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Research on Utilizing NGOs in Popularization of Awareness about AIDS

Head Researcher: Mary Gotoh
(Executive Director of Japan HIV Center)

Abstract

The following points were clarified through our survey on the utilization of AIDS
non-government organizations (NGOs) by local authorities (GOs) and on the activities of
these AIDS NGOs.

1) The majority of public health centers and local governments regard AIDS NGOs as a
valuable social resource but cases where GOs actually utilize NGOs are few,

2) There is insufficient information available about AIDS NGOs.

3) Many NGOs are involved in projects with GOs or cooperate with them in some way,
but they receive very little monetary payment for this.

4) The major area where GOs concentrate their efforts is 'young people,’ but much less
effort is concentrated on 'PWA/H' whereas the main area of concentration of NGOs is
PWA/M

5) A large proportion of the activities of AIDS NGOs in England are supported by GOs,
which commission NGOs to carry them out. There were many suggestions we could learn

to promote services in Japan from the activities in England.

Researchers Participated
Hirose, H., Shinsho, F.,
Yamamoto, T., Konishi, K., Nakase, K.,
Maekawa, 1., Ohta, Y.,
Miyasaka, Y., Onizuka, T.,
Shioiri, Y., Ohashi, E., Kinoshita, Y.,
Ikegami, M., Ishikawa, E.,
Shirai, Y., Akamatsu, E.,
Imai, B., Doi, T., Yoshida, K.

A. Objectives

To carry out research investigating how GOs
utilize NGOs and also the activities of NGOs in
order to promote public awareness of HIV

prevention and human rights at a national level.

By evaluating and analysing the respective roles,
we aim to establish a method of creating a
partnership and network and improving the quality
of NGO activities and enhancing their utilization
by GOs.

B. Subject and Method
1. National survey investigating the

activities of NGOs

Ninety five NGOs undertaking HIV/AIDS related
activities were included in this survey. Names of
the groups were obtained through information in
the 'AIDS Bunka Forum' and 'ASO Information
Network 2000' (published by A&S Research

Conference) as well as other sources available



through public domain. The survey was carried
out in November 2000 - January 2001. The
survey was promoted as follows:

1) Questionnaire sheets were sent out and the
completed sheets were returned by post.

2} Qualitative

obtained through interviews by visiting their work

issues on their activities were

places.

3) Other information on participating in activities
and training seminars for volunteers were obtained
on site.

Contents of questionnaires were as follows: pattern
and scale of their activity, situation regarding
support for HIV positive people and activities
involving education, the group's specialist
activities, situation regarding connections with
GOs, background regarding finances, personnel,

etc.

2. Survey investigating utilization of NGO
by local authorities

The survey was carried out in November 2000 -

January 2001.

Questionnaire sheets were sent to: (1) all the

members listed in the 'Name list of Heads of

Public Health Centers, July 2000' (a total of 698

health centers), (2) all the official divisions in

charge of AIDS in 47 prefectures, designated city,

ordinance city, major city and 13 special wards of

Tokyo (a total of 120 places).

The survey was promoted as follows:

1) Questionnaire sheets were sent out and then

returned by post after completed.

2) Qualitative

obtained through meetings of NGOs and Public

issues on their activities were

Health Centers with special characteristics.

Contents of questionnairs were as follow:
awareness on AIDS NGO activities, partnerships

with and utilization of NGOQs.

3. Observational study on activities of
AIDS NGOs in England

ps kb e e et o i+ = e N . '

A team including 9 researchers participated visited
1 local authority, 2 medical facilities and 6 NGOs
in London. Qualitative assessment on their
activities were make through observation, meetings

and interview.

4. Survey investigating the care support
need of HIV positive people
Care support need of PWA, their partners and
their family was investigated through analyzation
of impacts of the first information on their HIV
status. Clientele of care support programs and
counseling at the Japan HIV Center and/or
CARES (NGOs) had been asked concerning areas
such as worries, mental support, their feelings and
help they needed when they were informed. The
survey had been carried out anonymously by
personal interview, mailing questionnaires or

telephone interviews,

<Ethical Considerations>

There was no possibility of this research project
violating the privacy of any participating
individual. It has been conducted after consulting
fully with HIV positive people and those directly
involved with them about protecting privacy and
focuses mainly on the activities of NGOs, local
All the

information was obtained only with voluntary

governments and public health centers.

decision.
C. Results
1. National survey investigating the

activities of NGOs

Respondent rates and main outcomes

1} We recetved completed surveys from 57 groups.
Judging from their answers on the survey, 51 of
those groups were engaged in activities related to
AIDS and 6 groups were engaged in activities
OTHER THAN those related to AIDS.

2) We contacted all groups that did not return the



survey by telephone or FAX and of these, 20 were
engaged in activities related to AIDS and 18
groups were engaged in activities OTHER THAN
those related to AIDS, or were no longer operating
or we were uncontactable.

3) From the above results, we concluded that
there were 71 groups that were engaged in
activities related to AIDS and of those, 72%
returned surveys.

Summary of the results of survey were as follows:
1) The total number of active members of all
groups was approximately 1,700

2) Groups that employed paid staff numbered 15
(29%)

3) The main area where NGOs concentrate their
efforts is PWA/H,' followed by 'young people.’

4y 78% of groups answered that they had some
sort of tie-up with GOs or that they cooperated
with them in some way.

5) Concerning the sources of income for NGOs,
the majority reported that the percentage of their
income gained from tie-ups with GOs was 0% or
between 1-20%

2. Survey investigating utilization of NGO
by local authorities

Respondent rates of the survey were as follows.

1) Of the 59 sections dealing with AIDS issues at
the prefectural and designated city level of
government, where surveys were sent, 51 returned
completed surveys (respondent rate was 86.4%:
this does not include ordinance cities, core cities
or special regions)

2) Of the 594 public health centers where surveys
sent, 398

(respondent rate was 67.0%: this does not include

were returned completed surveys
branch clinics)

Main outcomes of the survey were as follows.

1} 83% of GOs replied that they thought AIDS
NGOs could be used as a social resource.

-2 33% of GOs actually were using AIDS NGOs

as part of their policy strategy.

3) 50% of GOs had information about AIDS
NGOs that were active in their area.

4} 86% of GOs would like to have a complete
national list of AIDS NGOs.

5) The main area where GOs concentrate their
efforts is 'young people, (71%) followed by
‘educators' (37%). Less than 5% of efforts are
devoted to 'PWA/H.'

3. Observational study on activities of
AIDS NGOs in England

All of the AIDS NGOs we visited in London were

carrying out activities such as consuitation and

support, health management, job training and

GOs  had

commissioned NGOs to perform these services

employment support and so on.
and this provided the main source of income for
NGOs. Many AIDS NGOs have combined with
Terrence Higgins Association, the oldest AIDS
NGO in England. Branch offices throughout

England provide an indispensable social resource.

4. Survey investigating the care support
need of HIV positive people
This survey, which HIV positive people and their
families participated in, revealed that there were 3
major concerns that these people had: failing
health, economic hatdship and nervous strain. On
learning their HIV status, the largest number of
respondents (49% ) described their feelings as 'my
mind was completely blank, I couldn't think at all'.
In terms of 'people who support me,' for
respondents who answered they do have someone
who they can 'talk to honestly, a friend who takes
their side, in most cases this person was ‘a
counselor or a volunteer.’
Results of this survey show the importance of a
supporting friend (buddy) and counseling when it
comes to giving help to PWA/H, alongside

medical and economic support,



D. Discussions

It was clear that most of the responding public
health centers and local government authorities
saw AIDS NGOs as a social resource, ‘however
cases where GOs actually utilize NGOs were few
and sufficient information about AIDS NGOs was
many AIDS NGOs were

cooperating with or involved in some sort of

not available. Also,

tie-up with GOs, but the income they receive from

this was extremely small. This will be an
important issue in future activities to spread
AIDS. In of AIDS

awareness, the area that GOs were concentrating

awareness about terms
their most attention on is 'young people’ and the
attention they gave to PWA/H' was extremely
low. However, the area NGOs concenirate on most
is 'PWA/H'. It became very obvious through this
research that there is a wide gap between NGOs
and GOs in terms of what area is focused on, how
NGOs should actually be utilised and information
regarding NGOs.

Our research trip to London showed us that
AIDS NGOs in London gained a large part of
their income from GOs that had commissioned
them to carry out various different projects and
NGOs are thus able to fulfill a very important
role. We were able to learn much for future
reference for NGOQOs in Japan from observing
activities of NGOs

From PWA/H and

participated in the care support survey, we learned

in Londen.

their families who
that counselors and volunteers effectively provide
much needed 'mental support.! Once again, the
importance of the continued service of NGOs
became apparent. It is often pointed out that stress
and anxiety lowers the strength of the immune
system, so from this point of view as well, in
order to prevent AIDS related sickness from
{buddies) and

counselors are very important. Thus NGOs that are

occurring, supportive friends

experienced in care support are carrying out a

crucial role.

It is necessary to analyse the results of this
research in more detail, but the results of the
research carried out this year have certainly shown
the importance of utilizing NGOs positively to
spread AIDS awareness in the future.

We have completed all the research projects
planned for 2000 and basically reached our initial
goals.

The significance of these results, academically,
internationally and socially is pointed out in the
Ministry of Health and Welfare Notification No.
143 (March 2000) 'Basic Policy for Promoting
Regional Health Measures’ which emphasizes the
importance of utilizing services from the civil
sector and the development of regional volunteer
and self-help groups. This research can be
considered a first step

development and utilization of AIDS NGOs and

to encouraging the

has both academic and social significance in
Japan.

At the Millennium Summit, reference was made
to the role of NGOs/NPOs in society and it was
recognized that partnerships between GOs and
NGOs would be a very important issue from
now on. Considering this, comparative research
into utilization of NGOs in England and Japan
should give us many things to think about,
internationally.

In the future, as a next step, we would like to
investigate the gap between GOs and NGOs which
became apparent in this research project. What is
blocking partnership between GOs and NGOs and
how do we overcome this? As we try to find
answers to these questions, we would like to make
use of these research results , which give us
invaluable clues about partnerships between GOs

and NGOs both in Japan and overseas.



E. Conclusion

The survey we provided suggested and clarified
the following points about the state of cooperation
and partnerships between GOs and NGOs.

1) Most of the Public Health Centers and local
authorities seem to regard AIDS NGOs as a social
resource, however cases where GOs actually
utilize NGOs are few. One of the reasons for this
could be said to be the
information about AIDS NGOs available.

2) The major area where GOs concentrate their

lack of necessary

efforts is 'young people,’ but very little effort is
concentrated on 'PWA/H' whereas the main area of
concentration of AIDS NGOs is 'PWA/H." Also,
many NGOs have tie-ups and cooperate with GOs,
but the

extremely small.

income they receive from GOs is
3) A large proportion of the activities of AIDS
NGOs in England are supported by GOs, which
commission NGOs to carry them out. There is
much Japan can learn from this system.

4) In terms of support for HIV positive people
and their families, councilors and 'buddies’ are
very important. NGOs have a major role in
ensuring the availability of this type of care

support.

F. Information on bio-hazard

Nothing was observed.

G. Presentations of the research outcomes

1. Publications

1) GOTO, Mary: Partnership de okonau HIV
taisaku, (Measures against HIV carried out in
Partnership) magazine for public health center
nurses 56(9); p750-754, 2000,

2) GOTO, Mary: HIV taisaku ni okeru saikin no
kadai to hokenfu e no kitai, (Recent issues in HIV

Countermeasures and public health center nurses)

Seikatsu Kyoiku 45(1) ; p25-32, 2001.

3) GOTO, Mary & ITO, Yoko: AIDS mondai ni
okeru social work teki shiten to kadai (Looking
at AIDS from the viewpoint of social work and
Fukushi Kenkyu, 80;

related issues) Shakai

p140-143, 2001.

2. Presentations at Academic Meetings

1) GOTO, Mary, ITO, Yoko, et al: 'Young
Sharing Program' for HIV/AIDS-Significance and
Issues, Japan Mental Health 16th Conference; 27,
2000.

2) GOTO, Mary. et al.: Help for HIV positive
people and their families-an attempt to establish a
standard for judging priorities, Japan AIDS
Conference Magazine 2(4); 412, 2000.

3) HIRAMATSU, Shigeru, GOTO, Mary, et al..
Trends in counceling from national 36 hour AIDS
hotline, Japan AIDS Conference Magazine 2(4);
371, 2000.

4) KINOSHITA, Yuri, GOTO, Mary, et al.:
HIV positive people and their families and
nutrition counselling, Japan AIDS Conference
Magazine 2(4); 413, 2000.

3. Public Presentation Meetings of the
Results

Public Presentation Meetings of the Results were
held ten times at 10 cities across Japan: in Osaka,
Ehime.,
Hokkaido, Nagasaki, Kagoshima, and in Aichi.

Tokyo, Miyagi, Okayama., Nagano,

H. Intellectual Property Rights

None,
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