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have significantly increased their involvement in the AIDS response.
This article aims to review the extent of civil society participation in
China AIDS programmes over the past two decades.

A desk review was conducted to collect Chinese government poli-
cies, project documents and published articles on civil society
participation of HIV/AIDS programmes in China over the past two
decades. Assessment focused on five aspects: (i) the political envir-
onment; (ii) access to financial resources; (iii) the number of CSOs
working on HIV/AIDS; (iv) the scope of work; and (v) the impact of
CSO involvement on programmes.

The number of CSOs specificly working on HIV/AIDS increased
from 0 before 1988 to over 400 in 2009. Among a sample of 368
CSOs, 135 (36.7%) were registered. CSOs were primarily supported
by international programmes. Government financial support to
CSOs has increased from USD248 000 in 2002 to USDI1.46 million
in 2008. Initially, civil society played a minimal role. It is now
widely involved in nearly all aspects of HIV/AIDS-related preven-
tion, treatment and care efforts, and has had a positive impact;
for example, increased adherence of anti-retroviral treatment and
HIV testing among hard-to-reach groups. The main challenges
faced by CSOs include registration, capacity and long-term financial
support.

CSOs have significantly increased their participation and contribu-
tion to HIV/AIDS programmes in China. Policies for registration and
financial support to CSOs need to be developed to enable them to
play an even greater role in AIDS programmes.
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Introduction

As of 2009, the overall national HIV prevalence in
China remained low—estimated at 0.057% (0.04—
0.07%) of the total population—but with pockets of
high prevalence in some areas and among specific
sub-populations such as injecting drug users (IDUs),
sex workers and their clients, and men who have sex
with men (MSM)." Since 2003, China has made
significant progress in its response to the HIV/AIDS
epidemic and is now witnessing a reduction in the
rate of increase of the AIDS epidemic.1 However, to
achieve China’s Millennium Development Goal
number six—to halt and reverse the spread of HIV/
AIDS by 2015—comprehensive HIV prevention, treat-
ment, care and support services will need to be fur-
ther scaled up, particularly for these hard-to-reach
high-risk populations.

The government, through the Chinese Ministry of
Health and Chinese Center for Disease Control and
Prevention (China CDC), still remains the main
service provider in China’s AIDS response. However,
over the past 20 years, there has been increased rec-
ognition from the Chinese government that the AIDS
response requires involvement from of all society,
including civil society organizations (CSOs).>” Over
the past 20 years, CSOs working on HIV/AIDS have
emerged and expanded to take an increasingly im-
portant role, especially in service delivery, and are
now widely involved in nearly all aspects of HIV/
AIDS-related prevention and control efforts.””

This article aims to review the extent of civil society
participation in the China AIDS response over the
past two decades and the challenges they face to
become more actively involved in national AIDS
programmes.

Methods

We performed a desk review of available Chinese
government policies, project documents and published
articles on civil society organization (or non-
governmental organization, or grass-roots organiza-
tion or community-based organization) participation
of HIV/AIDS programmes in China over the past
two decades.

As civil society in China differs from other parts of
the world, it is important to begin this analysis with a
clear definition of Chinese CSOs and the specific enti-
ties this article covers.

Chinese scholars and practitioners have often
described three main kinds of CSOs (minjian zuzhi in
Chinese) in China,'®'" including: (i) ‘civil organiza-
tions’, which include mass organizations and associ-
ations that are closely affiliated with government
systems and have an established national network,
such as the All China Women Federation and the
Chinese Association of STD & AIDS Prevention and
Control (CASAPC); (ii) civilian non-enterprise units,

which provide certain public goods such as social
services; and (iii) ‘grass-roots CSOs’, which include
grass-roots- and community-based organizations
often involving members of the affected populations
they work with; for example, people living with HIV
(PLHIV) and MSM. Grass-roots CSOs are often
unregistered or are registered with the Ministry of
Industrial and Commerce (MOIC), but only CSOs
registered with the Ministry of Civil Affairs (MOCA)
are legally recognized in China: therefore, in this
article, these grass-roots CSOs will be referred to as
“unregistered CSOs’. However, organizations at all
levels are today involved in the national AIDS re-
sponse. This article predominately covers organiza-
tions that fall into the first and last categories
outlined above, which will be referred to as registered
CSOs and unregistered CSOs, respectively.

The extent of civil society participation was assessed
in five ways: (i) the political environment in which
CSOs operate in China; (ii) access to financial
resources; (iii) the number of CSOs working on
HIV/AIDS; (iv) the scope of work in which HIV/
AIDS-related CSOs are involved; and (v) examples
of the impact of CSO involvement on programme
indicators.

Results

The political environment

It has been recognized that the political environment
for Chinese CSOs working on HIV/AIDS has generally
been expanding since the severe acute respiratory
syndrome (SARS) outbreak in 2003. There have
been strong political statements from senior govern-
ment as well as supportive AIDS-specific policies and
regulations. However, beyond the AIDS field, the legal
environment for CSOs still remains rather restrictive.
This is potentially a major obstacle to AIDS CSOs to
effectively function in a sustainable manner and help
deliver services at scale.

The government’s formal recognition of the role of
civil society in the AIDS response can be highlighted
by multiple statements made by senior government
officials. For example, in 2004, at the National HIV/
AIDS Prevention and Control Working Conference,
Vice Premier Wu Yi emphasized that China’s AIDS
campaign cannot be won by government alone and
that there needs to be social involvement and mobil-
ization of social resources. The speech encouraged all
regions and departments to explore new and innova-
tive ideas and develop policy measures to create
environments and conditions feasible for societal
involvement.” More recently, prior to World AIDS
Day, 2009, President Hu Jintao pledged to mobilize
the whole society to improve HIV/AIDS control. He
stated ‘China still faces a severe AIDS problem and
we should mobilize the forces of all social sectors to
tackle the problem persistently’.?



The AIDS policy environment not only reflects the
political will to tackle the AIDS epidemic, but also
provides further legitimacy for CSOs to take on an
active implementer’s role. State Council regulations
and national AIDS action plans, such as the
‘Regulations on AIDS Prevention and Control” issued
on 29 January 2006" and ‘China’s Action Plan for
Reducing and Preventing the Spread of HIV/AIDS,
2006-2010,"'* outline the role of local governments
to support CSOs in carrying out HIV/AIDS prevention
and control counselling, guidance, advocacy and
education, and to provide financial support to govern-
ments. However, how these policies are implemented
has been left to local interpretation, resulting in
inconsistencies in the level of collaboration and sup-
port between local authorities and CSOs. No specific
policies relating to AIDS CSOs have vyet been
developed.

Despite these positive developments within the
AIDS field, the broader socio-political environment
for CSOs remains less supportive and is lagging
behind the desired pace of development. Overall, the
legal environment for civil society in China is thought
of as disabling and restrictive to CSO develop-
ment.'”"> The legal framework has not yet been
consolidated and CSOs are governed by a set of pro-
visional regulations.'®'” Official registration for CSOs
takes place with MOCA and criteria for registration
are high; for example, organizations must have a
minimum of RMB100000 and have a ‘management
unit’ to act as a sponsoring agency. In addition,
only one CSO working on an issue is allowed to regis-
ter at each administrative level and groups working
on the same issue in different places are prohibited
from coming together as a regional, provincial or na-
tional organization. Difficulties in obtaining registra-
tion with MOCA have resulted in most grass-roots
CSOs remaining unregistered or registering as com-
mercial entities, which makes them liable to pay a
5% tax on any revenue, even for funds received for
non-profit purposes.

Access to resources

Funding to AIDS CSOs has increased during the
past decade, with a large proportion coming from
international sources. There are various international
organizations, including the United Nations system,
and various foundations (Ford, Clinton, Bill and
Melinda Gates) and bilateral programmes, providing
support to AIDS CSOs in China.'®* The Ford
Foundation and Asia Foundation were the first to
support unregistered CSOs since the 1990s.”'?
Although a comprehensive analysis of total resources
available to CSOs does not exist, data compiled by the
International Co-operation Programme Management
Office of the National Center for AIDS/STD Control
and Prevention (NCAIDS) on CSO funding by inter-
national AIDS co-operation projects shows an increase
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of international resources from ~USD335 000 in 2005
to >USD5.4 million in 2009 (Table 1).

Moreover, increasing numbers of unregistered CSOs
have received funding from international pro-
grammes. For example, in 2009, the China Global
Fund AIDS Program Round 6 reported that 254 un-
registered CSOs had received USD1.07 million.*°
However, the majority of unregistered CSOs are
receiving a small amount of funding through an
open-bidding processes for projects sponsored by the
government and international cooperation pro-
grammes. From a review of 35 CSOs in four provinces
carried out by the NCAIDS in 2009, more than
20 unregistered CSOs working on HIV/AIDS have
annual budgets of ~USD7000. Only four organiza-
tions have budgets of between USD20000 and
USD150000. Furthermore, unregistered CSOs are
typically unable to manage their own finances and
bank accounts, making it difficult for them to mobi-
lize large-scale resources. Additionally, funds directly
managed by the NCAIDS, including from internation-
al sources such as the Global Fund and Bill and
Melinda Gates Foundation programme, are adminis-
tered following government regulations, which means
funds can only be used for activities and not staff
salaries or operational costs. These limitations on re-
sources could potentially hamper the ability of CSOs
working on HIV/AIDS to deliver services on a large

scale as well as affecting their sustainable
development.
Since 2002, the central government has been

specifically investing in CSOs, but mainly in registered
CSOs. Initially, 21 organizations received a combined
government funding of USD248 000, increasing to
60 CSOs receiving a total of USDI1.46 million by
2008 (Table 2).

Despite increased investment by the government,
these funds are provided on an ad hoc basis and, as
of yet, there is no institutionalized funding for CSOs
from the government.

In addition, as most unregistered CSOs, and also
increasingly registered CSOs, receive funding primar-
ily through international sources such as the Global
Fund, Bill and Melinda Gates Foundation programme
and other international organizations, funding
sustainability may become an issue in the future as
more donors start to withdraw their bilateral aid from
China; for example, UK Department for International
Development (DFID)’s bilateral aid programme to
China, including HIV/AIDS will stop in 2011.%!

The number of CSOs

It is difficult to quantify the number of CSOs working
on HIV/AIDS in China as MOCA's records do not dis-
aggregate CSOs by specific scope of work, and many
CSOs are unregistered. Although current directories,
lists and programme databases on CSOs working in
the HIV/AIDS field vary greatly with regard to num-
bers and methodology for categorizations, it can be
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Table 1 Funding provided to CSOs by international cooperation programs in China, 2005-09 (Unit: in thousand USD)

Programme 2005 2006 2007 2008 2009 Total
China Global Fund AIDS Program Round 3 182.77 781.18 488.59 44551 - 1898.06
China Global Fund AIDS Program Round 4 152.41 331.30 491.71 462.42 386.12 1823.96
China Global Fund AIDS Program Round 5 - 87.90 215.86 203.31 205.31 712.39
China Global Fund AIDS Program Round 6 - - - 1473.50 1311.94 2785.44
Bill and Melinda Gates Foundation - - - 1894.90 2872.13 4767.03
China-MSD AIDS Program - - - 175.17 187.71 362.88
China AIDS Roadmap Tactical Support Program - - 96.06 65.69 108.52 270.27
UNICEF - - 55.23 85.21 62.06 202.50
Clinton Foundation - 22.49 80.74 174.73 330.32 608.28
Total 335.18 1222.87 1428.20 4980.44 5464.12 13430.81

Source: Annual reports from international cooperation programmes. International Cooperation Division Program Management
Office, NCAIDS. Note: GF Round 3 data is from GF Round 3 annual reports.

Table 2 Central governmental social mobilization
programme investment in CSOs in China, 2002-08

No. of

organizations Budget
Year funded (in thousand USD)
2002 21 247.67
2003 56 652.41
2004 67 750.27
2005 80 736.61
2006 56 768.37
2007 44 778.87
2008 60 1459.75

Source: 2008 National social mobilization program summary
report (central government fund).

clearly deduced that the actual number of CSOs has
increased considerably over the past two decades,
particularly since 2003.

The first AIDS-specific registered CSO, the Chinese
Foundation for HIV/AIDS Control and Prevention,
was founded in 1988.° During the 1990s, a number
of registered and unregistered CSOs became involved
in AIDS activities, such as the CASAPC and China
Red Cross and AIZHI Action.” By 2006, the China
HIV/AIDS Directory 2006/2007, a listing of organiza-
tions working on HIV/AIDS in China, included 100
Chinese CSOs actively working in the field.'"® The
State Council AIDS Working Committee Office and
UN Theme Group on AIDS in China estimated
around 400 community-based groups worked on
HIV and AIDS in 2007.> More recently, 362 registered
and unregistered CSOs working on HIV/AIDS were
listed in the 2009/2010 China HIV/AIDS NGO
Directory.?*

Additional resources from international cooperation
programmes have contributed to the increase in num-
bers of CSOs in China. For example, within 1 year of

launching the China Global Fund Round 5 AIDS pro-
gramme, 69 new CSOs were established in project
provinces.”> Table 3 indicates the growing number
of CSO implementers supported by China Global
Fund AIDS Program Round 6, increasing from 304
in 2008 to 318 in 2009.

The scope of work

The scope of CSO involvement has been expanding.
CSOs are becoming implementers in practically all
fields related to HIV/AIDS efforts, including
education, high-risk behaviour interventions among
target populations such as IDUs, MSM and sex
workers, care and support, policy advocacy, applied
research, monitoring and evaluation and oversight,
among others.”'#2%22  gome argue that this
increased provision for CSOs to take up imple-
mentation roles because of the government’s growing
recognition of it, has limits on reaching and provid-
ing public services to hard-to-reach populations such
as MSM, IDUs and sex workers.®>”%!? For example,
the desire to tackle the rapidly expanding epidemic
among MSM (in 2009, overall HIV prevalence
among MSM was 4.9%, accounting for 33% of new
HIV infections') has resulted in increased collabor-
ation between local CDCs and unregistered MSM
CSOs to provide the MSM community with preven-
tion and treatment and care services.**
Consequently, the most active and developed un-
registered CSOs are organizations for MSM.
Organizations for PLHIV also constitute a notable
part of the overall unregistered CSO community. On
the other hand, organizations specializing on other
HIV/AIDS issues and working with criminalized
groups remain few and poorly developed. This is par-
ticularly the case within the fields of sex work and
drug use. A 2009 survey of CSOs by the NCAIDS and
the China HIV/AIDS Information Network (CHAIN)
showed that out of the 337 unregistered CSOs sur-
veyed, 36% were MSM focused, 27% were PLHIV
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Table 3 The number, category and proportion of budget to organizations involved in China Global Fund Round 6

programme, 2008 and 2009

No. of organizations

Budget proportion (%)

Implementer’ category 2008 2009 2008 2009
Government organizations 0 1.0 0
Mass organizations, academics and associations 40 22.2 13
Organizations of PLHIV 51 14.5 13
Community-based organizations and others 162 203 55.8 69
Academic education organizations 24 24 6.5 6
Total 307 318 100 100
Source: China Global Fund Round 6 programme annual reports 2008 and 2009.
organizations, only 9 and 7% focused on sex workers compared PLHIV on treatment in Red Ribbon

and IDUs, respectively, and the remaining 21%
worked on education, training and other activities
not focusing on a specific high-risk group.??
Unregistered CSOs engaged in legal aid, litigation,
human rights and explicit advocacy are also few,
which is also a reflection of the socio-political envir-
onment surrounding CSO work in China.?

Registered CSOs, such as the CASAPC, are also play-
ing a critical role in the coordination and financial
management of the growing unregistered CSO com-
munity. For example, since 2004, the CASAPC has
been playing a financial management role in ‘passing
through’” funding to unregistered CSOs, capacity
building and evaluating unregistered CSOs for various
Global Fund programmes in China.”*°

The impact of CSO involvement

Chinese CSOs have not only increased in number and
scope of work; some, such as AIDS Care China (ACC),
are now also having a significant impact on AIDS
programme indicators and are being recognized by
the government as providing best practices in the
AIDS response.?® Two specific examples, ACC and
the Chengdu Gay Care Organisation (CGCO), illus-
trate how CSO-led implementation models have had
a positive impact on anti-retroviral (ARV) treatment
adherence of PLHIV and HIV testing among MSM.
ACC 1is an unregistered grass-roots civil society
organization, led by PLHIV, and established in 2003.
The organization began as a PLHIV support group in
Guangzhou and has grown into a network covering
the provinces of Yunnan, Guangxi, Guangdong and
Hubei. The ‘Red Ribbon Project’ is a working model
developed by ACC for the provision of integrated ser-
vices to PLHIV through Red Ribbon Centers at ART
sites, including counselling, emotional support, care
and support. By the end of 2009, 35 Red Ribbon
Centers in four provinces served 13541 on ART and
provided follow-up services to 4868 HIV-positive
people not on treatment.?® In 2010, the NCAIDS and
the United Nations Progran on HIV/AIDS (UNAIDS)
commissioned an independent assessment of the Red
Ribbon model and its impact. The assessment

Centers with non-Red Ribbon sites in two provinces
(Yunnan and Guangxi) and found the ACC model to
have a positive impact on ART adherence. The ART
drop-out rate was significantly higher for the
non-project cohort (30.5%) than the project cohort
(22%) after 5 years of ARV treatment.?’

In December 2002, with the support of the UK-
China Project, the CGCO, also an unregistered CSO,
began implementing HIV behaviour change interven-
tions such as outreach, peer education and testing
with the MSM population in Chengdu city. In 2009
alone, the CGCO reached over 15000 MSM with com-
prehensive prevention services.”®> As an integral com-
ponent of the CGCO intervention model, a voluntary
counselling and testing (VCT) service centre was es-
tablished close to the Centre, where counselling and
testing services are offered free of charge to the MSM
community. Trained MSM volunteers carry out pre-
and post-test confidential counselling with those vis-
iting the centre. Medical personnel from the local
CDC and local infectious disease hospital then carry
out collection of blood samples at the VCT centre,
which are delivered to the Chengdu City CDC on a
weekly basis for testing. Through this integrated ap-
proach, the CGCO has been able to significantly in-
crease the number of MSM receiving HIV testing
from 156 in 2003 to 1536 in 2009 (UNAIDS, unpub-
lished data).?®

ACC and the CGCO are impressive examples of cap-
able and well-established CSOs implementing effect-
ive AIDS programmes in China, but it should be
recognized there are still only a limited number of
CSOs with this level of capacity. Most unregistered
HIV/AIDS CSOs are still in their infancy and have
relatively limited capacity, especially in programme
management, and are heavily reliant on volunteers
who are not professionally trained.*’

Discussion

The political commitment to strengthen China’s AIDS
response, supported by policies, regulations and a sig-
nificant increase in both national and international
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resources, has created a political environment allow-
ing CSOs to become more involved in the AIDS
response, particularly as programme implementers
delivering essential prevention, treatment, care and
support services. The extent of CSO involvement is
reflected in the increased number of CSOs working
on HIV/AIDS efforts. Moreover, evidence of the
impact of CSO efforts on programme outcomes are
also becoming available, further cementing their legit-
imacy as implementers in the AIDS response.

Despite this significant progress, many challenges
remain. The most pressing, and most difficult to
address, is the restrictive legal environment. Without
reforms to the registration process, most CSOs will
face difficulties functioning as professional organiza-
tions and be unable to structurally and financially
scale up the services they provide.

Access to adequate funding, which can be used to
cover core operational costs, will be key to the future
sustainability of CSO development. However, an
equally important obstacle is the general low level
of capacity among CSOs, which will require signifi-
cant investment in long-term capacity building.

The ability to address these challenges will not only
allow CSOs to fulfil their potential as partners in the

AIDS response, but will also be instrumental to the
success of reversing the AIDS epidemic in China.

Conclusion

Over the past 20 years, CSOs in China have signifi-
cantly increased their involvement in the AIDS re-
sponse and increasingly taken on a valuable role as
service providers, particularly to marginalized popula-
tions. The extent of involvement of CSOs is reflected
in the increased number of CSOs working on HIV/
AIDS and engagement in practically all fields related
to HIV/AIDS efforts. Moreover, evidence of the impact
of CSOs on programme outcomes are also becoming
available, further cementing their legitimacy as imple-
menters in the AIDS response. However, a restrictive
legal environment for CSOs in general, inadequate
access to resources and a generally low capacity of
many CSOs could jeopardize the opportunity of civil
society to fulfil its full potential as a partner in the
AIDS response.

Conflict of interest: None declared.

KEY MESSAGES

AIDS programmes in China.

even greater role in the future.

e (CSOs have an important role to play in the success of China’s AIDS response and over the past 20
years there has been a significant increase in CSO participation, especially as programme implemen-
ters. However, policies for registration and sustainable financial support to CSOs need to be developed
in order for CSOs to fulfil their full potential as partners in the AIDS response.

e Community-based organizations have significantly increased their participation in and contribution to

e Supportive policies to engage community-based organizations are needed to enable them to play an
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