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With support from family, volunteers and health workers, good care can be provided at home.

n most countries, there are now significant

numbers of people with HIV-related illnesses.
The burden on health services is growing. In
1992 developing countries spent a total of
US$340 million on health care for people with
HIV, up to one third of some national health
budgets. One study in Zambia reported that
up to half of all patient-days in medical wards
of a central hospital were accounted for by
people with HIV-related illnesses.

The HIV epidemic in Asia and the Pacific has
not quite reached the scale it has in Africa.
Thus, many countries in the Asia-Pacific Region
still do not have well-planned programs dealing
with the care of people with HIV and AIDS.
This issue of AIDS Action deals more with

 African experiences, with the hope that we can,

this early, adopt whatever is appropriate.
Health services, NGOs and mission hospitals
have developed programmes to enable people
with chronic illnesses to be cared for at home.
Although these programmes can reduce costs
and demand on in-patient facilities, saving
money is not their main aim. Long-term
hospital care is rarely needed for people with

HIV, although it may be necessary for some
special investigations and treatments, or
intensive nursing care.

Many people prefer to be cared for at home,
with adequate resources and support. Most
HIV-related infections such as diarrhoea, coughs
and fever can be treated at home with support
and advice from visiting health workers. People
with incurable illnesses often choose to die at
home, where they can be with their family and
spiritual or religious adviser.

For many people, staying at home is the only
option. Hospital care is not always available or
accessible — families cannot afford transport
or medical costs, or to stay with the sick person
while they receive treatment.

‘Home -based care’ or ‘community-based
care’ programmes aim to:

B ensure that people receive basic nursing
care, as well as social and emotional support

B enable health workers to make home visits

B train volunteers, families and people with HIV

in basic nursing ™care and infection control

Continued on next page




CONTINUUM OF CARE

* Posssible homewe m members
Health centre . Distrlctlevel

Care across the continuum

Home Community
: s Trained volunteers* Nurse*
Person with HIV or other Community health or other staff
chronic illness TB workers*
Family Traditional healers
Friends and neighbors ‘Red Cross groups
Local leaders
Teachers
Youth groups

B mobilise other people to provide
support

M reach sick people who are not
using health
services

B provide advice or money for income
generation

M integrate care with HIV education

B promote acceptance of people with
HIV

B reduce pressure on hospital in-
patient facilities.

Providing high quality home care is

not easy. At its worst, home care

can become ‘home neglect’. Pres-

sures on poor families are often

immense, health workers are often

unable to make frequent visits, and

volunteers are inadequately trained

or equipped. Sometimes the sick

person is neglected due to fear of HIV

or a belief that they will die soon.

Close Links

An effective home care service
depends on a ‘continuum of care’
where hospital, clinic and welfare
services are linked with the person
and their family, as well as membeir's
of the wider community.

The home care team , often working
with trained volunteers, plays a
crucial role in this continuum, and
needs committed and well-trained
health workers, counsellors and
social workers, as well as supplies and
equipment. However, it is costly to
sustain a programme where hospital
staff travel out to people’'s homes , and
better results have been achieved by
involving community health workers.

Although many home care

programmes began working only with
people with HIV, more are now includ-
ing anyone with chronic illness, and
integrating programmes with other
community services. Experience has
also shown that health workers'
morale remains higher when they care
for a wider range of clients, including
some with curable conditions.

Prevention and Care

Experience in HIV prevention and
care shows that they work best when
carried out together, as described in
the recent evaluation of TASO in
Uganda. Care activities need to include
prevention-counselling and education
about HIV for both people with HIV
and their families. People living with
HIV who feel cared for and supported
are more likely to take responsibility
for protecting others from infection.
Family and friends involved in looking
after a person with AIDS have oppor-
tunities to learn about HIV,

Likewise, prevention programmes
need toinclude care activities , to enable
people with HIV to remain involved if
they wish, even if they become ill.
Integrating care and education also
stops barriers from developing
between ‘them’ (the sick) and ‘us’ (the
well), showing the wider community
that AIDS does exist, and that people
with HIV are just like anyone else.

Confidentiality

Home care programmes need to be
sensitive to the need for confidentiality
while trying not to ‘hide’ the illness.
Too much secrecy can encourage
stigma and discrimination justifiably
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feared by people with HIV. ',

However, it is very difficult to
involve the family, and to combine
care with education, if the person
feels unable to tell anyone why they
areill. Access to counselling, both
for individuals and family groups, is
essential tohelp people come to terms
with their infection. Telling a few
people, with support from a trusted
counsellor, can give someone with
HIV more confidence, and lead to
their involvement in wider education
efforts, as described byan AIDS
Action reader on page 10.

Involving people with HIV
It is important that the programme
meets the needs of people with HIV
and their families, and actively
involves them. Most studies to
assess people's needs show that
their greatest problems are poverty
and lack of medical care, not HIV
illnesses. Fear of rejection by family
members is also common. Involving
people with HIV means that thay can
take part as carers and educators,
not simply as patients or clients.
Home care relies on the family’s
ability to provide care, nutritious
food and medical treatments. Their
capacity to cope needs to be as-
sessed and plans made with family
members. Women and older girls are
usually the main care providers.
Girls are likely to be withdrawn from
education before boys when extra
hands are needed at home or when
there is not enough money for school
fees. Home care and prevention
programmes need toreduce these
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pressures by providing economic,
legal and employment support, and
promoting equal responsibilty for
caring in the home.

Community Involvement

Volunteers play a major role in
reducing pressures on families in many
home care programmes. Increasing-
ly, programmes are encouraging men
to volunteer as well as women. In
Uganda, both men and women in
existing community groups are
providing practical support such as
bringing food, doing laundry and
cultivating land.

The involvement of local people
can also stimulate the community to
support families affected by HIV,
reduce stigma and promote changes
in traditions and practices that
increase risk. All too often volunteers
from church or community groups are

Medm Images of AIDS in

The Unwcrsﬁy of. Amatendam s Asian .

Cinema Centre sponsered awork-
shop, “Focus on AIDS in Asia” egﬂier
this year. The workshop bmught
together about 50 repnésm%aﬁves
~ from nine countries to discuss the
images of AIDS in Asian mass medi&
- The workshop included presenta-
tions of various films re{aﬁng to HIV
ranging from short educational clips
to full-length commercial features.
While recognizing mass media as
bemg powerful forces that can help
in HIV prevention, workshop partici-
pants were also concerned about
‘how the media may in fact reinforce
stereotypes that will hinder HIV
‘prevention. In fact. some of the
stereotypes have actually been found
in educational materials produced
either by government or non-govern-
ment organizations. For example.
‘early information materials in many
Asian countries tended to feature
western photographs of men with

AIDS, usually with lesions of kaposi's

sarcoma (purple blotches on the
body). This tended to reinforce the
idea that one could look for signs
and symptoms of HIV mfectjon ina
sexual partner.

involved simply as an inexpensive way
to increase service capacity. But they
are essential partners in a comprehen-
sive care service, and maintaining
their active involvement and motiva-
tion is important. Many programmes
provide basic expenses, training
certificates or special T-shirts.

Quality and access

Clients for home care are usually
referred, with their agreement, from
out-patient or STD clinics, or HIV
counselling centres. This means
that services often fail to reach those
in most need because people are
unwilling or unable to use the formal
health system.

Home-based care is not a cheap
option if it is to provide a minimum
and sustainable level of service for
people. Many hospitals and NGOs
have found that programmes cannot

Anather dominant stcreotype
reinﬁn‘ced by media has been the
idea of women trammlitﬁrigmv In

~ most Asian countries, old concepts of
_' _'sema!ly -transmitted diseases as
“women'’s diseases” have been

transferred to perceptions about
-HIV/AIDS ‘Thus, even if a movie

 tries to sympathetically portray the
 plight of women with HIV, the movie

may in fact reinforce the idea of the
woman transmitting the infection,
especially when the woman is a sex
worker..
Dealmg with existing norms was
_identified as a problem. Genel‘aliy

Asian societies are said to be conser-
~the participants saw the need to
‘address the ways in which economic,

vative about sexual matters. How-

~ ever, other speakers pointed out that
many Asian cultures have, in fact,a

long history of sexual imagery in the

- arts and in literature (e.g., the Kama

Sutra of India). There was some

~ debate on how much of sexual!y

explicit materials can be used.
‘Suggestions ihat the materials be as
explicit as possible, even through
cooperation with pornographers,
were hotly debated as women's
advocates pointed out how pornogra-
phy producers in Asia are in fact tied

be continued because of lack of
funds. Selection and motivation of
volunteers is vital to the success of
such programmes. The hidden costs
to the family of caring for someone at
home also need to he considered.
Programmes also need to develop
ways to monitor and evaluate the
service, in terms of numbers reached,
and client feedback. Some suggested
methods are summarized on page 5.
Jackson, H, 1994. The benefits of
comprehensive care across a continuum
(Presentation to WHO/GPA workshop
‘Provision of HIV/AIDS care in resource
constrained settings')
Foster, S, 1994. ‘Care and treatment of
HIV disease in developing countries from
a socioeconomic perspective.’ AIDS,
1994, 8 (supplement), pages S341-S347.
SANASO Home Care Workshop Report,
Chikankata Hospital, Zambia, April 1994.

to cr)mina], syndicates and that they
in fact reinforce the very values (e.g..

~ female submjssion} that block HIV

transmission. Generally, the consen-
sus was that cultm'allj,r-appmpnat:'
messages need to be workedout
although defining that appropriate-
ness is probably easier said than
done. An even more basw question
that remained una red was the
extent to which expitcltmateriais
were e\ren nm@ed far HIV prevention
e A

'Ihe.ﬁv«orkshop parhmpants recog-

- nized : potential, as well as the
 limitations, ofcmemaandmedlafgr

HIV prevention. More importantly,

social and cultural forces shape not

just the potential for media but, more

importantly, the conditions for the
HIV epidemic itself.

Copies of the seminar report are
available at US$15 each. A tape has
also been compiled and costs US$15.
Prices include postage and handling.
Orders can be sent to Asian Cinema
Centre, O. Z. Achterburgwal 185, 1012
D K Amsterdam, the Netherlands.
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PROGRAMME PLANNING

Steps in setting up
home care

Experience in rural South Africa provides useful tips for hospitals or
health centres considering a home care programme.

Before starting...

As part of planning a new home care
service, it is important to first assess
the level and type of need, and what
is already being done.

B What are the reported numbers of
people with HIV-related illness in the
area (with a breakdown by age and
sex)? Refer to records in local hospi-
tals, antenatal or STD clinics where
HIV testing has been carried out, or
national HIV data.

Increasing levels of TB, especially
among young adults, are usually
associated with HIV. Shinglesin
adults is another common indicator.
B What are local attitudes towards
AIDS? How are people with HIV
viewed by their families and in their
communities? What do people with
HIV and their families need? Talk with
hospital patients and their relatives,
and contact other organizations
working with people with HIV. For
example, in KwaZulu, clients' main
concerns were about financial and

Traditional healers are involved 1:n U-le
KwaZulu home care programme.

material support: lack of jobs, money,
food, clothing, water, transport and
medicines. Other major needs were
for medical care, emotional and
spiritual support, and education
about HIV. People were often afraid
of disclosing their HIV status and
worried about their children’s future.
B What care is already being provided,
and what is the impact on health
service provision and staff? Examine
trends in how hospital services are
being used (outpatient attendances,
hospital admissions and bed occu-
pancy rates). Assess whether staff
are experiencing particular difficulties
related to HIV care.

B Are appropriate medicines available
for use by health workers making
home care visits? What are the most
commonly used medicines for treating
HIV-related illnesses? Would medi-
cines be free of charge? Is there an
adequate supply of condoms?

B Assess how HIV-related infections
are treated in the community. Have
community-based health care provid-
ers, such as community health
workers or traditional healers, noticed
more people with HIV-related illnesses?
B How is contact maintained with
people who have been diagnosed with
HIV/AIDS in hospital, and discharged?
To what extent are counselling and
testing available and being used
appropriately?

B What community services already
exist? Consider whether they could be
expanded to include care for people
with HIV/AIDS as well. What are the
pros and cons of providing home care
for all chronically ill patients, as well
as those known to have HIV?

B Could links be improved with STD,
family planning, TB or MCH services?
® What other services are there? Are
local NGOs providing care or counsel-
ling? Could links be improved with
health services and organisations
doing prevention work?

n AIDS ACTION Issue 28 July-September 1995

Responding to needs

The type of home care programme
will depend on the needs identified
and resources available. In addition
to settin g up a structure for providing
both medical care and other support,
the programme's aims will probably
include co-ordination with inpatient
and clinic services, and access to
voluntary and confidential counselling
and testing. It may include strategies
for appropriate education in the
community as well as for patients
and their families.

It may be HIV/AIDS specific, and
rely only on hospital referrals, or it
may target a wider range of people.
One evaluation in Central Africa
showed that nearly half of people
visited by a home-based care
programme had illnesses that were
not HIV-related. The extent to which
other health issues can be tackled
will need to be assessed over time as
the programme develops.

Referrals for home care

Good referral systems between home
clinic and hospital need to be estab-
lished. In KwaZulu people are referred
to the home care team when they
arrive at hospital with an HIV-related
illness or from the counselling and
testing service. They are offered an
initial home visit. Traditional healers
and community health workers refer
people to the team also.

Staff and training

Experience shows that teams made
up of hospital-based staff alone are
less successful. Treating most HIV-
related infections does not require
highly trained staff, The presence of
uniformed nurses in the community
can attract unwanted attention and
limit development of informal and
supportive relationships. Also,
salaries for high grade stafl and
transport costs are extremely high.
Consider involving community
health workers in the team. In Kwa-
Zulu, for example, TB field workers
were interested in being trained to
visit people with AIDS as well. This
worked well, because many people
had both HIV and TB infection.
Strategies for care were developed
with the community workers, and
strengthened through their knowledge




of their communities.

Community health worker training
included management of common
illnesses such as skin rash and
diarrhoea, and how to train family
carers in basic nursing and home
care. They were provided with
essential medicines and other
supplies. (see page 7).

Support for staff is very important,
through strategies such as develop-
ing a team spirit, working in pairs,
regular supervision, opportunities to
record success, good planning, and
refresher training.

The specific roles of health workers,
other staff and volunteers need to be
developed and understood by everyone
on the team. It is important that all
team members are included in plan-
ning and evaluating the programme
and in particular that volunteers’
contributions are recognised.

Wider involvement

As part of making stronger commu-
nity links, organise meetings and
workshops with local healers. This
gives valuable opportunities for
sharing knowledge and perceptions
about HIV and AIDS, roles for healers
in prevention and care, infection
control, and referrals to hospital and
clinics.

It is also important to meet with
local NGOs and community leaders,
including those from religious and
traditional organisations, to discuss
their perceptions of the epidemic and
possible ways to support families
and provide community education.

Where it is not possible to include
social workers in the team, it is useful
to maintain close links with relevant
departments.

Counselling
Emphasise the importance of ongoing
counselling, not just before and after
HIV testing. In KwaZulu, the health
workers had difficulty combining
care with emotional support and
education on HIV prevention and
infection control in cases where
patients were unwilling to tell close
family members that they had AIDS.
Counselling helped them to accept
the need to talk to relatives.

As part of the care programme.
ideally all staff need training in basic

WHO/J-L Ray

PROGRAMME PLANNING

Trained community health workers
can be key members of the home care
programme.

‘counselling skills. Referral systems
should be maintained with the
hospital-based counsellors.

Care at home

Visits by the home care team are
often valued by patients and families
for medical care and advice. Trans-
port to hospital, emotional support,
education and food parcels are also
important.

One of the most important issues
for the patients and carers is money.
Possible sources of income from
welfare departments or NGO sources
should be investigated. Starter grants
for income generation projects should
be made available where possible.
Continuing access to education for
children is often a concern. In Kwa-
Zulu the home care team provides
advice on government benefit
schemes.

Critically ill patients should be
referred to a hospital when carers
are unable to cope. Many people
choose to die at home and counsel-
ling and practical support for pa-
tients and carers is particularly
important at this time. Help after
the person dies is also important, not
only Lo provide practical advice
about handling the body but to
support the family emotionally.
Other family members may them-

selves be HIV-positive or already
sick.

Care costs

Costs depend on the type of service,
but sufficient resources need to be
allocated for the programme to be
sustainable in the long term. The
main costs are likely to be vehicles
and staff, together with drugs,
equipment, food and other material
support. Involving and training
community volunteers in planning
and giving care can reduce costs and
increase people's motivation, al-
though the costs of ongoing training
and supervision need to be consid-
ered.

Direct costs to the family, such as
payment for medical or traditional
treatments, extra food and other
items should be taken into account.
Estimating indirect costs due to loss
of earnings or agricultural productiv-
ity and additional workloads on
women are less easy to measure.

Programme monitoring

Indicators for measuring the success
of the programme need to be estab-
lished at the start of the programme
and team members need to keep
accurate records. The following
indicators may be useful: the num-
ber of people with HIV accepting care
at home and how many have an
identified carer; numbers sharing
their diagnosis: number of visits
which provide material assistance
and referrals; number of drugs and
condoms distributed. Changes in
hospital attendance should be
monitored.

Issues such as quality of care,
changes in community attitudes,
satisfaction with treatment, adequate
support for carers from the home care
team and volunteers, evaluation of
volunteer training may be considered
after the programme has run for
some time. Involving people with
AIDS, care givers and team members
in evaluation is important to ensure
that the programme responds to the
needs of the community.

Dr Laura Habgood, former AIDS team
adviser, and Dr James Stuart, former
AIDS programme manager, KwaZulu,
South Africa ¢/o LSHTM, Keppel
Street, London, UK.
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Caring at home

Family members and volunteers can carry out basic nursing tasks,
with support from health worlkers

Guidelines for carers

Families or other community mem-

bers can be taught to:

B provide good nutrition

¥ help the person'with hygiene and
personal care

B ease pain, fever and discomfort

B assistthe person to relieve problems
such as diarrhoea, sore mouth or
throat, skin sores, or cough

B talk with them if they are afraid,
anxious or depressed

B follow simple procedures to
prevent infection spread.

Infection control

71 Maintain good hygiene in the home.
Always wash hands before cooking
and eating and after going to the
toilet or coughing. Wash dishes,
linens and cloths with soap and
water. Where soap is not available
ashes may be used. Dispose of
rubbish in containers or burn.

M Avoid contact with blood and
other body fluids and wash hands
immediately after handling soiled
articles,

Skin problems

7 Wash open sores with soap and
water, and keep the area dry. Salty
water can be used as a disinfectant.
M For rashes, apply local remedies,
oils such as coconul oil or calamine
lotion.

71 Bed sores occur when someone is
too weak to move. Continuous
pressure on the skin causes sores to
develop. The person should get out
of bed as much as possible. When a
person cannot get out of bed help
them to change position every two
hours, [rom one side onto the back,
then the other side and so on. Use
soft pillows or many layers of cloth.
Gently rub skin that is dark, red-
dened or irritated.

Sore mouth and throat

71 Rinse the mouth with warm water
mixed with a pinch of'salt at least
three or four times per day.

71 Suck pieces ol ripe lomato or a

lemon for thrush if it is not
too painful.

71 Eat soft foods that are
not too spicy.

Fevers and pain

7 Rub and gently mas-
sage sore muscles using
oils.

T For fever wash the
body in cool water with a
clean cloth or wipe the
skin with wet cloths.

T Drink more than
usual of water, Lea,
broth or juice.

1 Remove thick clothing
and blankets .

Cough, difficulty in breathing

7 If someone has a bad cough or a
cough lasting more than three weeks
they should be seen by a health
worker to check for pneumonia or
tuberculosis.

7 Cover the mouth when coughing.
If the person develops a new fever or
chest pain, or coughs blood, encour-
age them to see a health worker.

71 Lift the head and upper body on
pillows to assist breathing and sit
with the person to calm them if they
are frightened. Keep windows open
to allow fresh air in.

7 Sit up when possible. Raise the
head on pillows to help the person to
breathe.

Diarrhoea

71 Treat immediately to avoid dehy-
dration, either using oral rehydration
salts or homemade ORS (4 level tea-
spoons of sugar and 1/2 a level tea-
spoon of salt mixed with 1 litre of
boiled water, or contact the local
health facility).

71 Ensure that the person drinks
more than usual and continues
eating frequent regular meals such
as porridge or mashed banana.

71 Wash the buttocks and anus with
warm soap and water after each
bowel movement and keep the skin
clean and dry.
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Family members and friends can do much to help
relieve a person's pain and discomforts.

There are often local remedies
which alleviate fevers, aches, pains,
and coughs, and barks or roots
which cleanse sores and abscesses.

For example, abscesses and boils
can be drawn using a compress made
with sliced onion placed over the boil
and then cleaned with salt water.
Dry coughs can be relieved by juice
made from sliced onion and sugar
which is a good expectorant.

In many countries traditional
healers and women's associations or
home care programmes are collecting
information about remedies which
alleviate symptoms and discomfort.

Medicine and supplies
Programmes have supplied home
care teams with some or all of the
medicines needed for carrying out
basic treatment of common infections
during home visits, or for giving to
families.

However, medicine supply lists
vary according to national recom-
mendations and availability, and the
professional qualification of the
health worker or volunteer. Contact
the National AIDS Control
Programme and Ministry of Health
for guidelines. See back page for
information resource list.




TREATMENT. CARE AND MEDICINES

Miness  Medicine Dosage
Diarrthoea: Oral rehydration Mk packetwith 1 litre of boiled waterw I)rlrrk 1 cup aftefr each loose
‘acute. . salis (ORS) - stool. Throw the selutiﬁn away after24 hours if not used -
Diarrhoea: Adsorbents e.g. Can be used to temporarily reduce cramps and pain but can pro]ong '
persistent kaolin the illness by delaying the elimination of the organisms causing the
Antimotility drugs diarrhoea. Should never be used with children under 5 years.
e.g.imodium '
 Feverandpain  Paracetamol lor2 500mg tablets every 8 hours for adults 1 for children 8-12
L ..o years, U for children 3-7 years, /s for chﬂdrenﬁmanths ﬁycars,

/s for chﬂdren under slx: manths

‘Skin probiéms  Calaminelotion*  For itching or irritation, rubbed oh asresquired B e =
general e. 2 ra,shes. ;-'V'aseliﬁe or olls* Fordryslﬂn mbbedu:n skin as required : .

_bacterial  Gentian Violet* -
e QP-CD-SOI‘S?S_'." o .-Potassium -1 teaquonful of crystals dissofved mhalf a liter of Water e
A i ’,-‘-:Eg;ma;;gmmté?' . A pineh of crystals 1n 1 {ttm of clean water snlution painted on scre :
e Al o : .~ _a:ea : -"k’:- i
Yeastinfeﬂtiﬂm "_C?rctitian violet For oral thrush: as a mauth wash ' .
(oral and vaginal)  (mixed as for =} For vaginai thrush ‘applied to vagina area once daily for three days

; __'_bacterfal infmﬂons}“{f_

- I:For ora.l thrush oral su&pension 2—4 ml _daily helsl in tlw muuth fnr
"at_ix:ast 1 minute and then swalloWef} .

_:'.er tth ada& fm“ 5 ’7 days

Bacterial infections  Antibiotics e.g. Every 12 hours for 7 days: QGOmg for adults 480mg for chﬂdren 6—

e.g. bacterial cotrimoxazole - 12 years, 360mg for children 12 months-5 years, 240mg for children "
| pneumonia, - - 2-12 months, 120mg for babies under 2 months

salmonella, skin Penicillin or ampicilin Every 6 hours for 7 days: 500mg for adul‘ts 250mg for children 2
. infections ' months-12 years, 125mg for babies under 2 months

Parasitic infections Metronidazole Every 8 hours for 7 days: 400mg for adults, 200mg for children 6
| e.g. giardia 12 years, 100mg for children 1-5 years

Different antibiotics work for diffcrent infections, so they should never be used unless prescribed by a health
worker. They have to be used for the full lenght of time specified to be effective. Check with the Mimstry of Health
or hospital pharmacy for recommended antibiotics.

Tuberculosis Each country should have standard treatment reglmens to follow
Commonly used drugs are:

Isoniazid - 300mg daily, taken crally before the moming rneal Store out of
sunlight

Rifampicin 450-600mg daily, available in tablets of 150-300mg, or in a combined
form with isoniazid, taken orally on an empty stomach at least 30
minutes before the morning meal

Pyrazinamide @~ 11/2-2g daily, taken orally in morning with or without food

Ethambutol 15mg per kilo dail‘y Not for use in chjldren under 6 years old.

The first 2 months of treatment is based on a combination of these medicines and requires ‘
~ supervised administration. The second phase of treatment is isoniazid with refampicin for ‘
- 4 months or isoniazid with ethambutamol for 6 months. Thiacetazone should not be o
prescribed for people known or suspected to be HIV-infected. It can cause severe skin '
rashes and other side effects which can be fatal.

Other supplies ~ Multivitamins 1 tablet daily, when adequate nutrition not available
- _ . _\,__Qandoms . - . ;
g Gloves/plasﬁc bags i
Dmssings SR L b Filie ‘

Bed pans;urinaks
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HIV/AIDS CARE IN INDIA

Tapping the potential

of collaboration

The focus is on developing guidelines for care to be delivered by both public health care givers and NGOs.

HIV epidemic in India is

estimated to have begun in the
mid to late 1980's. Over this period
a large number of people have been
infected by the virus through several
routes. While in most of India, the
majority of individuals have acquired
the infection through sexual contact.
In the Northeast the majority of AIDS
cases seen are a result of transmis-
sion of HIV through sharing of
needles and syringes during intrave-
nous drug use. An increasing
number of persons are currently
developing symptomatic HIV disease
and AIDS and requiring health care
and social support. This need is
anticipated to be required increas-
ingly in the foreseeable future.

In many African countries the
number of persons developing
symptomatic HIV disease has in-
creased to a point where bed occu-
pancy for HIV/AIDS in many medical
wards in urban hospitals has
reached 50 - 70%. This has caused
problems in the care of both patients
with and without HIV. There are

tremendous burdens on the existing

health care system. The situation
may become similar to thatina
number of African countries unless
measures are taken to prepare the
health care system.

In India there are a number of
initiatives that have begun under the
direction of the National AIDS
Control Organization (NACO). These
have focused on care in health care
settings with the provision of clinical
training and counselling support.
Intensive training programmes are
being undertaken for the orientation
of doctors and paramedical staffin
these disciplines. In collaboration
with Christian Medical Association of
India (CMAI) and Indian Medical |
Association (IMA), NACO has em-
barked upon a programme to train
physicians in both public and private
seclors.

NACO has taken the lead by
developing this strategy further to
include the care of patientsin a
continuum that spans hospitals,
clinics, communities and homes.
The focus is on developing appropri-
ate guidelines for care to be delivered
by both public health care givers and
NGOs. NACO has instituted a pilot
project to test this approach in
Manipur in collaboration with NGOs,
WHO, OXFAM, British Council and
The North East Regional Medical
College. The specific objectives of
the projectare: 1 To stimulate the
formation of core inter-disciplinary
teams within health facilities respon-
sive to PWA needs for comprehensive
care and provide relevant training.

2 To train volunteers from a core
group of NGOs to provide emotional
and social support to PWAs, prepare
families for giving home care, teach
prevention techniques for HIV
transmission and, when needed,
refer PWAs to health facilities.

3 To develop a referral network
linking health services with NGOs for
the provision of care and prevention
across the continuum, by making
use of an appropriate resource
directory of all care and social
support available to PWAs in their
environment.

4 To develop and make available an
appropriate culture specific AIDS
Home Care Handbook for use in local
languages. and document the pro-
cess for replication in other areas.

5 Toevaluate the process and
compare specified process and
outcome indicators before and after
the intervention, eg, KABP of volun-
teers and health personnel, focus
group discussions, etc.

Preliminary findings indicate that
patients are benefiting from such a
service. There is also an indication
that attitudes and practices of health
staff involved in the care of patients
are changing [or the better.
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Current plans by NACO are to
replicate a similar project in other
seriously affected states taking into
account the specific local needs.
There are few integrated care
programmes developed in the
Maharashtra and Tamil Nadu but
there is a potential to build on the
good health infrastructure available
and NGOs who have been working in
the area of community development
for many years.

Unfortunately there is stilla
stigma attached to AIDS and HIV at
the community level. This is pre-
dominantly due to the fact that the
groups most affected by the disease
are socially marginalised — mainly
injecting drug users, commercial sex
workers, the poor, destitute and
homeless. In some cases, families
have disowned patients because of
the shame associated with the
disease. In such a climate it is
difficult for patients to share their
HIV status with the family and are
reluctant to consider visits from
volunteers in the home, lest they be
identified as being affected. [tis
important that IEC materials and
programmes promoting care in the
home and community are encour-
aged to prevent HIV from acquiring
the stigma that leprosy and TB has
had in some parts of India.

In communities such as
Sonagachi in Calcutta and Imphal in
Manipur, there is recognition that
commercial sex and injecting drug
use are a part of life in the respective
communities. Acceptance of persons
engaging in these practices by
community workers has increased
and since the two categories are at
risk of HIV there may be more
acceptance of those who develop
illness. This may thus facilitate care
in the home.

The visible mortality from AIDS in
India is not yet comparable to other
diseases and accordingly this is not




perceived by many as a major prob-
lem. Consequently, there has been
some amount of denial and compla-
cency in some states among key
people. A lack of awareness on the
part of some health professionals
has led to stigmatisation and fear of
caring for patients in health institu-
tions.

Despite these difficulties, there
are a number of initiatives in both
public and NGO institutions focusing
on care at various levels. Health
Plus, an NGO in Pune, has developed
counselling services in the commu-
nity for patients tested in hospitals
and private testing facilities. There
are plans to extend the service to
community care. Yaogiote (YGR)
Foundation in Madras has developed
plans for a home-based care
programme and a day care centre
which will assist those in need of
short-term care needs. There are
counselling services being offered by
the same NGO in public hospitals
and through a telephone hotline.

Public health facilities are also
developing care programmes that
have a positive impact on health
staff. The AIDS Research and
Control Centre (ARCON) project, a
collaborative project between the
government of Maharashtra and
University of Texas, is promoting
clinical ward rounds that not only
demonstrate signs and symptoms to
medical teams but also help them to
change their attitudes and overcome
fears of caring for patients. At the
moment two hospitals are participat-
ing in this initiative in Bombay. The
project demonstrates, through
caring, that the risk of transmission
of HIV in health facilities is low.

In Madras, the State AIDS cell is
developing initiatives to look at care
issues at the state level and promot-
ing NGOs that have drawn up plans
for the care of patients. An example
of this is an NGO, Udavum Karangal
(helping hands). that cares for
destitute persons, especially those
with psychiatric conditions that have
been rejected by the community.
Residential care is provided for these
persons using whatever resources
are available to the NGO. In this way,
some people who have HIV are also
cared for. This is not seen as a
solution to care for AIDS patients as

HIV/AIDS CARE IN INDIA

the numbers will overwhelm the
facilities available at present. But in
the short run this seems to be the
only way to help those without a
home.

¢ The visible mortality
from AIDS in India is
not yet comparable
to other diseases.
Consequently,
there has been some
amount of denial
and complacency
in some states
among key people.?

Another NGO, the Madras Chris-
tian Council of Social Services
(MCCSS), sees the problem of care
for HIV/AIDS patients as part of
community development and em-
powerment of those affected. They
have developed peer educators in
200 slums in Madras who are pro-
moting a positive attitude to HIV/
AIDS in the community using peer
educators. South Indian AIDS
Action Project (SIAAP) and Commu-
nity AIDS Network (CAN) are also
utilising peer groups for educating
and mobilising communities to help
change attitudes to AIDS as an
important pre-requisite to care in the
affected communities.

The potential for care of those
affected by HIV/AIDS in India is
great. Unlike a number of African
countries which have been beset by
economic and manpower problems,
India has vast well-trained human
resources and a viable growing
economy with increasing foreign
investments. Workers will have to be
re-oriented in the care of HIV/AIDS
patients and helped to see the
benefit of public health approaches
to care. The extension of hospital
bed capacity is possible at present
but only up to a point. The major
limitation will be the rate of popula-
tion growth. Any new beds created
will not only be filled by patients with
HIV and AIDS but also with other
health problems. The way forward is

clearly to use this potential for
community-based public health
initiatives that are appropriate to
different parts of the country.

India also has a vast capacity to
manufacture different types of drugs
for the treatment of opportunistic
infections cheaply and makes them
widely available in the country. This
will be useful in the care of affected
patients. Herbal and homeopathic
remedies that have been used in
health care for centuries. may help
relieve some symptoms in the home.

Clinical trials have been initiated
in several hospitals to assess the
efficacy of some of these drugs in
curing or relieving symptoms of HIV/
AIDS. However, no conclusive
comments can be made about the
results at the moment.

The care of patients affected by
HIV/AIDS will increasingly be a
major focus in the next couple of
years in India. As we approach the
year 2000, the initiative NACO has
embarked on by encouraging NGO
and government collaboration will
provide direction for the development
of appropriate care programmes to
meet the growing need.

Dr CM Chela, WHO Consultant,

Dr Shiv Lal, Additional Project
Director (Technical Assistant) and
DR BB Thakur, Director, NACO,
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A WOMAN WITH HIV SPEAKS

‘I have an important
role to play’

If more families were trained in home care, it would help boost the

morale of the sick

erience has taught me that

Thai women are expected to
follow tradition and behave like
ladies. They are expected to be
housewives and do all types of
household work. By nature they
should be soft and gentle, but
forebearing. These days, however,
AIDS is becoming widespread,
especially among men, most of whom
are heads of households and impor-
tant breadwinners. Men tend to die
earlier because, even though they
are physically stronger, they are
emotionally weaker. They have
difficulty in coping when faced with
problems. They are unable to reason
and find solutions. They turn to
alcohol, cigarettes and intoxicants
which are harmful to health and can
end in death. They desiroy the body
and the mind. Consequently, women
find themselves with another role to
play in looking after the physical and
mental well-being of men. They
must do everything they can to help
improve the condition of men. I have
experienced this myself through
looking after my husband. Because
of this, women have seriously begun
to look for ways to fight this disease.
They see the need to set up a project
which will provide home-based care
in the form of home visits and moral
support for people with HIV. Work
which has been done in the past has
met with a reasonable degree of
success.
" From home visits | have made and
from talks I have given to the public
and youth groups, 1 have come to
realize that people infected with HIV
have an important role to play. If
government, private agencies, or
other groups visit the sick in their
homes. the sick are not very recep-
tive. However, if people infected with
HIV make home visits or give talks,
the people are more interested. More
and more people suffering from AIDS
are beginning to open up and confide

in the people with HIV who visit
them. They share their feelings and
now the people who visit them are
able to understand more about the
problems they are facing,

Most of the work I have done is in
the form of making home visits,
giving moral support, providing
education on self-care in the prelimi-
nary stages and co-ordinating with
hospitals when the sick begin to get
opportunistic diseases. I also help
coordinate the support from govern-
ment and private sector regarding
vocational training programmes and
assist the sick in living happily in
society.

Public health services provided by
the government these days are
improving. Help is mostly in the
form of working budgets and support
for preliminary treatment. There
are, however, some problems with
government procedures. AIDS
patients cannot afford to go through
all those different stages. If the
government is able to reduce some of
the stages, it will be of great help to
the sick and will help to facilitate
work. It will also help to reduce the
mortality rate among the sick.

I myself had a series of chronic
illnesses and have been in and out of
hospital many times since I was
young. I've received a lot of treat-
ment and have had several opera-
tions. This has helped me to under-
stand that life is uncertain. Beforel
was married I pledged my body and
eyes to a hospital. Because I've been
practising meditation since I was
young I am now able to face any
situation.

Consequently, [ was not upset
when I contracted the AIDS virus
from my husband five years ago. |
did not criticize my husband but
instead tried to give him moral
support. I began to study about
AIDS and how it progresses. | took
my husband to listen to the talks
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given at the Thursday Forums. Our |
purpose was to learn more about |
AIDS, the advances taking place with
research, and about how to look
after ourselves. I enrolled in a Home
Care Training Programme offered by
the Red Cross Society in Chiang Mai |
and learned how to look after myself |
at home. In 1994 my husband’s
health began to fail. He got a lung
infection, his small intestine began
to malfunction, he had an enlarged
liver and his kidney stopped work-
ing. The doctors said that he
wouldn't last long. I firmly believed
that there was some way that he
could be cured so | checked him out
of the hospital and took him back
home where he was cared for with
the love and warmth of his relatives
who gave him their fullest attention
and moral support. His condition
improved and eventually the oppor-
tunistic diseases disappeared. This
made me believe that if the families
of other sick people were taught
about this disease and the problems
that come with it, and were trained
in home care, it would help boost the
morale of the sick and increase their
life span. I began to give talks to the
public and to youth groups, and
went out to visit the sick whose
relatives had come seeking advice. I
started visiting people in the district
and neighboring areas who were
infected with HIV. 1soon became
known among government and
private sector agencies, and decided
to draft a proposal seeking support
from NAPAC for various activities
which | had outlined. [ believe the
work I'm doing will be successful
because more and more people
infected with AIDS are beginning to
open up about their condition and
are winning acceptance from society.
I am determined to work in this field
so that I can set an example for
future generations. The only medi-
cine that AIDS is afraid of is family
warmth. I firmly believe that if we
know how to use it properly and
work together with determination
and sincerity, then the mortality rate
among people with AIDS will decrease.
Phimchai Inthamun
Co-ordinator/Supervisor

Community Health Project,
NAPAC, Thailand
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A HOSPICE IN THAILAND

Friends for Life

This is a place of refuge, where people who have lost contact with
friends and relatives can find solace and peace.

hra Phongthep Dhammagaruko

is a Buddhist monk living on the
outskirts of Chiang Mai in northern
Thailand. In January 1994, he
opened the Friends for Life Centre, in
response to the growing number of
Thai people with HIV/AIDS (PWA)
who have nowhere to go and no
money for treatment.

The hospice is simple, with a
capacity of 12 beds, which is clearly
not enough. Phra Phonthep is
assisted by a male nurse, a cook, a
driver, and another monk who
conducts daily ceremonies. Most of
the clients have no relatives. Some
are refugees from Burma, or villagers
from hill tribes. Many are farmers,
labourers, or street children. When
we visited, the centre had more male
clients than females, but there is no
discrimination on grounds of gender
or religion. Clients make contact with
Friends for Life by telephone, word of
mouth, or referral by doctors or hos-
pitals, the hospitals themselves often
facing a shortage of beds. The centre
also sometimes refers their clients to
other like-minded NGOs which may
be better equipped to respond to
particular circumstances.

After initial contact is made, the
centre screens the PWA to identify

The author, left, with hra Pongthep, volunteer Dr Tejsit Sukontanit and guest Dr Lop

Tritan, a velerinariarn.

his or her needs. If there are rela-
tives who can be identified, the
centre looks into the possibilities of
home-based care. The centre dis-
cusses the issues with the PWAs
relatives, including their fears.

Much of the initial sessions are
therefore more of educating relatives
about HIV and how it is, and isn't,
transmitted. When the relatives visit
the hospice, they realize, too, that
the centre's conditions are actually
quite similar to a home environment.
Carers are taught basic skills like
identification of symptoms of com-
mon opportunistic infections, and
administration of drugs.

Herbal medicine is used to supple-
ment western medicine, and a
volunteer doctor regularly visits the
centre to examine and treat the
PWAs. There are various activities
for the PWAs' physical and mental
health, including gardening, sports,
painting. Religious services, chant-
ing and meditation, are also used. If
a PWA's family is unable to pay for
treatment, the centre assists the
relatives to make a claim with the
Department of Social Welfare,

Often, PWAs will deny having
relatives because they are afraid to
tell them about their status. If no

Ao 7
Phra Phongthep orients visitors from the
Philippines.

relatives can be found, then the PWA
is permitted to stay at the centre. If
relatives can be contacted, they have
to sign a contract stating that they
will take responsibility for the PWA
upon his or her death.

PWAs often arrive at the centre
from hospitals in a eritical condition.
Phra Phongtep ensures that the
hospitals are not shirking their
responsibilities before accepting the
client, and threatens to go to the
police if this is the case. There was a
case last year when a hospital was
reported for refusing to treat a PWA
but generally, hospitals do admit
PWAs.

When we asked Phra Phongthep
whether religion was a part of peace-
ful dying, he replied with a question:
Even without AIDS, we all die, so do
you fear AIDS or death? Is your fear
physical or spiritual?

Phra Phongtep has strong views
about HIV and AIDS. He sees
economic globalization as the dawn
of "global disaster” as more people
become impoverished. Rural poverty
pushes villagers into the cities where
they have little social support and
access to information and education.
This increases vulnerability to HIV
infection.

Friends for Life offers a place of
refuge, where people who have lost
contact with friends and relatives
can find peace and solace. What the
world has to do is address the root
causes of poverty which have made
HIV a global pandemic.

Richard Manning works with
AHRTAG. He prepared this article
Jollowing a visit to the Friends for
Life Centre.
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LETTER

Counselling is important

On the horizon there are few if any
rays of hope in the direction of a cure
for HIV infection. Naturally, much
stress is placed on the preventive
aspects with full community partici-
pation. We still have the opportunity
and time to control HIV infection at
an early stage of the epidemic.

As the literacy standards in Kerala
are high. it is not that difficult to
spread the message of prevention
here. Much is being said about safe
sex and condom use all over the
world. But little attention is being
given to the counselling of HIV
seropositives. We have been doing
this for some time. At our centre in
Kerala, India, listening to your

RESOURCES

HIV prevention and care: teaching
modules for nurses and midwives
includes basic home care and treat-
ment guidelines for children (2nd
edition). Free in English (single copies
while stocks last) from WHO/GPA, CH-
1211 Geneva 27, Switzerland. French
and Portuguese from WHO Regional
Office for Africa, PO Box 6, Brazzaville,
Congo.

AIDS home care handbook is a
practical handbook for health care
workers to help individuals, families

and communities to manage AIDS-
related problems at home.

In English, French, Portuguese, Kiswahili
and Thai for Swiss francs 12.60 from
WHO/GPA.

Caring for people with AIDS at home
provides information for Red Cross
volunteers to teach families to provide
nursing care to people with HIV and
other chronic illnesses.

Free supplies in English, French, Portu-
guese and Spanish (Arabic in prepara-
tion) from International Federation of Red
Cross and Red Crescent Societies, PO Box
372, CH-1211 Geneva 19, Switzerland.

Manual of group interview tech-
niques to assess the needs of people
with AIDS (WHO/GPA/HCS/95.2)
provides guidelines for district level
planners on planning services for

people with HIV in the community
through interviewing people with HIV
and their carers.

Available from WHO/GPA.
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patient is important. Effective
counselling gives strength to the HIV
seropositives to lead a healthy life,
minimize chances of spread of
infection, and reduce social distress.
We have also observed thal even
transmission to spouses could be
prevented by successful counselling. el
HIV seropositives have to be followed | Cleeulation A1lLicuns
up periodically through booster
counselling.

Time spent on counselling is
worthwhile, for counselling is the
sharpest weapon in the fight against
AIDS, s Ga
Dr Laly Jose, Assistant Professor, inte
AIDS Surveillance Centre, Medical = Execu
College, Trivandrum, Kerala, India
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Life First! a practical guide for

people with HIV/AIDS and their i i wi?«%q:;w; kaps

families is a booklet aimed at people i ia-Pacific editi of AIDS Actior
living with HIV and AIDS, and includes - &Yﬁfﬁf@@%éwﬁww A
practical sections on care and support. Christian Aid and Levi Strauss

Free in English and Kiswahili from
AMREF Tanzania, PO Box 2773, D ares
Salaam, Tanzania.

TASO Uganda: the inside story
(WHO/GPA/HCS 95.1) describes the
participatory evaluation of their care,
counselling and social support services.
Available from WHO/GPA.

AIDS Action 24 is a special issue on
counselling, and includes an article on
care for the dying,

Contact HAIN for copies.

Changing concepts of the family:
responses (o HIV/AIDS and develop-
ment documents the emergence of
‘families of choice’ within the gay

community in Australia, and how this
has led to a wide range of gay commu-
nity-based initiatives and responses.
Contact HAIN for free copies to develop-
ing countries.
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Assessing and planning home-based
care for persons with AIDS was
developed to facilitate the design of an
AIDS program tailored to local needs.
It uses an assessment matrix for
systematic community evaluation of
the problems and resources with
current home care.

Contact HAIN for free copies to develop-
ing countries.
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