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A good death in Uganda: survey of needs for palliative
care for terminally ill people in urban areas

Fkiria Kikule

Abstract

Objective To identify the palliative care needs of
terminally ill people in Uganda.

Design Descriptive cross sectional study.

Setting Home care programmes in and around
Kampala that look after terminally ill people in their
homes.

Participants 173 terminally ill patients registered with
the home care programmes.

Results Most of the participants had either
HIV/AIDS or cancer or both; 145 were aged under
50 years, and 107 were women. Three main needs
were identified: the control or relief of pain and other
symptoms; counselling; and financial assistance for
basic needs such as food, shelter, and school fees for
their children. The preferred site of care was the
home, though all these people lived in urban areas
with access to healthcare services within 5 km of their
homes.

Conclusion A “good death” in a developing country
occurs when the dying person is being cared for at
home, is free from pain or other distressing
symptoms, feels no stigma, is at peace, and has their
basic needs met without feeling dependent on others.

Introduction

The epidemic of HIV/AIDS has stretched the already
poorly resourced healthcare infrastructure in sub-
Saharan Africa, including Uganda. Access to basic

health care is limited to only 41% of the population.'
Annual expenditure per capita stands at just $12 (€10,
£7),and 34% of the population live in absolute poverty
(living on or earning less than $1 a day and unable to
afford enough food to consume 2000 to 3000 calories
a day).'

Nearly all terminally ill patients die in their own
homes under the care of their families, having been
discharged from hospital as their diseases have no
cure. Little is known about the care they receive or how
they die. Palliative care, especially end of life care, is still
new in Uganda. It was introduced in 1993 by Hospice
Africa (Uganda). There is overwhelming demand for
care for the dying but inadequate funding. I carried out
this study to identify the palliative care needs of those
dying at home in an attempt to improve their quality of
life up to the time they die. Participants were drawn
from home care programmes in and around Kampala.
These programmes were started by non-governmental
health services to help in the home care of bedridden
people with HIV/AIDS and cancer.

Methods

This descriptive cross sectional study was carried out
from January to April 2000 in Kampala district. The
study population included all 320 people who were
terminally ill with either cancer or HIV/AIDS, or both,
and were bedridden at home and registered with any
one of the home care programmes in Kampala. Using
the formula for simple random sampling for single
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Fig 1 Healthcare facilities used by terminally ill patients in Uganda
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Fig 2 Where terminally ill patients in Uganda prefer to be cared for

proportions of Kish,* I calculated that I needed a sam-
ple size of 170. I selected study participants from pro-
gramme registers using random numbers generated
by computer. More participants than the sample size
were selected in case a selected participant either did
not want to participate in the study or died before data
could be collected.

I explained the study objectives to the home care
programme managers and counsellors in each
programme and collected data from the participants
after the objectives of the study were explained to them
and verbal consent obtained. Patients were assured that
any information would be treated in confidence and
that they would still receive care from the programme
even if they did not want to participate in the study.

I developed a questionnaire and field tested it
among patients registered in one of the home care
programmes. This programme did not take part in the
actual study. Six research assistants, who were counsel-
lors in the home care programmes, were trained to use
the pretested standardised questionnaire, both in Eng-
lish and Luganda, the local language commonly
spoken around Kampala. They covered the whole dis-
trict, tracing the selected participants in their homes
and administering the questionnaire. Quantitative data
were entered, cleaned, and analysed with Epilnfo 6.0.
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Results

A total of 173 patients were interviewed, of whom 145
(84%) were under 50 years of age and 107 (62%) were
women. Almost all the participants in the study (98%,
170) knew their diagnoses: HIV/AIDS (73%), cancer
(22%), both (3%), and other conditions (2%).

Healthcare facilities

About three quarters (73%, 127) of the interviewed
participants lived within 5 km of the nearest health
facility compared with 55% of the general Uganda
population.” Only 14% (24) used the government
health facilities (with free health services) near their
homes (fig 1).

During the course of their illness 67% (116) of par-
ticipants used only “Western medications,” 35% (56)
used both Western and traditional herbal medications,
while 1% (2) used herbs exclusively. In similar studies in
two rural districts of Uganda, participants described
consulting traditional healers as one of the family’s first
coping mechanisms when facing a terminal illness
(unpublished data).

Needs and problems

Despite such access to health facilities, terminally ill
patients at home still had unmet needs. The 173
participants identified 235 needs. Pain and other
symptoms such as vomiting and diarrhoea were cited
as the main problem by 58% (136).In 30% of cases (71)
the participants had lost all income due to illness,
resulting in acute financial needs. Counselling was
needed which was said to heal family relationships and
to facilitate funeral arrangements.

The home was the preferred site for care (fig 2), the
reasons for which included: “It is cheaper for me as
there are no transport costs involved,” “At home I feel
safe and I am surrounded by my family,” and “I have
my privacy and it is convenient for those who want to
visit me.”

Discussion

In 1990, the World Health Organization estimated that
over 5 million people worldwide were experiencing
cancer pain every day and called cancer pain a “major
public health problem” Most such cases are in
developing countries like Uganda, where drugs to

Uganda

Problems (% reporting problem)  Needs
Pain and other symptoms (58%)

Loss of income (30%) Financial help

e Purchase of drugs

e Good feeding

Broken marriages (5%) Counselling

Needs and problems identified among terminally ill people in

Pain relief, control of other symptoms

e Rent/food/school fees

e Funeral arrangements
e Reduce stigmatisation
e Family reconciliation

Dependency (6%) Return to work, involvement in
decision making
Other (1%) Spiritual/legal help, company, etc

193

‘yBuAdoo Ag pajoalolid 1sanb Aq 20z 1dY 72 uo /wod fug mmmy/:dny woly papeojumod "€00Z AN 772 Uo Z6T°80v. 2z TWa/9eTT 0T Se paysignd is1y :rINg


http://www.bmj.com/

Papers

control such pain are not readily available." Indeed, in
this study over half of the participants’ identified needs
(136/235) stated pain as the chief problem. This is
consistent with the findings of Murray and colleagues
in a study in Meru, Kenya. They found that physical
pain dominated the lives of Kenyan patients and their
carers.’

Participants in this study also described the need
for counselling, both for themselves and their families,
because they felt stigmatised, dependent, and aban-
doned. Terminally ill people felt dependent on their
families for physical care, finances, and decision
making. Furthermore, fear, prejudice, and a lack of
compassion from others left many patients and
families feeling isolated.’

Loss of income was a problem for nearly a third of
participants. This probably resulted in a family crisis if
it was the head of the household who was terminally ill.
Participants needed money not only for medical care
but also for basic needs such as food, rent, and school
fees for their children. Indeed, the Ugandan govern-
ment has estimated that 42% of the total monthly
household expenditure in urban areas goes to buy
food. Lack of food, therefore, is an important indicator
of household poverty.’

Participants preferred home as the site of care. The
reasons given included minimising costs (it is cheaper
to be at home), wanting to be surrounded by their
families, believing the care received at home through
the home care programmes was adequate, and privacy.
From the perspectives of these patients, the home was
a safe place in which to suffer, not just a building. It also
houses the relationship between patient and family.
This relationship should enable the patient to feel safe
to express their distress as this in itself is therapeutic.®

Few patients with terminal illnesses go to
government health facilities because such facilities are
generally poorly equipped and the health staff,
burdened with dealing with other curable conditions,
do not have time for terminally ill people.

Limitations

This study is limited in that it examined the patients’
needs at the time of the study but does not indicate
whether these needs changed as death approached.
The study also indicates places that patients and fami-
lies prefer for care but does not explicitly examine the
issue of preferred place for death. More studies are
underway at Hospice Africa (Uganda) to establish
whether the home is still the preferred site for death
for both the patient and the family. This study did not
differentiate between patients with HIV/AIDS and
those with cancer. Nevertheless, in Uganda the two
conditions are closely related because of the emer-
gence of cancers associated with AIDS. Most
participants were aged between 21 and 50 years. This
agrees with other studies done in Uganda, which
showed that AIDS predominantly affects people in the
most productive period of their lives.” In Uganda, 70%
of the people living with HIV/AIDS are aged 15-45
years."

Conclusion

In Uganda a “good death” occurs at home, in the
absence of pain and other distressing symptoms, with-
out stigma or a sense of dependence, and with
adequate finances for the basic needs.

”»

What is already known on this topic

The HIV/AIDS epidemic has compounded
poverty as well as paucity of heathcare services in
sub-Saharan Africa

The family has borne the brunt of terminal illness
in its midst and the home is the site of care for
many with incurable illnesses

What this study adds

Terminally ill people in Uganda want to die at
home, without pain, stigma, or a sense of
dependence

Many terminally ill people express a need for
counselling, and experience financial hardship
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This paper is from a study done as part of the requirements for
a masters degree in public health at Makerere University. The
full report of the study is available at Hospice Africa (Uganda),
Kampala.
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Inside our dreams

Where do people go to when they die?
Somewhere down below or in the sky?
T can’t be sure, said Grandad, ‘but it seems
They simply set up home inside our dreams

Jeanne Willis
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