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Introduction

It has been strongly argued that the AIDS epidemic’s greatest impact will be
felt by individuals living with HIV/AIDS, the health sector and the poorest
households, as a result of deepening poverty brought on by AIDS-related
illness and death.1 In South Africa we are seeing the burdening and rationing
of health care services, and their inability of health services to cope with late
and end stage HIV disease. HIV/AIDS reinforces the need to strengthen access
to effective primary health care (PHC), but also imposes a substantial and
complex burden on PHC services. This creates a large scale need for new
models and levels of care, including home based care and other types of step-
down and terminal care initiatives that will require the increased efforts of
community based organisations (CBOs) and non governmental organisations
(NGOs).

While these new models of care are being developed, health services in the
public sector are overburdened with the result that many patients are likely
to be cared for at home. This presents real challenges given that apartheid
has disrupted family and community life in South Africa, and weakened
extended family and community coping mechanisms. Although there is an
existing formal welfare system, costs are high and capacity is limited. In
addition, social welfare safety nets are focused largely on the elderly and the
disabled.

In order to determine the needs of households, and their perceptions of the
care that they are receiving from formal and informal services, a survey was
performed in 2001 and 2002 among 728 AIDS affected households in four
South African provinces. This survey was commissioned by the Kaiser Family
Foundation, and supervised by the Health Systems Trust. One of the key
aims of this study was to provide information for policy makers and planners
to inform the need for new programmes and to support existing ones.

The overall aim of the survey was to determine the impact AIDS has on
households. While the study collected data on the economic and demographic
impact of the epidemic, it is the experience of morbidity and mortality, and
the perceptions of the household of the response of the health and welfare
systems that are reported here.

This cross-sectional study looked at a sample of AIDS affected households in
the provinces of Free State, Gauteng, KwaZulu-Natal and Mpumalanga. In
each province sites were selected to provide suitable strata of urban and
rural households. Within each site organisations that work with AIDS-affected
households were consulted and invited to participate in the survey. Households
in an area were then sampled randomly from the lists of all organisations
that had agreed to participate in the study.

In addition to the quantitative questionnaire, a narrative psychologist visited
a sub-sample of the households and gathered stories through in-depth
interviews. Some of the stories’ excerpts are included in this chapter.
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Details of the Sample

Details of the sample are shown in Table 1 below. There was a fairly even
spread of households where a person was ill with AIDS, and where a person
had died of AIDS.

Table 1: Distribution of the sample

Area Chronically ill Deceased Total

Gauteng 150 112 262

Free State 78 58 136

Mpumalanga 64 67 131

Jozini, KwaZulu-Natal 37 54 91

Durban, KwaZulu-Natal 65 86 151

Total 394 377 771

A total of 771 cases and households were included in the final data set.
However, 43 cases were excluded from the main analysis of the study (i.e.
those above 60 or below 15 years). Therefore the analysis was based on 728
cases and households.

The age profile of the index case is given in Table 2. The mean age of the
cases was 34.6 years, with a median of 33 years (16 to 59 years). On average,
the men were older than the women, men having a mean age of 37.3 years
(16 to 59 years), and women, an average of 33.1 years (17 to 59 years); the
corresponding age medians for men and women were 37 and 31 years
respectively. As expected, the age of those deceased was slightly older (around
1 year) than those ill.

There were 265 male index cases (36.4%), and 463 female index cases
(63.6%). The age profile is consistent with AIDS as the cause of illness and
death among this sample.

Table 2: Age profile of the index case by mortality status

Age Index Case Ill Index Case Deceased Total

16-20 6 6 12

21-24 38 31 69

25-34 158 150 309

35-44 107 101 208

45-54 47 41 88

55-60 7 13 20

No Response 5 13 18

Total 368 360 728
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Details of the Illnesses, and their Impact on the Household

ÒKaiser passed away four months ago. This is his momÕs house. He couldnÕt work, he lost weight
and he was going blind and his girlfriend ran away when he became sick. So the family hired me
to look after him. At sixteen years he was staying at the hostel and he was arrested. He was in jail
for fifteen years for murder so he came out when he was thirty one. He was only out for a couple
of years. At the end he couldnÕt do anything, he couldnÕt even control his bladder or his bowels
and he needed nappies. I bought big ones, R55 for twelve at the chemist.Ó

ÒHow many did he use per day?Ó

ÒFive. He also had bedsores and he used to go to the hospital for a day when he was bleeding.
His mother paid me R500 to look after Kaiser and now that he died they still pay me almost the
same. He told me he did get AIDS from a lady in JoÕburg.Ó

Length of illness

The index cases had been ill for a median of about 9 months at the time of
the interview. Those who were already deceased were reported to have been
ill for about 6 months before death, whereas those who were alive were
reported to have been ill for about 1 year at the time of interview (Table 3).

Table 3: Duration of illness by mortality status

Duration of illness at time
of interview Ill Deceased Total

<2 weeks 7 9 16

2 weeks-3 months 50 114 164

>3 months-<1 year 160 151 311

1-2 years 63 42 105

>2 years 88 44 132

368 360

Capability of performing daily tasks

The level of disability was looked at among the people in the households
who were ill, through an abridged Activities of Daily Living score. Households
of deceased cases were not asked these questions, as there were concerns
about their ability to recall the information. The main activities that caused
problems were related to mobility, although many of the cases required
support for simple tasks such as dressing. This reveals a burden of care that
households will have to meet, unless there are services in the community to
assist the households.

Almost one half of the index cases needed help walking on uneven surfaces,
and help was needed for basic activities such as eating, dressing, toileting
and getting in and out of bed for between 10% and 20% of the index cases.
This is shown in Table 4 below.



Table 4: Percentage of index cases that needed help with various activities of daily living

Activity Independent Needs Help Not Answered

Eating 328 (89%) 35 (10%) 5 (1%)

Moving in and out of bed 304 (83%) 59 (16%) 5 (1%)

Personal care 317 (86%) 46 (13%) 5 (1%)

Getting on and off the toilet 301 (82%) 62 (17%) 5 (1%)

Washing him/herself 292 (79%) 71 (19%) 5 (1%)

Walking on a level surface 286 (78%) 76 (20%) 6 (2%)

Walking on stairs or uneven surfaces 197 (53%) 163 (44%) 8 (3%)

Dressing 298 (81%) 64 (17%) 6 (2%)

Can control bowels? 298 (81%) 59 (16%) 11 (3%)

Can control bladder? 298 (81%) 64 (17%) 6 (2%)

Table 5 shows the identified common symptoms experienced by the ill person.
Adequate management of many of these symptoms requires a reasonable
level of training, which may be a challenge for both the household and many
HBC organisations that use volunteers.

‘Confusion’ was mentioned as a symptom by half the sample; this is something
that might be difficult to manage within households where many people are
living in a small space. The role of community psychiatric services in managing
‘confused’ AIDS patients needs to be explored.

Table 5: Common symptoms

Symptom % of households which reported the symptom

Weight loss 89%

Pain 87%

Chronic cough 74%

Difficult breathing 56%

Confusion 52%

Chronic diarrhoea 52%

Chronic diarrhoea was most frequently mentioned as the symptom that caused
the worst disturbance for the household. There was obvious concern about
the constant washing and cleaning that is required, especially in areas with
poor access to water and sanitation.
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Details of the caregiver

Nosipho and MphoÕs Story (Mpho is the daughter of Leta, the woman who was ill, and Nosipho
is their neighbour).

ÒShe gets abused to look after her mum,Ó says Nosipho, Òher mother always say that she is going
to die of hunger and is angry that her children are going to become orphans. Because of her
weakness Leta always needs members of family to carry her from the house to the toilet. She
always vomits and cry for pain and say that it can be better if she can die now. There is confusion.
She acts as if she is mad and is always short tempered. It will be better Mpho doesnÕt know about
her motherÕs sickness.Ó

ÒI will get sick from that disease,Ó says Mpho, ÒI am afraid to use her toothbrush, I used it already.
While my mother is sick she says you must scratch my back where she has sores.Ó

I reassured Mpho that there is a very low chance that you can contract HIV like that unless you
have open sores on your hands but you are right to be careful. There is a much greater chance
of all of us getting the illness through sex without a condom.

ÒIÕm also afraid,Ó says Mpho, Òthe father of my child who lives in Johannesburg is not faithful.Ó

ÒIn the notes from the last interview,Ó I say to Nosipho, Òit was written that you are a very caring
person who is looking after your neighbour with great generosity, even though you are unemployed
and have children of your own. I will write a story about your kindness, and also about your
struggles and your courage Mpho. I will send it to you if you write down your address.Ó

ÒI have brought you this,Ó says Rebecca handing them a large food parcel.

Most households (68%) reported that there was someone at home for most
of the time, to care for the ill person. A further 22% reported that someone
was available some of the time, and around 7% said that there was no one to
care for the person despite needing care, or that the person lived alone or
with only a young child. The fact that 32% of these households require
intensive assistance to care for the person with AIDS reveals a large potential
area of need, given the large number of households that will have a person
with AIDS over the next 5 to 10 years.

The main caregiver was most often a female (i.e. 68% of caregivers were
women or girls). About 23% of the caregivers were over 60 years old, and
were mostly women (i.e. 73% of caregivers over 60 years were women). A
further 7% of primary caregivers were under 18 years. Both girls and boys
were equally likely to be primary caregivers. In around 35% of all households,
the primary caregiver was the only person involved in caring for the ill person.
The detail of the number of people caring for the person who was ill is shown
in Figure 1.
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Figure 1: Number of people involved in the care of the index case

Just over 40% of households (i.e. n=312) reported that caregivers took time
off to care for the ill person. While the majority of caregivers took off time
from work in the house, in 1 in 5 of these households the caregiver had to
take time off school, and in 1 in 10 the caregiver had to take time off from
formal employment.

Knowledge of HIV/AIDS status

About half of the households (i.e. n=366) reported that they were aware that
the index case was suffering from AIDS. This number is quite high, given the
stigmatised nature of this ‘disease’. Many other diseases were mentioned by
those who were not aware of the AIDS diagnosis, the more common being
tuberculosis and pneumonia.
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Access To and Rating of Services

Phindi’s story

A voice cries out and I get up asking Phindi if I can greet her son.

A man with very long hair and no flesh on his bones lies half under a blanket. A catheter leads
out of him into a bucket. I shake his hand in my own and I try to explain why we are here.

ÒHe is scared of the tokolosh and he gets very tired fighting it,Ó says Phindi who is leaning on her
stick beside us. I tell John I will say goodbye before we leave and we return to the other room.

ÒHe donÕt have a wife or children, his wife left him because of cheating, she was looking after
someone else. When it looked to her like he had HIV she vanished with their three children,Ó says
Phindi snorting snuff into one of her nostrils. The hospital is too far and even if they admit him he
comes back sick. His brother found him lying in the bed full of sores. He coughs blood that makes
him difficult to eat and we have to force him to eat or he will die. The government give him no
disability. What will be the benefits of this research? Especially to us. How are we going to
receive these benefits by post or you will it come physically? It would have been better if John
was working before he got sick. I have never benefited from this child. I remember when he was
young I make it a point I did everything for him as he was the first son but now its over I have to
do it again.Ó

Through the wall I hear John crying and I give him my cap and we leave.

Of all the services used in the past 6 months, prior to the study, local clinics
were the most commonly used (i.e. 17% of all utilisation), followed by public
hospitals and HBC organisations. Services that were least utilised were
workplace clinics and private hospitals. Government welfare services were

also seldom utilised, especially in rural areas.

Overall, almost 80% of the sample had used a local clinic, with 62% rating
this service as being good or very good. However, 17% rated the service as
poor or very poor and 21% as average. The details of the services that
households have accessed, broken down by urban/rural are given in the figures
below.



Figure 2: Service utilisation and level of satisfaction among rural households

Rural households seem to utilise local clinics extensively, and have a high
degree of satisfaction with these services. On the other hand, satisfaction
with public hospitals was lower. Of interest is that almost 50% of people
with AIDS in this sample had used a doctor in the private sector. About 40%
of the rural sample had used a traditional healer, but there seemed to be high
degree of dissatisfaction with their services. As the figure indicates, very few
of these households reported having had contact with the government welfare
services. This would seem to be a problem, because it is that section of the
population that is in most need of social support.

For rural households, there was low utilisation of workplace clinics, private
hospitals and organised support, at 10%, 4% and 8% respectively. These
have not been shown in the graph.

The utilisation of services and their rating among urban households is shown
in Figure 3. These households show a very similar pattern of health service
utilisation and satisfaction, to that of rural households. Utilisation of public
clinics and satisfaction with these services was high. However, access to public
hospitals, as well as the satisfaction with these services was lower.

Very few households in urban areas reported using traditional healers’ services.
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Figure 3: Service utilisation and level of satisfaction among urban households

Around 30% of households were being serviced in some way by churches.
Access to HBC organisations seems low, since the sample was generated in
part through these services. However, there may have been problems with
the respondents’ interpretation of this service, since many of these
organisations offer counselling services as well. Satisfaction with this service
was generally high. For urban households there was low utilisation of
workplace clinics (5%), government welfare services (9%), private hospitals
(11%) and traditional healers (6%), most of which are not shown on this
graph.

Respondents gave reasons for their rating of services in their own words,
and these were grouped into categories. There were four main categories of
reasons identified for ratings: The attitude of the caregiver, the type and
nature of care received, the effect of the care, and the facilities available.

Since the satisfaction with public clinics service was quite high, and the
satisfaction with public hospitals service quite low, further analysis of the
reasons for these ratings was carried out.

Over half of the households (54%) mentioned that it was the type of care



that the patient received that was the reason that they were satisfied. Health
worker attitude was mentioned by 20% of households as the reason for
rating public clinics as good or very good. This somewhat contradicts the
public perception that health workers don’t care for people with HIV/AIDS,
or provide them with inferior treatment. A further 22% of the respondents
indicated that they were satisfied with the effect of the treatment provided at
public clinics.

Interestingly, the type of care that the patient received was also the reason
why public sector hospitals received a poor rating. Despite the general
perception of health workers as being uncaring of people with AIDS only
18% of respondents who rated public hospitals poorly, gave the attitude of
health care workers as their reason. However, half of the respondents (49%)
were dissatisfied with the treatment they received at public hospitals, while
22% were unhappy with the outcome of their treatment. Given that AIDS is
a ‘non-curable disease’, and that antiretroviral drugs are not available at
public hospitals, this response is unsurprising.

An interesting finding in this study was the high level of dissatisfaction with
traditional healers. Over two thirds of respondents gave this rating because
of lack of effect of the treatment they received. Typical comments included
“never got better”, “came back worse” and “medication didn’t work”.

Proportion of the Household Expenditure (Income) Spent on Health
Care

What little money this family had they spent on Godfrey looking after his needs. Now they do not
have something to eat. They live in grace. The son of Godfrey is not working and they do not have
money to further his studies. What worries is that the son of Godfrey will end up doing bad thing
because he even mentions that he better go to jail than living this life of no point and in misery.

Overall some 34% of all income received across all the households was spent
on health care. Households spent between R8 and R4 000 per month per
household on health care, with a median of R250.

Within households, this translated into a median of 28% of household
monthly income going on health care, with fairly wide variation between
households. Overall, rural households spent a greater proportion of monthly
income on health care than urban households (i.e. 54% of total monthly
income received by rural households was spent on health care compared to
26% of total monthly income for urban households). In the most recent
available national data (1995), households spent an average of 4% of their
monthly income on health care,2 which is considerably lower than the
corresponding expenditure in AIDS affected households.
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Conclusion and Recommendations

This study emphasises many of the challenges that South Africa will face in
dealing with the HIV/AIDS pandemic. While the country grapples with the
need to find ways to stop the spread of the HIV pandemic, especially among
young people, it is coming to realise the urgency of caring for the increasing
number of people becoming ill with AIDS, and the households in which they
live.

The way that the households were sampled introduced a bias into the study.
This was recognised before the study began. The main source of households
was HBC and CBOs and public clinic services. The study therefore excluded
those people and households that had no access to these organisations, and
may be more marginalised. But the study possibly also excluded wealthier
households that would have other means of support. From the data on
household income it seems that the study was able to access many households
from poor socio-economic strata, since the median monthly household income
was R800. However, the living conditions, especially in the urban areas,
would indicate that some wealthier households were included in the sample.

In general it is likely that this sample of households represents a fair picture
of households affected by AIDS in the provinces that were sampled. However
these households are likely to have better access to services than the average
AIDS-affected household, through access to care and support organisations.

Most of the households in the survey seemed to have good access to primary
health care services. While this could have been due to sampling bias, it is
more likely due to the government’s push to expand the role of PHC in the
South African health system. Access to public hospitals was more limited.
AIDS is a ‘disease’ that will require hospital admission at some stage of the
illness. In this survey around 40%-60% of the patients with AIDS had not
been admitted to a hospital, indicating a possible lack of capacity of these
services. Patients who are not admitted to hospital have a need for care that
will have to be met by either the households or the HBC organisations. This
is a large burden that is going to increase over time.

Access and attitudes towards services

As mentioned above, access to PHC services is extensive. What may be more
surprising is the positive attitude that clients have towards those services.
This may be a result of the fact that the illnesses that require attention by a
PHC facility is more easily addressed than an illness that requires a hospital
admission. However, there may also be a greater familiarity with the staff at
a local level clinic. It is important to address the public perception that health
services are not supportive of patients with AIDS, when this may not be the
situation in most cases.
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Not only is access to state hospitals more limited, but also patients with
AIDS find these services less satisfactory. The main reason for this seems to
be that expectations of care and treatment are not met. It may also represent
the lack of training of health workers in the area of palliative care, and the
helplessness they feel when confronting so many young people with a terminal
illness.

Usage of traditional healers was lower than expected, although this ranged
from 30%-40%. This finding could be partly explained by the respondents’
reluctance to admit to seeking these services. However, a surprising finding
was the dissatisfaction felt by clients with traditional healers. The major
reason for this was the lack of a cure available from traditional healers. The
extent to which traditional healers are offering a ‘cure’ for AIDS is difficult
to tell, although if this is happening, it is damaging the credibility of the
sector.

Policy and planning implications and priorities

There are many policy and planning issues that arise from this study. Many
of them are already well known, but still bear repeating.

➣ There is a burden of need caused by HIV and AIDS, which is only
being partially met by the formal health sector. The balance of this
need is being met in part by community care organisations, and the
households have to do a lot of the active caring. There is an urgent
need for active planning in the health sector on ways to deliver
affordable and appropriate services to people with AIDS.

➣ The Department of Health needs a clear Care and Support Plan for
people with AIDS, and this needs to be communicated widely. People
living with HIV/AIDS, and their caregivers, need to know what services
they can expect from health services. This will go some way to reduce
the dissatisfaction with hospital services, but also assist health workers
to understand their role in the epidemic. Current clinical guidelines
are fragmented, and do not adequately fill this gap.

➣ It is unlikely that health services are going to be able to scale up to
meet the needs of people with AIDS and their households. The emphasis
will need to be on developing appropriate community support services.
However, these need to be integrated in some way with formal health
services, and there must be referral mechanisms between them.

➣ Hospital services need to be pro-active in planning around the increasing
number of patients with AIDS. There will need to be a close relationship
with Home Based Care organisations, so that a clear transition from
hospital to home care is established. At the same time, health workers
will need support to prevent burnout. There needs to be additional
training in the area of palliative care, so that health workers appreciate
their role in caring for people with AIDS.
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➣ The introduction of antiretroviral drugs on a larger scale could protect
hospital services from having to provide services to the increasing
number of people with AIDS. However, it is unlikely that these drugs
are going to be available on a scale that will make a material difference
to most institutions.

➣ Although there was a high level of satisfaction with local clinics, there
is still a need to provide training for health workers in these facilities.
The high prevalence of ‘confusion’ as a symptom of AIDS does raise
the role of community psychiatric nurses in supporting the home
caregivers.

➣ The role of gender in susceptibility to HIV infection is well recognised.
There are data from this study on the role that girls and women play
as carers and maintainers of the household. Although often stated, we
need to ensure that the status of women is not undermined as a result
of the epidemic, not only through their susceptibility to infection, but
also as a result of their care and support burden.
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