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Siyam’kela

Siyam’kela [SI-YUH-MU-GE-LAR] is an African word from the Nguni
language. Translated it means “We Are Accepting” expressing a collective
embracing, understanding and acceptance of a challenge at a particular time.
The word has thus been interpreted as “Together We Stand” for this project.

The Project has been designed to explore HIV-related stigma, an aspect of the
HIVIAIDS epidemic, which is having a profoundly negative effect on the
response to people living with, and or daffected by HIV/AIDS.Within the context
of the Project, Siyam’kela denotes a collective approach in working towards
reducing HIV/AIDS related stigma and discrimination.
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/. Introduction

/.l Project ovetview

The Siyam’kela Project is a joint endeavour of the POLICY Project, the Centre for the Study of AIDS at
the University of Pretoria, the United States Agency for International Development (USAID), and the
Chief Directorate: HIV/AIDS and TB, National Department of Health. Siyam’kela is an African word meaning
“we are accepting”, expressing a collective embracing. The word has been interpreted as “together we
stand” for this project to symbolise a unity in challenging HIV/AIDS stigma.

Because stigma has an impact on prevention and care it is important to address it directly. However
stigma mitigation practice has not been well informed by theory and research. An urgent need was
identified for indicators of stigma which can be used to develop interventions and measure their success.

The Siyam’kela Project thus aims to pave the way for a stigma mitigation process by developing well-
researched indicators of HIV/AIDS stigma and discrimination. The Project has focused on three key
areas essential to South Africa’s response to HIV/AIDS:

u Faith-based organisations and communities as important sources of support to people living with
HIV/AIDS (PLHAs)
u National government departments as workplaces committed to dealing with HIV/AIDS related

stigma through good policy and practice

u The relationship between people living with HIV/AIDS (PLHAs) and the media as an example of
how empowered individuals can impact positively on perceptions and attitudes towards HIV/AIDS

A comprehensive literature review, two consultative workshops and the establishment of reference groups
in the focus areas of the project ensured that a diverse range of opinions and experiences were reflected.
The use of an independent research organisation, Insideout, for the fieldwork, also brought in a fresh
perspective.

The project consists of five aspects:
u A qualitative exploration of stigma experiences and perspectives through focus group discussions
and key informant interviews across South Africa

u The development of indicators of internal and external stigma through this field work and in
consultation with experts in the field

n A media scan to contextualise and locate the field work in a particular time and place
u The documentation of promising practices which mitigate HIV/AIDS stigma
] The development of guidelines to assist those who wish to develop interventions to impact positively

on HIV/AIDS stigma

1.2 Ovetview of this document

This document outlines proposed indicators of HIV/AIDS stigma, specifically focussing on internal and
external stigma. Before the indicators are presented some key terms are defined. This is followed by an
overview of the research approach which highlights the research process undertaken to develop these
indicators.
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1.3 Definitions
1.3.1 Indicators

Indicators are measures which alert project
managers and their colleagues to the changes

An indicator is the measure that is used to assess if and progress of their project.

an objective has been achieved, or what progress has
been made.

1.3.2 Stigma

Even though the words stigma and discrimination are often used interchangeably, their meanings do
differ. Discrimination focuses on behaviour: the “unjustifiably different treatment given to different
people or groups.”' Stigma is defined as an attribute or quality which “significantly discredits” an individual
in the eyes of others. Importantly, stigma is a process. Within a particular culture or setting, certain
attributes are seized upon and defined by others as discreditable or unworthy.”

Stigma and stigmatisation are most easily understood as social processes, which play a key role in
producing and reproducing relations of power and control in social systems. Stigma is therefore linked to
social inequality. Stigma operates in relation to difference. By making social inequalities seem reasonable,
it creates and reinforces social exclusion?.

Fear and moral judgement are considered to be the root sources of HIV/AIDS stigma. HIV/AIDS is
associated with many different fears. People may fear the casual transmission of the virus, fear the loss of
productivity of PLHAs, fear that resources may be wasted on PLHAs, fear living with the disease or fear
imminent death. Similarly, moral judgement may cause stigma. PLHAs are often seen as culpable and
deserving because the transmission of the virus is linked to stigmatised behaviour, which allows people
to understand HIV/AIDS in terms of the concept of blame. It is important to note that HIV/AIDS stigma
can be experienced not only by people living with HIV/AIDS but also by people who are suspected to be
living with HIV/AIDS because of their association with HIV/AIDS.

Stigma may manifest itself externally or internally and may have different effects.

External stigma (enacted) refers to actual
experiences of discrimination (UNAIDS,2000).
This may include the experience of domination, External stigma refers to actual
oppression, the exercise of power or control, experiences of discrimination.
harassment, categorising, accusation, punishment,

blame, exclusion, ridicule, or resentment. It may

sometimes lead to violence against a person living with

HIV/AIDS*.

Internal stigma (felt or imagined stigma) is the
shame associated with HIV/AIDS and PLHAS’ fear of

) A ) i ] Internal stigma is the shame associated
being discriminated against. Internal stigma is a

with HIV/AIDS and a PLHAS’ fear of being

powerful survival mechanism to protect oneself from L :
discriminated against.

enacted or external stigma and often results in the
refusal or reluctance to disclose HIV status or the
denial of HIV/AIDS and unwillingness to seek help®.

! Manset § Thompson, (ed.,) (1999) Combined Dictionaty Thesautus. Edinbutghi Chambets

2UNAIDS (2002) A Conceptual Framewotk and Basis for Action: HIV/AIDS Stigma and Disctimination, Geheva

* The POLICY Project, (2003) Examining HIV/AIDS stigma in selected South Aftican media: Januaty ~ Match 2003, A summaty.
Siyam’kela Reseatch Study, South Aftica

# The POLICY Project, (2003) Litetatute teview. Siyam’kela Reseatch Study, South Aftica

% ibid
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1.4 Apptoach

The process of developing these indicators began with a consultative meeting in November 2002, where 20
participants, which included participants specializing in HIV/AIDS and research, came together. The group
developed a set of draft indicators to measure HIV/AIDS stigma within the three project areas.

The field work commenced in January 2003. The purpose of the field work was to capture, record and
review stigma experiences from the three project sectors namely: PLHAs, faith groups and national government.

This involved a total of 205 participants who participated in 23 focus groups conducted across the country.
In addition, 32 in-depth interviews were held with key informants. Of the focus group participants, 55% were
women and 43% were people living with HIV/AIDS. The intention of the study was not to focus only on
PLHAs, but to hear the experiences and perceptions of a range of South Africans — those who were living
with HIV and those who were not.

Within the faith sector, a total of nine focus groups were held — one in each of the 9 provinces.Three focus
groups were conducted with each category of participants, namely faith leaders, congregation members and
PLHAs who belong or used to belong to a faith group. Participants were drawn from the Christian (including
Catholic, Anglican, Methodist, United Presbyterian, Dutch
Reformed) and Islamic faiths. Faith leaders selected the
participants for the congregation focus groups, while the
PLHAs were invited through the National Association of
People living with HIV/AIDS (NAPWAL). It should be noted = of understanding of issues related to HIV/AIDS.
that the Islamic faith was not consistently well represented = They have a strongly influential voice about

in all focus groups, and that in some cases faith leaders HIVIAIDS issues within the structure of their faith
were not ordained leaders but rather opinion leaders
working with HIV/AIDS within the church setting.

An opinion leader is a lay person belonging to

a faith based organisation, who has a deep level

based organisation.

National government was selected as an example of a workplace setting. A total of 50 employees from 12
government departments participated in five workplace focus groups. Three focus groups were held with
employees from different levels within the public sector, namely junior staff, middle managers and senior
managers.The two remaining groups were held with union representatives and with HIV/AIDS co-ordinators
from selected National Government Departments. An effort was made to include representatives from
each of the participating departments in each focus group, including; Agriculture, National Treasury, The
Presidency, The Public Service Commission, The South African Police Service, Land Affairs, Correctional
Services, Housing, Justice, Arts and Culture, Science and Technology, and Social Development. In addition
to the focus groups, eight in-depth interviews were held with Director-Generals — or their nominated
representatives — from the participating departments. Four key informant interviews were conducted with
PLHAs working in different government departments.

The third focus area of this study was PLHAs who have interacted with the media in one form or another.
In total, nine focus groups were held — one in each province — reaching a total of 59 participants. An effort
was made where possible to have gender and race specific groups, but this was not always possible. The
participants were invited through the provincial offices of NAPWA on the basis that they had interacted
with the media before.

Participants were selected through the help of people within their organisation (for example, by faith leaders,
HIV/AIDS co-ordinators or by NAPWA staff) and as a result people who are actively involved in the HIV/
AIDS field were more likely to participate. The findings can therefore not be generalised to average South
Africans not working with HIV/AIDS.

Based on the collected experiences and perspectives of stigma, the research team analysed the data according
to themes and out of these developed draft indicators. These indicators were then refined at a second
consultative meeting with 20 participants who were selected based on their HIV/AIDS expertise.The indicators
were then refined once again and set within this framework. Ten HIV/AIDS experts were then asked to share
their comments with the research team to finalise the indicators.
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2. Presentation of indicators

The indicators are presented according to themes.The 12 themes are divided across two categories,
namely internal and external stigma, and include:

B Exfernal stigma:

l. Avoidance

Rejection

Moral judgement

Stigma by association
Unwillingness to invest in PLHAs
Discrimination

Abuse

N o v ok w N

Intetnal stigma:

Self-exclusion from services and opportunities

o © m

Perception of self
10.  Social withdrawal
. Overcompensation

12. Fear of disclosure

The indicators for each theme are presented in a table (see example below). The table relates the
indicators to the relevant field work finding, names the indicators, provides important definitions, notes
how the indicators may relate to pre-existing stigma, suggests how the indicators may be verified in
different settings and lists conditions for use of the indicators. It is important to read through the
example below to understand how the indicators were arrived at and how they can be used effectively.
The reader will also note that some indicators can be used in settings where there is a significant
number of PLHAs who have disclosed their HIV status and some can be used when no PLHAs have
disclosed.

Finding

Indicatots

Page ¢
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Definitions

Relationship to
pre-existing stigma

Means of vetification

Conditions

® Patket, R and Aggleton, P (2002) HIV/AIDS-telated Stigma and Disctimination: A Conceptual Ftamewotk and ah Agenda for Action.
New York: Hotizons Progtam.
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3. Indicators
3.7 External Stigma

Finding

Indicatots
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Definitions

Relationship to
pre-existing stigma

Meahs of vetification

Conditions

" www.cps.nova.edu
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Meahns of verification

Conditions

Finding

Indicatots
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Means of vetification

Conditions

Finding
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theme 7: abuse

Definitions

Relationship to
pre-existing stigma

Means of vetification

Conditions

& www.cps.nova.edu
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3.2 Intetnal stigma
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Means of vetification

Conditions
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