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Abstract

Several studies have reported that thirty million people are living with HIV/AIDS in

sub-Saharan Africa. Fifty percent of the infected adults are women aged between 15

and 49 years. In Lesotho, HIV/AIDS has also been declared a national emergency and

an estimated 180,000 women out of 330,000 adults, and 27,000 children are living

with HIV/AIDS. Statistics have shown that the majority of AIDS cases occur in adults

aged 15 and 49 years in Lesotho. Presently women are the fastest growing infected

population in Lesotho. Regardless of the growing numbers of women infected with

HIV/AIDS, experiences of women living with HIV/AIDS have received little

attention in Lesotho. Qualitative research in this area is necessary to gain access to

women's perceptions of their HIV positive status. In this study, the experiences and

coping strategies of Basotho women living with HIV/AIDS were investigated. The

study used a feminist approach to research. Feminist research stresses the multiplicity

of knowledge and it is useful to understand the subjective experiences of women. In-

depth, face-to-face interviews were conducted with five women ranging between 29

and 46 years, purposefully drawn from Positive Action Society Lesotho (PASL).

Grounded theory was used to analyse the data. Findings indicate that women's risk for

exposure to HIV is related to their ability to protect themselves by negotiating a safe

sexual relationship. Women who feel powerless in their relationships are less likely to

protect themselves against HIVexposure. These perceptions of powerlessness are the

result of a broad array of experiences that may include exposure to gender-based

violence and restricted economic opportunities. The results show that it is common for

women to be shocked, depressed, and discouraged when they find that they are living

with HIV/AIDS as can be expected. It is also difficult for women to disclose their

HIV positive status to family, friends and community members because of stigma

attached to HIV/AIDS. Participants developed different ways of coping with their

status such as religion, healthy life style, AIDS counselling and social networks.

There was a profound sense of anxiety about the future care of children. The study

concludes with a number of recommendations to promote an environment that will

make it possible for women living with HIV/AIDS to cope with their illness.
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Opsomming

Studies het bevind dat daar ongeveer dertig miljoen mense in sub-Sahara Afrika is wat

met MIVNIGS leef. Vyftig persent van geinfekteerde volwassenes is vroue tussen die

ouderdom van 15-49 jaar. In Lesotho is MIVNIGS as 'n nasionale ramp verklaar en

daar word beraam dat 330,000 volwassenes, 180,000 vroue en 27,000 kinders

MIVNIGS het. Statistiek het ook getoon dat die meerderheid VIGS gevalle in

Lesotho voorkom by volwassenes in die ouderdomsgroep 15-49 jaar. Vroue is tans die

vinnigste groeiende groep. Ten spyte van die groeiende getalle vroue wat met

MIVNIGS geinfekteer is, het die ervaringe van vroue in Lesotho wat met MIVNIGS

saamleef tot dusver relatief min aandag geniet. Kwalitatiewe navorsing in hierdie

verband is nodig om toegang tot vroue se persepsies te verkry rakende hul eie MIV

positiewe status. In hierdie studie is die ervaringe en hanteringsmeganismes van

Basoetoe vroue wat MIVNIGS het, ondersoek. Die studie het 'n feministiese

benadering gebruik, wat die multiplisiteit van kennis en die subjektiewe ervaringe van

vroue beklemtoon. In-diepte aangesig-tot-aangesig onderhoude is met vroue tussen

29-46 jaar gevoer. Gegronde teorie is gebruik om die data te analiseer. Bevindinge dui

aan dat vroue se risiko vir blootstelling aan MIV verband hou met hul vermoë om

hulself te beskerm deur te onderhandel vir 'n veilige seksuele verhouding met 'n

maat. Vroue wat magteloos in hul verhoudings voel, is waarskynlik minder suksesvol

om hulself teen MIV blootstelling te beskerm. Hierdie persepsies van magteloosheid

is die resultaat van 'n breë spektrum ervaringe wat sekondêre status, blootstelling aan

geweld, en beperkte ekonomiese geleenthede insluit. Soos wat verwag word, toon die

bevindinge dat dit algemeen vir vroue is om geskok, deppressief en ontmoedig te

wees wanneer hulle uitvind dat hul MIVNIGS het. Dit is ook moeilik vir vroue om

hul MIV status aan familie, vriende en gemeenskapslede bekend te maak weens die

stigma wat aan MIVNIGS kleef. Respondente het verskeie wyses ontwikkelom hul

status te hanteer, soos godsdiens, 'n gesonde leefstyl, VIGS raadgewing en sosiale

netwerke. Daar was ook 'n intense bekommernis by vroue oor die toekomstige sorg

vir hul kinders. Die studie sluit af met 'n aantal aanbevelings om 'n omgewing te

promoveer wat dit vir vroue wat met MIVNIGS leef moontlik sal maak om hul siekte

te hanteer.
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CHAPTER 1: INTRODUCTION

1.1 HIV/AIDS in Lesotho

The first case of AIDS in Lesotho was reported in 1986 and there has been a rapid

increase of HIV/AIDS cases since then (NASP, 2000). For instance, a survey done

in five districts of Lesotho, Maseru, Mafeteng, Leribe, Quthing and Maluti, showed

a high prevalence of AIDS in these areas (cited in NASP, 2000). The geographic

distribution ofHIV/AIDS by district is shown in Figure 1 below.

Figure 1: Distribution of HIV/AIDS by district in Lesotho (1998)

In Lesotho the major route of the AIDS epidemic is heterosexual intercourse. For

example, the majority of people living with HIV/AIDS either had multiple sex

partners or a history of sexually transmitted diseases. Only a small percentage had a

history of blood transfusions (NASP, 2000). It is estimated that there are more

women living with HIV/AIDS (54.2%) than men and that the progression from HIV

infection to full-blown AIDS is faster in women than in men (Strebel, 1995a; Moe,

1
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1998; NASP, 2000, Positive Action Society Lesotho). Figure 2 below shows the

estimated number of adults and children living with HIV/AIDS at the end of2001.

Figure 2: Number of adults and children living with HIV/AIDS (2001)

These estimates include all with HIV infection, whether or not they have developed
symptoms of AIDS, alive at the end of 200 1:

Adults and children 360,000

330,000

180,000

27,000

Adults (15-49)

Women (15-49)

Children (0-15)

Adult rate (%) 31.0

From: Epidemiological fact sheet produced by UNICEF, WHO, UNAIDS, 2002.

Some of the factors which have contributed to making women vulnerable to HIV

infection are migration, urbanisation, gender inequalities and cultural practices.

1.1.1 Migration

Lesotho's economy is characterised by a high degree of labour migration to the

Republic of South Africa. The migrant labour system exposes and increases

women's chances of being infected with to HIV/AIDS (Abdool et al, 1992; Vetten

& Bhana, 2001). For instance, it encourages a system of informal polygamy, with

some Basotho men having female partners both in South Africa as well as in

Lesotho. The high levels of male migration often disrupts marital ties and

encourages the growth of sex work, leading to risk for male migrants, sex workers

and the partners of male migrants who become infected on their partner's return

home. This migration can bring HIV into previously untouched areas and homes

because there is also a reluctance to use condoms both with casual or regular

partners.

2
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1.1.2 Urbanisation

In the same way, when women migrate from rural communities to urban

environments, the shift is more than simply geographic; it can also change the form

of their relationships. For example, in rural areas social relations are likely to be

expressed in terms of family relations, whereas in urban areas social relationships

are more contractual and sexual relations may become a mechanism for social

mobility (Webb, 1997 cited in Vetten & Bhana, 2001; Doyal, 1994; Laird, 2001).

Several studies (Kethusegile et al, 2000; Vetten & Bhana, 2001, Nashandi, 2002;

White, 2001) have shown that women use sex as a commodity to obtain presents,

clothing and food from older men.

1.1.3 Gender inequalities

More men have multiple partners in comparison with women and they assume a

dominant role in intimate relationships by their ownership of women's bodies

(Letuka et a11997; White, 2001; Baylies, 2000; Bridge, 2000; Collins & Rau, 2000;

UN Division for the Advancement of women, 2000; Hannan, 2003). For example,

the majority of women are disempowered in families. This control of the sexuality

of women has resulted in women not being able to negotiate for condom use in

these relationships. For instance, a married woman cannot refuse her husband sex or

suggest a condom even if she knows that he has extra-marital affairs, which could

expose him to the risk of HIVand endanger her life and health (Letuka et al, 1997;

Kethusegile et al, 2000).

1.1.4 Cultural practices

In a society where lobola is accepted as in the case of Lesotho, women are more

vulnerable to HIV/AIDS (Pietersen, 2000, cited in Vetten & Bhana, 2001;

Reinwick, 2002) because lobola encourages some men to regard women as their

property because they have been paid for. There is a tendency to regard men's

sexual needs as paramount. This reinforces existing patterns of gender

discrimination.

3
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Moreover, the Sesotho culture does not permit adults to talk about sex with

youngsters and this inhibits sexual behavioural change among the youth. For

instance, the older and more traditional Basotho are reluctant to discuss sex and

sexuality (Moe, 1998; NASP, 2000). Another problem is that people no longer

conform to cultural and religious codes of conduct, for instance the taboo on sex

before marriage, and as a result they are more exposed to HIV/AIDS. There is

pressure on younger women to get married and they are expected by society to stay

married at all costs. This has resulted in the majority of young women accepting

unprotected sex with men they do not know.

1.1.5 Economic factors

Most women are economically dependent on men. For instance, older and more

economically powerful men have been reported to attract poor women and younger

girls with promises of wealth. For example, "with promises of economic benefit,

younger women, often teenage girls, engage in unsafe sex with these older men (the

so-called sugar daddies) running the risk of becoming infected with HIV/AIDS"

(Letuka et aI, 1997:34; Moe, 1998). The following section looks at what the

government in Lesotho has done to address the problem ofHIV/AIDS.

1.2 National responses to HIV/AIDS in Lesotho

The government of Lesotho (GOL) has responded to the AIDS epidemic by

introducing strategies for preventing and curbing this disease. One of these

strategies has been to adopt a multi-sectoral approach in an attempt to deal with

HIV/AIDS (Moe, 1998; NASP, 2000). It has achieved this through the Ministry of

Health and Social Welfare (MOHSW) by initiating a task force consisting of

selected principal secretaries, the civil society and youth to organize and supervise

HIV/AIDS control activities. For instance, there are Information, Education and

Communication (IEC) programmes which are meant to provide accurate

information and educate people about HIV/AIDS. These programmes also

encourage people to communicate about safe sex. All these are achieved through

the media.

4
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1.2.1 The National AIDS Strategie Plan (NASP)

The National AIDS Strategic Plan (NASP) was adopted in 1999 and it is a key

document which tabulates the operations of the revised National AIDS Programme

(NAP). The Policy Framework requires that the human rights of every individual

should be respected and protected and prioritises privacy for People Living with

AIDS (PLWAs). It also recognises the social, cultural and religious contexts of

people in Lesotho. lts overall objective is to create an enabling environment for the

prevention of the further spread of HIV/AIDS and other STDs, and to lessen the

impact of HIV/AIDS on the infected and affected individuals, families and

communities (Government of Lesotho, 1999). The Lesotho AIDS Programme

Coordinating Authority (LAPCA) was established as the national coordinating

structure to institutionalise the co-ordination with the Prime Minister's office.

1.2.2 AIDS Task Force

There is also an AIDS Task Force whose role is to provide technical support to the

National Aids Committee, which comprises of ministers of all government

ministries, representatives of selected NGOs, the private sector, donor agencies and

individuals in their own private capacity (Government of Lesotho, 1999 cited in

NASP, 2000). The AIDS Task Force consists of technical experts from the

following fields: health, education, social science, religion, law, human rights,

economic development and social welfare.

1.2.3 Non-Governmental Organisations (NGOs)

NGOs and the private sector are also playing an important role in combating this

disease through interventions. One such NGO is Positive Action Society Lesotho

(PASL). lt was introduced in May, 1999 as an HIV/AIDS support group. lts overall

objective is to encourage people to be involved in the fight against HIV/AIDS. It

also tries to empower the volunteers by involving them in income-generating

activities. Some of the volunteers that are living with HIV/AIDS are provided with

5
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psycho-social support, medical care and advice, nutritional care and advice and are

encouraged to educate others about HIV/AIDS.

1.3 Problem statement

This study investigates the experiences and coping mechanisms of women who are

living with HIV/AIDS in Lesotho. Studies (Moe, 1998; NASP, 2000) have shown

that there are more women than men living with HIV/AIDS in Lesotho. For

instance, "of all AIDS cases in Lesotho so far, 45.1% were male and 54% were

female" (NASP, 2000:7). Studies (Moe, 1998; NASP, 2000) on HIV/AIDS in

Lesotho have focused on the epidemiology of this disease and have ignored the

impact on people living with HIV/AIDS. It is therefore important when researching

the impact of HIV/AIDS to identify the experiences and coping strategies infected

women use in dealing with their situation. The goal of this study is to provide

relevant information to organisations dealing with HIV/AIDS to assist them In

develpoing policies that are more cognisant of women's needs and experiences.

1.4 Significance of the study

There is a large and continually growing body of research done on gender and

AIDS (Berer & Ray, 1993; Doyal, 1994; Lorber, 1997; Foreman, 1999; UNIFEM,

2000; UNAIDS, 2001a) but there are few studies considering the experiences and

coping strategies of women living with HIV/AIDS (Dom et al, 1994; Bury, 1994;

Dowling, 1994; Crossley, 1998; Catala'n, 1999; Dane, 2000; Nashandi, 2002; De

Capua, 2003; Ninan, 2003). This study focuses on women in Lesotho since there

are no studies which are located in Lesotho with this particular focus.

1.5 Paradigm

This study used a feminist approach, which stresses the multiplicity of knowledge

and the subjective experiences of women (Maynard, 1994; Devault, 1999a; Owen,

1996). Feminist researchers emphasize that researchers should be aware of the

existing power relations between the researchers and the researched (Oakley

1981:41 cited in Jayaratne & Stewart, 1991; May, 1993).

6
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1.6 Research design

This study adopted the case study design. The participants were recruited from

Positive Action Society Lesotho (PASL). Five participants were chosen through

purposive and snowball sampling techniques. Semi-structured interviews were

employed as the method of data collection. An interview guide was developed and

observations made during the course of the interview were recorded.

The interviews were analysed usmg grounded theory methods. Tape recorded

interviews were transcribed and the themes that emerged were clustered under four

main themes: experiences of women living with HIV/AIDS, concerns of women

living with HIV/AIDS, coping strategies and arrangements for children.

1.7 An outline ofthe chapters

Chapter 1 presented an introduction to this study and set out the study problem and

its significance. It further described the paradigm and research approach utilised in

this study. In chapter 2 key concepts were reviewed and an overview of literature

on women and HIV/AIDS is presented. Chapter 3 gives an overview of the

research design used in this study. Motivation is given for using qualitative research

approaches. Different stages in the research are discussed: sampling techniques,

data collection methods, ethical considerations and data analysis. The chapter

concludes by discussing the researcher's encounters with HIV positive women in

Lesotho. In chapter 4 the experiences and coping strategies of participants are

discussed within the framework provided by the relevant literature. Chapter 5

concludes the study and suggests some recommendations for future studies

7
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CHAPTER 2: LITERATURE REVIEW

2.1 Introduction

This chapter reviews key concepts that are employed in this study. An overview of

HIV/AIDS in Africa and factors influencing women's vulnerability are presented.

The impact of HIV/AIDS on women is discussed with reference to the impact of

HIV diagnosis on women, the social attitudes to women living with HIV/AIDS

within families and communities. The chapter concludes with a description of how

women living with HIV/AIDS cope with their situation and it identifies various

support options available to and utilised by these women.

2.2 Key concepts

2.2.1 Gender

Gender refers to relationships and decision making opportunities associated with

being male or female (Hannan, 2003). Gender relations are based on power

whereby men exert control over women in a number of spheres (Strebel, 1995). In

this study, the researcher looks at the relationship between men and women in

relation to decision making on sexuality, because men use violence to control

women's sexuality. The term is also used to challenge the idea that social

interactions between men and women are determined by biology or nature (Strebel,

1995; Rivers & Aggleton, 1999).

2.2.2 Vulnerability

Vulnerability refers to the fact that women lack the power, opportunities and

abilities or skills to make decisions that can impact on their own lives (Tallis,

1998). In this study, it is used to refer to factors that expose women to the risk of

acquiring HIV/AIDS.

8
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2.2.3 Experiences

O'Sullivan (2000) points out that there is a tendency of representing HIV positive

women as 'other' and to overlook the fact that their experiences are different. In this

study, 'experiences' refer to research participants' individual experiences of living

with HIV/AIDS within each woman's broader social context. The feminists

assumption that there are multiple realities is implied in the use of the plural term

'experiences' .

2.2.4 Coping strategies

The Oxford Advanced Learner's Dictionary defines 'cope' as a person's ability to

deal with a difficult situation whether successfully or unsuccessfully. In this study,

this term is used more broadly to refer to women's efforts to manage their

HIV/AIDS status. According to Carson & Butcher, an individual's ability to cope is

determined by her perception of her own competence (1992).

2.3 HIV/AIDS in Africa

HIV/AIDS is currently the leading cause of death in sub-Saharan Africa and the

fourth-largest killer globally (UNIFEM-SARO 2002; UNAIDS, 2002b). For

instance, out of 24.5 million people living with AIDS, 53% are women,

representing 82% of the world's women with HIV/AIDS (White, 2001). In sub-

Saharan Africa, 30 million people are living with HIV/AIDS (Dworzanoski, 2002,

White, 2001; UNIAIDS, 2002). African women particularly are infected with

HIV/AIDS. For instance, about half of the infected adults are women between ages

15 and 49 (Secure the future; UNIAIDS, 2001; Steinberg et al, 2002). The

following figure shows HIV prevalence rate by age and sex in different African

countries.

9

Stellenbosch University http://scholar.sun.ac.za



HIV Prevalence rates by Age (15-24)
and Sex
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The above figure shows the estimates of between 20 and 26 percent of women

living with HIV/AIDS aged between 15 and 24 years in Namibia, Zimbabwe, South

Africa, Lesotho, Swaziland and Botswana.

2.4 Factors influencing women's vulnerability

Factors that contribute to women's greater vulnerability are ideologies of

masculinity, biological vulnerability, economic vulnerability and violence against

women. (Doyal, 1994; Lorber, 1997; Tallis, 1998; Rivers & Aggieton, 1999; Vetten

& Bhana, 2001; Nashandi, 2002; UNIFEM-SARO 2002,).

2.4.1 Masculinity

This study adopts Connell's definition of masculinity; "[it] ...is simultaneously a

place in gender relations, the practices through which men and women engage ...

and the effects of these practices" (Connell, 1995: 71). In societies where ideologies

of masculinity encourage men to have multiple sexual partners, both men and

women are in danger of contracting HIV infection (UN Division for the
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Advancement of Women, 2000; Hannan, 2003; Rivers & Aggleton, 1999).

Moreover, the assumption that men are knowledgeable prevents them from

accessing information on HIV/AIDS. As a result, conforming to stereotypes about

masculinity makes both men and women susceptible to HIV infection (Rivers &

Aggleton, 1999).

2.4.2 Biological vulnerability

Women are more likely than men to become infected with HIV infection during

vaginal intercourse because of the large area exposed to contact (Strebel, 1995;

O'Sullivan, 2000; Mutangadura, 2001, Goldstein, 2003) and because they

sometimes bleed during sexual intercourse (White, 2001; Hannan, 2003).

2.4.3 Economic vulnerability

Several studies (Amaro, 1995, Strebel, 1995; Moe, 1998; Tallis, 1998; Laird, 2001;

Vetten & Bhana, 2001; Nashandi, 2002;) have shown that the majority of women

being infected are poor minority women because they do not have resources of their

own and are economically dependent on men. These women find it difficult to

negotiate for safe sex because of the likelihood of being abandoned if they insist on

condom use. In such cases, marriage provides forms of economic and social support

that would not be available to them if they were to remain single. For example, a

member of the parliament of Uganda explains,

The women tell us they see their husbands with the wives of men who died
of AIDS and they ask, 'what can we do? If we say no, they'll say: pack up
and go. If we do, where do we go to?' (Matembe, 1993 cited in Laird,
2001 :124)

Poverty also reduces women's access to treatments for opportunistic infections and

dietary supplements required by the immune system (Strebel, 1995; UN Division

for the Advancement of Women, 2002; Collins & Rau, 2000; White, 2001). Poverty

can also prevent women from accessing information on safe sex and this exposes

them to HIV infection (Hannan, 2003). This unequal access to prevention methods,

information and care constitutes human rights aspects ofHIV/AIDS.
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2.4.4 Violence against women

Male violence against women is based on the existing inequalities in societies. For

instance, in violent relationships, some women lack power to protect themselves

from HIV infection. Under these circumstances, these women usually put

themselves under the risk of infection instead of facing violence (Hannan, 2003).

This was the case in Zimbabwe where women reported that they feared being

beaten or abused if they confronted their partners about their extra-marital affairs

(Meursing & Sibindi, 1999; Vetten & Bhana, 2001; Gupta & Weiss, 1993 cited in

Hannan, 2003). As a result, women live in fear of violence and of not being able to

say no to unprotected sex. Therefore, we see men having considerable power over

women because of the threat of violence. The above examples from Uganda and

Zimbabwe illustrate that women have very little control over their own sexuality

(Dolphyne, 1991 cited in Laird, 2001; UNAIDS, 2001a; Tallis, 1998, Rivers &

Aggieton, 1999). Even in a more global context, as feminists have pointed out,

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, the option
being physical injury or more subtle forms of sanction (Holland et al
1994:5).

Given that there are no studies done in Lesotho on the experiences and coping

strategies of women living with HIV/AIDS, the study will make reference to studies

done in other countries.
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2.5 Experiences of women living with HIV/AIDS

The way women living with HIV/AIDS cope is shaped by their initial reaction to

the HIV positive diagnosis, social attitudes to HIV positive women, medical

experiences, access to health care, their roles as care givers, their reproductive roles,

desire to have children and AIDS care policies.

2.5.1 Initial reaction to HIV positive diagnosis

The initial reaction of women to an HIV positive diagnosis is usually an experience

of shock. Common to both men and women is the need to work through possible

feelings of guilt, denial, fear, anxiety and depression (Dowling, 1994; Crossley,

1998; Olley, 2003). The shock may lead to feelings of hopelessness. In some cases,

shock may act as a defence mechanism, blocking the news of their HIV status until

sufficient time has passed to come to enable them to terms with their diagnosis.

Shock may be expressed by withdrawing from others.

Several studies (Crossley, 1998; Dane, 2000; Feldman, 2000) have reported that

women diagnosed as HIV positive usually experience fear because of the stigma

attached to this disease. Anxiety symptoms have also been reported which are the

result of their uncertainty of HIV disease progression (Hays et al, 1998). This could

be explained by inadequate health education (Olley, 2003).

Furthermore, because of public debates about responsibility, control and morality in

relation to HIV/AIDS, women with HIV/AIDS make decisions which reconstruct

intimacy and sexuality in the context of HIV/AIDS (Adam & Sears, 1998). For

instance, a number of participants in Adam & Sears' study reported celibacy after

learning of their status.
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2.5.2 Social attitudes to HIV positive women

Women are being held responsible for the heterosexual transmission ofHIV/AIDS

(Bury, 1994; Wilson, 1994; Laird, 2001, Nashandi, 2002). For instance, women are

seen as the 'carriers' of disease, the group that is most likely to be infected, as well

as to infect others (Tallis, 1998:11; De Bruyn, 1992 cited in Baden, 1992). In some

cases, husbands blame their wives who are HIV positive, even if the husband had

transmitted the virus to her (WHO, 2000). As a result, these women are often

abandoned or divorced.

In societies where HIV is seen as a sign of sexual promiscuity (Dowling, 1994),

gender norms shape the way men and women infected with HIVare perceived. For

example, in Lesotho HIV positive women face far greater stigmatisation than men

do. This means that women who are HIV positive often encounter negative

experiences from their family and friends, broader community and health care

providers (Tallis, 1998).

Women widowed as a result of AIDS and infected single women may be

particularly vulnerable. For instance, infected single women are unlikely to find a

partner. In South Africa, widowed women lose social support from their family and

face ostracism by the community. This is because many traditional families become

extremely suspicious when their son or brother dies and widows are frequently

blamed and resented for surviving their husbands (Ndlela, 2002).

The fact that women living with HIV/AIDS are blamed by their communities has an

enormous impact on their lives. For instance, where blame for the epidemic has

explicitly or implicitly been placed on women, violence and abuse have been

reported. Violence against women has also been reported when women living with

HIV/AIDS disclose their status to partners or communities (UNIAIDS, 1998,

Vetten & Bhana, 2001).
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2.5.3 Medical experiences

A culture of blaming women for the epidemic has led to particularly hostile

reactions to infected women by health care providers (Nashandi, 2002; Dom et al,

1994; Manchester & Mthembu, 2002). In some instances, the issue of

confidentiality has been overlooked. For example, Fako-Falten explained,

I don't think I wanted to but I was keeping a public secret, you know. Like
when I was given my results everyone was there, everyone was listening. It
was a room full of people. So, I was told what the results were. So for me to
keep quiet it was like, anyway everyone knows, so, why keep quiet about it
(cited in De Capua, 2003: 1).

Several studies (Kuyoh & Best, 2001; Ninan, 2003; De Capua, 2003) reported

discrimination by health care providers on the basis of a positive diagnosis. For

instance, they reported that women living with HIV/AIDS said doctors and dentists

avoided treating them after they disclosed their status. This was also the case in

India, both in government and private hospitals, where doctors admitted that they

did not treat people with HIV positive diagnosis (Ninan, 2003).

Women with HIV positive diagnosis are often excluded from drug trials for fear

that they may become pregnant during the treatment and that the drug might

damage the foetus (Bury, 1994; Hannan, 2003). At the end of 1999, women made

up only 12% of trial participants (BRIDGE, 2002). Women who are already

pregnant when they are diagnosed, or who become so afterwards, may find that

counselling focuses on the risk to the baby, rather than on the mother's needs and

feelings (Dowling, 1994).
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2.5.4 Access to medical care

There is also a tendency to see women living with HIV/AIDS as prostitutes. As a

result, women in general may avoid seeking early treatment, for fear of being

labelled as prostitutes. This puts them and others at risk of early death (De Bruyn,

1992: 251 cited in Baden, 1992).

Most women living with HIV/AIDS do not have adequate access to care and

treatment for opportunistic infections (Vetten & Bhana, 2001) or to food

supplements to strengthen their immune systems. For instance, poor, minority

women are unlikely to receive ongoing preventative medical care and they are also

unlikely to go to the doctor when they are sick. Often they do not enter the health

care system until the disease has progressed to the point where treatments are less

effective (Bury, 1992:37; Strebel, 1995; Olley, 2003). The women's poverty (Sy,

2001) as well as a government's policies regarding health care for women living

with HIV/AIDS, as in the case of South Africa (Vetten & Bhana, 2001) are the root

of the problem.

An early diagnosis is crucial to managing the disease successfully. Unfortunately,

health care providers overlook women's symptoms. As a result, some women do

not find out about their status until they are ill. The longer a person has HIV without

being tested and treated, the quicker the disease progresses. UNDP also confirms

that of the handful of women who seek care, only two out of three are adequately

treated (UNDP, 1998:58; cited in Crothers, 2000). In some cases, women postpone

seeking help from clinics because of the indistinctness of their symptoms in terms

of menstrual cycle and pregnancy (Strebel, 1995; Crothers, 2000). Disclosure is

very difficult for women living with HIV/AIDS and their access to care and support

is further hampered as a result.

The high expenses of health care often reduce already limited resources for the

payment of children's education, food, housing, basic utilities and home

maintenance causing economic losses extending well beyond the affected women's

death.
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2.5.5 Women as caregivers

The impact of AIDS on women has been termed 'triple jeopardy' because it affects

women as individuals, mothers and caregivers. Not only are women affected

because of their vulnerability to HIV infection, all women, regardless of their HIV

status are affected as a result of the burden of care for their children and extended

family (Vetten & Bhana, 2001). HIV/AIDS is being dealt with around the world by

the largely invisible expertise and energies of women carers (Wilson, 1994). For

instance, many women experience their own infection, while worrying about

possible infection of their children and looking after other infected people as in the

community who need home-based care (Dowling, 1994; Hannan, 2003).

Moreover, women are the main carers when people become ill. For example, they

support orphans and provide the backbone for most voluntary efforts to raise

awareness and change behaviour. According to UNIFEM, the responsibility of

home-based health care is being passed on to women. Thus, with little or no

information and training, women caregivers look after HIV positive family

members at great risk to themselves. Women are bearing the load of AIDS care

either as formal or informal carers (Tallis, 1998; UNIFEM-SARO, 2002). For

instance, traditional birth attendants (TBAs) and midwives are clearly at risk.

Informal caregivers in Home Based Care (HBC) are on call 24 hours a day and are

typically emotionally close to the patient. These factors result in enormous stress on

the women.

2.5.6 Women's reproductive roles

Most women living with HIVare mothers. Motherhood adds to the dimension of

fear, anxiety and loss for women living with HIV/AIDS. For instance, the demand

for childcare can be overwhelming in the context of grief and illness (Berer & Ray,

1993; Foremen, 1999; Dane, 2002). In addition, women living with HIV/AIDS feel

a great responsibility for the ways in which children will be affected by being

informed of their mother's HIV positive status. Henderson (1992: 14) found that
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Choosing the right time to burden them with the responsibility of keeping
quiet to avoid harassment, of often facing the dire consequences of public
knowledge, or of fearing for their mother's health and possible death was no
simple or straightforward task.

Other studies have found that informing children about a parent's status can be

constructive in that it enables children to understand HIV/AIDS and its impact on

the sick person (Nashandi, 2002).

Women living with HIV/AIDS also have to contend with the worry of who will

look after the child if the child seems likely to outlive them. Relatives may be

unwilling to look after children whose parents died of HIV, particularly if the

children are HIV positive (Nelson et al, 1994 cited in Dane, 2002).

Several studies (Vetten & Bhana, 2001; Sy, 2001) have revealed that when women

become ill, household members may be unwilling or unable to care for them and

that children have to fulfil the role of caregiver. For example, young girls are more

likely to be pulled out of school to cope with a mother's illness, or adolescent girls

may be forced into early marriage or sex work to support families (UNIFEM-

SARO, 2002).

2.5.7 Desire for children

Some women in African countries regard childbearing as important for self-esteem

and economic survival (Strebel, 1995; Nashandi, 2002). For instance, in Lesotho,

the desire for children is rooted in the need for find personal satisfaction and

financial security, especially where women are economically vulnerable. A 27-year-

old Kenyan housewife for instance, explained her desire to have a child regardless

of her husband's and her HIV positive status.

My husband doesn't want any children. But I want a child. I cannot live
without kids. I am always alone and I am not barren. If I have a child, I will
take care of my child and I will be active. I can work because I know I have
somebody to take care of. I will have a responsibility (Kuyoh & Best, 2001).
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Several researchers (Kuyoh & Best, 2001; Lutalo et aI, 2000) have reported that

women living with HIV/AIDS desire to have children regardless of the risks

involved. For example, Feldman & Maposhere's (2000) study in Zimbabwe found

that 16 out of 52 HIV positive women interviewed became pregnant after their

diagnosis, with 7 of the 16 pregnancies desired. This desire for children reduces

HIV -infected women' acceptance of family planning methods as was shown by the

study done in Zimbabwe (Lutalo et al, 2000).

2.5.8 AIDS care policies

AIDS care policies have tended to rely on individual patients to notify their partners

of their condition. Mandatory partner notification has been suggested in some

contexts although this may have severe negative consequences for women. MRC

research on STD clinic attendees, found that men were hesitant to attribute their

STDs to their own sexual activities and they instead held women responsible

(Reddy & Meyers-Weitz; cited in Crothers, 2000).

Policies regarding pregnancy and childbirth in the light of HIV have been

prescriptive and often un supportive of women. For example, because of the fears of

transmission to the foetus, HIV positive women are usually advised to avoid or

terminate pregnancies. Some women find out about their HIV positive status when

they are pregnant. As a result they have to consider abortion or face the possibility

that their child may be infected, which may not be apparent for many months after

the birth. Recent studies have shown that with medical intervention like

antiretroviral therapy, which should be administered during the birth, the unborn

children have a better chance of survival.

Studies have also shown that breastfeeding mothers with a HIV positive diagnosis

can pass the virus to their babies. HIV positive women have as a result been

discouraged from breastfeeding despite evidence that the risk of transmission is

low. This poses a great problem to mothers who are impoverished and cannot afford

to buy milk for their babies. These policies are problematic in a context where
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childbearing is an important indicator of women's status and access to resources

and where it is difficult to provide safe alternatives to breast-milk.

2.6 Coping strategies

There are various studies on coping strategies employed by women living with

HIV/AIDS. Because HIV/AIDS is stigmatised, affected women are often prevented

from gaining access to some of the few social support mechanisms for which they

might be eligible (Lovelife, 2001). Some HIV positive women feel frightened,

ashamed and isolated by their HIV status, even if they are in support groups. In

such cases these women become frustrated and are not able to exchange

information on HIV/AIDS with other women. Some fear disclosing their HIV

positive status to friends, family and colleagues because nobody in their areas is

open about being HIV positive. Without any previous efforts to counter the myths

about HIV/AIDS, these women are understandably afraid of what people may think

of them.

Nevertheless, some women living with HIV/AIDS are coming together to discuss

their common concerns and have started to make use of the support systems that are

available in different countries. Some of the strategies that women living with

HIV/AIDS use are religion, informal support and adopting a healthy lifestyle.

2.6.1 Religion

Spirituality and religion are important in helping women living with HIV/AIDS to

cope. For example, a number of women living with HIV/AIDS reported that

HIV/AIDS made them return to their previously neglected religious roots in order

to find meaning, spiritual support and a deepening of faith (Siegel, 2001: 126;

Nashandi, 2002). Women living with HIV/AIDS also make use of hospices because

they provide support and promote Christian principles. These help them to face

death as the only way that they will be united with God (Dworzanoski, 2002).

Christian counselling falls under helping profession and it is used to alleviate

suffering for people living with HIV/AIDS. It creates a positive anticipation that

God will heal them.
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2.6.2 Social support

Family support enables women living with HIV/AIDS to accept and deal positively

with their status. For instance, emotional and financial support from family

members reduces fear, stress and depression leading to suicidal thoughts

(Dworzanoski, 2002; Parry, 1990). Social support can also be provided by friends,

the community, social workers and psychologists.

Informal networks provide yet another form of social support. At these informal

groups, women living with HIV/AIDS provide support to each other. They also

become socially active. For instance, they join NGOs that cater for people living

with HIV/AIDS and they seek information about HIV/AIDS. According to Siegel

(2001), the women in her study reported that HIV/AIDS enabled them to value life

more and thus appreciated life even more. As a result, they focused on helping

others through advocacy, education and care provision. Researchers like Henderson

argue that, although informal networks are helpful, they need to be used in

conjunction with other support structures in order to enable these women to avoid

overloading each other (Henderson, 1992).

2.6.3 HIV/AIDS counselling

HIV/AIDS counselling is another form of support given to women living with

HIV/AIDS to assist them to cope with their status. Dworzanoski contents that

counsellors can "help PLWAs to cope with the loss of their autonomy, privacy,

control; aid patients to vent anger; and teach patients coping mechanisms to combat

anxiety, depression and suicidal tendencies" (2002: 426). Through counselling, an

individual can develop a sense of responsibility in meeting problems posed by the

infection (UNAIDS Technical update, 1997). HIV positive women are provided

with supportive or problem solving counselling or both.
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2.6.4 A healthy lifestyle

A healthy lifestyle curbs the development of the disease and prolongs a person's

life, and is especially important for people living with HIV/AIDS because their

immune systems are weak (Dworzanoski: 2002). Some women living with

HIV/AIDS have been reported to make healthy changes in their lifestyle. For

instance they stop substance abuse, smoking and risky sexual behaviour (Siegel,

2001). They also seek medical care. For instance, most of them cope by enrolling in

clinical treatment trials, go to clinics and consult traditional healers.

2.7 Conclusion

The literature illustrates that HIV/AIDS is increasing at an alarming rate in Africa

and that women are particularly at risk because of reproductive roles and the gender

oppression resulting from these roles. Shock, anger and denial are the most

common reactions to HIV positive diagnosis. Family, friends and the community

form the support structure for women living with HIV/AIDS. Religion, AIDS

counselling, a healthy lifestyle and social support are the coping strategies used by

women living with HIV/AIDS.
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CHAPTER 3: RESEARCH DESIGN AND METHODOLOGY

3.1 Introduction

This chapter is a presentation of the various research methods and techniques that

were used to carry out this study. It opens with a discussion of feminist

methodology, the sampling techniques that were used and the interviews that were

conducted. The chapter concludes by discussing the method used to analyse the

data.

3.2 Conceptualisation

3.2.1 Feminism(s)

Several feminist scholars (Mama, 1995; Kolawole, 1997) in Africa have introduced

alternative terms like African feminism and Womanism to white feminism. These

terms have been introduced because of a history of Black women in the African

countries. For instance, poverty, religion, problems with the extended family and

cultural heterogeneity are regarded as important factors in the lives of African

women. African feminism will be used to explain the experiences of women living

with HIV/AIDS in Lesotho.

3.2.2 Feminist research

Research becomes feminist when the researcher puts the social construction of

gender at the center of her investigation (Lather, 1991). In this study, the researcher

looks at the ways in which gender socialisation shapes the experiences and coping

strategies of women living with HIV/AIDS in Lesotho.

23

Stellenbosch University http://scholar.sun.ac.za



3.3 Methodological framework

Feminist researchers have argued that women's perspectives have been silenced and

that their experiences in traditional social science have been used for men's benefit

(Schoepf, 1991; Devault, 1999). As a result, feminist theorists have challenged this

positivist understating of social relations. For example, Devault

Pointed to the orrussion and distortion of women's experiences in
mainstream social science, the tendency to universalise the experience of
men (and relatively privileged women), and the use of science to control
women, whether through medicine, psychiatry, or through social scientific
theories of family, work, sexuality, and deviance (1999:26).

Feminist researchers are committed to research about women and their concerns

(Devault, 1999:30; Olsen, 1994, cited in Neuman, 1997). They seek to empower

women and to produce research grounded in participants' experiences (Owen, 1996;

Maynard, 1994; Ramazanoglu & Holland, 2002, Neuman, 1997; Lather, 1991;

Jayaratne & Stewart, 1991). A case study design can be used to gain understanding

of the participants' experiences within this paradigm.

3.4 Case study design

Feminist researchers use a case study approach to gather detailed information about

a specific person, a particular social setting, event or group to effectively

understand how it operates or functions (Berg 1998:212; Hakim, 1987, Dixon et ai,

1987; Neuman, 1997; Yin, 1984; Zucker, 2001). For instance, case studies are

commonly used to study minority groups who are usually excluded in large studies,

to understand their experiences, for instance case studies of delinquents. The

following section discusses the sources of errors typical of this design and some

ways of addressing them.
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3.4.1 Sampling and Data collection

Case studies do not offer information that can be seen as useful beyond the

individual case. Furthermore, ethical issues can also arise in case studies in that

"there may be practical difficulties in combining sometimes conflicting roles of

team members and researcher" (Hakim, 1987:74). Another important practical

difficulty with case studies has to do with choosing a research team that has the

appropriate experience and skills (Hakim, 1987). In such cases where the research

team is not equipped with interviewing skills, and skills to analyze and interpret

interview transcripts, the researcher should consider additional training to improve

their skills.

Reliance on memory has also proved problematic for both the researchers and

respondents. This is because what respondents remember is "systematically

incomplete" (Stern, 1979:75). Participants tend to be selective in what they report

and sometimes do not disclose all information. The researchers can address the

problem of reliance on memory by seeking information from other sources. These

sources can be the respondent's family, neighbours or friends who maybe able to

verify what the participant has disclosed. Other alternatives that the researcher can

use are non-participatory observation (Hakim, 1987) and archival records (Stern,

1979). They are reliable because they do not depend on memory.

3.4.2 Data analysis

There can be too many subjective decisions made by the researcher to offer

genuinely objective results. As a result, the researcher ends up reporting her

conclusions instead of presenting carefully selected themes from the data in

conjunction with the research questions (Hakim, 1987). An alternative could be to

give respondents the opportunity to review and to comment on the draft report as a

validating procedure (Yin, 1984 cited in Hakim, 1987).
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Some data collecting methods used in case studies are personal documents,

participant observations, interviews and third person reports. The following section

will discuss one type of interview, semi-structured interviews.

3.5 Semi-structured interviews

Semi-structured interviews gather data in which participants are able to tell their

own stories and thus facilitate the breakdown of power relations between the

researcher and participants. Feminists have emphasized "the importance of listening

to, recording and understanding women's own descriptions and accounts"

(Maynard, 1994: 12). The following section discusses the steps that researchers

follow in an interview.

3.5.1 Co-operation

Before an interview can take place, it is important for the researcher to ask for co-

operation from people that are to participate in the study. This is important because

a field interview "involves a mutual sharing of experience" (Neuman, 1997: 372).

Once the people have agreed to participate in the study, then the researcher should

consider ethical issues. Participants should be assured of anonymity and

confidentiality and the researcher should consider the consequences of the research

interaction for the subjects.

3.5.2 Interview context

It is important that the researcher conducts the interview where the participants feel

comfortable. This could be in the participant's home or office.

3.5.3 Rapport

In order to encourage the participant to open up, the researcher starts by building

rapport. Participants should first be engaged in a semi-formal chat to try to make

them feel at ease. "Rapport established in the interview situation may well have a

direct impact on how forthcoming respondents are and hence the quantity (if not the

quality) of data collected" (Phoenix, 1994:50). Building rapport may also require
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the researcher's sharing of personal experiences with the participants to get them to

trust her.

3.5.4 Ethical Issues

Neuman (1997) cautions that, because social researchers transgress the privacy of

subjects in order to study social behaviour, they must take precautions to protect the

subject's privacy. This is done to enable respondents to give honest answers.

Researchers like Singer, Von Thurn and Miller found that assuring confidentiality

modestly improved responses when researchers asked about highly sensitive topics

(1995, cited in Neuman, 1997).

Confidentiality entails protecting the information on a research subject's identity

after the information is gathered. The participants engaged in the research should

voluntarily sign the contract (see Appendix A) that should be prepared prior to the

interviews. The contract is a written agreement to participate should be signed after

the research process has been adequately explained. According to Neuman, "a

fundamental ethical principle of social research is: never coerce anyone into

participating; participation must be voluntary" (1997 :450; Willig, 2001; Kvale,

1996). Real names should not be used when reporting the interviews.

3.5.5 Interview relationship

Feminist researchers are committed to reducing unequal power in the research

relationship. They maintain that research relationships should be such that the

researcher does not objectify research participants but allows them to voice their

own lives (Beoke-Betts, 1994). One frequent source of enthusiasm for qualitative

methods stems from their potential to offer a more human, less mechanical

relationship between the researcher and 'the researched' (Jayaratne & Stewart,

1991 :90). Oakley maintains that

The goal of finding out about other people through interviewing is best
achieved when the relationship of interviewer and interviewee is non-
hierarchical and when the interviewer is prepared to invest his or her own
personal identity in the relationship (1981 :41 cited in Jayaratne &
Stewart, 1991).
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In cases where the participants are not forthcoming with information, the researcher

can encourage them to speak but should refrain from using force or leading

questions. According to Neuman, the researcher "avoids probing inner feelings until

intimacy is established, and even then the researcher expects apprehension" (1997:

372).

Once the interview has started, it is important that the researcher avoids interrupting

the participant too frequently and that she does not finish the respondent's

sentences. Scholars like Kohler have also pointed out that the researcher will "hear"

nothing in the process of data collection and analysis unless he or she allows the

narrators to speak for themselves, takes cues from them, and listens with a

minimum of interruption (1991 :234-35). Mishler maintains that,

The interviewer's presence and form of involvement-how she or he listens,
attends, encourages, interrupts, digresses, initiates topics, and terminates
responses - is integral to the respondent's accounts (1989:82 cited in
Neuman, 1997:371)

3.5.6 Objectivity

According to Acker, the ideal of objectivity is to remove the particular point of

view of the observer from the research process so that the results will not be biased

by the researcher's subjectivity (1991; Smith, 1983; Woods & Trexler, 2001;

Mouton, 1996). Kirk & Miller maintain:

The assumptions underlying the search for objectivity are simple. There is a
world of empirical reality out there. The way we perceive and understand
that world is largely up to us, but the world does not tolerate all
understanding of it equally (1986: 11 cited in Silverman, 2001).

Researchers like Carr and Kemmis (1983) point out that in order for the researcher

to understand the motives and intentions of participants; she must grasp the

"subjective meaning" the actions have for them.
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Feminist research addresses this concern with objectivity in social science. Feminist

researchers attempt to maintain a critical perspective towards the assumption that

the researcher must, and can, strive to be a neutral observer standing outside the

social realities being studied. This assumption is challenged by the feminist critique

of social science that documents research, which has previously been taken as the

neutral account of human society. Feminist researchers seldom ask objective survey

questions, collect the answers of many people, and then claim to have something

meaningful (Neuman,1997). Instead, feminist researchers consider social context as

central because it shapes the participant's interpretation (Woods & Trexler, 2001;

Henwood & Pidgeon, 1993).

Feminist research does not claim to be value free. Instead, feminist researchers

make their values explicit and do not regard one set of values as better or worse. For

instance, Lather does not support the notion of value-free, objective social science.

She argues that complete value freedom is impossible and that scientists and other

professionals use the term to hide their own feelings (Lather, 1991; Neuman, 1997).

Furthermore, some studies have indicated that conventional methodological

approaches that apply objectivity and ethical neutrality in field research fail to come

up with data which adequately reflect the experiences and standpoints of

historically marginalized groups (Beoku-Betts, 1994).

Babbie & Mouton also explain that, within this paradigm, objectivity is understood

in two ways: In qualitative research, the researcher is regarded as the most

important instrument of the research process. As a result, the researcher is faced

with the challenge to be unbiased in the description and interpretation of data

(2001 :273). The other challenge facing the researcher is to build a relationship with

the subjects of the study in order to come up with truthful 'insider' descriptions.

Therefore objectivity means gaining trust and building rapport.

Feminist researchers believe that data must be both valid and reliable. Validity and

reliability are the two central concepts in any discussion within a qualitative

research. The rest of this section will discuss each concept in turn, examining what

each concept means in practice in feminist research.
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3.5.7 Reliability

Reliability refers to the "degree of consistency with which instances are assigned

the same category by different observers or by the same observer on different

occasions" (Hammersley, 1992:67 cited in Silverman, 2001 :225). However,

qualitative researchers are less concerned with reliability and are more interested in

exploring the specific problem in detail (Willig, 2001). Furthermore, they believe

that qualitative methods can generate reliable results if applied appropriately

(Silverman, 2001; Willig, 2001).

There is also an assumption in qualitative research that reliability has more to do

with low-inference descriptors. This involves:

Recording observations in terms that are as concrete as possible, including
verbatim accounts of what people say, for example, rather than researcher's
reconstruction of the general sense of what a person said, which would
allow researcher's personal perspectives to influence the reporting (Seale,
1999: 148 cited in Silverman, 2001:227).

When reporting on interviews, qualitative researchers address the need for low-

inference descriptors by using an audio tape for all face-to-face interviews, take

care to transcribe the tapes carefully and present their research report (Silverman,

2001).

3.5.8 Validity

Validity is defined as the extent to which research describes, measures or explains

what it was designed to describe and measure (Willig, 2001). It has become a

common practice for social researchers to use the notion of truth instead of validity

and goodness of fit. According to Mouton, the terms validity and goodness of fit

"capture the idea that a statement or collection of statements can be more or less

truthful" (1996:30). Feminist researchers use terms such as credibility and

plausibility instead of terms like validity and goodness of fit.

The question of what is true or valid is one that feminist research have in common

with all social scientists but there is an obvious difference in how they conceive of
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this truth. Feminist researchers are not interested in prediction, but aim to show that

the results accurately reflect the aspects of social life that they claim to represent.

Qualitative methods are flexible and open-ended, allowing for the evaluation of

what is considered to be valid. Respondents can for instance challenge the

researcher's assumptions about the meaning and relevance of concepts and

categories (Willig, 2001). Thus the great strength of qualitative research is "the

validity of the data obtained: individuals are interviewed in sufficient detail for the

results to be taken as true, correct, complete and believable reports of their views

and experiences" (Hakim, 1987:27).

In addition, a qualitative researcher can get feedback on her findings from the

participants. If the study or findings make sense to participants, then it seems to

have some validity (Willig, 2001). Lastly, the fact that qualitative researchers are

always reviewing their own roles in the research process and do not impose their

own views or meanings on participants promotes validity. However, reactivity is the

biggest threat to the validity of research findings when human behaviour or

characteristics are the sources of information (Mouton, 1996).

Some ways of enhancing validity and reliability are triangulation, extensive field

notes and member checks.

3.5.9 Triangulation

Triangulation is used to see whether different methods work together. These

methods can be interviews and observations which can be used to complement each

other. Through these methods, the qualitative researcher makes the most of the

strength of each and minimizes weaknesses inherent in a single strategy (Woods &

Trexler, 2001). Denzin points out:

Triangulation, or the use of multiple methods, is a plan of action that will
raise sociologists [and other social science researchers] above the personal
biases that stem from single methodologies. By combining methods and
investigators in the same study, observers can partially overcome the
deficiencies that flow from one investigator or method (Denzin, 1989:236;
quoted in Babbie & Mouton, 2001 :275).
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3.5.10 Extensive field notes

Here the researcher is required to have at least two sets of notes. One set should be

to describe the area of study and non-verbal communication, while the other set

should be for recording what actually happens during the interviews. This is to

make it possible for the researcher to make necessary changes as the research

proceeds (Babbie & Mouton, 2001).

3.5.11 Member checks/ respondent validation

This entails taking interview transcripts or written material and analyzed data back

to respondents to give them an opportunity to confirm that what the researcher has

written is actually what they said (Lincoln, 1985; Babbie & Mouton, 2001;

Silverman, 2001). The participants' comments on the experience of being

researched tell the researcher a great deal about the validity of the interview data.

3.6 Grounded theory

Grounded theory methods are used to analyse and understand a set of qualitative

data. Grounded theory methods are techniques for collecting and analysing data that

are meant to develop a theory (Charmaz et aI, 1995; Lacey & Luff, 2001). Thus

these methods are inductive because the results lead to an evolutionary body of

knowledge that is grounded in data (Neuman, 1997; Stauss and Corbin, 1990;

Charmaz et aI, 1995; Lacey & Luff, 2001). The resulting theory is an explanation of

categories, their properties, and the relationships among them. As Strauss and

Corbin put it, grounded theory is:

Inductively derived from the study of the phenomenon it represents. That is,
discovered, developed, and provisionally verified through systematic data
collection and analysis of data pertaining to that phenomenon. Therefore,
data collection, analysis, and theory should stand in reciprocal relationship
with each other. One does not begin with a theory, then prove it. Rather, one
begins with an area of study and what is relevant to that area is allowed to
emerge. (1990:23)
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The procedure of doing grounded theory is mapped below:

Procedures of doing grounded theory

• Open coding (initial familiarisation with the data)

• Delineation of emergent concepts

• Conceptual coding (using emergent concepts)

• Refinement of conceptual coding schemes

• Clustering of concepts to form analytical categories

• Searching for core categories

• Core categories lead to identification of core theory

Testing of emergent theory by reference to other research and to social

cultural/economic factors that affect the area of study.

Adapted from Lacey & Luff (200 1:7).

3.6.1 Coding

All grounded theory studies use a data coding scheme. Qualitative grounded theory

coding means "creating the codes as you study the data" (Charmaz et aI, 1995:37;

Hancock, 1998; Neuman, 1997). Qualitative methods use codes to categorize data

rather than to quantify it. Therefore, the number of times an individual comment is

categorized is not important.

Coding is always guided by the research question to enable the researcher not to

lose the focus of the study. Coding also makes it possible for the researcher to come

up with a theory. One way of identifying the themes is by categorizing components

or fragments of ideas or experiences, which often are meaningless when viewed

alone (Leininger, 1985 cited in Aronson, 1994). Then the researcher can be able to

interpret the data and come up with a broad picture of participants' collective

experiences (Aronson, 1994; Neuman, 1997).
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3.7 Self-reflexivity

Feminist researchers emphasize self-reflexivity (Lather, 1991) which means that the

researcher reflects on her social identity, her role in the research process and the

relationship between the researchers and researched. Reflexivity may also serve as a

method of validating research findings (Lather, 1991).

3.8 Procedure

3.8.1 Study area

Lesotho has ten districts, however this study covered only Maseru, which is the

capital town of Lesotho (See a map below showing the study area). All ten districts

have reported HIV/AIDS cases; however, the lowlands are the more affected areas

than the highlands (Moe, 1998).
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A map of Lesotho showing the study area-Maseru

3.8.2 Participants and sampling technique

The participants for this study were recruited from Positive Action Society Lesotho,

one of the NGOs dealing with HIV/AIDS in Lesotho. The population for my study

can be broadly defined as all women with HIV diagnosis, aged 26 to 50 years

volunteering at Positive Action Society Lesotho. Both purposive and snowball

sampling methods were used to secure a sample of five women. Purposive sampling

was chosen because it uses the judgement of an expert in selecting cases, or it

selects cases with a specific purpose in mind (Neuman, 1997). It also enabled the
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researcher to use an organisation catering for the needs of HIV positive people to

identify a sample for inclusion in the study.

3.8.3 Semi-structured interviews

The venue for the interviews was the Positive Action Society Lesotho offices. The

interviews were semi-structured and the researcher considered the fact that

interviews would offer opportunities for direct interaction with participants

(Devault, 1999). Unlike the researchers within a positivist paradigm, we (feminist

researchers) do not pursue the notion of objectivity. Instead we believe that the

researcher should interact and work together with the participants (Neuman, 1997).

Participants were first involved in a semi-formal chat to try to make them feel at

ease. Establishing rapport and the researcher's willingness to answer questions that

the respondents may have can convince respondents that the researcher does not

want to exploit them (Phoenix, 1994; Maynard, 1994).

With their permission, the cassette recorder was turned on and the interviews

started. A set of themes was produced as an interview guide. These covered:

experiences of living with HIV/AIDS, concerns of women with HIV/AIDS, their

coping strategies and arrangements for children where applicable.

Semi-structured interviews were preferred to other techniques like questionnaires

because of their ability to explore mainly those areas where the researcher perceives

gaps and difficulties (Banister et aI, 1994, Smith & Van Langenhove, 1995; Willig,

2001). The interviews were semi-structured to add flexibility (Smith & Van

Langenhove, 1995). Unlike a questionnaire, the interviews facilitated the

participants' insight into their own developing awareness of the scope of the

problem. The interviews ranged in duration from forty five minutes to one hour.

The participants received money for transportation costs, a lunch and a small gift,

and these incentives played a definite role in inducing participants' participation.
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3.8.4 Data Analysis

Data was processed and analysed manually after the interviews. This included

translating the interviews from Sesotho to English and transcribing the interviews

verbatim. The interviews were analysed by using grounded theory. Grounded

theory relies on coding and categorising data into meaningful sets, to facilitate easy

analysis (Aronson, 1994). This involves summarising the collected data and

presenting the results by putting emphasis on the most important information.

Grounded theory uses the constant comparative method to analyse data. This is

where comparisons between data are made after all primary documents are

completely coded to generate grounded theory (Wolcott, 1994, Glaser and Strauss,

1967, Neuman, 1997; Hancock, 1998; Lacey & Luff, 2001). It is important that the

researcher continues with the process of constant comparison until 'theoretical

saturation' is reached.

3.8.5 Self-reflection

This section of the study is about my experience of conducting the interviews. I

found it a great challenge to gain access to these women. What I did to gain entry,

or some measure of cooperation, was to explain my research intentions to them

after I had located them through Positive Action Society Lesotho. The fact that all

participants in my study were situated at Positive Action Society Lesotho was an

advantage for me because it saved time and also meant they were easy to find.

In retrospect, I realize that at first the women were less receptive to participate in

the study than I had expected. This realization made me anxious because I had

assumed that they would readily cooperate. People living with HIV IAIDS have

been researched over the years in Lesotho although it is still difficult to gain entry

for research purposes. Some of these women hesitated to participate because they

said that past relationships with researchers have been exploitative and that they do

not benefit from being research participants. In one journal entry I noted the

following:
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Date 01/04/03: some women claimed that other researchers either from
South Africa or abroad had requested them to participate in their studies
without necessarily explaining how they would benefit from such studies.
These women also stated that they were 'tired' of outsiders speaking for
them and so resisted research. They thought the fact that they are
uninformed made them vulnerable in that they were being used to further
other people's careers.

Questions about representation have been raised by a number of feminists (Funani,

1993; Fouche, 1993; Gouws, 1993; Maqaqi, 1996), both internationally and in

South Africa. These questions were raised as a result of white feminists doing

research on black women. Feminist researchers asked: who has the right to

represent, speak on behalf of and do research on whom? These questions were

raised out of the realisation that Black women have always been objects of

speculation and inquiry with little or no agency afforded to them. The commonality

of experience of black women is their status as objects of research or as

marginalized voices in the global systems of knowledge (Hendricks & Lewis,

1994). Brink maintains that

Certainly, it would seem that where power acquires a stake in
representation, an invisible boundary is crossed, and the adoption of
another's voice comes to be perceived as an act of appropriation. Such a
situation can all too easily become just another instance of the powerful
exploiting the weak (Brink, 1998 cited in Fester, 2002).

Unlike researchers with outsider status, I was accorded insider status as a black

researcher and as somebody who comes from the same culture and place as the

respondents. I assured these women that I would bring a special sensitivity and

engagement to the research process. Occupying an insider status meant that I was

less likely to generate distrust and hostility from research participants, or exclusion

from particular types of information (Baca Zinn, 1979). Beoku-Betts found in her

study of African American women that some of them preferred a black scholar like

her conducting research in their community. As one participant put it, "black

scholars have a sense of soul for our people because they have lived through it"

(1994:417).

Despite some women's hesitation to participate in the study, 5 women were

interested in the study and encouraged me to return. The rest refused outright to be
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interviewed. I guess that they were suspicious and less accepting of my intentions.

Or perhaps they were sceptical that the research would produce anything

worthwhile for women living with HIV/AIDS in Lesotho. This resistance made me

aware that the fact that I was a woman discussing 'women's issues' was not enough

for the establishment of rapport and the uninterrupted flow of an interview

(Phoenix, 1994).

Nevertheless, the study was informative and challenging because of the different

views presented by the participants. I was entrusted with a lot of information about

their lives and experiences. According to Shaffir,

Successful entry to the research setting, and securing the requisite
cooperation to proceed with the study, depend less on the execution of any
scientific canons of research than upon the research's ability to engage in
sociable behaviour that respects the cultural world of his of her hosts
(1991:73)

Conducting all the interviews in Sesotho was time-consuming and some words or

questions seem to lose their essential meaning when translated into English, when

interviews were transcribed. Overall, while it was beneficial to conduct the

interviews in the participants' favoured language, it also meant the meaning might

be altered during the process of translation. I have tried to remain as true as possible

to my understanding of the original meaning. Dane explains that the "use of

interviewers whose ethnic origins are the same as those of the study population,

where possible, is an additional step that can be taken to secure translations that

accurately reflect the content" (2000:6).

3.9 Conclusion

In summary, the feminist paradigm was reviewed and the emphasis in this chapter

has been on semi-structured interviews as a method that feminist researchers use to

gather datal information. Some principles of doing interviews were discussed. What

emerges clearly is the view that data collection is not an objective, neutral process

of identifying the truth about subjects. Instead emphasis is put on subjective

experiences of the participants rather than the frequencies of events (Strebel, 1995)
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within the feminist paradigm. The chapter concludes with the researcher' reflections

on her experiences during data collection.

Chapter 4 presents the verbatim transcripts of the interviews with the participants.

These transcripts show the experiences and coping strategies employed by the

participants.
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CHAPTER 4: CASE STUDIES

4.1 Introduction

This chapter is a presentation of interview transcripts. The researcher conducted

two sets of interviews and the second set of interviews served as a follow-up to fill

the gaps evident in data gathered during the first set of interviews. The interviews

were edited to clarify and present the data more systematically according to themes

that emerged from the transcripts of the interviews. The translation process of

interviews from Sesotho to English proved complex, the translated interviews are

presented verbatim with every attempt made to represent the original Sesotho.

4.2 Case 1: Alice

4.2.1 Background

Alice was born 32 years ago at Mafeteng and she is the second of four children. At

the time of the interview she was staying at Ha Pita with her two children, a boy (7

years) and a girl (9 years). She was married but her husband passed away in 2000.

She has case and did a dressmaking course, but had to stop when her health

deteriorated. She is not formally employed and volunteers at PASL.

4.2.2 Transcribed interview

4.2.3 Reactions of participant to diagnosis

Researcher: I would like to thank you for allowing me to interview you. Should

you feel uncomfortable or that you want the interview to stop at anytime please let

me know. When did you know about your status?

Participant: in 2000.
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Researcher: What were your thoughts then?

Participant: I thought that it wasn't a problem because I was already a volunteer

here at Positive Action long before I was diagnosed as HIV positive. I volunteered

because I enjoy working with my hands and like to work in a group. At that stage I

didn't even think that I could be sick. I started to lose weight and I wasn't eating

properly, so the founder of PASL suggested that I should go for tests. An AIDS

counsellor who worked here then explained everything before the test. The only

problem was that they just tell you that you are living with HIV/AIDS and I wasn't

given my results. The fact that I was already in contact with HIV positive people on

a daily basis helped me a lot. When I was told about my HIV positive status, I had

hope that I would survive just like those people I was meeting on a daily basis.

What gave me hope is seeing those people surviving and living with this disease for

a long time.

4.2.4 Reactions of family and friends

Researcher: Does your family know about you status?

Participants: Yes most of them know because I told them. Generally, I'm getting a

lot of support from my mum, dad and sisters, my mother-in-law and brothers- in-

law. My mum is always concerned about my health, I guess it's because she works

at the Red Cross. My three sisters buy me immune boosters and garlic. Even when I

used to go to Bloemfontein once a month, the other one and her husband used to

take me. My in-laws on the other hand have also been supportive emotionally and

are always checking on me. I guess it's because I have always confided in them

when my husband was cheating on me. When I told my husband's younger brother,

he was very touched and he asked, why you? I guess that he ask me that question

because he know that I never cheated on my husband.

Researcher: You have mainly talked about your family members, what about your

friends?

Participant: Most of them support me but I get worried when I don't see them

sometimes.
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4.2.5 Concerns of women living with HIV/AIDS

4.2.5.1 Finances

Researcher: Apart from volunteering here (at Positive Action Society Lesotho),

what else do you do to earn a living?

Participant: I am just working here as a volunteer. I don't earn money on a

monthly basis like people working for the government. At least in the past I was

staying nearby, but now I have to take a taxi and sometimes I don't even have

money for transport.

4.2.5.2 Heterosexual relationships

Researcher: Have you ever thought of how you could have been infected?

Participant: To be honest, it was my husband who infected me. I have always been

a faithful wife, so I don't see how I could have infected him. I learned that I was

sick when I was still mourning his death.

Researcher: How does it make you feel, the fact that he infected you as you put it?

Participant: At first, I used to be very angry and I had a lot of questions for him

concerning my sickness. One time I discovered that he kept his medical card from

me and the doctor had diagnosed him with sexually transmitted diseases. I asked

him why he was losing weight and looked pale but he said nothing was bothering

him. I remember, one night he came home very drunk and forced me to have sex

with him. I was reluctant because he had been drinking and when I looked at his

penis, I realized that it had sores. Regardless, he forced himself on me and even

beat me. I told his mother and aunt about this incident. I was reluctant to tell my

family to avoid family quarrels. I guess not telling them was my way of protecting

them because I knew they wouldn't take it very well. Afterwards I had vaginal

thrush and I was treated for it.
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Researcher: How did these experiences make you feel?

Participant: I have stopped dwelling on the past because he's no longer around. I

learned about it after his death, so in a way I couldn't ask him anything. I remember

that I used to talk to him about his behaviour and pleaded with him to change. He

used to work at LHDA as a driver. He was earning around R2000 and he used to

give me R700 to spend on food, children's needs and his transport. I had to work

hard to come up with my money when he was still alive. He used to spend most of

his salary on alcohol and women.

Researcher: You mentioned that you husband passed away, so have you tried to

have relationships with men after his death?

Participant: I have decided to take a five-year break from relationships with men. I

feel that I need to rest for some time. Even before I got married, I wasn't very

interested in sexual relationships. Apart from that men can be problematic because

it would mean that I would have to take care and I feel I wouldn't be able to do it.

4.2.5.3 Reproductive role

Researcher: Would you say that being HIV positive has influenced your

reproductive role?

Participant: No, because even now it's very difficult to raise my 2 children. It's not

the sickness as such that prevents me from having more children but financial

constraints.

4.2.6 Coping strategies

Researcher: You said that you used to be angry with your husband. Would you say

that has changed over time?

Participant: At the moment, I'm over that anger and I have tried to continue with

my life. I think that it is better when one has accepted one's status because that way

you learn to take care of yourself. The fact that people always worry what other

people will say when they learn of their HIV positive status is the issue that needs

our attention. It's just that today, I'm not feeling very well, I'm having stomach
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cramps and my stomach is also running. Apart from that I know some women who

are living with HIV/AIDS that I usually speak to. However, I can't invite them to

join Positive Action because even for people who are volunteering, the RIO that we

are given everyday for lunch is now a problem. I also think that it is easier to speak

to a male if you are one and a female if you are a woman concerning these issues.

Overall, women are worried that they are getting HIV/AIDS from their male

partners.

Researcher: You said that you are not working. So what do you do to look after

yourself?

Participant: I used to go to Carewell clinic whenever I could afford it. Sometime

when I am very sick it is a problem because you find that I do not even have enough

money to go and see the doctor. I haven't actually gone for vaccine trials because

I'm not that sick. Even when we were given a chance to go for vaccine trials by

Positive Action, I suggested that some people who were sicker than I was should go

in my place. Of late, I was introduced to a man who specializes in traditional herbs

and I think they help me a lot in that they help me pick up weight and especially

with depression. However, sometimes I judge myself and have less confidence

because of some symptoms. Look at my face now, I am reacting to a TB treatment.

Most of the time I try not to compare myself to others.

Researcher: What else do you do?

Participant: I come from a family of Christians. I believe that God is protecting me

because I'm still alive. I also get a small amount here but somehow I get by. I'm

also getting a lot of support from our pastors in that they prayed for me when I

disclosed my status to them and they continue to pray for us.

Researcher: Would you say volunteering here has helped you to cope?

Participant: Initially we were sharing offices with men who are volunteering, but

we now have a separate office for women because of lack of respect from some

younger boys. As older women, we didn't feel free to discuss our symptoms in their

presence. Since our separation, I feel happier and there are few confrontations. We

work very well as women and work very hard to make beads on a daily basis. I
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enjoy our little space because we support each other and we don't discriminate

against each other.

4.2.7 Arrangements for children

4.2.7.1 Disclosure to children

Researcher: You mentioned that you have children, how many are they?

Participant: I have two children.

Researcher: Do they know that you are sick?

Participant: They are still very young, so I haven't told them. But my assumption

is that they have heard about AIDS from TV and radio. Imagine if I were to tell

them that their father died of AIDS, I think that they wouldn't understand because

the one is 9 years while the other one is only 7 years.

Researcher: I hear that your concern is to do with their age; if they were older,

what would you say to them?

Participant: Since nowadays children can watch all programs on television, I think

that it would have been easier. I guess that I would have told them in the same way

as I told my family and friends.

4.2.7.2 Welfare of children

Researcher: You mentioned that you have two small children, who do you think

will take care of your children when you are no longer able to do so yourself?

Participant: I know we'll all die regardless of our status. When it comes to my

children's welfare I worry a lot. You can never be sure because at the moment they

are being treated very well by everyone, but who knows what will happen once I'm

gone? Moreover, like I said earlier we are given RIO here on a daily basis. You

can't open insurance with that kind of money. There is nobody with insurance

among people who are sick. The issue of my children's education and food worries

me the most. My mother is still working and she helps me financially whenever she

can, so I should think she will take care of my children.
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Researcher: Is there anything that you would like to add?

Participant: No.

Researcher: Thank you very much for your cooperation.
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4.3 Case 2: Lineo

4.3.1 Background

Lineo was 46 years old and lived at Stadium Area. She was a widow and had two

children, a 24-year-old son and 19-year old daughter. She did the first year of a

degree at National University of Lesotho (NUL) but had to apply for an official

withdrawal because of her health. At the time of the interview, she volunteered at

PASL and was also involved in media projects, which aimed to educate people

about HIV/AIDS.

4.3.2 Transcribed interview

4.3.3 Reaction of participant to diagnosis

Researcher: I would like to thank you for allowing me to interview you. Should

you feel uncomfortable or that you want the interview to stop at any time please let

me know. When did you know about your status?

Participant: In June 2002.

I

Researcher: How did you feel when you were told?

Participant: You know ... since there were things that I was observing on my body,

I had a feeling that those symptoms would lead to something serious. I had even

thought of testing for HIV/AIDS at one stage, but I was scared that the tests might

not come out as negative. I had a severe vaginal thrush and other signs. In June last

year, I became very sick and I was diagnosed with tuberculosis. At the stage, I

asked my doctor to take my blood to do a HIV test. He did and I was told that I'm

HIV positive. I must say that I was shocked because part of me expected the results

to come out as negative, do you get what I'm saying? My biggest fear was that

people would link my sickness to extra-marital affairs. You know I'm a Christian,

so my concern was that people would think that I was sleeping with this and that

man. I was reassured by the fact that people who are close know me very well and

that I wouldn't behave in that fashion. People should learn that one can get it in
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other ways and this will help people to stop blaming themselves and other people

for that matter.

Researcher: Would you say your feelings have changed over time?

Participant: Yes, I'm always encouraged by the saying that the fact that you see

other people as healthy does not necessarily mean that they are actually healthy. I

am saying this because there are some few cases when I met the person today and

tomorrow she is gone. This somehow reassured me that being HIV positive is not a

death sentence because people are also dying from other causes. My doctor told me

that my concern should be with looking after myself and eating properly. After

speaking with my doctor, I was able to talk about the issue of AIDS generally

although I was very worried about my children.

4.3.4 Reactions of family and friends

Researcher: Have you told your family about your sickness?

Participant: Yes and they support me all the time. Even when I don't have

medication, I know that I can always count on them. They are always concerned

about what I eat. What amazes me is the fact that if you were to visit my home, you

wouldn't even think that there is an infected person from the way they are doing

things. Perhaps it has more to do with the fact that I am fine at the moment, even

my daughter and my mum wear my clothes sometimes, they are not even concerned

about sharing the bathroom with me. I have taught them about the HIV/AIDS and

the ways in which it can be transmitted.

Researcher: Are there other family members that you told about your status?

Participant: When I told my children, I wasn't sure whether to tell my brother

because I wasn't sure how he was going to react. At the end I decided to tell him

because I didn't want him to hear it from other people and I think he is dealing with

it fairly well. Even my in-laws know about my status. Yes, I got a sense that even

among my friends and in-laws there are some who still don't get this talk about

AIDS. I am saying this because there are instance when some said it publicly that

I'm HIV positive, a few months back, I would be very worried but now I'm not

concerned about who knows and who doesn't anymore. Some of these people who
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are always concerned about some people's HIV status do not even know theirs

themselves, so I pity them.

4.3.5 Coping strategies

Researcher: I hear that you are getting a lot of support from your family. Would

you say they are the only people that are helping you to cope?

Participant: I must say, at times I feel very confused and sad and this is usually the

time when I prefer to be in the company of other people who are also infected. Ever

since I was diagnosed as HIV positive, I sometimes become very moody, I'd be

shouting at everybody for no particular reason; at times I just break down and cry.

Researcher: You mentioned earlier that whenever you are feeling down, you prefer

to be in the company of other people who are living with AIDS. How does that help

you?

Participant: At times, I don't even have to go searching for these people because

some of them come to my place. They know that I'm very involved around the

issues of AIDS so they come to listen to my story. I was practically dead, I always

tell them, but look at me now. I don't just talk to people living with HIV/AIDS but

also talk to those who say they do not have it.

Researcher: I hear that your family is assisting you in terms of getting your

medication and eating properly. What are you doing to earn a living?

Participant: I was studying at the National University of Lesotho but I had to apply

for official withdrawal because of my health. I hope that I will still go back to

school but in the meantime, I am involved in a project that is aimed at people living

with HIV/AIDS. We are interested in teaching them some ways of making a living,

so we are targeting those who are not working.

Researcher: You say 'we' when you talk about this project. Who are these other

people who are involved with you on this project?

Participant: Some of them are my friends. I am very open about the issue of

HIV/AIDS.
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Researcher: So what kind of response are you getting from your audience?

Participant: Yes, people's perceptions differ and there are still some who are

scared to discuss the issue of AIDS, they still feel that they can't discuss it openly.

Regardless, I just talk about it. I even have a slot on radio and every opportunity I

get I talk about it.

Researcher: Which other strategy to you use to cope?

Participant: I did Christian counselling but whenever I'm motivating or

counselling people, the Bible is not my only source of inspiration. I feel that

sometimes if I'm speaking to the person and going through the bible to look for

some scriptures, they end up not focusing on what I would be saying.

Researcher: You mentioned earlier that you are on medication. Where do you get

that kind of medication?

Participant: I have been getting the medication from my doctor here in Maseru and

they are around R400. However, I thought of checking the prices in Ladybrand, and

I was surprised to get them at R80. It is a combination of anti-biotics and I feel they

are working.

Researcher: Would you say volunteering at Positive Action has helped you to

cope?

Participant: Yes I think so in that it gave me an opportunity to meet other women

like myself and to learn how they are also fighting this disease. However, we feel

that we need an organization that caters specifically for women because right now

we don't have privacy to articulate our fears as women.
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4.3.6 Concerns of women living with HIV/AIDS

4.3.6.1 Heterosexual relationships

Researcher: Have you ever thought of how you could have been infected?

Participant: My husband passed away some time back and after that I had been

involved with other men; so in my case I can't really say so and so infected me

because I might have been the one who infected them. In order to live with it I just

take it for granted that it was my fault that I have it.

Researcher: You mentioned that your husband passed away and that you have been

having a few relationships after that. So is there someone in your life presently?

Participant: I'm not involved at the moment (laughs). Some friends and family

members are concerned and feel that I should have one. I guess what prevents me to

have one is the issue of being a Christian because as a Christian one is expected to

behave in a certain way. But I feel that I can still marry if! want since I'm a widow.

4.3.7 Arrangements for children

4.3.7.1 Disclosure to children

Researcher: How many children do you have?

Participant: I have two adult children, a boy and a girl. The girl is a student at the

National University of Lesotho. The nice thing is that the other one, the boy, was

already involved with the NOOs dealing with the issue of HIV/AIDS in Lesotho.

Even so, it came as a shock to both because they never expected that it would

actually be somebody in their family.

Researcher: Would you say that telling your children about your status has

benefited you?

Participant: Yes, because ever since I told my children about my sickness, I have

been feeling better; it was as if a weight had been put off my shoulders.
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4.3.7.2 Welfare of children

Researcher: You said that you are staying at your parents' place with your

children. Have you ever considered who will take care of them when you are no

longer able to do so yourself?

Participant: We felt that it would be more practical for my children and me to stay

at my parents' place because I'm not working. So I think that when I'm no longer

able to be with them, then my parents will carry on with supporting them as they are

doing now.

Researcher: To conclude, we talked about the fact that you only knew about your

status in June 2002. And also about the issue of support, how your family assists

you with medication and healthy food. You also mentioned that most of your

friends know that you are living with AIDS and that you do not have a problem

with other people knowing about your status. You are very active in the issues of

HIV/AIDS and you are engaged in a project around this issue; you even have a slot

on radio which gives you an opportunity to teach people about this disease.

However, you also said that even through you are open about it, there are times

when you just break down. You mentioned that you are a Christian counsellor and

mentioned your role very explicitly. Does that cover all the areas that we touched

on today?

Participant: Yes, I think it does.

Researcher: Thank you very much for your cooperation.
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4.4 Case 3: Lieta

4.4.1 Background

Lieta was 40 years of age. She lived at Ha-Motloheloa. She was married but had

separated from her husband. She had four children, three sons (20, 17, 13 years) and

a 10-year-old daughter. She only stayed with her two youngest children while her

mother-in-law stayed with the other two. She went up to Form D and went to South

Africa in search of a job. At the time of the interview she was volunteering at

PASL.

4.4.2 Transcribed interview

4.4.3 Reactions of participant to diagnosis

Researcher: I would like to thank you for allowing me to interview you. Should

you feel uncomfortable or that you want the interview to stop at any time please let

me know. When did you know about your status?

Participant: In June of 1999. I came back in 1998 from South Africa where I was

working.

Researcher: What were your thoughts then?

Participant: Since I was having vaginal thrush all the time, I suspected that it could

be a symptom ofHIV/AIDS.

4.4.4 Reactions of family and friends

Researcher: What makes you think that your father and mother do not believe you?

Participant: I can just tell from their reactions. My sister even tried to explain to

them that I'm living with this disease, but it seems like they are taking it lightly and

this in a way discourages me. Sometimes, I feel like I'm not part of the family

because they discuss things behind my back. It's as if my younger brother is their
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only child. Perhaps it is because I disappointed my parents when I separated from

my ex-husband. My sister, on the other hand, is very supportive.

Researcher: Apart from family members, who else have you told about it?

Participant: I have my two male friends. One helps me with traditional herbs and

helps me financially whenever he can. The other one was very supportive when I

found out about my status. He told me that it was not the end of the world. He is my

source of inspiration. Apparently he has been involved in one of the organizations

catering for people living with HIV/AIDS. He has even helped me find a house

where I'm staying now for free and I rely on him when I don't have money.

4.4.5 Concerns of women living with HIV/AIDS

4.4.5.1 Heterosexual relationships

Researcher: Have you ever thought of how you could have been infected?

Participant: The problem is that men think it is women who are more likely to get

sick. Yet if one looks at HIV transmission, you find that it is mainly men who are

infecting women. I know a number of women, their partners died before them and

they also reported that if it hadn't been because of the partners they wouldn't be

sick. I know of a number of stories. I have thought of how I could have contracted

this disease, definitely it was not from my ex-husband because we separated a long

time ago. I used to stay with my ex-boyfriend in Gauteng and I was aware that he

was having a number of relationships. I sometimes blame myself for not leaving

him before I contracted this disease. I remember that I used to have vaginal thrush

and I would go to the clinic all the time. I even suggested that they should take my

blood to check in had AIDS.
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4.4.5.2 Medical experiences

Researcher: You said that you asked the doctor to do HIV/AIDS test; then what

happened?

Participant: The sisters at the clinic were reluctant to do the tests. At times they

would check me and then tell me not to worry. I ended up being confused because I

wasn't quite sure what was wrong with me, and I somehow had a feeling that I

might be HIV positive. In 1998, I went back to Lesotho and at that time the thrush

was not that severe and I only went to see a doctor once in a while. After some

time, it became severe again; I went to see a doctor and asked for some HIV tests.

Even here the concern was that I didn't have signs for HIV/AIDS and they asked

me why I wanted to be tested. I explained that it would put me at ease because then

I would know what I'm dealing with. So they agreed. I went for the test in June

1999 and they did two tests and both were positive. However, the doctors and

nurses were surprised by my reaction. I was calm because I had anticipated it. There

was even this lady who had just been given her results and they encouraged me to

talk to her because of my positive reaction.

Researcher: You said that you separated from your husband some time back. So

have you considered engaging in other relationships?

Participant: Ever since I learned that I'm sick, I haven't had any intimate

relationship. I just don't feel like being involved with anyone. Again I think it has

more to do with the reactions that I sometimes get from some men when I tell them

that I'm sick when they want to be involved with me. They just laugh, which is a

sign that they do not believe you. So I have decided to be celibate and it has been

some time now. At first I didn't think I would still be around, but I guess it's

because I'm taking care of myself now. I'm doing very well without a man in my

life, yes I must say some people have shown concern and are even asking which

church I'm attending because of this change in my behaviour.
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4.4.6 Coping strategies

Researcher: You mentioned earlier that there are 2 male friends that you told about

your sickness. Are they the only people that you feel understand what you are going

through?

Participant: Yes, but there are also some people who are very supportive here at

Positive Action where I'm volunteering. I learned about Positive action when I was

attending support groups at Queen Elizabeth hospital and then I decided to join it. I

can say that discussing it with them is not a problem, and I never stop to think

whether they are positive or negative. However, here it is quite different because

you know that you are talking with people who are also sick, so you are not scared

that you might be judged based on what you disclose. And then there is an issue of

confidentiality here unlike at other places. We sometimes discuss the problems we

face as a result of disclosing our status but we don't just focus on that; we also

discuss some ways of making a living since all of us are not formally employed. I

even think that if we had financial support, nobody would even think that we are

living with HIV/AIDS. If only we could separate from men because most of them

are very young and sometimes dominate us in that when we make suggestions, they

are not taken seriously because we are women.

Researcher: Apart from support groups, which other strategies do you use to cope?

Participant: I have gone for vaccine trials in the past with the help of Positive

Action. It even provided us with transport whenever we had to go for these trials. At

the moment, I'm not using any form of medication because I'm not working. I

mainly use traditional medicines. I am also getting a lot of support from the pastors

in my church. They have told me that this AIDS is an evil spirit and that it can be

defeated by prayer. Whenever I don't feel well I pray with them and their prayers

really help me.
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4.4.7 Arrangements for children

4.4.7.1 Disclosure to children

Researcher: You mentioned that you accepted that you would be living with the

disease when you were first told. Would you say the way you saw it has changed

over time?

Participant: My major concern is my children. I have thought of telling them but I

don't know how I should tell them. The other issue is that we have separated from

my ex-husband and the children are in his care. Our families are still discussing the

issue of our separation and I haven't told him about my sickness because I feel that

he doesn't have time for me. This puts a lot of stress on me and even if! were to get

sick tomorrow, it will be mainly because of this issue.

Researcher: You stated that you have children. How many do you have?

Participant: I have four children and like I said, they do not know about my

sickness. I have asked for advice from here (Positive Action), and they suggested

that since I wanted the eldest one to know, that it would be wise to first of all come

with him to some workshops on AIDS so that he can be able to deal with it when I

tell him, instead of being shocked.

4.4.7.2 Welfare of children

Researcher: You said that your children are staying with your ex-husband. So do

you think that he would continue to take care of them when you are no longer able

to do so yourself?

Participant: To be honest, I don't know and I don't like to think about it. The thing

is I'm getting more support from friends than my family. For instance, if some of

my male friends do not see me for some time, they become concerned and even

come to my place to see if I'm fine. Even when they hear about a certain doctor

they tell me.

Researcher: I would like to conclude. But before I do so, is there anything that you

would like to add?
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Participant: Not really.

Researcher: Thank you for your cooperation.
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4.5 Case 4: Mary

4.5.1 Background

Mary was 29 years old. She had her first child when she was 14. In 1990, she got

married and the marriage lasted for four years. At the time of the interview, she had

separated from her partner. She lived at Ha-Thamae with her 2 daughters, 13-years

and l l-years old. She had completed standard 7. She worked at Positive Health and

was also a volunteer at PASL.

4.5.2 Transcribed interview

4.5.3 Reaction of participant to disclosure

Researcher: I would like to thank you for allowing me to interview you. Should

you feel uncomfortable or that you want the interview to stop at any time please let

me know. When did you know about your status?

Participant: In 1994. Early January 1994 I used to have this big pimple under my

armpit and I went to Lesotho Defence Force (LDF) clinic to see a doctor. He

injected me and I was given some medication for it. But in March 1994 the problem

was still persisting and I went back to the doctor again. He suggested that he should

take my blood to run some tests. I said that he should also include the HIV/AIDS

test. After some time, my result came back positive.

Researcher: What were your thoughts then?

Participant: My fear was to die and leave my children; I even heard people saying

people living with AIDS do not live for a long time. This used to frustrate me a

great deal. Sometimes, I became angry when I thought of this disease and how it

has changed my life. My lips were red and I lost weight.
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Researcher: Has that changed over time?

Participant: I must say I'm quite well at the moment even though I must admit that

whenever I think of my children and their welfare, I end up depressed and having

these headaches all the time.

4.5.4 Reactions of family and friends

Researcher: Does your family know about your sickness?

Participant: Yes, my mum knows and I think that she has accepted it. However,

she is a very loud person and she takes alcohol all the time and she shouts for no

particular reason. That is the reason why I left her because I was staying with her.

Researcher: Apart from your mother, have you told other people about your status?

Participant: I have a lot of support from my three brothers, especially the eldest

because he was recently diagnosed with HIV/AIDS. I am also getting support here

at Positive Action and even from some of my friends. However, some people are

still very ignorant, like those that I have told about my sickness, they just don't

believe me! I have told the person that I'm involved with at the moment and that it

is important that he should know his status and use protection all the time. He

seemed very shocked and scared, perhaps it's because there are no signs at the

moment that might suggest that I'm sick in any way.

4.5.5 Concerns of women living with HIV/AIDS

4.5.5.1 Heterosexual relationships

Researcher: Are you still involved with him?

Participant: Yes, I don't have a problem with having an intimate relationship as

long as the person agrees to use protection. However, you find that there are still

guys who are still willing to risk and I get discouraged by that kind of mentality

because I wouldn't want to infect anyone. I have been seeing my present boyfriend

for sometime now but he still doesn't believe that I'm living with AIDS. He said

that he would believe me if we could go together for HIV test.
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4.5.6 Coping strategies

Researcher: How have you coped with your status up to this point?

Participant: Immediately after receiving my results, I was introduced to one lady

who was helping people living with HIV/AIDS. This lady was from an organization

called Helping Other People Everywhere (HOPE) in South Africa. We met with

others on Thursdays to talk about our fears. She even provided us with food to keep

our immune systems going. At a later stage I learned that that lady left and I never

saw her again.

Researcher: Which other coping strategies do you use?

Participant: I always say, people should learn to live with this disease; I know it is

not easy but we should trust in God. Because He can never let us down if we ask

Him for help. In order to go on I rest a lot, especially when I have a headache

because I think that I should take care of myself. Pastors at Universal Church

believe that I'm already cured because they say nothing is beyond God.

Researcher: Would you say that volunteering has helped you to cope with

HIV/AIDS?

Participant: Yes, it has although we encounter a number of problems on a daily

basis. For example, we feel that some men in the organization dominate us in that

we can't even borrow money from the organization while they can. Again they

come with their girlfriends to the offices after working hours and we know because

they leave used condoms on the floor.

4.5.7 Arrangements for children

4.5.7.1 Disclosure to children

Researcher: Do you have children?

Participant: I have two children. They just know that I'm always feeling sick, the

headache; but they don't actually know what I'm suffering from because they are

still very young. I don't know what to say to them. The older one heard me one time

62

Stellenbosch University http://scholar.sun.ac.za



when I was speaking with my mum about AIDS and she asked me what it is but I

could not respond.

Researcher: I hear that your concern is to do with their age; if they were older,

what would you say to them?

Participant: I would just tell them that I'm living with HIV/AIDS. Then it would

mean that they would be able to care for me. Even now whenever I'm having a

headache, I can see that they worry; perhaps it is because I'm having it almost every

day.

4.5.7.2 Welfare of children

Researcher: You said that your children are staying with you and your mother and

that she is drinks and shouts all the time. So do you think that she would continue to

take care of them when you are no longer able to do so yourself?

Participant: Yes, I think so since even now we are depending on her for shelter and

food. There is no one else that I can tum to, so I guess then that it will have to be

her.

Researcher: Before I conclude, is there anything that you would like to add?

Participant: No, I think we have covered about all I wanted to say.

Researcher: Thank you for your cooperation.
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4.6 Case 5: Diana

4.6.1 Background

Diana was 44-years-old and the sixth of seven children. She lived at Ha-Seoli with

her 72 year old mother. She never married and had been a nun before she had a son

(lO years). She completed COSC as an adult and worked before volunteering at

PASL. She was a survivor of rape.

4.6.2 Transcribed interview

4.6.3 Reactions of participant to diagnosis

Researcher: I would like to thank you for allowing me to interview you. Should

you feel uncomfortable or that you want the interview to stop at any time please let

me know. When did you know about your status?

Participant: I found out about my HIV positive status on the 15 March 1999.

Researcher: What was your first reaction then?

Participant: In a way, I used to be in denial when I was told about my sickness.

That put a great deal of stress on me in away. I even thought that maybe the doctor

didn't do the test properly. Pre-test and post test counselling were not offered. I was

just told that shingles was a symptom of AIDS. I took the test and they told me I'm

living with this disease; nobody ever showed me my results.

4.6.4 Reactions of family and friends

Researcher: Have you disclosed your status to your family?

Participant: When I found out about my status I decided not to tell my family

because I wasn't sure how they would react. I was also not sure how to go about it.

My biggest fear was that they would judge me and even mention it whenever we

disagree about something. Again I never got married; in fact I used to be a nun but

left when I felt I wasn't fulfilled as one. I had thought of confiding in my mum, but

then I thought that she would tell my sister-in-law. This would have been a problem
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because we are not on good terms because they feel that I should have married and

left my family. I thought that my mum would take it in a bad way because already I

had a baby out of wedlock, then I'm diagnosed with HIV/AIDS.

Researcher: Do they still not know about your status?

Participant: Itwas only in 2000 that I decided to tell my mum, brothers and sisters.

At that stage, I had decided to go public about it and I even started teaching people

about it and speaking during conferences. So I thought it would be decent if my

family heard it from me instead of hearing from somebody else or on the radio for

that matter. They did not believe me because there were no signs that suggested that

I could be sick. Maybe if I had been sick when I told them, they would have

believed me. So it took them a while to get used to the idea that I'm living with

AIDS. After some few months, I became very sick and it was only then that I could

see from their faces that they saw that I'm sick.

Researcher: You said that you decided to disclose your status publicly; how did

people react?

Participant: I remember that when I first went public about my status, I lost some

friends and some people used to hate me. Those people wouldn't even communicate

with me. After several workshops, some of them changed their minds and realized

that anybody can have this disease. So they started asking me for advice, what I did

to take care of myself and this encouraged me a lot because it gave me a space to

articulate my fears. Most of them were women. On the other hand, there were still

people who felt that if I hadn't left the convent, I wouldn't be having it. They went

to the extent of suggesting that it is a punishment from God. I was expected to rest

and not be active in committees at community level; they just didn't see how an

AIDS victim could ever be a leader.
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4.6.5 Concerns of women living with HIV/AIDS

4.6.5.1 Medical experiences

Researcher: You mentioned earlier that you thought that your doctor did not do the

test properly, why was that?

Participant: Because even before I took the test, he said he suspected that I had

HIV/AIDS. After the test, he asked me how many sex partners I had in the past. He

also told me that I did not have much time left. He suggested that I should start

making funeral arrangements as soon as possible. You know ... I actually believed

him. I ca not say shingles was painful as such. It used to be very itchy and it was

only when I scratched it that I would start having a severe pain, sometimes I would

not even sleep.

4.6.5.2 Heterosexual relationships

Researcher: Have you ever considered how you could have been infected?

Participant: I guess that I can't say exactly who infected me because most men that

I was involved with looked healthy. There were these two who started losing weight

and were sick all the time. So I should think that maybe I got it from one of them.

The other boyfriend died before I knew that I'm sick whereas the other one died

after I had discovered. I even went to see him when I heard that he was sick and

even asked him whether he knew his HIV status. He wasn't open with me but he

said that he didn't care whether he had it or not. At that time he had lost a lot of

weight and was in pain. I somehow got a feeling that he knew that he was HIV

positive.
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4.6.5.3 Violence against women

Researcher: How did that make you feel?

Participant: I wasn't blaming him as such since I have also been raped. I was

coming from evening classes; you know I did my CQSC when I was already an

adult. This person who raped me also cut me on the head and I lost a lot of blood

and felt very dizzy. The injury was dressed at the hospital. Sometimes, I think that it

must have been that person who infected me.

Researcher: What were your thoughts then after being raped?

Participant: I'm still traumatized by that rape incident. I didn't become pregnant

because I was injecting. Apparently, the rapist already had six cases of rape before

he raped me. He was not prosecuted because there was no evidence.

4.6.6 Coping strategies

Researcher: How do you cope with your diagnosis?

Participant: I decided to join Positive Action and rather focus on getting well.

Sometime in the year 2000, I was included in a vaccine trial, but I became very sick

and people who were administering it suggested that I should leave the treatment.

At the moment I'm not using any form of treatment and even with that treatment,

we had been informed that if we left it then we would die, that we should take them

all the time.

Researcher: Would you say that joining Positive Action has helped you?

Participant: Yes, although it also has its disadvantages. The young men in this

organization do not consider our age differences; they are very noisy and make

nasty comments. I have also observed that most of the work is done by women.

Researcher: You mentioned that you are not taking any form of medication at the

moment. So what do you do to boost your immune system?

Participant: At the moment I don't want anything to do with medicines. But I try

to look after myself by engaging in protected sex. I have decided to continue having
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intimate relationships because I discovered that being with somebody at the level

really helps me, especially when I'm having stress. But in some cases we fight

about protection, some men do not like a condom. I avoid things like alcohol or to

be with somebody who has taken alcohol because I feel that I have to be in control

all the time.

Researcher: Apart from engaging in sexual relationships, what else do you do?

Participant: If I am staying at home, I go to church or see some friends. I always

tell my friends that they should not lose hope even if they were to live with this

disease. I tell them about myself, how I had been told several times that I wouldn't

live but I have survived for a number of years now.

6.6.7 Arrangements for children

6.6.7.1 Disclosure to children

Researcher: You mentioned earlier that you never married. What about children do

you have them?

Participant: I have one child and he is 10 years of age. He knows about my status

and even goes with me to workshops. I also encourage him to speak openly about

my sickness.

6.6.7.2 Welfare of children

Researcher: Who do you think will take care of your child when you are no longer

able to do so yourself?

Participant: I think in the case when I'm no longer able to care for him, my family

will take over, especially my brother.

Researcher: Before we conclude the interview, is there anything that you would

like to add?

Participant: I would like to point out that my main concern is with women. I

believe that they need to be educated about it and how it can affect their lives. I

believe that we have a big role to play in this AIDS era.
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Researcher: Thank you very much for your cooperation.

Chapter 5 will present the analysis and discussion of participants' experiences of

living with HIV/AIDS and their ways of coping with their status.
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CHAPTER 5 - RESULTS AND DISCUSSION

5.1 Introduction

The general objective of the study was to investigate the experiences and coping

strategies of women living with HIV/AIDS in Lesotho. This objective was achieved

by looking at the participants' reaction to their HIV positive status, the responses of

families, friends and the community, and the women's experiences of interpersonal

relationships. The study explored the structures that are in place and the personal

coping strategies participants have used.

A number of interrelated themes emerged from each interview, which will be

discussed in tum: demographic details, experiences of living with HIV/AIDS,

concerns of women with HIV/AIDS, coping strategies and arrangements for

children. The complex intersections between gender, sexuality and the various

oppressions that keep the women interviewed for this study marginalised, silenced

and at risk are explored.

Case studies methodology has been criticised as not representative because the

researcher only focuses on a few cases. This study is not nationally representative

of all Basotho women living with HIV/AIDS and may be seen as an under

representation of the reality because there were only five participants. Moreover,

the participants could be seen to be in a better position than many other women

living with HIV/AIDS by virtue of their access to some form of support at an

organisation where they are volunteering. Nevertheless, the study does document

the real life circumstances of a section of women living with HIV/AIDS. The study

serves as a record of how women infected with HIV/AIDS are responding to the

epidemic.
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5.2 Demographic details

The ages of participants ranged from 29 to 46 years. Alice was 32 years, Lieta was

40, Lineo was 46, Mary 29 and Diana was 44. All participants had a relatively low

level of formal education. Alice completed COSC and studied a dressmaking course

before she volunteered at PASL. Lineo did the first year of her studies at National

University of Lesotho (NUL) but had to apply for official withdrawal because of

her health, and afterwards she joined PASL. Lieta went up to Form D and then went

to South Africa in search of a job before volunteering at PASL. Mary did Standard

7 and worked at Positive Health. Diana completed COSC and worked for some time

before joining PASL.

Although participants in this study were 29 to 46 years old, the majority of women

living with HIV/AIDS in Lesotho are between ages 20 to 39. (Moe, 1998; NASP,

2000). This could mean that older women living with HIV/AIDS are in the

minority. All participants in the study had a relatively low level of formal

education. This corresponds to findings in South Africa and Lesotho which suggest

that women living with HIV/AIDS are mostly uneducated women (Kethusegile et

al, 2000; Letuka et al, 1997; Vetten & Bhana, 2001): Regardless of their low level

of education, it seems that doing volunteer work helped them to have knowledge

about HIV/AIDS.
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Descriptions of participants

Participant Age Marital Level of Religious Occupation Number

status education Affiliation of

children

Alice 32 widow High Evangelical Volunteer 2

school

Lieta 40 Separated High Universal Volunteer 4
school Church

Lineo 46 Widow Tertiary Bom-again Volunteer 2

Christian

Mary 29 Divorced Primary Universal Volunteer & 2

Church Positive

Health

Diana 44 Never High Catholic Volunteer 1

married school

5.3 Reactions to diagnosis

Participants' knowledge of their own HIV status ranged from one year to nine

years. Diana went through a period of denial when she first learnt of her positive

status. She used denial as a defence mechanism that protected her from facing her

positive status in that she tried to convince herself that the doctor had made a

mistake. Lineo experienced shock at being diagnosed as HIV positive. This is

because she had not expected the results to come back positive. Mary also felt

afraid when she was told about her status. She was scared that she was going to die

and leave her children. This was perpetuated by a misconception that people living

with HIV/AIDS do not live for a long time.

Implicit in the discussions during the interviews is the fact that some women with

HIV diagnoses adjust to the process of living with HIV/AIDS better than other do.

For instance, Alice and Lieta readily accepted their status and seemed to be in
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control and this assisted them in terms of preserving their mental and physical

health. For instance, Lieta already suspected that she could be HIV positive because

of symptoms like vaginal thrush, which she observed. As a result, HIV positive

results confirmed her suspicions. Alice mentioned that she was already a volunteer

before she knew her status. The knowledge about HIV/AIDS helped her to cope

better than those who were not informed. What emerged from this study is that the

more knowledge women have about HIV/AIDS the better they cope with their HIV

positive diagnosis. That is why it is important for the government to encourage

women to do volunteer work on HIV/AIDS.

5.4 Deciding whom to tell of their HIV positive status

Although all participants disclosed to their families and friends, they initially,

grappled with the question of to whom they can disclose their HIV diagnosis with

minimal risk of negative consequences. This suggests that the disclosure of HIV

diagnosis raises issues around stigma and isolation. Most participants were selective

in deciding to whom to disclose their status. This is because they feared being

rejected, wanted to spare loved ones emotional pain and were also concerned about

discrimination. For example, Diana and Lineo feared rejection by family and

friends. Diana said that she did not tell her family when she first found out about

her status because she anticipated that they would judge her. She also wanted to

avoid the extreme emotional distress she felt it would cause them. Lieta thought that

her parents would regard her as a disgrace because she had separated from her ex-

husband. Lineo, a born-again Christian, also anticipated that her friends and people

in the community would link her status to extra-marital affairs. These explanations

that participants gave for not disclosing their status or postponing to do so suggest

that they knew that their communities had internalised the myth that women are to

blame for AIDS.

Some children were told that their mothers had HIV/AIDS and were given

additional information about the mothers' health, including prognosis of potential

death. Participants reported many reasons for disclosing their HIV infection to their

children, including wanting to educate their children about HIV, wanting their

children to hear it from them, wanting their children to know before they became
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very ill, and wanting to be honest with their children (Schrinshaw & Siegel, 2002;

Dane, 2000). Of the children who knew their mother's HIV status, all had been told

by their mothers and were not asked to keep disclosure secret. Most participants

reported a significant increase in their children's understanding of HIV/AIDS, but

no significant behavioural changes. These findings are consistent with research on

disclosure reporting that the relationships between the mother and children become

closer following disclosure (Nashandi, 2002; Schrinshaw & Siegel, 2002).

However, these findings contrast sharply with experiences of some mothers, who

reported a significant increase in child behaviour problems and a decrease in

mother-child relationship quality from pre- to post-disclosure. After disclosure,

significantly more positive changes were reported by participants than negative

ones. The study revealed that disclosure of HIV has a significant impact on the

family in terms of relationship changes and provision of social support.

5.5 Social reactions to HIV infection

5.5.1 Reactions from family members

The informal support system is defined as a close relationship from which women

derive social support. As a group, participants' informal support network comprised

the family and friends. However, the composition of individual women's support

systems varied. Most families supported the participants, both financially and

emotionally, and this was important for participants. For example, Alice, Lineo,

Mary and Diana reported that their families supported them by providing

medication and a balanced diet whenever they could. Diana and Lineo mentioned

that their children also supported them. Stigma from family was however also

reported. For instance, Lieta reported that her mother and father were in denial

when she disclosed her status. They did not support her in seeking health care and

excluded her from family affairs. This is consistent with past research on the

experiences of stigma by women living with HIV/AIDS in Thailand (Dane, 2000).

Consequently, she felt that she relied more on support from her two male friends

than her family. This finding that male friends were available for support is very

important because literature on social support for women living with HIV/AIDS has
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not explored the role of men as friends, not sexual partners, in the process of

support. It also suggests a shift in gender hierarchies because men take on the role

of care giving, which is predominantly women's domain. These men's knowledge

and experience with HIV/AIDS could be utilised by NGOs to educate other men.

5.5.2 Reactions from community

Isolation by people in their communities was one form of discrimination against

women living with HIV/AIDS that was reported. For instance, Diana said that when

some friends and people in her village heard about her status, they became hostile to

her. Lineo mentioned that some of her friends and her in-laws were not supportive

when they found out. Diana also indicated that people in her community were

judgemental and less sympathetic towards her. They even said God was punishing

her. In her community, HIV/AIDS was regarded as an illness attacking people who

violate the moral code, a punishment for sexual irresponsibility (Gilman, 1988;

Sontag, 1991). This shows a tendency of judging women living with HIV/AIDS as

guilty and therefore deserving of the disease (Dansky, 1994 cited in Goldstein et aI,

2003). This attitude reinforced the stereotypes, stigmatisation and isolation of

women living with HIV/AIDS (Maja, 2001).

Religious traditions also complicated reactions to HIV/AIDS as was the case in

communities where HIV/AIDS was regarded as a punishment from God. This

implies that religious organisations are often a source of stigma. It is clear that the

social construction of HIV/AIDS shapes the personal circumstances of these

women. This tendency to blame the women made participants feel uneasy whenever

they disclosed their status.

5.5.3 Reactions of health care providers

Some health care providers played an important role in uplifting the spirits of these

women by strengthening the social support resources available to them. For

example, Lineo's doctors gave her hope after disclosing her HIV status and

emphasised the importance of emotional and physical wellbeing for people living

with HIV/AIDS and provided information on nutrition. Alice said that her AIDS
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counsellor provided her with information on how to live positively after disclosing

her status. Immediately after receiving her results, Mary was introduced by her

doctor to an AIDS activist from an organization called Helping Other People

Everywhere (HOPE) in South Africa.

However, some doctors tended to be hostile to some participants. For example

Diana explained that her doctor asked her about the number of sexual partners she

had had. Afterwards, the doctor suggested that she should make funeral

arrangements as she did not have much time left. Lieta was told to talk to another

patient who had just found out about her HIV positive status. These examples

suggest a lack of information about HIV/AIDS. Stigmatisation by health care

providers was reported in a number of studies which showed that PLWAs were

refused services at clinics (BRIDGE, 2002; Hannan, 2003). Therefore, there is a

need to educate health care providers about the referrals of people, who have just

learned of their HIV positive status, to counsellors, psychologists and social

workers for more information on HIV/AIDS.

5.6 Challenges

The women cited the following challenges that they face on a daily basis: sexual

relationships with men, sex after testing HIV positive, access to medical health,

disclosure to children, reproductive role. The need for special organisations for

women also emerged very prominently in the interviews.

5.6.1 Sexual relationships with men

Alice mentioned that lack of communication, alcohol abuse and male violence

against women were some of the problems that she experienced in her marriage.

These factors contributed to her vulnerability to HIV/AIDS. For instance, she

explained that her husband failed to inform her when he had STDs. In one

incidence, he went out and came back drunk, forced himself on her even though he

knew that he had sexually transmitted infections. This example illustrates a case

where a married woman could not protect herself from the threat of STDs and

HIV/AIDS because of physical violence. Past research indicates that there is a
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strong relationship between violence against women and HIV/AIDS because

violence against women can increase the risk of acquiring HIV infection (Strebel,

1995; Vetten & Bhana, 2001, Nashandi, 2002, McFedden, 2003).

It is clear that inequality between men and women when negotiating sexual

relationships makes women vulnerable to HIV/AIDS. Women's roles as wives, and

the subordination of their sexuality to that role, deprive them of their right to control

their own bodies. The issue of sexual choice for women has been raised by a

number of feminist scholars (Chowbhury, 1991; Miles, 1992; McFadden, 2003)

who agree that sexual freedom can transform the social spaces of women.

Some women in this study were survivors of rape by strangers. Even beyond the

private sphere of the home men use violence to control women's bodies (Strebel,

1995; McFadden, 2003) to prove their manhood. Rape is used as a weapon against

both single and married women. This suggests that some men view women's bodies

as completely unimportant. One idea for future research would be to explore the

motives of husbands or male partners who use violence against women to gain

sexual access to women.

5.6.2 Women as caregivers

Women's roles as caregivers expose them to life threatening situations when

partners become ill (Strebel, 1995; McFadden, 2003). For example, Alice was in a

situation where she had to care for an HIV infected partner, but she did not know

about his status. As a result, she thought that she could have acquired HIV infection

as she was nursing him. She explained that she learned about her status after he had

died. She thought that her husband got infected through extra-marital affairs.

Furthermore, she had to deal psychologically and emotionally with death of partner.
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5.6.3 Sex after testing HIV positive

Testing HIV positive raised many issues for participants. However, all participants

were able to work through these issues and reconstruct a sex life after testing

positive. Alice, Lieta and Lineo decided to be celibate after testing positive. Some

of the reasons for being celibate were loss of interest in sex, anger and distrust of

men and the desire to focus on their own lives separate from men. Anger was

mentioned by participants who stated that their partners infected them. This anger

resulted in distrust of men. Consequently, they stated that they did not miss

relationships and sex with men.

HIV/AIDS was not a factor in their decision to abstain from sex; rather their

reasons for adopting celibacy were based on emotions and fear (Siegel & Schrisma,

2003). From their narratives, it was clear that they did not plan to be with a man in

the future. This means that these participants socially isolated themselves and their

resentment was generalised to all men. Past research has shown that celibacy was

prevalent in men and women following diagnosis of HIV/AIDS (Siegel &

Schrisma, 2003; Adam & Sears, 1994). The reasons that the participants gave for

their choice call for future research to examine in detail the adoption of celibacy

among women living with HIV/AIDS.

Some participants reported their fear of transmitting HIV to their partners,

commented on the complexities of negotiating safer sex, and explained changes in

sexual desire linked to their health status. Mary and Diana disclosed their status to

their partners and developed ways of initiating safer sex. They expressed fear of

transmitting HIV/AIDS to their partners. However, adopting safer sex was not easy

for them. For instance, Mary remarked that her boyfriend was in denial and even

said they should go for HIV tests together. This shows that the responsibility for

safe sex fell more heavily on them as women living with HIV/AIDS. This

responsibility extended to protecting partners willing to expose themselves to HIV

infection. The participants attributed men's unwillingness to use condoms to

ignorance. This is consistent with findings that suggest that safe sex has been

regarded as the responsibility of women, even though they have little power in this
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domain (Strebel, 1995b). As a result, radical feminists have called for greater

equality between men and women to enable women to adopt alternative sexual

practices, like non- penetration and masturbation (Miles, 1992).

5.6.4 Accessing medical care

Gaining access to adequate medical care was a pressmg concern for most

participants. HIV/AIDS retroviral treatments were beyond the reach of these

women (Maja, 2001) and this resulted in minimal care for them (Strebel, 1995).

Traditional healers provided primary health care for them. This was exacerbated by

the fact that four participants were not formally employed. All participants only

benefited from income-generating activities, which were done at Positive Action

Society Lesotho (PASL). The participants received RIO on a daily basis that they

used for lunch and sometimes transport or the clinic.

5.6.5 Disclosure to children

Most of the children were not aware of their mother's HIV status; however, most

mothers planned to disclose eventually. Some of the reasons participants avoided

disclosure is their fear of the negative impact on the child and family that the stigma

associated with AIDS can bring, believing that their children were too young or

immature, and that it would be too much of an emotional burden for their children

(Bury, 1994, Dane, 2000). What was interesting was that when these women

worried, their worry was more likely to be for their children than for themselves.

5.6.6 Economic circumstances

Although all participants did not want more children, they thought that their poor

economic circumstances could be one of the reasons influencing their decisions not

to have more children. For instance, they said they were already struggling

financially with the children they had. This shows that the participants did not think

that their status influenced their decision not to have children in any way.
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5.6.7 Sexism in NGOs

The participants complained that PASL did not contribute to reducing their

vulnerability within the organisation. This means that PASL did not integrate an

awareness of how gender inequality could contribute to subordination of these

women. As a result, participants called for an establishment of special HIV/AIDS

organisations that could increase their participation in decision making. Some of the

reasons that they cited were: they were mixed with younger men who did not give

them space and respect as older women; men generally dominated them in that

women did all the work and they could not borrow money from the organisation,

yet some men could. They also complained that some men use the offices at the

organisation to have sex with younger girls. The women's tolerance of these

circumstances shows the domination of male power in organisations that are meant

for PLWAs. This calls for structural changes in order to prevent the marginalisation

of women.

5.7 Coping strategies

All participants explained that they used several strategies to cope with their status.

They used social networks to share information and experiences with people living

with HIV/AIDS, and they relied on medication and religion to cope with

HIV/AIDS.

5.7.1 Social networks

The findings indicate that women rely on other women who are living with AIDS

and on NGOs catering for people living with HIV/AIDS to cope. As a way of

coping they reported a number of networks and groupings formed with the aim of

sharing experience and information among women living with the virus. For

example, Lineo was involved in projects which were meant for people living with

HIV/AIDS to help them generate money and live positively. She also presented

educational programmes on AIDS on radio. For her, helping others gave her a sense

of purpose. The participants found that sharing their experiences with others was
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helpful, comforting and healing. This confirms the literature reviewed with respect

to the argument that social support and the presence of confiding relationships are

associated with low levels of psychological distress (Kelly et aI, 1993; Catal'an,

1999; Hayes et aI, 1998; Parry, 1990).

5.7.2 The need to take control of one's health

All participants repeatedly expressed the need to take control of their own health.

Taking control meant seeking medical treatment. Although all participants accepted

the value of some medical treatments, most participants could not afford them. As a

result, they used alternative medicines. For instance, Alice and Lieta used

traditional medicines because they believed they helped them with depression and

weight loss.

Taking control also meant taking responsibility to follow a healthy life style, getting

adequate rest, avoiding drugs and eating well. Alice adopted a positive outlook as a

way of dealing with her status. She identified the acceptance of her status as the

most important decision and looked after herself and did not compare herself to

other people. Mary used resting as one of her coping strategies. Diana avoided

alcohol and partners who took alcohol. This is consistent with past research that has

shown that maintaining a positive self image is important for PLWAs. Siegel and

Krauss' study of women living with HIV/AIDS reported that they avoided risky

behaviour like taking drugs and unprotected sex and adopted healthy lifestyles

(Siegel & Krauss, 2000).

5.7.3 Religion

All participants said that they were Christians. Lineo had done Christian

counselling and counselled other people who were living with HIV/AIDS. All of

them said that praying helped them a lot, especially when they were depressed.

Diana said she attended prayer meeting and also prayed a lot on her own. Mary said

she was getting a lot of support from spiritual leaders at Universal Church. Overall,

they all believed that God protected them. Religion played an important part in

participants' lives after they learned that they were living with HIV/AIDS. All
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participants engaged their religious leaders on issues of HIV/AIDS. This has been

confirmed by other studies (Nashandi, 2002; Siegel, 2001; Dworzanoski, 2002),

which reported that women returned to their religious roots after being diagnosed as

HIV positive.

5.7.4 AIDS counselling

Alice mentioned counselling as the strategy that she used to cope with her status.

This counselling component was established within the organisation to provide

support for PLWAs and it was provided by village-based counsellors. AIDS

counselling was also used by other participants as a coping strategy. A number of

studies have suggested that counselling can help people living with AIDS to make

informed decisions and to cope better with their status (UNAIDS Technical update,

1997; Dworzanoski, 2002).

5.8 Arrangements for children

Alice had two children, a 7-year-old son and 9-year-old daughter; Lineo had two

adult children; Lieta had four children, three sons (20, 17, 13 years) and a daughter

who was 10 years; Mary had two daughters, one was 13 years while the other one

was 11 years and Diana had a 10-year-old son.

Planning for the future should include provisions for children's welfare. Generally,

all participants avoided the subject of death for fear of becoming upset. As an

example, Lieta explained that she did not want to think about death and the future

arrangement for her children. All participants stated that facing death and making

future arrangements for their children with family members was difficult for them.

Diana, Mary, Alice and Lineo reported that they had made future arrangements for

their children, while Lieta had not made any arrangements. They all feared that their

own dying process would be a burden to their families. It is clear that families were

trusted with future care of children even though discussions on the plans about their

children had not taken place. These findings validate the cultural value of family

support in Lesotho.
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5.9 Conclusion

Gender specific violence, such as rape, emotional abuse and physical violence,

contribute to the risk of acquiring STDs and HIV/AIDS. Negative reactions to HIV

diagnosis were predominant although acceptance of HIV positive status was also

adopted. Stigmatisation by family, friends and the community impacted negatively

on the women. Helpful behaviour, like financial and emotional support, were

mostly provided by family, friends and PASL (Hays et aI, 1998, Nashandi, 2002;

Parry, 1990).

Finances, disclosure and negotiating safe sex were some of the challenges that these

women faced. They were however not silent victims in this struggle against

HIV/AIDS. For example, they demonstrated great agency and coping strategies.

Some became involved in media projects and all participants relied on formal and

informal networks and religion to cope with their HIV positive status. Although

some had been exposed to sexual violence, they joined an NGQ catering for

PLWAs in order to access information on how to live positively with their status.

With an increasing numbers of women living with HIV/AIDS, there has been a

greater focus on women's empowerment economically and socially. In Lesotho,

this was evident in PASL running income-generating projects. All the participants

were concerned about the welfare of their children since four of them were not

employed. However, they all felt they can rely on their families to care for the

children when they died.
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5.10 Recommendations

A number of suggestions based on the findings of the study should be made, to help

HIV positive women cope with the disease. This study may serve as the basis for

providing other intervention or social actions in the future. The results will be

beneficial to NGOs dealing with HIV/AIDS to assist women in dealing with their

HIV positive status. The following recommendations can be adapted to effectively

intervene and support women with HIV diagnosis.

• There is a need to address the issues of power, human rights and socio-cultural

expectations in an attempt to address HIV/AIDS. Definitions of masculinity and

femininity should be questioned.

• There is a need to question whether programmes address the specific needs of

women and men. NGOs need to revisit their goals, strategies and resource

allocations from a gender perspective.

• There is a need for financial and medical resources to address the issue of HIV

for women.

• It is important for health care professionals to recogmse their potential to

intervene when approached by HIV women.

• People in different communities need to be educated in overcoming the myths

about HIV/AIDS and women.

• AIDS prevention programmes aimed at women who are at risk of contracting

HIV/AIDS should not decontextualise risk factors from the women's social and

economic environment.

• There is a need for more research to address the issue of women and AIDS

because it has not been explored sufficiently in Lesotho.
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APPENDIX A: Consent to be a research participant

Mahlao, Judith Diaho, a researcher from the University of Stellenbosch in South

Africa is conducting a study on "Experiences and Coping Strategies of Women

Living with HIV/AIDS Diagnosis: A Case Study of Maseru, Lesotho".

IfI consent to participate in this study, I understand that:

.:. I will be interviewed .

•:. The interview will be tape-recorded. The tapes will be destroyed when the study

is completed. In the interim, only the researcher and the transcribers will hear

the tapes. They will never be played publicly .

•:. My participation in the interview is entirely voluntary. I may at any time refuse

to answer a question or stop the interview without any consequences to me .

•:. I may choose to have my identity kept confidential in any report, article, or text,

which results from this study. I will indicate to Mahlao Diaho my choice to have

my identity kept confidential at the beginning of the interview. I may decide at a

later date to keep my remarks confidential as well. I will then contact Mahlao to

inform her of my decision.

(+27-08396678191 +266-88710190; Mahlao@mailfly.com)

.:. There may be some risk to me- psychologically, emotionally, perhaps

physically- in talking about the subject of HIVIAIDS

.:. The benefits of participation are indirect, that is, further understanding of

HIV IAIDS may help to protect women .

•:. The interview and the products of the research are the sole property of the

researcher.

I understand the conditions of my participation in this study.

I voluntarily agree to participate.

Signature .

Date .
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APPPENDIX B: Demographic questionnaire

Strictly confidential

1. District: Maseru

2. Residential area .

3. Age (tick one only)

15-20

21-25

26-30

31-35

36-40

41+

4. Marital status (tick one only)

Never married

Married

Co-habiting

Divorced

Separated

Widowed

5. Levels of education (tick one only)

None

Secondary

Primary

Tertiary

Ifprimary, secondary or tertiary specify .
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6. Are you employed? (Tick one only)

Yes D No D
If yes specify .

7. Do you have children?

Yes D No D
If how many children do you have? .
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