
Introduction

The Gender, HIV/AIDS, Poverty Research Project grew out of the Poverty and Economic Justice Desk. During workshops and other interactions with women, it became apparent that their situations were complex, and simply attending economic literacy workshops was not going to change their situations. As a result, this Desk linked with the Gender Desk, and together they decided to spend time listening to their lives, and to learn how women cope and survive given the scourge of HIV/AIDS as an additional complicating factor in their already difficult lives. The focus is on the Mpumuza area of Vulindlela, which is a semi-rural area outside Pietermaritzburg. 

The ultimate aim of this research is to enable churches and other support structures within this and other communities to better understand the practical everyday implications of the triple oppression of gender, poverty and HIV/AIDS on women’s lives, as well as what strategies these women have at their disposal to cope in their situation. 

The key focus is on answering the question ‘How?’. How do women survive? How do they make sense of what is happening in their lives, and what strategies do they have for coping? Further: what kind of support are they getting, and what other support do they need? With this information, recommendations can be made for intervention by PACSA, churches in the Midlands, and other key local and national stakeholders as to how to assist in creating a better life for poor women affected by the HIV/AIDS pandemic. 

Moreover, the research aims to directly benefit the women in the sample who have risked sharing openly about a taboo subject with the researchers. The intention is to take them through a process of self-reflection, induced by reflecting back to them their own words (from the data collected), so that they might take steps to empower themselves in their own situation.

Our rationale for this focus can best be summed up in the words of Henri Nouwen (1998): “There is no question about the need for critical analysis of the world we live in.  We have to try constantly to identify the dynamics that create poverty, …[and] oppression,… But [we must not become] overwhelmed by the abstract problem, [and remember] to consider the concrete, daily pain of men, women and children. … Jesus understood the problems of the world in the most radical way, but he responded to the concrete needs of people “. (The Road to Peace, p. 47)

In the long term, it is hoped that documenting this process might provide a resource for churches and/or other groups of women, to reflect on their struggles to cope with the triple oppression of the interrelatedness of gender, poverty and living with HIV/AIDS, and create their own way forward.

Specific Objectives of the Research Project

1. Conduct interviews with 30 HIV+ women within the Mpumuza area of Vulindlela, to obtain insight into the gendered nature of HIV/AIDS and poverty and in particular its impact on these women in their roles such as, breadwinners, caregivers, churchgoers, and citizens.

2. Provide baseline information relating to the impact of gender and economic issues with specific reference to HIV/AIDS that emerge as important in the lives of these women. These would need to be taken into account in implementing a strategy to provide pastoral support and material resources as well as engaging in advocacy and lobbying work.

3. Analyse what government resources are available and to what extent these are accessible to semi-rural women as well identifying where there are gaps in state service provision.

4. Assess the extent to which poor semi-rural women rely on informal networks for support in their struggle to survive through identifying these networks and understanding their importance.

5. Feed back to the participants the results of the first and second interview processes, and encourage them to use this information to self-reflect.

6. Assess the extent to which a relatively minor intervention such as the proposed feedback workshop impacts on women’s ability to make life-giving decisions and gain access to increased support.

7. Make recommendations for intervention (based on the expressed needs of the women) by PACSA, churches, key stakeholders such as local and national government structures, the CINDI HIV/AIDS network, University of Natal AIDS Centre, and KZN HIV/AIDS Network.

8. Organise a conference for clergy and other stakeholders where the research findings will be discussed and evaluated. 

9. Make final report available to churches and key stakeholders listed above.

10. Contribute the research findings for mutual learning to the Msunduzi HIV/AIDS strategy forum, a local government initiative, for mutual learning and participation.

Basic Definitions

The interface between poverty, gender and HIV/AIDS is a complex one, and to our knowledge has not yet been comprehensively studied. This research is primarily descriptive and advocatory in nature .For the purposes of this study, the three key terms are defined as follows:

POVERTY: 

There is no single definition of poverty in the literature as this is a very complex phenomenon.

The SANGOCO Report (1998)
 defines poverty as a combination of the following factors

lack of access to resources like electricity, water, education, health, employment,

lack of income;

lack resources to make choices and to take advantage of opportunities; and 

lackof power to change their situation.

An obvious addition to this is ‘living below the poverty line’

Beyond this, and very importantly in a study on the impact of HIV/AIDS, poverty can be defined in terms of group marginalization from the centre of power and the economy in any given society or community. This definition is commonly used for ethnic minorities and women, but given the stigma attached to HIV/AIDS and the community marginalization of people who disclose their status, the power of this definition is obvious. 

GENDER: 

Although gender is often understood to be a euphemism for ‘women’, and has indeed often been used in this way, we define gender as pertaining to the socially defined behaviours and practices of men and women as expressed in  relationship between men and women (as groups and individuals). Gender is defined primarily by differential power and status. The socially defined roles and behaviours deemed acceptable in a given society are expressed and reproduced by culturally and socially accepted practices affecting every aspect of the lives of both men and women. A gender analysis entails interrogating any aspect of society from the perspective of these factors as they impact on the lives of men and women (in this case poverty as well as HIV/AIDS).

HIV/AIDS: 

This term refers to the Human Immunodeficiency Virus, which is inextricably related to its symptomatic consequences in the human body: an Acquired Immune Deficiency Syndrome

For the purposes of this study, then, it can be said that the participating women can be defined as ‘poor’ in relation to all three factors (gender, economic poverty and HIV/AIDS): 

*They have very little decisionmaking power, both on a personal and social level, as a result of their status as women (gender), 

*They are economically poor, in that they are unemployed, and without adequate access to resources; and 

*They are marginalised as a result of their HIV status, as a result of the stigma and prejudice against people who disclose their HIV/AIDS status.

Sample

The research focus area is Mpumuza, a semi-rural area between Sweetwaters and Edendale, outside Pietermaritzburg in the KwaZulu Natal Midlands. The researchers interviewed 30 HIV+ women, who were all between 25 and 40 years old. Almost half (14) were between 25 and 30. Women in this age group were selected because they are part of the well-known population most at risk to HIV/AIDS as well as most responsible for the nurturing and economic support of families and children.

Only 2 are actually married, which may in fact represent a current trend
. Reasons for this are unclear, and this issue will be investigated further in Phase 2 of the research.

All these women are patients of the CDC programme at either Grey’s, Edendale Hospitals of Embalenhle Clinic. This makes them an untypical sample, in that most AIDS-affected families, especially in rural areas, are unlikely to have access to this kind of health care. This is important to take into consideration in using the results obtained. If these women, who do have access to professional services, continue to suffer as these women do, how much more difficult it must be for women in families in far flung areas who have no access to these kinds of services. 

Although this is clearly a limitation of this study, it is hard to see how it can be avoided. All similar studies appear to have the same limitation: access is generally gained through an NGO or other organization that is in a position to ask permission of people living with HIV/AIDS (PWA’s) for their involvement. It is a natural result of the stigma associated with HIV/AIDS that it is impossible for researchers to move from house to house and simply ask if anyone in the household is a PWA (which relates to a basic respect for people’s privacy in any case).

Methodology

The data was obtained by two Zulu-speaking research field workers, who are both retired nurses with several years’ HIV/AIDS experience. Two structured but open-ended interview schedules were devised, which guided the interviews. The researchers recorded the interviews, and later completed the schedules using the recordings. 

This research makes no pretence at objectivity, as we believe that it is not possible to remain neutral when being witnesses to suffering and illness. Hence, when the researchers came into contact with extremes of poverty of suffering or poverty, they felt obliged to offer some sort of short term relief. These cases are mentioned in the relevant places below. This also will need to be taken into account when finalizing the results of the research. However, these interventions are so minor as to be unlikely to make an enormous impact on the lives of the participating women for anything but a short space of time. For reasons of the limitations of the sample related to size of sample and access to services (as descried above), the research also makes no pretence at generalisability of the results. Rather, we offer a small contribution to understanding better the day to day struggles of HIV+ women in a specific semi rural area, in order to raise greater awareness of organizations and Government service providers or community leaders of the struggles of such women. As stated above, the aim is to give these women a voice, that they may be heard by those with the power to make key decision that impact on their lives. The projected outcome, then, is that these role players might use the information provided in order to evaluate and improve their contribution to the lives of such women in their area of involvement.

This is only the first phase of the research process. This phase has been mainly descriptive, and has attempted to get a picture of the situation of these women and their families. In May/June, these same women will be interviewed again, with a view to obtaining more in depth insight into their experiences living with HIV/AIDS, as well as understanding better the impact of HIV/AIDS on their lives over a period of about 6-8 months. The main focus is to be on how they have coped, and what obstacles exist to their ability to cope better, with a view to facilitating improved current and potential services and support to such women.

Constraints and Difficulties

The researchers have found the interviews quite stressful, in that the extremes of poverty and suffering have at times been difficult to witness. They have at times felt constrained to intervene in a situation by bringing food or clothing, or offering information about grants. Although this has no doubt impacted at least minimally on the women’s ability to cope, it was not humanly possible to avoid doing this. These small interventions will be noted in the final research report, although, apart from the possible regular income derived from grant applications as a result of information provided by researchers, their impact is likely to have been minimal.

Unfortunately, 7 of the 30 women (23% of the sample) have already passed away (since the interviews 5 months ago!), but they will remain part of the sample and will not be replaced. This is because these deaths are themselves a significant part of the data. Where possible, their families will be followed up, in an effort to get a picture of what happens to families (and especially children) after the death of a PWA in their midst. We believe this to be important, especially for the churches and other community based organizations, because it is our impression that often families are left to fend for themselves not long after the funeral and vigils have come to an end. 

Results: A Description of the Lives of 30 Women Living with HIV/AIDS in the Mpumuza Area

Relationships and Family

Of the 30 women, the majority are currently not living with a partner. Of all the partners 2 had died before the woman was diagnosed. Whereas only 2 are married, 23 had a partner at least at the time of diagnosis. Only 7 of these are still living together with their husband/partner. Of those who are now single, the following reasons were given for the break-up of their relationship:

8 left when the woman declared her status or became ill (suspected HIV)

6 left for other reasons, including 1 where the woman announced she was pregnant with twins, and one other as he felt she was a financial burden. 

1 has relocated but they are still in communication. 
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1 committed suicide after learning about his own and his partner’s diagnosis.

The size of households varies between 1 and 15, with 3 having over 10 members, and the average size being 5.6 members per household.
`

Employment and Income

Household Earnings

The average monthly household income in the sample households 
  is R 710.00. This figure is significantly higher than if only household earnings were included (average household earning is R 430. 00), as 19 households are making use of one or more of the available welfare grants (on average, an additional R280 comes in through the welfare grants).  

Per Capita Income within Each Family

The average monthly per capita income through employment earnings is: R70.00. When one includes the income from welfare grants, this figure rises to R137.00. Only one household has an income through employment exceeding R 2 500 a month (see footnote 3), and 9 (almost 30%) would have no income at all if they did not receive welfare grants. One household has no income at all from any source. 

The graph that follows reveals the poverty status of the households in this study, and the positive difference made by the welfare grants to increase per capita income.
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Employment

Only 5 of the 30 HIV+ women in this sample are themselves employed. In total, 20 (60%) live in households which earn any income through employment. Only 8 (40%) of these households receive earnings through the formal employment of one or more of their members. Of the latter, only 4 are in posts with remuneration exceeding R 1000.00 , and only one of these is in a professional post (nurse).

[image: image3.wmf]10%

63%

27%

37%

Never

Employed 

Employed

Employed

Formal

(Menial)

Employed:

Informal

Nineteen of the women claimed never to have been employed in their lives. Only a little over 1/3 (11) of the 30 women have ever been employed at all, and of these, 8 were employed in the formal sector. Of those who have been employed in the formal sector, all were doing menial jobs.  The reasons given for no longer being employed are varied, but 65% of those who answered this question lost their jobs due to illness, and most of these had lost their jobs in the past 3 months to 2 years. 
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These figures give some indication of the extremes of poverty of these women, which impacts directly on their ability to live a healthy lifestyle and make maximum use of the health services available. Clearly, many of these households would benefit enormously from the introduction of a basic income grant.

One woman lives in a household of 7 where there is NO income at all. She lost her job in 2002 as a result of her illness. She knows about three grants, and applied for the Disability Grant in October 2002, but was still waiting for her application to be approved at the time of being interviewed, in November 2002. 

The extent of the poverty suffered by many of these women is exemplified by one woman, two of whose children were found to be hidden in a back room, as they did not have any clothing at all. Moreover, she had never been able to buy school uniforms for any of her 6 children. (Naturally, the researcher brought some basic clothing items and vegetables from a church garden during the next visit.)

When considering educational level as related to household income, the results are fairly predictable: on average, the higher the education level, the higher the per capita income in a household, and conversely, the lower the education level, the lower the per capita income:
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Housing and Domestic Chores
 

Of all the respondents’ families, 22 live in wattle and daub (mud) housing. 6 in block houses, and only 2 in brick houses. Only 5 live in houses containing 5 usable rooms or more. Seven families live in 1-roomed houses. The average number of usable rooms per house is 3.3, and the average space available to an individual in these homes is in fact a mere 0.65 (just over half) of one room! Very few have even the most basic services, as illustrated below:
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What is striking here is the number of women that have to pay rent, given their economic situation, and most tenants even have to maintain their houses themselves (whether they pay rent or not). This results in many houses becoming almost uninhabitable, and in some cases have become health hazards. One woman told of her predicament in a municipality house, where conditions have got so bad now that they have to move the beds and mattresses around when it rains, because they do not have money to repair the roof, but the municipality simply tells them to ‘get out of the house’ when they report problems like this.

As is to be expected, the household chores in all households are mostly undertaken by women or girls. Even though these women are all already fairly ill, 27 of the 30 still do at least some of the household chores, and nearly half (13) are solely responsible for kitchen chores.  However, when asked about the extent to which they are still able to fulfill their household duties, only 9 said they are able to continue their chores as normal. One husband is an exception: he helps with everything, especially when his wife is ill, and even does home based care to nurse her when she goes through acute phases of illness.

The kind of housing occupied by these families once again reveals the extreme poverty experienced. This is likely to impact on their ability to cope with the symptomatic discomforts and possible illnesses related to HIVAIDS (such as having access to flowing fresh water and a toilet). Moreover, it shows how people can be creative in solving their problems, even by using illegal and life-threatening means (such as illegal electricity connections)! Moreover, it is rather ironical that the researchers discuss health issues with these women when the very environment makes it impossible to implement these.

Children’s Education
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Considering the economic situation of most of these women, it is remarkable that most of the women seem to be making every effort to ensure their children are going to school. Out of the 48 children between them altogether in this sample, only 6 children of schoolgoing age are out of school. The reasons for this mostly relate to financial constraints, but one child did not finish school because of pregnancy. Of those currently in school, 7 have clearly either missed some years or failed at some stage. Reasons for this were mostly related to financial limitations (either due to lack of school fees or lack of school uniforms). Sometimes a school will even withhold a child’s report when their parents are unable to pay school fees, and deliberately exclude them from registration  for the following year, or make them repeat the same class again, until the fees are paid.. 
 These practices are both humiliating and illegal.

The level of education of these women varies greatly, but it is noteworthy that more than 2/3 of them have reached secondary school, and almost ¼ of them have got a matric. When one considers their employment history, that 19 of them have never had a job in their lives, it shows that the old adage that ‘education is a green light to a bright future’ is no longer true. Of the 8 women who have completed  matric, only 3 have ever had a job, whereas a little more than half of those with only a Grade 7 have been employed before. Neither of the two with a Grade 6 or Grade 3 have ever been employed before. There is no significant pattern here, to indicate that a school education does or does not improve one’s chances of getting a job.

When comparing the school leaving level of the women themselves, and their supervision of their children’s homework, no significant patterns emerged. However, there are several cases where mothers are supervising the homework of children who are in higher grades than the mothers have achieved, which of course would make it difficult to offer adequate homework supervision. Moreover, it appears that those women with higher educational levels are more likely to ensure that their children’s homework is supervised, whether they do it themselves or arrange for someone else in the household to do it. An additional indication of the commitment to children’s education is illustrated in the fact that in several cases where another member of the family is supervising the homework after long work hours, as well as often also being responsible for the payment of school fees of all the children in their household.
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Support: Membership of Church and other Organisations

The diagrams below illustrate the numbers of women attending a church, in relation to the numbers actually able to disclose her status to her church. 

Of the 24 women who belong to some church, 8 belong to traditional western churches (Anglican, Catholic, etc), 5 to pentecostal churches, 9 to traditional African churches, and 2 are Jehovah’s Witnesses.

However, only 1 belongs to a church women’s organization, where she receives considerable support (financial, emotional, spiritual, and other help). 

Only 10 are members of any other support organization: one women’s group that offers educational support and entertainment, one to a burial scheme (where she receives emotional and spiritual support as well as financial), one to a self-help craft group and 8 to an HIV+ Support group. Those who are members of the HIV+ Support group are all extremely positive about the support they receive (emotional and spiritual). 

Types of support churches offer is mostly restricted to emotional and prayer support. But there are some interesting patterns in relation to disclosure and support. Only 3 women have disclosed their status to their church (2 to their priests (Zionist and AFM) and one to her church members (Shembe). However, 8 actually feel supported by their churches through prayer and emotional support even though they have not disclosed their status.  Moreover, of the 6 women who have decided to ‘go it alone’, 3 (numbers 19, 21 and 23) are members of churches (Shembe, Zionist and Anglican) and yet still feel unable to disclose their status. They also have not indicated any support they feel they get from their churches. Three women (numbers 22, 24 and 30) appear to have decided to remain totally alone: they are not members of any church or other organization, and they have disclosed their status to no one at all.  It is also interesting that there is contradictory information regarding the supportiveness of the Zionist and Shembe churches. For each of them there is one woman who is feeling very supported and another who feels totally isolated in her HIV status. It is noteworthy that no members of the Anglican, Catholic or Methodist churches feel able to disclose their status nor have any hope of being supported in any way. However, of those who decided deliberately not to tell their church, one was a Jehovah’s Witness, another an Anglican and a third a Zionist. The fourth is the Shembe who has confided in her priest only, and the 6th belongs to no church and would never dream of telling anyone in a church!  The distribution of the support offered by the churches to these 8 women is illustrated below:

It can be seen that the majority of these women do not feel particularly supported in their HIV nightmare by the churches. Their stories will be explored further in Phase 2 of this research.

Support: Welfare Grants

The impact of the grants on household income is described in the section on Employment and Income above. This section focuses on knowledge about and access to grants. As indicated, almost 1/3 (9) of the households would live on nothing at all were it not for the welfare grants they receive.

Two important points can be made here. Although at least 23 (76.6%) are eligible for a child care grant from the Dept of Social Welfare grants, only 5 grants are actually received (16.6%). On the other hand, 29 (96.6%) know about at least one of the social welfare grants available, but between them, they have only 8 grants between them, which indicates a gap in knowledge about grants and the actual use made of these. Further, most of the women know about the child grant and pension (26 each), but only 12 of them knew about the disability grant. Six did not know about any grants at all. 

In terms of actually applying for and receiving grants, 22 had applied before, but only 13 have actually received grants. 7 had never applied. This points to the fact that participants have experienced a number of problems in obtaining their grants, including delays and a lack of understanding of all the requirements involved in making applications, and lack of supportive guidance by government officials. Some women experienced several months of delays in receiving grants applied for. This has often had serious consequences. For example, one woman had waited for 6 months for her grant. She was overjoyed to receive notification that she could collect her money at the next distribution date, but passed away before that day. The family has struggled to access this, at least the back pay, which was still due to the family.

Another major problem is that sometimes the women on disability grants have been told only when they have received their last payment that they would have to renew their application, which results in at least one or two months without any income at all. Moreover, many of the women have reported instances of abuse when applying for a grant (eg. If they were neatly dressed, or perhaps looking fairly well, they were told they d\id not have a right to a grant - even though the applications were not withheld. Some comments of officials cited include: “Why don’t you go and work?” Or “Why don’t you go and get a boyfriend so you can have some money?”).

It would seem that the information offered by the clinics, hospitals and HIV+ supports groups has really helped people in gaining access to at least some of the grants. However, the fact that only about 1/3 know about the Disability Grant for people with AIDS means that they are deprived of this possible source of income.

When one looks at the average income of the participants, it is clear that all but one of the families (that has an income of R 7500) would benefit from the introduction of a Basic Income Grant.

It was shown in the section on Income and Employment that access to social welfare grants can and does improve the financial position of a household. Even if this is only marginally in some cases, in others it can be the difference between having one’s children literally starve, and being able to give them at least something to fill their bellies before they sleep. However, this section also points to the fact that difficulties and delays in obtaining social welfare grants contribute to poverty. The most problematic grant appears to be the disability grant, which would be the one most valuable to a PWLA. More education is necessary about the disability grant, and systems need to be put in place to ensure that there is no gap between the expiry of one 2-year grant period and the next, and the system of appraisal needs to be clearer (at least clearer to the general public), to avoid the impression that some medical practitioners make decisions on the basis of superficial symptoms only. Delays have sometimes meant that a beneficiary has died before benefiting from a grant.

HIV/AIDS 

Diagnosis and Coping 

VCT: Pre and Post Test Counselling and General Counselling

All the women received proper pre-and post test counseling, according to their evaluation. This was received at hospital or clinic.

Without exception, they described their reactions on hearing the news as negative (mostly shock, anxiety and disbelief), but all but 3 claim they are feeling a lot more positive now, as a result of good counseling they received, mainly from nurses and counselors in hospital. All seven who are support group members report the positive influence of their support group. Most also specifically mention the Bible studies offered by the Institute for the Study of the Bible. Two other women, not in support groups, report that they have benefited from meeting other PWA’s. Three mention the support from their church as contributing to their more positive approach. Interestingly, only 2 of these are among the 3 who have disclosed their status to their church. The third one has not disclosed her status to anyone and has had no support from her church, but feels that her trust in God has contributed to her feeling more positive now than when she was first diagnosed.

It would appear that the VCT and other counseling offered by the staff of the CDC’s and clinics is very effective and helpful, as is the work of the support groups. Churches have played some positive role, but not as much as might be expected. 

However, it has not been an easy ride for any of them, as the following extracts show:

“I was mad – ngangihlanya. I asked the question: why me? What have I done to deserve this?”

“I wished I had died when I was brought to the hospital unconscious.”

“It was very painful. But I got the trophy I had been playing for. I used to be very naughty – sleeping around with young and middle aged men – and now look where I am!”

“I even though of committing suicide. My very first and only boyfriend whom I loved left me with this death sentence.”

Motivation for Testing

Of the 30 women, 24 went for testing as a result of feeling unwell (ailments or sickness), and 23 

of these went in response to counseling or advice from someone else (mostly nurses). Only 1 decided on her own, as a result of her ill health. 
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Of the remaining 6, 3 opted for VCT when her husband or child was diagnosed positive (or died), and the other 3 discovered their status when they were pregnant.

None went for testing without some sort of prompting, or because she felt it was advisable to know her status.

Duration of Illness and Current Symptoms

	Year Diagnosed
	Number of women

	2002
	19

	2001
	6

	2000
	1

	1999
	2

	1998
	1

	1997
	1


Although no information is available at this stage about the length of time participants had been unwell before diagnosis, the following table sums up how long ago the women were diagnosed.

Taking into consideration that the interviews were conducted during November 2002, it can be concluded that almost 2/3 of the women had not yet been living with the knowledge of HIV for very long (less than a year). Only 5 have known their status for longer than 2 years at the time of interviewing.

Current symptoms vary greatly, but the most common ones are incessant cough, swollen glands, fever and diarrhoea.

[image: image14.emf]0

5

10

15

20

25

Number of Particpants

Yes No

Ever visited a Traditional Healer since diagnosis

Management of Health

Disclosure and Support for Living with HIV/AIDS
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Of the 30, 23 women have been able to disclose their status to someone, but 7 have not. Five out of the 7 members of support groups have all disclosed their status publicly. None of the other women has managed to do this. Only 8 women altogether mention specifically that they disclosed their status to their partners at the time of diagnosis, and 4 of their partners left once the diagnosis became known! On the other hand, 3 of the remaining 4 have actually been extremely supportive (see the last section below).

The only women who went public about their status were support group members (5 out of the 7). This shows that membership of a support group does seem to make it more possible to disclose one’s status publicly and to live more positively with the virus. 

Half of the women (15) felt unable to disclose their status to their families, mostly for fear of abuse or eviction from home. None of these reported to have received support from their families. Apart from the 7 who have disclosed their status publicly, 7 were able to disclose their status to certain members of their families only.  A few even report having disclosed to a neighbour, rather than disclosing to their family. Only one told her whole family specifically, and she receives a great deal of support. One who has not disclosed to her family shared with the researcher that she has on occasion jokingly said she must have AIDS, but the family has responded with “No, no, no – we can’t have anyone with AIDS in this family”.  Two others were met with disbelief when they tried to disclose and were told never to talk about it again.

Interestingly, and rather sadly perhaps, 3 who did risk disclosing their status to family members do not report having received any support from them. In fact, two of these were told to leave home immediately and have to go it alone
. In terms of the types of support received from their families, most report emotional, financial and home based care support. Only one reports having received prayer support from her family.

In rank order, the following were the sources of support for these women:

	Number of women who feel supported
	Source of support
	Type of support

	12
	Family
	Emotional, home based care (HBC)

	7 
	HIV+ Support Group
	Emotional, spiritual, prayer, friendship with PWA’s

	7 (4 are also support group members)
	Church in general (mostly priest/pastor, only 3 have actually disclosed their status) 
	Emotional, spiritual, prayer

	6
	Husband/partner
	Emotional, prayer, financial, accommodation, 2 also HBC

	5 
	Woman neighbour
	Emotional, HBC

	1
	Church Women’s Group
	Emotional, Spiritual, Financial, prayer

	1
	Burial Scheme
	Emotional, Spiritual, Financial

	1
	Women’s group
	Education, Entertainment

	1
	Self Help Craft Group
	Craft skills


Treatment and Counselling 

All the women in this sample are on some sort of treatment or supplementation, from Edendale or Grey’s Hospital CDC programme, supported by the local clinics, and 20 out of the 30 are on the CDC prophylactic programme to prevent some of the most common opportunistic infections, and 7 are patients of the Msunduzi Hospice as well as the CDC.
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The 20 on CDC treatment, and especially the 7 on CDC treatment who are also supported by Hospice are probably receiving the best possible health care currently available (in the absence of ART). The 7 that are also members of  HIV+ Support groups are then perhaps the best off, as a support group also helps alleviate their  loneliness and sense of isolation and gives them courage to go on, as there are people who really understand what they are going through.. (It will be interesting to track their progress in comparison with those who have considerably less support, although permission might not be obtainable to do this.)

All are on free medication, and none are on antiretroviral treatment, although all know about it, at least for PMTCT.

About 2/3 of the women need permission to go to medical care, mostly because they were dependent on another family member for the money for transport and to open a file (which now costs R20!). Only 2 have consulted traditional healers for their condition. Only the one (whose child’s rash had been healed) felt that this had helped.
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Six respondents reported no worsening of their condition since diagnosis, and one reported a clear improvement as a result of treatment. However, 20 indicated that there has been a deterioration of their condition. 

When one compares their worsening health to whether they are on the CDC’s prophylaxis, the following results emerge: Of the 20 women on the CDC prophylactic treatment, as many as 15 report a deterioration of their condition. However, it is important to note that this question is tied to first diagnosis (and is thus probably related to natural progression of the disease) rather than state of health since starting treatment. In fact, during PACSA’s reportback workshop with 14 of the surviving research participants, all 12 of those that are on prophylaxis reported an improvement since starting on this treatment. One of these has since deteriorated, as she was referred to Caluza Clinic, where she reports she is no longer able to get the required prophylactic medicines and only receives vitamins. 

As many as 9 of the 30 women walk to Edendale Hospital or Caluza Clinic (due to lack of taxi fare money), and one of these reports that when she is very ill she has to be carried. Many of them have to as permission from a family member to visit a doctor or clinic, mainly because they have to ask for the money to get there. Once again, it becomes clear how poverty directly impacts on a person’s ability to obtain health care.

The high number of deaths (23% within 5 months) is also significant, although explanations are likely to vary. It is possible that this might relate to problems with continuity of care when faced with an acute infection, which means that acute infections are not always treated promptly or effectively
. 

Nutrition
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Once again, this small study confirms that poverty has a huge impact on the HIV/AIDS epidemic, and on people’s lives. Whereas only 3 of the 30 women denied having ever heard about the healthiest foodstuffs to eat to live as healthily as possible, as many as 23 of the 27 women who know about the best foods are unable to eat these a lot of the time, due to financial constraints. Some just laughed when asked this question!

Two women’s stories regarding nutrition serve as examples of many of the others:

“I cannot afford to buy food for a well balanced diet, although the doctors and nurses told me about that. I depend entirely on my friends for everything. My everyday meal is bread and sugar water. Sometimes I go to bed without food. It hurts me when my 3 year old cries telling me that he is hungry. We just drink water and go to bed.”

“What I do when there is no food in the house is to put water on the stove and leave it to boil, as if I am going to put some mealie meal into it. Then we drink the water and go to bed.”

Not only is it impossible for many of the women to eat healthy food, many have to go without food for whole days at a time, and are thus unable to take their prophylactic medication at all for fear of the side effects.

HIV Status of Family Members

Only 5 of the 30 women know anything about the HIV status of other members of their household. One suspects her mother and sister, but no mention has ever been made, and she also is unable to disclose to them. This makes for rather a bizarre situation, where a person withholds her status from those closest to her and has to keep up appearances for fear of being ‘found out’. This points to a sense of being HIV+ being some sort of misdemeanour, to be concealed for fear of punishment.

Of the 30 partners, only 5 have actually gone for an HIV test. Two of these consistently disbelieve the results, whereas one of them actually committed suicide after learning about his HIV+ status.

This data reveals an unwillingness among men to accept HIV as a reality, which is confirmed by the experiences of other HIV/AIDS initiatives (eg. uMngeni AIDS Centre, Siyaphila Support Group, iLanga Support group), as the bulk of clients tend to be women, whereas official statistics do not point to a related high disparity in actual incidence.

Sexual Practices and Gender Based Violence

Knowledge of Means of HIV Infection

Only 7 of the 30 women are sure how they were infected. 12 are unsure, and 11 claim not to know. These figures are quite interesting, because they point to a lack of awareness of the possibility of HIV infection before they actually became infected. Several of the women spoke of not having had a partner for some years, thus believing they could not have been infected so long ago. This would point to a possible ignorance about the latent/asymptomatic period of HIV infection. Only one believes it to be a result of home nursing (of her sister’s orphaned child, who later died an AIDS related death).

Knowledge of Condoms and Condom Usage
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All of the women know about male condoms, but only 8 actually use them (and then many of these not regularly. It is interesting to compare the results reflected in the two diagrams below: On the one hand, male condom usage is low and female condom usage is 0 (although 71%  of the women do know about how to use them, mostly from clinics or hospitals). On the other hand, it is mostly partners who make decisions about prevention. All of the women who spoke of abstinence do so in the context of having decided to avoid sexual relationships altogether once a partner left. 

Sexual Violence

Two things are noteworthy here. 

Firstly, when one looks at the data with respect to whether a woman has been forced to have sex by her partner, and what their reaction was – 9 of the 12 who were forced said they did not resist, or gave in, because of a fear of further aggression. Two did manage to resist. One went to report the matter to the police station but was not taken seriously. She was laughed at by her partner, who realized she was powerless to do anything about the situation. Only one resisted ‘successfully’, and after being beaten up went to the police, after which an interdict was successful in preventing further abuse.
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Second, it is noteworthy that the majority of those who have been forced to have sex also use no protective measures, and the rest of these now prefer to abstain whenever possible (but only because they are no longer in a sexual relationship at all). Several of the women reported having decided not to start a new relationship once their previous partner had left. (See diagram below.)
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Thus, it can be seen even in this small sample of women that gender power relations play a significant part in making women vulnerable to HIV infection. The link to violence is also made clear in some of their explanations of those who ultimately give in to forced sex:

“Yes I give in, because if I refuse he gets very rough and forces himself on me. I am lucky I have no broken bones.”

“I give in now because I used to find if I refused he would get very rough ‘down there’.”

“Yes, I would give in because he would insult me and assault me – sometimes so badly I would go to the police, but it was no use. It changed nothing, especially when he was drunk.”

Two of the women specifically pointed to her economic dependence on her partner as her reason for not resisting, as they believed they had no choice under the circumstances.

Pregnancy and Bearing Children

Although 3 were diagnosed while pregnant, none of the women have had children since knowing their HIV status. All but 5 know about Mother to Child Transmission and Nevirapine. Of the three who discovered their status during pregnancy, two took no measures to prevent transmission of the virus to their unborn children (in 2002), and the third requested Nevirapine but was refused (in February 2002). This woman was refused care in one of the pilot sites for PMTCT (Edendale Hospital). She tells her story:

“I told the nurses about my HIV status – they just laughed at me. I reported the matter to the counsellor, who promised to take up the matter with the sister in charge.. But to my greatest disappointment she never came back. I never got the drugs/medicines, that I expected to get – those which would have prevented the passage of the virus to my babies.” She gave birth to twins, and one month later her one baby died of meningitis.

This latter story casts doubt on the health systems training of nursing staff in the pilot sites, as well as the commitment of some of the staff to ensuring that Nevirapine is made available to all HIV+ pregnant mothers (especially if they have had the courage to be tested for the sake of their babies).

Results: Reflecting on the Research Findings with the 30 Women as Active Participants in the Research Process

Once the data had been collated and interpreted, the research team met with as many of the 30 women as we could, given their unpredictable health and other circumstances. An all-day workshop was held with the 14 women who were able to come, out of the 30 original women, and 6 care workers (5 from Msunduzi Hospice and one from Edendale Drop In Centre). 

The researchers reported back our learnings to the women and asked for their comments. What followed was a life-changing morning of learning, for the research team as much as for the others present. Although there was a little uneasiness initially, the ice was quickly broken by the women from Siyaphila and Philani.  Many shared openly about their struggles, with respect to the different aspects of the data, and it was gratifying to see how many of them valued being there with each other. Apart from two who felt unwell for some of the time, the women were transfixed as they listened to how their own stories fitted in with those of the others in the research. Many commented on the value of being together, and they were thrilled to hear we would meet again like this in November.

Something else happened there. We had told the women that our aim was to learn from them, and that we would meet some of the stakeholders the following week. They took this very seriously and told their stories in such a way that showed that they were aware that their involvement in this research would impact on their younger sisters, their daughters and even their sons. Several important points were made, which we now pass on as we had promised, with the intention that those to whom we report will use what they learn, over and above the data presented earlier in this report, to improve their service to those who need it most.

Unemployment and Poverty

Four of the women shared their stories of survival, and it seemed that the women were encouraged to hear that others had similar struggles to theirs. Members of Siyaphila and Philani were useful here in breaking the ice, and their openness encouraged others to let their guards down a bit also. One woman’s story resulted in tears all round!

All the women were dressed neatly and tastefully, and their appearance belied the struggles for daily survival they shared. It made one marvel at the tenacity of the human spirit.

Housing

Their stories about their housing difficulties bore out the conjectures we had made in analyzing the data: several of the women live under unthinkable conditions, and all are basically powerless to improve their situation. They do not know who to turn to, and when they have tried they have frequently been insulted or evicted.

Children’s Education

There was a great deal of discussion about the problems of children being excluded from school for financial reasons, and emotions ran very high.

The worst story was about one woman’s daughter who had been first in class, but at the end of the year she was told she had passed but because the school fees had not been paid the child was not given her report and the child was made return to the same grade the following year. The same happened again at the end of the next year, until finally the mother changed her to a different school, where she has been progressing well. However, she is still living under threat, because she has been told that the child will be excluded next term if the school fees are not fully paid up.

Organisational Support: HIV+ Support Groups and Churches

Those women present who were members of Siyaphila or Philani often emphasized the value of being part of such a group, and others were interested to join. One woman asked more about these groups, and will no doubt join one.

As far as church and faith are concerned, the contradictions noted in the data reappeared. Although all except 2 of the participating women claimed to be church members, most admitted that they were basically non-involved. One of these two was refreshingly honest: She said: “I don’t go to church. I don’t know why really. I keep telling myself to go, but I end up not going. And I often try to pray, especially when I need something, but I just can’t get the words out”. Still only one was a member of a church women’s group, which she continued to emphasize  was enormously helpful. She emphasized that in her Shembe church, PLWA’s were warmly welcomed and supported even when they did not ask for it! Women came into her house regularly just to check on her needs, and then went and organised that they were provided for. Another shared that, although she is penniless and unable to provide for her children, neither she nor her children have ever gone to sleep hungry: God has always provided.

A sad story was told by one woman who had been visited a lot by her minister during the time when she had been quite ill before diagnosis. He used to pray with the laying on of hands and was very encouraging and warm. Once she learnt her status, she decided she could trust him and confided in him. Although he continued to visit her now and then after that, he rarely prayed for her, and never, ever touched her again, even to shake her hand in greeting. It did not take long for her to leave that church.

A group exercise was undertaken in the second part of the workshop, which addressed issues of faith and how the women interpreted God in their lives. Unfortunately, most group reports offered little other than ‘cliched’ phrases about God as the source of their strength and hope (our creator, our healer, the one who died for us, God is the foundation of our lives, when we ask, he answers us, etc). However, some interesting insights were shared too, such as: “What helps is to know that God is here, with us, no matter what”; “God is not outside, somewhere, but here, within me”; “ I am learning to wait for God”. Some small testimonies were shared about the loving acts of God in people’s lives.

In answer to the question: “What is it that makes you keep going on?”, all the groups mentioned the value of their faith in helping them, as well as being able to accept their situation and forming healthy relationships with other PLWA’s and other parishioners, to share their joys and sorrows. The church was seen was important, as long as they don’t know your status!

They were then asked why only three of them have been able to confide their status in their churches? Various explanations were offered, mostly related to the lack of trustworthiness of many church members, and a fear of being pushed out. Others pointed to the belief in some churches that people with HIV/AIDS are demon-possessed, or that they are judged to be a bad person if HIV+. Several reacted very strongly that the church would be the LAST place where they would disclose their status, although this did not affect their belief in God’s trustworthiness.  

One comment above all others that probably needs to be faced by all religious groups, but particularly the Christian churches as a result of their emphasis on the life after death: 

“The church only supports you when you are dead, but when you are still alive, when you really need them, they are nowhere to be seen”

This feeling has even sometimes resulted in families turning church prayer groups away at their door, as many people now associate a church prayer group with impending death!

A final question discussed in this session related to difficulties praying. No one was prepared to commit themselves here, and there seemed to be a strong sense that an inability to pray was related to one’s own sinfulness and was itself a sin. The research team could not help but emphasise that an inability to pray was a common result of being unwell or experiencing extreme suffering, and that God was still present with the suffering person  - and that simply acknowledging that one is in the presence of God was under such conditions enough. There was a distinct expression of relief on the face of the woman who had dared to admit to her failing prayer life!

All in all, it can be seen that, on the whole, the church has first of all to change itself, to undergo its own conversion, before it can make a significant impact on the HIV/AIDS epidemic.

Welfare Grants

It was very difficult to control the discussions on this, as emotions ran so high that people were in the end all talking at once! Basically, they confirmed the reports outlined in the main section above. It is worth noting that for these women the welfare grants are at once their only hope to feed their children and the most difficult thing to cope with.

They reported that people literally spend nights at the Vulindlela  Welfare offices because the offices are closed regardless of who is still waiting, and people have no transport money home and are desperate to be at the front of the queue the following day. One of the causes of this bottleneck is a practice of bribery and preferential treatment reported by the women. Apparently some of the officials receive forms with a R50 bribe, which they then process before attending to the people queuing. The women even went so far as to give specific names of people involved. 

Diagnosis and Coping

All the women (including the community health workers and the research team) were asked if they would share something of their feelings as they received their test results. All except one admitted to feeling quite devastated, and one was even suicidal. The one that had not reacted with shock already knew her status by the positive diagnosis her twins had already received, and was simply seeking confirmation. It turned out that 4 of the 5 hospice workers had never had the courage to test! They recognized that this was an impediment to their work, and one committed herself to taking the test soon – she said that what all the others had shared had finally convinced that she cannot delay any longer.

All of them agreed that they cope better on some days than on others, but on the whole they seem to have resigned themselves, not always positively, to their fate. Significantly, those who are support group or women’s church group members came across most positive. 

Management of Health

It was encouraging to learn from the 12 women on CDC prophylaxis that they had all improved, and all attributed this to their treatment. However, one expressed concern that she had been referred to Caluza Clinic where she had not been receiving prophylactic medicines, and she had begun feeling worse again. She cannot change this, however, as she is short of transport fare to get to Edendale Hospital.

The women were asked if there was any comment that they would like passed on to the CDC, and this was what was said:

“Please can you arrange that we get our disability grant at Stage 3 and not wait till we are in Stage 4, because having the grant at least means that we can take our medication (which needs to be taken after food).”

“I have never managed to see a doctor when I have gone for my CDC appointment. At one stage I was having a serious ongoing headache, but still I was not seen by a doctor. Nevertheless, on the whole the CDC has been treating me well”.

“I am a patient of Dr Kocheleff’s. I appreciate him so much because he respects me and really listens to me. If there is a problem with understanding, or if he wants to tell me something I cannot understand, he calls in a sister. He really takes his time, and I am grateful.”

Sexual Practices and Violence

It turned out that all but 2 of the participants did not have any partner, and were set on not getting involved with a man again, as they had made some decisions about how to minimize stress on their immune systems! One has a new partner now, but she assured the group that they use a condom… Only one admitted to being in a violent relationship, and it might be significant that this is the same woman who finds it difficult to pray.  

Although sexual violence has clearly been an issue in the past, it is interesting that having HIV/AIDS has somehow given these women courage to take some decisive actions in their lives with respect to avoiding male partners wherever possible.

The person who had the final word on closing was the one who had shared most honestly: she asked for help with her abusive partner, and asked for the others to come and visit her, as she did not want to lose this contact.

As mentioned in the introduction, although the research team mostly did no more than reflect back their own data to the group, this was the catalyst for the women to share together. One or two were clearly sharing their stories for the first time. As such, it constitutes an intervention in itself, and this will be taken into account in Phase 2 of the research.

FAMILY PROFILES: 

Although each individual person has a tragic story to tell, and would deserve to be told, we have selected only 4, as they appear to represent the main types of stories.

1. The Loner

One family of 13 lives in a 2-roomed brick house, with access only to an outside tap, outside toilet and are using illegally connected electricity, and they pay R100 monthly rental to a (male) landlord! The income through employment averages at R400 monthly from informal and unpredictable work. Fortunately, their total income is R1280, as a result of two additional social welfare grants. However, this still comes to a mere R 30.76 per family member per month. Once the rent is paid, this comes to less than R 28 per month total income per person in the family.

The woman living with HIV/AIDS in this family has two children and is reliant upon grants to survive. She is single and last received any contribution towards the children from her ex-partner in January 2002 (it is unclear if he is the father of any of her 2 children). She is solely responsible for cooking chores, as well as being responsible for much of the supervision of her elder child’s homework (in Grade 9), although she herself has only Grade 7. She has disclosed her status to no one in the family for fear of isolation and rejection, and yet finds strength in their support for her in her illness. She belongs to no organization, and does not belong to any church. The isolation of this woman and her quality of life must be terrible, and yet she claims to be feeling quite positive about life! 

2. The Virgin

Another family of 7 has NO income at all, since the PWA who was the sole breadwinner lost her job as a receptionist in a firm of attorneys earlier in 2002, due to her ill health. She had collapsed at work and was sent home. Although she has no children, she has been responsible for the family’s income since her mother lost her job as a domestic worker about 10 years before. Although two of her brothers are adults, they have been unable to find employment. Thus, it is as a direct result of HIV/AIDS that she and her family have been plunged into abject poverty.

She was brought up in the Apostolic Faith Mission Church, and had been determined to retain her virginity until marriage. She finally gave herself to her boyfriend in the late 1990’s (in her early 20’s), and they obviously had a good relationship. He never forced himself upon her and they use the male condom (although it broke once, the very first time they had intercourse). However, in 2001 (age 27) she found that the love of her life had infected her with HIV (which she claims must have been during that first time when the condom broke). His response on hearing her disclosure was to disbelieve her and refuse to take an HIV test, although he agreed to continue to use condoms. His attitude was so hurtful that she decided to terminate the relationship.  She is angry and confused, as she feels she did everything in her power to live a good life, and she feels totally betrayed by her boyfriend. She has decided to abstain from any form of sexual relationship for the rest of her life. When she was diagnosed, she was actually suicidal, but she has found great comfort in the love and support of her mother, her counsellor at the hospital, and a fellow PLWA to whom she was introduced by her counsellor. She also found her priest very supportive, but feels she is not ready to tell anyone else at church, because she could not trust them and was afraid of gossips, resulting in her being isolated and the victim of verbal abuse. 

She is not on the CDC prophylactic programme, but does take vitamins and immune boosting supplements, which she claim has improved her health, although she still tires easily. She tries to eat fresh foods and stick to the health diet recommended by her counsellor at the clinic, but is finding it impossible at the moment, except when vegetables in the garden are ready for picking. Her mother and one brother maintain the garden, which is basically what is keeping them alive at the moment.

This story shows how quickly a family can be plunged into destitution as a result of losing the capacity of their breadwinner to HIV/AIDS. Although she has hope to obtain the disability grant, none of the other members of her household are eligible for grants, which means that upon her death, they will be back to a zero income unless one of them finds work in the meantime.

3. The Faithful Wife

Only the woman who belongs to her church’s women’s group (Ngudlungudlu, Shembe), and has taken the risk to disclose her status to them, has strongly emphasized the value of the church’s support. The women’s group has even divided themselves by area, to ensure that when one of them is very ill, someone will be there to assist with household chores and home based care. She goes so far as to say that her prayers and the prayers and relevant support give her courage. She admits to weakening sometimes, though - usually when her children cry for food, but the support she has helps her to continue to believe that God will not forsake her (her church group only provide financial support during bereavement – R 300).

She discovered her HIV status when she was 7 months pregnant. Her husband left the same day she gave him the news, to care for his 6 children alone. She lives in a 2 – roomed wattle and daub house for which she has to pay R 60 monthly rent, without a toilet or electricity or running water. The children’s ages range from 8 years to 4 month old twins (who are both HIV+). She sells cigarettes and makes beer to supplement a meagre R120 child care grant she receives for one of her children, to make a total income in a good month of R 280. 00. She has been battling to get birth certificates for her other children, as they were fraudulently collected by someone else at 240 Burger Street and she has to complete a police affidavit for them to be re-issued. Living on her own with all her young children to look after means that it is very difficult for her to start this whole process all over again.

But she feels better without her husband, as he was often violent, especially when drunk. When she had attempted to lay a charge she was not taken seriously by the police and ridiculed. HE had refused to use condoms and had often forced himself on her.

She has been unable to disclose her status to her family, as they have a history of verbally and physically abusing her, and she left home some time ago for fear of being killed by them (as they accused her of  not being of the same blood, and have previously caused her permanent damage). She has found all but one of her neighbours to be very cruel, and she quotes comments such as: “Yini ngawe? Namhlanje uyaphila, kusasa uyafa. Kanti unani ungasitsheli nje” (What is wrong with you? Today you are well, tomorrow you are dying. Why don’t you tell us the truth?”)

Her only sanity and support come from her church, Msunduzi Hospice and medical staff. Amazingly, she generally feels positive and feels well most of the time. She has expressed interest in joining a support group, which she heard about for the first time during this interview.

4. The one who has been Let Down by the Health Services

The woman whose babies were denied Nevirapine has been let down at every turn. She lives two of her three children in the house, with no income at all, apart from R 15 a week (R60 a month) that a friend whose boyfriend works in a tavern brings her. She says she cannot access a Disability Grant because her boyfriend destroyed her ID, and she does not have money for transport or photographs for the application. (This is one case where the researcher intervened, and provided the means for this woman to apply for an ID as well as a Disability Grant. Her latest news was that she was still waiting in February when the researcher visited her.

To get to Edendale Hospital for monthly check-ups she walks four km each way, regardless of her condition, as she cannot afford transport. Her only surviving family member is her father, who makes no effort to help them or even see his grandchildren. She has had three partners in the fairly recent past, and believes she has got what she deserved through having these different partners. Her third partner left when he received a retrenchment package and felt that she and the children were too much of a financial burden. HE refused to take the HIV test, and also refused to use condoms.  This partner was often abusive, to the extent that she is grateful that she has no broken bones. 

Two weeks after the researcher first interviewed this woman, she told the researcher that she had decided to take her surviving twin to her mother in law, as she was unable to stand watching her baby starve, as she was unable to feed him properly. She said she felt it was better that way.

5. The Positive Story of Healing

This woman had previously been in a difficult relationship, and had split up with her husband some time before her diagnosis. During the period of their separation she had an affair with another man, although that did not last long. After some time the couple were reconciled, but then she began to feel unwell. She was afraid to share her status with her husband for fear of losing him again, and asked her mother to tell him for her. His reaction was reasonable and sensible. HE went for a test, and was negative (they had been using condoms since their reuniting). HE accepts her and is very supportive, even helping with chores sometimes and home based care when she is ill. She, however, cannot let go of her guilt. Somehow, the husband who has caused her lots of headaches in the past is now understanding and supportive, and even helps financially as he is the only person earning in the home.

Interrogating How These Women Survive: What Helps and What Hinders Them?

How do these women survive?

The short answer to this seems to be: by sheer guts!

The economic conditions under which most of these women live, and the violent relationships many have been in and some are still in, would make one imagine that their immune systems would be rock bottom. But somehow they manage to go on. 

Their sense of responsibility for their children, and a fear for their wellbeing without their mothers, is another important motivator mentioned by many of the women.

Many of them cite their personal faith in God as the main key to their being able to go on. One even tells of her deep sense that God is in control, regardless of the circumstances. None have expressed any kind of anger with God for their circumstances (although some have questioned why God would have allowed this to happen to them).

What help\s and what hinders them? 

They site various reasons for improvements in their state of mind, but for each one of them it goes back to SUPPORT. Even one of the loners who has disclosed to no one and receives no support from any people, still finds her strength in the support she feels God has given her. Many find their families’ support invaluable, and some value support from their church (whether they have disclosed or not), although often the church is clearly not there for them in the way that they actually feel they need.

An important aspect of their survival on a purely physical basis is the welfare grants, for those who have managed to obtain them. On the other hand, difficulties with the system also constitute one of the main obstacles to their progress. But the unapproachability, delays and complicated procedures of welfare departments is also a key contributing factor to the enormity of their struggles.

But by far the most common factors to which they attribute their survival relate to the care they are receiving at the CDC’s and the clinics (medical and especially counseling support). This is a great credit to these service providers, especially in the context of enormous pressures under which they work. However, more work needs to be done to ensure better continuity of services and support between levels of the health care system (especially CDC’s and clinics) as well as between government departments and civil services to those crushed by disability and unemployment.

Without exception, those who are HIV+ Support Group members site the support received as a crucial aspect of their coping, and they were actively encouraging other participants at the report back workshop to join them. 

The biggest hindrance is naturally their poverty and also their lack of power to make their own decisions regarding sexual practices. Lack of education about prevention is another possible determinant, in that many revealed an ignorance of important matters regarding transmission and prevention. But perhaps more crucial is their lack of social power, as women. Any education programmes on prevention should be linked to some sort of assertiveness training, to enable these women to take more control over their lives. However, this research also confirms recent trends in looking to the importance of working with men as perhaps the fundamental key to changing the face of the HIV/AIDS epidemic. 

Conclusion 

We would like to conclude with a warning and a challenge: First, the warning: HIV/AIDS initiatives (whether governmental, church based or organizational) are ignoring the value of each individual life at their own peril. We would recommend that all agencies involved in HIV/AIDS in any way need to examine themselves, and ask to what extent their work is based in the realities of the bulk of people living with HIV/AIDS in our country
. We were deeply moved and humbled by the personal stories of suffering and faith, of individual women whose lives impact on other lives in very significant ways. These are women refusing to be stripped of their dignity, no matter what. Women who still find the strength to think of others no matter what they are experiencing.  Policies and programmes that ignore the need for pastoral care, for affirmation and healing of the individual as part of creating a new society, essentially contradict their own purposes. In other words, it is at the implementation phase, at the point of interaction with individual people, that a difference is made: either pushing people closer to death or bringing them new hope and healing at a level deeper than the body. And all policies and programme decisions need to take that into account, by building in systematic evaluation and monitoring of implementation on the ground.

POSTSCRIPT: PROPOSALS FOR PHASE 2

The main purpose of this research is to interrogate the lives of these women as individuals and as a group. Now that we have completed the baseline study, we need to explore to what extent we can begin answering the primary research questions, and to set goals for the next phase of the research.

We are discussing changing the research methodology in the second phase, to using a narrative approach to the interviews instead of the long lists of questions used previously. This is because we would like to follow through some major themes emerging from this first phase, which we believe need more in-depth interviews with the women. We have identified a number of issues that deserve further exploration, over and above those that are due to be raised at the stakeholders workshop. These include:

Progression or regression in the process of living with HIV, since the last interviews? This implies exploring various areas: Health status, further disclosures, deeper involvement in organizations that provide support, relationships and sexuality, etc.

Any changes in organizational involvement

More open discussion about their feelings and their day to day struggles.

Any changes in the financial situation of the household? Also a clearer distinction between money earned and money actually contributed to the household needs to be obtained. – Also whether they have been able to apply for and get more grants, and whether and how they might have solved problems related to their children’s education.

Further baseline data might be useful, such as number of orphans in each household, family and personal expenditure, etc

We need to probe more to find out why those who have not disclosed their status have decided this, and how they feel when around people close to them to whom they have not been able to disclose.

More information about the continuity of care they receive (or not), and more details perhaps from their files comparing their actual health status (according to CD4 count perhaps) vs their perceived health status, and the link between these
.

Questions around where they go to for help and why.

More positive suggestions for how the government departments or other organizations could improve their services so as to meet their needs more effectively.

What they would like to get from the church – what would make them more comfortable, and more able to confide in church members? (In other words, what programmes they would like to see the churches have, to make it worth their while making themselves vulnerable and break the silence (whether it be about HIV/AIDS or sexual violence?)

If they were to pass on one lesson to the younger generation, what would it be?
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� South African Non Governmental Organisations Collective: Occasional Papers Series no. 6. (no date). This makes reference to Julian May 1996. ‘Expereince and Perception of Poverty in SA. Durban: Praxis Publishing.


� This was defined in 1995 as R 350  per person per month.


� A small research survey recently conducted in the Hilton College Valley (in which 76% of households were interviewed) revealed that 81% of the population of almost 800 were unmarried, with 99% of the group aged between 18 and 29 being unmarried. A similar picture is given in the Health Systems Trust/Kaiser Family Foundation research on the impact of HIV/AIDS on households: 72% of the households in their study were female-headed.


� This is more or less the same as the average size of household in the Kaiser Family/LoveLife survey of households, where the average household size was 6.


� One household in this sample is different from the others, as the household income is actually R 7 500.00 and is thus untypical. Therefore, we have omitted this household from our calculations of average income and average per capita income, as it creates a false picture.


� Clearly, this case is one that will need to be followed through, to find out what delays have been experienced and why. Her full story is told under “Family Profiles” below.


� The description of housing includes all 30 households, including the family earning R 7 500 monthly.


� Six of the women have no children at all.





� Ofo course, the sample is really too small to draw any generalisable conclusions.


� . It is intended that the in-depth narrative interviews in Phase 2 will bring further light to some of these issues, and the progress made in relationship to support organizations and churches in particular will be tracked in more detail in Phase 2.


� It is significant that already at the time of writing this report (April 2003) seven (23%) of the women have passed away.


� One of these had been supported throughout her times of illness, and had taken the risk on the assumption that she would be supported unconditionally.


� Although this was not reported specifically by these women, it has been the experience of the research team that this is not uncommon, and has sometimes resulted in unnecessary death.


� This confirms the proposal made frequently that people living the daily realities of HIV/AIDS in their lives need to be consulted and actively involved in planning and visioning of organizations and government structures.


� This depends on permission received from the participant, as well as the doctor and the relevant hospital  or clinic authorities.
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