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ABSTRACT

The impact of AIDS has an overwhelming effect on women as they are unable to
fulfill their multiple roles. For many women, a diagnosis of HIV/AIDS carries a

profound physical, psychological and social burden. Gender inequities, poverty and a



growing prevalence of HIV in developing countries have increased the vulnerability
of women to HIV infection. Women’s lack of social and economic independence and
their low status in their marital households also increase their vulnerability to HIV.
They are susceptible to stigma and discrimination when they are identified as being
HIV-positive. Negative social responses in these situations may result in them being

rejected by their families and denied access to resources.

A qualitative exploratory-descriptive study was conducted with fifty six women living
with HIV/AIDS (WLWHA) in the Mankweng area and surrounding villages. Six
focus groups interviews were conducted to elicit information about their experiences
and perceptions on the way families, communities, health and social service
professions treat them. A quantitative approach was also used to indicate the number

of participants who shared similar views on a particular issue.

The striking feature about the participants’ explanation of HIV and AIDS is that, they
associated HIV/AIDS with makgoma (contaminations). The participants also reported
that dealing with the consequences of the disease is a huge challenge. They also face
challenges in managing their illness. Their problems are compounded by accusations
from their partners, family members and the community who blame them for the
infection. This creates stress for them that may be detrimental to their physical and
emotional health. The participants freely expressed views on HIV/AIDS, aspects that
are positive and unsupportive of people living with HIV/AIDS. They shared their
physical, social, psychological, cultural and economical challenges. The findings also
revealed that an overwhelming number (89%) of WLWHA are struggling with
negotiating for condom use. Some of their partners are reluctant to use condoms thus,
risking re-infection that is detrimental to their health. The participants’ plea is for the
health and social service professionals to become sensitive and compassionate

towards them.
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CHAPTER 1

GENERAL ORIENTATION TO THE STUDY

11 INTRODUCTION AND BACKGROUND

Acquired Immune Deficiency Syndrome (AIDS) is becoming an increasing global
problem among women, because Human Immune Deficiency Virus (HIV) is currently
spread through heterosexual transmission (Demmer 2004:296). Worldwide, the World
Health Organization (WHQO) (1990) estimates that over eight million adults are now
infected with the HIV of whom over three million are women (Mwale & Burnard
1992:9).

The impact of AIDS has devastating effects on women because AIDS affects women not
only as individuals who are HIV infected but also negatively affects their multiple roles.
According to Mwale and Burnard (1992:9), the age group of women who have been
infected or are at risk of infection is the child bearing age or the sexually active age of 15-
45 years. The issue of AIDS and its consequences among women has brought into sharp
focus the different needs, concerns and risks that the pandemic involves for women
(WHO 1990).

Gender inequities, poverty and a growing prevalence of HIV in developing countries
have increased the vulnerability of women to HIV infection (Demmer 2004:301).
Women’s lack of social and economic independence and their low status in their marital
households also increase their vulnerability to HIV infection (FHI 2005). They have also
been made susceptible to stigma and discrimination when they are identified as being
HIV-positive (Carr & Gramling 2004:23; FHI 2005).

People living with HIV/AIDS (PLWHA) particularly women are often stereotyped as





having contracted HIV through immoral sexual behaviour (FHI 2005). They are, thus,
blamed for being HIV-positive even though their partners had infected them. Negative
social responses in these situations may result in them being rejected by their families and
denied access to resources (Carr & Gramling 2004:23; Duffy 2005:16; Bond, Chase &
Aggleton 2002:353).

Culturally, married women are expected to bear children and perform household work; if
they fail to bear children, their husbands may reject and abandon them (Campbell
1999:35; FHI 2005). These circumstances may hamper women from asserting condom
use by their husbands (Hankins cited by Airhihembuwa 1995:105). In addition, raising
children and attending to household chores may limit wives’ access to education and

employment opportunities.

1.2 MOTIVATION OF THE STUDY

As a social worker, the researcher was motivated and encouraged by her concern for the
well being and social functioning of others. There is a need to build a knowledge base on
women’s needs, challenges and experiences within their families and in the communities

particularly those infected by HIV.

The researcher was also driven to undertake this study by the fact that the effects of
HIV/AIDS on women in South Africa is one of the major challenges of this era,
especially that some women lack knowledge on their rights. Such women require
education to challenge the shame or disgrace they are experiencing in society. It has
become apparent that South Africa is one of the countries that have the highest number of
PLWHA (Center for disease control and prevention 2000; Wojcicki, Malala 2001:99).
According to Dorrington, Bradshaw and Budlender (2002:5) the Actuarial Society of
South Africa (ASSA) model estimates that in July 2002 there were 6.5 million people in
South Africa living with HIV/AIDS.





Of these, over 6,1 million (95,1%) people were in the age group of 18-64 years, and an
estimated 3,2 million women of child bearing age (15-49 years) were living with
HIV/AIDS. The extent to which HIV/AIDS is increasing among women, prompted the
researcher to focus on unraveling their plight. Rao-Gupta (2005:2) indicates that these
women are economically, culturally and socially disadvantaged and frequently lack

access to treatment, financial support and education.

In 2003 when the researcher was a volunteer in the Mankweng psychiatric unit, she
observed that many women who had discovered their HIV status, presented with shock,
anger, denial and fear of disclosing their status to their partners, family and friends due to
fear of stigmatization, discrimination and rejection. These experiences made the
researcher to become increasingly aware of the challenges faced by women living with
HIV/AIDS.

Siegel and Krauss (1991:17) indicate that women with HIV/AIDS reported that dealing
with the consequences of the disease was one of the problems they were facing. In many
societies, HIV positive women face greater stigmatization, discrimination and rejection
than men because women are perceived as carriers of the virus (FHI 2005:3; Whiteside &
Erskine 2002:9).

Reports of women who were deprived of familial support, beaten or thrown out of their
homes when their status was revealed, even if their husbands/partners were the sources of
infection, have become common in developing countries (Carr & Gramling 2004:23).
Women often experience a range of negative emotions, including depression, hostility
and anxiety. People shy away from them and do not touch or shake hands with them
(Duffy 2005:16; Bennett cited by Derlega & Barbee 1998:21). Fearing these kinds of
rejection, women often conceal information about their condition. All these factors urged
the researcher to find out more about the challenges and experiences of women living
with HIV and AIDS.

1.3 STATEMENT OF THE PROBLEM





HIV/AIDS is no longer striking primarily men (National Council for Research on
Women (NCRW) 2004:6). A study conducted by several organizations indicated that
more than 20 years into the epidemic, women account for nearly half of the 40 million
people living with HIV worldwide (United Nations Joint Programme on HIV/AIDS,
United Nations Population Fund & United Nations Development Fund for Women
2004:1; NCRW 2004:6).

The South African National Department of Health’s (2004:4) study indicates that 5.6
million South Africans were living with HIV by the end of 2003 of these 3.1 million were
women of between 15-49 years old. The estimated adult HIV-prevalence rates from
2001-2005 shows that the prevalence rate of HIV/AIDS is the highest (18,1%) among
women aged 15-49 years (Statistics South Africa 2005).

Many women already infected with HIV face a host of challenges in managing their
iliness and negotiating their family responsibilities. For many women, a diagnosis of
HIV/AIDS carries a profound physical, psychological and social burden. Managing and
living with the diagnosis is complex and stressful. Feeling blamed by others for having
HIV affects their physical and emotional health, diminishes their quality of life and
results in failure to adhere to treatment (Brown, Melchoir & Huba 1997:139).

Traditionally, women play an important role in the African society. The family is held
together by women, and they are regarded as ‘natural carers’ (Rabbort & Wallace
1990:51). Thus, the physical burden imposed by AIDS on women is heavy as they are no
longer able to fulfill their multiple roles. It should be noted that much of the care in
developing countries for people with AIDS is provided at home, mostly by women
(Gilbert & Walker cited by Demmer 2004:306; Kieirini 1990:373).

Women face challenges based on other people’s and society’s reaction to the disease.
They are frequently stigmatized and discriminated against by families and friends due to
their HIV condition (Abel, Rew, Gortner & Delville, 2004:511). Infected women
therefore carefully consider the decision about who, when, and how to tell someone about
their HIV status (Derlega & Barbee 1998:3).





The way in which women discover and disclose their HIV status to others, as well as how
they cope with their HIV status, is influenced by cultural and community beliefs and
values regarding the causes of the illness, learned patterns of response to illness, social
and economic contexts, and social norms (Mechanic cited by Brown, Trujillo, &
Macintyre 2001:6).

In many societies being socially ostracized, marginalized, or even killed are very real
potential consequences of exposing one’s HIV status. The tragedy of Gugu Dlamini, who
was beaten to death in South Africa in 1998, after she had publicly disclosed her HIV
status, is a stark reminder that women are particularly vulnerable to violence caused by
people’s fear of HIV/AIDS.

1.4  AIM OF THE STUDY
The broad aim of this study was to explore and describe various challenges and

experiences of women living with HIV/AIDS. These include physical, psychological,

social, cultural, and economical challenges they encounter.

1.4.1 Objectives
The specific outcomes of this study were to:

Broaden the understanding, knowledge and insight of the researcher into the challenges

facing women living with HIVV/AIDS.





Explore the experiences of women living with HIV/AIDS from different cultural,
educational and economic background.
Examine how HIV positive women handle discrimination and rejection.

Formulate hypotheses for future in-depth research.

1.5 ASSUMPTIONS OF THE STUDY

The assumptions for the study were:

Women living with HIV/AIDS conceal information about their condition due to fear of
rejection by their partners, family, friends, and the community.

Feelings of shame and disgrace prevent women from disclosing their HIV status.
People’s negative reaction towards women living with HIV/AIDS has a debilitating
effect on their self-esteem.

Fear of disclosure and denial are the major issues women living with HIV/AIDS face.
Women living with HIV/AIDS experience physical, psychological, social, cultural, and
economical effects.

Gender inequality is one of the factors that influence women’s inability to protect
themselves from being infected by HIV.

HIV-positive women require knowledge and education to challenge the stigma and
discrimination they face within the society.

GUIDING QUESTIONS

In order to maintain focus and relevance, the following guiding questions were
formulated for the focus group interviews:

What are your views about HIV/AIDS?

What is your opinion about the treatment of PLWHA in families?





How long did it take before you disclosed your HIV status?

How did your husband or partner and other family members react about your HIV/AIDS
status?

How has your life changed after being informed of your HIV status?

What type of social work intervention does PLWHA require?

Is there anything else you might want to add regarding HIVV/AIDS?

1.7 RESEARCH METHODOLOGY

Research methodology is called the science of finding out more about a particular
phenomenon (Babbie 2004:6). It is the process that involves the application of a variety
of standardized methods and techniques in the pursuit of valid knowledge (Mouton &
Marais 1990:154).

Various authors (Rubin & Babbie 1997:94 & Reid cited by Strydom 1998:425) are of the
opinion that a methodology section describes in precise terms the design of the study,
including the logical arrangements, sampling and data collection procedures and the

measurement approach used.

1.7.1 Type of research

The research was qualitative in nature. The method was chosen as the study sought to
gain insight into the experiences of women living with HIV/AIDS. In its broadest sense
qualitative research refers to research that elicits participant accounts of meaning,
experience or perceptions (Schurink 1998:243). Qualitative research uses qualifying
words and description to record and investigate aspects of social reality (Bless & Higson-
Smith 2000:156).

This approach was useful as it enabled the researcher to gain first hand experience from
the participants (Creswell 2003:18). The researcher was also able to observe, listen to and

reflect on what the participants were saying. The quantitative method was also used in the





presentation of data. The method enabled the researcher statistically to indicate the

number of participants who shared similar views on a particular issue.

Research design

A research design is a blue print or detailed plan for how a research study is to be
conducted (Thyer cited by Fouche & De Vos 1998:123).

An exploratory-descriptive research design was utilized. The purpose of exploratory
research is to gain a broad understanding of a situation or phenomenon (Bless & Higson-
Smith 2000:41). It addresses the what question (Neuman 2000:21). The exploratory
design enabled the researcher to explore and gain a broad understanding of and insight

into the phenomenon under study.

The descriptive design on the other hand is aimed at describing a particular phenomenon
(Bless & Higson-Smith 2000:154). It focuses on how and who questions and enabled the
researcher to provide a detailed, highly accurate picture of the background and context of
the participants situation (Neuman 2000:22). Thus, the exploratory-descriptive design
helped the researcher to acquire precise information on the characteristics of the
participants and their experiences as PLWHA.

1.7.3 Population

A population is the entire set of objects or people that are the focus of the research and
about which the research wants to determine some characteristics (Bless & Higson-Smith
2000:84). The population for this study consisted of black women infected with HIV and
AIDS residing in Mankweng and surrounding villages (viz; Boyne Mamabolo, Nobody,

Sebayeng and Segopye). These areas are situated in the Capricorn district which had





nineteen (19) support groups for PLWHA. However, only fifteen groups were

functioning at the time of the study.

Each support group had its own membership as shown in Table 1. The number of
participants of WLWHA who participated in focus group interviews is indicated in Table

1 below.
Table 1: Support groups
Support group Membership/ | Participants Date of focus
Population in focus group | group interview
interviews
Sebayeng 18 10 12 April 2006
(Solomondale)
Support Group
A-Mamabolo 16 8 13 April 2006
Support Group
Mankweng Support | 35 9 13 April 2006
Group
Nobody-Support 15 8 18 April 2006
Group
Boyne- 18 12 19 April 2006
(Tswaranang
Support Group)
Segopye-Support 17 9 20 April 2006
Group
Total 119 56

Six focus groups were conducted (Table 1) with an average of 9 members per group.
Only group members who were between 18-49 years were considered for the study.
From volunteers, the researcher selected members who met a criterion for the study (cf.

1.7.4) to participate in the focus group interviews.
1.7.4 Sampling method

A non-probability purposive sampling technique was used. This technique enabled the
researcher to select the sample on the basis of specific elements and the aim of the
research (Rubin & Babbie 1997:266).





A purposive sampling technique was utilized to select fifty-six (56) women living with
HIV/AIDS in the Mankweng area and surrounding villages, in the Capricorn district

(Limpopo Province), to participate in the study. The following criterion was applied:

Women whose age fell between 18-49 years, since HIVV/AIDS is increasing among these
women (SSA 2005; Dorrington, Bradshaw & Budlender 2002:5).

Women who had already disclosed their HIV status.
Women infected with HIVV/AIDS regardless of their marital status.
1.7.5 Data collection methods

A variety of data collection methods are used in qualitative research, such as unstructured
or semi-structured interviews, focus group interviews, observations, and visual materials

(Creswell 2003:185). Focus group interviews were conducted for this research project.

1.7.5.1 Focus group interviews

Focus group interviews were held with six groups of eight to twelve PLWHA to uncover
information on the participants’ perceptions, feelings, opinions, thoughts, and
experiences. Focus groups are described as a purposive discussion of a specific topic or
related topics taking place between eight to ten individuals with a similar background and
common interest (Schurink, Schurink & Poggenpoel 1998:314).

The focus group discussions provided a basis for understanding issues related to gender
and sexuality. Open-ended questions were used to elicit the views and opinions from the
participants on a particular issue. These questions provided the participants with an
opportunity to freely express themselves, and to share their understanding of the issue
being studied. The advantage of using open-ended questions is when a variable is
relatively unexplored or unknown to the researcher (Fouche 1998:160).

Each focus group discussion had an assistant moderator, who was taking notes
throughout the discussions, listening to notable quotes, noting several key points in

response to each question, monitoring recording equipment, drawing a diagram of the

10





seating arrangements, giving an oral summary and feedback after each discussion. The
responses were recorded on a tape and later transcribed, and translated into English. The

NVivo programme was used to manage the data.

1.7.6 Data analysis method

Data analysis is the process of bringing order, structure and meaning to the mass of
collected data (De Vos & Fouche 2002:339). Qualitative data analysis is a search for
general statements about relationships among categories of data (Creswell cited by De
Vos & Fouche 2002:340). Some trends will be followed/tracked using quantitative data

emanating from the group discussions.

The NVivo programme was used to manage and organize qualitative data. The
programme organises raw data and links them with memos and databites to enable
researchers to make codes and analytical notes, and then edit and rework ideas as the

project progresses (Walsh 2003:253).

The following procedure was followed using the NVivo programme:
Stored, managed and linked documents and ideas;

Linked data documents and nodes as ideas were developing;

Coded documents at nodes to show where the concept occurs in the text;
Created memo ideas about the data/documents;

Searched and created cases; and

Organized ideas in trees of nodes.

1.8 THEORETICAL FRAMEWORK

The most commonly used branches of feminism include cultural, liberal, marxist, post-
modern, socialist, and radical feminist theories (McDowell & Pringle 1992:10; Makofane
2003:108), which are discussed in detail in Chapter Two.
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Considering the broadness of feminism, the researcher aligned herself with radical
feminism that focuses on the oppression of women that is embedded in patriarchy and
seeks to change society through activism (Corey 1998: 346). The root cause of women’s
oppression is patriarchal gender relations, as opposed to legal (liberal feminism) or class
conflict (socialist feminism and marxist feminism) (Wikipedia 2001:1). Patriarchal theory
maintains that the primary element of patriarchy is a relationship of dominance, where
one party (commonly males) is dominant and exploits the other party (generally women)
for its own benefit (Stewart 2003:2). Radical feminism postulates that the cause of all
other inequalities is the oppression of women. For many African women the threat of
HIV and AIDS begins with a lack of control over their sexual lives. Failure for women to
control their bodies makes them vulnerable to contracting HIV (Doyal, Naidoo & Wilton
1994:75).

Radical feminism believes that the way to deal with patriarchy and oppression of all
kinds is to attack the underlying causes of these problems namely gender inequality and
to address the fundamental components of society that supports them. The two major
aims of radical feminism are to protect women from male violence and to restructure
society (Doyal, Naidoo & Wilton 1994:75), should this be accomplished there would be a
likelihood of witnessing the emergence of assertive women who would be in a position to

negotiate for safe sex.

19 AREAOF THE STUDY

The study was conducted in Mankweng and surrounding villages in the Capricorn
district. Mankweng area is situated +/- 30 km east of Polokwane in the Limpopo
Province. The choice of this area was influenced by the fact that various health facilities
and resources exist such as, the Mankweng Academic Hospital, clinics, home
community-based care, support groups for HIV and AIDS infected people and youth
groups. The population composed of diverse cultural groups, namely AmaZulu,

AmaXxhosa, Vatsonga, Batswana, Bapedi, and VhaVenda.
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1.10 ETHICAL CONSIDERATIONS

The following ethical considerations were observed:

Voluntary participation

All participants participated in the study voluntarily (Babbie 2004:63). They were made
aware of the aim of the study and were asked to complete a consent form (Rubin &
Babbie 1997:60; Bless & Higson-Smith 2000:100).

Informed consent

Each participant signed a consent form developed by the University of Limpopo. This
form acknowledges that the participants’ rights are protected during the data collection.
Elements of the form include that:

- Participants are to participate voluntarily and may withdraw at any time;

- Participants understand the nature and procedures of the study; and

- Feel free to ask questions about the benefits of the study.

Protection from physical and mental harm
The researcher attended to the participants’ emotional being (debriefing) after the focus

group interviews with the assistance of a qualified professional nurse.

Confidentiality
The participants were assured that the data would only be used for the stated purpose of
the research (Bless & Higson-Smith 2000:101).

Release or publication of the study

The researcher compiled the research report as accurately as possible so that it will serve
as a guide for future researchers who will conduct studies on the same or related topic
(Strydom 1998:30). It is anticipated that the findings will be publicized through a journal

article.
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1.11 SIGNIFICANCE OF THE STUDY

Different social and health care professionals will gain insight and understanding into the
challenges facing WLWHA. The knowledge acquired will have a positive impact on their

service delivery.

The policy makers will also ensure that policies respond to the plight of WLWHA. In
addition, this study will serve as a baseline for future in-depth studies and for researchers

who are interested in conducting research on the same or related topic.

112 LIMITATIONS
The limitations of the study are:

The findings cannot be generalized to the entire population since the study was
qualitative, focused on WLWHA whose age ranged between 18 and 49 years from

Mankweng area and surrounding villages.

1.13 OPERATIONAL DEFINITION OF CONCEPTS

Stigma

The term stigma refers to prejudice, discounting, discrediting, and discrimination directed
at people perceived to have HIV or AIDS (Gregory & Mitnick 1996:1). It is an
undesirable attribute that an individual possesses (Goffman cited by Brown 2001:4).
Stigmatization is the labeling of an individual or a group as different or deviant (Brown,
Trujillo & Macintyre 2001:4). In this study stigma refers to the negative utterances and
attitudes of people towards WLWHA.
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Acquired immunodeficiency syndrome (AIDS)

Acquired immunodeficiency syndrome is an incurable infectious viral disease that results
in damage to the immune system (Fan & Conner 1996:237). According to Togni
(1997:11), AIDS is the result of infection with the Human Immunodeficiency Virus
(HIV).

HIV
HIV is the abbreviation for Human Immunodeficiency Virus. It is the virus which causes

Acquired Immunodeficiency Syndrome (Van Dyk 2001:423).

Woman

The term woman is used to indicate biological sex distinctions, cultural gender roles or
both (Anderson 2002:15). According to the Oxford Advanced Learners Dictionary
(1974:990), a woman is an adult female human being. In this study the concept woman
refers to an adult female person who is HIV positve, whose age fell between 18 and 49

years.

Experience

The concept is defined as knowledge resulting from actual observations or practical
acquaintance, or from what one has undergone (Rumble & Stevens 2002:894). It actually
entails events that took place within the knowledge of an individual, family, community,
and human race (Rumble & Stevens 2002:894). In this study the concept refers to the

process of gaining knowledge through practice.

Patriarchy

Patriarchy is the system which oppresses women through its social, economic and
political institutions. In the 1970s and 1980s, feminists developed the term 'patriarchy’ to
refer to the systematic nature of men's power (McDowell & Pringle 1992:10). Patriarchal
theory maintains that the primary element of patriarchy is a relationship of dominance,
where one party (commonly males) is dominant and exploits the other party (generally

women) for its own benefit (Stewart 2003:2). Patriarchal theory notes that dominant men
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frequently use violent hierarchical social power to control non-dominant men as well as
women. In this study patriarchy refers to male domination through power and control

over females.

CHAPTER 2

THEORETICAL PERSPECTIVES ON THE EXPERIENCES OF WOMEN
LIVING WITH HIV AND AIDS

2.1 INTRODUCTION AND BACKGROUND

The Acquired Immunodeficiency Syndrome (AIDS) is the severe manifestation of
infections with Human Immune Deficiency Virus (HIV), characterized by weight loss,
chronic diarrhea, prolonged fever, enlarged lymph nodes, and opportunistic infections
(Miller & Rockwell 1998: xi). AIDS was first recognized as a new condition in 1981
(Green & McCreaner 1996:1). More cases were soon described, and it became clear that
the disease was assuming epidemic proportions. The infections agent was finally found to
be the Human Immune Deficiency Virus, which causes AIDS (Van Dyk 2001: 423).

According to Togni (1997:11), the specific behaviour that cause the spread of HIV

include unprotected vaginal or anal sexual intercourse with someone who is HIV
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positive, sharing injection needles and syringes with someone who is HIV positive and
transmission of the HIV virus from an infected pregnant mother to her unborn child or
during breast feeding. Currently, the United Nations Programme on HIV/AIDS
(UNPHA) and the World Health Organization (WHQO) estimate that, globally, the
majority of infections are acquired through unprotected sex and at least 70% of those
cases are attributed to heterosexual intercourse (Kathleen & Squires 2003:2). Women are
now considered the fastest-growing population infected with HIV. Several authors
(Abdool-Karim cited by Demmer 2004:296; Kathleen & Squires 2003:2; Crewe 1992:21)
have indicated that in the United States, South Africa and other developed countries,

heterosexual behaviour is the main source of infection in women.

The South African National HIV prevalence was first calculated in the 1990s using
antenatal survey (Arkermann & De Klerk 2002:164). The Department of Health has
undertaken a series of annual unlinked, anonymous HIV surveys amongst women
attending antenatal clinics [Health Economics and HIV/AIDS Research Division
(HEARD) 2005:2]. The Ninth National HIV survey of women attending antenatal clinics
of the public health facilities in South Africa was conducted in October/November 1998.
The survey was based on 15 301 blood samples screened for HIV antibodies, of which an
estimated 22, 8% of women attending antenatal clinics nationally, were infected with
HIV (South African Government Information 1999:1).

Women worldwide are particularly vulnerable to HIV/AIDS infection due to assumed
gender specific roles (Pitcher & Bowley; Farmer, Conners & Simons, cited by
Kalichman, Simbayi, Kaufman, Cain, Cherry, Jooste, and Mathiti 2005:300). South
African women experience multiple barriers in their efforts to reduce their risks of HIV
infection, including violence, the inability to negotiate sex or condom use, trafficking,
forced prostitution, rape - including marital rape, and incest. Women who suggest using
condoms with a sex partner may experience adverse consequences, including threatening
the masculinity of their partners, raising the partner's suspicions about their monogamy or
sexual histories, exposing themselves to further violence, being rejected and losing their
partner’s financial support (Wood, Maforah, & Jewkes 1998:164; Ackermann & De
Klerk 2002:233 and Kalichman et al. 2005:300).
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Women are silenced and are unlikely to seek medical care, testing or information due to
the social stigma, fear, isolation, and loss of family, property and/or income (Carr &
Gramling 2004:35). A lack of access to education, experienced by women in many
developing countries, further limits the knowledge that women and girls have of their
own reproductive systems and of the health risks associated with sexual activity
(Campbell 1999:37). In addition, women who are frequently caregivers within families,

also care for terminally ill family members suffering from HIV/AIDS.

This chapter intends to explore myths about the transmission of HIV, feminist theories on
women and HIV/AIDS, factors that make women vulnerable to HIV infection,
perceptions on HIV/AIDS, consequences of HIV/AIDS, treatment of people living with
HIV/AIDS, disclosure of HIV status, unmet needs of HIVV-positive women, and life after

HIV diagnosis.

2.2 MYTHS ABOUT THE TRANSMISSION OF HIV/AIDS

There are some truly horrifying myths that are circulating in some communities about
how to avoid HIV infection and AIDS. These myths are extremely dangerous and should
be counteracted in the South African society by means of intensive public education.
Some people, for example, erroneously believe that they will not get AIDS (or that AIDS
can actually be cured) if they have sex:

with very fat women (they evidently do not have the slimming disease),

with virgins,

with girls younger than 12 years of age,

with very young boys.

Beliefs like these can be the cause of repulsive criminal behaviour and can also cause
HIV infection to spread rapidly. Common misconceptions about HIV and AIDS include

the following:

2.2.1 Sexual intercourse with a virgin will cure AIDS

The popular myth that sex with a virgin will cure AIDS is the root of the recent upsurge
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in child rapes of children under the age of eight years (Ackermann & De Klerk
2002:167). Virgin cleansing is a myth that has occurred since at least the sixteenth
century. Although the exact prevalence of this is unclear, it is believed to occur
worldwide (Wikipedia 2001:1). Doing so, does not cure the infected person, but will
expose the victim to HIV infection, potentially spreading the disease further. This myth
has gained considerable disrepute as the perceived reason for the certain recent increase

in occurrence of sexual abuse and child molestation (Wikipedia 2006:1).

2.2.2 HIV is transmitted by mosquitoes

When mosquitoes bite a person, they do not inject the blood of a previous victim into the
person they bite next. Mosquitoes do, however, inject saliva into their victims, which
may carry diseases such as dengue fever, malaria, yellow fever or the West Nile virus,
thus infecting the person being bitten. However, HIV is not transmitted in this way (Van
Dyk 2001:24; Webb Webb, Happ, Maupin, Johnson, Ou, Monath cited by Wikipedia
2001:1). On the other hand, a mosquito may have HIV-infected blood in its gut, and if
swatted on the skin of a human who then scratches it, transmission may in principle occur
(Siemens cited by Wikipedia 2001:2). This risk is very small, and no cases have yet been

identified through this route of this kind of transmission.

2.2.3 HIV cannot be transmitted through oral sex

It is agreed that oral sex is a much lower risk activity than vaginal and anal sex. It has
been established that HIV can be transmitted through both insertive and receptive oral
sex when there is contact between the semen and the mouth membranes (Rothenberg,
Scarlett, Del Rio, Reznik & O’Daniels 1998:2095). While the risk of infection from a
single encounter is extremely small, it increases with the frequency of this activity,

according to the binomial probability theory.
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2.2.4 You can easily get HIV from being tattooed

Due to the instability of HIV in an open environment, the chances of being infected from
the tattooing process are very slim (Siemens cited by Wikipedia 2001:2). The virus would
be unlikely to survive being exposed to open air on the end of the needle for more than a
couple of minutes. For a tattoo recipient to be infected would require an artist with HIV
to bleed into a fresh tattoo wound. Single used needles and proper precautionary cleaning
and sterilization eliminate much of the risk of disease transmission in tattooing. No case
of HIV has ever been determined to have been caused by tattooing. Tattooing without

proper precautions can carry certain forms of hepatitis.

2.2.5 HIV can only infect gay men and drug users

HIV can infect anybody, including babies (Derlega & Barbee 1998:157; Wikipedia
2001:2) It is true that anal sex regardless of the gender of the receptive partner carries a
higher risk of infection than most sex acts, but most penetrative sex acts between
individuals carry some risk unless adequate protection is used. It is also true that HIV is
more prevalent in Western societies at this time among gay men and injecting drug users
(Wikipedia 2001:2).

2.2.6 An HIV-infected mother cannot have children

HIV-infected women are still fertile, although in late stages of HIV disease a pregnant
woman may have a higher risk of spontaneous miscarriages. Normally, the risk of
transmitting HIV to the unborn child is between 15%-30%. However, this may be

reduced to just 2%-3% if patients carefully follow medical guidelines. (WHO 2005).

2.2.7 AIDS can be cured

Highly Active Antiretroviral Therapy (HAART) allows the stabilization of the patient’s
symptoms, but they do not cure the patient of HIV or of the symptoms of AIDS. High
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levels of HIV-1 (often HAART-resistant) return once treatment is stopped (Becker,
Dezii, Burtcel, Kawabata, & Hodder, cited by Wikipedia 2006:3). There is currently no
HIV vaccine, although research continues in this area. It is true, that in some cases HIV
has been reduced to a survivable chronic condition. There have been a very small number
of cases where an individual has definitively tested positive and subsequently became
negative through treatment, but even if these cases are accepted there remains debate over
their legitimacy as it is not known how this occurred, and it is an extremely rare event in

the context of almost fifty million cases of HIV infection worldwide.

2.2.8 The AIDS epidemic began when a human male had sexual intercourse with

African monkeys, transmitting the virus to modern humans

While it is true that HIV is most likely a mutated form of SIV (the Simian
Immunodeficiency Virus), a disease present only in African monkeys, it is extremely
unlikely that the zoonosis (inter-species transfer of a disease) of HIV occurred through
sexual intercourse. The African monkeys, which carry SIV, are often hunted for food,
and epidemiologists theorize that the disease appeared in humans after hunters came into
blood-contact with monkeys infected with SIV that they had killed. The first known
instance of HIV in a human was found in a person who died in the Congo in 1959
(Wikipedia 2001:3).

2.29 HIVis the same as AIDS

This is false. HIV is an acronym for Human Immunodeficiency Virus, while AIDS is the
collection of symptoms, diseases and infections associated with an acquired deficiency of
the immune system. While HIV is almost universally acknowledged as the underlying
cause of AIDS, not all HIV positive individuals have AIDS, as HIV can remain in a latent

state for many years (Wikipedia 2001:3).
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2.2.10 HIV antibody testing is unreliable

The diagnosis of infection using antibody testing is one of the best-established concepts
in medicine. HIV antibody tests exceed the performance of most other infectious disease
tests in both sensitivity (the ability of the screening test to give a positive finding when
the person tested truly has the disease) and specificity (the ability of the test to give a
negative finding when the subjects tested are free of the disease under study). All current
HIV antibody tests have sensitivity and specificity in excess of 96% (except the HIV-
TEK G by Sorin Biomedica) and are, therefore, extremely reliable (WHO, 2004).

Having the antibodies is different from actually having the virus because HIV antibodies
are formed from exposure to HIV test vaccines which stimulate the body's response to
HIV infection but do not fully simulate HIV. Positive HIV antibody tests are usually
followed up by retests and tests for antigens, viral genetic material and the virus itself,

providing confirmation of actual infection.

2.2.11 AIDS is nothing more than a new name for old diseases

The diseases that have come to be associated with AIDS in Africa - such as diarrhea
diseases and tuberculosis - have long been severe burdens. However, high rates of
mortality from these diseases, formerly confined to the elderly and malnourished, are
now common among HIV-infected young and middle-aged people, including well-
educated members of the middle class (UNAIDS 2000).
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2.2.12 AZT and other antiretroviral drugs, not HIV, cause AIDS

The vast majority of people with AIDS had never received antiretroviral drugs, including
those in developed countries prior to the licensure of AZT in 1987, very low people in
developing countries today where very few individuals who have access to these
medications (UNAIDS 2003).

In the 1980s, clinical trials enrolling patients with AIDS found that AZT given as a
single-drug therapy conferred a modest (and short-lived) survival advantage compared to
placebo. Among HIV-infected patients who had not yet developed AIDS, placebo-
controlled trials found that AZT given as single-drug therapy delayed, for a year or two,
the onset of AIDS-related illnesses. The lack of AIDS cases and death in the AZT arms
of these placebo-controlled trials effectively counters the argument that AZT causes
AIDS (Wikipedia 2001:3)

2.2.13 Behavioral factors such as recreational drug use and multiple sexual

partners, not HIV, account for AIDS

The proposed behavioral causes of AIDS, such as multiple sexual partners and long-term
recreational drug use, have existed for many years. The epidemic of AIDS, characterized
by the occurrence of formerly rare opportunistic infections such as Pneumocystis carinii
pneumonia (PCP) had not occured in the United States until a previously unknown
human retrovirus - HIV - spread through certain communities (NIAID, 1995a; NIAID,
1995b).

Compelling evidence against the hypothesis that behavioural factors cause AIDS comes
from recent studies that have followed cohorts of homosexual men for long periods of
time and found that only HIV-seropositive men develop AIDS (Wikipedia 2001:3).

2.2.14 Not sharing hypodermic needles with a seropositive person means one is safe
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from HIV

Using previously contaminated needles or other works to divide a drug solution among
drug injection partners can spread HIV. Studies in the early- and mid-1980s focused only
on sharing needles, but studies beginning in the late-1980s have shown that this message
can lead to increased HIV risk of infection because they fail to highlight the risks of

infection from sharing the same prep equipment, not just the needles themselves.

2.2.15 HIV/AIDS is only found amongst black person

All race groups in South Africa are susceptible to HIV/AIDS. According to the respected
South African National HIV Prevalence Incidence Behavior and Communication Survey,
2005, commissioned by the Nelson Mandela Foundation, a total of 10.8% of South
Africans were infected with HIV. Statistically, many more Africans are infected than
other races. Infections across racial categories were broken down as follows:

African (13.3%)

White (0.6%)

Coloured (1.9%)

Indian (1.6%)

The same study notes that infection rates are highest in South Africa’'s poorest
communities, in informal rural and urban settlements, where statistically more African

people live than Whites, Coloreds or Indians. It can, therefore, be argued that HIV/AIDS
generally impacts more heavily on the poor than the rich.
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Figure 1: South African National HIV Prevalence Incidence Behavior and Communication Survey, 2005

2.2.16 Condoms do not work

According to Wikipedia (2000:4), if condoms used consistently (in other words, every
time one engages in sex) and correctly, are 100% effective. Human error introduces the
risk of transmission for example, if one does not use a condom all the time, or if the
condom breaks because it has been stored incorrectly, it is past its expiry date, or not
enough of the correct lubricant is used. Condoms only break if used incorrectly. Latex
condoms provide a continuous barrier to micro-organisms, including HIV, so it is untrue

that condoms have holes in them which allow HIV to pass through.

2.3 FEMINIST PERSPECTIVES ON WOMEN AND HIV/AIDS

Theories have been developed to explain different aspects of people's behaviour. The
feminist theory has developed into many branches that are focusing on different feminist
issues. Each definition of feminism depends on a number of factors including ones own
beliefs, history and culture (Stewart 2003:1).

2.3.1 Feminist theory
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Richardson (1994:45) postulates that "it is one thing to say that AIDS is a women's issue,
another to claim that it is a feminist issue”. She further more indicates that people should
not only ask how HIV/AIDS affects women specifically, but also how women's
subordination influences their risk of HIV infection and experiences of HIV/AIDS
(Richardson 1994:45).

Feminist theory has identified issues of sexuality as central in women's oppression. This
theory aims to understand the nature of inequality and focuses on gender politics, power
relations and sexuality (Stewart 2003:1). This is especially important with respect to
HIV/AIDS, where women's ability to practise safer sex is constrained by the dominant
cultural construct (Wilton 1994:5). Feminists believe that women are oppressed simply
due to their gender based on the dominant ideology of patriarchy. Feminist theory
attempts to analyse and explain how and why women have less power than men and how
this imbalance could be challenged and transformed. The theory generally suggests a

body of knowledge, which offers critical explanations of women's subordination.

Within the feminist theory, sexuality is identified as a site of struggle in which men
exercise power over women, although important differences exist between feminists in
understanding women's sexuality and oppression (Nicolson 1992:37; Richardson
1994:50). Acknowledging the power relations embedded in sexual relations helps to
explain both how and why women can find the process of negotiating safer sex difficult.
As Holland (cited by Doyal, Naidoo & Wilton 1994:51) point out: “From a feminist
perspective, using or not using a condom is not a simple, practical question about dealing
rationally with risk, it is the outcome of negotiation between potentially unequal partners.
In many sexual encounters women have little choice about whether or how to engage in

sexual activity with men....”

AIDS has impacted on women's lives as carers of people with HIV/AIDS (McDowell &
Pringle 1992:128). Here the issue is women’s traditional role as caregiver within the
heterosexual family and the negative consequences this can have for women (Rabbort &
Wallace 1990:51; Gilbert & Walker cited by Demmer 2004:306; Kieirini 1990:373). In
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addition to the issue of women's relative lack of control over sexuality and reproductive
capacities, HIV/AIDS raises many other issues, such as access to health care, housing and
childcare facilities, which are long-term goals of feminism (Richardson cited by Doyal,
Naidoo, & Wilton 1994:54). The most commonly used branches of feminism such as
cultural, liberal, marxist, post-modern, socialist, and radical feminist theories (McDowell
& Pringle 1992:10; Makofane 2003:108) will be presented below:

2.3.1.1 Cultural feminism

Cultural feminists believe that oppression stems from society's devaluation of women's
strengths. This theory emphasizes the differences between women and men and believes
the solution to this kind of oppression lies in the feminization of culture so that society
will become more nurturing, cooperative and relational towards females (Corey
1998:346). Femininity portrays the ideal woman as being modest, pure, weak,
acquiescent, vulnerable, and abstinent until marriage, at which point the woman becomes
subordinate and obedient to her spouse (Giffin & Lowndes cited by Marcovici 2002:5).
These assigned characteristics are accompanied by a series of cultural norms and
expectations that are likely to undermine women's self-determination and thus place
women at the risk of contracting HIV. In terms of defining female sexuality, femininity
implies that a woman must be innocent and self-sacrificing, placing the needs and desires
of her male partner before her own (Marcovici 2002:4).

Many African women feel that they have no right to assert their own needs and desires in
a situation where the male partner's wants are seen as paramount (Van Dyk 2001:26;
Mwale & Burnard 1992:14). They feel unable to assert their wish for safe sex or for no
sex at all. These beliefs may not simply kill a woman's desire; but may also lead directly
to her contracting HIV. Some African women are also still unable to exercise their
reproductive rights as a result of pressure from their partners to have more children
(Derlega & Barbee 1998:78). In traditional society these women occupy subordinate
positions and have little decision-making powers. It has been observed that in some rural
areas of South Africa talking about sex is still a taboo. A woman asking for the use of

condom would easily be blamed of mistrusting her husband and alleging him of being
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unfaithful (Kalichman et al. 2005:300). In some instances, the woman may be suspected
of indulging in extramarital affairs. In many societies there is a culture of silence that
surrounds sex and dictates that good women are expected to be ignorant about sex and
passive in sexual interactions (Carovano 1992:143). This makes it difficult for women to

be proactive in negotiating safer sex.

2.3.1.2 Liberal feminism

Liberal feminists believe that oppression exists because of the way in which men and
women are socialized, which supports patriarchy and keeps men in positions of power
(Friedan cited by Stewart 2003:4). The main views of liberal feminists are that all people
are created equal by God and deserve equal rights (Stewart 2003:4). For instance, the
goals of this theory are equal rights and equal access to services (Saulnier cited by
Makofane 2003:108). However, this is in contrast with most African cultures that require

women to become subservient thus become vulnerable to contracting HIV.

Liberal feminists believe that women have the same mental capacity as their male
counterparts and should be given the same opportunities in political, economic and social
spheres (Friedan 2003:4). Women should have the right to choose, not have their life
chosen for them because of their gender (Lorraine cited by Stewart 2003:4), as
Richardson (1994:55) states: “a feminist politics of sexuality must surely give weight to
both choice and compulsions of women's experience around sex. The right to say yes and
the power to say no are both important”. Liberal feminists create and support acts of
legislation that remove barriers for women. These acts of legislation demand equal
opportunities and rights for women, including equal access to jobs and equal pay. Liberal
feminists believe that removing these barriers directly challenges the ideologies of
patriarchy, as well as liberates women (Stewart 2003:3). In many developing countries
women lack equal access to treatment, financial support and education (Frediksson &
Kunabus 2005:3).

2.3.1.3 Marxist feminism
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Marxist feminists see gender inequality as determined ultimately by the capitalist mode
of production. This theory states that capitalism, which gives rise to economic inequality,
dependency, political confusion, and ultimately unhealthy social relations between men
and women, is the root of women's oppression (Wikipedia 2001:1). Gender oppression is
class oppression and women's subordination is seen as a form of class oppression, such as
racism (Wikipedia 2001:2). For instance poverty can be regarded as a threat to the well-
being of women, particularly as it encourages behavior that increases the risk of HIV
infection. Poverty sometimes drives women to prostitution because this is the only way

they feel they can survive.

The power imbalance created by economic dependency and violence can leave women
unable to negotiate condom use or to leave partners who put them at risk. Women are
less likely to terminate a potentially dangerous relationship, less likely to have access to
information regarding HIV/AIDS, less likely to use condoms and more likely to resort to
high-risk behaviors for a source of income, such as prostitution than men (Anderson,
Marcoviki & Taylor 2002:11). In economically desperate circumstances, women may
exchange sex for money, food or other favours. A lack of access to fair-wage jobs,
minimal work experience or education, isolation, discrimination, and deprivation of
property rights are just some of the factors that can render women economically

dependent on their partners.

2.3.1.4 Post-modern feminism
Post-modernism articulates feminist viewpoints and analyses how women are affected by

the social world (Saulnier cited by Makofane 2003:108. The extent to which women's

ability to reduce their risk of infection, and the impact that HIV/AIDS has on their lives,

is not merely a reflection of their unequal position in society, but also the issue of male

power and control over women (Richardson 1994:45).

Postmodernism resists characterization. One "principle” of postmodernism is that human
experience is located "obviously within language.” Power is exercised not only through
direct coercion, but also through the way in which language shapes and restricts our

reality. This makes language a potentially fruitful site of political struggle (Wikipedia
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2001:2).

The second postmodern principle is that gender is not something natural, nor it is
something completely determinate and definable. Like all human systems of meaning, it
is constantly evolving and capable of infinite variations under individual circumstances.
Gender is, therefore, socially constructed and completely inescapable but always
susceptible to a new interpretation. Gender, like other systems of meaning, is less like a
cage, and more like a tool: it constrains but never completely determines what one can do
with it.

2.3.1.5 Socialist feminism

Socialist feminists believe that gender and class play an approximately equal role in any
explanation of women's oppression (Zohrab 1999:4). These feminists share with radical
feminists the goal of societal change. It focuses on multiple oppressions and believes that
solutions to society's problems must include considerations of class, race and gender. The
key question for socialist feminists is the cause of male exploitation and domination of
women (Rabbort & Wallace 1990:91). Among the factors that are important in
understanding HIV risks in South Africa are those associated with gender and power
relations. When gender power imbalances place women in subordinate roles, women

have only a few options for exercising personal control in their sexual relationships.

2.3.1.6 Radical feminism
The term radical in radical feminism is used as an adjective, meaning the root (Hornby,
Cowie & Gimson 1987:691). Radical feminism views women's oppression or patriarchy

as the basic system of power upon which human relationships in society are arranged.

The radical feminist theory focuses on the oppression of women that is embedded in
patriarchy and seeks to change society through activism (Corey 1998:346). For instance,
the material basis of women's oppression is located in men's control of women's bodies,
with male power and control exercised over female sexuality and reproductive capacity

(Doyal, Naidoo & Wilton 1994:54). Radical feminists locate the root cause of women's

30





oppression in patriarchal gender relations, as opposed to legal systems (Liberal feminism)

or class conflict (Socialist feminism and Marxist feminism) (Wikipedia 2001:1). This

theory postulates that the root cause of all other inequalities is the oppression of women
(Wikipedia 2001:1). Some radical feminists acknowledge the simultaneity of different
types of oppression which may include, but are not limited to gender, race, class,

perceived attractiveness, sexuality and ability, whilst still affirming the recognition of

patriarchy (Wikipedia 2001:3). This type of feminism highlights the importance of

individual feelings, experiences and relationships (Stewart 2003:2).

Women’s ability to control and safeguard their bodies opposes female autonomy to
patriarchal power. Their control over their bodies, their concern for sexual safety and
their ability for asserting a positive female sexuality are situated in cultural contexts
(Doyal, Naidoo & Wilton 1994:75). For example, for many African women the threat of
AIDS begins with a lack of control over their sexual lives. Radical feminists believe that
the way to deal with patriarchy and oppression of all kinds is to attack the underlying
causes of these problems (male power and control exercised over females) and address
the fundamental components of society that support them. For instance, two of the major
aims of radical feminism are to protect women from male violence and to restructure
society, should these be accomplished, there would be a likelihood of witnessing the

emergence of assertive women who would be in a position to negotiate for safe sex.

2.4 FACTORS THAT RENDER WOMEN VULNERABLE TO HIV
INFECTION

Women are extremely vulnerable to HIV infection. Their biological susceptibility tends
to make them more likely than men to become infected with HIV during unprotected
vaginal intercourse (Van Dyk 2001:19). Women are economically, psychologically and
socially dependent on men and can as such, frequently not deny men to have sex with
them (Hoosen & Collins 2004:488).

2.4.1 Physical factors
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Physiologically, women appear to be at a greater risk of contracting HIV than men
(Strebel 1993:22). It has been found that men appear to pass on HIV more efficiently than
women, making a woman twice more likely to be infected by an HIV positive man than a
man to be infected by an HIV positive woman (Mwale & Burnard 1992:7; Strebel
1993:23). The female reproductive tract is more susceptible to infection than the male, as
a larger surface area of tissue is exposed to the partner’s sexual fluids (Campbell

1999:49).

Semen also has a higher viral content than vaginal fluids with a greater quantity of fluids
transferred from men to women during sex (Van Dyk 2001:24). One of the reasons why
women are more susceptible to HIV infection than men is that women as the recipients of
semen are exposed to semen for a longer time. Semen remains in the body of a woman
for a few hours while a man is exposed to the body fluids of a woman for only a short
time (Ackermann & De Klerk 2002:166).

In addition, women are more susceptible to most STDs because of the greater mucosal
surface exposed to pathogens during sexual intercourse, particularly in young girls whose
genital tracts are not fully mature (Hoffman, De Pincho & Cooper 1998:564; UNAIDS
2000; Van Dyk 2001:20). It is also more difficult to identify STDs in women than in men
and they thus often go untreated, which lead to chronic infections and long-term
complications (Hoffman et al. 1998:563; Strebel 1993:24). Key, DeNoon, and Boyles
(1997:12) state that researchers have estimated that one quarter of South Africa’s
sexually active population may have at least one STD. The high rate of STDs has the
following consequences for women: increased levels of infertility, increased incidences
of cervical cancer and an increased risk of HIV infection (Hoffman et al. 1998:564;
Strebel, 1993:22).

2.4.2 Social factors

Apart from the physiological vulnerability of women it is equally important to consider

the social aspects that put women at risk. This section outlines some of these factors that
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make South African women vulnerable to HIV infection. It should be noted that one

factor often influences the others.

2.4.2.1 Violence against women

The Global Report on Women’s Human Rights states that violence against women is a
leading cause of female injury in almost every country in the world and is typically
ignored by the state or only irregularly punished (Mohapeloa cited by Ackermann & De
Klerk 2002:168). Gender violence is widely recognized as being a huge problem in South
Africa. This is partly because this type of violence is often not reported. However, the
information gained about gender violence comes from a number of smaller research
projects and from police statistics and these indicate very high levels (Penn-Kekana
1997:6). For example, rape as a form of gender violence remains one of the least reported

crimes in South Africa.

South Africa has one of the highest rape rates in the world. In 1988, a total of 19 308
cases of rape were reported to the South African Police Service (SAPS). In 1994, this
figure increased to 42 429 reported cases of rape. In 1996, 50 481 cases of rape were
reported to the SAPS. According to the National Institute for Crime Prevention and
Rehabilitation (NICRO), the situation is more serious (Rape Crisis Organization 1996).
The rates of rape in South Africa are considered to be of the highest in the world and
appear to be increasing every year. It is estimated that only 2.8% of rapes are reported,
bringing the total rapes to about one million a year (Human Rights Watch 1995:3). This
is shocking especially when considering the possibility of contracting HIV. Another
insidious face of this crime is child rape. An in-depth investigation has revealed that the
popular myth that sex with a virgin will cure AIDS is the root of the recent upsurge of
rapes of children under the age of eight years (Ackermann & De Klerk 2002:167). This is
particularly the case in the KwaZulu-Natal Province (Govender cited by Ackermann &
De Klerk 2002:168). Penn-Kekana (1997:6) states that violence in intimate relationships
often occurs and it has come to be perceived as almost normative and to a large extent

accepted rather than challenged. Gender violence, often perpetrated by close male
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partners, is increasingly recognized internationally as a common feature of adult
women’s daily experiences (Wood, Jewkes & Maforah 1997:22). A study by the
University of the Witwatersand in  South Africa revealed that more than 60% of all
women are regularly battered by boyfriends and husbands (Ramsay cited by Ackermann
& De Klerk 2002:169). It has also been estimated that 50%-60% of all marriages involve

physical and sexual violence (Penn-Kekana 1997:7).

However violence is not limited to the marital relationship. It also frequently occurs at an
earlier stage in the relationship between boyfriend and girlfriend. A study among
teenagers in Khayelitsha in the Western Cape Province revealed that in most cases men
used violent strategies at the beginning of a relationship, forcing the girls to have sex with
them (Wood et al. 1997:23). In addition to the initial forced contact, men were reported
to continue using physical assault to enforce contact, beating their partners if they refused
to have sex, which is the main reason why numerous girls continued to have sex (Wood
et al. 1997:25). Apart from other reasons, women remain in abusive relationships because
of fear and economic dependence (Ramsay cited by Ackermann & De Klerk 2002:169;
Songca & Letseku 1998: 56). Although there are laws prohibiting domestic violence and
rape, violence against women often occurs in any case. It has been argued that women
need more than law reform, as legal changes must be accompanied by ideological and
cultural changes (Songca & Letseku 1998:56). Whether sexual violence is inflicted by
strangers or intimate partners, the fact remains that violence increases women’s risk of

exposure to HIV and other STIs.

2.4.2.2 Male control over sexuality

Another important factor that puts women at risk is male control over sexuality or,
conversely stated the lack of female control over sexual matters. Women often have little
bargaining power to negotiate safe sex with their partners and few have control over the
sexual behaviour of their partners. In the study conducted by Wood and colleagues
(1997:23), a girl explained, “As a woman you have no rights, you must keep quiet and do
as the man wants”. Women are generally aware of the power inequalities and double

standards operating within constructions of love and sex, but they find that resistance is
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difficult because of male violence as well as cultural norms and expectations. Two facets
of male control of sexuality will be discussed: women’s lack of control over the sexual

lives of their partners and the inability of women to insist on the use of condoms.

2.4.2.3 Women’s lack of control over the sexual lives of their partners

Cultural norms of sexual behaviour also increase women’s vulnerability to HIV. Women
are often monogamous while men may have multiple sexual partners (UNAIDS 2004).
Apart from their biological vulnerability, women can be vulnerable in societies which
accord them lower status than men as well. This lower status makes women dangerously
vulnerable in sexual relationships because their low status means that they do not have
the authority to express or enforce their needs (Van Dyk 2001:45). Most women from
poor communities thus have little or no control over their sex lives (Mwale & Barnard
1992:14). They are not in a position to negotiate safer sex practices because they fear
violence and abandonment should they do so (Van Dyk 2001:173).

For wives the danger lies in their husbands’ sexual relationships outside marriage.
Traditionally a man’s need for sex and the right to have more than one partner have been
accepted in many African cultures (Arkermann & DeKlerk 2002:169). The family usually
arranged these sexual partnerships. In traditional society, for example, a man could have
more than one wife only if his wealth permitted him to do so. This requirement limited
polygamy to those who were able to maintain additional households (Arkermann &
DeKlerk 2002:169). However, urbanization and modernization have changed the
organization of sexual partnerships, and what has emerged is a sexual structure allowing
mistresses and love affairs. This configuration of relationships has led to the rampant
spread of STIs including AIDS (Basset cited by Ackermann & De Klerk 2002:169;
Mwale & Burnard 1992:14). Yet, although they are aware of the fact that their husbands
are not monogamous, women feel powerless to change the situation and in most cases
have to accept it. Encouraging women to be monogamous does not eliminate the threat of
HIV infection; it is frequently the husband who is not monogamous. In this regard a
female participant in the study of Mwale and Burnard (1992:55) stated: “I am married
and I respect myself and | do not have extra marital affairs...but then you find that men
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still have affairs so we are still at risk”. It is unlikely that men have protected sex in their

extramarital affairs, which in turn puts their wives at risk.

2.4.2.4 The inability of women to insist on condom usage

Numerous studies have been conducted regarding condom usage (Pesa, Syre & Fu
1999:120; Sankar & Karim cited by Ackermann & De Klerk 2002:170; Warren 1997:4).
Women are generally more positive toward the use of condoms than men, as they believe
it will protect them from STIs. The negativity of men toward condoms revolves around
two issues. The first is physical: men claim that condoms reduce pleasure. The second is
attitudinal: the perception still exists that only prostitutes use condoms (Arkermann &
DeKlerk 2002:170). If a woman suggests the use of a condom, she may be accused of
being unfaithful or hiding an STIs (Ackermann & De Klerk 2002:170).

In addition, it appears that men feel insulted if a condom is suggested, as it casts doubt on
their faithfulness (Schoepf cited by Ackermann & De Klerk 2002:170). Combined with
this male negativity there frequently exists an inability of women to insist on condom
usage due to their lack of power in interpersonal relationships and because of a lack of
communication regarding sexual matters. In a study conducted by Oliver (1996:322) one
of the participant asked: “How do I tell my husband to use a condom”? Another admitted
that she had talked about condom use with her husband and he promptly called her a

prostitute.

In the area of sex work, the use of condoms is resisted. In a study among South African
prostitutes Karim and Karim (1995:1523) found that clients were more likely to behave
aggressively when condoms were used or suggested, which made the women fearful of
suggesting their use. The same study revealed that although condoms were obtained from
government clinics they were used infrequently. Some sex workers never asked their
clients to use condoms. They also reported that condom use often led to physical abuse
by clients. Moreover many clients insisted on paying less for sex when a condom was
used. The women who insisted on condom use were often forced to charge only one

quarter of the average price. With economic pressure on women they are less likely to opt
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for the safe option if it means a substantial loss in income (Arkermann & DeKlerk
2002:170).

2.4.3 Economic factors

Another factor that can put women at risk is their poor economic position (Strebel
1993:23). Many women lack the economic independence to leave relationships that put
them at risk of HIV. Women often have lower incomes and fewer resources to purchase
condoms and treat sexually transmitted diseases. Their low self-image and lack of
personal authority make such women vulnerable to rape (UNAIDS 2004).

The ongoing economic crises in Africa have worsened the employment situation for
women and men alike. However, women are even more vulnerable in the labour market
due to their relative lack of education and training (Ackermann & De Klerk 2002:168).
In addition, the continuous heavy burdens of unpaid domestic work, child bearing, and
child care restrict the time and energy available for income earning activities (Manuh
1998:2). It has been estimated that women head about 31% of households in urban and
rural areas across Africa, often with no working resident males (Manuh 1998:3). Because
of the decline of national and local economies and the migration of men to cities, many
men have been unable or unwilling to contribute toward household expenses. These
factors have increased the number of women living in poverty and the number of
households in the poorest categories headed by women. With increasing pressure on
them, women are often forced to find some means of supplementing their struggle to
attain some measure of autonomy and self-reliance. Sometimes poverty drives women to
prostitution because this is often the only way they feel they can survive (Van Dyk
2001:21). In this regard, Basset (cited by Ackermann & De Klerk 2002:168) argues that
the number of women who sell sex at one time or another is larger than is thought. Very
often the women involved are divorced mothers who have children to support and for

whom remarriage is an unlikely prospect (Ackermann & De Klerk 2002:168). Women

37





who are economically vulnerable are less likely to negotiate safe sex and less likely to
leave relationships that they perceive to be risky than males because they lack bargaining
power and fear abandonment and destitution (Heise & Elias; Weiss and Rao-Gupta cited
by WHO 2003:18).

The predicament for many of these women is straightforward. Sex is a strategy for
survival, with women selling sex to meet specific obligations, such as paying school fees
or buying food. These transactions cover all sorts of arrangements, many of which are not
socially considered prostitution (Basset cited by Ackermann & De Klerk 2002:169).
Reward for sexual services may range from occasional cash payments to supplementation
of income with gifts. Many young girls who have financial problems exchange sex for
money to buy the basics such as soap and food, and some even use this money to pay for
their education (Ackermann & De Klerk 2002:168). One participant in the study of
Mwale and Burnard (1992:38) commented that some girls mentioned that they were not
looking for the disease but they were looking for money, in looking for money, they often
acquired the disease.

2.4.3.1 Lack of access and use of services

Economic factors also affect women’s access to and use of services. Economic
constraints such as the lack of money to pay for services or transportation create
significant barriers for women’s use of health services. The larger workloads of women
who live in poverty or in low-income settings make it more difficult for them to take the
time off to access such services. Taking time off to use health services is particularly
difficult for rural women because they also have to take time off to travel to urban areas
or village centers where these services are located (WHO 2003:20). Other data suggest
that women’s lack of the use of services could also be the result of the discrimination
they face at the hands of health workers, who treat them as if they were prostitutes or
injecting drug users (WHO 2003:21). Finally, gender related factors increase women’s
economic vulnerability and dependency, which in turn increases their vulnerability to

being infected, and restricts their access to much-needed information and services.
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2.4.3.2 Poverty and HIV/AIDS

Poverty is a major factor in the transmission of HIV infection, but the epidemic itself also
contributes to poverty. Infection in one member of a household has wide repercussions,
since many of those infected are young adults who are breadwinners. Families affected
by HIV/AIDS may sink into permanent poverty, as the infected person becomes
progressively sick and unable to work. The costs of medicines, hospital care and
successive funerals can further drain a household’s depleted resources. HIV/AIDS affects
women in three ways: as individuals, as mothers and as caregivers. AIDS patients are
often cared for at home by female relatives. This leaves less time for them to provide care
for children and to engage in productive activities. Children (especially girls) may be
required to take on extra household responsibilities, or to find work outside the home to
boost the family income. Children may be forced to drop out of school as household
finances tighten. Women who are widowed may lose their rights to inherit property and

be made homeless.

2.5 PERCEPTIONS OF ILLNESS IN TRADITIONAL AFRICANS

Many South Africans believe that if something happens to them, they will not portray
such an event to bad luck, chance or fate. Instead, they believe that every illness has been
directed by an intention and a specific cause, and in order to fight the illness, it is
necessary to identify, uproot, punish, and eliminate the cause (Van Dyk 2001:112). When
attempting to understand the illness, they will ask the questions why and who. Their
belief is that any mental and physical illnesses can be caused by disharmony between the
ancestors or God, witches or a breakdown in human relationships.

2.5.1 African beliefs and HIV and AIDS

A large number of Africans (even those who became urbanised) still adhere to traditional
African beliefs. Traditional Africans believe that people sometimes get sick because they
neglect to purify themselves from states of impurity or pollution by failing to carry out
the appropriate rituals that have been prescribed for everyday life (Van Dyk 2001:117).

The crucial difference between this set of beliefs on pollution and those of the ancestors
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and witchcraft is that illness caused by neglect to perform routine rituals is not actually
sent by a person or a spirit, but that they are the consequences of neglecting the proper

prescribed traditional routines of everyday life.

Ritual impurities are usually associated with sexual intercourse, in particular sex with a
prohibited person, for instance, prohibitions such as against sexual intercourse with a
woman during menstruation, with a widow or widower before she or he is cleansed
(regardless of what the husband or wife may have died of), or with women who have had
an abortion or miscarriage or with situations in which a person has come into contact
with a corpse and death (Van Dyk 2001:117). The violation of sexual prohibitions in
particular can give rise to a variety of health problems. Several authors (Beuster; Bodibe;
Felhaber; Green; Hammond-Tooke cited by Van Dyk 2001: 113) indicate that in order to
cleanse impurity, a person has to perform extensive cleansing rituals that involve
washing, vomiting and purging. Although AIDS is not ascribed to states of pollution or
ritual impurity, some of the sexual prohibitions may be helpful in HIV prevention

programmes.

2.5.2 Witchcraft and HIV/AIDS

Witchcraft is believed to be a causal agent in HIV/AIDS transmission in many African
countries, especially among the rural poor or people with the least education (Boahene;
Bond; Yamba cited by Van Dyk 2001:114). People in Africa often use the services of
witches and sorcerers to send illness, misfortune, bad luck and suffering to their enemies.
They also believe that whatever bad luck or illness befalls them is sent by witches or
sorcerers (Van Dyk 2001:114). Witches or sorcerers are usually blamed for illness and
misfortune in traditional African societies (Felhaber cited by Van Dyk 2001:114). Many
black people consult traditional healers as well as western health care professionals for
the same physical condition: a western doctor is consulted for medication to treat the
condition symptomatically. When the condition does not seem to improve after
consulting a western doctor, black people often opt to consult the traditional healer to
diagnose the personal cause of the condition (such as bewitchment) or to prevent a

recurrence of the illness (for instance, by performing a ritual). The study conducted by
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Hammond-Tooke (cited by Van Dyk 2001:114) among black people comparing the
perceived causes of illness in rural and urban areas in South Africa, found a strong belief

in witchcraft in both rural and urban areas.

2.5.3 The ancestors and God as causal agents of illness

Traditional Africans see God as the Supreme Being or creator. Although they believe in
God and honour him, there is a dearth of literature that traditional Africans attribute
AIDS to the anger of the ancestors or to God’s punishment. The influence of Christianity
can, however, be seen in the beliefs of some black Christians who believe that AIDS is

God’s punishment for immorality and sin (Van Dyk 2001:113).

The ancestors are seen as generous spirits that preserve the honour and traditions of the
tribe, and they usually protect their people against evil and destructive forces. According
to Van Dyk (2001:112), Africans believe that the ancestors can, however, punish their
people by sending illness and misfortune if people do not listen to their wise counsel, if
certain social norms and taboos are violated, and if culturally prescribed practices and
rites are neglected or incorrectly performed. In some cases, it is believed that the
ancestors do not actually send illness themselves but that they merely allow it to happen
by withdrawing their protection. When the ancestors express their anger or displeasure by
withdrawing their protection, their descendants are left exposed to attacks by witches and
sorcerers. The illnesses caused by ancestors are seldom serious or fatal, and traditional
Africans are usually quick to restore their relationship with their ancestors through
offerings and sacrifices (Bodibe & Hammond-Tooke cited by Van Dyk 2001:112).

2.6 TRADITIONAL AFRICAN PERCEPTIONS OF CONDOMS
Condoms are not very popular in Africa. Apart from social and political problems, there
are deep-rooted cultural beliefs against the use of condoms in some parts of Africa. Many

Western authors erroneously ascribe this lack of condom use in Africa to promiscuity,

permissiveness and to a lack of moral and religious values (Van Dyk 2001:122). This
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clearly illustrates a lack of understanding of the African philosophy behind sexuality and

disrespect for African beliefs.

The challenge is not to condemn Africa, but to make the hidden cultural logic behind the
resistance to condoms known and thereafter to find ways to work with or around it (Scott
& Mercer cited by Van Dyk 2001:122). According to the study of Green (cited by Van
Dyk 2001:121), it was found that the percentage of Ugandan men regularly using
condoms was about 3% in 1993. The findings of Green were similar to that of Taylor
(cited by Van Dyk 2001:122), that the people of Rwanda were well-informed about AIDS
and had modified their sexual behaviour on the basis of their perception, interestingly

none of the respondents in his study reported the use of condoms during intercourse.

Taylor (cited by Van Dyk 2001:122) found that the resistance to condom use in Rwanda
had nothing to do with ignorance, but with a very specific social and cultural dimension
of Rwandan sexuality. Rwandans believe that the flow of fluids involved in sexual
intercourse and reproduction represents the exchange of gifts of self, which they regard as

being of the utmost importance in a relationship.

Rwandans believe that the use of condoms will block this vital flow between two partners
and that such a blockage may prevent fertility and also cause all sorts of illnesses. Many
Rwandan women fear that the condom might remain in the vagina after intercourse.
Zazayokwe's (cited by Van Dyk 2001:122) research found that some black women in
South Africa expressed similar fears: they were afraid to use condoms because they
believed that the condom might remain behind in the vagina and eventually suffocate
them by moving through the body to the throat.

There is a widespread belief in many parts of Africa and among the Zulus in South
Africa, that repeated contributions of semen are needed to form or ripen the growing
foetus in the womb (Heald & Ngubane cited by Van Dyk 2001:123). One of the
objections often raised by Africans is that condoms are not natural, not only because they

inhibit pleasure, but also because they interfere in the process of natural foetal
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development. It is also believed that semen contains important vitamins, which are
necessary for the continued physical, and mental health, and beauty and future fertility of
women (Van Dyk 2001:123).

2.7  CONSEQUENCES OF HIV/AIDS

HIV and AIDS have a wide range of consequences for people most directly affected and
those living with the condition (Siegel & Krauss cited by Derlega & Barbee 1998:21;
Ogden & Nyblade 2005:30). Given the tremendous impact of a disclosed HIV diagnosis
on the lives of people living with HIV, they usually try to prevent their HIV status from
becoming known to people around them because of the stigma attached to it (Ogden &
Nyblade 2005:30). This section provides an overview of some of the consequences of this

stigma for people living with HIV and AIDS.

2.7.1 Loss of livelihood

People living with HIV and AIDS frequently report one of the most profound
consequences as stigma, which is the impact it has on their ability to earn a living (Ogden
& Nyblade 2005:31). People in formal employment often find themselves being
dismissed upon disclosure of their HIV status, and those selling goods or cooked food
find their client base dropping, particularly, once they began to show symptoms of HIV
related diseases (Castro & Farmer 2005:55 and Fredriksson & Kanabus 2005:4).

2.7.2 Loss of opportunities

Some companies have adopted a policy of exclusion, demanding that prospective
employees give an indication of their risk, whether they are HIV positive or negative.
Companies have gone further and insisted that job-seekers should be tested before they
are deemed employable, taking the attitude that you have nothing to fear if you have
nothing to hide (Crewe 1992:16). Some medical aid and insurance schemes have made
AIDS a special medical category on its own, demanding HIV tests and accepting and/or

rejecting clients on the basis of such tests (Crewe 1992:16).
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2.7.3 Loss of marriage and childbearing

Another disturbing common consequence of HIV and AIDS relates to marriage and
childbearing (FHI 2004: 29). Spouses, particularly wives, are frequently deserted upon
disclosure of their HIV status (Ogden & Nyblade 2005:31). This is often accompanied by
blaming the first person to become tested in the relationship as the person who brought
the disease into the home by being unfaithful (Brown, Melchoir & Huba 1997:139;
Ogden & Nyblade 2005:31). Unmarried HIV-positive people may find marriage no
longer an option available to them. Similarly, people living with HIV may find that they
are strongly discouraged from having children. However, some women who have the
desire to have children, become pregnant and rely on antiretroviral to minimize the
transfer of the virus to their unborn child. This created uproar in South Africa when one
HIV activists (Achmat Zackie) became synonymous with the fight for antiretroviral
treatment. In December 1998, Achmat co-founder of the Treatment Action Campaign
(TAC), whose main objective was to campaign for affordable ARV treatment for HIV-
positive people in South Africa, successfully forced the government to make mother-to-
child-transmission prevention treatment available in the public sector through a high
court decision. TAC also forced government provide public sector antiretroviral
treatment following an internal government report that showed treatment would be cost-

effective, as it would reduce public hospitalization costs (Journaids 2003:1).

2.7.4 Internalized stigma

Perhaps one of the most profound consequences of HIV and AIDS-related stigma for
people living with the condition is the phenomenon sometimes referred to as self-stigma
or internalized stigma, which occurs when a person living with HIV and AIDS imposes
stigmatizing beliefs and actions on themselves (Ogden & Nyblade 2005:32). Many
people living with HIV and AIDS go through a process, from the initial feelings of shock,
despair, shame, and grief, sometimes accompanied by denial (Demmer 2004:299; Fan,
Corner & Villarreal 1996:200; Van Dyk 2001:256). There are many expressions of
internalized stigma, those observed commonly includes, loss of hope, feelings of
worthlessness (even suicidal feelings) and feelings of inferiority, believing oneself to be a

person with no future and low self esteem.
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The consequence of internalized stigma can be profound depression (Derlega & Barbee
1998:21; Ogden & Nyblade 2005:32). Upon receiving of a positive test result, and often
before any symptoms appear, people may drop out of school or discontinue employment,
and/or may choose to isolate themselves from their families and communities. This self-
imposed isolation can be a product of the shame they are feeling, and/or out of fear of

further spreading the virus through casual contact.

28 THE IMPACT OF HIV/AIDS ON WOMEN

The impact of HIV/AIDS in South Africa has devastating effects on women because of
the dynamics of the African situation and its culture. Traditionally, women play an
important role in the African society of holding the family together and thus become the
embodiment of care and nourishment for life (Mwale & Burnard 1992:12). Much of the
care in developing countries for people with AIDS is provided at home, mostly by
women (Gilbert & Walker cited by Demmer 2004:306; UNAIDS 2000). The physical
burdens imposed by AIDS on women are heavy if a family member or a spouse is ill, a
woman must add long-term care for those who are sick to her other daily responsibilities

of farming, trading and housekeeping (Mwale & Barnard 1992:12).

The emotional toll on women and other family members is enormous. They must cope
with shock, sadness, frustration, helplessness, and sadness as they witness the decline of
their loved ones (Demmer 2004:299). The following characteristics present challenges to
women: the unpredictable nature of the disease, disfigurement associated with the
disease, neurological problems, the young age of those who are sick, and the likelihood
of death (Walker, Pomeroy, Mcneil & Franklin cited by Demmer 2004:299). Kieirini
(1990:374) states that apart from the physical burden that the African woman
traditionally has, she also lives with the fear of becoming infected herself and lives with
the additional fear and worry that the very act of remaining faithful to her traditions,
some of which may involve skin piercing with non-sterile instruments or ritualized

sharing of blood, may put her at risk. However, women who are infected with HIV and
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AIDS experience myriad challenges discussed below:

2.8.1 Interpersonal relationships

Bennett (cited by Derlega & Barbee 1998:21) indicates that people often shy away from
those who are believed to be HIV positive. People often do not touch or shake hands with
them, and stare at their visible symptoms. They are given separate eating utensils and
towels while any of their leftover food is thrown away (Duffy 2005:16). PLWHA may be
avoided by their friends, family, co-workers or even fired from their jobs (Ogden &

Nyblade 2005:30). In some instances their partners may divorce or desert them.

The study conducted by Duffy (2005:16) indicated that nurses see many AIDS patients
and their visitors (family members and friends) and have frequently observed negative
interaction. One village health worker noted that mostly they are ill-treated; nobody likes
to associate or share anything with a patient living with HIV/AIDS. Because women fear
these sorts of rejections, they often conceal information about their condition from the
people in their lives. Fearing rejection may contribute indirectly to their social isolation.
Being HIV positive carries a strong sense of shame, with the disgrace also felt by the
family (Duffy 2005:16).

2.8.2 Health consequences

According to Herek and Glunt (cited by Derlega & Barbee 1998:24), the stigmatization
associated with AIDS may actually affect the health of the women. These authors further
emphasize that the fear of being stigmatized and rejected leads some women to resist
being tested for HIV, to the extent that a delay in detection and treatment have
implications for the course of the disease, such concerns can be detrimental to health.
Women who try to conceal their disease may experience increased stress and poorer
health than those who disclose their illness (Derlega & Barbee 1998:24).

2.8.3 Psychological consequences

Women living with HIV/AIDS often experience a range of negative emotions, including

depression, hostility and anxiety. Being avoided or rejected by other persons can be a
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painful experience (Baumeister & Leary; Farina, Wheeler & Mehta, cited by Derlega &
Barbee 1998:23). Women with HIV often report feeling excluded, isolated, estranged,
alienated, and lonely (Cherry & Smith 1993:182). The degree to which women that are
HIV positive experience a loss of social support is associated with the sense of being
stigmatized (Derlega & Barbee 1998:23). Furthermore, women living with HIV also
report anger at other’s ignorance of their condition and at others’ dismissal of them.
Siegel and Krauss (1991:18) indicate that women living with HIV often perceive
themselves as contaminated and worthless while the psychosocial stressors that they meet

may even lead them to commit suicide.

2.8.4 Physical consequences
According to Van Dyk (2001:375) some of the health problems and opportunistic

infections women living with HIV and AIDS experience include the following:

Fever
Fever (high blood temperature) is usually caused by the HIV infection itself; by diarrhoea
and dehydration; by opportunistic infections such as tuberculosis, viral or bacterial

infections; or by endemic diseases such as malaria.

Diarrhea

Diarrhea is one of the most common problems of HIV infection and AIDS (Van Dky
2001:377). A person has diarrhea when he or she has three or more loose or watery stools
per day. Acute diarrhea lasts for less than 2 weeks, while persistent diarrhea usually lasts
for more than 2 weeks.

The most common causes of diarhoea in women with HIV infection are gastro-intestinal
infections from food and water that are not clean and fresh, opportunistic infections such
as Kaposi's sarcoma in the gastro-intestinal tract, inappropriate diet, and the side-effects
of medication. Diarrhoea can lead to serious dehydration, electrolyte imbalance,

malnutrition, weight loss, fatigue (tiredness), weakness, and even death.

47





Skin problems

The skin problems that occur more often in people living with AIDS are: rashes, itching
skin, increased dryness of the skin, painful sores, boils and abscesses, and slow healing of
wounds. These skin problems may be caused by genital or oral herpes (thrush), fungal
infections (such as ringworm), bacterial infections, shingles (herpes zoster), allergies,
Kaposi's sarcoma, poor hygiene, immobility, malnutrition, dehydration, or by prolonged

pressure (bad sores).

Problems of the oral mucous membranes (mouth and throat)

Oral mucous membranes are often dry or painful because of secondary infections such as
thrush (with white patches and redness), oral herpes simplex (blisters and sores on the
lips), malnutrition (cracking and sores on the mouth, dehydration, inadequate oral
hygiene, Kaposi's sarcoma of the mouth and throat, hairy leukoplakia, dental problems,

and poor fitting dentures (caused by weight loss).

Respiratory problems

Respiratory problems such as shortness of breath, difficulty in breathing, chronic
coughing, chest pains and an increased production of mucous are the most common
problems of HIV-infected people. These problems may be caused by colds and flu,
bronchitis, tuberculosis, pneumonia, respiratory tract invasions by Kaposi's sarcoma or

lymphomas, or by anaemia.

Anorexia, nausea and vomiting

HIV-infected people often experience anorexia (lack of appetite), nausea and vomiting as
a result of gastro-intestinal problems, infections, side-effects of medication, Kaposi's
sarcoma in the intestines, and HIV infection itself. These problems may cause weight
loss, a fluid and electrolyte imbalance.

Genital problems
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Opportunistic infections of the genital area, including certain sexually transmitted
infections, are common in both men and women living with AIDS. These infections often
cause pain and discomfort. Genital problems can present as an unusual discharge (a
mucous or plus -like substance) from the vagina, the urethral openings or the penis; open
sores or ulcers in the genital, groin or rectal areas (which sometimes start as blisters in or
around the genital area); warts in the genital area or around the anus; and swollen glands

in the groin.

Pain

Some people in the latter stages of AIDS may experience continuous pain while others
may only occasionally experience pain. There are many factors which cause pain. These
include immobility; infections such as herpes zoster (shingles); swelling of the
extremities (caused by Kaposi's sarcoma or heart problems); headaches (sometimes
associated with meningitis); lesions caused by Kaposi's sarcoma; pain of the oral, rectal
or vaginal mucous membranes due to opportunistic infections, muscle aches; chest and
abdominal conditions; ulcerations; and surgical wounds. Depression and anxiety often

accompany a patient's physical pain.

2.9 CONSEQUENCES OF HIV/AIDS ON FAMILIES OF WOMEN LIVING
WITH HIV AND AIDS

The consequences of HIV and AIDS-related stigma do not begin and end with the HIV
positive women, but extend to include their families, children, and even friends and
caregivers (Campbell 1999:165). This phenomenon is generally referred to as secondary
stigma or stigma by association. The parents of the woman with HIV are often held
responsible for the bad behaviour, which led to the HIV infection of their children. The

following quotes from Ogden and Nyblade’s (2005:32)'s study illustrate this point:
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“Some people say that the father never taught his child good manners so he has ended up

getting the disease” (Woman, Zambia).

“People tend to think that children get this disease when they become spoiled. It’s clear
that the family does not know how to educate their children. People say that the family is

to blame, not the infected one” (Man living with HIV, Vietnam).

Because of this attribution of blame, family members of people living with HIV and
AIDS often experience many of the same expressions of stigmatization as those living
with HIV and AIDS, including being the subject of gossip; being socially ostracized and
isolated; and even losing income, employment, or housing (Abel, Rew, Gortner, &
Delville 2004:511; Francis 2004:65; Duffy 2005:16). The children of people living with
HIV and AIDS may bear the worst impact of the stigma. They are sometimes being
denied a place in school or being taunted, teased, and rejected by their peers (Ogden &
Nyblade 2005:32). One of the consequences of HIV and AIDS related stigma for family
members observed include a loss of their reputation. The reputation of the family can be
closely tied to the behaviour of its children. Thus, when someone becomes HIV-positive,
it can reflect poorly on the family, who can lose the respect of the community as a result.
A consequence of losing one’s reputation in the community can be the withdrawal of key

forms of social and economic support.

2.10 EXPRESSIONS AND FORMS OF SOCIAL LABELING (STIGMA)

The forms of stigma can be categorized into four broad, loosely defined groups: physical,
social, verbal, and institutional. This section outlines forms of stigma that are directly
experienced by women living with HIV themselves, noting where there are particular
gender differentials. However, many of the forms of stigma described in this section are
also experienced by people closely associated with those living with HIV and AIDS, such
as family (including children) and other caregivers. The forms and degree of stigma also

change over the course of an infected person’s experience with HIV and AIDS.
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2.10.1 Physical stigmatization

The forms of physical stigma can be grouped into isolation and violence (Kalichman,
Simbayi, Kaufman, Cain, Cherry, Jooste, and Mathiti 2005:300). Physical isolation of
women living with HIV and AIDS occurs in all locations, from home to community
gathering or public spaces (such as tea shops, markets, sports grounds, buses, and places
of worship) to within workplaces, schools and hospitals (Ogden & Nyblade 2005:25).
Common expressions within the home include marking and separating out typically
shared objects such as eating utensils, clothes, and bed linen and making those with HIV
and AIDS sleep in separate quarters and eat alone while any of their leftover food is
thrown away (Bennett cited by Derlega & Barbee 1998:21; Duffy 2005:16). Expressions
in public spaces include not sitting next to or moving away from a person with HIV in
public transport, in places of worship, while waiting in a queue or on a bench, or at a tea
shop or bar. People often shy away from women who are believed to be HIV positive.
They often do not touch or shake hands with them, draw back from them and stare at
their visible symptoms (Duffy 2005:16).

2.10.2 Social stigmatization

The manifestations of social stigma can be grouped into social isolation, loss of identity
and role, and voyeurism (Derlega & Barbee 1998:218). Isolation comes in various forms
both in relation to important family and community events, as well as in daily life. It
takes the very visible form of the disappearance of invitations to significant family and
community events such as weddings, or outright orders to stay away. In the realm of
daily life, the most common forms of social stigma are the waning or disappearance of
existing friendships and the reluctance of neighbours, friends and relatives to visit or lend
or borrow common household implements and food items, important actions for survival
in poor communities. Women living with HIV and AIDS reported, and community
members noted, that visits by family, friends and neighbours gradually tapered off, as did
requests for assistance with daily needs (such as borrowing some salt, cooking oil, or
money to get a sick child to a hospital). The community try to avoid the person by not

shaking hands, turning their face away, showing their back, and even do not exchange
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verbal greetings. They would not sit with him or her in places where they go to relax
(Duffy 2005:16).

Another form of stigma is voyeurism. This is most frequently described in the African
countries as an increase in visits to people living with HIV, particularly once AIDS has
set in, where the specific intent is to see how the person is progressing in his or her illness
and report back to the community. This voyeurism, and the fear of it by people living
with HIV and AIDS and their families, can lead to increased physical and social isolation
of the person, as the protective or coping reaction becomes to keep all visitors away.

Others are going there to make a mockery of the sick.

In addition to isolation, social stigma is also expressed through the taking away or
diminishing of the roles, responsibilities and social standing of those living with HIV and
AIDS within the family and larger community. As a result, HIV positive women lose
power, respect and identity. This expression of stigma is a result of both how people
living with HIV and AIDS are assumed to have contracted HIV, as well as the belief that
HIV entails immediate disability and death.

2.10.3 Verbal stigmatization

Another form of stigma is verbal. This can be direct (pointing fingers, laughing, insulting,
taunting, or blaming), or more indirect (gossip and rumours). Gossip and rumors focus on
speculation about whether a person has HIV, usually because of visible signs, illness,
behaviour, or association with groups seen as high risk. Once a person is assumed to be
HIV-positive, people often speculate about how he or she contracted the virus. Gossip is
reported to be one of the most significant forms of stigma, particularly for women (Duffy
2005:16).

More direct forms of verbal stigma are expressed through insulting, mocking, taunting,
cursing, and threatening women living with HIV and AIDS. They also included the
expression of blame and shame, often through scolding or judgmental statements
indicating that people with HIV and AIDS got what they deserved. (Ogden & Nyblade
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2005:25; Derlega & Barbee 1998:219) Women living with HIV and AIDS are blamed for
becoming infected with HIV through their irresponsible and selfish behaviour, and for
bringing shame to themselves, their families and the community as well as becoming a
burden to the family (Ogden & Nyblade 2005:35; Duffy 2005:16; Crewe 1992:14). An
integral and hurtful expression of the verbal stigma is the use of derogatory, demeaning
and pessimistic or despairing language to talk about or label people with HIV and AIDS.
In the African countries, where the epidemic is more generalized and has existed for
longer than in Western ones, terms commonly used to describe HIV and AIDS assume
that the outcome will be death (Ogden & Nyblade 2005:36).

2.10.4 Institutional stigmatization

Institutional stigma refers to differential treatment within any broadly defined
institutional setting that leads to a negative outcome for the person living with HIV
(Ogden & Nyblade 2005:35). The main areas have to do with the loss of or inability to
secure a livelihood, housing, health care, and education. It also includes losing access to
new or future opportunities because an HIV test is required to qualify for a job, loan,
scholarship, or visa for travel; differential treatment within an institution that leads to
poorer outcomes (for example, having to wait longer for health services); and the way
those with HIV are depicted in the media. Not only do all of these forms of stigma lead to
reduced life chances for women living with HIV and AIDS, but they also often serve to
visibly mark a person as having HIV, exposing her to all the other forms of stigma
discussed above (Ogden & Nyblade 2005:35).

2.11 CARE AND TREATMENT OF PEOPLE LIVING WITH HIV/AIDS

In the majority of developing countries, families are the primary caregivers to sick
members (UNAIDS 2001). The HIV/AIDS pandemic has elicited both negative and
positive responses from families and communities. Following the disclosure of one’s
HIV-positive status, some families come together, offer sympathy, support and care, and
sometimes contribute funds towards the monthly purchase of antiretroviral drugs (Brown,

Macintyre & Trujillo cited by Siyam'kela 2004:5). On the other hand, disclosure can
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evoke discrimination, abandonment, rejection and a lack of support from families. Such a
response inhibits the disclosure of one’s HIV positive status and thus undermines
strategies aimed at the prevention of HIV transmission and the promotion of voluntary
counseling and testing (VCT) (UNAIDS 2001).

2.11.1 Family care and treatment of people living with HIV/AIDS

There is clear evidence of the importance of the role that the family plays in providing
support and care for people living with HIV/AIDS (Fredriksson & Kanabus 2005:3).
However, not all families respond positively. Infected members of the family can find
themselves stigmatized and discriminated against within the home as well. There is also
mounting evidence that women and non-heterosexual family members are more likely to
be badly treated than children and men (UNAIDS 2004). The scorn and hurt felt by
women living with HIV can be as bad as the disease itself. Women living with
HIV/AIDS are shunned, discriminated against, rejected, and alienated by their friends,
families and be evicted from their homes or have their children taken away from them.
Some are divorced by their spouses or suffer from mental and physical violence.

Much of the care in developing countries for people with AIDS is provided at home,
mostly by women (Gilbert & Walker in Demmer, 2004:306; Mwale & Burnard,
1992:12). Traditionally, women play an important role in African society. The African
family is held together by women and they are the embodiment of care and nourishment
for life (Keirini in Mwale & Burnard, 1992:12).

However, HIV and AIDS-related stigma can result in the refusal of family members to
provide this care, whether out of fear of transmission, out of anger, judgment and moral
condemnation, fear of experiencing the stigma of others, or a combination of these
factors (Ogden & Nyblade 2005:32). Intertwined with this is the impact of poverty and
resource constraints, which can significantly limit the amount of care given by any family
member who is able or willing to provide for someone who has HIV/AIDS. A further
factor is the burn-out often experienced by caregivers, particularly as the HIV-disease

advances and the burden of care becomes increasingly demanding. The physical burdens
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imposed by AIDS on women are heavy. If a family member or a spouse is ill, she must
add long-term care for those who are sick to her other daily responsibilities such as
farming, trade and house keeping (Mwale & Barnard 1992:12). Social exclusion of
PLWHA, beginning in the family and extending into the community, has also been linked
to poor self-esteem. PLWHA with poor self -esteem are more likely to engage in high-
risk sexual behaviour, hence perpetuating the spread of the pandemic (Parker & Aggleton
cited by Siyam'kela 2004:5).

2.11.2 Community care and treatment of people living with HIV/AIDS

2.11.2.1 The positive impact of HIV/AIDS on the community

However, a positive aspect within the community is that it has heightened awareness
campaigns of HIV/AIDS, promoting understanding and tolerance in some people and
reinforcing aversion in others. Some people are now speaking in public about sex and

sexuality, the use of condoms and behaviour change (Van Dyk 2001:360).

2.11.2.2 The negative impact of HIV/AIDS on the community

There are high levels of ignorance, denial, fear, and intolerance in current communities
which lead to stigma and discrimination. Stigma is an expression of disgrace or scorn
caused by what someone believes is shameful conduct (Fan, Corner & Villarreal
1996:200). Religious or moral beliefs lead some people to think that having HIV is the
result of a moral fault that deserves punishment. Discrimination is the unfair treatment of
a person or group based on prejudice or bias (Fan, Corner & Villarreal 1996:200). It
generally refers to treating one group of people worse than another based on their
ethnicity, religion, gender, age, disability, sexual orientation, or political views. Women
who are HIV positive are often discriminated against because of social prejudices about
HIV/AIDS. They are often shunned and isolated by the community. Women who are
HIV positive frequently experience the strong combination of stigma and discrimination
which has a powerful impact on their lives. Discovering that one is HIV positive brings
not only fears about health and death but very real anxieties about how other people will

react. Women who face stigma and discrimination often blame themselves. This is called
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the internalization of negative perceptions and has very powerful psychological
consequences. Women feel despair, depression, a lack of self-worth and anger
(Baumeister & Leary; Farina, Wheeler & Mehta, cited by Derlega & Barbee 1998:23).
This internalization occasionally causes a level of anger that leads to having unprotected
sex and deliberately exposing others to HIV. It can also lead to violent acts and suicide.
Despite what is known, behaviors and attitudes toward people living with HIV have not

changed much since the first cases of HIV were discovered.

2.11. 3 Four criteria for social disassociation in the society

Society has specific criteria that determine the degree to which people are accepted and
embraced or rejected and shunned. Derlega and Barbee (1998:16) developed four criteria
that appear to possess some degree of universality. Women are socially excluded to the

extent that they:

Pose a threat to others’ health or safety (by being dangerous, reckless or contagious);
Deviate excessively from group standards (by violating morals, rules, or norms);

Fail to contribute adequately to the welfare of other individuals or the social groups to
which they belong (because they are perceived to be incompetent, irresponsible, infirm,
or selfish); or

Create negative emotional reactions in others (by being socially aversive, aesthetically

displeasing or emotionally threatening).

People disassociate themselves from those who meet one or more of these criteria
because they perceive that such individuals pose a potential threat to the well-being of the
group and its members (Baumeister & Leary cited by Derlega & Barbee 1998:16). An
analysis of AIDS- related stigma in terms of this disassociation conceptualization reveals
why the stigma of AIDS is so pervasive and potent (Derlega & Barbee 1998:16). AIDS
meets all four of the criteria for social disassociation listed in the next part of the study:

2.11.3.1 Threat to health and safety
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People avoid those who pose a potential threat to their health and safety. To the extent
that AIDS is contagious, fatal and presently incurable, many people hesitate to interact
with an individual who is known to be HIV positive, despite repeated reassurance by the
medical community that HIV is not transmitted by casual contact. Like leprosy in the
past, HIV/AIDS possesses precisely those disease characteristics that evoke maximal fear

and avoidance in others (Gussor & Tracy cited by Derlega & Barbee 1998:16).

2.11.3.2 Violation of social standards

People are stigmatized when they are perceived to be members of a category that violates
important social standards. Deviancy serves as a basis of the AIDS-related stigma only if
individuals are, in fact, regarded as deviant, such as those who are assumed to be gay,
drug users or in some cases heterosexually promiscuous. Some AIDS patients, for
example children and those who contracted the virus through blood transfusions, are
viewed as innocent or blameless victims (Herek cited by Derlega and Barbee 1998: 17).
Such labels are interesting because they imply that some victims are, in contrast, to be
blamed for getting the disease, presumably because they are engaged in behaviour that

violate the standards of the perceiver's group.

Consistent with this, people view it as more stigmatizing to contract AIDS through sexual
contact or drug use than through blood transfusions (Lewis & Range cited by Derlega &
Barbee 1998:17). This is because the person who contracted AIDS through transfusion
does not meet the deviance criterion for stigmatization (although the person may meet the
other criteria). This may also explain why men with AIDS are more stigmatized than are
women (Lewis & Range cited by Derlega & Barbee 1998:17). People are more likely to

assume that a man with AIDS acquired the disease through deviant behaviour.

2.11.3.3 Contributions to the social good
Groups of people are also stigmatized if they are perceived as not contributing adequately
to the welfare of others. Those who cannot or will not do their share are less fully

accepted as full-fledged social participants than those who can and do so. People may
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thus stigmatize physically disabled or mentally challenged people even though they know

their difficulties are not the victims.

Women with HIV/AIDS often cannot meet their occupational, family and social
obligations as fully as they did before they were infected. Many tire easily, must miss
work for medical reasons, and, during the later stages of the disease, require assistance
from other people. Even when people with HIV, are in fact able-bodied, other people
often assume that they cannot perform their normal activities. Whether their physical
limitations are real or only imagined by others, women who are HIV positive may be
viewed as peripheral social contributors who drain more emotional, financial and
practical resources from others than they contribute. Unfortunately such perceptions lead
to stigmatization.

2.11.3.3 Awversive impact

People also disassociate from those who lead them to experience aversive emotions.
From a simple operant perspective, people are punished for interacting with people who
regularly make them feel afraid, angry, repulsed, depressed, or otherwise uncomfortable.
Such a reaction is understandable, but it leads them to avoid and exclude people who
cause them to feel uncomfortable through no fault of their own. HIV or AIDS makes
others feel uncomfortable, awkward and anxious for many reasons (Crandall & Coleman
cited by Derlega & Barbee 1998:19).

Many people may be particularly uncomfortable interacting with someone known to have
a terminal illness. Not only are people upset by thinking about the other person's tragedy,
but their uncertainty about how best to respond creates social anxiety and awkwardness.
Thus disassociating from an AIDS patient may simply be a means of reducing one's own
anxiety (Herek & Glunt cited by Derlega & Barbee 1998:19). The more obvious an
individual's symptoms, the more uncomfortable others are likely to feel. A person with
signs of AIDS such as Kaposi's sarcoma, hair loss or weight loss is more likely to evoke

negative reactions and is more likely to be stigmatized.
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2.11.4 Health care treatment

Many reports reveal the extent to which people are stigmatised and discriminated against
by health care systems (UNAIDS 2004; Holzemer & Uys 2004:170). Numerous studies
show the reality of withheld treatment, non-attendance of hospital staff to patients, HIV
testing without consent, lack of confidentiality, and denial of hospital facilities and
medicines (UNAIDS 2004). Also fueling such responses are ignorance and a lack of
knowledge about HIV transmission. A South African example which was reported
involved a clinic in Tembisa (Gauteng) where HIV-positive patients were allegedly asked
by the staff to queue separately from patients not identified as positive (Siyam'kela
2004:6). Personal testimonies (Integrated regional information networks (IRIN) cited by
Holzemer & Uys 2004:169) support this idea, "even doctors and nurses do not know
about AIDS and treat us badly", said Paula (22) who learned that she was HIV positive
after the death of her baby. Testimonials also support the contention that AIDS stigma
gravely affects the quality of work life for nurses in Southern Africa (South Africa
development community AIDS network of nurses and midwives cited by Holzemer &
Uys 2004:170).

Health workers' fear of infection has jeopardized the quality of the services and social
support rendered to PLWHA (Brown et al. cited by Siyam'kela 2004:6). A survey
conducted in 2002 among 1,000 physicians, nurses and midwives in four Nigerian states,
showed that one in ten doctors and nurses admitted having refused to care for an
HIV/AIDS patient or had denied HIV/AIDS patients admission to a hospital (Fredriksson
& Kanabus 2005:4). One factor fueling the stigma among doctors and nurses is the fear
of exposure to HIV as a result of a lack of protective equipment. A lack of confidentiality
has been repeatedly mentioned as a particular problem in healthcare settings (UNAIDS
2000). Many people living with HIV/AIDS do not know how to choose how, when and to
whom to disclose their HIV status (Derlega & Barbee 1998:3). In some hospitals, signs
have been placed near people living with HIV/AIDS with words such as HIV-positive
and AIDS (Fredriksson & Kanabus 2005:4). Care for patients living with HIV/AIDS
might be substandard because caregivers often fail to comply with universal precautions,

such as confidentiality and never refer patients for HIV counseling. According to Fizo
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and Kazemi (cited by Holzemer & Uys 2004:170), in Kuwait some family doctors knew
less than they should about HIV and looked down upon AIDS patients. Similar to the
findings of Adebajo, Bamgbala and Oyediran (cited by Holzemer & Uys 2004:169), in
Nigeria the results showed that nurses and laboratory technicians also had negative
attitudes towards AIDS patients. Poor attitudes and inadequate care in these reports could

be related to stigma.

Healthcare workers still require extensive training to reduce prejudice towards PLWHA
and to understand the importance of confidentiality. However there are those who ensure
that the best service (for example care and treatment) of persons living with HIV/AIDS is

rendered.

2.11.5 Care and treatment of HIV positive men and women

AIDS is essentially the same disease in men and women, but a combination of social,
psychological and physiologic factors appears to define HIV disease and AIDS in
women, and this suggests that different approaches may be needed for female patients
(Kathleen & Squires 2003:2). Many women are diagnosed with HIV at a later stage of the
disease than men. Twenty-five percent of women postpone medical care due to barriers,
including limited access to healthcare services due to insurance status, other
responsibilities as primary caregivers, and the stigma associated with HIVV (AIDS Action
2002:2). In addition, the healthcare system does not always provide equitable care and
treatment for women than for men (AIDS Action 2002:2).

A government audit found that women are less likely than men to be given the standard
HIV treatment of combination antiretroviral therapy (49% of HIV-positive women
compared to 61% of HIV positive men received antiretroviral therapy) (AIDS Action
2002:2). Men, persons in cities and persons of high-risk status are more likely to receive
support services associated with HIV treatment than are women. However, HIV-positive
women and women at risk for HIV infection report needing and using social services
such as mental health care to assist them with negative life events, social isolation and

depressive symptoms. The increasing rate of HIV infection among younger women has
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had overall lower average life expectancy for HIV-positive women than for men. In
addition, there is a higher mortality rate among women with AIDS than among men with
AIDS, although some studies have shown that HIV infection does not progress more
rapidly in women than in men (Kathleen & Squires 2003:2).

2.12 DISCLOSURE OF HIV/AIDS STATUS

Disclosure of HIV status is a difficult emotional task creating opportunities for both
support and rejection (Marianne & Yoshioka 2001:77). To disclose their HIV-positive
status is a difficult decision for HIV infected individuals to make because disclosure is
often followed by major and life changing consequences. The initial response of many is
to keep an HIV positive diagnosis a secret. Feelings of shame or disgrace often prevent
women from disclosing their HIV status. These efforts to deny or hide one’s HIV status
negate most prevention efforts, because most measures such as the use of condoms,
treatment for the prevention of mother-to-child-transmission and anti-retroviral therapy,
are difficult to implement without disclosing that one is HIV positive (Ogden & Nyblade
2005:8). The study conducted by Gorbach, Galea, Amani, Shin, Celum, Kerndt, and
Golden (2004:513) gives the following reasons for WLWHA not to disclose their HIV

status:

2.12.1 Denial

Most HIV-positive women go through a phase of denial. Denial is an important and
protective defense mechanism because it temporarily reduces emotional stress. Denial
often gives women living with HIV/AIDS a breathing space in which to rest and gather
their strength when they are not yet ready to accept their diagnosis (Van Dyk 2001:257).
If denial causes destructive behaviour such as refusing appropriate medical care or
continued indulgence in unrestrained high risk behaviour the person should be
confronted. Some respondents from the study of Gorbach et al. (2004:513) clearly
articulated that they were unlikely to disclose their HIV status because they did not want
to think about being HIV positive and were in denial about their status to themselves as
well as to other (Van Dyk 2001:340; Fan, Corner & Villareal 1996:186).
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2.12.2 Fear of rejection

Rejection by family members is common in many families. In South African countries,
women, whose husbands died of AIDS-related infections, have been blamed for their
deaths (UNAIDS 2000). These responses contrast with the high number of women
having been infected by their husbands. In many societies people living with HIV and
AIDS are often seen as being guilty of shameful behaiour. HIV and AIDS are believed to
bring shame upon the family or community. Household members may also express the
fear that their HIV-positive family member might infect others. They are furthermore
also often anxious about losing their social standing in their communities. Many women
suffer severe and unforgiving stigma and discrimination in their households. They
frequently have only a few resources to draw on when they lose their families’ social and

material support.

HIV-positive women, especially those who are widowed or abandoned, are confronted
with concerns about the support of their children and the stigma that may be transferred
to them. They also often have serious concerns about their children’s future and are
worried about who would take care of their children once they have passed away. These
cases demonstrate that becoming infected with HIV has a great impact on women. These
responses may lead an HIV positive person not to disclose his/her HIV status.

2.12.3 Fear of judgmental attitudes

Women are mistakenly perceived as the main transmitters of sexually transmitted
diseases (STDs). Together with traditional beliefs about sex, blood and the transmission
of other diseases, these beliefs provide a basis for further stigmatization of women within
the context of HIV and AIDS. By accepting many of these stereotypes, PLWHA
experience self-blame, feelings of guilt, a lack of self-worth, and depression (Francis
2004:68). Attitudes towards women as being morally guilty for their positive status often
create an unforgiving and serious loss of support for them. The combination of morally
blaming women for becoming infected with HIV and abandoning them often leads them

to lose support from their families. Aspects of stigma and discrimination accumulate to
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result in devastating circumstances for many women. These factors may result in

influencing women not to disclose their HIV status.

Possible positive consequences of disclosure
Disclosure can also be accompanied by negative consequences such as problems in
relationships (with sexual partners, family, friends, community members, employers, or
colleagues). PLWHA may experience rejection or feel that people are constantly
conderming them. Disclosure can, however, be followed by the following benefits:

Disclosure can help people to accept their HIV-positive status and reduce the stress of
coping on their own.

Disclosure can help people to access the medical services, care and support that they
need.

Disclosure can help people to protect themselves and others, since openness about their
HIV-positive status may help women to negotiate safer sex practices.

Disclosure may help to reduce the stigma, discrimination and denial that surround
HIV/AIDS.

Disclosure promotes responsibility. It may encourage the person's loved ones to plan for

the future.

Possible negative consequences of non-disclosure

It may sometimes feel as if there is too much to lose by disclosing one's HIV status. One
of the consequences of HIV/AIDS can be non-disclosure which can potentially decrease
social support, with possible negative physical and psychological health effects (Derlega
& Barbee, 1998:223). Non-disclosure can also have major consequences for PLWHA and

those around them. Possible negative consequences are:

Lack of support
Family and friends may not give the support WLWHA need so that they will have to deal
with everything on their own. Potential sources of support for HIV infected people can

also be lost through non-disclosure or negative coping strategies. There are different
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kinds of social support, often distinguished as instrumental (for instance, money) and
expressive (for example affection or sympathy). Physical and mental effects of social
support have been documented, with less social support related to more depression and
increased social support linked with better health (Derlega & Barbee, 1998: 227).
Distressed women have a general idea of the form of support they want but these support
needs are not always met. A common response to HIV infection is a lack of social
support from family and friends (Metts, Manns & Cruzic 1996: 361). HIV infected
women often feel abandoned by their families. A number of women describe a greater
lack of acceptance and support by their family compared to their husbands who are HIV-
positive as well. This occurred even though in many of these cases they had been infected
by their husbands (FHI 2004).

Risk
Placing others at risk of infection, particularly sexual partners and increasing the risk of

re-infection to themselves.

Lack of caregivers
PLWHA may be unable to access appropriate medical care, counseling or support groups

if they are not open about their status.

Suspicion
People may be suspicious about the actions of an HIV positive person because they do
not understand HIV/AIDS.

2.13 UNMET NEEDS AND BARRIERS TO SOCIAL SERVICES

Women with HIV and AIDS tend to be diagnosed much later than men (Lamping &
Mercey 1996:78), have less access to care (Walker 2002:300) and the social service
system than men (Hellinger 1993:543). According to Lens (2002:279), although both
legislators and the public have proclaimed temporary assistance for needy families as a

success, poor women and their families are often being hurt, not helped, by welfare
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reform. In addition, Mamo and Mueller (2003:347) argue that despite the availability of
social programmes (Medicaid and Medicare ) that were designed to enhance the
availability of AIDS-related medical services, social and structural barriers still impede
patient access to these programmes and services. Unmet needs for AIDS services have
been identified as a public health problem, where at least 40% of samples in previous
studies reported a lack of various needed services (Wright & Martin 1995:763; Piette,
Fleishman, Stein, Mor & Maye 1993:13). With the introduction of anti-retroviral
treatment in 1996, it has become clear that persons with HIVV/AIDS will require more, not
fewer, services in future (Mamo & Mueller 2003:347) as mortality rates are decreasing.
Additionally, both women's and men's needs and use of these services will increase as
individuals receiving HIV/AIDS case management services are found to have
complicating social and economic factors (Emlet & Gusz 1998:3).

2.13.1 Needs for social services

Social service patterns have been explored in previous studies on other population
groups. According to Burnette's (1999:22) study, nearly all the respondents, most of
whom were women, were connected to the formal service system, yet they still reported
substantial unmet needs. Decent affordable housing was expressed as the most frequent
need, followed by financial assistance, especially food, stamps, Medicaid, childcare,
neighborhood safety, camps, and enrichment programmes for children and the youth,
rehabilitation for adult children, and translation services. Inadequate housing, food
insecurity and child custody issues resulted from financial instability. Sixteen families in
a study conducted by Mathematica Policy Research Inc. revealed that the participants
living on a low income had trouble affording adequate housing, while others were sharing
houses with friends and relatives (Hill & Kauff 2002:16). Others had had their water, heat
and electricity shut down because of unpaid bills. Many parents had also temporarily or
permanently lost custody of their children because of unstable financial circumstances.
Furthermore, disabilities and health problems reduced some participants’ ability to find

and keep jobs. This has been also reported in South Africa.

2.13.2 Barriers to services

65





According to Burnette (1999:24), a lack of knowledge is the major barrier to service.
Other barriers identified include the inability to afford services, not being eligible for
service, no openings on waiting lists, no childcare, and no transportation. In addition the
unwillingness to use services and a lack of access were key barriers to service use in
Wright et al.'s (1995:770) study of persons living with AIDS. Financial circumstances
can also greatly influence accessibility to such services. The study conducted by
Mathematica Policy revealed that those with a monthly income of $500 or less were more
likely to face a number of hardships than those with more than $500 (Hill & Kauff,
2002:16). For women living in rural areas, access to services could be problematic and
limited as rural locations often make transportations to specialists’ cumbersome (Walker

2002:301).

2.13.3 Difficulties with grant access and eligibility

According to Adams, Claasens, Dikweni and Streak (2001:29) in South Africa the
government seems committed to giving income support to poor households to prevent
and mitigate HIV/AIDS impacts. The payment of income via social grants is one of the
vehicles used. However, there are difficulties with accessing and qualifying for the grants
on both the supply and demand sides. The National Department of Social Development
stated that people with full-blown AIDS whose DC count falls below 200 qualify for a
disability grant. To access it, they have to be declared to be in need by a medical doctor

and then apply to the nearest social development office.

On the demand side of the market, there are currently two problems for adults affected by
HIV/AIDS. First, not all AIDS infected people are aware that they can claim for a
disability grant. Second, according to members of parliament involved in assessing AIDS
patients through their medical work, there are instances when the application is turned
down or it takes a long time for the application process to succeed (National Department
of Health and Social Development 2001). One of the factors affecting the demand for
grants on the demand side of the market is that there are information and other
implementation problems that are limiting effective demands such as the cost of transport

to gain access in rural areas and the need for a birth certificate and ID document.
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2.14 LIFE AFTER HIV DIAGNOSIS

Learning that one is infected with HIVV/AIDS can change one's life dramatically. HIV
positive individuals often grapple with many simultaneous emotions, including fear,
grief, depression, loss, anger, low self-esteem and anxiety, and most importantly, hope
(Van Dyk 2001:257).

2.14.1 Fear

HIV-infected women have many fears. They are particularly fearful about being isolated,
stigmatized and rejected. They fear the uncertainty of the future. They are mostly afraid
of dying and particularly of dying alone and in agony. Many women living with HIV
have experienced the pain and death of loved ones and friends who had already died of
AIDS and they know and fear what awaits them. Fear may also be caused by not
knowing enough about what is involved in HIV infections and how the problems can be
handled.

2.14.2 Grief

Women with HIV infections often have profound feelings of grief about the losses they
have experienced or are anticipating. They grieve for their friends who die from AIDS
and they grieve with and for their loved ones, those who must stay behind and try to cope

with life without them.

2.14.3 Depression

HIV-infected women often experience depression because they feel that they have lost so
much in life and that they are to blame for it. The following factors all serve to increase
depression: the absence of any cure and the resulting feeling of powerlessness, knowing
others who have died of AIDS, the loss of personal control over their lives, self-blame,

and feelings of guilt.
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2.14.4 Anger

HIV-infected women are frequently extremely angry with themselves and others, and this
anger is sometimes directed at the people who are closest to them. They are angry
because there is no cure for AIDS and because of the uncertainty of their future. They are
often angry with those who infected them and with society's reaction of hospitality and its

indifference as well.

2.14.5 Anxiety

The chronic uncertainty associated with the progress of HIV infection often aggravates
feelings of anxiety. HIV-infected women often experience anxiety because of the
prognosis of the illness; the risk of infection with other diseases; the risk of infecting
loved ones with HIV; social, occupational, domestic, and sexual hostility and rejection,
abandonment, isolation, and physical pain; fear of dying in agony or without dignity; the
inability to alter circumstances and the consequences of HIV infection, uncertainty about
how to keep as healthy as possible in the future; fears about the ability of loved ones and
family to cope; worries about the availability (or unavailability) of appropriate medical
treatment; a loss of privacy and concerns about confidentiality; future social and sexual
unacceptability; their declining ability to function efficiently; and their loss of physical
and financial independence.

2.14.6 Low self esteem

The self-esteem of HIV-infected women is often severely threatened. Rejection by
colleagues, friends and loved ones can cause one to lose confidence and a sense of one's
social identity and thus to experience reduced feelings of self-worth. The inability to
continue with a career or to participate in social, sexual and loving relationships also
diminishes the client's self-esteem. The physical consequences of HIV infection such as
physical wasting, the loss of strength and bodily control contribute to a lowering of self-

esteem.
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2.14.7 Loss

HIV-infected women often feel that they have lost everything that has been most
important and beautiful to them. They experience loss of control, loss of autonomy, loss
of their ambitions, their physical attractiveness, sexual relationships, status, and respect in
the community. They fear the loss of their ability to care for themselves and their families
while they fear the loss of their jobs, their friends and family. In short, they mourn the

loss life of itself.

2.14.8 Hope

The process of accepting the reality of a HIV diagnosis may be extremely difficult,
although there is still some hope of living a positive life. HIV infection does, though,
present important life challenges. HIV-positive individuals should contact the local
AIDS service organizations to obtain information about a support group to join. By
sharing their experiences with other people living with the disease, reduces their
anxieties; learning new strategies for coping with HIV infection, and building new
friendships with people who are facing similar challenges can help them as well. As a
result of medical advances, they are now able to live with the disease, healthily and
productively. In addition, an extraordinary amount of research is under way to identify
even better treatments to improve on those that already exist. Drug therapies are
becoming increasingly effective, and managing one's exercise and nutrition can
contribute to increased health. HIV-positive women can maintain their physical,
psychological and emotional health. Having dependable sources of counseling and
support may help them to lead a happier, and more fulfilling life than before (UNAIDS
2004).

2.15 CONCLUSION

Any efforts to curb the HIV pandemic in South Africa must acknowledge the social
factors that make women vulnerable to HIV infection. It is difficult to tackle the problem
of HIV/AIDS without tackling the problems of poverty and women's subordinate
position. Changing the power imbalance that currently exists in the relationships between

men and women is perhaps one of the most important challenges facing AIDS prevention
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in South Africa, as only then will women have the power to protect themselves. The
issues that should be addressed are overcrowding and the housing crisis, migrant labour
and the collapsing family structure, the high unemployment rate and a host of similar

politically-enforced socio-economic factors (Crewe 1992:16).
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PREVENTION AND INTERVENTION OF WOMEN LIVING WITH HIV AND
AIDS

3.1 INTRODUCTION

The HIV/AIDS pandemic has evoked a wide range of reactions from individuals,
communities and even nations. Stigma is one factor in the type and magnitude of the
reactions to this epidemic (Brown, Trujilo & Macintyre 2001:4). Being HIV positive
makes a tremendous impact on the medical, psychological, social, spiritual, educational,
and economic life of the infected woman, affected significant others and the community
as a whole. HIV/AIDS prevention and intervention programmes need to be implemented
and developed for WLWHA. Hence they would seek to influence decisions and persuade

themselves to take preventative actions.

Social workers are at the forefront of the battle to provide effective care, counseling and
support to those women infected and affected, and to develop new interventions to
prevent the spread of the infection (Shernoff 1990:3). Social work interventions include
attempts to prevent problems through tackling the causes of social need, such as poverty.
In many countries social workers are, therefore, at the forefront to promote social
development and find sustainable ways of uplifting communities in assisting to fight the
spread of HIV and AIDS.

This chapter will highlight the role of preventative intervention theories, models specific
for HIV risk reduction, HIV intervention programmes, social workers’ attributes, Social
Work intervention when working with HIV-infected women, and challenges faced by
social workers due to HIV/AIDS. Co-ordination and co-operation of social workers and
the community at large, government response to people living with HIV/AIDS, and
responding to the needs of people living with AIDS will be discussed as well.

3.2 ROLES OF PREVENTATIVE INTERVENTION THEORIES OF
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HIV/AIDS

3.2.1 Behaviour-change theories

The Health Belief Model (HBM)

The Health Belief Model is a psychological model that attempts to explain and predict
health behaviours by focusing on the attitudes and beliefs of individuals (FHI 2002:2).
This Model holds that health behaviour is a function of an individual’s socio-
demographic characteristics, knowledge and attitudes (Tsvere 2002:2). According to
Kalichman (1998:39), the health belief model is based on the premise that perceptions of
personal threats are a necessary precursor to taking preventative action. A woman has to
have certain beliefs to change behaviour. Socio-demographic beliefs influence women's
perceptions that enable them to take action. The HBM was developed in the 1950s as
part of an effort by social psychologists in the United States Public Health Service to
explain the lack of public participation in health screening and prevention programmes
such as a free and conveniently located tuberculosis screening project. Since then, the
HBM has been adapted to explore a variety of long- and short-term health behaviours,

including sexual risky behaviours and the transmission of HIVV/AIDS.

The key variables of the HBM are as follows (Rosenstock, Strecher & Becker cited by
FHI 2002:6):

Perceived threat: It consists of two parts: perceived susceptibility and perceived
severity of a health condition.

Perceived susceptibility: This is one's subjective perception of the risk of contracting a
health condition.

Perceived severity: These are feelings concerning the seriousness of contracting an
illness or of leaving it untreated (including evaluations of both medical and clinical
consequences and possible social consequences).

Perceived benefits: They are the believed effectiveness of strategies designed to reduce
the threat of illness.

Perceived barriers: They consist of the potential negative consequences that may result

from taking particular health actions, including physical, psychological, and financial
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demands.

Cues to action: These are events, either bodily such as physical symptoms of a health
condition) or environmental (such as media publicity) that motivate people to take action.
Cues to actions are an aspect of the HBM that has not been systematically studied.

The Theory of Reasoned Action Model (TRA)

Research using the Theory of Reasoned Action (TRA) has explained and predicted a
variety of human behaviours since 1967. Based on the premise that humans are rational
and that the behaviours being explored are under volitional control, the theory provides a
construct that links individual beliefs, attitudes, intentions, and behavior (Tsvere 2002:2;
FHI 2002:10). Cognitive structures influence personal attitudes and group norms that
determine personal intentions to do certain behaviours, which become indicators that help
behaviour modifiers to predict whether the desired behaviour will occur (Duve & Tsvere
2002:5) Healthy living and risk taking behaviours can be explored using this model. The
theory variables and their definitions, as described by Fishbein, Middlestadt and
Hitchcock (cited by FHI 2002: 11), are:

Behaviour: A specific behavior defined by a combination of four components: action,
target, context, and time. For instance implementing a sexual HIV risk reduction strategy
(action) by using condoms with commercial sex workers (target) in brothels (context)
every time (time).

Intention: The intent to perform a behaviour is the best predictor that a desired behaviour
will actually occur. In order to measure it accurately and effectively, intent should be
defined using the same components used to define behaviour: action, target, context, and
time. Both attitude and norms, described below, influence one's intention to perform a
behaviour.

Attitude: A person's positive or negative feelings toward performing the defined
behavior.

Behavioral Beliefs: Behavioral beliefs are a combination of a person's beliefs regarding
the outcomes of a defined behavior and the person's evaluation of potential outcomes.

These beliefs will differ from population to population. For instance, married
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heterosexuals may consider introducing condoms into their relationship as an admission
of infidelity, while for homosexual males in high prevalence areas it may be viewed as a
sign of trust and caring.

Norms: A person's perception of other people's opinions regarding the defined
behaviour.

Normative Beliefs: Normative beliefs are a combination of a person's beliefs regarding
other people's views of a behaviour and the person's willingness to conform to those
views. As with behavioural beliefs, normative beliefs regarding other people's opinions

and the evaluation of those opinions will vary from population to population.

Social Cognitive Theory (SCT)
The Social Cognitive Theory (SCT) purports that new behaviours are learnt through
modeling of other people’s behaviours because human behaviour results from continuous
interaction between cognitive behavioural and environmental determinants (Bandura
cited by Tsvere 2002:3). The theory relies on the belief that any person (woman) has the
ability to change and implement necessary behaviour and those outcomes of such
behaviours will be positive when motivations and reinforcements are employed.
Attitudes, subjective norms and normative beliefs are crucial to shaping people’s beliefs.
Interventions based on the social cognitive theory typically include four components:

-Risk educational,

-Threat sensitization;

-Motivational enhancement to promote readiness to change; and
-Skills training that includes an initial explanation of new skills; modeling performance
of the skills; discussion of strengths, weaknesses, and feasibility of the model's
performance; and providing opportunities for practising new skills with corrective
feedback and social reinforcement for behaviour change efforts (Bandura cited by
Kalichman 1998:43).

The Stages of Change Model / Transtheoretical model

The transtheoretical model was developed as an overarching description of change

processes that occur across a variety of behavioural domains (Prochaska, DiClemente &
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Norcross cited by Kalichman 1998:43).The model proposes that woman move through a
sequence of change processes that are ordered by degrees of motivation and behaviour
(Kalichman 1998:43). The Stages of Change Model maintains that behaviour change
occurs in stages and that movement through the stages varies from person to person (FHI
2002:7 and Tsvere 2002:1). The stages of change model listed below are described by
Prochaska, DiClemente and Norcross (cited by FHI 2002:7).

Pre-contemplation — no intention to change behaviour; not aware of risk.

Contemplation - recognize behaviour puts her at risk and is thinking about changing her

behaviour, but not committed to the behaviour change.

Preparation — the person intends to change the behaviour some time soon and is

actively preparing.
Action — the person has changed risky behaviour recently (within the past six months).

Maintenance — the person has maintained behavior change for a period longer than six

months.

Termination — the individual are presumed to have no intention to relapse and possess a

complete sense of self-efficacy concerning his/her ability to maintain healthy behaviour.

3.3 MODELS SPECIFIC FOR HIV RISK REDUCTION

AIDS Risk Reduction Model (ARRM),

The AIDS Risk Reduction Model, introduced in 1990, provides a framework for
explaining and predicting the behaviour change efforts of individuals specifically in
relationship to the sexual transmission of HIV/AIDS (Tsvere 2002:1 & FHI 2002:5). The
major stages are recognizing and labeling of one’s own behavior as high risk, making a
commitment to avoid infection and taking action information seeking, obtaining remedies
and enacting solutions. The challenge is how to incorporate socio-cultural practices
(inheritance or societal expectations for a woman to have children when she gets married)
and issues the woman may not have control over into the process of behavior change

when ready to modify her behaviours. A three-stage model of the ARRM incorporates
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several variables from other behaviour change theories, including the Health Belief
Model, the efficacy theory, emotional influences, and interpersonal processes. The stages,
as well as the hypothesized factors that influence the successful completion of each stage,
are outlined by Catania, Kegeles & Coates (cited by FHI 2002:5) as follows:

STAGE 1: Recognition and labeling of one's behaviour as high risk
Hypothesized Influences:

Knowledge of sexual activities associated with HIV transmission;
Believing that one is personally susceptible to contracting HIV;
Believing that having AIDS is undesirable;

Social norms and networking.

STAGE 2: Making a commitment to reduce high-risk sexual contacts
and to increase low-risk activities

Hypothesized Influences:

Cost and benefits;

Enjoyment (for instance, will the changes affect a person’s enjoyment of sex?);
Response efficacy ( such as the changes will successfully reduce a person’s risk of HIV
infection);

Self-efficacy;

Knowledge of the health utility and enjoyability of a sexual practice, as well as social

factors (group norms and social support), are believed to influence an individual's cost

and benefit and self efficacy beliefs.

STAGE 3: Taking action
This stage is broken down into three phases: 1) information seeking; 2) obtaining
remedies; and 3) enacting solutions. Depending on the individual, the phases may occur

concurrently or phases may be skipped.
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Hypothesized Influences:

Social networks and problem-solving choices (self-help, informal and formal help);
Prior experiences with problems and solutions;

Level of self-esteem;

Resource requirements of acquiring help;

Ability to communicate verbally with sexual partner;

Sexual partner's beliefs and behaviors.

In addition to the stages and influences listed above, the authors of the ARRM (Catania,
Kegeles, & Coates cited by FHI 2002: 6) identified other internal and external factors that
may motivate individual movement across stages. For instance, aversive emotional states
(such as high levels of distress over HIV/AIDS or alcohol and drug use that blunt
emotional states) may facilitate or hinder the labeling of one's behaviours. External
motivators, such as public education campaigns, an image of a person dying from AIDS,
or informal support groups, may also cause people to examine and potentially change

their sexual activities.

Information- Motivation-Behavioral skills model (IMB)

The Information- Motivation-Behavioural skills model (IMB) is one of the models
derived to explain HIV risk reduction behaviour. Fisher and Fisher (cited by Kalichman
1998:45) proposed a three-factor conceptualization of AIDS-preventative behaviour:
information, motivation and behavioural skills. The IMB model states that information
about modes of HIV transmission and the method of preventing transmission is a
necessary precursor to risk-reduction behaviour. The model also holds that behavioural
skills related to preventative actions are a common pathway for information and
motivation to result in AIDS preventive behavior change. The IBM model assumes that
information and motivation activate behavioral skills to ultimately enact risk reduction
behaviors. The model also shows that information or motivation alone can have direct
effects on preventative behaviour, such as when information about HIV transmission
prompts purchasing condoms or when meeting someone with HIV infection motivates a

person to seek HIV antibody testing. Behavioural skills become increasingly important
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when preventative actions require complex skills, such as initiating condom use (which is
very important for women to do) or discussing getting tested with a sex partner
(Kalichman 1998:46).

3.4 HIV/AIDS INTERVENTION PROGRAMMES

HIV and AIDS intervention programmes aimed at eliminating and reducing high risk
behaviors should be implemented for PLWHA. Empowering women by teaching them
communication and negotiations skills should be put into practice. Support groups
provide a good opportunity for members to model themselves on behaviors they observe
in others. This can be extremely beneficial in groups for HIV positive individuals. Most
support groups are formed around a common condition, crisis, symptom, or experience
(Lieberman cited by Bricks 1997:87).

3.4.1 Support groups

Women living with HIV and AIDS are often confronted with feelings of shame and
isolation and find themselves unable to share their experiences with friends and family
members for fear of being rejected. Sexual practices and other risk behaviours are much
more likely to be openly discussed, explored and understood within a support group (Van
Dyk 2001:92). Members of the group both empower and encourage each other. Bricks
(1997:87) describe support groups as places where people with HIV can go for
compassion, understanding some information, and some way of holding themselves

together.

Support groups allow women to interact with others who have had difficulties similar to
their own and who have made psychological improvements since entering the group
(Bricks 1997:87). Learning of one's HIV status may feel like a death sentence. Attending
group sessions with others who have found ways to cope with the devastating effects of

the virus enables women to find hope for themselves. Coming to a group and interacting
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with long-term survivors who are thriving can serve as an inspiration. Many women
living with HIV and AIDS enter into a support group feeling isolated and alone (Gerzel
& Mahony cited by Bricks 1997:81). They do not know other people who are HIV
positive and, as a result, feel alone in confronting their problems. Joining a group helps
these women experiences a much-needed sense of connectedness. Through interaction
with others who are in the same boat, they can begin to develop a sense of acceptance of

their infection.

A sense of belonging can also help women combat the powerful stigmatization that
accompanies an HIV-positive diagnosis. Group members can share their experiences with
others who are experiencing the same detrimental effects of stigmatization. Together,
they can learn the sources of stigma, both in the outside world and within themselves.
Ideally, as this process enables women to see themselves as proactive and empowered,

they will begin to reconstruct a greater sense of self-esteem (Bricks 1997:82).

Giving advice or support to others provides HIV positive women with a reason

for living. Social learning occurs in all group situations. Groups allow women to have the
opportunity to improve their social skills, making them better able to respond to others in
an empathic rather than a judgmental manner and helping them to develop conflict
resolution skills. Women will then automatically apply the techniques they learn in the

group situation to other social interactions.

The group also provides the opportunity to risk new behaviours that may ultimately lead
to a decrease in maladaptive behaviour and social anxiety and to an increase in self-
esteem. The creation of a sense of acceptance, support and affiliation is crucial for any
successful group. Acceptance by others and of oneself is interdependent. Not only does
self-acceptance often depend on the acceptance of others, but according to Yalom (cited
by Bricks 1997:83), acceptance of others is possible only after one has accepted oneself.
By observing others who are courageously dealing with the inequitable insults of this
life-threatening syndrome, women often gain the strength necessary to prepare for the

difficult challenges ahead. Only by accepting the prospects of one’s life, women gain
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some sense of control over their destiny (Getzel & Mahony cited by Bricks 1997:83).

3.4.2 Facilitating empowerment

Empowerment can be facilitated by involving and encouraging individuals, groups and
communities to address their own health concerns and to find solutions to their own
problems. Women (especially women in disadvantaged positions) should be empowered
by being taught communication skills, negotiation skills, assertiveness, decision making
strategies, self-esteem, self-efficacy, life skills, and the fundamentals of component

sexual behavior, problem-solving and conflict resolution (Van Dky 2001:94).

Although the personal and social disempowerment of women in Africa is often
emphasized (and is indeed sometimes a serious problem), the inherent strength and
autonomy of African women, especially in women’s group, should not be overlooked by
care professionals in Africa. Ulin (cited by Van Dyk 2001:94) comments that rural
African women have always been able to mobilize and organize themselves to meet the
needs of their community by making use of solidarity inherent in family ties, neighbours
and other informal networks. Ulin mentions that the solidarity of women in rural African

communities may be their greatest source of strength for coping with the AIDS epidemic.

Community Home Based Care (CHBC) and Support programme

The White Paper for Social Welfare (1997) articulates a shift towards developmental
social welfare that fosters an enabling environment for individuals to be self-sufficient.
This replaces the model of curative and institutional care that is said to increase
dependency on the state. Self-reliance is one of the main pillars of developmental
welfare. The approach assumes that individuals and communities are best able to take
care of themselves. Taking care of vulnerable children and adults would, therefore, have
to take place within the community care paradigm.

In February 2001 Cabinet approved the CHBC model policy document tabled in

parliament (Adams, Claassens, Dikweni, & Streak 2001:8) National government gave

provincial health and social development departments a guide which includes five models
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for CHBC (Departments of Health and Social Development (DSD) 2001). Provincial
departments and community service providers are to use it when developing their

business plans, designing the structures and implementing them.

The DSD defines CHBC as the provision of comprehensive services, including health
and social services, by formal and informal caregivers in the home in order to promote,
restore and maintain a person’s maximum level of comfort, function and health, including
care towards a dignified death. Community-based care and support is the care/services
that the consumer can access nearest to home, which encourage participation by people in
the community. This approach encourages traditional community life and creates
responsibility within the community. According to Adams, Claassens, Dikweni, and
Streak (2001:8) the objectives of the CHBC programme are, therefore:

To shift the emphasis of care to the beneficiaries - the community;

To ensure access to care and follow-up through a functional referral system;

To integrate a comprehensive care plan into the informal, non-formal and formal health
system;

To empower the family/community to take care of their own health;

To reduce unnecessary visits and admissions to health facilities;

To ensure that children, women and families who are affected by HIV/AIDS access

social welfare services within their communities.

According to Van Dyk (2001:327), some of the most important functions of CHBC
programmes are to empower the community and the family to cope effectively with the
physical, psychosocial and spiritual needs of those living with HIV infection and AIDS,
to educate the community about the prevention of HIV transmission, to support family
members in their care-giving roles, and to reduce the social and personal impact of HIV
and AIDS to women living with HIV and AIDS. Another function is to establish a well-
functioning referral system to hospitals, hospices, clinics, and other healthcare facilities

in the community.
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3.4.4 Education programmes

The purpose of HIV/AIDS education is not only to disseminate information, but also to
change attitudes and behaviour, to equip women with the necessary life skills, to
empower them to prevent the spread of HIV infection, and to care for people who are
already infected (Sims & Moss 1991:13). In the absence of a cure, the AIDS epidemic
can only be controlled through a massive programme of public education to:

Promote sexual and other behaviours that limit the spread of HIV and sexually
transmitted diseases;

Remove myths and misunderstanding about the spread of HIV and AIDS;

Encourage a positive and caring attitude towards persons with HIV and AIDS, tolerance
for alternative lifestyles and respect for human rights;

Develop public support for AIDS control measures carried out by governments and
voluntary bodies;

Raise awareness about the need to address social and economic factors that contribute to
HIV transmission, including poverty, migration and the status of women (Humbley
1995:80).

Poverty relief programme (PRP)

The link between poverty and HIV/AIDS is important for designing policies to mitigate
the impact of the disease. One of the key strategies is to support and strengthen existing
and new CHBC programmes through engaging affected and infected people in economic
development activities to secure self-reliance. The DSD also links the reduction in
poverty with the ability of communities to adhere to educational and awareness
programmes aimed at controlling the spread of the disease. In other words, CHBC and
Life Skills programmes are more effective if poverty is addressed concurrently. The PRP
is an important source of income for those infected and affected since the current social

security system has many gaps pertaining to people infected and affected by HIV/AIDS.

Awareness campaigns

Awareness campaigns are productive and self-enriching. Most campaigns benefit those
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who are infected and affected by HIV/AIDS. More campaigns should continually be held
so that women become persuaded and encouraged by the information provided through

them.

3.5 THE SOCIAL WORKERS’ ATTRIBUTE

Social work practitioners have many roles to perform, both in the prevention and
treatment of the HIV/AIDS epidemic. Social work intervention is appropriate in dealing
with HIV/AIDS as it combines treatment with research, and also serves as a link between
a wide variety of therapists, clientele and resources (Makhubele 2004:53). In fulfilling
some of these roles, the social worker can serve to draw the attention of people to
available services on HIV/AIDS (Broker), involve women in educational programmes on
HIV/AIDS (educator) and mobilise government and private institutions in enacting
policies pertinent to HIV/AIDS prevention and treatment programmes (social change
agent) (Sheafor, Horejsi & Horejsi  1994:17). Furthermore, they play a major role in
providing supportive services by being sensitive, empathetic and instilling hope in the
lives of the victims. By familiarizing themselves with cultural, economic, social, and
political issues, and other barriers towards the prevention and treatment of the HIV/AIDS
pandemic they can increase access to women who are vulnerable to HIV infection.
According to Harber (2006:3), the following are some of the roles social workers strive to
play when working with women living with HIV/AIDS:

Identify, strengthen and support existing positive community responses to the epidemic;
Target assistance to the most needy communities in ways that avoid stigmatizing AIDS-
affected households;

Link families with income-generating projects and vocational training programmes;
Identify sources of financial and material assistance and encourage community
fundraising;

Lobby for the protection of women’s and children’s inheritance and property rights;
Promote easily accessible pre- and post-HIV test counseling and adequate follow-up

systems;
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Encourage and enable women infected with HIV to disclose their status to their
partner(s) and close family;

Assist parents to plan for the future care of their children;

Link women with local support services such as drop-in centres, mobile clinics, shelters
and hospices;

Establish and strengthen self-support groups and networks;

Train and support relative and volunteer caregivers;

Establish self-support groups for WLWHASs. Mobilise and train them as AIDS
educators/volunteers;

Raise awareness in communities about the rights of WLWHASs not to suffer
discrimination;

Lobby government to improve access to basic infrastructure, for instance, access to safe

water and adequate health services.

Social workers continue to have crucial roles in advocating decent care from the
healthcare team, and they vigorously defend services against cutback decisions made by

planners and politicians (Shernoff 1990:2).

3.5.1 Social work intervention for HIV-infected women

Women who are HIV positive experience many emotions including shock, denial,
depression, guilt and anger (Derlega & Barbee 1998:23). Many are frequently, isolated
and afraid to share the knowledge of their status with anyone; including their partner(s)
(Harber 2006:3; Sims & Moss 1991:15). Women who disclose their status may suffer
discrimination in the community. Many are afraid of what will happen to their children
when they die, who will look after them, but feel powerless to plan for this eventuality
(Moss 1991:16).

Financial problem may be weighing very heavily and will require sensitive handling by
social workers (Moss 1991:15). The complexities of welfare benefit, legal problems,
funeral expenses, and the making of wills may all seem very daunting while sorting these

out, may make a very big difference to the lives of both family members and the patient.
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There may be serious family conflict over wills in which social workers may find

themselves having to assume on the role of mediators.

Increased involvement by social workers in primary prevention is due to the fact that
medical interventions alone are insufficient to prevent the estimated 40,000 new HIV
infections which have occurred annually throughout this decade, especially among

women and the youth (Institute of Medicine 2000).

Social workers work with HIV-infected women for whom other practitioners have either
never worked, or stopped working, or have worked only minimally. Workers attempt to
encourage these women to express their feelings, recognizing that their being emotional
upset over treatment failure may contribute to their returning to risky behaviour (Strug,
Grube & Berkerman 2002:6). Social workers have adjusted their level of empathy
from emotional to cognitive empathy as an affective distancing strategy, and as a
professional survival mechanism (Lawth, Yallop, Reid, & Fitzgerald 2000:33).

Social workers in healthcare settings, whose tasks may include assisting pregnant women
with AIDS who have one or more children already dead or dying and who hope that this
baby will be born uninfected; teaching adolescents in a family planning clinic that sexual
activity must also include the use of condoms to prevent transmission of HIV; and
counseling newly diagnosed women with AIDS who are already overwhelmed by taking

care of dying lovers (Shernoff 1990:3).

Social workers are trained to listen and encourage clients to speak of their pain and
suffering. They do a great deal to ease the isolation and suffering that accompany the
stigma and shame of this illness for women and their loved ones (Shernoff 1990:3).
Social workers need to be prepared to empower ill and dying clients by maximizing their
options to live and to die how they want to. To accomplish this crucial clinical task with

clients, professionals must feel empowered in their work. False barriers can get in the
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way of reaching out empathically to clients. As Harry Stack Sullivan noted, people are
more similar to each other than dissimilar. Social workers are challenged to let go of the
need to feel different from people who have AIDS (Shernoff 1990:3).

Social workers empower women with hope in the middle of their illness. The hope may
not be only for a cure, but to stay healthy long enough for the next generation of medical
breakthroughs to occur. More time allows social workers to encourage women with
AIDS to hope for and work towards improved relationships with estranged family

members or friends.

3.5.2  Social work challenges due to HIV/AIDS

AIDS poses a challenge to all aspects of professional social work by providing the
opportunity to work with some of the most disenfranchised and despised segments of
society. These include vulnerable and underprivileged people, homeless people who are
HIV infected and sexual minorities. These opportunities challenge professionals to rise
above their competence and ability and learn to see clients as people who are ill and in
need of empathy, compassion, and most importantly, professional expertise (Shernoff
1990:3).

It is safe to maintain that if it has not already done so, Acquired Immune Deficiency
Syndrome will touch the professional lives of almost all contemporary social workers
before they retire (Shernoff 1990:1). The worried, the ill, the dying, and the bereaved will
occupy social workers' caseloads and continue to touch their personal lives as well.

3.5.3 Current challenges to social workers

According to Strug, Grube and Berkerman (2002:1), through their observations, social
workers on the frontline of the epidemic take on diverse tasks ranging from helping
clients to find housing to assisting them in preparing advanced directives and wills to
assure their valued possessions would go to loved ones. A primary role of social workers

at this phase of the epidemic is to accompany clients on their existential searches for the
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meaning of life in the face of the dying process. The work is extremely challenging and
emotionally draining. For social workers, the biggest challenges are the fear, paronoia,
and homophobia that exist in many work settings, and in the society generally. Among
the ethical issues and professional dilemmas faced by social workers are personal
conflicts with clients ( for instance concerning infected women’s reproductive decisions),
workers’ concerns about the rights to know which clients are HIV-infected, partner
notification and the issue of mandatory HIV testing among others (Giddens,
Kaopua & Tomaszewski 2000:33 and Strug, Grube & Berkerman 2002:2).

Social workers are concerned about their clients’ future (Links & Bonks 2000:211) and
fear that WLWHAs who suffer from mental illness, chemical abuse or both, or
developmentally disabled individuals, may relapse into active psychopathology given the
psychological stress of living with HIV/AIDS (Shernoff & Smith 2000:1). Social work
practitioners are frequently approached by WLWHAs to help them resolve extremely
complex psychosocial matters (Strug, Grube & Berkerman 2002:6).

Some WLWHA are struggling with issues revolving around the possible re-evaluation of
personal commitment to lovers and friends which were made at a time when they
believed their HIV/AIDS status was primarily a death sentence. Power inequities between
HIV positive and negative partners may be reduced as the HIV positive partner
experiences a rebound to greater health. HIVV-infected women and their partners struggle
with taking decisions whether to have a child or not. These are just some of a wide

variety of emotional issues for serodiscordant couples (Berkerman 2000:19).

Legislation regarding mandatory HIV/AIDS testing at state and national levels is in flux.
Social workers have to be apprized of the latest changes. They will need a work setting
that allows them to talk openly about their feelings concerning the duty to warn, and
about their ethical responsibilities to clients in the light of the movement in the field away
from the primary of confidentiality towards the duty to warn. Some workers may
experience considerable conflict in carrying out these legislative mandates because of the

close personal relationships they have with their clients, and in some instances, out of the
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workers’ fear of retribution resulting from names’ reporting (Strug, Grube & Berkerman
2002:13). Cushman, Evans and Namerow (1995:115) conducted a survey that revealed
high levels of job-related stress among social workers, counselors and health educators
working with HIV/AIDS patients in five large, urban medical centers. The above
mentioned authors stated that stress is associated not only with the severity of AIDS as a

disease, but also with several organizational characteristics of the respondents' job sites.

According to Wolf (2002:2), prior research has suggested that social work professionals,
like many other health and allied health professionals, may not be prepared to adequately
take on this public health role. Wolf (2002:2) also indicates that studies surveying social
workers have identified negative attitudes, discomfort and a lack of knowledge associated
with HIV and AIDS. A study surveying social workers' comfort towards HIV/AIDS in
America found that when professionals were asked if they would have an interest in
working with this population (people living with HIVV/AIDS), 60% reported that they
would not want to apply for a position which specifically dealt with servicing HIV-
infected persons (Shernoff 1990:1). Another research study conducting interviews with
social workers revealed a worker fear of contracting AIDS and an avoidance to work with
these patients. An assessment of the professional response to the epidemic conducted by
the National Association of Social Workers' Task Force on HIV/AIDS concluded that
roughly half of the social work respondents did not incorporate HIV prevention services
into their practice (Wolf 2002:1).

Social workers working with people with AIDS need to ask themselves if their skills are
blocked by blaming people with AIDS or their life-styles in effect blaming the victim.
Distinguishing life-styles from the viruses and bacteria that cause the disease is, for some,
an overwhelmingly high barrier to cross. However, simple professional ethics and

humanity require such a leap.

Meeting the AIDS challenge professionally means carefully assessing clients to see them
as individuals and not categorizing them as being at risk or not at risk. Because anyone
may become infected with the virus that causes AIDS, assumptions should not be made
about a client's risk status for HIV infection (Shernoff 1990:3).
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AIDS challenges social workers to change themselves by dealing with feelings about
pain, illness, death, and the illusion of personal immortality. To continue doing AIDS
work social workers must receive skilled supervision; they must have access to AIDS
support groups and periodic retraining, and at times, a collegial embrace after suffering
the loss of yet another beloved client.

AIDS work challenges all social workers to contribute to human betterment through their
professional excellence. But, from a selfish perspective, this work rewards each person
who engages in it by opening up some of the most profound questions of human
existence pertaining to the value of life and relationships, and how one chooses to live.
Working closely with people who have a life-threatening illness allows social workers to

expand their sense of the preciousness of life.

Many of the earliest social workers involved in AIDS work are now sick or have died.
The fight for sensitive and effective services for all people with AIDS now requires the

help of every social worker in South Africa.

Robert F. Kennedy (1966) once said “Let no one be discouraged by the belief that there is
nothing one person can do against the enormous array of the world's ills, misery,
ignorance, and violence. Few will have the greatness to bend history, but each of us can
work to change a small portion of events, and in the total of all those acts will be written

the history of a generation”.

Each social worker has the opportunity to help change a small portion of events by not
shying away from working in the AIDS field. When the history of AIDS is finally
written, let the social work response be recorded as one of the finest during this immense

public health crisis.

3.5.4 Community and the social worker
The field of social work has traditionally contended with social injustice and servicing
the psychosocial needs of vulnerable populations in the community setting. Social work
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professionals have also been addressing HIV-related issues and advocating for patients
and families affected by the epidemic since the onset of the disease, and are in a pivotal
position in the community to serve a public health role in the prevention and
identification of those infected (Shernoff 1990:2). These professionals provide services to
individuals in multiple health fields, mental health and other varied community-based

practice settings.

Hospital social workers are often the first to see AIDS in a community, if people with
AIDS have not reached out previously to a local AIDS service organization. They are an
ideal resource for public health efforts to both provide prevention education and to
participate in early detection efforts for the identification of individuals who should be

encouraged to receive HIV antibody testing.

Social workers’ skills in helping individuals, couples and groups to set goals, play roles
and solve problems are relevant to the primary prevention efforts. Social workers have
considerable experience working in programmes aimed at changing risky behaviours,
such as encouraging the youth to use sterile needles for injection drug use, instructing
persons practicing unsafe sex on how to properly use condoms, and in working with men
and women to negotiate safe sex with their partners (Newman 2000:146; Strug, Grube &
Berkerman 2002:9).

These practitioners also have experience in developing community-empowerment models
constructed to assist consumers in taking care of themselves and their communities
(Springer cited by Strug, Grube & Berkerman 2002:9). Some social workers have
accumulated a great deal of useful information about the scope and severity of HIV-
related problems through their long-term work with the community and other high risk

groups in the community.
Years of experience working in grassroots programmes have helped many workers to

understand what community members need and want to help decrease the risk of new

cases of HIV/AIDS in their communities. This information should be shared with policy-

90





makers. Practioners’ knowledge concerning the values, beliefs, and the daily lives of
minority ethnic group members can also be helpful to policy makers in the creation of
prevention messages tailored to specific ethnic groups (Strug, Grube & Berkerman
2002:9)

3.6 THE GOVERNMENT RESPONSE

The South African Constitution (Act No. 108 of 1996) is the supreme law of the country
and all other laws must comply with its provisions. The Bill of Rights (which is part of
the Constitution) enunciates a number of basic human rights, which apply to all citizens
and which, therefore; also protect people living with HIV/AIDS. People have the
following rights, according to the Constitution (Van Dyk 2001:404):

The right not to be unfairly discriminated against, either by the state or by another person;
The right to bodily and psychological integrity, which includes the right to security and
control over the body;

The right not to be subjected to medical or scientific experiments without the person’s
own informed consent;

The right of access to healthcare services, including reproductive health caregivers;

The right not to be refused emergency medical treatment;

The right to information and basic education;

The right to privacy;

The right not to have the privacy of one's communications infringed.

The way in which people living with HIV/AIDS should be treated in the workplace, in
medical settings as well as in schools and tertiary educational settings is based on some
of the following legislation, policies, proposals, and protections within the common law
(Van Wyk; Whiteside & Santer cited by Van Dyk 2001:405):

The Employment Equity Act No. 55 of 1998;
The promotion of Equality and Prevention of Unfair Discrimination Act No. 4 of 2000;
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The Labour Relations Act No. 66 of 1995;

The Occupational Health and Safety Act No. 85 of 1993;

The Mines Health and Safety Act No. 29 of 1996;

Common-law protection of the right to privacy and dignity;

The Department of Health’s draft of National policy on testing for HIV (Government
Gazette, vol. 414, Pretoria, 10 December 1999, No 20710;

The Medical Schemes Act No. 131 of 1998;

The National Education Policy Act No. 27 of 1996.

The basic rights of people living with HIV/AIDS
According to Van Dyk (2001:405), the following are the basic rights for people living
with HIV/AIDS.

3.6.1.1 Liberty, autonomy, security of the person and freedom of movement

People living with HIV/AIDS have the same rights to liberty and autonomy, security of
the person and to freedom of movement than the rest of the population. No restrictions
should be paced on the free movement of HIV-infected people, and they may not be
segregated, or isolated in prisons, schools, hospitals, and elsewhere merely because of
their HIV-positive status. People living with HIV infection or AIDS are entitled to
maintain personal autonomy (the right to make their own decisions) about any matter that
affects marriage and child-bearing (Van Dyk 2001:406).

3.6.1.2 Confidentiality and privacy

People living with HIV and AIDS have the right to confidentiality and privacy about their
health and HIV status. Health care professionals are ethically and legally required to keep
all information about clients or patients confidential. Information about a person’s HIV

status may not be disclosed to anybody without that person’s fully informed consent.
3.6.1.3 Health and support services, public benefits, medical schemes, and

insurance

People living with HIV/AIDS in South Africa have the right to equal access to public
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benefits and opportunities. They have the same rights to housing, food, social security,
medical assistance and welfare as all other members of the society. Public measures
should be adopted to protect people living with HIV/AIDS from discrimination in
employment; housing; education; childcare and custody; and the provision of medical,
social and welfare services. Medical schemes may not discriminate unfairly, directly or
indirectly against a person on the basis of his or her state of health. People living with
HIV/AIDS should be protected from arbitrary discrimination in insurance, in that
insurance companies may not unfairly refuse to provide an insurance policy to any person
sorely on the basis of HIVV/AIDS.

3.6.1.4 Education
All people have the right to proper education and full information about HIV and AIDS,
as well as the right to full access to and information about prevention methods.

3.6.1.5 The right to safer sex

All people have the right to insist that they or their sexual partners take appropriate
precautionary measures to prevent the transmission of HIV. The especially vulnerable
position of women in this regard should be recognized and addressed. People have a
moral obligation to tell their sex partners if they are HIV positive. They must also ensure
that their sex practices are as safe as possible (by using condoms). Disclosing HIV
infection to sex partners is part of one’s duty to protect others from potential exposure to
the virus. Lawsuits have been filed against HIV-infected people when such people have

been suspected of knowingly having placed others at risk through unsafe sex.

The role of the Department of Social Development (DSD) in combating
HIV/AIDS
In the Constitution of South Africa (section 27), vulnerable groups in society, or those

unable to take care of their own basic needs or families, are guaranteed the right to social
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assistance. Constitutionally the DSD is, therefore, responsible for the financial, emotional
and physical care of those made vulnerable by HIV/AIDS (Adams, Claassens, Dikweni,
& Streak 2001:3). The task of social development departments is to provide a
comprehensive package of social development services to people who, due to factors
such as disability, poverty and HIV/AIDS, are vulnerable and in need of assistance
(Idasa 2005:5).

The DSD delivers social services to the poor and vulnerable groups through the following

programmes:

Social assistance: It finances private sector welfare institutions such as homes for the

disabled, orphaned children and the aged.

Social welfare services: It finances public sector welfare programmes as mentioned;
while social workers employed directly by provinces deliver some of the welfare services
currently provided to vulnerable individuals, including children and families affected by
HIV/AIDS.

Social Development or Poverty Relief Programme (PRP): It facilitates social change
based on community initiatives. This programme aims to provide income support through
income generating projects to those groups of poor people not covered by the current
social security net.

Social security: It facilitates the payment of grants for social security including pensions

for the aged, child support for poor children and the severely disabled.

3.6.3 Anti-Retroviral Treatment (ART)

The South African Government’s National Care and Treatment Plan for People living
with HIV/AIDS, now provides ARTs at some government clinics and hospitals (Soul
City 2005:3). ARTs slow down or stop the HIV from making more viruses and from

attacking the immune system. This treatment is not a cure for HIV but it helps to stop any
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more damage to the immune system and allow it to recover.

When the immune system has recovered, it can protect the body better from infections.
CD4 cells are part of one’s immune system. When the immune system is strong, the CD4
count is high. According to Soul City (2005:7), when the CD4 count of an HIV-positive
person is below 200 the person should start taking ART. Many side effects begin quite
soon after starting ART. Some of the most common effects include dizziness, rash,
headache, vomiting that do not stop, nausea, not sleeping properly, nightmares, feeling
tired all the time, sleepiness, and confusion. Health care for infected people is often
inadequate. Drugs that can improve longevity and the quality of life, such as AZT, are

typically unaffordable.

3.7 RESPONDING TO THE NEEDS OF PEOPLE WITH AIDS

People are individuals, all with different needs, and the response to those needs will,
therefore, always be individually tailored. People living with HIVV/AIDS are persons with
a multi-systems disease who, in common with all individuals, have needs which must be
met. The quality of life can only be maintained and improved if distressing symptoms can
be relieved and, recognizing the potential that each individual has, working with or for
them to maximize this potential. Sims and Moss (1991:10) identified the following needs

and their responses to persons living with HIV and AIDS.

3.7.1 Physical needs

AIDS as a multi-system disease, the presentation of AIDS is varied and often complex.
People living with HIV/AIDS in the advanced stages of the disease may be ulcerated
from mouth to anus causing difficulty in eating and swallowing. They may be emaciated,
having torrential diarrhoea of several litres a day (Sims & Moss 1991:10). They are weak
and tired and may look prematurely old. The physical care of these patients present great
challenges to carers. The problems commonly encountered are body pains, neuropathy,

weight loss, nausea and/or vomiting, diarrhoea, skin lesions, decreased mobility,
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intermittent confusion, and the inability to maintain personal safety.

Responding to physical needs

AIDS commonly affects people at a time in their lives when they would have been at
their most creative and productive (Sims & Moss 1991:10). In most cases people living
with HIV/AIDS are cared for by their partners and family members. They need to be
encouraged and their choices and wishes respected. They need comfort, that is, physical
freedom from discomfort. The response of a multiprofessional team of carers is the best
way to achieve this. Highly skilled medical care must be provided, with input from the
doctor as necessary, often on a daily basis to maintain symptom control. It may be
necessary to resort to a pharmacy in order to control the many distressing symptoms the

patient may have. Highly skilled nursing care with attention to detail is thus essential.

3.7.2 Emotional needs

The emotional environment is created by people interacting with persons living with
HIV/AIDS, people demonstrating that they care by showing unconditional love and
acceptance. The need for love, acceptance and security is particularly important in this
care setting as many people living with AIDS experience rejection for much of their
lives. This rejection may cause them to leave their families, and homes, thus physically

separating themselves from all people.

Loneliness and isolation can be difficult and destructive and in desperation, people often
make disastrous choices, perhaps leading to unfulfilling relationships and apparent
promiscuity (Sims & Moss 1991:12). With the diagnosis of HIV/AIDS, people may
experience many losses: loss of control, loss of dignity, loss of body image, loss of a
future, and an anticipated loss of anything and everything important to them. Rejection,
isolation and guilt may compound the feeling that the person is useless, hence their self-
esteem is lost. Fears may be expressed, such as fear of dying and of what will happen
after death.

Responding to emotional needs
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The need to maintain hope

Hope is the substance of the things unseen, things people hope for. People living with
HIV/AIDS need hope in their lives, to believe that there is still a chance to live life to its
fullest.

The need for honesty

Mutual trust is essential. People living with HIV/AIDS need to know that those caring for
them will not mislead them or be dishonest with them. The choice as to what information
is disclosed, and the things that are better left unsaid, should be guided by the knowledge

of the patient's coping mechanism.

The need to raise difficult and painful issues

When people living with HIV/AIDS trust their carers it will be easier for them to raise
difficult and painful issues. One of the defence mechanisms of persons living with
HIV/AIDS is denial, they may be aware of their situation with all its implications but the
last thing they want is to talk about them. The issue of who will look after the children
after dying and preparation of death are among the sensitive issues that people living with
HIV/AIDS find it difficult to talk about.

The need to overcome feelings of isolation

People living with HIV/AIDS need freedom from isolation, rejection, guilt, and fear. The
isolation felt by people with HIV/AIDS is probably something that few others have
experienced to the same degree (Sims & Moss 1991:13).

The need for encouragement and motivation
In providing encouragement and motivation for persons with HIVV/AIDS, one has to
promote meaning and bring hope to their lives. This will make them believe that there is

still so much to live for.

The needs to be valued and to be of value
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Every person is of value and contributes much that is of great significance.

The need for the carer's time
According to Sims and Moss (1991:14), in order to respond to people living with
HIV/AIDS emotional needs carers must have the following skills:

The ability to listen;

The ability to find out how the patient is regarding his or her situation and how he/she
feels about it;

The ability to recognize when it is necessary to refer the person to someone with greater
skills;

Carers must ensure that confidentiality is maintained-sharing something that has been
told in confidence must only be done with the patient's permission;

The ability to be able to love and accept people as they are.

Responding to patients’ emotional needs and helping them to deal with unfinished
business will often be the release they needed and give them the freedom to get on with
life.

3.7.3 Social needs

In responding to the social needs of people living with HIV/AIDS, it is important to liaise
with social workers involved in order to identify the history and the current situation
(Sims & Moss 1991:15).

Housing and accommodation

The lack of suitable housing is a big problem for the persons living with HIV/AIDS who
are homeless. They may have been homeless prior to becoming ill or have been evicted
or asked to leave their homes for a variety of reasons, including their diagnosis or their
lifestyles. It is often difficult to find accommodation for homeless people and there is no
quick or easy way to solve this problem. Homeless people with a diagnosis of HIVV/AIDS

should be dealt with immediately wherever they are.
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Finance

People with AIDS need to know the allowances that may be available to them and how to
gain access to these allowances. The following may be available: housing benefits, social
grants such as disability grants and sickness benefit. Further information may be sought

from the Department of Social Development.

3.8 THE MULTIPROFESSIONAL TEAM

At their best, multiprofessional teams can ensure that all the needs of the patient are met.
The team must have a common approach and understanding of the overall aim, but team
members must also have an understanding of, and respect for, one another’s expertise.
Good communication regarding each profession's codes of conduct and policies, as well
as about subjects directly related to the care of a particular person, will enable the team to
work together with mutual respect and understanding. This can be achieved through
regular multiprofessional team meetings or, at case conferences where appropriate (Sims
& Moss 1991:15). The core of the team should include nurses, a doctor, therapists, social
workers, a dietitian, a counselor, and psychologists, and chaplains or ministers of

religion.

Each individual team member will have his/her own philosophy or belief system which
will affect how the care is delivered. To achieve a coordinated approach it is important
that the team as a whole agree on the overall aims of care. The aims should include the

following:

To provide for the needs of the whole person;

To treat each person as an individual, with respect and acceptance, acknowledging each
person’s right to privacy and confidentiality;

To give control back to the patient as far as is possible;

To enhance the quality of life by good care, including aids for daily living, appropriate

housing and effective symptom control, enabling the patient to live life to its fullest until
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death;
To facilitate a comfortable and dignified death;

To provide support and bereavement follow-up to families, partners and friends.

3.9 CONCLUSION

An HIV-positive test results make a tremendous and irreversible impact on a women’s
life. Important decisions and changes have to be made to live a healthy and happy life
after diagnosis. More effective intervention and prevention programmes should be
developed and implemented in order to assist women living with HIVV/AIDS than those
currently available. The more severe the epidemic, the more pressure there will be on the
welfare sector. The responsibility for protecting women living with HIV/AIDS should
not only be placed on the shoulders of government, but within communities and

organizations as well.

Social workers world wide are faced with the need to assist women, families and
communities affected by HIV/AIDS, especially in countries where infection rates are
high. Social workers are also well placed to develop and implement prevention strategies.
The social impact of the disease is very wide ranging and needs will vary according to the

context in which social workers are operating.

Social workers may feel overwhelmed by the scale of the problems which they encounter,
but each individual can play his/her part by informing himself or herself about the
particular impact which HIV/AIDS has. These practitioners will also be more effective if
they lobby for a coordinated response from other sectors, such as health, education and

business.

Social workers must therefore clearly define the limits of their role and co-ordinate their
efforts with professionals working in other fields, such as health and education workers.
These are some of the questions that need to be asked: Do the rewards of HIV/AIDS

social work remain sufficient to attract new practitioners to the field and to prevent
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practitioners from leaving given the enormity of the challenges workers will face in the
next stage of the epidemic? Will there be enough social workers to carry out all the work

to be done?

CHAPTER 4

EMPIRICAL RESEARCH FINDINGS

4.1 INTRODUCTION

The main aim of this chapter is to present an analysis and interpretation of qualitative
data collected from 56 women living with HIV and AIDS. The descriptive-exploratory
research design was used for the purpose of this study. A non-probability purposive
sampling technique was utilized to select WLWHA in Mankweng and surrounding
villages to participate in six focus group interviews. The qualitative and quantitative type
of research was utilized in the study. The NVivo programme was employed to manage
the qualitative data by means of storing, linking documents and ideas, and coding
documents at nodes to show where the concept occurs in the text. The programme also
enabled the researcher to develop memo ideas about the data. A quantitative approach
was also used to indicate the number of participants who shared similar views on a

particular issue.

4.2 BIOGRAPHICAL DATA
The aim of this section is to present the respondents’ personal information, such as age,

race and gender.

Sample characteristics

All the 56 women living with HIV and AIDS were black and resided in Mankweng and
surrounding villages, in the Capricorn district, Limpopo Province. According to Statistics
South Africa (2005), the black population accounts for the majority of citizens in South

Africa. The majority of the people in Limpopo Province are black.
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The ages of the participants ranged from 20-49 years. Of the WLWHA sixteen (29 %)
fell between 21-30 years. Twenty eight (50%) fell between 31-40 years and only twelve
(21%) were between 41-49 years old. The ages presented, correlates with the statistics
presented by SSA (Statistics South Africa 2005), that the estimated adult HIV-prevalence
rates from 2001-2005 shows that the rate of HIVV/AIDS is the highest (18,1%) among
women aged 15-49 years. The total mean of the whole population was 34 years. Forty
seven (84%) women were single. Five (9%) were divorced due to the disclosure of their
HIV/AIDS status. Four (7%) were widowed due to the fact that their husbands had died
from opportunistic diseases. Twelve (21%) single women indicated that they broke up
with their partners because they were refusing to use a condom. The participants were
unemployed. Some left their employment as a result of rejection from their employers
and co-workers after disclosing their status, while others were unable to secure

employment because of their status. Forty seven (84%) women had children.

VIEWS ON HIV AND AIDS

This section is based on the views of women living with HIV and AIDS on the virus and
reasons for holding such views including whether these views are shared by others such
as the family and community. The section will also present the positive and negative
aspects within the communities that are supportive or non-supportive of people living
with HIV and AIDS.

4.3.1 Participants’ views on HIV and AIDS
Misconceptions
The participants expressed different views about HIV/AIDS. Of the total (56) participants

only fifteen (27%) mentioned that HIV/AIDS is the same as other diseases. The

misconception is illustrated by the following:

| view this virus as the same as other diseases. We are knowledgeable about it. We need
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to care for ourselves, know what to do and what not to do, and start to be in control.

When you have this disease, no one must know.

| view this virus as the same as other diseases such as high blood pressure because you
live with this disease until God remembers you. The virus does not choose whom to

infect, it infects us all, older persons, children and everybody.

| view this virus as the same as epilepsy. For example, you may have someone who lives
with asthma or disability, death is waiting for all of us. HIV is the same as any other
disease.

I do not see HIV and AIDS as the end of one’s life. I view it as a combination of many
kind of diseases. If a person takes care of him/herself like using condoms the person can

live long.

Twenty seven participants (48%) are of the view that many people are still having
misconceptions on how the virus infects the human body. This lack of knowledge on

how the virus is transmitted is still a problem to many South Africans.

Death sentence
Five participants (9%) mentioned that many people think of HIV or AIDS as a death

sentence. The following excerpts illustrate some of the participants’ views:

Many people believe that when you have HIV, you will not live longer. | think that there
is no one who knows when his/her life will end. HIV/AIDS is the same as other diseases.

When people think about HIV, their minds become preoccupied with the issue of death
only. They tell themselves that when a person is HIV positive, it means he/she won’t make
it for the next month or coming year, the person will die. It is not like that. People should
try to understand. It means that there is lack of information for these people. Even if the

information reaches them, most people do not take heed of what is said. They do not
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understand clearly because they think you are going to die, that is why they treat you

differently.

The findings support Mwale and Burnard’s (1992:27) results of the study conducted
among HIV infected women in rural Zambia who said that HIV kills people because

there is lack of knowledge.

Dangerous disease
Some people view HIV and AIDS as a dangerous disease.

| view the virus as very dangerous, because people know that I am HIV positive. They
talk about me along the street. I cannot walk on the street, but my family gives me
support, it is only people on the street who keep on talking about me. That is where | do
not understand what kind of a virus this is... (She did not complete the sentence). But |

have accepted this virus; the problem is only on the streets.

An alien disease

Some South Africans still view HIV and AIDS as the virus that infects aliens. Crewe
(1992:18) also asserts that people are sure that HIV/AIDS is a disease that only affects
others. However, it was encouraging to discover that only one participant (2%) held the

same view as evinced in the following:

At the time when | discovered that | was HIV positive, | never thought that black people
can be infected by this virus. | always thought the virus only infects foreign people and

not South Africans.

HIV/AIDS is makgoma or sekgalaka (contaminations)
Twenty participants (36%) believed that HIVV/AIDS is makgoma or sekgalaka. Makgoma
are described as sores that develop in the stomach due to neglect of purifying oneself

after having sexual intercourse with a prohibited person. Prohibitions include having
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sexual intercourse with a woman during menstruation, with a widow or widower before
he or she is cleansed (regardless of the husband or wife’s cause of death), or with women
who had an abortion or miscarriage or with a person who has come into contact with a
corpse. In order to cleanse impurities, a person has to perform extensive cleansing rituals
that involve washing, vomiting and purging (Beuster, Bodibe, Felhaber, Green, &
Hammond-Tooke cited by Van Dyk 2001: 113). Belief systems among Africans
contribute significantly to their lives and understanding of causes of illnesses as described
by the following:

| understand that HIV is sekgalaka meaning sores developing in the stomach.

| understand that AIDS is makgoma. In sepedi we say it is makgoma (contamination),
these are sores that develop in a widow’s stomach should she have sexual intercourse

with another man before being cleansed.

Many Africans still adhere to traditional African beliefs. Most Africans believe that
people sometimes get ill because they neglected to purify themselves from states of
impurity or pollution by failing to carry out the appropriate rituals that had been
prescribed for everyday life (Van Dyk 2001:117).

4.3.2 Views on HIV and AIDS shared by the family and community

Lack of information and knowledge

A diagnosis of HIV/AIDS is a life-changing event, where persons must deal with a life-
threatening, delibitating disease which is associated with stigma and isolation (Abel,
Rew, Gortner, & Delville 2004:510). PLWHA face social changes based on other
people’s and society’s reactions and perceptions to the disease. People’s perception of
AIDS as a fearful disease also lead them to infer that all people who are seriously ill have
AIDS.

Twenty five participants (45%) believed that a lack of information about HIVV/AIDS in
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families and communities contribute to discrimination and stigmatization while, thirty
one (55%) participants mentioned that the community does not view HIV/AIDS the same

way they do. The following perceptions illustrate the point:

| do not think they view HIV the same way we do. As long as a person does not know
about his status, the person is going to bombard or torment his partner with negative
thoughts. Even if one can say let me understand exactly what is going on about this
disease, the person will never understand because he never tested. The person has never

had a feeling of what it means being in VCT.

The community does not share the same views because their consciences are dead; you

may find them insulting you saying that you have AIDS.

People do not understand the same way we do, because counselors assisted us, and those
people outside do not know anything, one can see the difference because they do not

know.

People in the community do not understand HIV/AIDS. Sometimes you explain to a
person that you are infected so that she can help you, she will never help you, it is the
more she will go around talking about the news you told her. It really shows that this
person does not understand that a person living with HIV wants support. They will treat
you differently; sometimes when you walk around the community, one may say hey, you
are skinny, things like that. Some people will even ask to see your hair; if you have lost

hair, then it means you have HIV. They do not understand HIV.

According to my understanding, | do not believe that people who did not test have the
same views with us, because | know my status and | know how long I lived with this virus.
These days many people when they do not know about their HIV status, when you talk to
them they ignore you. Many of them are not careful, they have multiple partners without
using condoms and have the false belief that the virus infects those who are meant to be

infected and that there are those who will not be infected.
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Another participant was concerned about how people continue to bear children,
indicating that they are having unprotected sex because they do not accept that

HIV/AIDS exist. The following demonstrates the point:

| understand that some people do not accept that HIV exists, they do not accept, because
they still bear children even though they are informed through the media that they need

to condomise.

Fear to talk about HIV/AIDS
Ten participants (18%) mentioned that people are afraid to talk about HIV/AIDS due to
fear of rejection and withdrawal of emotional support. Literature supports the
participants’ view as it indicates that people living with HIVV and AIDS are afraid of
talking about their status as they are blamed for becoming infected with HIV through
their irresponsible and selfish behaviour, and for bringing shame on themselves, their
families and the community as well as becoming a burden to the family (Ogden &
Nyblade 2005:35; Duffy 2005:16; Crewe 1992:14). Cultural feminism believes that in
many societies there is still a culture of silence that surrounds sex that dictates that good
women are expected to be ignorant and keep quiet about issues pertaining to sex and
should be passive in sexual interactions (Carovano 1992:143). The following citation

exemplifies the point:

Others are afraid and they are not free to talk about it; I am saying this because my next
door neighbour was not free to talk about it, and she passed away.

Positive aspects by the community towards PLWHA
The positive aspects within the community are that it has heightened awareness

campaigns of HIV/AIDS, promoting understanding and tolerance in some people (Van
Dyk 2001:360). In some instances these led to infected people speaking in public about
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sex and sexuality including the use of condoms and behaviour change. The following
responses indicate some of the positive acts by the community that are supportive of

women living with HIV and AIDS:

It is when AIDS awareness campaigns are organized and many people come to attend.
This encourages an HIV positive person in that the community is prepared to learn
something about HIV. It means, tomorrow they will be able to understand the situation

that | am in now.

The community does good things for us, because they comfort us if you share a problem

with them, they console you and give you advice and you leave feeling better.

Radical feminism indicates that most African cultures require women to be subservient,
and play a traditional role as caregivers in families (McDowell & Pringle 1992:128).
However, the findings indicate that 54% of the participants enjoyed support from their

families. The following views and feelings illustrate this column:

The pleasant thing is when the family looks after you, support you and guide you. They
must not say that HIV kills. They must comfort you and say HIV is the same as any other
disease. For example one may die in a car accident while the infected person may live

for years to come.

The good thing is when you disclose your status to someone in the family and the person
offers you support. Maybe they will also be interested to find out about their status.
Sometimes when you are ill they will be able to care for you, because they know your

problem.

What is pleasing is when family members accept you as you are, without discriminating

you because you have HIV.
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| see my support and joy, when I am with my children at home. I am happy because my
children know my status that I live with HI-virus, and they are able to support me without

shunning me.

The good thing was when | told my family that I am HIV positive, and they did not

mistreat me and they cared for me.

The findings support Brown et al.’s (cited by Siyam'kela 2004:5) observation that
numerous families after a disclosure of one’s status, came together, offered sympathy,
support and care and sometimes contributed funds towards monthly purchases of the

antiretroviral drugs.

Negative views of the community towards PLWHA

Fifteen participants’ (27%) complained that one of the aspects that are not pleasant from
the community is when people utter negative statements about PLWHA. The following

excepts illustrate this:

Something that is unacceptable within the community is when people discriminate
against us. They isolate us and do not want to interact with those infected. Even when we
are in meetings, if | say something they will say no, what are you talking about, sit down
because you will not be alive by the end of this year. Our families register us with burial
societies and insurance policies as they say that we are dying of HIV/AIDS. They say a

person living with HIV/AIDS is their lotto, when she dies they will get money.

People no longer see us as normal. They shun us, they do not want us closer to them,

even if you can cook, and they may not eat your food.

Various authors (Ogden & Nyblade 2005:25; Derlega & Barbee 1998:219) also wrote

about the direct forms of verbal stigma expressed through insults, mockery, and threats to
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those living with HIV and AIDS. People often do not touch or shake hands with PLWHA
they draw back from those infected and stare at their visible symptoms (Duffy 2005:16).
In some instances, women living with HIV/AIDS are shunned, discriminated against,
rejected, and alienated by their friends, families even evicted from their homes or have
their children taken away (UNAIDS 2004).

One of the participants (2%) mentioned that women living with HIV/AIDS are not
getting support from the community and that depresses them.

For instance, they talk bad things about us. Other people do not even visit us, such as our

next neighbours.

Fifty participants (89%) stated that the community calls them by derogatory names such
as, Amagama amathathu (the three words), O nametse Z3 (meaning the person is driving
BMW Z3, which means the person is a virus carrier). Other common names for
HIV/AIDS are ugeda isizwe (the finisher of the nation) or that the infected person is a
member of the ANC or PAC (also three letters). HIV is often called the silent killer and a
secret agent. People who are open about the virus are often looked down upon with the
following stigmatization expressions bearing witness: ufuna ukuba famous (he/she want
to be famous), ufuna imali kahulumendi (s/he wants a grant from the government). The
participants also highlighted that when they attend funeral services of a person who has
succumbed to HIV related disease, they hear people whispering Amagama amathathu
(the three words-HIV/AIDS). The following excerpt illustrates the pain expressed by a

participant:
What is not pleasant in the community is when people go around talking about us, calling
names that are not understandable and known. If you know your status, you will be able

to ignore the insults. Other people say that those infected are prostitutes.

These findings support Ogden and Nyblade’s (2005:32) assertion that an integral and
hurtful expression of the verbal stigma is the use of derogatory, demeaning and
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pessimistic or despairing language used to talk about or label people with HIV and AIDS.

Family care and treatment of PLWHA

The purpose of this section was to discover participants’ views about the treatment of
PLWHA in families and whether women or men infected with HIV/AIDS were treated
differently. Examples on how families may be supportive or not supportive of women
living with HIV/AIDS were explored as well as the views of the participants about the

role of healthcare including treatment of PLWHA.

4.4.1 Participants’ views on family treatment of PLWHA

In the majority of developing countries the family is often the only source of care giving
for HIV positive individuals (UNAIDS 2001; Mwale & Burnard 1992:12). There is clear
evidence of the importance of the role of the family in providing support and care for
people living with HIV/AIDS (Fredriksson & Kanabus 2005:3). However, not all
families’ responses are positive. Infected members of the family can find themselves
stigmatized and discriminated against within the home as well. There is also mounting
evidence that women and non-heterosexual family members are more likely to be badly
treated than children and men (UNAIDS 2004). The scorn and hurt felt by women living
with HIV can be as bad as the disease itself. Some are likely to be divorced by their

spouses or suffer from mental and physical violence.

Seventeen participants (30%) mentioned that some families provide PLWHA with
separate eating utensils and this supports various authors (Duffy 2005:16; Bennett cited
by Derlega & Barbee 1998:21) contention that PLWHA are given separate eating

utensils, towels and their leftover food is thrown away.
Alienation

Due to lack of knowledge and understanding of HIV/AIDS, some family members
become fearful to embrace their infected member. A participant stated:
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Others are chased away by their families as they believe that an HIV positive member

will infect children or other members of the family.

If a woman is found to be infected with HIV, she may be shunned by others who still
believe that an infected person is likely to infect those who come into contact with her.
They do not take care of her and hence, a person may die at home, because there is no

one to care for her.

Several studies (UNAIDS 2004; Mwale & Burnard 1992:12 and Derlega & Barbee
1998:177) revealed that PLWHA are chased away from their families. The fact that
AIDS is contagious, fatal and presently incurable; some families hesitate to interact with
members who are HIV positive, despite repeated reassurance by the medical community
that HIV is not transmitted by casual contact (Gussor & Tracy cited by Derlega & Barbee
1998:16).

Fear of rejection prior disclosure
Rejection is one of the painful negative responses towards persons living with
HIV/AIDS. Only ten participants (18%) revealed that they were afraid of disclosing their
HIV status due to rejection. The following existential perceptions were shared:

Yes, we are afraid of rejection. Maybe when you are with your friends and discussing
about the issue of HIV, they indicated that if one of their friends becomes infected, they
will no longer come closer to him/her. | will not be able to disclose to them for fear of
losing their friendship.

Being rejected leads to stress, and this means that the person will reach that stage of
AIDS faster. The person living with HIV, who does not want to disclose, is because she is
afraid of stress. When the CD4 count decreases because of stress, the person will have
full blown AIDS. You see, rejection plays a part in the life of a person living with HIV
and AIDS. That is why many people do not want to disclose too quickly after knowing
about their status. People are really afraid of rejection.
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You are unable to disclose your status because of fear of marital breakdown.

Family support

Not all families’ responses are negative since some families join forces and offer
sympathy, support, care and guidance to the PLWHA. Sometimes the family contributed
to the physical and economical needs of these people (Brown, Macintyre & Trujillo cited
by Siyam'kela 2004:5). Twenty participants (36%) supported this point. Positive
perceptions are cited below:

Many of our family members understand this disease, and most of them can learn more
about it on TV and even school children often talk about it. That is why our parents did
not understand, but these days they are coming to terms... (She did not finish the
sentence). To some families the virus is like any other illness. It means when you are
dying of AIDS, they no longer say you must use your own eating utensils because they
have an understanding. There are only few families that do not have information on what
HIV/AIDS is. That is why they still have a problem.

Up to this far, | have seen that family treatment is better, because people have
information. People have realized that PLWHA are human and they must live with them
and provide them with support. In families, I no longer see many problems, because it is
not usual to find that there is no one in the family to take care of an HIV positive member.

| observed that, at least something good is happening.
| was very sick and did not disclose my status to my family. They did not treat me well
because they did not know what | was suffering from, after telling them my status they

started supporting me by giving me food.

Some families accept their member’s status because they have the means to look after

someone who is HIV positive.
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WLWHA are often not able to meet their occupational, family and social obligations
fully. Many of them wear out easily, miss work for medical reasons. During the later
stages of the disease they require assistance from other people. One of the participants
mentioned that:

Family members give those who are ill a bath, food and ensure that they take their

medication.

4.4.2 Participants’ views on the treatment of WLWHA by health care workers

Government seems committed to giving income support to poor households to prevent
and lessen negative HIV/AIDS impacts (Adams, Claasens, Dikweni & Streak 2001:29).
Payment of social grants is one of the vehicles used to provide financial support to
PLWHA. However, there seems to be a misunderstanding regarding who qualifies for

social grants, food parcels or both including ARVs as illustrated below:

| do not want to lie. I did not get support from nurses and social workers when it comes
to food parcels people receive (She was speaking very softly and appeared to be feeling

very low)... Yes, I do not want to lie, others got them, I never received them.

There are those who are treated well than others. We do not receive social grants, but
others receive it together with food parcels. We buy food on our own in order to look
after ourselves. We are poor and unemployed.

| see the difference when it comes to food parcels; in fact my friend went to the social
workers and she is receiving them. | went there with her and the food parcels were given
to her alone, and the social worker said to me that the food parcels are finished, and that
I must come back on another day. Another person may go there and receive them even
after they had said that they were finished.
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We are not receiving ARV’s because health care workers say that our CD4 counts is not
yet below 200. The disability grant is only accessible when ones CD4 count is below 200

as well.

Differential treatment by health professionals
In 1998 the Treatment Action Campaign (TAC) initiated a campaign calling upon the
South African government to provide ARV to pregnant women with HIV to reduce the
risk of their babies being infected with the virus. Whilst the campaign was met with
intransigence and opposition from the government, it was embraced by communities,
health-care workers and trade unions as an important public health intervention to reduce

the risk of HIV infection in children.

Divergent views were expressed regarding the treatment received by pregnant WLWHA
from health facilities. Some mentioned that pregnant WLWHA were given preferential
treatment. Twenty participants (36%) supported this point. The following excerpt
indicates the treatment received by HIV positive pregnant women and those who are not

aware of their status:

Yes, it is true, pregnant women who are HIV positive get more attention from health care
professionals than those who do not know their status. Doctors will be there when you
give birth; to ensure that everything goes well. But if you do not know your status, nurses
are the ones who will assist you. But the one who is HIV positive; will be assisted by a

doctor during delivery. You see now, there is a difference.

However, seven participants (13%) indicated that pregnant women were treated the same

way regardless of their status as pointed out below:

At the hospital | have seen that they are treated the same. | do not know about other

places.
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At clinics, we have observed that, pregnant women WLWHA are treated the same way
like others. Healthcare workers do not single out, whether one has TB or HIV. 1 just see

that they get the same support.

Participants’ views on the treatment of MLWHA and WLWHA

Cultural feminism emphasizes the differences between women and men in relation to
femininity and masculinity (Corey 1998:346). Liberal feminists believe that domination
exists because of the way in which men and women are socialized, which supports
patriarchy. For instance, the goals of this theory are equal rights and equal access to
services (Saulnier cited by Makofane 2003:108). Five participants (9%) alluded to the
fact that HIV infected men were treated the same way as HIV infected women especially

at healthcare settings. The following excerpt illustrates the point:

Infected men and women were treated the same by the health care workers. Men were shy
to share their personal problems. They have secrets as they are unwilling to disclose

their problems unlike women.

Some participants (18%) who did not see any difference between men and women living
with HIV/AIDS shared these views:

| do not see any difference. | see women and men being treated the same.

In fact we are the same; health care workers mistreat both women and men, they shun us.

Blame of WLWHA by family

WLWHA experiences self-blame feelings of guilt, a lack of self-worth and depression
(Francis 2004:68). Attitudes towards women as being morally guilty for their positive
status often created an unforgiving and serious loss of support for them. The combination

of morally blaming women for becoming infected with HIV and abandoning them often
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leads them to lose love and care from their families. Aspects of stigma and discrimination
accumulate to result in devastating circumstances for many women. Due to these factors

many women do not disclose their HIV status.

The first person | told at home was my granny. | even regret why I told her. When 1 tell
her she said, it is for not listening and for continuing having many sexual affairs,
tomorrow you will wake up dead and then these children will be left without their mother,
you know that your mother has passed away and the whereabouts of your father is

unknown.

Blaming of WLWHA for the infection

Ten participants (18%) alluded to the fact that some women are blamed for the death of
their husbands. The following excerpts illustrate this view:

Yes, most of the time when a man is sick, he is either dying of HIV or any other disease,
What comes to the people’s mind is that, the wife or girlfriend has bewitched him, she
poisoned him so that she can take all his wealth, or she was pregnant and ... (She did not
complete the sentence). People do not look at the situation that led to the man becoming
sick. They look at the woman being responsible for a man’s sickness. You find that the
woman is innocent never had an extra marital affair instead the man is the one who

brought the virus and also infected the wife. Unfortunately, the man got ill first.
Most of the time, the blame is always on women, if anything bad happens to a man, the
blame is always placed on his partner and people will even implicate her family of origin

in killing her husband.

Yes, a woman is blamed for the death of his spouse because of the belief that a man does
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not die, he is killed. What is puzzling is that it is acceptable that a woman dies. | do not
know because a man was born by a woman. In most cases when a man has problems

people blame his wife.

My family-in-law blamed me for the death of my husband. I said he (my husband) killed

himself. In fact no one should mourn for a person who killed himself.

These experiences support the notion that women are usually blamed for being HIV-
positive even though their partners had infected them (Carr & Gramling 2004: 23; Duffy
2005:16; Bond, Chase & Aggleton 2002:353).

Migrant labour

In many developing countries HIV-positive women are treated differently from men.
Men are likely to be excused for their behaviour that resulted in their infection, whereas
women are not (UNAIDS 2002).

Most men still adhere to traditional belief systems. There are several African adages that
influence their conduct such as Monna ke thaka o a naba (Literal translation: A man is a
plant — he stretches. Communicative translation: A man is free to have as many lovers as
possible/ as he wishes), and Monna ke selepe o lala a adimilwe (Literal translation: A
man is an axe we lend each other. Communicative translation: It is acceptable for many
women to share a man). These idioms contribute significantly to the men’s tendency of
having multiple partners. When they are employed far from home, they cannot resist
having an affair with another woman and indulge in unprotected sex. One of the

participants stated:

HIV did not come with a woman; in fact we cannot say the disease was brought by a man
or a woman. | can stay at home, not working and my husband may be working in
Gauteng or Mpumalanga. When he is there, he is going to meet another woman. You find
that he spent two or three months without coming home. A man cannot stay without

having a love affair with another woman, but a woman can stay without having a love
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affair. When he comes back, he comes with the disease and infects me. The blame is on

men because they are the ones who have multiple sexual partners.

One of the participants mentioned that there was no need for blaming each other:

| cannot say that this disease has been brought by a man or a woman. The fact is no one
knows who brought the disease, but we cannot blame each other. The fact remain that we
all have sex, we all enjoy sex with different partners, we cannot say men or women are
the ones who brought HIV. Even researchers have not found out who came with the virus,
because they do not know. It means that no one knows and it ends there.

4.45 Views about the role of healthcare

Positive responses
One of the goals of feminism is to remedy women’s lack of control over sexuality and
reproductive capacities, which raises many other issues such as a lack of access to

healthcare.

Testimonials by nurses support the contention that the AIDS stigma gravely affects the
quality of work life for nurses in Southern Africa (South Africa Development
Community AIDS Network of Nurses and Midwives cited by Holzemer & Uys
2004:170). Lack of confidentiality has been repeatedly mentioned as a particular problem
in heath care settings (UNAIDS 2000). Nonetheless, there are healthcare workers who

ensure that the best services of persons living with HIVV/AIDS are provided.

The participants highlighted positive and negative experiences on the role of health care.

Positive responses expressed by thirty participants (54%) are represented as follows:
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| observed that everything is under control. The health care professionals treat us well.

Yes, at clinics they provide us with ARVs and mealie meal. | feel happy that way.

There is no problem on the side of nurses at hospitals and clinic. They treat us the same,
they do not discriminate against us. They do not consider as to whether this one came
early or late. They just treat us equally. There is nothing we can say that we are not

pleased with.

At clinics they treat us well, because they are able to lift your spirit and comfort you by
telling you what to do and what not to do.

When | look at healthcare workers, they play their role very well. They give patients
support. They provide the pills as well. If a patient is no longer coming for check up, they
are able to find out where the patient could be by calling him/her to find out what the
problem is. | see that they play a very important role.

I am happy for the pills (ARVSs) the hospital provides us.

Twenty five participants (45%) provided negative examples on how they were treated by
the heath care workers. Some negative attitudes displayed by the healthcare workers
especially in hospitals are indicated below:

I will not go to the hospital because | will not get assistance. | do not want to become
worse because they shun us. When they realize that you are HIV positive they tell you to
wait for a while. They will assist other people first and you will be assisted last. This |
heard from other people. When | am sick my mother will be the one to look after me at

home.
Where will you find good support at hospital? It is not there. If you are admitted being

very weak, unable to do anything for yourself, who will assist you? You may find them

looking at you otherwise. Some people die due to lack of support.
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We do not get assistance from nurses because they shun us.

Thirty five participants (63%) indicated that healthcare workers were ill treating them.

Excerpt to illustrate the point are presented below:

Hei! People out there are giving us tough time. They mistreat us. Nurses mistreat us as
well. I once became sick and went to the clinic. They called an ambulance to take me to
the hospital. | reached there at 10pm. The doctors were not attending me. The patient
who came with me at the same time were assisted and went back home. | told the nurses
that 1 am hungry, they ignored me. The next day, | asked for food again, they refused to
give me food, | ended up giving up. At 13h00 they wrote down my medication and said |
must go home, without examining me. | am not the only one who experienced this kind of

treatment. Others go through the same struggle or suffering too.

Fear of health care settings
Two participants (4%) alluded to the fact that they were scared of the hospital because
once people hear that they have been admitted at the hospital they will conclude that they

are dying:

| am afraid of the hospital. If people find out that I am in hospital, they will say that | am
dying. My family will become scared. The hospital is scary. One girl became sick and by
the time she came out of hospital, she was very thin you were going to feel for her

because of lack of support.

| do not know what to do. | wish that if God remembers me, he must not let me be
bedridden. Yes, a hospital bed (All participants expressed amusement)... I do not want to
see myself sick and being confined to a hospital bed, 1 am afraid of it. It is not the same

as when you are at home.

Another participant remarked that doctors asked them many questions before they are
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provided with medication. The following negative quote illustrates this point:

Sometimes you may find doctors not wanting to give us medication, saying | must come
first with my husband. If I do not have a husband, but a boyfriend, and he does not want
to come with me, should I force him? To tell the truth, they are making my life difficult.
Even now, to tell the honest truth, 1 was on ARVSs, | stopped them because my medication
was changed at the hospital. When | asked the reason, they said that my CD4 count was
low. | developed rush and became very ill after taking the medication. | stopped taking
the pills and I told them about my decision of stopping because of the side effects. They
changed the medication again, however, instead of giving me the pills, | was asked to

provide them with my husband ‘s name and telephone number. I gave up on medication.

Complains about food at hospitals
One of the participants complained about the hospital food provided to patients:

| am saying every health centers, not only hospitals the food they cook for us is not nice.
When we go there we expect them to cook food that should be full of proteins for our
bodies instead they cook horrible food for us.

Emphasis of education on both the infected and affected

Five participants (9%) suggested that information on HIV/AIDS should be presented to
both people infected and affected and that the hospitals should start taking care of
HIV/AIDS patients in a proper manner:

During meetings, healthcare providers must not talk about certain diseases to a
particular group of people. We must get all the information together regardless of our

status, so that the one who test(ed) negative must start looking after him/herself.

Opinions on Community Home Based Care (CHBC)
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Some of CHBC duties are to ensure that children and families who are infected and
affected by HIV/AIDS access social welfare services within their communities, empower
the family/community to take care of their own health and ensure access to care and
follow-up through a functional referral system (Adams, Claassens, Dikweni, & Streak
2001:8).

Ten participants (18%) mentioned that CHBC were looking well after them and they

regarded their services as very good. Others said:

Home-based care givers advised me to go to the hospital to do blood tests. | went there

and the results were positive.

When you are ill, the home-based care givers will take care of you, bath you and when
the ambulance personnel arrives they will find you ready you will be already clean.
However, some of the participants indicated the negative attitudes displayed by the
CHBC such as violation of confidentiality. The following excerpts illustrate the point:

Home based care givers do not look after us; they discuss our problems with other
people. We hear people talking saying they heard this from the home based-care givers.
They are supposed to care and help us, but others are liars. Not all of them do the right

thing. Some disclose other people’s status.

One of the participants suggested that it would be advisable for support groups to start

their own CHBC because the current care givers were disrespectful. She said:
I think we can develop CHBC on our own, because we all have the skills. | have realized
that CHBC look down on us. They disrespect us. They even tell other people and next

door neighbours that Marisheni is HIV positive.

Fifty participants (89%) agreed that the CHBC were mistreating them. It is surprising

because these care givers are community members who volunteered to work with patients
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suffering from any fatal disease within the community.

The researcher discovered that most of the participants were not aware of the roles of the

CHBC'’s. Some negative responses from the participants included:

Home based care givers are trained in order for them to treat us well. When they visit our
homes they do not give us a bath or cook for us. In fact, they do not give us any support.
When the government makes food parcels available, the CHBCs do not bring the whole
pack for us, they only bring mealie meal. When you ask for a reason, they say they were

only given mealie meal only.

Some of us do not even get mealie meal. The CHBC when they visit, they will just look at
me and ask if I had tea. When | answer yes, they will write in their books and leave

without providing us with medication.

I chased the CHBC from my home. | told them that | do not want them because they
mistreat us, and they denied that their group does not mistreat people and blamed
another group. | said it is not written any where that you treat people well. Even if | can

be sick, my mother will look after me.

Disclosure of HIV/AIDS

Disclosure is a difficult decision for most people because it is followed by major life
changing consequences. The aim of this section is to present issues related to disclosure
by WLWHA to their partners, families and communities. The discussion covers the

positive and negative reactions expressed by the person they disclosed to.

The participants were asked to mention the first person they disclosed their status to.
Twenty participants (36%) disclosed their status to their family members, and the reason
for choosing them was that they trusted them and believed that they will not spread the

news. The participants’ expressed varied reactions after disclosure as illustrated below:
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After accepting that I am HIV positive, my heart became painful, | felt hurt.

| was upset and | thought about death most of the time.

| was hurt and | regretted why | told my husband. | felt like I should have kept quiet
continued to have sex with him without a condom so that we can both become re-infected.
| felt betrayed because | was never sick until I got infected with HIV. | never told my
children. That became my secret. Even now | am now afraid to tell them and now they
are old.

Immediately after knowing | could not handle the issue that 1 am HIV positive. | felt

awful, but after explaining my situation to my family, | felt better and relieved.

We are scared of the blame that is placed on us. The community will say | had many
sexual multiple partners, that is why | am dying of HIV/AIDS. To face the challenge of
blame, | will rather conceal my HIV status.

Family

Twenty participants (36%) shared their experiences on how their families reacted after
they had disclosed their HIV status. Positive reactions were:

| see my support and joy at home. | am happy that my children know that I am living with

HIV, and they are able to support me without shunning me.

The good thing was when | told my family about my HIV status. They did not mistreat me,
they cared for me.

Negative reaction includes:

The first person | told at home was my granny. | regretted why | told her because she
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said | did not listen and continued running around with boys. She said that tomorrow you
will be dead and your children will be left without a mother. That | know that my mother
is no longer with us and my father was not staying with us. | decided to tell my younger
sister and then she was supportive. She said when you have HIV is not AIDS and that it is
the same as any other disease, like diarrhea or migraine. | trust her and know that she

will not tell anyone.

Community
The following quotations present the community’s negative reactions after disclosure of

HIV positive:

The community does not treat us well, they laugh at us, and they talk the way they want

about us. You see, these words are painful, but we just ignore them.

The community does not treat us well. They abuse us. | am talking about some of my
friends whom | attend church with. One of them was suffering from diabetes. Every time
when she was in our company she would discuss about AIDS while she was diabetic. She
would criticize those infected with HIV/AIDS while she knew about my status. Ironically,
she used to prepare coffee (spiritual directives) for me claiming that it cures AIDS. I
drank it. People mistreat us. A person may end up keeping a secret and not disclosing her

status to others.

If they can know that you are HIV positive, they examine your physical appearance to
notice whether you have lost or gained weight. If they realize that you’re not losing
weight, they treat you well. If they see that you are losing weight, they will say, ‘that one

is going down’.

The community treats us well at times. However, when they find out that you are HIV
positive, they watch every step you take. | had a social worker who was bringing food
parcels at home. The neighbours stood outside their homes to see where the food parcels
are delivered. | even suggested that social workers must not come during the day to bring
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us food, but during the night. The people were counting days, saying, ‘She will not make
it for the coming three months.” Now they are surprised that I am still alive because |
have been living with the virus for three years. They even influenced my sister-in-law at
home to register me at every burial society saying that ‘Maybe the following month she
may die and you will be a few thousand rand richer’ (some of the participants were

shocked while others laughed).

4.6  Husband or partner reactions after disclosure

Radical feminists believe that women are oppressed because of gender based on the
dominant ideology of patriarchy (Wilton 1994:5) Acknowledging the power relations
embedded in sexual relationships between men and women helps to explain how and why

women find the process of negotiating for safer sex difficult.

Reproductive rights

African women are unable to assert their wish for safer sex or for no sex at all. After
disclosing their HIV status they are still unable to exercise their reproductive rights as a
result of pressure from their partners to have more children. One of the participants said:

My husband knew that | have HIV. The nurse told us at the clinic that we must use a
condom for the rest of our lives. He agreed to use a condom at the clinic. When we
arrived at home, he said he cannot use a condom. | said if you are unable to use it, I will
put it on for you so that you can use it. He said he is not satisfied with a condom, because
he loses children (sperms), | said to him, if you say you lose children, what about my life
that is at stake? If you do not want to use a condom, we better separate.

Condom usage

The issue of negotiating for the use of a condom is still problematic. Fifty participants
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(89%) alluded to the fact that it was sometimes difficult for their men to use a condom.
Radical feminism clearly indicates that WLWHA are still subjected to oppression and
domination. Hence, they are unable to negotiate for the use of a condom. The following

experiences were shared by some of the participants:

He continued to deny using a condom. | told him that | cannot have sex with him without

a condom. He then left me.

You are even afraid of telling him to use a condom because when you do, he will tell

other people, especially when he is drunk.

My husband said he is not a prostitute, and that condoms are for prostitutes.

| explained this problem to my boyfriend, and after telling him, he reacted negative. He
said you are HIV positive so there is no need that we should use these condoms, already
we have applied for a death sentence. | was hurt. | experienced guilt and self blame
about the situation. | was forced to separate with him because he was forcing me to have
sex with him without a condom. | even reported him to the police. He does not want to
accept my status. That was when | separated with him because he did not want to use a

condom.

| told my partner immediately after knowing that I am HIV positive. He asked what we
are going to do now. | said we must start using condoms. We disagreed when we
discussed using a condom. Sometimes when putting it on, he will take it off and throw it
away (with anger). Every time we have sex without a condom, | experience pain in my
heart, and tell myself he is re-infecting me. | became hurt every time and thinking too
much. After a while, | started receiving ARVs and | told him that no condom, no sex. He
continued sleeping with me without a condom, but he was not free. | told him that if he
wants to sleep with me without a condom, it means he does not love me. He said that he is
not prepared to use a condom when he sleeps with me. | told him that it means we must

be separate. He left me for my girlfriend and had sexual intercourse with her. By so
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doing, he thought I will get hurt and feel jealous.

At first, he took time without accepting. He was refusing to use a condom. | told him that
he is killing me. | suspect he went for VCT in secret. Thereafter he said we should use a
condom. | then suspected he knew about his status. | think he feels that he will lose his

dignity if he tells me about it.

Some WLWHA use culture to excuse their partners’ failure to use a condom as shown

below:

Culture emphasize that men should not use condoms. It is believed that the fore skin

protects men from getting STI’s.

This belief is in stark contrast with the campaign of promoting circumcision.

Anger
One of the participants mentioned that:

Some WLWHA go about spreading the virus because they told themselves that they
cannot die alone. Others told themselves that they are not using a condom because it is
uncomfortable.

The actions of these women are detrimental to their health and those of others.
Voluntary Counseling and Testing (VCT)
Some participants indicated that their partners refused to go for VCT after the women had

disclosed to them. The following experiences were shared:

My boyfriend supports me, but when I ask him to go for VCT, a disagreement starts. He
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does not understand, he says if we are infected that cannot change. But he gives me

supports

My partner knows my status, but when | asked him to go for VCT he declined.

My husband understands that it is important to issue a condom. But when | asked him go
for VCT. He declined.

4.6.1 Restrictions placed on PLWHA

WLWHA experience restrictions from their families, friends, at the workplace, and in
institutions. Forty three participants (77%) managed to express the restrictions placed on

them.

Family
Some families refuse their HIV positive members to share eating utensils with them.
They are fearful that the person may injure themselves with knives. One of the

participants shared that:

At home they restrict me from handling food, or touching a knife, because they say if |
can cut myself I may infect them with the virus.

Employment

Five participants (9%) were restricted from getting employment due to their HIV status.
Some business Companies insist that job-seekers should be tested for HIV before they are
deemed employable. The following experience illustrates the point:

On my first day at work, my employer requested me, together with the man | was suppose

to work with to go for HIV tests. He accompanied us to the nearby clinic. The results

came back positive. He fired us immediately. We opened a case against him. He later
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asked for forgiveness, but did not re-estate us.

One of the participants said:

| went to the drama auditions last year. A certain lady asked me as to whether | came for
the auditions, | said Yes. She said you must know that they do not take people who are
sick or infected with HIV, they want healthy people. | went back because the lady knew
about my status | had indicated that on the form that | was requested to complete. | was

upset.

Health care
Three participants (5%) shared restrictions that were placed on them at the health care

setting. This view illustrates the point:

There are those foods we are suppose to eat. When we visit hospitals or clinics, they
guide us on what to eat and what not to eat. They warn us about cigarettes, alcohol that

these are not suitable for us. We must eat fruits.

Community
Ten participants (18%) mentioned that at funerals HIV positive women are restricted

from cooking or making salads. The following excerpt illustrates the point:

People are no longer eating beetroot. They suspect HIV positive women are likely to mix
beetroot with infected blood. Therefore, you can see that people living with HIV and
AIDS are restricted from grating beetroot at funerals.

| had a bitter experience because the porridge | had prepared at a funeral was not served
to the mourners, because someone had told other women who were helping with catering

that I am HIV positive.

Credit account
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Some of the participants indicated that retail shops are no longer keen to allow HIV

infected people to open accounts. One of the participants indicated that:

Other shops do not allow us to open accounts. For example, my brother who is HIV was
refused to open an account in one of the clothing shops. | cannot mention the name of the

shop.

Challenges faced by WLWHA

The WLWHA experience numerous challenges in their daily lives. These include
health/physical challenges (HIV related illness/opportunistic infection) psychological
challenges (stress, depression, sarcoma), social challenges (stigma, discrimination,
isolation, and rejection) and economical challenges (lack of employment, food). Rao-
Gupta (2005:2) indicates that WLWHA are economically, culturally and socially
disadvantaged.

Health

During the advanced stage of AIDS. WLWHA experience torrential diarrhea and may
become emaciated as a result. They may feel weak and tired and look prematurely old
(Van Dyk 2001:377). Thirty-five participants (64%) said that diarrhea is a serious
problem to them, especially when they go for consultation at the clinic where they are

likely to find a long queue. The following quotes illustrate the point:

| am saying Manto Tshabalala-Msimang, must find a cure for diarrhea. In fact it is

killing, not any other AIDS related illnesses.

The problem arises when you have diarrhea and you have to go to the clinic, and a long

gueue. The health care workers may leave you unattended, and it does not feel good.

When you have diarrhea and the queue is too long, by the time you enter the consultation
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room, the health care workers may cut the queue starting with you and tell you that they
are going for lunch or it is knock off time. This becomes a problem because you go back

home not having being assisted.

Other physical problems encountered by WLWHA include: body pains, neuropathy,

weight loss, nausea, vomiting, skin lesions, and decreased mobility.

Psychological challenges
WLWHA often experience a range of negative emotions, including depression, hostility
and anxiety. Being avoided by other people can be a painful and stressful experience.
WLWHA reported feelings of exclusion, isolation, estrangement, alienation, and
loneliness (Cherry & Smith 1993:182). One of the psychological challenges experience
by WLWHA was stress as illustrated by the following excerpts:

Being sick most of the time makes me think too much and | end up being stressed.

My HIV status gave me stress, but | have accepted. It is the way things were meant to be

and | cannot change anything.

I think too much and worry about my life.

Lack of housing

The emphasis on social challenges was placed on the issue of lack of suitable housing.
Thirty eight participants (68%) shared their concern and wish to be provided with houses.
One participant said:

| was asking that the South African government should provide us with RDP houses,

because we are suffering. | may no longer able to work. |1 was asking that they build us
RPD houses.
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Poverty and Unemployment

When the breadwinner of a household is infected with HIV, the entire family is likely to
suffer. Families affected by HIV/AIDS may sink into permanent poverty as the infected
person becomes progressively ill and is unable to work. Twenty eight participants (50%)
were worried about unemployment, lack of food and housing. They said:

We are poor and unemployed.

Many of us have children, and are unemployed. We have no source of income. We would

like social workers to help us create projects so that we can work and feed ourselves.

One of the biggest problems is hunger. Yes people do get social grant but the money only

assist them to buy food and pay for burial societies but some do not have a place to stay.

Economic challenges
The poor economic position of women put them at risk (Strebel 1993:23). Many women
lack economic independence and are unable to leave relationships that put them at risk of

HIV. One of the participants said:

My husband wanted to kill me. He poisoned me together with my children. Thank God,
we all survived. The nurse told me that the poison affected my digestive system. We are

still staying together. He is the breadwinner.

Life changes after diagnosis

The process of accommodating the reality of an HIV diagnosis may be difficult, although
there is hope for those living a positive life. HIV infection present challenges to
WLWHA such as sharing experiences with other people, learning new strategies for
coping with HIV infection, and building new friendships with people who are facing
similar challenges. WLWHA who have dependable sources of counseling and support are
able to lead a happier, and more fulfilling life (UNAIDS 2004).
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4.7.1 Hope and Acceptance
Learning that one is infected with HIV/AIDS can change one's life dramatically. The
following experiences were shared:

| feel better as I have found hope out of my HIV status. | do not have problems.

| am better than before, I live well now. | am no longer the same because | am able to

work.

One important thing is that I knew how to care for myself.

I live the same kind of life | was living before | realize that | am HIV positive.

| have accepted my status and that helped me to cope with rejection of the community.

Bitterness

One of the participants said:

My life has changed completely, because there are so many things | want to do, but I am
unable to do them, because it is no longer possible that I can do them. | asked for
permission to enroll for training. However my family refused and said | must not work
and that they will provide for my needs. | am unable to plan for the future. I am

concerned for my children and wish that | could see them going to school.

Fear

One of the participants expressed fear by saying:

Eih! 1 was scared and never believed that I am HIV positive. | lost appetite. | was living

on water only. Even now | have not yet admitted. | cannot cope.

The feeling of not coping with HIV/AIDS was presented by nine participants (15%).
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4.7.2 Counseling

Fifty (89%) participants managed to receive counseling, provided by healthcare workers,
lay counselors and doctors. They accessed counseling from their local clinics and

hospitals, as demonstrated by the following remarks:

| went to do the HIV test at the clinic, and | also received counseling.

| was counseled by a lay counselor who told me more about HIV and AIDS. | tested and

the results came back positive. He provided post test counseling and that was helpful.

4.7.3 Support groups

Support groups allow members to interact with others who have had similar difficulties
and have made psychological improvements since entering the group (Bricks 1997:87).
Most support groups are formed around a common condition, crisis, symptom, or
experience (Lieberman cited by Bricks 1997:87). A sense of belonging can also help
members combat the powerful stigmatization that usually accompanies an HIV-positive
diagnosis. Giving advice or support to one another provides WLWHA with a reason for
living. People living with HIV come to a support group with intense emotions such as
shame, anger, pain, and guilt. The creation of a sense of acceptance, support and
affiliation is crucial for any successful group. Fifty participants (89%) placed emphasis

on the importance of support groups. Positive perceptions were expressed as follows:

Support groups encourage us. They bring hope back into our lives.

I think my life has improved because of a support group. We share ideas and advices in

order for us to cope with HIV.

We share experiences and receive help from one another.
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A support group brought back my sense of humour bit by bit, until I became better.

It assists us to cope with stress.

4.8 Assistance from the social worker

Social workers have many roles to perform both during prevention and treatment of those
infected and affected by HIV/AIDS epidemic. In the provision of supportive services
social workers need to be sensitive, empathetic by instilling hope in the WLWHA.
Twenty-seven participants (48%) managed to express the type of assistance they are

require from social workers. The following excerpts describe the participant’s needs:

Social workers must assist us with social grants because we are not working.

We need confidentiality and advices on how to live.

If social workers can intervene by assisting me in telling my stepfather about my status
because | am afraid, maybe my stepfather will understand.

One of the participants shared how she was assisted by social workers.

She said:

On my side, social workers assisted me. They brought me food parcels at home; they even
visited and observed that | am staying in a shack, they checked how I live and survive,
and whether the yard is clean and where | sleep. They assisted to apply for a social

grant.
Lack of access to services

Twenty five participants (45%) said that social work services are not accessible to them.

Some participants said that social workers were not helpful as illustrated below:
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Social workers should visit our homes and see how we survive, what kind of food we eat,

making sure that we eat healthy foods.

When we register for social grants they do not make follow-ups, they assist us with
nothing.

To tell the truth, social workers are not assisting me because | am struggling and
suffering and | have children to look after. There is no one who assists me. | often go for
check up at the hospital and the hospital staff referred me to the social workers. The
social worker will always say that there are no food parcels. | gave up. We are asking

food parcels. Social workers are assisting us with nothing.

Participants additional contributions

Many of the participants expressed their innermost feelings, wishes and concerns in
relation to HIV/AIDS as follows:

If we can know what caused this virus. I do not know a virus that does not have a cure. |
think it is better to get a cure for HIV, instead of taking pills for the rest of our lives.
People should stop thinking that HIV is only for the infected, especially those who do not
know their status.

| think that female condoms are not enough. The clinics get one box in five months. It can
be better if women can have their own condoms, so that, at least when a man is refusing
to use a condom, a woman can be able to use hers, because it is not usual for men to
use a condom. So women can protect themselves in large numbers if only female

condoms can be made available.
| think that the government should assist us with money, to empower women to do things

for themselves, and that will stop women from having stress, because if a person is not

working she ends up having stress of looking for money to survive together with her
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family. I was thinking that the government should assist us, so that we can develop some

projects so that we can survive.

One of the problems we face is when you look for help and never finds it, so you end up
saying that you are better off dead.

CONCLUSION

The participants shared opinions and experiences freely. The findings confirmed that
WLWHA are physically, socially, psychologically, culturally and economically
challenged.

The findings are supportive of previous studies (Abel, Rew, Gortner & Delville
2004:511; Brown, Melchoir & Huba 1997: 139; FHI 2003; and Whiteside & Erskine
2002:9) regarding the fact that WLWHA are discriminated and stigmatized by the family,
friends and the community. Some were disgraced publicly. They are often shunned and
isolated by the family, community and the health-care workers. Ignorance, denial, fear,
and intolerance in communities lead to stigmatization and discrimination. It was
expressed that the community lack knowledge about HIVV/AIDS as most of them equate
AIDS with other diseases.

Being HIV positive carries a strong sense of shame, with the disgrace also felt by the
family and friends and thus contributing towards the rejection of those infected (Duffy
2005:16). Many women were fearful of disclosing their HIV status because of the
families and community’s negative attitude those infected. Rejection, lack of support,
stigma, blame and judgmental attitudes were outlined by WLWHA as the negative

consequences of disclosure.

The use of condoms is a concern especially that most men are still reluctant to use them.

On the other hand, women seem unable to negotiate for the use of condoms during sex.
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CHAPTER 5

MAJOR FINDINGS, CONCLUSIONS AND RECOMMENDATIONS

5.1 INTRODUCTION

140





The focus of this chapter is to highlight the major findings of the study by means of a
summary, conclusion and recommendations. The findings are based on the responses of
56 women living with HIV and AIDS who participated in six focus group from
Mankweng and the surrounding villages, in the Capricorn District, Limpopo Province.

5.2 RESTATEMENT OF MOTIVATION FOR THE STUDY

The researcher was driven to undertake the study by the fact that the effects of HIV/AIDS
on women in South Africa are one of the major challenges of this era. Some women who
are living with HIV/AIDS lack knowledge on their rights and thus require education to

challenge the shame or disgrace they experience in society.

The Human Science Research Council (HSRC), in partnership with the Medical Research
council (MRC), Centre for AIDS Development, Research and Evaluation (CADRE)
conducted South Africa’s first national household study of HIV/AIDS. In 2002 the
survey gathered data on HIV prevalence, behaviour and communication. The survey
increased an understanding of the gender dynamics of HIV infection, particularly
differential infection rates between males and females. It was discovered that females are
more likely to be living with HIV, and this proportion has increased over time (South
African National HIV Prevalence, 2005: xix).

The extent to which HIV/AIDS is increasing among women, prompted the researcher to
focus her attention on unraveling the challenges encountered by women living with
HIV/AIDS. According to Dorrington, Bradshaw and Budlender (2002:5), the Actuarial
Society of South Africa (ASSA) model estimated that there were 6.5 million people in
South Africa living with HIV/AIDS on July 2002. Of these, over 6.1 million (95.1%)
were in the age group of 18-64 years, while an estimated 3.2 million women of child
bearing age (15-49 years) were living with HIV/AIDS. Rao-Gupta (2005:2) indicates that
these women are economically, culturally and socially disadvantaged and lack equal

access to treatment, financial support and education as men.

Reports of women being deprived of familial support, beaten or thrown out of their
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homes if their status is revealed, even if their husbands/partners were the sources of
infection, have become common in developed countries (Carr & Gramling 2004:23).
These often experience a range of negative emotions, including depression, hostility and
anxiety. People often shy away from them and do not touch or shake hands with them
(Duffy 2005:16; Bennett cited by Derlega & Barbee 1998:21). Fearing these sorts of
rejection, women often conceal information about their condition. All these factors urged
the researcher to establish the challenges and experiences of women living with HIV and
AIDS in Mankweng and surrounding villages.

5.3 RESTATEMENT OF THE PROBLEM STATEMENT

Women are biologically, socially, culturally and economically susceptible to HIV
infection. The South African National Department of Health’s (2004:4) study indicates
that 5.6 million South Africans were living with HIV by the end of 2003 of these 3.1
million were women of between 15-49 years old. The South African National HIV
Prevalence (HIV incidence, behaviour and communication) survey for 2005 indicates that
the overall HIV prevalence among African females was 24.4% with a higher HIV
prevalence of 26.8% among African females who were pregnant in the last 24 months.

Many women already infected with HIV face a host of challenges in managing their
illness and negotiating their family responsibilities. For many women, a diagnosis of
HIV/AIDS carries a profound physical, psychological and social burden. Managing and
living with the diagnosis is complex and stressful. Feeling blamed by others for having
HIV affects their physical and emotional health, diminishes their quality of life and
results in failure to adhere to treatment (Brown, Melchoir & Huba 1997:139).

Traditionally, women play an important role in the African society. The family is held
together by women, and they are regarded as ‘natural carers’ (Rabbort & Wallace
1990:51). Thus the physical burden imposed by AIDS on women is heavy as they are no
longer able to fulfill their multiple roles. It should be noted that much of the care in

developing countries for people with AIDS is provided at home, mostly by women
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(Gilbert & Walker cited by Demmer 2004:306; Kieirini 1990:373).

Women face challenges based on other people’s and society’s reaction to the disease.
They are frequently stigmatized and discriminated against by families and friends due to
their HIV condition (Abel, Rew, Gortner & Delville, 2004:511). Infected women
therefore carefully consider the decision about who, when, and how to tell someone about
their HIV status (Derlega & Barbee 1998:3). The way in which women discover and
disclose their HIV status to others, as well as how they cope with their HIV status, is
influenced by cultural and community beliefs and values regarding the causes of the
illness, learned patterns of response to illness, social and economic contexts, and social

norms (Mechanic cited by Brown, Trujillo, & Macintyre 2001:6).

54  RESTATEMENT OF AIMS OF THE STUDY
5.4.1 Aim of the study

The broad aim of this study was to explore and describe various challenges and
experiences of women living with HIV/AIDS. These include physical, psychological,

social, cultural, and economical challenges they encounter

The aim of this study was achieved. Forty five of the participants (80%) expressed their
physical, psychological, social, and economical challenges. Of the fifty six participants,
only thirty five (63%) mentioned that opportunistic infections such as diarrhea is still
major challenge to them. They also revealed that they are confronted with problems such
as poverty, lack of housing and unemployment. Stress and anxiety were also some of the
psychological effects experienced by thirty four participants (61%) due to avoidance,

rejection and a lack of support from families, friends and the community.
5.4.1.1 Objectives

The specific outcomes of the study were:

To broaden the understanding, knowledge and insight of the researcher into the
challenges facing women living with HIV/AIDS
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The objective was met. The researcher learned that forty five of the participants (80%)
indicated that AIDS as a multi-system disease presents great challenges to both infected
and affected. These include physical challenges (HIV related illness/opportunistic
infection), psychological challenges (stress, depression, anxiety), social challenges
(stigma, discrimination, isolation, and rejection), and economical challenges (lack of

employment and food) (Cf p.136).

To explore the experiences of women living with HIV/AIDS from different cultural,

education and economic backgrounds

The objective was met because twenty eight (50%) of the participants mentioned that
culture is a contributing factor because cultural norms and expectations are likely to
undermine women's self-determination, thus place women at risk of contracting HIV (Cf
p.132). Thirty nine of the participants (70%) explained that they were still unable to
exercise their reproductive rights as a result of pressure from their partners to have more
children (Cf p. 132). This makes it difficult for women to be proactive in negotiating for
safer sex. A lack of access to fair-wage jobs, minimal work experience or education,
isolation, discrimination, and deprivation of property rights are just some of the factors

that can render women economically dependent on their partners.

To examine how HIV-positive women handle discrimination and rejection

The objective was accomplished. Thirty four of the participants (61%) mentioned that
they were handling discrimination and rejection through acceptance. Nine participants
(16%) mentioned that they could not cope. Only one participant (2%) reported keeping
her status a secret was to her advantage, while two participants (4%) reported that they
coped through expression of feelings about it.

To formulate hypotheses for future research
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Based on the major findings of the study the following hypotheses were developed:

If men could stop exercising power and control over women, the likelihood is that
women will be in a position to negotiate for the use of a condom and reduce the level of
re-infections.

If support structures can be developed for WLWHA, chances are that they will be able to
disclose their status without fear of rejection and stigmatization from the family,

community and institutions.

55 RESTATEMENT OF ASSUMPTION

The assumptions for the study were as follows:

Women living with HIVV/AIDS conceal information about their condition due to fear

of rejection by their partners, family, friends, and the community

The assumption was supported by the findings of this study as ten participants (18%)
expressed their doubts about revealing their HIV status due to fear of rejection by their

partners, family, and friends and the community (Cf p. 129).

Feelings of shame and disgrace prevent women from disclosing their HIV status

This assumption was not supported by the findings as all the participants expressed only

fear of rejection, lack of support and being blamed before disclosure of their HIV status.

People’s negative reaction towards women living with HIVV/AIDS has a debilitating

effect on their self-esteem

Only nine (16%) participants mentioned that due to the community’s negative reaction

they felt they had lost their dignity and respect. It was mentioned that the community’s
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negative reaction such as being shunned, isolated and rejected caused them to feel that
they were not normal people. Twenty five participants (45%) also mentioned negative

responses they were experiencing with health care workers. (Cf p. 124).

Fear of disclosure and denial are the major issues women living with HIV/AIDS face

The assumption was met in that fear of disclosure as a result of marital breakdown,
rejection and a lack of support from loved ones were expressed by half of the participants
(50%).

Women living with HIV/AIDS experience physical, psychological, social, cultural,
and economic effects

The assumption was accomplished. Twenty eight participants (50%) managed to share
their physical, psychological, social, and economical experiences (Cf p.138). Restrictions
placed on women living with HIV/AIDS were also established by twenty seven
participants (48%). Community and family reactions experienced by women LWHA

were also shared (Cf p. 110).

Gender inequality is one of the factors that influence women’s inability to protect

themselves from being infected by the HIV

The assumption was not supported by the findings as it was clearly revealed that

domination of men over women is still a major issue of concern among African women.

HIV-positive women require knowledge and education to challenge the stigma and

discrimination they face within the society

The assumption was accomplished. It was found that some participants could not cope in

dealing with stigma and discrimination, and they sometimes kept their diagnosis a secret
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(Cfp.117). More knowledge, skills, training, workshops and campaigns, need to be
developed for women LWHA to get assistance and, find ways to deal with issues of

disclosure, stigma and discrimination.

5.6 SUMMARY OF THE MAJOR FINDINGS

The summary of the major findings of the study are:

The findings support the notion that WLWHA are physically, socially, psychologically,
and economically challenged due to stigma and discrimination attached to HIV and
AIDS.

Fifty one participants (91%) shared different views about the treatment of WLWHA by
community, family and health care. The responses presented both negative and positive

treatment given to women living with HIVV/AIDS.

Half of the participants (50%) expressed their worries about the issue of being
unemployed, lack of food and housing. Diarrhea as one of the opportunistic infections
was also a concern. It is one of the most common problems of HIV infection and AIDS
(Van Dyk 2001:377).

Out of the fifty-six participants thirty-five (64%) indicated that diarrhea is a serious

problem to them, especially when they find long queues at clinics.

The findings clearly indicate that rejection, lack of support, and stigma, are some of the
issues that need to be tackled so that women living with HIV/AIDS may have confidence
in disclosing their HIV status, because most measures such as the use of condoms,
treatment for the prevention of mother-to-child-transmission and anti-retroviral therapy-
are difficult to implement without disclosing one’s status. Twenty eight (50%) revealed
that they were afraid of disclosing their HIV status due to rejection. Fifty women (89%)
managed to express their positive and negative reactions after disclosure and the reactions

of their partners, family and the community. Most of the responses focused on condom
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usage.

Negotiating for the use of a condom and being aware of one’s reproductive rights is still a

concern to most women living with HIV/AIDS.

Fifty of the participants (89%) stated that the community calls them by derogatory names
such as, Amagama amathathu (the three words), O nametse Z3 (meaning the person is

driving BMW Z3, which means the person is a virus carrier).

Seventeen participants (30%) mentioned that some families give WLWHA separate
eating utensils and these findings are similar to what other authors Duffy 2005:16 and
Bennett cited by Derlega & Barbee 1998:21) had stated.

Five participants (9%) alluded to the fact that men are treated in the same way as women
especially at healthcare settings. Ogden and Nyblade (2005:35) indicate that people are
more likely to assume that men with HIV/AIDS are more stigmatized than are women.
This contradicts with several studies (Abel, Rew, Gortner & Delville 2004:511; Brown,
Melchoir & Huba 1997: 139; FHI 2003; and Whiteside & Erskine 2002:9) that indicate

how women are discriminated and stigmatized against than men.

Stigmatization by healthcare workers has been widely reported in various countries,
including discrimination against PLWHA and the withholding of treatment. Twenty five
participants (45%) articulated negative treatment they had received at hospitals and

clinics.
The creation of a sense of acceptance, support and affiliation is crucial for any successful
group. Positive perceptions were expressed on how a support group benefits women

infected with HIVV/AIDS.

Social work practitioners have many roles to perform both in the prevention and

treatment of the HIV/AIDS epidemic. Twenty-seven participants (48%) managed to
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express the type of assistance they require from social workers.

57 CONCLUSIONS
The conclusions of the study are as follows:

There is limited research on female and male perspectives on the design and delivery of
HIV treatment and care. These include opinions on individual versus couple counseling,

disclosure and partner notification processes.

This study will contribute to the social work knowledge base. One of the primary roles of
social workers at this phase of the epidemic is to accompany clients on their existential
searches for meaning of life in the face of HIV/AIDS and Stigma. The work is
challenging and emotionally draining, therefore, it is imperative that social workers

should be prepared for this enormous challenge.

African women still adhere to traditional norms and expectations and this impacts on
their daily interactions. One of the things that has not being documented is that African
women view HIV/AIDS as Makgoma meaning sores that develop in the stomach.
Traditional Africans believe that people sometimes get sick because they neglected to
purify themselves from states of impurity or pollution by failing to carry out the
appropriate rituals that have been prescribed after an unpleasant event such as death. The
women were bold enough and willing to share their physical, social, psychological, and

economical needs with the researcher.
The physical, social, psychological, and economical needs of women living with
HIV/AIDS should be taken into consideration. Multidisciplinary approach and teamwork

need to be established.

5.8 RECOMMENDATIONS

Based on the findings and conclusions made, it is recommended that:
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HIV prevention programmes for women that incorporate gender equality issues should be
fostered by social and health care professionals. Such programmes should enable a better
understanding of how norms related to masculinity and femininity may increase risky

sexual behaviour.

Extensive research has to be conducted on gender and HIV and AIDS, especially on
issues for men, such as the impact of masculinity on HIV, as well as gender-related

factors that impede men's access to treatment and HIV/AIDS testing.

Research on gender differences in risk perceptions and behaviour across different age
groups and in different settings would help develop more relevant information, education

and communication interventions in HIV prevention programmes.

VCT services should take into account the risk of violence and other adverse

consequences when evaluating different approaches to disclosure.

Both men and women should be involved in prevention of mother-to-child transmission
(PMTCT) programmes. Antenatal services should educate men about sexuality, fertility
and HIV prevalence to raise their awareness and sense of responsibility. This would
avoid reinforcing the belief that women alone are responsible for pregnancy and for HIV

transmission.

Community home based care (CBHC) approaches should promote the role of men as
care-givers in the family and community too, and to provide adequate support and

guidance to enable male participation.

Social work professionals may be a formidable resource with regards to HIV prevention
and detection, training and education should be offered to ensure that workers are
adequately prepared to serve this role. Many avenues currently exist for social work
professionals to receive such HIV/AIDS education and preparation. A few studies also

support the efficacy of these programmes for improving worker knowledge, perceived
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comfort levels, and attitudes. However, the connection must still be made that these
related programmes can improve the quality and quantity of social work services related

to HIV prevention, screening and case finding.

Social workers should work with a multi-disciplinary team to ensure a holistic service
delivery to WLWHA.

The education and training of social work practitioners for the next wave of the epidemic
should provide workers with both the theory and the skills needed to practice primary
prevention and should take place both in the classroom and in the field.

The health and social service professionals should be culturally competent when

rendering services to WLWHA.

In-depth research has to be conducted to unravel the relationship between HIV/AIDS and
Makgoma (contaminations) and establish how this belief alleviates the internal

stigmatization and stress.

59 CLOSING STATEMENT

Generally, across the world, women face a number of circumstances which increase their
risk of HIV infection. Their biological susceptibility tends to make them more likely than
men to become infected with HIV during unprotected vaginal intercourse. Apart from the
physiological vulnerability of women, they are often economically, culturally and
socially disadvantaged and lack equal access to treatment, financial support and
education. Many women lack the economic independence to leave relationships that put
them at risk of HIV. With less education and prospects than men, women often have
lower incomes and fewer resources to purchase condoms and treat sexually transmitted
diseases (STIs). Apart from their economic vulnerability, women can also be vulnerable

in societies which accord them a lower status than men. This lower status makes women
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dangerously vulnerable in sexual relationships because their low status means that they

do not have the authority to express or enforce their needs.

Social workers will increasingly participate in primary intervention and behavioral
change to assist PLWHA. This work will take place more and more at grass roots level,
will be interdisciplinary in nature and will require role flexibility. Social workers need
support for the emotionally draining work of assisting PLWHA’s family and significant
others, in order for them to cope with the chronic uncertainties of the future. Research is
thus urgently needed to determine how social workers are coping with today’s

professional challenges and social work’s changing roles.
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Annexure A
Guiding questions for focus group discussions

The Experiences of Women Living with HIV and AIDS

1. What are your views about HIVV/AIDS?
a. What do you think influenced you to hold these views?
b. Are your views shared by others in the family and community?
c. What are some positive things in your community that are
supportive PLWHA?
d. What are some negative things in your community that are against

PLWHA?

2. How would you say PLWHA are treated in the family?
a. Do you think woman LWHA treated differently?
b. How about male LWHA? Are they treated differently?
c. Please share example of how they may be supportive or not

supportive?
d. What are your views about the role of the health care on this matter?

3. How long did it take before you disclosed your status?
a. Who was the first person you spoke to?
b. Why did you choose this person?
c. How did this person react?
d. How did you feel after the disclosure?

4. How did your husband or partner and other members of your family react?
a. Is there a difference in the way the community deals with people

who are HIV positive?
b. Are there any restrictions placed on you because of your status?

Where?
c. What other challenges are you experiencing?
d. Do you think it is different from a man? How?

5. How has your life changed after being informed of your status?
a. At home/family as well as within the community?

b. Do you think it is different for a man?
c. Have you had any counseling? With whom and how were you able

to access counseling?
d. How about support group?

6. What type of assistance do you need from the social worker?
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7. Is there anything else you might want to add regarding HIV/AIDS?

Annexure A-Guiding questions for focus groups interviews
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d. What are some negative things in your community that are against
PLWHA?

2. How would you say PLWHA are treated in the family?
a. Do you think woman LWHA treated differently?
b. How about male LWHA? Are they treated differently?
c. Please share example of how they may be supportive or not
supportive?
d. What are your views about the role of the health care on this matter?

3. How long did it take before you disclosed your status?
a. Who was the first person you spoke to?
b. Why did you choose this person?
c. How did this person react?
d. How did you feel after the disclosure?

4. How did your husband or partner and other members of your family react?
a. Is there a difference in the way the community deals with people
who are HIV positive?
b. Are there any restrictions placed on you because of your status?
Where?
c. What other challenges are you experiencing?
d. Do you think it is different from a man? How?

5. How has your life changed after being informed of your status?
a. At home/family as well as within the community?
b. Do you think it is different for a man?
c. Have you had any counseling? With whom and how were you able
to access counseling?
d. How about support group?

6. What type of assistance do you need from the social worker?

7. Is there anything else you might want to add regarding HIV/AIDS?
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