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Consensus statement from the first international meseting of AIDS service organizations

Consensus statement from the first international
meeting of AIDS service organizations

The first international meeting of AIDS service organizations (ASOs) was convened in Vienna by the
World Health Organization (WHO) Global Programme on AIDS (GPPA) from 28 February to 3 March
1989. The meeting was joinily organized by GPA, the WHO Regional Office for Europe and the
members of participating AIDS service organizations (ASOs). Fifty-three representatives of 49 AIDS
service organizations in 25 countries attended the meeting. The participants are listed in the Annex.

A working group drawn from ASOs and WHO established the objectives of the meeting:

+ to identify and define problems faced by ASOs in the areas of strategic planning,
organizational structure, communications and networking;

= to exchange experiences in these areas;

* to provide technical information in these areas;

*  to identify steps for improving coordination between WHO and AIDS service organizations.

The meeting developed the following consensus statement.

AIDS service organizations (AS0s)

ASQs provide support to individuals and communities in response to needs ereated by the AIDS
pandemic. Those needs arise particularly in relation to prevention, care, and resources. A5Os are
usually community-based and nongovernmental. Among ASOs, those formed by and for persons
living with HIV infection or AIDS by definition best represent the interests and needs of people
affected by the pandemic. Other A50s reflect a wide diversity of origin groups such as sex
workers, gay and lesbian movements, health care providers, ethnic minorities, and communities
with specific national or cultural interests. The objectives of ASOs are solely or predominantly
AlDS-related. Many other nongovernmental organizations have added AIDS components to
existing programmes.

The fact that the majority of ASOs originated from within the communities they serve is the basis
for three of their main attributes:
* their identity and credibility with the individuals and groups they were set up to serve;

s their ability to act as reference points or mediators between those individuals and groups and
providers of public services; and

¢ their legitimacy as advocates for those individuals and groups.

Inherent in and integral to ASQs are the personal knowledge and experience unique to persons
living with HIV or AIDS and to their partners and families.

ASOs have been formed mainly in the industrialized countries that have been most affected by
AIDS in the 1980s: in North America, Australia, Western Europe, and New Zealand. They are
increasingly being formed in those developing countries which also have large numbers of cases,
as well as in areas where the pandemic is less widespread.
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Areas of common interest and objectives

As A50s continue to be formed and develop their programnes, their community-based response
simultaneously strengthens and can be strengthened by national and international authorities. The
degree to which nongovernmental, governmental, and intergovernmental responses to AIDS are
complementary is reflected in the existence of areas of common interest and in common objectives.

The definition of health in the constitution of the World Health Organization as "a state of
complete physical, mental, and social well-being and not merely the absence of disease or
infirmity”, and the related constitutional principle that "the enjoyment of the highest attainable
standard of health is one of the fundamental rights of every human being without distinction of
race, religion, political belief, economic or social condition” are inseparable from the development
of priorities and activities for the care and support of people affected by HIV. Nongovernmental,
intergovernmental, and governmental organizations working on AIDS, while maintaining their
autonomy and specific interests and constituencies, share as common aims the objectives of the
Global AIDS Strategy which are:

= to prevent HIV infection;
* fo reduce the personal and social impact of HIV / AIDS; and

* to unify national and international efforts against AIDS.

To prevent HIV infection, ASQOs have created and distributed well-designed community-specific
information and education material and in particular have developed ways to suppert individuals
in reducing their risk behaviours. In this they have achieved important successes in bridging the
Zap between knowledge and practice. By creating a supportive social environment, they have
strengthened a basic element in the quest for successful HIV prevention.

In providing care through hospices, home care, "buddying”, counselling, and AIDS-specific clinies,
AS0s do essential work m mitigating the physical and psychological impact of HIV infection on
individuals and cormmmunities. They exert national and international influence in promoting
improvements in the public sector's services for persons affected by HIV or AIDS and in reducing
discrimination against them.

As ASO networks evolve and expand, the local experience of small organizations has been shown
to provide vital lessons for others in different towns, cities, countries, continents, and cultures. The
sense of national, international, and intercultural unity developed through ASO networks enables
such lessons to be heard and is therefore vital to the success of the worldwide struggle against
AlIDS.

Protection of the human rights and dignity of persons affected by HIV or AIDS and the avoidance
of discrimination and stigmatization in the provision of services, employment, and travel are
central to the attainment of the common objectives of prevention of the disease, reduction of its
personal and social impact, and unity in international efforis.

Maijor problems facing AIDS service organizations

AS0s encounter major impediments to their successful operation which vary from country to
country and are often interlinked. They can be summarized as follows:

A50s often lack official acknowledgement of their legitimacy. This includes under-recognition of
their competence and the value of their contribution to prevention, care, and the development of
public policy, In addition, even among ASOs there is sometimes a lack of acknowledgement of the
particular knowledge, experience, and roles of persons living with HIV or AIDS.
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The expertise of ASOs is underutilized. They are, for example, under-represented in official bodies
working on AIDS within countries and regions and internationally. In particular, indigenous
peoples and ethnie minorities are under-represented.

Adequate sustained funding is a problem for many ASOs, and is often related to the legitimacy
accorded to them by governments and other major providers of funds. The development of
relations with institutional funders, however, implies a need for accommodation on objectives and
operations which may threatent the autonomy of the A50s.

Attitudes, regulations, and laws form a set of structural impediments to the operations and, in
some circumstances, the very existence of ASQs. These tmpediments include attitudes, laws, or
regulations against sex workers, homosexuality, availability and possession of needles and
syringes, and publication of clear educational material on the prevention of sexual transmission of
HIV.

The terminology used in connection with AIDS often reinforces negative attitudes, blocks
understanding, and offends persons living with HIV infection or AIDS. While persons living with
HIV or AIDS strive to develop supportive social environments, including the use of words that
provide strength and encouragement rather than passivity and resignation, much public rhetoric
includes terms such as "vietim" and "sufferer” that undermine this effort and contribute to
discrimination,

AS0s have accumulated much experience in many areas and countries. The lessons learned from
this experience need to be shared among ASOs and with the authorities nationally and
internationally. The mechanisms for achieving this are not sufficient at present, and support is
necessary for their development.

Having grown exceptionally rapidly in the face of the pandemic, many ASOs find that they now
need to develop management skills specific to their particular circumstances. These skills include
strategic planning, communication, networking, fund-raising, and the development of effective
management structures to deal with rapid growth, innovations in service delivery, concerns
related to volunteers, and unpredictability of future needs.

Future cooperation between ASOs and WHO

A diversity of ASOs representing many interest groups, particularly persons with HIV infection or
AIDS, have objectives in common with each other and with WHO: the prevention of HIV
infection, minimization of its personal and social impact, including the care and support of
persons affected by it, and national and international unity in confronting the pandemic and its
effects. Participants at the first international meeting of ASOs stressed the importance of those
objectives and urgently recommended that A5Os and WHO continue to increase cooperative
efforts to attain them.

Participants appreciated WHO's support for the Vienna meeting, itself an example of cooperation
among organizations. As a part of future collaboration, the meeting strongly recommended that
WHO continue to work with A50s to seek ways to overcome constraints on their operations,
particularly in relation to official acknowledgement of the legitimacy and competence of A50s,
representation on AlDG-related bodies, and such structural impediments as attitudes, laws, and
regulations that hinder the prevention of HIV infection and the care and support of persons
affected by the disease. The meeting also recommended that WHO continue to work with ASOs
on building national and international networks and strengthening organizational capabilities in
strategic planning, identification of sources of finance, and the development of appropriate
management structures. Participants emphasized that the recommendations concern the
overcoming of constraints in both developed and developing countries.
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The meeting recognized that the autonomy, independence, and varying interests of organizations,
whether nengovernmental, governmental, or intergovernmental, often lead to difficulties in
cooperating successfully. Participants emphasized that autonomy can be maintained at the same
time as organizations collaborate in areas of common concern to attain commeon objectives, and
they recommended a continued positive effort to create and sustain local, national, and
internationa] alliances to confront AIDS.




WHO/GPA/INF/89.9

ANNEX
List of participants

Dr W. Almeida, General Secretary, Brazilian Interdisciplinary AIDS Association, Botafoga, CEP 22251,
Rio de Janeiro, Brazil

Ms ]. Anderson, Toronte AIDS Committee, Toronto, Ontario M4Y 1B9, Canada

Dr D. Banhegy, Hospital Lazlo, 1097 Budapest, Hungary

Dr R, Brandstetter, Director, Austrian AIDS Relief, 1080 Vienna, Austria

Mr G. Byleveld, Dutch Association of People with AIDS (B.M.A). 1001 JA Amsterdam, Netherlands
Mr A. Casula, AIDS Solidarity Association, 20136 Milan, Ttaly

Mr D. Cockerline, Prostitute Safe Sex Project, Toronto, Ontario M4Y 2T8, Canada

Mr D. DeGagné, Vancouver People with AIDS Coalition, Vancouver, B.C., V6E 1N4, Canada
Brother James Fahy, Amani Counselling Collective, Najrobi, Kenya

Ms C. Friedli, Casa La Fonte, 6914 Carona-Lugano, Switzerland

Mr B. Hansen, Administrative Director, National Danish Organization for Gays and Lesbians
1210 Copenhagen K, Denmark

r

Reverend Martin Hazel, Terrence Higgins Trust, London WC1X, United Kingdom of Great Britain and
Northern Ireland

Dr J. Hutterer, Anstrian AIDS Relief, 1080 Vienna, Austria
Dr G. Tllei, National Institute of Haematology and Blood Transfusion, 1113 Budapest, Hungary -

Mr J. Javanni, President, Appartements de Relais Therapeutique et Social (APARTS), 75066 Paris
Cedex 02, France

Mr K. Jones, San Francisco AIDS Foundation, San Francisco, CA 94101-6182, United States of America
Ms H. Joseph, Hotline of Trinidad and Tobage, Ministry of Health, Port of Spain, Trinidad

Mr P. Kawata, Executive Director, National AIDS Network, Washington, D.C., 20036, United
States of America

Mr B. Kraushaar, Swiss AIDS Relief, 8036 Zurich, Switzerland
Mr K. Krickler, Austrian AIDS Relief, 1080 Vienna, Austria

Dr S. Lang, City Assembly of Zagreb, Committee for Health and Social Welfare, 41000 Zagreb,
Yugoslavia

Mz A, Lapierre, Comité SIDA Aide Montréal (C-SAM), Montreal, Quebec H2X 3M?2, Canada
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Mr J.J. Lariagon, Association AIDES, 75010 Paris, France

Mr W. Lindberg, Director, New Zealand AL Foundation, Auckland, New Zealand

Ms H. Lékholm, Langretta 8, 1279 Oslo 12, Norway

Ms }. MacRae, Network of Voluntary Organizations on AIDS and HIV (NOVOAH), ¢/o AIDS
Education Coordinator, Health Education Unit, Belfast, United Kingdom of Great Britain and

Northern Ireland

Ms J. McGuire, AIDS Action Council, Network of Organizations Responding to AIDS (AAC NORA),
Washington, D.C., 20036, United States of America

Dr 5. Matheny, Health Resources and Services Administration, Rockville, MD 20857, United States
of America

Mr M. Merdian, National Association of People with AIDS, Washington, D.C., 20006, United States
of America

Mr H. Moerkerk, Secretary, National Task Force on AIDS, 1075 BB Amsterdam, Netherlands

Dr J.O. Mordfeldt, Noahs Ark, 11121 Stockholm, Sweden

Mr C. Morrison, Deputy Director, AID5 Help Service Programme, Robert Wood Johnson
Demonstration Projects, UCSF Health Policy Group, San Francisco, CA 94143-0936,
United States of America

Mr K. Morrison, McGill Centre for Medicine, Ethics and Law, Montreal, Quebec H3A 1A3, Canada

Ms R. Mota, Santa Cruz AIDS Project, Santa Cruz, CA 95063, United States of America

Mr G. Murray, Village Clinic, Winnnipeg, Manitoba R3M OW4, Canada

Mr J. O'Malley, Canadian Council for International Cooperation, Ottawa, KIN 787, Canada

Ms C. Overs, Victoria Prostitutes Collective, 5t Kilda, Victoria 3070, Australia
Ms C. Patton, AIDS Action Committee, Boston, MA 02116, United States of America

Ms |. Peabody, Board Member, Gay Mens Health Crisis Centre, New York, NY 10021, United States
of America

Mr F. Reiferiberg, Past Board Member, German AIDS Relief, 53 Bonn 3, Federal Republic of Germany
Mr C. Robson, Gay Health Action, Dublin 6, Ireland

Ms B. Roman, Executive Director, National Lesbian and Gay Health Poundation, Washingten, D.C,,
20009, United States of America

Mr G. Roth, Cologne AIDS Relief, 5000 Cologne, Federal Republic of Germany
Ms E. Sevilla, Services for the Gay and Lesbian Community, Ministry of Health, Lima 14, Peru
Dr 1. Schaeffer, German AIDS Relief, 1000 Berlin (West) 31

Dr D. Shmutzer, Austrian ATDS Relief, 1080 Vienna, Austria
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Mr O. Stalstrom, Finnish AIDS Society, 00100 Helsinki, Finland

Ms R. Stienstra, Gay and Lesbian Mental Health Association, 1012 LZ Amsterdam, Netherlands
Mr D. Strand-Nielsen, PLUSS, 0557 Oslo 5, Norway

Mr F. Suys, AIDS Health Care Foundation (STAG), 2000 Antwerp, Belgium

Mr B. Whittaker, AIDS Committee of New South Wales and Australian Coalition of AIDS
Organizations, Darlinghurst, NSW 2010, Australia

Mr C. Williams, ActionAid (for TASO), Kampala, Uganda

Mr L.R. Ziobro, Group ETAP, 50-950 Wroclaw 2, Poland

Representatives of other organizations

United Nations Office

Dr M. Kilibarda, United Nationg Office in Vienna, Vienna Infernational Centre, 1400 Vienna, Austria

WHO Secretariat

Dr. §. Mann, Director, Global Programme on AIDS, WHOQ Geneva

Ms N, Fadl, Regional Programime on AIDS, WHO Regional Office for Europe, Copenhagen

Dr B. Gredler, Regional Programme on AIDS, WHO Regional Office for Europe, Copenhagen

Mr B. Grose, External Relations, Office of the Director, Global Programme on AIDS, WHO, Geneva
Dr D Miller, Social and Behavioural Research Unit, Global Programme on AIDS, WHO, Geneva
Mr R. Rector, Regional Programme on AIDS, WHO Regional Office for Europe, Copenhagen

Ms H. Schietinger, Health and Social Services, Programme Coordination and Development, Global
Progamme on AIDE, WHQ Geneva

Mr 5. Wayling, Regional Programme on AIDS, WHO Regional Office for Europe, Copenhagen




