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PREFACE

ASO is an organization with eyes that see the needs of the most vuinerable, with a

heart that opens to the joys and sorrows of those affected by HIV/AIDS, and with
arms that welcome all those who want to be part of the TASO mission. Since its
creation in Uganda in 1987, it has led the way down paths of the AIDS epidemic that
most were reluctant to tread back in the 1980s, and that many still fear.

Now TASO is leading the way in courageously opening its doors to frank evaluation,
not through external dissection of the organization, but rather through a participatory
process involving TASO staff, those they serve, and a core evaluation team. The
evaluation was guided by Uganda’s National AIDS Control Programme and major
TASO donors, and benefited from GPA technical and material support, including an
external evaluation consultant. However, it is important to stress that TASO initiated
the evaluation, took the time to plan it correctly, supervised the data collection and
analysis. Perhaps most important, they have been transparent about the findings both
within the organization and with their outside supporters, thus permitting others to
learn from their experience.

Countless organizations and programmes have already been inspired by the effective
model offered by TASO. Although the contribution of all TASO staff, supporters and
clients must be acknowledged, TASO'’s Executive Director, Mrs Noerine Kaleeba, must
be mentioned by name. She deserves recognition and praise for her vision of
solidarity, her gift of hope, her strength in sharing, her leadership in inspiring all of us
to always do more, and do it better, for HIV/AIDS care and prevention.

Under her direction, TASO has evaluated various components of the programme,
including cost, training, and community initiatives. This particular report focuses on
the evaluation of TASO’s medical, counselling and social support services.

While TASO is a Ugandan organization, its experience as captured in this report will
surely have a helpful ripple effect beyond Uganda’s borders. The global questions
about how to cope with HIV and AIDS are TASO questions, and TASO answers are
often global answers.

With this in mind, we are happy to make this evaluation report available to all those
who can profit from the lessons learnt and find inspiration in TASO’s successes, its
commitment to comprehensive care, and its leadership in holding families and
communities together in the AIDS era.

Dr M. H. Merson
Executive Director
WHO Global Programme on AIDS
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EXECUTIVE SUMMARY

INTRODUCTION

ASO is a voluntary organization which was created in 1987 by Ugandans to

provide psychosocial support to people living with HIV/AIDS. TASO was founded
to contribute to a process of restoring hope and improving the quality of life of people
and communities affected by HIV infection and disease. By the end of 1993, TASO
had expanded into seven districts in Uganda and was providing counselling, medical
care and social support to a cumulative number of over 22,795 people with HIV/AIDS
and to their families. TASO currently operates in seven centres, and is also working
with the National AIDS Control Programme and other organizations to carry out AIDS
prevention and care activities throughout Uganda. In addition to providing a care
package, TASO offers training in counselling, provides material support to clients and
their families, and supports community efforts in responding to the AIDS epidemic.

To enable TASO to measure its effectiveness in meeting the needs of people with AIDS
and their families, TASO decided to evaluate its services. Technical assistance was
obtained in 1993 from the World Health Organization Global Programme on AIDS to
carry out a participatory evaluation of TASO counselling, medical and social support
services.

EVALUATION METHODOLOGY

Quantitative and qualitative methods were used in order to assess the different aspects
of TASO care and support to clients and families. Specific TASO objectives and key
evaluation questions were formulated for each of these TASO services: counselling,
medical care and social support. People with HIV/AIDS who were registered with
TASO between the period of January 1991 to March 1993 were sampled for the
evaluation. Convenience and simple random sampling were used to select those to be
interviewed from clients attending clinics, clients visited at home and their care-givers,
and those who had ceased using TASO services. Qualitative data were obtained from
clients, counsellors, community representatives and key informants. TASO records
were also reviewed.

Data were collected using survey instruments developed by TASO staff. The
instruments consisted of quantitative questionnaires for adminstration to clients and
care-givers, qualitative guidelines for focus group discussions with clients, counsellors,
counsellor supervisors and community representatives, and qualitative guidelines for
key informants.

TASO staff were trained to use the various instruments in gathering information over a
period of 3 months to allow for continued delivery of services to clients throughout the
evaluation period. The interviews were primarily conducted by counsellors during
counselling sessions, thus increasing the validity of the data. Data were analysed by
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the TASO Core Evaluation Team and feedback of preliminary results was given to staff,
clients and community representatives at the seven TASO centres prior to preparation
of the final report of the findings.

PARTICIPATORY PROCESS

The TASO evaluation used a participatory process and included the major
stakeholders, such as TASO staff, clients, community representatives and donors. Each
contributed to the design, planning and implementation of the evaluation. A
participatory process enabled TASO to own the evaluation exercise, and to build its
own capacity in skills such as formulating questionnaires, interviewing, gathering
information through interviews and focus group discussions, and analysing data. The
participatory approach also helped TASO to define concepts related to living with
HIV/AIDS and to discuss and accept failures as well as successes. The participatory
process began with discussions among TASO staff on the need for an evaluation. An
Evaluation Steering Committee was formed to provide guidance to the study and was
composed of TASO members, TASO supporters including donors, and WHO staff.
Key questions, service indicators, data instruments and data sources were discussed
and agreed upon.

COUNSELLING SERVICES

The evaluation investigated whether TASO counselling services were helping clients
and their families to cope with HIV/AIDS

Results

Coping with disease and related problems consists of acceptance of being HIV
positive and having a positive attitude towards the prospect of a shortened life
expectancy.

Counselling appeared to help clients to cope with HIV infection. Counsellors and
clients discussed topics related to coping in almost half of the counselling sessions;
90% of the sampled TASO clients revealed their serostatus to someone outside of
TASO, with 85.3% revealing to a relative. A high level of acceptance by their families
(79%) and communities (76%) was also reported by the clients.

Recommendations

® TASO should critically examine its counselling service and identify
components of emotional support that communities, if trained, could
provide.

¢ The adoption of alternative means of transport by TASO centres, for
example, motorcycles and bicycles should be explored. Such measures
could enable counselling staff to offer independent home counselling
services without increasing pressure on the shared transport used by the
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different services. Emphasis should be on quality rather than on quantity of
counselling to clients.

e TASO should broaden its programme, using counsellors, community
workers and PWAEs, to sensitize religious leaders about care and support to
people living with HIV/AIDS (PWAs) and about positive living. Community
gatherings, such as Resistance Council meetings, are other avenues of
outreach.

e Counselling should emphasize revealing of serostatus to spouse/partner in
order to enhance coping, make support possible, and enable behaviour
change.

e Training of counsellors should include basic nursing care, an overview of
HIV/AIDS medicines and when to seek help. Organised community and
family education and information outreach activities should cover basic care
of PWA:s.

e Counselling the family about the HIV/AIDS diagnosis and educating about
home nursing care should be commenced before the person is bedridden.

The evaluation explored whether TASO counselling services were helping to promote
safer sex practices among clients and their families.

Results

The most commonly reported current safer sex practices adopted by TASO clients
included abstinence (45%) and condoms (33%), with condom use adopted more by
males (48%) and abstinence more by females (56%). Issues related to safer sex
practices and prevention were discussed in 39 (79.6%) of the 49 observed counselling
sessions. Of the 246 respondents who ever used condoms, 182 (74%) reportedly used
condoms in the last sexual encounter prior to the interview.

There was generally a reduction in the number of sexual partners by clients after
learning they were infected with HIV.

Recommendations

e Counselling should address myths about abstinence and support strategies to
sustain clients’ choice for abstinence, for example, discussing other ways to
attain sexual satisfaction.

e Counselling for infected people should reinforce consistent use of condoms,
even in faithful monogamous relationships.



¢ Sufficient quantities of condoms should be distributed during each
counselling session (according to client needs) and recorded.

The evaluation investigated whether TASO counselling services enabled clients to
formulate strategies for the present and future.

Results

Planning for self and family was observed in 55.1% of the counselling sessions
observed during the evaluation. The plans discussed included starting income-
generating activities (IGAs), making a will, building/repairing a house and continuing
to work and educate children. Will making was discussed with 39% of the clients;
16.8% made wills. While 22.3% of the clients said they had nothing to pass on,
51.3% of the clients wished to make a will.

Recommendations

e Counsellors should encourage clients to discuss plans for the future with
family members, including plans for survivors.

e Counsellor training should address how to deal with emotional fears about
making wills and how to help women and children handle legal and social
problems related to property.

MEDICAL AND HOME CARE SUPPORT SERVICES

The evaluation explored whether TASO clients receive treatment for opportunistic
infections, and if they are satisfied with the treatment received.

Results

Care, comprised of medical treatment, counselling and nursing care, was found to be
the most helpful service by 86% of TASO clients. TASO was cited as the major source
of health care in the last month by 63.8% of the clients. Twelve out of 14 focus
groups indicated satisfaction with TASO medical services. The vast majority of TASO
clients sought early treatment, i.e. within two weeks of onset of symptoms. Of those
sampled at home, 49.4% were on medications, and of those, 57% were taking them
correctly. Care-givers knew in detail how to make sugar-salt solution (50.7%) and to
use sachets to treat diarrhoea (78.6%).

Recommendations

® TASO should continue prescribing and supplying medicine according to the
standard medication list, and should resist accepting medication not on this
list.
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e Continue to promote early diagnosis of tuberculosis among HIV positive
people and compliance with treatment, in collaboration with the national
tuberculosis programme.

e All TASO health care staff should be trained in counselling skills and in
teaching clients and families about home care, correct use of medicines and
when to seek help.

The evaluation explored whether TASO gives sufficient information, education and
training to clients and care-givers concerning medications, home care and sources of
additional help.

Results

TASO was the main source of information on AIDS care and prevention for family
care-givers (31.8%) and clients (68%). TASO was also the major source of extra help
for 71.3% of the family care-givers. The majority of community members believed that
family members/relatives should be the major care-givers at home (57.1%), followed
by community members themselves and by TASO staff.

Recommendations

e As TASO services are meant to complement other available government and
NGO services, every health unit should provide basic AIDS care and
counselling. TASO should provide training in counselling skills and positive
attitudes towards PWAs to non-TASO health care workers and follow-up to
those trained, as necessary, in order to help them support family care-givers
in provision of home care.

e TASO should facilitate the capability of communities to contribute towards
the care of PWAs, such as community contributions for medicines and
enabling community members to provide emotional support to PWAs and
their families.

e TASO should explore ways to lend support to home care-givers who are

primarily women, and also to involve other community resources such as
religious groups, community health/extension workers, and neighbours.

SOCIAL SUPPORT SERVICES
The evaluation explored whether PWAs and their families receive material support.
Results

On joining TASO, 34% of the sampled clients expected material assistance. Of these
clients, 56.2% reported that this need had been met. Still, 48.1% of all the sampled
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clients indicated that home care could be improved by provision of material
assistance.

Recommendations

e TASO rather than the donor should decide on the mode and criteria of
distribution of material assistance donated externally.

® TASO should assist communities to seek alternative resources, building on
the capabilities and resources of the communities, e.g. visiting the sick and
offering food.

® TASO should establish linkages with social welfare services and NGOs in
order to refer clients for material support.

The evaluation examined whether TASO day centre activities benefit PWAs who
participate.

Results

The 8.6% of the 730 sampled respondents who were regular members of the day care
centre found the main benefits to be sharing experiences with one another (95.2%)
and learning skills to earn a living (84.1%).

Recommendations

® TASO day centres should be used as learning facilities to equip clients with
knowledge and skills to be shared in the community.

® The drama group should be assisted by professionals to develop skills to
deliver information on HIV/AIDS and to enable them to earn an income at
the same time.

The evaluation investigated whether income-generating activities funded by TASO
promote self-reliance among clients.

Results

The majority of those sampled (59%) mentioned the need for capital to start IGAs.
There was low over-all performance of IGAs in promoting self-reliance, mainly as a
result of low start-up capital, lack of adequate supervision and a lack of a clear policy
towards funding of projects. As a result only 12% of clients repaid the loan, although
81% successfully set up their projects.
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Recommendation

TASO should carefully re-consider options (through a two-year pilot study in selected

areas) for providing jobs and IGAs for PWAs, looking at management by TASO, health
of clients, involvement of families, sustainability, feasibility and other resources in the
community. The result of such a study should be used to establish policies on 1GAs.

The evaluation examined whether clients’ needy children benefit from the
educational support provided by TASO.

Results

Currently 370 out of 1057 children assessed as needy receive school fees. No
additional children have been provided with this assistance since April 1992 due to
limited funds, although the numbers of needy children are increasing.

Recommendation

e Explore options for referral of needy children to other organizations, e.g. for
school fees.

MONITORING SERVICES

An objective of the participatory evaluation was to design an ongoing monitoring and
evaluation system for TASO services. A mixture of process and outcome indicators
will be used. Indicators for counselling will include: centre client attendance for
counselling, home visits, counselling sessions per counsellor and condom distribution.
Indicators for medical care will consist of client attendance for medical care, medical
home visits, medical visits per clinician and percentage of medicines available in
TASO clinics based on a national standard drug list. Indicators for social support will
include client attendance at day centres. Data obtained on a monthly basis will be
analysed and used by TASO centres for improved service delivery.

Recommendations

e All centre staff should be trained in the completion of monitoring forms
developed as a result of the evaluation and funds should be allocated for
monitoring activities.

e A system should be devised to ensure the active participation of local
centre Executive Committees in centre level decision-making and

monitoring of centre performances.

e Ongoing monitoring of selected indicators should be used to identify
problems and develop solutions for implementation on a monthly basis.
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¢ Other indicators should be developed for periodic use in measuring, e.g.
sexual behaviour, revealing serostatus, making wills etc. Cost analysis of
TASO services should also be conducted.

® A major evaluation of TASO services should be carried out every three
years, using the present evaluation study as a baseline.

CONCLUSIONS

The evaluation found that TASO has assisted clients and their families to live positively
with HIV/AIDS. TASO has achieved this through a "package” of counselling and
medical care as well as material support to clients and their families. Clients have
been supported to reveal their serostatus; family and community acceptance of PWAs
has been high and clients have demonstrated positive attitudes through their
responsible sexual behaviour and seeking early treatment for opportunistic infections.
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INTRODUCTION

I n 1987 sixteen Ugandans who were affected by AIDS, because they or their family
members were living with HIV/AIDS, decided to set up a voluntary organization to
provide psychosocial support to people affected by AIDS. By the end of 1993, TASO
had expanded into seven districts and provided counselling, medical care and social
support to a cumulative number of over 22,795 people with HIV/AIDS and to their
families. Efforts have been made to improve the services in quality and quantity in
order to meet the ever increasing and changing needs. As TASO staff and
administration have struggled to "build the boat while sailing", they have raised queries
about the effectiveness of their work.

The TASO administration and staff often wonder whether objectives are being
achieved, whether needs are being met, and whether services are being delivered in
the most effective way. All they know is that more and more people are asking for
their services. Although the impact of TASO’s work on the epidemic is not quantified,
most are certain that without TASO, and other similar efforts, the face of AIDS in
Uganda today would be a different one.

A decision was therefore taken to evaluate TASO services. However, before requesting
external assistance to develop the evaluation tools, TASO staff went into retreat in
February 1993 to consider the objectives of the evaluation. The World Health
Organization, Global Programme on AIDS subsequently agreed to provide technical
assistance for a participatory evaluation of TASO counselling, medical and social
support services, which is summarized in this report. The report provides background
information on these services, the evaluation methodology and findings, the
participatory process and makes suggestions on how to continue. The findings from
this study will also serve as baseline data for future evaluations.

1.1 Overview of HIV/AIDS in Uganda

The first AIDS cases were reported in Uganda in 1982 among lakeside traders in
Rakai District. In 1987 the National AIDS Control Programme was established
with the help of the World Health Organization. By that time there were
already many cases in the capital city of Kampala and in Masaka and Rakai
districts. By mid-1991 an estimated 1.5 million Ugandans, or about 9% of the
general population and 20% of the sexually active population, had HIV
infection. By early 1994 there were over 43,000 AIDS cases reported to the
National AIDS Control Programme, which estimates that this figure represents
only one-sixth to one-fifth of the actual number of cases.

The AIDS epidemic has spread to all districts of the country, however

prevalence of HIV varies widely from region to region. Infection rates are as
low as 2% of sexually active adults in districts like Moyo in northwestern
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1.3

Uganda. Rates are highest in Kampala and other urban centres and in some
southwest districts.

The male-female ratio among those infected with HIV is about 1:1, with a mean
age of 30 years for women and 34 years for men. In the 15-19 year-old age
group there are six times more infected females than males. Data from sentinel
surveillance shows that the prevalence of HIV infection among women
attending antenatal clinic ranges from 5% in some rural areas to 29% in certain
urban areas.

Within sub-Saharan Africa as a whole, the Ugandan communities, government
and NGOs are perhaps the most open about the magnitude of the HIV/AIDS
problem. Consequently many AIDS prevention and care activities are going on
in the country. The majority of them have been developed as an emergency
response to the AIDS calamity, but few of them have been evaluated. There is a
growing need for further evaluation in order to plan new interventions and
strengthen existing ones.

History of TASO

TASO represents one of the first organized responses to the AIDS epidemic in
Uganda. Prior to 1987, AIDS care was provided in only a few places in
Uganda. TASO came into existence in order to address the needs of people
living with AIDS (PWAs) and their families through provision of counselling,
medical and nursing care and material assistance, first in the capital city and,
with time and experience, elsewhere, in response to requests from other towns
to set up centres. TASO currently operates in 7 centres in the country and
intends to open a new centre in 1994. In contrast to 1987, there are now
special AIDS clinics in many government and mission hospitals. Other
organizations have also taken on AIDS care. TASO has acted as a model, for
some of these initiatives, in the care of PWAs.

TASO movement philosophy

TASO advocates and its work is guided by "positive living"; this has come to be
recognized as the philosophy of the TASO movement.

The philosophy calls upon individuals, families and communities to uphold the
rights and responsibilities of people affected by HIV/AIDS and their
communities. These are:

e The rights of people infected or affected by HIV/AIDS to be supported
emotionally, medically and socially.
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® The responsibility of people infected or affected by HIV/AIDS to cultivate
self-esteem, hope, respect for life, respect for and protection of their
community, care for self, care and support for dependants.

® The rights of the community to protect itself and its responsibility to curb the
spread of HIV.

® The responsibility of the community to support people infected or affected
by HIV/AIDS so that they have access to emotional, medical and social
services and can live responsibly with HIV/AIDS.

The philosophy of the TASO movement affirms that the above-mentioned rights
and responsibilities should be fulfilled through education, counselling,
dialogue, acceptance and togetherness, not through coercion and
stigmatization.

Mission of TASO

TASO was founded to contribute to a process of restoring hope and improving
the quality of life of people and communities affected by HIV infection and
disease, and exists to offer:

At the personal level:

® One-to-one counselling which empowers the infected/affected person to
make informed decisions which improve quality of life and achieve a
balance between rights and responsibilities.

® Sensitive and compassionate care which provides early diagnosis and

treatment of opportunistic infections, and enhances living positively and
dying with dignity.

At the family level:

¢ Counselling for family members to dispel their fears of contracting HIV
through casual contact, facilitate care of infected and affected people, and
prepare the family for and support them during bereavement.

¢ Nursing and nutritional materials which facilitate home care.




At the community level:

e Community counselling which empowers the community to organise an
appropriate response to the problems generated by HIV.

e Facilitation of community-planned responses, community evaluation of their
responses and mobilization of community resources.

At the national and international level:

e Sensitisation of the public about "positive living".
e Training of appropriate personnel for service delivery.
® Mobilization of resources for achievement of goals.

e Joint international efforts for total defeat of HIV infection and disease.

Those who come to TASO are encouraged to live positively with HIV/AIDS. In
practical terms, clients are encouraged to:

accept their diagnosis

seek counselling

seek prompt medical care

maintain a balanced diet

practice safer sex

have adequate sleep and exercise
continue to earn an income

continue with normal social activities
plan for the families and dependants

avoid harmful habits such as drinking alcohol and smoking.

For two personal stories of TASO clients see case studies in Appendix 1.



1.5

Organizational structure
TASO Headquarters

TASO headquarters are located in two houses in Kampala. One house serves as
the administration centre, and the other as a training centre. The organizational
structure of TASO (Appendix 2) consists of:

® a board of trustees
e adirectorship
¢ three departments:

® Planning and Development - project proposals, fund-raising,
programme planning and support of new initiatives.

® Services - counsellor training, counselling, community initiatives for
training and community mobilization, medical service and social
support.

® Finance and Administration - budgetary control, disbursement of
funds and general administration.

TASO Centres

TASO centres, located in 7 sites around the country, are the focus for services to
clients and communities (Appendix 3).

Mulago centre - formed in November 1987, soon after the TASO idea was
conceived, it is the oldest and model TASO centre. It started to function in
Noerine Kaleeba’s previous office (as principal of the physiotherapy school) and
later expanded into neighbouring rooms in the polio clinic provided by hospital
administration. The centre now exists in its own premises erected by TASO on
the Mulago hospital compound. This building was funded by ActionAid,
Uganda.

Masaka centre - six months after the Mulago centre was set up, TASO's
influence was extended west of Kampala to Masaka hospital which serves
Masaka and Rakai districts. Because one of the founding members of this
centre was then chairman of the Masaka branch of the Uganda Medical
Association, this association’s office was the first home of the TASO centre.
Later the centre moved into one of the former laboratory rooms and now it
operates in a former measles isolation ward, thanks to the reduction of measles
in the district. The manager’s offices are housed in an old hospital
maintenance workshop. Plans have been finalized to erect a building financed
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by the United States Aid for International Development (USAID), the
Government of Uganda and Redd Barna.

Mbarara centre - in early 1990 the first TASO sensitization workshop in
Mbarara, west of Masaka, was held, followed by the founding of another TASO
centre in one of the private patients’ wards of the maternity section in Mbarara
government hospital. A piece of land was purchased adjacent to the hospital
using Quaker funds and the building was co-funded by Jersey Overseas Aid
Committee (JOAC) and USAID through the Government of Uganda. Prior to
moving into their own building on a separate compound, the centre had
expanded and had been using the garage of the hospital ambulance.

Tororo centre - having started in a small room, this centre which is in the
eastern part of the country near the Kenya border, was expanded by building
wooden walls around one section of the sheltered path connecting different
wards in Tororo government hospital.

Jinja centre - from early 1989 an AIDS referral clinic in the hospital was
conducted by a core team of volunteer health workers, supported by the AIDS
Control Programme, Ministry of Health. Later TASO brought in counselling
techniques and complementary medicines, and in December 1991 formalized it
as a “TASO Jinja Counselling Centre”. This centre is now situated on Jinja
Hospital compound in a former polio ward.

Mbale centre - the only room available for this centre on the Mbale government
hospital compound was a part of the mental ward which was partitioned in
order to accommodate the centre’s office, day centre and clinical room. In
December 1993 DANIDA funded a building erected on a plot offered by the
Mbale government hospital.

Entebbe centre - starting from a small room in the Entebbe government hospital,
it has now moved to a separate rented building outside the hospital.

Each TASO centre has a manager who is answerable to TASO Headquarters
through the Planning and Development Department. The centre Executive
Committees (Appendix 4), comprised of local opinion leaders, oversee the
affairs of the centres. Other staff include an administrator, counsellor
supervisors, a medical coordinator, a day centre supervisor, nurses, clinicians,
counsellors, trainers and support staff (filing clerks, driver, secretary, cleaners).
Table 1 indicates the number of paid staff, most of whom work full-time. Some
medical staff work part-time.



Table 1: Number of staff (1993) and clients (end 1992) by TASO centre

Centre

Entebioé

Jinja 9 2 2 0 9 22 582
Masaka 25 3 3 2 21 54 4817
Mbale 11 2 2 0 16 31 2169
Mbarara 9 2 2 2 13 28 2306
Mulago 27 4 4 2 16 53 3375
Tororo 15 2 2 2 8 29 2208
Total 104 17 17 8 96 242 16464

Departments at each centre consist of:

counselling services

medical services

social support services

TASO community initiatives (TCI)
administration

day centre

An Executive Committee with the following roles exists at each centre:

appointing certain staff at centre level
monitoring centre activities

planning

controlling the budget

raising funds

Programme management for service delivery:

® TASO programme inputs in service delivery include staff time, material
assistance to clients and families, medicines and equipment. By far, the
major input is in terms of staff time in counselling clients. External
donations of foodstuffs and medicines are in effect beyond the control of the
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1.6

organization, and are largely received on irregular intervals. However,
donations of medicines have enabled TASO to provide treatment to clients.
In recent months, TASO has adopted a fee-for-service policy in treatment,
where each client pays a nominal fee of 300 Uganda shillings (29 US cents)
per visit. This amount is minimal in comparison to the costs of medicines.

The process activities related to delivery of services are training, counselling,
treatment and referral, home care and child support. Delivery of services at
TASO centres are supervised from TASO Headquarters. The management
structures at centres require consistent managerial support with a flow of
information through the key people for decision and policy-making
purposes.

Nevertheless, financial constraints limit intensive managerial input at
centres. This limitation is offset by frequent meetings for all managers at
headquarters level. Since its inception, TASO has grown into a large
organization, employing full time staff for service delivery and
administration. However, the pace of recruitment of staff and organizational
structure and management has not kept up with the rate of expansion and
registration of new clients into the organization.

From the inputs and activities described above, the major programme
outputs are counselling, treatment, client home visits and material assistance
to clients and families. The effects of these outputs are believed to be
positive living and behaviour change primarily among clients, and
secondarily among families of clients and the community.

Objectives and Services
Objectives

In order to fulfill its mission, TASO has the following overall objectives:

e To offer counselling services to people with HIV/AIDS and their families;

e To train counsellors for TASO and other organizations and to ensure
effective provision of counselling;

e To complement available medical services;

e To sensitize the public and to promote positive attitudes towards people
with HIV/AIDS and their families;



¢ To minimise the social ills caused by HIV/AIDS through material support to
clients and their families;

¢ To build and support community-based efforts initiated to respond to the
AIDS epidemic.

Services

TASO carries out a number of activities in achieving its objectives, namely,
counselling, training of counsellors, medical care, social support, sensitization
of the public and also community outreach. Counselling and medical services
are offered as a "care package". All services are delivered in TASO centres, and
also in homes for people too ill to come to the centres.

Counselling - services are offered by trained HIV/AIDS counsellors at TASO
centres, hospital clinics and wards and in homes of clients. Continuous
counselling is given to clients who participate in day centre activities.
Counselling is carried out in order to provide emotional and psychological
support to people living with HIV/AIDS and their immediate families, and to
reduce the rate of HIV infection.

Training - the TASO Training Division undertakes training of counsellors for
TASO and for other AIDS-related organizations. Training is also provided to
trainers and community voluntary workers. The main aspects emphasized in
the training curriculum include knowledge about HIV/AIDS, positive attitudes,
communication and counselling skills. To date, TASO has trained 142
counsellors for itself and 168 counsellors for other organizations (Table 2).
TASO has also trained 24 counsellors for organizations outside of Uganda.

In addition, TASO has provided experiences and training in basic helping skills
to participants from the following AIDS initiatives around Africa: WAMATA and
UPENDO AIDS project in Tanzania; Catholic Secretariat, Nigeria; KENRI,
Kenya; Project Hope, Manzini, Swaziland; AIDS/STD Unit, Gaborone,
Botswana; KASAMA AIDS initiative, Zambia; and AIDS Control Programme,
Accra, Ghana.



Table 2: Counsellors trained for TASO and other organizations

1990 18 Uganda Catholic Medical Bureau 10
1991 63 National Resistance Army 18
1992 46 ACP/GTZ Kabarole 14
ACP Entebbe 12
Teso AIDS Project 16
MAPSO 7
Joint Clinical Research Centre 2
Mengo Hospital 4
All Saints Church - Nakasero 1
Nakasero Blood Bank 1
COBSEL - Lira 7
Kumi AIDS Project (TASO) 11
Uganda Catholic Medical Bureau 16
1993 15 ACP - Entebbe (Government Hospital) 22
National Resistance Army 1
CHIPS 4
Rubaga Hospital 14
Total 142 160

Medical support - TASO holds medical clinics at TASO centres twice a week.
The average monthly attendance at TASO clinics has more than doubled in
most centres from the period of January 1991 - March 1993 to the more recent
average in early 1994, as shown in Figure 1.
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Figure 1: Average monthly medical clinic visits by TASO centre,
January 1991 - March 1993 and January to March 1994
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Staff include part time doctors, nurses and a full time medical coordinator. In
1993 TASO clients started paying a service fee of 300 Uganda shillings (29 US
cents), but medicine is provided free of charge. Medical support is also
provided by TASO Mulago to immuno-suppressive syndrome (ISS) outpatients
clinic for adults and children run by Mulago hospital once a week. TASO
medical staff (doctors, medical assistants and nurses) and counsellors provide
care and counselling to PWAs receiving in-patient care at the hospitals.
However the tendency has been to increasingly rely on TASO to provide
counselling and medical follow-up of clients in TASO clinics and at home.
Patients who are too ill to come to the TASO centre send a message through a
relative requesting to be seen at home. The home care team varies according to
the situation, but usually consists of a doctor or medical assistant, a nurse and
the client’s counsellor. They provide counselling, medical and social support
services as needed, and also prevention education to family members. The
medicines given are primarily to treat common opportunistic infections, but
also include intravenous infusions for cases of severe dehydration. TASO uses a
standard drug list in accordance with the national essential drug programme,
and receives medicine supplies from international donors.

Social support - to minimize the social impact of HIV/AIDS, TASO provides
material support to clients and pays school fees for some needy children of

clients. Income-generating activities such as garment sewing, pig-farming,

shop keeping and banana and vegetable cultivation are also undertaken by
clients who are assisted by TASO.
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1.7

Sensitization of the public and community outreach - activities include
sensitization and AIDS awareness seminars and AIDS counselling orientation
workshops for those working with AIDS patients. Awareness talks are given to
the general public. Drama groups by clients also convey information and
education on HIV/AIDS to the public. TASO also produces publications and
promotional materials (brochures, T-shirts, badges).

TASO Community Initiative (TCl) - the TASO community initiatives began in
1990 when TASO staff realized that many of the clients who came for
HIV/AIDS counselling had few options for follow-up support. TASO then began
to recognize the urgent need to empower people at the grassroots level so that
they could tackle AIDS-related problems themselves. After discussions with a
number of community groups, TASO realized that community members who
were given the basic skills needed for home care, counselling and AIDS
education would go on to extend TASO's services and eventually reach out to
more people and communities. The objectives of TCI are:

e to provide AIDS education and to promote behaviour change at the
grassroots level

e to involve the community in the care of people with HIV/AIDS
e to promote positive attitudes at the community level towards HIV/AIDS
e to set up a referral system for TASO and other AIDS services organizations

® to support community efforts to alleviate the socio-economic consequences
of the AIDS epidemic.

Appendix 5 shows the TCl organizational structure in relation to TASO services
and community activities. TCl is carrying out a combined formative, process
and outcome/impact assessment. Field testing of the formative study has been
carried out in two of the 18 TCl communities located in four TASO centres,
(Masaka, Mbarara, Mulago and Tororo), resulting in modifications and re-
mobilization of communities before further assessments.

TASO clients

A TASO client is one who is confirmed as being HIV-positive or having AIDS
and is registered with the organization. The families of clients also receive
services (not including medical) while clients are alive and after they die. By
the end of 1993, the cumulative figure of registered TASO clients was 22,795.
The yearly cumulative figures from 1989 to 1993 are shown in Figure 2.
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1.9

Figure 2: Cumulative number of registered TASO clients, 1989 - 1993
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Most TASO clients are women and the overall male:female ratio is 1:2. A small
percentage are children below 12 years of age. Most TASO clients live within a
radius of 30 km from a TASO centre.

Partners and supporters of TASO

A number of organizations fund TASO directly for its operations or provide
material assistance. The majority of these are international funding agencies.
Appendix 6 lists these agencies and shows TASO’s funding position.

TASO has subscriber members who meet annually at the general assembly and
elect members of the Board of Trustees. The majority of these members are
people who live and work in Uganda. Subscriber members also include
corporate members comprising corporations or organizations which subscribe
to the TASO philosophy and pay membership fees as a contribution to the
running of board activities and the TASO movement (Appendix 6).

AIDS-related organizations in Uganda

Over 50 AIDS care organizations currently exist in Uganda, and the number is
increasing. They offer services such as home care, counselling, medical care,
income-generating activities, and social support.

Efforts to coordinate AlDS-related organizations in Uganda are being made by
the Uganda AIDS Commission. TASO and other organizations offering patient
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care are members of a patient care sub-committee of the Commission. From
the inception of TASO, the National AIDS Control Programme has been
instrumental in providing support and recognition from the highest levels. The
TASO director was a founding member of the National AIDS Control
Programme.

TASO offers training of counsellors to many AlDS-related organizations in and
outside Uganda (see Table 2). In addition, TASO works closely with three
organizations:

e The AIDS Information Centre (AIC) provides AIDS information and carries
out voluntary counselling and testing for HIV. AIC refers clients to TASO for
counselling and care, while TASO refers potential clients to AIC for testing.

e The Philly Lutaaya Initiative is a collaborative project between TASO, AIC,
UNICEF and others. The Initiative aims to educate the public by involving
its members in sharing their personal experiences with HIV/AIDS in the spirit
of singer Philly Lutaya, who set a courageous example of living openly and
positively with AIDS.

e THETA (Traditional Healers and Therapies Against AIDS) and THEWA
(Traditional Healers, Women and AIDS Prevention) are two collaborative
projects between MSF (Medicin sans Frontier) Swiss and TASO to involve
traditional healers in the care of PWA:s.
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EVALUATION METHODOLOGY

2.1

Counselling Services:

To develop mechanisms to enable clients to cope with
emotional problems related to infection/disease their families to cope with HIV/AIDS?

Aims and objectives of the TASO participatory evaluation study

TASOQ initiated a participatory evaluation to assess its performance in meeting
the needs of people with HIV/AIDS and their families for counselling, medical
and social services. A participatory process was chosen in order to ensure
involvement of all TASO "stakeholders", including administration, staff, clients,
community members and donors. The evaluation also undertook to develop an
ongoing monitoring system.

An Evaluation Steering Committee was formed by TASO to provide guidance to
the evaluation process. A TASO Core Evaluation Team, assisted by a WHO
consultant implemented the evaluation study.

Since TASO started as a grassroots effort to face an emergency situation, no
baseline survey was carried out prior to the birth of the organization. Thus this
study does not compare results with baseline data in order to assess programme
impact, but rather, presents data on the existing situation. In order to present as
complete a picture as possible, multiple groups and multiple data collection
methods were used, including groups from outside of TASO.

The specific TASO objectives and the key evaluation questions are summarized
in Table 3.

Table 3: TASO service objectives and key evaluation questions

Are TASO counselling services helping clients and

To promote safer sex practices among clients and their
partners in order to reduce the risk of transmission of
HIV infection

Are TASO counselling services helping to promote
safer sex practices among clients and their families?

To help clients and their families plan for the present
and future

Do TASO counselling services enable clients to plan
for the present and future?
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Obiéctives

Key Questions

Medical Services:

To provide diagnosis and treatment of opportunistic
infections

Are clients receiving treatment for opportunistic
infections and are they satisfied with treatment
received?

To provide client and family education on HIV/AIDS,
medicines, home care and when and where to seek
additional help

Does TASO give sufficient information, education
and training to clients and care-givers concerning
medications, home care and sources of additional
help?

Social Support Services:

To supplement material needs of clients

Do PWAs and their families receive material
support?

To what extent do TASO’s material handouts meet
the needs of PWAs and their families?

To promote self reliance of clients through income
generating activities

Do income generating activities funded by TASO
promote self reliance among clients?

To share personal experiences and to gain skills in
living with HIV/AIDS

Do PWAs who participate in TASO day centre
activities benefit?

To provide educational support to needy children of
clients

Do clients’ needy children benefit from the
educational support provided by TASO?
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2.2

Sampling

The sampling frames of clients consisted of people with HIV/AIDS who were
registered with TASO between the period of January 1991 to March 1993
(Table 4). '

Table 4: Sampling frames

Sampling Frames Sample Sizes
Planned Actual
TASO clients (attendees) 358 324
TASO clients (drop-outs) 265 74
TASO clients (home-visited) 298 322
Home care client care-givers 298 232
Counsellors’ focus groups 7 7
Male client focus groups 7 7
Female client focus groups 7 7
Community focus groups 7 7
Counsellor supervisors’ focus groups 1 1
Counselling session observations 70 49
Case studies 2 2
Key informants 47 24

For purposes of the evaluation, an active client was defined as one who had
received a service within the previous six months. Convenience and simple
random sampling were used to select those to be interviewed. Convenience
sampling allowed for data collection during normal service delivery. All clients
within the sampling frame were randomly sampled to be interviewed when they
came to the TASO centre to receive the various services. A client attendee was
considered to be one who had registered with TASO and went to at least one
counselling session and used TASO services or when home-visited for
counselling and medical home care. Home-visited clients were those
requesting and receiving TASO services at their homes. Drop-outs were clients
who had registered and received counselling services at registration and no
other TASO service.

As clients arrived and registered for services, a list was compiled. In order to
sample from both early and late arrivals, specific time schedules were used
(9.00 to 10.00 a.m. -10.00 a.m. to 12.00 noon). Simple random sampling was
then used to pick those to be interviewed. Counsellors carrying out home visits
also interviewed those clients and their care-givers who fell within the sampling
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2.3

frame. Based on experience and records, each interviewer was expected to
interview two clients per day. In addition to client and care-giver interviews,
focus groups with counsellors, male and female clients and community
members were held at each of the seven centres with a maximum of 12
participants in each group. Trained interviewers used a list of questions to
guide the discussions.

All counsellors in each centre formed one group, except in Masaka and Mulago
where there were two groups. The questions included topics discussed in
counselling sessions, successes and failures of TASO services in meeting the
needs of clients, and major difficulties.

The male and female clients met separately with not more than 12 in each
group. The counsellor supervisor asked on a clinic day for those who were
willing to participate in a group to write their names down. The questions for
discussion were about the strengths and weaknesses of TASO services,
expectations and their fulfillment, benefits and how to improve services.

The community members were invited by the centre manager to participate in a
discussion group and were given an appointment to come to the TASO centre.
The questions focused on the role of the community in providing care and
support to PWAs and their care-givers, and the strengths and weaknesses of
TASO services.

The key informants were contacted by letter, with the TASO director requesting
an interview. Trained interviewers asked guiding questions about TASO in
relation to other AIDS-related organizations and health facilities, the constraints
in service provision and possible solutions.

Data collection
Instruments

The detailed indicators, data collection methods, data sources and data
collectors are summarized in Appendix 7. Survey instruments consisting of
questionnaires were designed for collecting quantitative data from clients and
care-givers. Focus group guidelines were developed to collect qualitative data
from clients, counsellors, counsellor supervisors and community
representatives. Other guidelines were developed for key informants,
information gathering by clients and observation of counselling sessions. A
mixed method approach for data collection instruments allowed for comparison
of evaluation findings during analysis.

Training

Training of interviewers was conducted for four days with the aim of equipping
counsellors with skills in interviewing and guiding focus group discussions, and
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24

enabling them to understand and translate interview questions into the local
languages. Counsellors were considered to have a trusting relationship with
their clients already, which would be more likely to lead to open and accurate
responses. Interviewers and focus group moderators and rapporteurs were
trained by the Core Evaluation Team and the WHO/GPA consultant.

Procedure

Quantitative and qualitative data were collected from 9 August - 10 December
1993. At each centre the Core Evaluation Team initiated data collection by first
reviewing the questionnaires with the interviewers. The Core Team especially
the TASO centre managers, continued to supervise the data collection exercise.
A system of checking for all possible errors was put in place in all centres;
interviewers cross-checked the completed questionnaires which were then
verified by Centre Managers before transmission to TASO Headquarters for
analysis. Key informants were interviewed by two people from outside TASO.

Review of TASO records and design of monitoring forms

The Core Evaluation Team examined existing TASO records in order to extract
programme indicators for answering some of the key evaluation questions, and
to streamline the existing record keeping system. Gaps and inconsistencies in
record keeping were identified and revised standard monitoring forms were
designed.

Data entry and analysis

The quantitative data were entered for computer analysis using Dbase IIl and
imported into EPI INFO for analysis. Cleaning and double checking of all
entered data were carried out to eliminate possible data entry errors. Analysis
of data was in three stages: computation of simple frequencies, cross-
tabulations and statistical significance analysis.

Qualitative data from notes and audiotapes were compared for accuracy and
completeness. The data were entered for computer analysis using a word
processing programme (WP5.1) and imported into Text Base ALPHA for further
analysis, which included categorizing data, identifying variables and
summarizing findings.

The plan for quantitative data analysis is shown in Figure 3.
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Figure 3: TASO Evaluation Quantitative Data Analysis
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2.5

Limitations of the study
Size of sampling frame of attending clients and client dropouts

The planned sample size was not achieved in the time available for the study.
It was important to ensure normal service delivery during the data collection

- phase. Therefore priority was given to providing services to clients attending

the TASO clinics. Difficulties were experienced in tracing client drop-outs
either because they had moved to new locations, or had originally given
incorrect addresses.

Bias

Using the participatory approach meant active involvement of staff and clients
in the evaluation process and thus a potential decrease in objectivity. The
interviewers were all TASO staff who also deliver services to the clients. There
was a possibility of biased responses from clients in favour of the programme.
In addition, the study was limited to those who were using, or had at one time
used TASO services. No comparison of the data was made with other non-
TASO PWAs. Neither was an attempt made to analyze data by comparing the 7
TASO centres, which differ in terms of time of commencement of services,
locations (some are more urbanized than others) and size of operation and
presence of TCI. Attendance at TASO centres tends to fluctuate throughout the
year and is influenced by farming seasons and availability of material handouts;
nevertheless for convenience purposes data were collected during three
consecutive months.

Intervening factors

There are a number of other AlDS-related organizations providing services
similar to those of TASO. Thus, some TASO clients may be receiving services
from several organizations at the same time. The results obtained by the
programme may not all be attributable to TASO intervention.

Validity

As in all studies on sexual behaviour, this study was aware of the possibility of
inaccuracy of respondents concerning their sexual behaviour. In addition, the
respondents may have biased their responses towards what TASO promotes.
For example, clients may have reported a higher level of condom use or lower
numbers of sexual partners than the reality. An attempt was made to address
this concern during the training of interviewers. The trainers emphasized using
"the counselling approach," that is asking the interview questions during the
counselling session in order to minimize inaccurate responses. Feedback
sessions were used to validate findings from the different data sources.
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Reliability

The study attempted to standardize the structured questionnaire and to reduce
error through a process of translation and back-translation into the six languages
used during client interviews (Ateso, Luganda, Kiswahili, Padhola, Lumasaba,
Lunyankole). External independent assistance was obtained in verifying the
translations, which were then re-checked with interviewers for comprehension
and accuracy. A number of terms, particularly those referring to sexual
behaviour, which may have multiple meanings in different contexts were
identified and translated correctly into the various vernaculars. Nevertheless,
some concepts, such as abstinence, seem to have many definitions.

Data Gaps

A major consideration in interpreting results from the evaluation was the lack of
TASO baseline data and a comparison population. Attempts have been made
to make comparisons within the study subjects where relevant.

The study originally intended to make extensive use of TASO records.
However, an early review of available data revealed inadequacies in the TASO
record keeping system. Study areas which were modified as a result included:

e tracing client behaviour change over time (revealing serostatus, condom use
and number of sexual partners) using TASO records. Instead, two case
studies of TASO clients were carried out (Appendix 1).

e condom distribution among TASO clients. Data on condom use were
therefore limited to those obtained from questionnaires alone.

e STDs among TASO male and female clients. Since the objective of TASO
focused on AIDS care, STD-related symptoms were managed without being
specified or identified. Some were referred to appropriate government
hospitals. Hence no information on STDs among TASO clients was
available at the time of the study.

Cost analysis was not conducted, however this evaluation helped to identify
services offered, which can contribute toward future cost studies. Present and
projected TASO budgets are found in Appendix 6a.
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PARTICIPATORY PROCESS

3.1

3.2

Planning and conducting the evaluation

The TASO evaluation used a participatory process and included the major
stakeholders, such as TASO staff, clients, community representatives and donors
who contributed to the design, planning and implementation of the evaluation.
A participatory process enabled TASO to own the evaluation exercise, and to
build its own capacity in skills such as formulating questionnaires, interviewing,
gathering information through interviews and focus group discussions and
analysing data. The participatory approach also helped TASO to discuss and
accept failures as well as successes.

Preliminary discussions were held among TASO staff on the need for an
evaluation. An Evaluation Steering Committee to provide guidance to the study
was formed and was composed of TASO members, TASO supporters and
WHO. Key questions and programme indicators were discussed and agreed
upon and data instruments and sources identified.

TASO staff and clients gathered data and took part in interpretation of the
findings and formulating the way forward. Since the evaluation study was
participatory, it was important to share the results in order to:

discuss and define concepts related to living with HIV/AIDS

° validate the evaluation findings with what the clients knew and had
experienced

° enable staff and clients to interpret and make recommendations on the
evaluation findings

Collecting data: a profile of the respondents

Among the 730 client respondents interviewed, the majority were women (68%
women, 32% men) as approximately reflected in the total TASO client
population (61% women; 36% men and 3% children). The mean age of
respondents was 32.3 years, and 41% were widowed, with 29% married or co-
habiting, 19% separated or divorced and 11% single. Of those who were
married, 72% reported being in a monogamous relationship. Slightly over half

- (51%) of the respondents obtained primary level education, 29% secondary

education while 13% had no formal schooling. A negligible number (2 clients)
had university education. The major occupational groups were peasant farmers
(26%) and business or skilled workers (26%); 23% were unemployed. The
majority of the clients (71%) lived within a radius of 10 miles from a TASO
centre.
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3.3

With some difficulty, 74 clients (62% females and 38% males) who had
dropped out of TASO were located and interviewed. The stated reasons for
dropping out were as follows:

° moving away from the area, for example, going back to their village

* fear of stigma if seen in a TASO centre

. seeking care in other organization, hospital or private clinic

. dissatisfaction with TASO facilities, for example, counselling under a tree
in the open

L unhappy to mix with clients of different social status.

Most of the 232 care-givers who were interviewed were women (86.2%). Half
of the care-givers (50.5%) had primary level education, and were farmers
(37%), unemployed (21%) or unskilled workers (16%).

A number of variables were examined in relation to clients from a TCI area and
those from a non-TCl area for comparison purposes. Forty-eight (6.6%) of the
total number of respondents were from TCl areas. None of the variables were
found to be statistically significant. It must be noted that the sample size of 48
clients from TCI areas is small in comparison to the total sample size of 730
who were interviewed.

The duration of clients being in TASO was divided into one year intervals from

1 January to 31 December for each year. There was no significant difference
between the older and newer clients for almost all of the variables examined,
including knowledge about HIV transmission, attitude and practice on revealing
serostatus, condom use, adoption of safer sex practices, planning and making
wills. The earlier registered clients sampled in the study were few because
TASO was young and had few registered clients. In addition, most of the clients
registered at the beginning had died by the time of the interview period.
Analysis of the main indicators by the seven centres did not yield any significant
differences.

Discussing the evaluation findings

Following preliminary findings, the core evaluation team presented the findings
to centre staff, clients and care-givers. The team spent one week at each of the
seven centres and held in-depth discussions on the findings with clients and
care-givers. Group members consisted of those who were interviewed, as well
as those who had not participated in the interviews. Some of the clients had
taken part in the client information-gathering exercise. The mixed group of
participants in the feedback exercise did not however appear to influence
interpretation of results. The observation was that in all centres, clients were
free and willing to discuss the evaluation findings.
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In general, the staff were positive about discussing and interpreting the
evaluation findings. Where there was concern about conflicting results, the
core evaluation team went back to the original data for verification. The
feedback and interpretation of findings enabled staff in individual centres to
identify their weaknesses and to strategize for improvements. They were able to
ask questions and to obtain answers regarding their concerns over services
offered to clients.

The joint interpretation of results with clients fostered a feeling of belonging and
ownership of TASO by clients. Staff appeared to be regarded as friends during
the feedback sessions, leading to free sharing of information. Staff felt rewarded
by clients expressing their appreciation and were thereafter encouraged to
continue giving services.

On average, 20 clients participated in each discussion feedback for men and
women. Clients were positive about the evaluation and were willing to discuss
pertinent issues, including sensitive issues on sexual behaviour.

During the feedback sessions, the relevant vernacular language was used in
order to cross check clients’ comprehension of interview questions; secondly,
responses from clients assisted the Evaluation Team to check the quantitative
data results and to validate the qualitative data.

In addition, clients were able to share personal experiences and learn from each
other during the feedback sessions. Concepts such as marriage, safer sex,
client/counsellor contact, counselling sessions and coping were clarified and
defined, which was important in interpreting results.

The core evaluation team made recommendations based on the evaluation
results. The team was assisted by representatives of TASO service departments
(counselling, medical, social support, training and TCl). The recommendations
were then discussed with the evaluation steering committee and afterwards with
a group of WHO staff and representatives of international and national
organizations from several countries. And finally they were again discussed
with the TASO Steering Committee and TASO staff.
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COUNSELLING SERVICES: RESULTS
AND DISCUSSION

he evaluation study sought to answer the following questions about counselling
services:

® Are TASO counselling services helping clients and their families to cope
with HIV/AIDS?

e Are TASO counselling services helping to promote safer sex practices among
clients and their families?

® Do TASO counselling services enable clients to formulate strategies for the
present and future?

Overview of counselling services

When TASO started, "counselling" was in the form of companionship with those
affected by HIV/AIDS. Later it was realized that counselling skills were needed
to effectively provide support. TASO staff were trained to listen, to help clients
cope with fear and stress and to identify options and find solutions. This new
approach was in contrast to the more traditional style of giving direct advice.
When home care was started, counselling became an integral part of medical
support.

Presently, there are many demands on counsellors in addition to the registered
clients. For example, included in the workload is counselling the families of
clients, both while the client is alive and during the bereavement period. They
counsel clients of high social status who prefer to be counselled in places away
from TASO centres. Counsellors also provide counselling services to non-
registered PWAs who are referred from AIC, hospitals or are self-referred. The
additional services, although not recorded, increase the workload of
counsellors.

For the purposes of the evaluation, a "counselling session" was defined by the
evaluation team, staff and clients as the dialogue between a counsellor and
client during which issues are discussed, options are examined and possible
plans related to the client’s HIV infection are made. As a result, the client and
his/her family are empowered to continue with a meaningful life. The
counsellor helps the client to understand and appreciate his/her situation so as
to decide on the best ways of dealing/coping with the situation or problem.
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4.2

A "contact" was defined as an interaction with a client during which a TASO
service (counselling or medical treatment) is provided. On average, each client
received one counselling session per month. Counsellors suggested that the
maximum number of clients that can be effectively counselled is five per day.
Thus, on average one counsellor can counsel 100 clients per month. Figure 4
presents a comparison of the number of clients per counsellor for two periods,
January to December 1992 and January to March 1994. Focus group
discussions with Counsellor Supervisors revealed that the workload is
particularly high on clinic days, which does not allow for effective counselling.

Figure 4: Number of clients per counsellor
in 1992 and from January to March 1994
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Coping of clients and families

The evaluation sought to find out whether the content of counselling offered to
clients at the different stages of their interaction with TASO services addressed
the following:

° coping with disease and related problems
° safer sex practices
° planning for the present and future.

In addition, the evaluation sought to determine whether TASO counselling had
any effect on clients’ knowledge and practice, and whether clients and their
families were coping with HIV/AIDS. Coping was defined by the evaluation
team, staff and clients to be an acceptance of being HIV-positive and having a
positive attitude towards the prospect of a shortened life expectancy. A positive
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attitude is manifested in "positive living" which includes avoiding re-infection
and infecting others, revealing ones serostatus, seeking counselling, seeking
prompt medical care, having a balanced diet, avoiding harmful habits such as
drinking alcohol and smoking and maintaining hope in life (a will to live). The
results are discussed below.

Content of counselling

A total of 49 observations were made of counselling sessions. Focus group
discussions were held with counsellors and with male and female clients. From
these data sources it was found that the major topics discussed in counselling
were:

Medical

. Information given on symptoms

. Use of medicine and how to obtain if not available in TASO
o Persistent symptoms

° Medical problems for children

Emotional/family

How to convince spouse to test for his/her own serostatus
Refusal of spouse to register with TASO

Spiritual issues

How to reveal serostatus to spouse and others

People’s attitudes towards PWAs

What to tell children

Positive Living

Having a balanced diet
Using TASO services
Seeking prompt medical care

Prevention of infection

Education/prevention

Information about HIV/AIDS

Prevention of spread of HIV

Education of family members

Problems of introducing condom use to spouse

Issues related to pregnancy
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