

2. What information do you think they need to find out? 

3. What would your objectives be if you were in the task team?

4. Who is the target audience of the task team?

5. How do you think the team should go about getting support and 
building partnerships? 

6. What should their main message be?

7. Help Simon list the resources he may need, and where he can get these from.

8. If Simon and his team want to evaluate their advocacy process, what should 
they measure to see if it has been successful? 

�

AAccttiivviittyy
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S IMON’S STORY

What is the issue Simon and his task team need to address?

Simon identifies 3 main issues:

o There is poor commitment from management relating to HIV
and AIDS. Although the company has a good HIV and AIDS
workplace policy, it is not willing to support putting the policy
into practice. There are no resources, both time and financial, to
put the HIV and AIDS workplace programme into practice. 

o The restructuring is not taking into account the possible needs
of PLHAs. 

o Staff who are active around HIV and AIDS are being penalised in
their performance appraisals.  

What information do you think they need to find out? 

Simon identifies the need for this specific information:

o What does the HIV and AIDS workplace policy say about
resources for support programmes, and “reasonable
accommodation” (how to make allowance for PLHAs who
are unable to continue with their present work)?  

o What do legislation and guidelines say about the company’s
commitment to these? Are there examples of how other
companies have dealt with this? 

o What facts are available to show the numbers of people affected
by HIV and AIDS in the surrounding community or the workplace
itself, and the likely impact of this? 

1

Compare your ideas with what Simon and his team did. 

2
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How would you state your objectives
if you were in the task team?

As a result of the advocacy work, Simon is hoping that the task
team and management will agree on these objectives:

o There must be a budget to support HIV and AIDS workplace
programmes. This budget needs to be included in all relevant
operational budgets in the future. This will be done in the next 
2 months.

o Guidelines need to be developed to identify how HIV and 
AIDS responsibilities are included in assessing how employees
have performed in their work. The human resources department
will present these guidelines at the next task team meeting 
(in 2 months).

o Guidelines need to be developed to look at the process of
employees doing HIV and AIDS work in their work time. 
These guidelines must include how people can get access 
to resources for HIV and AIDS work (also in 2 months).

o The task team must be represented in discussions on
restructuring so that the interests of PLHAs are represented 
and incorporated (to be implemented in the next month).

o The current HIV and AIDS policy should be revised to reflect
these objectives (within 3 months).

3
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Who is their target audience?

Simon identifies:

o All levels of management

o The human resources department

o Shop stewards

o Co-workers. 

He also identifies several key individuals who are particularly
influential within these groups. He aims to have one-to-one
discussions with them. 

Simon and his task team have identified these 3 structures as the
most important ones to influence:

o Board of directors

o Senior management team

o The head of the human resources department.

How do you think the team should go about
getting support and building partnerships? 

At first, it will be important to get support from the human
resources department. After this, they will need support from
all levels of management, the trade unions represented at the
workplace, employer associations and any national umbrella
organisation from their industry. 

The challenge is to influence the board of directors as only top
management has direct access to them. This is what the task team
has decided to do:

o Lobby individual board members when they attend their
quarterly meeting.

o Get the head of the human resources department to formally
support their requests at the board meeting. 

4

5
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This is what the task team will do to set up partnerships:

o Link up with a local NGO that assists with training at the
workplace.

o Have regular contact with a national NGO dealing with the law.

o Keep links with the trade union to get examples of how these
issues have been successfully negotiated elsewhere.

o Contact the local business sector umbrella body to give local
information on the likely impact of HIV and AIDS. 

o Link up with the local HIV and AIDS structure to get help with
information and speakers.

What should their main message be?

The key message is that an HIV and AIDS workplace policy needs to
be translated into practice – with the necessary resources provided:

o HIV and AIDS must be included in budgets.

o The restructuring process needs to consider the needs of PLHAs.

o Performance appraisals need to recognise the value of HIV and
AIDS work.

Simon designs a slogan “Working positively at Citywide Plumbing
Manufacturers and Fitters”.

Here are the activities the task team decides to use for
communicating their message:

o Request that HIV and AIDS issues are put on the agenda at the
monthly meeting of the human resources department.

o Request a special trade union meeting. 

o Each task team member must meet with identified individuals
and convince them of the urgency and relevance of the issues.

o Prepare a factsheet to explain how HIV and AIDS will
affect business.

o Write an article for the internal company newsletter.  

6
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List the resources Simon needs, and
where he can get these from

Simon will need:

o The commitment and effort of the task team and other willing
employees, eg shop stewards.

o Access to printing and photocopying machines.

o Speakers.

o Examples of good practice from similar companies.

o Relevant government departments for speakers and advice,
eg Departments of Labour, Trade and Industry, and Health.

o Local information on the impact of HIV and AIDS on business
from local business sector umbrella organisations.

If Simon and his team want to evaluate his advocacy process,
what should they measure to see if it has been successful? 

They could measure:

o The development of a budget to support HIV and AIDS
workplace programmes at the end of 2 months.

o The development of guidelines to identify how HIV and AIDS
responsibilities are included in the performance outputs of
employees at the end of 2 months. 

o The development of guidelines to look at how employees can do
HIV and AIDS work in their work time, including access to
resources, within 2 months.

o Representation from the task team on the restructuring process
in the next month. 

o The revision of the current HIV and AIDS policy to reflect these
advocacy objectives in 3 months.

7

8
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Your workplace experiences and ideas

1. Why do you think the workplace is an important place to do work around 
HIV and AIDS?

2. Have you or anyone you know had any negative experiences with discrimination
at the workplace? What was done about it?

3. Share any experiences or examples you have of advocacy actions taken at 
the workplace. 

4. Think of interesting ways you could communicate the rights of PLHAs at the
workplace. For example:

o What will your main messages be?

o What will be the best way to communicate these?

o For practice, try to write a song or a poem, or to design a poster. 

AAccttiivviittyy
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YYoouu  aass  aann  aaddvvooccaattee  

So far, we have explored what is involved in advocacy work. 

We have looked at:

o Why advocacy is such an important tool when dealing with 
HIV and AIDS issues.

o Activities that form part of advocacy, such as strategising, 
lobbying and campaigning.

o Some examples of advocacy used at different levels – 
from local to national.

o A step-by-step guide for doing advocacy work. 

Now, it is important for us to use this information in our own lives.

AAddvvooccaaccyy  iinn  aaccttiioonn::  ddeevvee ll ooppiinngg  aann  aaddvvooccaaccyy  pp llaann

There is an activity on pages 89 to 92 for you to practise thinking
about advocacy, and how you can use it to help change something in
your life as a PLHA, or the lives of those around you (including other
PLHAs). You will do this by developing your own advocacy plan.

“I’ve been
doing these
steps in my
daily work

without realising it.
Now I can say: this is
an advocacy campaign
and these are the steps.”

DAISY

7
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You can do this activity on your own, with a friend or work colleague, or in a group 
with other PLHAs.

Your own advocacy plan

1

2

The issue

Think through and discuss:

o What is a burning issue for you as a PLHA in your personal life, at work 
or in your community?

o How does this issue affect you and how widely felt is it, eg does it affect 
other PLHAs, or other people? 

o Is there a possibility that you can change this issue? If there is not, then 
choose another issue, as you cannot try to change the impossible.  

o What actions would you like to take?

The facts

Write and develop your own case study.
Say who you are and what you are trying to do. 

�

AAccttiivviittyy

There is more space for you to write on page 90.
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The steps

Now follow our 11 advocacy steps and design an advocacy plan for yourself, or
your group or organisation. 

Step   Select the issue

Step   Find out about the issue

Step   Develop aim and objectives 

Step   Identify the audience (fill in
the information table on
page 91)

Step   Build support

Step   Develop the message 

Step   Identify the resources

Step   Create an action plan (fill in
the action plan on page 92)

Step   Prepare for resistance

Step   Implement the plan

Step   Monitor and evaluate 

3

1 6

7

8

9

10

11

2

3

4

5

�
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INFORMATION TABLE: IDENTIFYING OUR TARGET AUDIENCE 

Who do we want
to target –

organisation,
group or

individual?

How will we
contact him/her? 

What power or
influence does

this person have? 

What are
the target’s

knowledge and
feelings about
the advocacy

issue? 

What we want
them to do? 

How best can we
influence our

target group or
person to

support our
advocacy

campaign?

�
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What do we want
to achieve? 

Who is our
audience? 

Activities – what
do we plan to do?

What resources
do we need?

Who is
responsible?

By when must it
be done?

ACTION PLAN TABLE

�
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HHooww  ccaann  wwee  iimmpprroovvee  
oouurr  aaddvvooccaaccyy  wwoorrkk?

In this part, we provide some useful tips that we can use to improve
our advocacy work and practise our advocacy skills.   

Use your own case study and plan from the activity on page 89
to think about how you can use these tips. 

KKnnoowwlleeddggee,,  sskkii ll ll ss   aanndd  aattttiittuuddee

Advocacy work involves knowledge, skills and attitude:

o Knowledge includes an understanding of HIV and AIDS, rights and
the law, issues around disclosure, how decisions are made, and, of
course, information about the issue we are advocating around.

o Skills include communication, facilitation, working sensitively with
people, convincing people of the value of what we are doing, as well
knowing how to use different advocacy methods. 

o Attitude includes understanding and being comfortable with our HIV
status, confidence, optimism, care for humanity, a belief in what we
are doing, patience, passion, commitment, a willingness to work with
people, and, above all, belief and hope that through our action
things can change. 

8
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By reading and working through the other tools in this toolkit, we
have gained many of the knowledge areas, skills and attitude we
have identified.

We will now cover some additional tips to help us with these
advocacy activities: 

o Strategising

o Lobbying

o Campaigning

o Using the media

o Creative advocacy actions.

HHooww  ccaann  wwee  iimmpprroovvee  oouurr  ssttrraatteeggii ss iinngg ?

We introduced strategising on page 30. We said that it is developing a
plan or strategy about the best way of achieving our advocacy aims.

We would all like to change the world, but it’s easier to try to change
one thing at a time!

“We need to assess and be
critical of the strategies
we use. There are good
and bad strategies for
different situations.
It’s not a question of ‘right
and wrong’, but rather:
will we achieve our aims?”

SIZWE SHEZI

How you feel about being an advocate

Think about the knowledge, skills and attitude you need to use advocacy in your HIV
and AIDS work. What do you think are your strengths and weaknesses?  

AAcc
ttiivv

iittyy
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SSoommee  ssttrraatteeggii ss iinngg  TTIIPPSS

o Don’t try to do everything at once. 

o Select an issue that will help to achieve your broader advocacy goal:
think global, act local! 

o Prioritise – choose one clear aim and then a few objectives to help
you get to this aim.

o Divide what you are trying to achieve into manageable, smaller parts.

o Ensure that your strategy is practical and can be implemented, 
eg there are enough volunteers to carry it out.

Example

o The Rape Crisis Centre have identified access to ARTs as one of their
organisation’s advocacy goals. They focused their campaign on the
case of one woman and her struggle to get ARTs after being raped.

Being strategic in your advocacy planning

Go back to your own advocacy plan that you developed in the activity on page 89:

1. Have you selected something that is manageable and achievable?

2. Are you happy with your strategic choice? Or do you want to change it in any way?
Write down any changes you feel are needed. 

AAccttiivviittyy

“I got involved in the
prevention of
mother-to-child
transmission
campaign.
It succeeded
because we reached the
Minister of Health and
other parliamentarians.
The Government eventually
released Nevirapine and
pilot sites were started.  In
the future, we need more
unity and not competing
with each other between
organisations working
around HIV/AIDS, and we
need to involve more
parliamentarians.”

NOMZI TSHABALALA
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HHooww  ccaann  wwee  iimmpprroovvee  oouurr  ll oobbbbyyiinngg ?

We introduced lobbying on page 31. We said that lobbying means
speaking or communicating with influential people or committees 
to convince them of our case, and getting them to help with our cause,
eg using letter-writing.

SSoommee  uusseeffuull   TTIIPPSS  wwhheenn  ll oobbbbyyiinngg

o Identify influential people who have access to decision-making
structures.

o Choose those who are likely to be sympathetic to your cause.

o Influential people will have their own reason for supporting you, 
eg they want to be seen to be supporting a popular issue. Find a
reason that makes them feel as passionate as you are, and to want 
to champion your cause. 

o Prepare your case in detail beforehand – you need to convince the
person of the worthiness of your cause.

o Be personal in making your case. Include interesting information 
or stories about your issue or your group.  

“I was discriminated
against by the
community almost
every day, and I

noticed affected
people were only

interested in
running
support
groups.

I felt I must do something
to lobby for treatment and
for the rights of PLHAs,
and also to involve PLHAs.
After publicly disclosing
my status, I found it
easy to lobby for support
from members of my
community.”

GEORGE MANGOENYANE



o Provide convincing reasons why the person should support 
your issue, eg give examples of how the policy has already 
worked elsewhere.

o Shape your arguments and points around the person’s personal
background and interests.

o Communicate clearly and briefly: what you would like done, and 
why and how you want the person to take action.  

o Practise beforehand with a friend what you will say so that you come
across confidently. 

o Build relationships with people who you may wish to lobby 
in the future, eg invite them to meetings, pop in to their office 
to greet them.

o Follow up afterwards. Ask for feedback, see what was done, and
always say thank you.

How to use lobbying
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1. Go back to your own advocacy plan (from the activity on page 89). Select one
person who you can lobby to gain support for your cause.

2. With a friend, do a roleplay lobbying this person. You have 5 minutes to get your
point across to the person, who is busy rushing to another very important meeting.

Practise what to say, and how to say it, for example:

o How do you convince him/her that what you are trying to do is very important? 

o How will supporting you benefit him/her? 

AAccttiivviittyy
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Writing letters to lobby

part of this campaign to mobilise, educate and inform our

community.
If you are able to assist us, we request a meeting with you to

discuss the following key issues that concern us:
� Building a greater and stronger partnership around HIV and

AIDS work.
� Collaborating with the Gauteng Provincial Government in all

HIV and AIDS education and information campaigns around

access to treatment. � Mobilising the Orlando West community through using our

networks with other faith-based communities in the Gauteng

Province.
As we strive together to make a difference and inspire

greater awareness around HIV and AIDS, and its affect on

our community, we welcome the opportunity to collaborate in

a more constructive and proactive way.  Therefore, we look

forward to an opportunity to meet with you and the MEC and

discuss how we can work together in future.
We hope that you will consider our request for your assistance

and look forward to hearing from you.Sincerely

………………………………Siphokazi Mbatha, Community Co-ordinator

1. What is the tone of this letter? For example, is it angry? Aggressive? Friendly? Helpful? 
Do you think the Premier would respond positively to the letter? Explain your answers.

2. Practise writing a letter to lobby the person you identified in the activity on page 97.

To: Premier Mbhazima Shilowa

From: Siphokazi Mbatha

Date: 13 January 2003

Subject: Partnership against HIV and AIDS 

Cc: MEC for Health, Dr Gwen Ramokgopa

Dear Premier Shilowa

On behalf of the Orlando West Community Church Group, I would

like to extend warm wishes to you and your colleagues. We trust

that 2004 will bring many more opportunities for government and

civil society to work collectively, and in greater partnership, in

responding to the impact of HIV and AIDS in our communities.

A significant number of our community members in Orlando West

are living with  and affected by HIV and AIDS. It is one of the

greatest challenges we face as a community, and we receive

constant requests from our parishioners and community members

to assist them in various ways. With so many members of the

community approaching our organisation, we are struggling to

cope with this challenge and need your help.

We have written previously to your office requesting assistance

to get your office, and especially you as the Premier, involved in

our campaigns around education and information on access to

treatment. We would greatly value you and your colleagues being

WWrriittiinngg  ll eetttteerr ss   ttoo  ll oobbbbyy

Here is an example of using letter-writing as a lobbying method to
arrange a meeting with a Provincial Premier to discuss issues
affecting a community. We base the letter on an example used in
an advocacy NGO, but we have changed some of the identifying
features in the original letter.
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HHooww  ccaann  wwee  iimmpprroovvee  oouurr  ccaammppaaiiggnniinngg ?

We introduced campaigning on page 32. We said that it is a series of
activities aimed at achieving a result.

SSoommee  ccaammppaaiiggnniinngg  TTIIPPSS

o The campaign messages must be clear and understood by your
target group.

o Campaigns need to capture the imagination of the public – they need
to be newsworthy. This means that the method you use should make
people think about what you are saying, why you are saying it, and
what you would like to achieve. 

o Campaigns can become stale if they run for too long. So keep on
evaluating what you are doing, and strategise about what to do next. 

o It is always useful to have a human touch that people can relate 
to. For example, Nkosi Johnson helped many people understand 
the challenges of PLHAs, and issues around care and support 
for children. 

o Campaigns need support, so you would need to lobby, and continue
with your advocacy process. In other words, campaigns on their own
will not always achieve results – they often need to be combined
with other advocacy activities.

Thinking about campaigning

“We must choose
the right target for
a campaign
to succeed.” 

TSHOLOFELO MOHALANYANE

Go back to your own advocacy plan (from the activity on page 89):

1. Have you thought about using campaigning as a method? 

2. If you have, then what kind of campaign? And how will you attract the attention and
support of your target group? 

AAccttiivviittyy
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HHooww  ccaann  wwee  uussee  tthhee  mmeeddiiaa ?

As advocates, the media can be our best friend or worst enemy. The
media can help us reach many people at once in an effective way. By
raising issues publicly, more people are made aware of our cause, and
more pressure is put on decision-makers to respond to our issues. 

We focus on 2 important ways of using the media:

o Writing a press release

o Doing a media interview.

WWrriittiinngg  aa  pprree ss ss   rree ll eeaassee  

A press release is useful to publicise our issues. 

If you contact the press to cover a story, they are more likely to
do it if we send them a press release, as this makes the job of the
journalist easier. 

Press releases help us communicate our issue as we can:

o Choose what facts or issues to include.

o Put forward our advocacy aims.

o Give an interesting angle to approach our issue, eg “Rape survivor
starts a new life after receiving ARTs”. We can use a woman’s personal
experience to highlight a campaign for ARTs after rape. 

Media Television, radio,
newspapers and magazines –
national, regional or local.
........................................... 

Press release A statement
to the media that we prepare
to help publicise our
advocacy work.
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HHeellppffuull   TTIIPPSS  ffoorr  pprree ss ss   rree ll eeaassee ss   

Content of the press release

o Write a simple and interesting headline – this helps the journalist
understand the story immediately.

o The opening sentences should summarise the most important facts
of the story, eg who is involved? What is happening? What you are
trying to achieve?

o The main part of the press release should then explain these points
in further detail. 

o Direct quotes from people involved in the issue give a human 
angle to the story and can help support the views expressed in 
your press release.

o Remember to always get permission from any person quoted.

o Give a short summary of facts and research, with references.

o Provide contact details for further information.

Style

o Short sentences – not more than 20 words.

o Short paragraphs – not more than 3 to 4 sentences.

o Use other newspaper articles to help you with story style 
and structure. 

o Have a good case study or personal story to support your point 
of view.

o Explain abbreviations.

o Avoid or explain difficult and technical words.

For more on writing 
clearly and plainly, 
see TOOL 3 from 
page 78 onwards.
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Presentation

o Type the press release, using the letterhead of your organisation, 
if available.

o Make sure the press release is well spaced out and easy to read.

o Include the date of the press release.

o Provide a contact name, telephone and fax number, and e-mail
address, if available.

o Give a date and time from when the journalists are allowed to 
use the information. 

o Include photographs of key people, places or action mentioned 
in the press release, if possible. Remember to get permission to 
use them.

Once a press release has been written, it should be distributed to
selected journalists and press associations by fax or e-mail. Telephone
them to ask for these numbers and addresses.  

Once the journalists receive the press release, they will consider
whether to include the story in their media work. They may also
contact you for further information.

Adapted from INTERNATIONAL HIV/AIDS ALLIANCE/ICASO: Advocacy in Action

Practising a press release

Go back to your advocacy plan from the activity on page 89: 

1. What message do you want to communicate to the public?

2. Practise writing a one-page press release to get your message across to a 
local newspaper.

AAcc
ttiivv

iittyy
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DDooiinngg  aa  mmeeddiiaa  iinntteerrvviieeww

Being interviewed by the media can be a tricky business. But it also is a
golden opportunity to get our points across to a lot of people to
educate the public, raise awareness and build support.

Interviews can take different forms – radio, television, newspapers or
magazines. Sometimes we are taken by surprise, and we are asked our
opinion, and must respond quickly without preparation. We can also
request an interview, or someone may ask us for an interview – here
we have more time to prepare. 

HHeellppffuull   TTIIPPSS  ffoorr  mmeeddiiaa  iinntteerrvviieewwss  

Preparing for the interview

o Get information about the interview beforehand, eg where will the
interview take place? How long will the interview be? Who else is
being interviewed? Why have they selected you for the interview?

o Find out how the interview could be used, eg will the interview be
linked to another story? Will the interview be broadcast live?

o Contact the journalist and agree on the subject to be discussed.  

o Define the issues clearly. Ask the journalist what kind of questions
they will ask, eg will the questions be supportive or will they
challenge you? 

o If you don’t know the target audience of the interview, then find 
this out.

o Prepare relevant background information beforehand, eg statistics,
facts, a personal story.

o List the main message you want to get across, with 3 key points 
to explain it.

o Prepare catchy sentences (‘sound-bites’) that summarise your
message.

o Check that you have up-to-date information on your issue.

o Work closely with other PLHAs to prepare possible questions and
answers. Roleplay good answers to these.
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What to do during the interview

o Try to keep calm and relaxed.

o Remember that the journalist is not your advocacy target – your
target is the people listening or watching. 

o Be confident that you have the facts you need and that you 
know more than the journalist does about HIV, AIDS and issues
affecting PLHAs.

o Keep your answers short and use plain, understandable language.

o Do not get sidetracked. If a question moves away from your topic,
try to say something like: “I think what you are asking about is
important, but the main issue is...”

o If you need time to think about a response, repeat or summarise the
question before responding.

o Always bring the journalist back to your key message. Repetition is a
way of getting your message across.

o Make sure you are getting your key message across. If the journalist
does not ask relevant questions, try to find an opportunity to add
your message anyway.

Adapted from INTERNATIONAL HIV/AIDS ALLIANCE/ICASO: Advocacy in Action

For more on using plain
and understandable
language, see TOOL 3
on pages 23, 62 and 89.
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Roleplaying a media interview

1. Go back to your advocacy plan from the activity on page 89 and the press release
you prepared in the activity on page 102. Now imagine you are being interviewed 
by the media:

o Ask other PLHAs or work colleagues to be your interviewer and observers as you
roleplay an interview.   

o Ask the observers to make a few notes on good points and especially on the
things you can improve on.

2. At the end of the roleplay, ask for feedback and develop a checklist of what not to
do when being interviewed.   

Compare your checklist with these reminders.

DDuurriinngg  iinntteerrvviieewwss  ……

o Don’t pretend that you know what you are talking about if you do
not. If you don’t know the answer to a question, you need to say so,
and recommend where the interviewer may be able to get the
information. 

o Don’t get angry if a journalist is aggressive or tries to make you
nervous. Remain calm and repeat your key message. 

o Don’t let a journalist put words in your mouth – say firmly: “That is
not what I am saying ...”

o Don’t cover too many points or give too much new information.

o Don’t scratch, move your hands too much, or fiddle with an object.

o Don’t lose concentration and eye-contact with your interviewer.

AAccttiivviittyy

For more on disclosing
publicly in the media, 
see TOOL 1 from 
page 61 onwards.
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HHooww  ccaann  wwee  uussee  ccrreeaattiivvee  aaddvvooccaaccyy  aaccttiioonnss ?

“I was involved in the destigmatisation campaign –
making the community aware and promoting
acceptance of people living with HIV or AIDS. It
changed attitudes and fears, and helped people to
realise there is a positive life after diagnosis.
It helped people to come out and say they are
HIV positive. 

We have realised that the way people disclose
isn’t the same – we tended to have one uniform
way of disclosing and educating. By identifying
what worked and what went wrong, we will learn
from this and be more creative in future campaigns.”

DAISY

Advocacy is an art: we need to find ways to be creative
and adventurous.

Through our advocacy work, we want to find ways to capture people’s
attention. We want them to hear what we are saying. We want them to
feel our daily experience and challenges of living with HIV or AIDS. We
want to wake people up and convince them of the value of our struggle!  
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WWoorrkk  wwiitthh  ppuubbll iicc  ffiigguurree ss

Well-known public figures are useful to support local and national
advocacy work. 

They help to:

o Highlight how HIV and AIDS know no boundaries and affect us all. 

o Show there is support, commitment and acceptance from leaders.

o Convince people of the importance of HIV and AIDS initiatives. 

Examples

o The willingness of well-known figures to have public HIV tests, 
eg the Archbishop of Cape Town, the Minister of Transport.

o Pulling in public figures to support a campaign, eg LoveLife’s Parent
Campaign with the voices of the actor, John Kani, and Dr Manto
Tshabalala-Msimang, Minister of Health; the use of Ronaldo by the
Department of Health for their condom campaign.

o The public disclosure of well-known figures such as Justice Edwin
Cameron and the playwright, Gibson Kente. 

o Ruth Bhengu, a Member of Parliament, disclosing that her daughter is
living with HIV.  

Working with public figures 

Go back to your advocacy plan from the activity on page 89:

1. Can you think of any public figures who could help you with your work? 

2. What do you want them to do? And how will you approach them? 

AAccttiivviittyy
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BBee  ccrreeaattiivvee  wwiitthh  oouurr  mmeess ssaaggeess

We will catch the imagination of the public and get more support if we
are creative with our messages. 

Examples

o The slogan break the silence challenges PLHAs to disclose and
everyone to talk about HIV and AIDS. We can link this slogan to the
bravery of rape survivors, who broke the silence and inspired others
to speak out.

o The HIV positive T-shirts break down stigma and challenge
stereotypes of what PLHAs look like. 

Your creative message

Again use the issue from your advocacy plan in the activity on page 89:

1. Design your own creative message – what will you say and how will you say it?  

2. Draw a picture of your own campaign T-shirt.

AAcc
ttiivv

iittyy
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TThhee  GGIIPPAA  PPrriinncciipp ll ee  

GIPA stands for The Greater Involvement of People Living with HIV/AIDS.
The GIPA Principle was established in the 1994 Paris Declaration and
advocates that PLHAs have a key role to play in all HIV and AIDS
management and prevention strategies. In 2001, the United Nations
(UN) General Assembly’s Special Session on HIV/AIDS confirmed the
UN’s commitment to the GIPA Principle.

The UN has adopted the GIPA Principle internationally. In South Africa,
the UN Development Programme has developed the GIPA Workplace
Model that aims to place PLHAs in the workplace, including government
departments. The idea is that we, as PLHAs, run and give direction to
policies and programmes affecting us.

We know what we are talking about because we have experienced it. We
can show the human side of living with HIV or AIDS – the frustration,
anger, courage, determination and hope. 

Involving PLHAs in advocacy

1. Have you or other PLHAs experienced being left out of a process that affected us 
as PLHAs? How did you feel? What did you do? 

2. Go back to your advocacy plan from the activity on page 89. How can you make
sure that you have the active involvement of PLHAs in your advocacy work? 
Discuss creative ways of doing this.

“Nothing about 
us without us!”

GEORGE

MANGOENYANE

AAccttiivviittyy
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OOtthheerr  aaddvvooccaaccyy  aaccttiioonnss

Here are some examples of different and creative ways of doing
advocacy work: 

o Organising and running a community or mass campaign

o Staging a sit-in, picket or demonstration

o Writing a petition and delivering it to an important leader

o Running a letter distribution campaign

o Holding a vigil or candlelight campaign

o Having a minute’s silence

o Creating art, eg drawing posters, writing graffiti, painting murals

o Using drama, songs and poetry

o Using sporting or music events to raise awareness and support. 

Climbing the mountain with wings

1. Go back to your own advocacy plan from the activity on page 89. Think of and discuss
creative ways for using any of these examples of advocacy actions, or your own ideas
to achieve your advocacy aim and objectives.

2. We said that advocacy is about giving ourselves a voice. Can you think how advocacy
can help to give a face and a voice for PLHAs? How can the toolkit help with this?

AAcc
ttiivv

iittyy
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We challenge you to use the advocacy that we have learnt in TOOL 5
to climb the mountain with wings, and fly to the other side!

“I became involved in advocacy because I saw the
need to group people who were infected, young and
confused, not knowing what the future held for them.
I helped get a space where people could feel free to
meet and air their fears. I am one who likes to point
out a wrong – it was an urge to do something
before the situation suffocated me. 

Most importantly, I believed each one of us belonged to someone
or a family, and that the intruder made us feel alienated from
ourselves, from those that matter most, and from our whole existence.

I felt like a tide was rising – unless I did something, I would drown.
Drowning I was not ready for. I needed to experience calm and see
clear blue. Seeing fellow young women and colleagues wasting
away, and not being able to face it and talk about it, moved me to
do something.”

ELAINE MAANE

We must do what we can so that we can “see clear blue” again.
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Access 

To get or receive something,
eg a grant, treatment.

Action plan

The activities you need to
achieve your advocacy aim,
together with details like
people responsible and the
time-frame.

Advocacy

To work for change, eg to
improve our lives as PLHAs.

Advocate

Person who works for
change, eg promoting the
cause of PLHAs.

Aim

Your goal – what you want
to achieve from your
advocacy work.

Analyse

To break something down into
smaller parts, and to examine
in detail to get a better
understanding or meaning.

Anti-retrovirals

Drugs used to fight HIV
and strengthen our
immune system.

Campaign/Campaigning

A series of activities and
practical tasks aimed at a
particular result.

Case study

An example to show what
happens in real life. Some
case studies are real, some
are made up. They help us
to practise and use what
we learn.

Coalition

Group of organisations
that come together around
advocacy work, eg a joint
campaign.

Collective action

When people take action
together as a group,
organisation or community.

Confidentiality

Your right to have your
personal and medical
information kept private,
eg by doctors and nurses.

�
This is an A to Z list of the key words we put in bold purple the first
time we used them in this tool. Use the       space to translate and
explain each word in another language that you speak. 

�

�

Key words
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Denied/Denial

When people refuse to believe
something, eg that HIV
causes AIDS.

Destigmatisation

To end the stigma and
negative labelling we
experience as PLHAs.

Disclosure

To tell people that we are
living with HIV or AIDS.

Discrimination

To be treated differently,
usually in an unfair way.

Evaluate

To assess to see if you
achieved what you set out
to do.

GIPA principle

Greater Involvement of People
Living with HIV/AIDS – the
idea that, as PLHAs, we
should be involved in all
programmes, policies or
issues affecting us.

Implementation/
Implementing

To carry out or do something
that has been planned.

Lobby/Lobbying

To make an organised attempt
to influence powerful people
and decision-makers, and to
ask for their support on
different issues.

Media

TV, radio, newspapers
and magazines.

Message

What we are trying to get
across to our advocacy
targets, including information,
ideas, statistics and what we
want them to do.

Monitor

To check that everything is
going according to plan.

Nevirapine

An anti-retroviral drug that
greatly reduces mother-to-
child transmission of HIV.

Objectives

The specific things you want
to achieve as part of the aim
of your advocacy work.

Opportunistic infections

Infections that affect people
with weaker immune systems,
eg TB. 

� �
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Plain language

To speak or write in clear,
understandable language. 

Press release

A statement to the media that
we prepare to help publicise
our advocacy work.

Prioritise

To put in order of importance –
in other words, say which is
the most important, the second
most important, and so on.  

Process

A series of events or activities
that make up your advocacy
work.

Resistance

When people oppose or do
not support what we are
working for.

Roleplay

To act out a real-life situation
so that we can learn from it.

Sexually transmitted
infections

Infections spread through
sexual intercourse or contact.

Stakeholders 

People with an interest in an
issue and who can affect the
way the issue is dealt with,
eg PLHAs are stakeholders
around health policy.

Stigma/Stigmatised

When people have negative
attitudes or beliefs about
individuals or groups, eg
because we are living with
HIV or AIDS.

Strategise/Strategising

To make plans to help
change a situation. 

Strategy

The plan that explains how
you will change a situation.

Treatment literacy

Knowledge about HIV and
AIDS treatment, eg what
different drugs are for, and
how and when to take them.

Vulnerable groups

Groups of people who are
more likely to be
discriminated against, eg
PLHAs, women, children,
lesbians and gay men.

� �
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AIDS Acquired Immune Deficiency Syndrome

ARTs Anti-retroviral drugs or treatment

CBO Community-based organisation

eg For example

GIPA Greater Involvement of People Living with HIV/AIDS

HIV Human Immuno-deficiency Virus

MEC Member of the Executive Committee

MP Member of Parliament

MTCT Mother-to-child transmission of HIV 

NAPWA National Association of People Living With HIV/AIDS

NGO Non-governmental organisation

PLHA A person living with HIV or AIDS

PLHAs People living with HIV and AIDS

STIs Sexually transmitted infections

SWEAT Sex Workers Education and Advocacy Taskforce

TB Tuberculosis

UN United Nations

VCT Voluntary counselling and HIV testing

Abbreviations
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REFERENCES, POLICY DOCUMENTS AND

TRAINING MATERIALS

� AIDS Law Project and AIDS Legal Network:
HIV/AIDS and the Law – A Resource Manual,
3rd edition, 2003.

� Chapman S: The fight for public health –
principles and practice of media advocacy,
BMJ Publishers, 1994.

� Co-operative for Research and Education:
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future, 1998.

� Coulson N, Goldstein S and Ntuli A: Promoting
Health in South Africa – An Action Manual,
Heinemann, 1998

� Department of Health: HIV/AIDS & STD Strategic
Plan for South Africa 2000-2005, 2000.

� ETU / Black Sash: The Paralegal Manual, updated,
2002.

� IDASA: Down Government Avenue – Guide to
politics in practice, Parliamentary Information
and Monitoring Service, 1998.

� International HIV/AIDS Alliance and ICASO:
Advocacy in Action: A Toolkit to support NGOs
and CBOs responding to HIV/AIDS, UK, 2002. 

� Joint Population Conference: Setting the scene for
HIV/AIDS advocacy; questions, opportunities and
action, October 2000, Eastern Cape Province.

� POLICY Project: Moments in Time – HIV/AIDS
Advocacy Stories, The Futures Group International
/ POLICY Project, Washington, 2003. 

� Sharma R: An Introduction to Advocacy – Training
Guide, SARA/HHRAA/USAID, undated. 

� Young F: Tool Box for building strong and healthy
community organization working in HIV/AIDS and
Sexual Health, Part 1, DFID / Department of
Health, 1999.

� Zain P: Advocacy, Civil society and social capital:
South Africa's Basic Income Grant Coalition and
the need for a new approach, Gender Advocacy
Programme, 2001.

CONTACTS AND SERVICES

This is an A to Z list of some national,
provincial and regional HIV- and AIDS-
related contacts and services.

� AIDS Consortium
information & networking

Tel: 011 403 0265
Fax: 011 339 4450
Email: aidscons@global.co.za
Website: www.aidsconsortium.org.za

� AIDS Legal Network (ALN)
legal information & training

Tel: 021 447 8435

� AIDS Law Project (ALP)
legal and human rights information & support

Tel: 011 717 8600
Fax: 011 403 2341
Website: www.alp.org.za

� AIDS Training, Information and
Counselling Centre (ATICC)
Bloemfontein:
Tel: 051 405 8544 Fax: 051 405 8818
Cape Town: 
Tel: 021 797 3327 Fax: 021 797 3356
Durban:
Tel: 031 300 3104 Fax: 031 306 9294

ATICC continued

East London:
Tel: 043 705 2620 Fax: 043 743 9743
Johannesburg:
Tel: 011 725 6711 Fax: 011 725 5966
Mamelodi: 
Tel: 012 308 5562 Fax: 012 308 8754
Nelspruit:
Tel: 013 759 2167 Fax: 013 752 3770
Pietermaritzburg:
Tel: 033 395 1612 Fax: 033 342 3245
Polokwane:
Tel: 015 290 2363 Fax: 015 290 2364
Port Elizabeth:
Tel: 041 506 1415 Fax: 041 506 1486
Pretoria:
Tel: 012 308 8743 Fax: 012 308 8754
Queenstown:
Tel: 045 807 2600 Fax: 045 838 3244 
Umtata:
Tel: 047 531 2763 Fax: 047 531 5186
Vanderbijlpark:
Tel: 016 950 5337 Fax: 016 981 9722
Witbank:
Tel: 013 690 6204 Fax: 013 690 6459 

� Bambanani Support Group
counselling & facilitation

Tel: 016 428 7005
Fax: 016 428 1148

� Beat it
HIV and AIDS educational video series

Idol Pictures
Tel/Fax: 021 788 3973
Website: www.beatit.co.za

� Cecilia Makhiwane Hospital Support Group
support, counselling & community education

Tel: 043 708 2757
Fax: 043 760 3380

Resources
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� Centre for the Study of AIDS
research & training

Tel: 012 420 5876
Fax: 012 420 4395
Email: csa@up.ac.za
Website: www.csa.za.org

� Community AIDS Centre
information, counselling & support,
Johannesburg Metro

Tel : 011 725 6711
Fax : 011 725 5966

� Department of Health (National)
Chief Directorate: HIV, AIDS and TB
(Treatment, Care and Support)
Tel: 012 312 0132
Fax: 012 312 3121/2
AIDS Helpline: 0800 012322
Khomanani Circles of Support: 0800 222 777
Website: www.health.gov.za

� Hope Worldwide
community information & training,
including focus on prisons

National Office:
Tel: 011 984 4422 Fax: 011 984 9819
Cape Town: Tel/Fax: 021 361 8158
Durban: Tel/Fax: 031 261 9111
Port Elizabeth: Tel/Fax: 041 583 3728
Soweto: Tel: 011 984 4422 Fax: 011 984 9819
Umtata: Tel/Fax: 047 531 4491

� Institute for the Advancement of
Journalism (IAJ)
media training

Tel: 011 484 1765
Fax: 011 484 2282
Email: info@iaj.org.za
Website: www.iaj.org.za

� KOSH Care and Support
support & counselling

Tel/Fax: 018 464 4183

� LoveLife
information & counselling

Thethajunction: 0800 121 900
Email: talk@lovelife.org.za
Website: www.lovelife.org.za

� Media Monitoring Project (MMP)
information & media monitoring

Tel: 011 788 1278 
Fax: 011 788 1289
Email: mmp@wn.apc.org
Website: www.sn.apc.org/mmp

� Maokeng Association for People Living
with HIV/AIDS (MAPWA)
counselling & support, Kroonstad region

Tel: 056 217 1706

� National Association of People Living
With HIV/AIDS (NAPWA)
information & support for PLHAs

National Office:
Tel: 011 872 0975
Cell: 083 498 3912 or 082 793 0431
Email: napnat@sn.apc.org.za
Website: www.napwa.org.za

Contact NAPWA’s national office to get current
NAPWA regional contact numbers.

� National Community Radio Forum (NCRF)
advice, information & training for
community radio

Tel: 011 403 4336
Fax: 011 403 4314
Email: ncrf@wn.apc.org

� Open Society Foundation for South Africa
(OSF-SA)
advice, information & funding for
community radio

Tel: 021 683 3489
Fax: 021 683 3550
Email: admin@ct.osf.org.za
Website: www.osf.org.za

� Parliamentary Monitoring Group
information & updates on laws and debates
in national Parliament

Tel: 021 465 8885
Fax: 021 465 8887
Email: info@pmg.org.za
Website: www.pmg.org.za

� POLICY Project
technical help & training for HIV and AIDS advocacy

Tel: 021 685 4894
Fax: 021 685 6297
Email: polproj@mweb.co.za
Website: www.policyproject.com

� Positive 
HIV and AIDS educational video series

SABC Education Sales Dept
Tel: 011 714 6767
Ochre Media
Tel: 011 880 2567

� Soul City 
information booklets

Tel: 011 643 5852
Fax: 011 643 6253
Jacana Education Tel: 011 648 1157
Email: soulcity@soulcity.org.za
Website: www.soulcity.org.za
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� Steps for the Future 
HIV and AIDS educational video series

Day Zero
Tel: 021 424 2970
Email: don@dayzero.co.za 

� United Nations Development Programme
(UNDP)
Greater Involvement of People Living
with HIV/AIDS (GIPA) Project
Tel: 012 354 8077
Website: www.undp.org

� Western Cape Networking AIDS Community
of South Africa (WC-NACOSA)
information & networking

Tel: 021 425 4308
Fax: 021 421 8754
Email: nacosawc@new.co.za
Website: www.wc-nacosa.co.za

� Wola Nani
support & income generation

Tel: 021 423 7385
Fax: 021 423 7387
Email: wolanani@iafrica.com
Website: www.wolanani.co.za

� Young Positive Living Ambassadors (YPLA)
information & support for youth

Kimberley: 053 830 5780 
Nelspruit: 013 766 2354  
Polokwane: 015 291 3671

MORE WEBSITES

� Advocacy & Action
www.cwla.org/cwla/publicpolicy/
advocacy&actionresources.html

� Advocacy Network for Africa (ADNA)
www.africapolicy.org/adna/index.htm

� Aids Alliance www.aidsalliance.org

� Aids Action for 20 Years www.aidsaction20.org

� Gender Advocacy Project www.gender.co.za

� Health-E www.health-e.org.za

� The Open Democracy Advice Centre
www.opendemocracy.org.za

� United Nations HIV/AIDS information
www.unaids.org

Add your own resources 

�
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Write your own notes here 

�
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Write your own notes here 

�



How have you used TOOL 5: Advocacy in your personal
life and community work?

Is TOOL 5 easy to read? Can you find things easily
or are some things difficult to find?

What parts of TOOL 5 do you find most useful? Why?

What parts of TOOL 5 are not so useful? Why?

Does TOOL 5 give you enough information?
What can we add?

Do the stories, quotes and poems help you?
How?

Are the activities useful?
In what way?

Are there other issues we should cover in future tools
on advocacy skills?

Do you have any other comments to help us improve
TOOL 5?

Does TOOL 5 make you think of other topics and skills
we need in future toolkits for PLHAs?

PLEASE SEND YOUR FORM BACK TO THE NATIONAL DEPARTMENT OF HEALTH | PRIVATE BAG X828 | PRETORIA 0001 | TEL 012 312 0132 | FAX 012 312 3121

PLEASE FILL IN THIS EVALUATION FORM TO HELP US IMPROVE THE TOOLKIT IN FUTURETOOL 5 EVALUATION FORM

1 6

7

8

9

10

2

3

4

5

�

�
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