Dignity, peace
and involvement
in their own
care are as

important as
medical
treatment for
people who are
very sick.

M

Ost people would like to die with
dignity and in peace. However,
carers often lack the support that
they need to relieve the pain and
distress of people who are nearing
death. Prejudice and fear of HIV can
make the experience particularly
distressing.
This issue of AIDS Action provides
practical advice to those who are
caring for very sick people. It
emphasises that the quality of life of
someone who is dying is not just

related to medical care, but that
social, spiritual and emotional support
are equally important.
Severe pain is a common symptom
of HIV-related illness and can cause
much suffering. However, there are
many ways of reducing pain. This issue
looks at how to make the person
more comfortable. and discusses painkilling drugs for HIV-related illnesses.
Often the biggest fear that very
sick people face is fear of what might
happen to their loved ones after they
have died. Helping them with practical
arrangements, such as making a will,
can reduce their anxiety. Guidelines
for this are included.
The needs of carers themselves
must not be overlooked. Care for
very sick people is often provided by
family, partners and friends, as well as
health workers. Carers need practical

and emotional support to enable
them to give good care, including
information
about HIV itself, training
in how to make a sick person
comfortable, and bereavement
counselling to help them cope when
the person dies.
Death and dying are subjects that
many people find difficult to talk
about. But by being better prepared
for the end of life. people with HIV
may feel more able to have a good
quality of life. even when very sick.

Preparing for death can make the end of life a less worrying and
more positive experience for sick people and their carers.
W

hen someone is in pain or fears
dying, carers, family and friends
can help by giving the person as much
information and appropriate care as
possible. The quality of life of someone who is dying is not just related to
medical care. Social, spiritual and
emotional support, resolving unfinished
business and making practical
arrangements are equally important.

Visits from friends, relatives or members
of religious or community groups can
make people who are sick feel less
isolated.

(confusion), and where they wish to

die.
Sick people need skilled medical
and nursing care for physical problems
such as pain, weight loss, diarrhoea,
and skin problems. Relieving
symptoms such as pain can improve
quality of life. Some people find it
helpful to use traditional or
complementary medicine to relieve

Physical treatment

pain.

HIV-positive people should be able to
decide about their treatment and
about how and where they wish to
die. They may need to consider in
advance what treatment they want to
receive towards the end of their life,
who will make treatment decisions on
their behalf if they develop dementia

Emotional
needs
Towards the end of life, people may
need to discuss issues related to their
life or to dying. They may need to
decide whether or not to disclose
their HIV status to family or friends if
they have not already done so.
One of the best things that a carer
can do is to be there, to listen, talk
and encourage the person to talk
about their feelings, and let them
know that they care. However sick
someone is, they can still be included
in daily activities and watch what is
going on around them. The need for
love and acceptance from carers is
particularly important, especially for
people who are experiencing
loneliness, isolation and rejection.
People approaching the end of life
may find that counselling helps them
to accept and understand what is
happening. They may deny their illness,
or become angry or blame others.
They may despair because of the
absence of a cure, be anxious about
partners and family, or feel grief, fear
of death, and guilt. It can be helpful to
talk to others in the same situation. It
can be very useful to put people in
touch with a local support group for
people with AIDS.
Spiritual
needs
People with HIV may need spiritual
support. They may feel cut off from
their religion or religious community,
or there may be problems with
funeral arrangements. Some people
find it helps to talk to someone with
the same religious background, or to

practise their religion even if they
have not done so for a while. Others
may feel pressured into talking about
religious issues when they would
prefer not to.
Carers should acknowledge a
person's spiritual needs, respect their
religious beliefs or lack of them,
identify an appropriate person who
can provide spiritual support, and
discuss whether the person wants any
religious rituals to be performed.

Practical arrangements
People often worry about what will
happen to their loved ones after they
die. It is helpful to make practical
arrangements as early as possible for
debts, school fees, funeral costs, family
support and so on. Although it can be
distressing to think about these
things, making plans can reduce
anxiety. Making a will (see box) can
prevent family conflict and ensure that
partners, especially same sex or
unmarried partners, and children are
not disinherited or left destitute.

When death comes
During the last hours of a person's
life, carers should focus on minimising
pain, reducing shortness of breath, and
reducing the risk of seizures and
Health workers from Nsambye
Hospital, Uganda, provide spiritual
support as well as physical care during
a home visit.

choking. If symptoms and distress are
not easily controlled it may be
appropriate to use sedation if this is
acceptable to the person (see page 6).
Although it is not always easy to
know when death is near, the person
usually becomes very weak and
immobile, uninterested in food and
drink, and is drowsy or asleep much
of the time. It is important not to
leave them alone, as many people are
afraid of dying alone.
If a person dies in a hospital or
hospice, health workers should
respect rituals and customs related to
laying out the body, and allow
mourners time alone with the body if
they wish. Trauma, grief, anger and
other feelings can be reduced if
practical arrangements follow the
wishes of the person, their family and
friends.
Doctors need to think about what
goes on the death certificate. It may
cause problems for families if the
word 'AIDS' is written, because death
certificates are not confidential. It may
be better to write the immediate
cause of death, such as pneumonia.
Ian Kramer, UK Coalition of People
Living with HIV/AIDS, 250
Kennington Lane, London SE II 5RD,
UK.
The UK Coalition has produced discussion
guidelines on end of life issues. Please contact
Ian Kramer to obtain a copy or to participate
in the debate.

cope
Care of the sick and dying is
often provided by family,
partners and friends.These
people need support to help
them give good care.
EALTH WORKERS can teach
simple nursing techniques to
people who are looking after a sick
person at home. These can make a big
difference to the person's comfort,
and can give carers more confidence.
Carers also need practical and
emotional support. If they themselves
are tired or distressed, they cannot
give sick people the care they need.
Counselling can help carers to deal
with fears and feelings of isolation,
helplessness, depression or anxiety,
both during the person's illness and
after their death.
Carers may feel reluctant to talk
about the problems they are facing
and fear being judged an inadequate
carer. They may not want to put their
needs before those of the patient.
They may believe that problems are
unavoidable and cannot be resolved.
Health workers can help carers to:
.plan how they will manage the care
of someone who is dying and share
the responsibility with others
.keep simple records of medications
given to the person, so that it is easy
for other carers to see what the
person has been given and when
.take time off, have enough rest, eat
well and look after their own health
.talk with a friend, relative or
trusted health worker
.join
or start a support group for

PRESSURE SORES These develop when a person lies in one position for
long periods, or because of pressure on bony parts of the
body. Keep skin clean and dry, change the person's
position every 2-4 hours, and use pillows or soft clothes
to protect bony areas.Treat sores by washing daily with
salty water (tasting like tears) and covering with a clean
dressing. It can help to put honey,fresh pawpaw pulp
(from just inside the skin of the fruit) or yoghurt on
sores 1-2 times a day under the dressing.
CONJUNCTIVITIS
Dip clean cotton wool into a solution of boiled
AND OTHER EYE water and salt (tasting no saltier than tears) and
INFECTIONS
wipe gently across one eye. Repeat with a new piece of
cotton wool for the other eye. Throwaway used cotton
wool.
MOUTH

H

carers.

Bereavement support
Familiesand friends often havevery
little social support, or may have
become isolated while the person was
very sick. Bereavementsupport

CARE
AND
ORAL THRUSH

Clean the teeth and use a mouthwash made with
boiled water and a little potassium permanganate, or
bicarbonate of soda and lemon juice. If the person is too
weak to do this, clean their teeth gently with a small soft
toothbrush, or a stick with the end chewed to make it
soft, or a soft cloth around the finger. A person with oral
thrush may find it difficult to swallow liquids. Give small
sips of fluid as often as possible to keep the mouth moist.

MUSCLE ACHES
AND PAINS

Massagecan relieve aching muscles and headaches
and improve circulation. When someone has sores on the
skin due to Kaposi's sarcoma (KS), massagecarefully to
avoid opening sores.
-

-

WOUNDS
OR Keep these clean, using freshly prepared salt solution
ULCERS and covering with clean dressings.A wound that smells
bad is probably infected. Antibiotics can help. Oozing
wounds can be covered with pawpaw skin (placing the
insideof the skin againstthe wound).Apply metronidazolegel
or liquid to the wound to control infection and smell.
_Change dress~~ai!r
or ~eekly as req~ire~ -~
OEDEMA
(SWELLING)
ASSOCIATED
WITH KS OR
HEART FAILURE

Relieve discomfort by raising the limb onto a pillow or
pile of straw or banana leaves covered with a cloth.
Massagevery gently, starting from the foot and moving
upwards.The skin may be very sensitive to touch. In
cases of heart failure and oedema of feet and ankles,the
best treatment is diuretic medication, under a doctor's
supervision. Keep feet raised on a low stool when the
person is sitting up. Diuretic tablets do not usually help
when oedema is associated with KS.

should be available before the person
dies, and for as long afterwards as
people need it.
Different people react to death in
different ways, and need different
types of support. It can take months
or years to come to terms with loss.
People's response may be affected by
the way the person died -whether
they were alone and in pain, or

whether they died peacefully
surrounded by those they loved.
Those left behind may blame
themselves if they feel that things
could have been done better.
Bereavement counselling can:
.give
people an opportunity
to talk
about events leading up to the death,
about the death itself and rituals
immediately after the death

~
,:

EATING OR Treat thrush in the mouth or throat with ketaconazole
SWAllOWING
tablets or another antifungal drug. or nystatin suspension.
DIFFICULTIES
or gentian violet. Mouthwashes (see 'Mouth care and oral
thrush') can also help. Give drinks and food that are cold
or warm but not hot. Give soft food that is not spicy,
such as soups or mashed banana with milk. Offer small
amounts every few hours.
BREATHING
DIFFICULTIES
OR COUGH

It is easier to breathe in a sitting position. Coughing can
hurt the throat, cause breathing problems, prevent
sleep and cause tiredness. Helping someone to walk
about or sit up can reduce coughing.
-ANXIETY
Do not leave a person alone if they are anxious or
AND FEAR frightened. Try to reassure them by holding their hand
and speaking soothingly.

NEUROLOGICAL
PROBLEMS

A very sick person may experience confusion, loss of
memory or personality changesand may be at risk of
hurting themselves. Keep potential dangers such as
boiling water or medicine out of reach. Speak calmly and
quietly.Avoid arguing. Say'no' gently but firmly when
necessary,or leave the room for a short while. Be
prepared to repeat what you say.

MOVING AND
CHANGING
POSITIONS

A person who is weak can be helped to sit up. and to
stand and walk with support. Take care to avoid
hurting someone, especially if they are sensitive to touch.
Carers need to know how to lift and move a person
without hurting their own backs.by bending from the
hips and keeping their back straight.

CHANGING
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.reassure
people that feelings of
disbelief, denial, sadness, pain and
anger are normal
.allow
people to express their
feelings and concerns, especially if it is
difficult for them to do this with
friends and family
.enable
people to accept the reality
of their loss and start to look to the

future

.provide information about HIV transmission if people lack knowledge or
have concerns and unresolved fears.
DrVeronica Moss, Medical Director,
Mildmay International, I Nelson
Mews, Southend-on-Sea, Essex SS I
I AL, UK. With thanks also to Sister
Margaret Moran in Ghana, Chris
Green in Indonesia, and Ditch
Townsend in Malaysia.

~
~
Dirty bedclothes can be changed
while the person is lying in bed.
Sources:
A comprehensive guide for the care of
persons with HIV disease,Module 4:
palliative care. See page 8.
Palliativecare for people with AIDS. See page 8.

P

AIN IS COMMON in HIVrelated illness. It may be sudden
or last a long time. Sometimes
carers may not believe a person is in
severe pain and therefore not deal
with it. But no one should have to
suffer from uncontrolled pain. Pain is
caused by:
.HI¥; which can affect the nerve
fibres (peripheral neuropathy)
.opportunistic
infections, such as
herpes zoster and cancers such as
Kaposi's sarcoma (KS) or non-

Effective control of pain can greatly
improve quality of life, both at home
and in hospital.

CODEINE
OR DIHYDROI ASPIRIN
l

Hodgkins lymphoma
.lying still, leading to sores, general
weakness or muscle ache.
Persistent or recurring pain should be
treated by following the three steps in
the WHO 'analgesic ladder' (see right).
Drugs for persistent pain should be
given regularly, according to how long
their effect lasts. For example,
instructions suggest that paracetamol
should be taken every four hours, and
diclofenac every eight hours. Health
workers should also be guided by the
response of the patient. Patients
should never be left in pain waiting for
the next dose.They should be reviewed
regularly to ensure that the right
drugs and dosages are being given.
Use the least invasive route of
administration -preferably oral
tablets or liquids, or suppositories.
Avoid injections if possible.
Pain-relieving drugs taken over a
period of time should be given under
medical or nursing supervision, partly
because of their side effects:
.Aspirin
may cause stomach
bleeding or ulceration. Aspirin should
be stopped if the patient complains of
indigestion or the stool becomes very
black -black stools suggest bleeding
in the intestinal tract.
.Codeine
and morphine cause
constipation. This may not be a
problem for patients with persistent
diarrhoea, but others may need to
change their diet or use laxatives.
.An overdose of paracetamol can
cause severe liver damage and
subsequent death.
Many doctors and nurses are unwilling
to give morphine or other opioid
drugs (derived from opium) because
they associate these drugs with illegal
drug use or are concerned about
addiction. However, denying patients
these drugs can cause unnecessary

~-~

OR
PARACETAMOL

Simplest and most widely
available analgesics
(pain-relieving drugs).
Give for one or two days.
If they do not relieve the
pain, move to STEP 2.

(NSAIDs) such as
IBUPROFEN

or

DICLOFENAC

If severe pain persists,move
to STEP 3.

It after following the three steps, the pain is still uncontrolled, the patient should be referred

to a specialist

SIDE EFFECTS/NOTES
May cause indigestion
Max. 10 tablets in 24 hrs

PROBLEM

MEDICATION

DOSE

General

Aspirin (300mg)
Paracetamol
Codeine phosphate

600mg every 4 hrs
IOOOmg every 4 hrs
60mg every 6-8 hrs

Ibuprofen

400mg

Diclofenac

50mg every 8 hrs-

Itching and
sore skin
(fungal infections)

Clotrimazole or
miconazole cream

Apply tWice daily
for 2 weeks

Herpes zoster

Acyclovir

800mg 5 times a day Works best if started at
for 5 days
first sign of infection

Flucloxacillin

2S0-S00mg

aches

and pains
including

headache

(shingles)
Abscesses

every 6hrs

Constipation/confusion
Indigestion

Indigestion,:;

every 8 hrs for 5 days
2-3ml after food

Oral or vaginal

Nystatin oral

thrush

suspension
(100,000 units per ml)
Ketoconazole
200-400mg once a day
for 7 days
Clotrimazole cream 200-500 mg pessaries
or pessaries

(candida)

,

Anxiety!
agitation

Diazepam 2mg
Chlorpromazine

suffering. If opioid drugs are given
properly by trained health workers
there is no problem with addiction.
These drugs need to be made more
widely accessible to patients with

2-Smg every 6-8hrs
Give orally for anxiety
2S-S0mg every 6-8hrs Give orally or by intramuscular injection
if necessary

severe pain. and health workers need
to be trained in their use (see page 7).
Dr Veronica Moss, Mildmay
International (address on page 5).
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OSPICE
established

UGANDA
in

1993

was
to

provide

palliative care for cancer
patients. It soon became clear that
there were many AIDS patients
suffering from severe pain. Since 1994
Hospice Uganda has accepted
referrals from AIDS support teams. By
1998, one in 10 patients had AIDS.
Patients with Kaposi's sarcoma or
cancer of the cervix, both of which
are HIV-related, represented 27 per
cent of patients.
Although there is good home and
hospital care for people with HIV in
Uganda, pain is not always treated
adequately. The reasons for this
include health workers' lack of
knowledge about modern methods of
pain control, lack of analgesics (painrelieving drugs) in drug kits provided
by government and NGOs for the
management of AIDS patients, and
lack of access to medical care in many
communities. Basic analgesics, such as
paracetamol and aspirin, are widely
available and affordable. However,
expensive analgesics, such as codeine,
are often only obtainable from district
hospitals and are often out of stock.
Morphine, the main analgesic on Step
3 of the WHO analgesic ladder (see
page 6), is usually only available in
injectable form at major hospitals.

Different types of pain
Hospice Uganda uses the WHO
analgesic ladder to control pain in
both cancer and AIDS patients.
However, management of AIDS pain
differs from cancer pain in some
important ways:
.Most
cancer patients require pain
control for the rest of their lives.AIDS
patients often experience pain that is
temporary and associated with
infections. With effective treatment,
the pain usually improves and
analgesics can be phased out.
.Many AIDS patients have more than
one pain related to different causes.
Each needs to be diagnosed and
treated. Psychological and spiritual
concerns related to HIV can make
physical pain worse. These concerns
must be addressed at the same time
as treating physical pain.
.Some HIV-related illnesses cause
pain that does not respond to
morphine. Herpes zoster and

neuropathies damage nerves. They
require membrane stabilisers amitryptilline
in very small doses is
good for steady and burning pain; an
anticonvulsant
such as phenytoin is
better for stabbing pain.

New strategies needed
Uganda has only one doctor for every
23.000 people. It is estimated that.
each year. 23 of these people will
develop cancer and 756 will develop
AIDS.A quarter of those developing
cancer or AIDS will experience severe
pain at some point. If only doctors are
permitted to diagnose and prescribe
pain-relieving drugs, every doctor
would need to control pain in over
200 patients.
To ensure that people with AIDS
receive effective pain relief. new
strategies need to be developed to
make analgesics more accessible at
community level and to train other
health workers to diagnose pain and

morphine powder available need to
be considered. Powdered morphine
must be weighed very carefully and
weighing scales are expensive. Powder
could be weighed centrally and sealed
in packages to be made up at health
units closer to the community. The
experience of Hospice Uganda
suggests that SOOmgwould be a
suitable unit. This could be made up
to SOml to give a strong solution of
IOmg per ml, or up to SOOmlto make
a solution of I mg per mi. The starting
dose range is from 2.Smg to Smg four
hourly and a double dose at bedtime,
which usually allows the patient to
sleep until morning.
Careful supervision, record keeping
and other safeguards in keeping with
international regulations would be
needed. But it is important to find
ways to make pain control available to
the large number of people suffering
with severe AIDS pain.
Anne Merriman, Medical Director,
Hospice Uganda, PO Box 7757,

dispense analgesics.
Since morphine tablets are
expensive. methods for making

Kampala, Uganda.
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The experience of working with
cancer patients at home has
offered new strategies
for relieving HIV-related
pain at home.
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AIDS patients would suffer less if pain-relieving

drugs were more widely available.
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