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Preface

Public Participation Capacity Strengthening

Since the first AIDS case reported by the United States Centers for Disease
Control and Prevention in June 1981 millions of lives died from this new infec-
tious disease and there estimated hundreds of millions of people living with HIV
{(PLHIV) now globally. AIDS pandemic has become one of the biggest develop-
ment barriers, and is even regarded as the most severe challenge to people’s
health. All states have attached great attention to AIDS prevention and control.
Numerous resources have been allocated to develop medications and new treat-
ment measures to respond proactively to the disease. However, no cure ap-
proach has been found till now.

When AIDS is unable to be cured, others become very important, i. e. pre-
venting its incidence and spreading, caring PLHIV, protecting their dignity,
providing them necessary life and health services, and mitigating negative impact
to PLHIV, their families and the society. Its accomplishments not only relate to
the wellbeing and welfare of PLHIV and their families; but more importantly,
reflect a society’s quality and character, and its capacity of self-adjustment and
sustainable development. However, Due to its special mode of transmission,
PLHIV become associated with immorality and discriminated and marginalized ,
all these undermine their consciousness, capability and opportunity of upholding
and promoting their own rights. Some activities and livelihood engaged in by the
* mosl-at-risk > populations are even forbidden by laws, which further limit their
access to relevant information and resources. Against these circumstances, self-
support groups and other non-governmental organizations (NGOs) will play spe-
cial roles in AIDS prevention and control. These organizations could treat their
target groups in an equal and friendly way, and their services are more oriented

and accessible. In fact, NGOs who represent interests of people infected or af-
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fected by HIV/AIDS play an indispensable role in the development of most inter-
national and national AIDS policies and projects and in donor agencies. There-
fore, more attention and research should be given to NGOs’ roles and working
mechanism in AIDS response.

The two papers in this book just fit this topic. “New Paradigm of Civil Society
Participation in AIDS Governance-Research on the First China Global Fund NCO
Work Committee (2007 ~2009)” is Zhang Tao’s postgraduate thesis. Through
in-depth interviews and document reviews, her paper conducted intensive re-
search and thorough analyses to a typical case the NGO Work Committee and its
participation in the high level decisions as a unique grassroots coalition in China’s
AIDS filed. She considered the generation, operation and performance of the
firt NGO Work Committee of great research value. She pointed out the
Committee’s generation mechanism and alliance characteristics highlighted its le-
gitimacy, representation and independence, she also believed the Committee
played an important role in the aspect of centralizing civil thoughts and prioritiz-
ing grassroots requirements; the Committee has an obvious advantage in networ-
king and cooperation; and has had remarkable success in self-capacity building
and promoting community development. Zhang Tao also indicated lacking re-
sources, inadequate capacity and low efficiency were main constraints to the
Committee, as well as to the majority grassroots organizations. Furthermore, she
proposed some valuable suggestions to improve performance and efficiency of the
NGO Work Committee. The other article is from a American scholar, Dr. Joan
Kaufman-* The role of NGOs in China’s AIDS crisis - Challenges and possibili-
ties’. This paper highlighted Chinese government’s limitation in health service
provision and value of NGOs’ response to AIDS crisis; it analyzed complex rela-
tions between Chinese government and NGOs, and those among different NGOs.
She perceived NGOs’ greater role in China’s AIDS response face opportunities as
well as challenges. Kaufman’s paper also found constraints widely existed in
grassroots organizations as Zhang’s. She holds that relationship between govern-
ment (especially local governments) and NGOs need moderating, and NGOs’
capacities need strengthening.

Although the two papers focus on the NGO’s participation in the AIDS re-
sponse, such researches are more important in mapping growth of China civil so-

ciety and broader public participation. Since 1990s, civil society in China has



drawn widespread attention. The number of social organizations, including
grassroots ones, increased significantly; but from other perspectives as their
structure, environment, value and impact, these organizations cannot meet the
needs of social development. Inadequate participation capacity and in lower lev-
els are the most obvious and important concerns, which caused by institutional
environment, and by civil society itself. Under certain circumstances, interrela-
tion of the two causes further constraint civil society’s participation capacity. In
order to drive Chinese civil society from growing to maturity, and to play greater
roles in China’s social and economy development, and to be instrumental to reali-
zing good governance, public participation capacity strengthening should be put
in the most priority position. All these topics are addressed by the two papers
from different perspectives.

In accordance with my view, the most prominent barriers to civil society par-
ticipation are no systematic compartmentation and alliance, no effective platform
for them to reach consensus, and no participation mechanism in decisions. For
example, the number of civil society organization increase rapidly, but they have
no effective functional differentiation. Each organization need to grow and oper-
ate independently, lacking relevant support in funds, nurturing, management,
information, assessment, training and counseling. All these have negative im-
pact to civil society as a whole to grow up and become stronger. We also realize
that few social organizations approach united in some forms, but most of them ex-
ist without allies, or rely on their “mother-in-law” (' supervising departments)
and embed themselves into the administrative system. So in a whole, the rela-
tionships among Chinese social organizations are those among administrative de-
partments, lacking horizontal synergy and integration, to larger extend, which
is caused by current institutional environment. The govemment management to
social organization is based on non-competitive and non-territorial principles,
which means there can only be one similar organization in the same sector and
within the same geographical; at the same time, one social organization cannot
set its regional branches. This kind of institutional constraint makes social organ-
izations exist in fragment, and hard to networking so as to restrict their capacity
of taking actions. In addition, we need to notice, there is no regular and insti-
tutionalized platform for Chinese social organizations to exchange opinions, to

practice democracy and to reach consensus directly and effectively. Because of
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these inadequacies, Chinese social organizations have few opportunities to partic-
ipate in decisions and produce little influence on public arenas.

Chinese social organizations’ low capacity construct bottlenecks to China’s
process of democratization, as civil society’s meaningful participation is the im-
portant foundation of modern democratic politics. The rapid economic and social
development make deepening of socialistic democracy become an irresistible
trendy. Report of the 17th National Congress of the Communist Party of China
addressed to expand people’s democracy, to ensure scientific and democratic de-
cision-making, and to guarantee the people’s rights to be informed, to partici-
pate, to be heard, and to oversee; to encourage social organizations to help ex-
pand the participation by the public and report on their petitions so as to expand
the citizens” orderly participation in political affairs at each level and in every
field, and to safeguard equity and justice. In order to realize these goals, we
need to implement institutional changes systematically and to pay high attention 1o
public participation capacity strengthening, so as to facilitate the development of
Chinese civil society into a fast track.

Looking back, the two papers analyzed the most marginalized and disadvan-
taged grassroots organizalions ’ participation in the national decision-making
process, highlighted the effective interactions, networking, generation condi-
tions and series issues concerning with a joint participation mechanism in deci-
sions.  All these will undoubtedly provide valuable inspirations to other types of
social organizations to strengthen capacily building and (o participate in decisions

effectively. Hope readers could benefit from their researches.

[ WM’%

Professor of Sociology, Renmin University of China
December 18", 2010
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Disease control and governance innovation are the two key themes that run
throughout this book. From the perspective of both Chinese and Western schol-
ars, the two papers that make up this book analyze characteristics of the AIDS
epidemic in China, and present the authors’ interpretation of public participa-
tion and AIDS governance. Exploratory research focused on Chinese civil society
organizations’ particular role and practice in the public health governance. The
basic conclusion is, under China’s unique socio-cultural context, without broad
participation, no meaningful governance can be achieved, and the AIDS chal-

lenges cannot be effectively solved.

In the past three decades, people’s attitude towards AIDS has changed with
more understanding of the disease. By the end of 2009, the number of people
living with HIV/AIDS in China, estimated by the Chinese Center for Disease
Control and Prevention, was 740, 000. The negative impacts of AIDS to China’s
harmonious society and sustainable development has begun to show. Most
people’s awareness for AIDS remains superficial; few people have interest to find
out why AIDS has spread so broadly and for such a long time, and evolved into a
social problem. Thus, besides the common feeling of fear, few people are will-
ing to know more about people infected and affected by the disease, nor to proac-
tively participate in AIDS-related work. All of these lead to insufficient public
participation and social exclusion, which are crucial drivers of the AIDS prob-

lems in China.

In August 2005, I accepted a position in the UNAIDS Beijing Office and soon
after became involved in the coordination and facilitation of the China Global
Fund Country Coordinating Mechanism (CCM) membership election for the sec-
tor of community-based organizations ( CBOs) and other NGOs. With the refor-
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ming background of the China Programs of the Global Fund to Fight AIDS, Tu-
berculosis and Malaria (the Global Fund), the election was processed to pro-
mote Chinese CBOs” meaningful participation in AIDS governance. This experi-
ence enabled me to develop relationships with many global and domestic experts
and scholars in the AIDS field, learn more about the Global Fund and people in-
fected and affected by HIV, and accepted the concept of AIDS governance.

No governance can be reached without broad public participation, which is al-
so the guiding principle of the Global Fund. In order to maximize the grants val-
ue, the Global Fund requires the recipient country to establish a governing body
at country level, namely the Country Coordinating Mechanism (CCM). In ac-
cordance with the Global Fund, membership of the CCM should include repre-
sentatives from governments, multilateral or bilateral agencies, non-governmen-
tal organizations, private sectors and people living with the diseases, thus ensu-
ring multi-stakeholders’ equal participation in the decision-making process. This
institutionalized requirement provided China’s AIDS NGOs, especially communi-
ty-based organizations, a rare opportunity to not only play their indispenéable
roles in AIDS conirol, but also explore a new path for effective participation in
public decisions, which gave birth to the “NGO Work Committee” (the short-
ened name of the China Global Fund NGO Work Committee).

The NGO Work Committee, composing of 11 sectoral representatives, was the
outcome of a new, meaningful & standardized civil society election. It has a
special organizational structure, special working mechanism and unique partici-
pating contributions. In the traditional sense, the NGO Work Commiitee cannot
be called an organization — it is neither an affiliate to the China Global Fund hier-
archy, nor a registered entity; in addition, it has no office space, no adminis-
trative budget, and no personnel salary. Despite these factors, its creation and
operation represented grassroots wisdom, played community’s role, enriched
governance options and improved participation efficiency. NGO Work Committee
was an innovation of China AIDS NGOs, and inspired me to spend years to ob-
serve its development. In 2007, I started my postgraduate study at the Renmin
University of China. With my supervisor, Professor Hong Dayong’s constant en-

couragement and support, I completed this thesis — case study of the NGO Work
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Committee in AIDS governance. This is the first paper of this book.

The other article was written by a well-known American scholar, Professor
Joan Kaufman. She is a lecturer in Global Health and Social Medicine at Har-
vard Medical School, and a distinguished scientist and senior lecturer at the
Heller School for Social Policy and Management al Brandeis University. Dr.
Kaufman also works as the China Team Leader for the International AIDS Vaccine
Initiative. Through solid studies, Dr. Kaufman has a deep and expert under-
standing in the arena of ‘global public health’. She was the first UNFPA inter-
national program officer in China during the 1980’s and from 1996 ~ 2001 she was
Ford Foundation’s Reproductive Health Program Officer for China based in Bei-
jing. During correspondence with Professor Kaufman, she shared with me her
paper on the NGO development in China’s AIDS sector. Taking China’s SARS
crisis in 2003 as the entry point, her paper analyzed the crisis and identified the
threat of emerging infectious diseases which have pushed the boundaries of NGO
political space in China. She had also documented China’s grassroots NGOs de-
velopment, opportunity and challenges. 1 think her research had similarities
with mine, and preserved a unique approach and a conclusion reflected by a
western scholar’s perspective to China’s AIDS issue. With her consent, Professor
Kaufman’s article is also enclosed in this book. [ believe both articles compli-

ment and supplement each other.

Various individuals and organizations have coniributed in different ways towards
the completion of this thesis. This book could not be published without my men-
tor, Professor Qiu Renzong’s recommendation, this book’s publisher, Mr. Xie
Yang’s approval and responsible editor, Ms. Fang Lin’s hard work. I am thank-
ful to my supervisor, Professor Hong Dayong not only for his professional guid-
ance, but for his generosity in writing the preface. Taking this opportunity, I
would also like to thank my colleagues, friends and my family, who exiended
warm and selfless support throughout this thesis writing and its translation. Al-
though I am not able to list them here, they are in my thoughts and my gratitude
goes to all of them. Without them, there is no my paper. The thesis would have
been rather sterile if 1 had not received the insights from members of the first

NGO Work Committee and other key informants. My special thanks go to them



