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Family and Community Care System for Persons with HIV Infection and AIDS :
A Review in Northeast Thailand.
Bumpenchit Sangchart and Wasinee Wisesrith, 2001,
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Executive Summary
Key words : HIV AIDS Family Community Care System Northeast Thailand

From estimates of the numbers of new people infected with the AIDS virus
each year in Thailand, it is possible to estimate that there are approximately 30,000
new cases per year, and that there are about 700,000 people infected with AIDS
spread throughout Thailand. This indicates that the problem of AIDS is still serious
and it is essential that there is continuous prevention and solution of the problem. The
implementation by the state alone is not able to cope with this number of cases of
people infected with the AIDS virus, and in future there will definitely be a large
number of AIDS patients.

In the Northeast, even though the outbreak is not as serious as in other parts, it
is seen from epidemiology data that the number infected and the number of AIDS
patients is rising steadily and passing from province to province. In 1997 the province
with the greatest number of AIDS patients was Loei: in 1998 it had changed to Ubon
Ratchathani; in 1999 it was Nakhon Phanom and in 2000 it had gone back to Loei.
The social environment factors are that the region has the poorest population in the
country, the lowest education and geography which is an obstacle to earning a living,
and these cause economic problems so that there is migration to sell labour both
inside the country and abroad. This is an important factor which causes risk to the
population of being infected with AIDS. From the rate of infection and the number of
AIDS patients increasing as stated, in the future there should be problems with caring
for AIDS patients which is greater than the capability of the health system to give
treatment. It is necessary to collaborate with all sectors involved, and the government
has realized this and seen the importance of promoting and developing the potential of
persons with HIV infection and AIDS, families, communities and society to play a
part in prevention and solving the problem of AIDS by forming a clear policy in the
8" National Social and Economic Development Plan from 1997 onwards.

While implementing the National AIDS Prevention and Problem Solving Plan,
1997-2001 in the Northeast there were many and varied research projects dealing with
the care of persons with HIV infection and AIDS. There were projects carried out
concerning the home care of persons with HIV infection and AIDS. However, it was
found that the body of knowledge was not clear. Thus in order to specify a
implementation strategy according to the policy for the National AIDS Prevention and
Problem Solving Plan, 2002-2006 that is clear and capable of being modified as
appropriate to the real situation, the researchers studied the synthesis of the body of
knowledge and practical mechanisms to develop the care system for AIDS patients at
home by the family and the community in the environment of the Northeast society
and culture. This study has been carried out since 1995 to the present with support
from the Public Health Systems Research Institute to study the present situation and
implementation of caring for persons with HIV infection and AIDS at home by their
families and the community. The study also examined the factors related to the care of
persons with HIV infection and AIDS as well as studying methods and forms of
activities for implementing the care of persons with HIV infection and AIDS at home.
The study looked at the problems and obstacles arising in the management of the care
of persons with HIV infection and AIDS at home by their families and the community
in the Northeast social and cultural environment. It is hoped that the results of the
study can be used as directions for developing care systems for persons with HIV
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infection and AIDS at home by the family and community, appropriately and in line
with the social and cultural environment of the Northeast in the future.

The present study was carried out in 3 stages.

Stage I This stage involved synthesis from documents concerning research
into the management of care of persons with HIV infection and AIDS at
home by families and the community, as well as various project reports
conducted both by the state and the private sector but only in the 19
provinces of the Northeast. The synthesis was from documents, research
reports and 19 postgraduate theses.

Stage 2 This stage was a field study in the research area and the target
population to study the forms and mechanisms for implementation of the
work of the various organizations from both the state and the private
sector, choosing 4 provinces and six areas, being the provinces of Khon
Kaen, Kalasin, Surin and Roi Et and using in-depth interviews, group
discussions and particpant observation.

Stage 3 This stage involved a critical brainstorming of the results of the
research, as well as offering suggestions for policy by 20 academics,
implementors and researchers, as well as those with experience,
knowledge and those implementing the care of persons with HIV infection
and AIDS. The research results were also sent to 2 experts for their
criticism and for suggestions. The body of knowledge was then improved.

Conclusions and lessons learnt from the study.

The overall results of the study were that the form of care for persons
with HIV infection and AIDS at home by the family and the community
under the environment of the Northeastern society and culture at present
has 3 major forms:

Form I The form of care performed by the people This consists of
the form of care by the family, the form of care by the temple and the form
of care of persons with HIV infection and AIDS by themselves. In these
forms people organizations are the main source of care systems, along with
coordination in approaching for concrete help and service from state
organizations according to the system of the state organization. Most state
organizations operate activities which are responsive and operate
according to their duties and responsibilities. In this form a few of those
infected with AIDS and their families approach private organizations for
help, but most attach importance to the state organizations.

Form 2 The form of care performed by the state or Govemment
Organization This consists of the form of care offered by medical
services at all levels divided into those places which have a duty to serve
such as Health Centres, Community Hospitals, and Central Hospitals, and
units which have the duty to coordinate and promote, such as District
Health Offices, Provincial Health Offices and Regional Communicable
Disease Control Offices. In general this form of care is operated according
to the central policy, with the type of operations being responsive.
Implementation according to the policy depends on the readiness of the
administration and the working team of the unit. There are only a few units
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that offer an offensive type of operation and coordinate clearly with the
private sector.

Form 3 The form of care operated by the private sector or Non —
Govemment Organization This consists of the form of care given by
private organizations for the public good, the form of care by foundations
and the form of care by religious organizations. In this form of care,
organizations in the private sector offensively make contact to give
assistance to various groups in the population. There is a clear and
concrete operating system. Public organizations have not approached or
asked for assistance from private sector organizations much. There is some
coordination with state organizations in some parts.

Important points concerning forms of care operated by different
organizations from this study are limitations of operations and
coordination between organizations as follows.

Limitations to operations by organizations

The form of implementation in each section, whether the form of care by the
state organizations, private sector organizations or public organizations, has
limitations to care given. In public organizations the limitation is in correct knowledge
concerning care and quality of care. In state organizations the type of care is mostly
responsive, care is not continuous and complete, and there is a break in care at
medical centres near the home, such as Health Centres. There is a problem of shortage
of personnel and problems with the quality and potential of the personnel who provide
care. Private sector organizations are mostly able to operate in a limited area, since
some parts lack knowledge concerning care giving, lack financial support, lack
acceptance by state and public organizations, since in the past they have had
experience of there being an aspect of profit seeking. There are few who can give
quality care in a clear form.

Coordination between organizations

Concerning coordination it was found that the type of collaboration in
providing care for persons with HIV infection and AIDS was unclear, such as
coordination between state and private sector organizations. The type of operation
was mostly “everyone for himself”, and in some large provinces there were tight
clusters of private organizations. There is no form of coordination for systematic care
giving, which sometimes makes work repeated, difficult to follow up and evaluate.
Organizations in different places have different periods of operation, with most
operating for 2-4 years and not having evaluated or concluded their work, or have
been operating but have not collected their results systematically.

A point which has clearly disappeared in the care system for persons with HIV
infection and AIDS is that patients in the last stage are not referred to or do not have a
clear operation system in every organization. There are many factors which relate to
this.

Factors related to care giving are family factors, factors concerning persons
with HIV infection and AIDS, community factors and organizations in the
community, medical personnel and service system factors. For these factors it was
found that of the important factors the first point was revealing the status of persons
with HIV infection and AIDS. The next point was the acceptance of persons with HIV
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infection and AIDS by the family or community who do not show loathing but
concern, not neglecting the rights of persons with HIV infection and AIDS including
others affected and who must work together and receive assistance and care from
organizations from the three sectors.

Operations in the past have used many strategies and activities, but the
important activity is home visit. However, most research studies, including projects
implemented by various organizations, are studies and operations in which there is a
clear division between health promotion and the prevention of AIDS. Studies do not
cover the form of care in each stage: what form should there be, who should be
involved in caring and should take a part in family and community care, and including
what relevant units or organizations should be involved.

The important problems and obstacles in the past which were found were that
persons with HIV infection and AIDS did not dare to reveal their condition to their
family, community and society, since they were afraid of being hated and rejected.
These problems are reflected by research which shows that there are approximately
equal numbers of people who accept and people who hate those with AIDS. However,
in the real situation it is found that the families and communities do reject and hate
persons with HIV infection and AIDS. This is an important factor causing persons
with HIV infection and AIDS in the Northeast not to reveal their illness until the
symptoms are clear or there is some reason why they cannot conceal it anymore, at
which point they reveal their condition. This is an important obstacle preventing them
from receiving care, and causing them to be infected with opportunistic diseases
quickly and easily, and makes persons with HIV infection and AIDS enter the final
stage and die in a short time. Apart from this there are important problems concerning
the families. It was found that families encounter economic problems, have no income
and lack knowledge about how to care correctly. Concerning problems of individuals
and organizations in the community it was found that there was hatred and failure to
accept persons with HIV infection and AIDS. The important reasons for this hatred
are fear, lack of understanding about AIDS and the belief that people who are infected
with AIDS are people who are sexually promiscuous, despite those people never
having had contact with people infected with AIDS. State organizations have
obstacles and problems with their operations with the most important being that
administrators have not yet realized and understood the importance of AIDS, there is
a lack of numbers and potential of personnel to operate, problems of budget and
supporting factors. Private sector organizations are able to operate under restricted
scope, having problems with knowledge and skill needed for caring, as well as lacking
support and acceptance by state organizations.

The conclusions and lessons learnt given above are points which challenge
those involved in every sector to collectively search for a new form of direction. Past
lessons have shown that operating by specifying the responsibilities of specific units
is not capable of operating successfully to create continuity and sustainability. It is
essential that operations are performed in a multiparty way, with state, public sector
and public helping to think of a vision and strategy for developing a system of care
which is suitable, so that it is able to be adapted according to the problem, in line with
the target group and the situation in the region.
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Recommendations for policy and strategy

- Policy
1) The state administrative system does not yet give complete medical coverage. Not
all persons with HIV infection and AIDS are able to get service. There must be a clear
policy direction and that policy must give complete coverage for persons with HIV
infection and AIDS in every stage, and specify medical insurance for persons with
HIV infection and AIDS.
2) Specify a clear policy direction for helping those affected by AIDS, such as
children infected with AIDS, children whose fathers and mothers have died from
AIDS, and extending to family members such as spouse, father, mother etc.
3) Promote and support research studies to discover the form or model of care for
persons with HIV infection and AIDS at home in different stages of the disease,
suitable for the region and the target group.
4) Support and promote the role and potential of women to take part or be leaders in
the prevention and solution of the problem of AIDS in the community.
5) Support and give opportunity to the public sector to take part in operating and
developing mechanisms for controlling the quality of care for persons with HIV
infection and AIDS.
6) Support the use of local intuition as one choice for caring for persons with HIV
infection and AIDS by promoting research studies to develop the body of knowledge.
7) Support the formation of groups of persons with HIV infection and AIDS, families
and communities so that they take a part in giving care, State and private
organizations must develop their potential and promote collective activities to develop
group leaders so that the numbers increase, must promote the process of learning and
problem solving using a group process, and support assistance with resources, in
coordination with useful sources and budget, so that groups have the potential to care
for and assist themselves continuously and sustainably.

- Strategy

1) Campaign and prevent new infections in risk groups continuously, and with
clear directions for groups such as labour employers, schoolchildren, teenagers,
women whose husbands migrate for work etc.

2) Campaign to change the attitude of people at every level, who operate the
care of persons with HIV infection and AIDS to create understanding, acceptance, not
to refuse to give care and not to infringe the basic human right to receive treatment by
giving correct information to give persons with HIV infection and AIDS a choice to
care for themselves.

3) The type of service offered should be in line with the needs of persons with
HIV infection and AIDS, their families and communities while considering the rights
of persons with HIV infection and AIDS. Care should be holistic in line with their
way of life and there should be clear, concrete links with community organizations
and public organizations to reduce duplication of work.

4) State organizations should coordinate with private organizations to
collectively care for persons with HIV infection and AIDS, including giving
budgetary and personnel support, since the group of AIDS patients who go to receive
treatment is only the group who have revealed their illness. Some group of AIDS
patients go for treatment from private organizations since they do not have to reveal
themselves, or they want to take care of themselves at home, especially when ill in the
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last stages of the disease. Thus care must have coordination between patients, families
and the community.

5) Develop the form or model of management of patient care in the final stage
for those who do not have a place to stay or whose families are not able to give care
because of economic and other problems. The state should support budget for
construction of homes. As to the form or model of care, it should be specified
collectively between public organizations, state organizations and private
organizations, in order to give the opportunity to persons with HIV infection and
AIDS to have a choice in care.

Recommendations for further research

1) Study the socio-cultural factors which have an effect on increasing the care
of AIDS patients at home by qualitative study techniques.

2) Develop the form or model of management of care for persons with HIV
infection and AIDS at home by all parties involved, the public sector, state
organizations and private organizations, including the care of persons with HIV
infection and AIDS in all stages up to the final stage.

3) Develop indicators to measure the implementation of care for persons with
HIV infection and AIDS, to create standards of home care for persons with HIV
infection and AIDS in the future.

4) Study the form or model of care for AIDS patients in the final stage who
have nowhere to go and nowhere to live.

5) Study the role of women as participants and !eaders in caring for persons
with HIV infection and AIDS at home and in the community.

6) Study points related to the rights of persons with HIV infection and AIDS
and people who have been affected such as children and families.
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