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Abstract

This study assessed the programmes, resources, and needs of HIV-prevention nongovernmental
organizations (NGOs) in 75 countries in Africa, Central/Eastern Europe and Central Asia, Latin
America and the Caribbean. Multiple databases and expert recommendations were used to identify
one major HIV-prevention NGO in the capital or a large city in each country, and in-depth interviews
were conducted with each NGO Director. Most NGOs are carrying out their programmes with
minimal funding and few regularly employed personnel. Most are highly dependent on international
donors, but reliance on small grants with short funding periods limits programme development
capacity. HIV-prevention activities varied by region, with African NGOs most likely to use peer
education and community awareness events; Eastern European NGOs most likely to offer needle
exchange; Latin American NGOs to have resource centres and offer risk reduction programmes; and
Caribbean organizations to use mass education approaches. Across regions, NGOs most often
targeted the general public and youth, although specialized at-risk groups were the additional focus
of attention in some regions. Limited funding, governmental indifference or opposition, AIDS
stigma, and social discomfort discussing sex were often cited as barriers to new HIV-prevention
programmes. NGOs are critical service providers. However, their funding, programmes, and resource
capacities must be strengthened if NGOs are to realize their full potential in HIV prevention.

Introduction

Throughout the world, nongovernmental organizations (NGOs) play a critical role in the
delivery of HIV-prevention services. Governments usually carry out AIDS surveillance
functions, may initiate broad AIDS education campaigns, and develop national strategic plans
for HIV prevention. However, governmental agencies often lack the experience, knowledge,
or will to successfully work with marginalized groups vulnerable to AIDS, and governments
may not be trusted or be well-attuned to the needs of some populations. For these reasons,
NGOs serve as bridges to at-risk communities and are frequently the major providers of direct
HIV-prevention services to vulnerable groups such as injection drug users (IDUs), men who
have sex with men (MSM), commercial sex workers, youth in high-risk situations, prisoners,
migrants, and other disadvantaged segments of the community (Crane & Carswell, 1992).
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NGOs have long represented and provided services to impoverished and marginalized groups
across diverse areas of health and social development (Akukwe, 1998; Benson et al., 2001;
Craplet, 1997; Motin & Taher, 2001; Mburu, 1989; Smith, 1989). Because they typically
originate from - or are specifically organized to serve - community constituencies, NGOs can
respond with culturally sensitive programmes. NGOs are often characterized by relative
absence of bureaucracy and flexibility to quickly develop innovative new programmes, low
cost of operation, autonomy from restrictive and conservative governmental policies, the
potential for high levels of community participation in programme development, and the ability
to reach and advocate on behalf of population segments in greatest need of services (Akukwe,
1998; Craplet, 1997; Gellert, 1996). These characteristics are especially relevant to the field
of HIV prevention, where one must quickly curtail a rapidly advancing infectious disease
epidemic, where governments may be reluctant to undertake focused and explicit programmes
on sensitive sexual behaviour and drug use safety topics, and where direct prevention services
may be more successfully targeted by organizations that are already trusted and knowledgeable
of the culture and values of communities they serve (Crane & Carswell, 1992; Kalibala et al.,
1997; Wiesman, 1991).

However, many social development NGOs in developing countries face significant operational
challenges. These include limited organizational infrastructure, few sources of stable and long-
term funding, reliance primarily on volunteer efforts, high personnel turnover, and a paucity
of networking and programme coordination opportunities (Akukwe, 1998; Smith, 1989;
McKee et al., 2000). The extent to which these challenges also confront NGOs that work
specifically in the area of HIV prevention is unknown. While there have been occasional reports
about the programmes of AIDS NGOs in the west (Klein et al., 1998; Somlai et al., 1999;
Valdiserri et al., 1997) and single or small NGO networks in other regions (Mercer et al.,
2001; Andruschchak & Khodakevich, 2000; Haour-Knipe et al., 2000; Hernandez-Chavez,
1995), little systematic, largescale research has assessed the programmes, needs and
organizational characteristics of HIVV-prevention NGOs in the international arena. By gaining
a comprehensive understanding of their current programmes and activities, and by determining
their present resources, it will also be possible to plan strategies to better meet NGO needs and
strengthen their capacities.

This study obtained detailed information about the prevention programmes being undertaken
by a large international sample of NGOs, each identified as a major HIV-prevention service
provider in the capital or a large city of its country. In addition to identifying the types of HIV-
prevention programmes presently being carried out by NGOs in these regions, we elicited data
to assess their capacity and resource issues, the populations served, and barriers faced by NGOs
that work in the area of HIV prevention.

Identification and Selection of Study NGOs

NGOs in this research are organizations participating in a study evaluating the effectiveness
of computer-based methods for improving information exchange and technology transfer
between HIV-prevention researchers and international service providers (Kelly et al., 2004).
Findings reported in this article are from in-depth interviews conducted with each NGO prior
to its participation in the technology transfer project.

We sought to create a sample that consisted of one leading and well-established HIV-
prevention NGO actively carrying out service programmes in each country in the project’s four
world regions. To do this, a two-stage selection process was used. First, we reviewed
international directories HIV-prevention NGOs in each country, NGO presentations made at
international and regional AIDS conferences; lists of NGOs participating in regional AIDS
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consortia and networks; and other sources. This process resulted in the identification of HIV-
prevention NGOs in most countries and multiple NGOs in many of them. In the second phase
of the search process, and especially for countries where more than one HIV-prevention service
provider had been found, we used both an NGO’s citations across multiple databases and expert
recommendations from national and international sources (including UNAIDS and UNDP) to
identify which NGO appeared well-established and had a large scale of direct service HIV-
prevention activity.

The Director of each selected NGO was invited to participate in the study. Some NGOs could
not be contacted even after repeated attempts. In these cases, the next most-established and
active NGO from a country was invited. Of all NGOs with whom contact was made, all but
one (99% response rate) agreed to participate. It was not possible to locate a major HIV-
prevention NGO in several countries especially in North Africa, small Caribbean islands, and
countries undergoing extreme political turmoil. The sample consisted of a total of 75 NGOs
(27 NGOs in Africa, 25 NGOs in Central/Eastern Europe and Central Asia, 15 in Latin
America, and 8 in the Caribbean). Table I lists the cities and countries of NGOs participating
by region.

In-depth interviews with NGO directors and measures administered

In-depth structured telephone interviews were scheduled with the Director or the Prevention
Director of each NGO in late 2001. Interviews were conducted by professionals with
backgrounds in the social or behavioural sciences and familiar with the region’s culture.
Interviews, lasting 2-3 hours, were carried out in English, Russian, Spanish, or French,
depending on the language preference of the NGO Director. The interviews followed a
standardized script that included both closed- and open-ended questions, although interviewers
probed as needed to obtain full responses. Because the assessment interview elicited very
specific information that might not be known without advance preparation, Directors were
provided with a copy of the topics and information being requested in advance of the interview.
NGOs were compensated to offset the staff time needed to compile and organize the data, and
all were assured that the information they provided would be presented only in aggregate. The
following areas were assessed:

NGO organizational characteristics—Directors indicated their organizations’ number
of full-time staff, part-time staff, and volunteers; when the NGO began to provide HIV-
prevention services; the NGO’s annual budget (later converted to US dollar equivalents); and
how much of the total budget was devoted to HIV prevention. Because some NGOs engaged
in activities other than HIV prevention, Directors described other agency activities.

NGO funding sources—Each Director identified the funding sources for the NGO’s
activities and indicated how much of the current year budget was derived from each source.

Current HIV-prevention direct service programmes being offered by the NGO—
The interviewer asked the Director to identify the NGO’s three largest HIV-prevention
programmes offered during the past six months. If an NGO offered fewer than three
programmes, only the number offered were described. For each programme, the Director
responded to a series of open-ended questions and probes intended to provide a detailed picture
of the programme’s target population, methods, goals and operation.

Client populations served by NGO HIV-prevention programmes—The interviewer
summarized the community populations served by the three largest programmes that had been
described and then asked the Director to identify any other populations that were served during
the past six months.
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Barriers faced by the NGO—The interview asked Directors to identify sources from which
they received technical assistance in programme development and to rate the usefulness of
each source. The interview also elicited information on the three greatest barriers, obstacles,
or challenges encountered by the NGO when it attempted to implement HIV-prevention
programmes.

Interview coding and summarization

Results

All interviews were audiotape recorded. The interviewer listened to the audiotape and wrote
summaries of the Director’s responses within each topic domain. These written summaries,
translated into English, were reviewed by a team of experienced HIV-prevention researchers.
Members of this team coded responses into categories that had been developed earlier for the
following domains: types of funding sources, types of HIV-prevention programmes offered,
community populations served, and types of barriers faced by the NGO. The categories are
those shown in the Results section tables. Data on NGO organizational characteristics and other
quantitative variables were entered directly into the database without summarization or
category coding. Because of major HIV epidemiology and disease burden magnitude
differences across world regions, countries were grouped by region for all result presentations.

Budgets and organizational characteristics of HIV-prevention NGOs

Table Il presents data on the budgets and organizational characteristics of NGOs in the sample.
One of the most striking findings is the very small budgets of most NGOs, both with respect
to their total operations and their budgets for HI\V-prevention activities. NGOs in Africa
operated with annual total budgets of under $104,000 per year, $64,000 devoted to HIV-
prevention programmes. In Central/Eastern Europe and Central Asia, funding paucity was even
more extreme. Although located in cities with average population sizes exceeding 1.1 million,
these NGOs had median total annual budgets of less than $55,000, with only $35,549 for
prevention programme funding. Latin American NGOs had budgets slightly higher than those
in other regions (median total budget = $120,000, HIV-prevention budget $87,000 per year),
but most were also in large cities with average population sizes of over 1.5 million residents.
Caribbean NGOs are located in countries smaller than NGOs in other regions. They had budgets
in the mid range among those of other regions (median total budget $90,000, median prevention
budget $48,500).

As Table Il shows, NGOs in Latin America and Africa had been carrying out HIV-prevention
programmes for the longest periods, and Central/Eastern European NGOs for the briefest
length of time. Except for the smaller personnel sizes of Caribbean region NGOs, HIV-
prevention organizations elsewhere had a median of five full-time staff and several part-time
personnel. Forty percent of NGOs in Central/Eastern Europe and Central Asia, 40% of NGOs
in Latin America, 50% of Caribbean region NGOs, and one-third of the organizations in Africa
had three or fewer full-time personnel. However, even these modest figures probably overstate
the staff capacities of the NGOs. Many Directors indicated that their programmes were staffed
by personnel who were paid when funding was available but who volunteered when funds were
not available. NGOs had a median of between 12 and 45 volunteers. Some NGOs, especially
those in Africa and Central/Eastern Europe, had very large numbers of volunteers involved in
their programmes. The majority of NGOs in all regions provided services other than HIV
prevention. These were most often primary medical care, social, and other services to persons
living with HIV/AIDS. Latin American NGOs also often provided reproductive health and
family planning services, those in Eastern Europe often provided substance abuse treatment,
and Caribbean NGOs frequently also carried out vocational and life skills programmes.
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Table I11 shows NGO budget sources. NGOs in all world regions are highly dependent on
foreign and international aid donors. Between 36% (Caribbean region) and 71% (Central/
Eastern Europe and Central Asia region) of NGOs’ budgets are from international aid
organizations, international private charitable foundations, and foreign governments.
International aid and relief organizations, chiefly programmes of United Nations entities, fund
NGO programmes at relatively consistent percent-of-budget levels across the four regions
(26% to 35% of NGO budgets). International private foundations, especially the Soros
Foundation, support a high percent (31%) of NGO HIV-prevention activities in the Central/
Eastern Europe and Central Asia. Caribbean NGOs derive a higher percentage of their budgets
from in-country sources (such as home country governments and fundraisers) than NGOs
elsewhere, and NGOs in Africa and Latin America have the most diversified range of funding
sources. Less than 25% of the HIV-prevention budgets of Central/Eastern European and
Central Asian NGOs come from in-country national or private sources, whereas at least 38%
of all other regions’ NGO budgets come from in-country sources.

Community populations served by HIV-prevention NGOs

Table IV summarizes the community populations served by NGOs in the four world regions.
HIV-prevention programmes directed toward the general public were the most common
activities of NGOs in Africa, Latin America, and the Caribbean; 60% or more of NGOs in
these regions targeted the general public or general community. Programmes for youth were
also common across NGOs in all regions. NGOs in Africa, often confronting generalized
heterosexual epidemics, were most likely to target the general population (66% of NGOs) and
youth (59% of all NGOs). No African NGOs identified either MSM or IDUs as target
populations. By contrast, and reflecting the HIV epidemiology currently predominant in their
regions, NGOs in Central/Eastern Europe and former Soviet republics of Central Asia were
most likely to target HIV-prevention activities toward drug users (56% of NGOs), while 33%
of Latin America NGOs directed prevention programmes toward gay or bisexual men. Other
than in Latin America, few NGOs targeted HIV-prevention efforts to MSM and - with the
exception of Africa - few NGOs directed prevention activities toward high-risk heterosexuals.
Programmes for incarcerated populations and commercial sex workers were uncommon across
most of the regions.

HIV-prevention programmes being carried out by NGOs

Director descriptions of their organizations’ three largest HI\VV-prevention direct service
programmes were coded into one of 11 programme types. These programme categories and
the percentages of NGOs offering each type of activity are shown in Table V. There were
considerable differences in programme types most common across the four regions. Almost
60% of NGOs in Africa carried out peer education programmes, a percentage higher than found
in other regions. In Central/Eastern Europe and Central Asia, nearly half of NGOs conducted
needle exchange programmes; needle exchange was not reported as a major activity of NGOs
anywhere else. Forty percent of Latin American NGOs carried out intensive HIV risk-reduction
programmes for individuals or as group workshops. In the Caribbean, information
dissemination approaches such as print material distribution and making presentations about
AIDS in the community were reported by half of the NGOs.

Other types of HIV-prevention programmes offered by 20% or more of NGOs in a region
included AIDS awareness community events and condom distribution by African NGOs; peer
education programmes, AIDS educational presentations and materials distribution, one-on-one
outreach, and supportive services to persons living with AIDS (PWA) and their families by
Central/Eastern European and Central Asian NGOs; and peer education, intensive individual
and group workshops, and PWA support services by Caribbean region NGOs. Latin American
NGOs offered a greater variety of different HIV-prevention programme types than NGOs in
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other regions including mass media campaigns and the operation of AIDS resource centres and
telephone hotlines.

When asked about the value of sources of information used to gain new information about
AIDS prevention, 80% of NGO Directors cited information sharing with other agencies as
‘very useful’. UNAIDS was rated as very useful by 68% of Directors, conferences by 64%,
Internet information by 68%, journal articles by 51%, and official government information by
28% of Directors.

Barriers to implementation of effective HIV-prevention programmes

Table VI summarizes the greatest barriers reported by NGOs to HIV-prevention programme
implementation. Not surprisingly, limited funding was most frequently cited. Between 70%
and 100% of NGOs in Africa, Central/Eastern Europe, and the Caribbean included low funding
as one of their three greatest barriers. Forty percent of Latin American organizations also cited
limited funding as a barrier, although a higher percentage (73%) reported secular cultural
beliefs and stigma as a major obstacle. In other regions, AIDS-related stigma was usually also
one of the two greatest barriers faced, and social discomfort or opposition to discussing
sexuality was frequently seen as a barrier. Government indifference or opposition to HIV-
prevention work was cited by more than half of NGOs in former Soviet and socialist countries
as one of their greatest barriers. One-third of Latin American and 30% of African NGOs also
reported lack of government support as problematic to their efforts.

Discussion

While NGOs are major providers of HIV-prevention services in most areas of the world, little
research has systematically assessed the structure, resources, and programmes being offered
by AIDS NGOs across multiple regions. Strong and effectively functioning NGOs have the
potential to deliver HIVV-prevention services to marginalized, hard-to-reach, and vulnerable
communities, especially those with cultural, social and health needs different than more
advantaged populations. By virtue of their organizational autonomy and community-based
roots, NGOs are potentially able to carry out explicit and culturally tailored programmes that
governments may be reluctant or unable to directly undertake. For these reasons, findings about
HIV-prevention NGO programmes and characteristics can guide the development of efforts to
strengthen their resource capacity, expand existing programmes, and undertake new initiatives.

NGOs in this sample were established and regarded as leading providers of HIV-prevention
services in their respective countries. In this light, the small size of their overall budgets and
also budgets for prevention programmes are of great concern. Even taking into account the
modest cost of programme operation in most of these countries, NGOs were dramatically
underfunded relative to urgent HIV-prevention needs. Not surprisingly, this was reported to
be the primary barrier to new programme implementation. Many NGOs in the sample
elaborated on this point by noting that most grants available to them have short funding periods
and small funding levels. Such factors create programme instability, make it difficult to
establish long-term programme development plans, and require that organizational effort be
constantly focused on seeking funds to replace those lost when short support periods end.

Most NGOs in this international sample had many more volunteers than compensated staff.
Volunteers play important roles in carrying out the programmes of NGOs and help the
organizations maintain strong links to the communities they serve. However, volunteers do not
necessarily have competencies in critical areas and are not always stable and reliable. Sufficient
levels of paid, professional staff are essential to the effective long-term functioning and stability
of nongovernmental organizations (Crane & Carswell, 1992). This study’s findings underscore
the need to make greater financial resources available to HI\VV-prevention NGOs, awarding
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funds for periods long enough to permit meaningful programme development rather than
constant short-period grant seeking, and strengthening staffing infrastructure. Much of this
support will need to be from international and foreign donors.

Across regions, NGOs differed considerably in their length of organizational existence, types
of programmes offered, and community populations served. African NGOs were the most
established, had long histories of HIV-prevention work, and relied extensively on peer
education, community AIDS awareness events, and condom distribution in their programmes.
With generalized heterosexual epidemics in sub-Saharan countries, African NGOs usually
targeted their programmes toward the community as a whole and toward young people. In
contrast, and with an epidemic that has emerged virulently but only in the recent post-Soviet
era, Central/Eastern European and Central Asian NGOs have existed for the shortest periods,
and most focus attention toward needle exchange for drug users and prevention programmes
for youth. Central/Eastern European NGOs had the smallest average budgets of any region and
were most likely to cite lack of governmental support as a barrier. In the Soviet era, state
systems were the sole providers of public services, and there is almost no history of community-
based, nongovernmental organizations in post-Soviet countries. Thus, AIDS NGOs in post-
Soviet countries confront not only the same challenges as HIV-prevention NGOs elsewhere
but also the additional challenges of developing organizational structures and missions in the
absence of local models for their operation (Kelly & Amirkhanian, 2003). Caribbean NGOs
focused virtually all of their HI\VV-prevention activities on the general public, youth, and persons
with HIV/AIDS; were least likely to target specialized at-risk community populations; and
tended to rely on AIDS information dissemination. Latin American NGOs offered the most
diversified range of HIVV-prevention programme types, carried out frequent risk reduction
counselling and skills-building workshops, but targeted MSM somewhat less often than might
be expected in a region with a large proportion of infections among gay or bisexual men.

Across regions, a high proportion of all HIV-prevention activities involved providing basic
AIDS education. Such programmes are relatively inexpensive, require few specialized
resources, and are sustainable. At the same time, the behavioural science and public health
literatures suggest that more intensive prevention approaches beyond AIDS education alone
can have considerable impact on risk reduction (CDC, 1999; Coates, 1990; NIH, 1997; NIMH,
1998; Kelly & Kalichman, 2002). In the research arena, the HI\V-prevention interventions most
often studied intensive, theory-based, multiplesession, individual or group risk reduction
interventions and widescale community mobilization approaches. It will be important to
increase the resource capacity of HIV-prevention NGOs in resource-poor countries so that they
can carry out programmes more complex than basic AIDS educational and awareness activities.
It will also be critical for HIV-prevention researchers to develop and evaluate risk reduction
intervention approaches that can be culturally tailored and that are feasible within the modest
resource capacities of many NGOs. Programme cost and cost-effectiveness issues are
extremely relevant considerations within the international HIV-prevention arena (Holtgrave
& Pinkerton, 2000; Pinkerton et al., 1998).

NGOs do not carry out their programmes in isolation from governments, other service
organizations and structures, funding sources and donors, and social values in their countries.
This study’s findings on barriers to programme implementation indicate that governmental
indifference or opposition, stigma, religious beliefs, and public discomfort concerning
sexuality are all impediments to HIV-prevention programme implementation by NGOs.
Interventions capable of having profound positive HIVV-prevention impact are often structural,
policy and community-level approaches that require the participation of not only NGOs but
also the active support of governments, policymakers and other stakeholders (Hanenberg et
al., 1994; Sweat & Dennison, 1995). Models for strengthening the cooperation among these
constituencies are needed. Although our study focused on HIV-prevention programmes, a large
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proportion of NGOs also provided health care and AIDS-related support services. As access
to antiretroviral therapy (ART) regimens is expanded globally, NGOs are logical partners in
the provision of ART services to vulnerable and hard-to-reach groups. Strategies will also be
needed to increase the capacity of NGOs to also play these new roles.

Several limitations of this research should be noted. Only one major HIV-prevention NGO in
each country’s capital or large city was selected for inclusion in the sample. Most countries
have multiple nongovernmental organizations involved in HIV-prevention efforts, and the
characteristics of NGOs in this sample may not be typical of other NGOs in the countries.
There is also great heterogeneity across countries in our sample with respect to magnitude and
epidemiology of HIV epidemics, the level of state versus NGO involvement in HIVV-prevention
efforts, the local or national character of NGO interventions, and the size of community
populations served. There were not enough NGOs in the sample to permit stratification of
agencies within regions to explore potential differences associated with these background
factors. While types of HIV-prevention programmes were assessed, the interview did not assess
the effectiveness of NGO programmes. It was also difficult to measure the scale and scope of
prevention programmes being undertaken by NGOs; many organizations were unable to
specify the number of community members exposed to their programmes using common and
reliable metrics. Analyses of programme operation, scale, and success will require further
research.

Many writers have called for the mobilization of resources, programmes, and international will
to prevent HIV infections in world regions confronting major AIDS epidemics. Strengthening
the capacity of NGOs to lead in these efforts is a major component of an effective global HIV-
prevention strategy.
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