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Preface
In June 2001, at the United Nations General Assembly Special Session on HIV/AIDS
(UNGASS), 189 national governments agreed to the Declaration of Commitment on
HIV/AIDS. The document commits governments to improve the responses to their
domestic AIDS epidemics and sets targets for AIDS-related ﬁnancing, policy, and
programming.
The Declaration also stipulates that governments conduct periodic reviews to assess
progress on realizing their UNGASS commitments. In recognition of the crucial role civil
society plays in the response to HIV/AIDS, the Declaration calls on governments to include
civil society, particularly people living with HIV/AIDS, in the review process.
Established by the Open Society Institute in 2004, Public Health Watch supports
independent monitoring of governmental compliance with the UNGASS Declaration and
other regional and international commitments on HIV/AIDS. Public Health Watch aims to
promote informed civil society engagement in policymaking on HIV/AIDS and tuberculosis (TB)—two closely linked diseases that lead to millions of preventable deaths annually.
Toward this end, Public Health Watch also supports civil society monitoring of TB and TB/
HIV policies, examining compliance with the Amsterdam Declaration to Stop TB and the
World Health Organization’s Interim Policy on Collaborative TB/HIV Activities.
The Public Health Watch methodology incorporates multiple opportunities for
dialogue and exchange with a broad range of policy actors during report preparation.
Researchers convene an advisory group of national HIV/AIDS and TB experts, activists,
and policy actors. They prepare draft reports on the basis of input from the advisory group,
desktop and ﬁeld research, interviews, and site visits. Researchers then organize in-country
roundtable meetings to invite feedback and critique from policymakers, academics, government ofﬁcials, representatives of affected communities, and other key stakeholders. Finally,
Public Health Watch supports researchers in conducting targeted advocacy at the domestic
and international levels around their report ﬁndings and recommendations.
For the HIV/AIDS Monitoring Project, Public Health Watch civil society partners in
Nicaragua, Senegal, Ukraine, the United States, and Vietnam have prepared assessments of
national HIV/AIDS policies based on a standardized questionnaire, which facilitates structured review of governmental compliance with key elements of the UNGASS Declaration.
The results of the two-year inclusive research and report preparation process are available
in ﬁve country reports, and are highlighted in this overview.
Public Health Watch launched the TB Monitoring Project’s Civil Society Perspectives
on TB Policy in Bangladesh, Brazil, Nigeria, Tanzania, and Thailand at the World Lung
Conference on November 1, 2006, in Paris. The TB reports highlighted several key
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ﬁndings: awareness of the basic facts about TB and TB/HIV coinfection are low among
political ofﬁcials and the general population; there is inadequate attention to the linkages
between TB and poverty and measures to address the hidden costs of TB treatment; governments often lack capacity to monitor the course of the TB epidemic or the quality of services,
which contribute to concerns about increasing rates of drug-resistant TB; integration of
community participation in TB control shows positive results but requires additional support and funding; and, in the absence of public awareness and engagement around TB and
TB/HIV, efforts to achieve political and ﬁnancial accountability for TB control falter.
To access the reports of the HIV/AIDS Monitoring Project and to learn more about
Public Health Watch, including the TB Monitoring Project and the TB/HIV Monitoring and
Advocacy Project, please visit: www.publichealthwatch.info.
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Executive Summary
National governments and international agencies attempting to address HIV/AIDS continue
to exclude or ignore marginalized groups that are disproportionately affected by the epidemic.
In countries ranging from the United States, with some of the world’s best medicine and health care technology, to Senegal, where more than 50 percent of the population
lives below the poverty line, marginalized groups—injecting drug users, sex workers, men
who have sex with men, prisoners, and ethnic minorities—are frequently excluded from the
design, implementation, and evaluation of national HIV/AIDS policies and programs.
The Open Society Institute’s Public Health Watch HIV/AIDS Monitoring Project
has documented the varying degrees and different forms that stigma and discrimination
against marginalized groups can take in ﬁve developed and developing countries: Nicaragua,
Senegal, Ukraine, the United States, and Vietnam. The results of this research, which are
highlighted in this overview and available in ﬁve separate country reports, have made it clear
that national governments and international agencies must collaborate more effectively with
these groups in order to hear their concerns and address their needs.
It will only be through the active and meaningful participation of these marginalized, most affected groups that countries will be able to achieve universal access1 to HIV/AIDS
prevention, treatment, care, and support and to halt the progress of the HIV epidemic.

Background
The Public Health Watch HIV/AIDS Monitoring Project partners with civil society organizations in ﬁve countries—Nicaragua, Senegal, Ukraine, the United States, and Vietnam—to
monitor the degree to which governments are living up to the commitments they made in
the United Nations General Assembly Special Session (UNGASS) Declaration of commitment, which includes making HIV/AIDS prevention, care, and treatment services more
widely and equitably available. For the past two years, Public Health Watch researchers
engaged in an inclusive report preparation process with multiple opportunities for dialogue
and exchange with a broad range of stakeholders.
Access to HIV/AIDS services, particularly antiretroviral treatment, has improved
in recent years in the countries studied by Public Health Watch, but the impact has been
severely limited by the failure of all ﬁve governments to make these services available to
populations most affected by the epidemic. HIV/AIDS prevention and treatment services
for injecting drug users, men who have sex with men, prisoners, sex workers, women, and
children are inadequate and difﬁcult to access, or are simply nonexistent.
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Key ﬁndings
•

Vulnerability to HIV infection and to the impact of HIV/AIDS has not been sufﬁciently addressed, particularly for marginalized populations.

•

Signiﬁcant barriers to accessing care and treatment remain, even where treatment
is provided for “free.” Barriers include costs of transportation, fees associated with
HIV diagnosis and treatment, lack of health care infrastructure and inadequate
human resource capacity.

•

Stigma and discrimination hinder people from being tested for HIV or receiving
adequate care. In many cases, national laws, government policies, and law enforcement practices exacerbate stigma against people living with HIV/AIDS and groups
at elevated risk of HIV infection.

•

Few countries have truly integrated tuberculosis (TB) and HIV services or effectively addressed TB and other opportunistic infections, creating signiﬁcant barriers
to the delivery of comprehensive, accessible care and prevention services.

•

Without urgent attention to these key issues, the internationally declared goal of
universal access to HIV/AIDS prevention, treatment, and care is not achievable.

•

Universal access cannot be achieved unless people who are most affected are
involved in the response and the needs of marginalized populations are addressed.
Civil society groups have the requisite knowledge and experience to articulate the
perspectives of communities that may not otherwise be heard.

•

Civil society can be a powerful force in responding to the HIV/AIDS epidemic.
Civil society groups have a key role in holding governments accountable for serving their populations and honoring their international commitments. Increasingly,
these groups are also engaged in delivery of HIV/AIDS services. Yet civil society
members of national HIV/AIDS planning bodies often feel their membership is
“tokenistic” and undervalued, and civil society advocates are frequently shut out of
national policy discussions and processes.

•

Improved accountability mechanisms are needed at national and global levels to
ensure widespread and equitable delivery of HIV/AIDS services; to identify needed
improvements; and to hold governments and global institutions accountable for
progress on their declared commitments—including universal access.
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Key recommendations
To national governments:
•

Increase public awareness about the UNGASS processes and national universal
access targets through mass media campaigns;

•

Implement UNAIDS recommendations as stipulated in the Guidelines on
Construction of Core Indicators to ensure civil society participation in the national
UNGASS review report preparation process;

•

Ensure more meaningful participation of civil society in the UNGASS review
process by building civil society capacity; designating a representative or agency
responsible for engagement with civil society; and following through on civil society input and recommendations; and

•

Collaborate with UNAIDS and other international agencies and donors to ensure
there is sufﬁcient technical support to conduct an inclusive and transparent
UNGASS review process.

To UNAIDS:
•

Provide technical assistance to national governments to raise public awareness
about UNGASS and universal access, and better equip governments to effectively
solicit input from civil society into national HIV/AIDS planning and reporting,
including the UNGASS review process;

•

Emphasize the particular importance of civil society input in the National Composite
Policy Index (NCPI) component of the UNGASS review report, and provide technical support to civil society organizations to ensure they understand the reporting
process, indicators, and ways to collect, analyze, and submit data;

•

Establish and widely disseminate concrete plans to consult with civil society regarding their participation in the UNGASS reporting process, including the designation
of a primary point person responsible for liaising with civil society; and

•

Ensure the accuracy and validity of national UNGASS progress reports by encouraging integration of civil society perspectives into national reporting processes.
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To civil society:
•

Take full advantage of representation opportunities, such as positions on the Global
Fund Country Coordinating Mechanisms (CCMs) or national AIDS committees;

•

Learn about the UNGASS and universal access processes and share information
with other civil society organizations about these initiatives and the right of civil
society to participate in them;

•

Seek technical assistance from UNAIDS and others, as appropriate, to ensure civil
society perspectives are adequately represented in national UNGASS review processes and in implementing policies and programs to achieve universal access by
2010; and

•

Advocate for universal access to prevention, treatment, care, and support for all,
particularly marginalized, high-risk populations.
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Introduction
The Public Health Watch HIV/AIDS Monitoring Project partners with civil society organizations in Nicaragua, Senegal, Ukraine, the United States, and Vietnam to monitor and
advocate for improved HIV/AIDS policies and programs. This overview highlights some
of the overarching experiences and ﬁndings of Public Health Watch partners in these ﬁve
countries.
One common international standard against which to measure progress in HIV/
AIDS control is the 2001 United Nations General Assembly Special Session (UNGASS)
Declaration of Commitment on HIV/AIDS. Most Public Health Watch researchers found
that the UNGASS Declaration has not made a signiﬁcant impact at the country level despite
the enormous time and energy invested in its formulation and review. The Declaration
has moved processes forward in some countries and has provided valuable language and
tools for holding governments to account. However, it is not widely known to civil society
actors. Despite speciﬁc stipulations that the UNGASS progress review process be open and
accessible to civil society participation and input, Public Health Watch researchers’ ability to engage meaningfully with governments in the research and preparation of national
UNGASS progress reports was limited.
Civil society is uniquely positioned to offer on-the-ground perspectives that can be
informative to meeting the challenges of achieving universal access. Public Health Watch’s
community-based research reveals that not all countries have adopted comprehensive
national strategies in accordance with their UNGASS commitment. Prevention efforts often
fail to target marginalized populations at high risk of HIV, such as injecting drug users,
sex workers, men who have sex with men, prisoners and racial/ethnic minorities. There is
still insufﬁcient and inequitable access to treatment, care, and support in all ﬁve countries.
Governments must address these critical issues with broad civil society participation in
order to make universal access to prevention, treatment, and care a reality.
At the high-level UNGASS review meeting in May–June 2006, delegates adopted
the Political Declaration, which calls on countries to establish ambitious national targets to
achieve universal access to prevention, treatment, care, and support by 2010. The importance of involving a wide range of stakeholders—including civil society—in the national target setting process was again emphasized. However, to date, few civil society organizations
have been consulted in the process, limiting their ability to monitor and hold governments
accountable against these important targets.
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UNGASS Declaration of Commitment on HIV/AIDS
The 2001 UNGASS Declaration of Commitment represents a milestone in the ﬁght against
HIV/AIDS. With the Declaration, 189 governments jointly declared the HIV/AIDS epidemic
as “one of the most formidable challenges to human life and dignity,” and stated their commitment to “enhancing coordination and intensiﬁcation of national, regional, and international efforts to combat it in a comprehensive manner.”2
The Declaration articulates the need for strong leadership and for multisectoral,
national strategies and ﬁnancing plans,3 and sets forth a range of speciﬁc targets related
to prevention, treatment, care, and support.4 It emphasizes that an effective response to
HIV/AIDS must be grounded in respect for the rights of people living with HIV/AIDS5
and must give priority to vulnerable groups such as women, children, and “other groups
at greatest risk of and most vulnerable to new infection” as identiﬁed by “public health
information.”6
Governments also committed themselves to undertake “national periodic reviews
with the participation of civil society, particularly people living with HIV/AIDS, vulnerable
groups and caregivers, of progress achieved in realizing these commitments; identify problems and obstacles to achieving progress; and ensure wide dissemination of the results of
these reviews.”7
The ﬁrst UN high-level review of government progress on the Declaration was conducted in 2003. Of 189 governments, 103 submitted national progress reports to UNAIDS
for input into the 2003 UNGASS Global Progress Report. Many civil society organizations
expressed dissatisfaction with the extent of community participation in the 2003 review, at
both the national and international levels. Some claimed that they were entirely shut out
of the process by which governments researched, prepared, and submitted their progress
reports. Others expressed dissatisfaction with the role accorded to civil society and people
living with HIV/AIDS during the review process, and felt that opportunities to make their
voices heard were severely restricted by the relatively “closed” structure and format of review
meetings.

Civil society engagement
In early 2005, in an effort to respond constructively to these ﬂaws in the 2003 review
process, Public Health Watch joined a broad group of civil society organizations from
around the world to present a joint proposal to UNAIDS on the need for more substantive civil society participation in the subsequent high-level review in 2006 at national and
global levels.8
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UNAIDS responded by inviting the group to provide speciﬁc suggestions on civil
society participation for inclusion in reporting guidelines for governments. As a direct result
of this collaboration, the UNAIDS’ Guidelines on Construction of Core Indicators for preparation of national progress reports were amended to include speciﬁc instructions for national
AIDS committees to seek input from the full spectrum of civil society and to ensure there
is sufﬁcient opportunity for review and comment on the national progress report before it
is ﬁnalized and submitted to UNAIDS.9
In addition to the formal review process, Public Health Watch and other civil society organizations10 have supported the development and presentation to governments of
independent “shadow reports” in over 35 countries. The coalition also supported the direct
submission of more than 25 reports to UNAIDS as input for the Global Progress Report.
Public Health Watch researchers in all ﬁve countries referred their governments
to UNAIDS’ Guidelines in requesting opportunities to participate in the development of
progress reports in their countries. Many achieved some level of success in participating in
the national UNGASS report preparation process; others found their governments unwilling
or unable to facilitate sufﬁcient consultation.
In Nicaragua, the Public Health Watch researcher participated in a meeting organized by UNAIDS to promote exchange of information and analyze the initial data presented
by the government. Researchers in Senegal, Ukraine, and Vietnam took part in review meetings with their governments to discuss drafts of the national progress report. As a result of
her participation, the Vietnamese researcher’s comments were reﬂected in the ﬁnal government report to UNAIDS: the Vietnamese government lowered its self-assessment rating
on civil society participation and acknowledged that substitution therapy was being piloted,
not made “available.”11 In Ukraine, the government disseminated UNAIDS’ Guidelines,
but did not set forth clear plans for collecting and integrating additional input from civil
society groups.
The Public Health Watch researcher in the United States had little success in
accessing or participating in the ofﬁcial UNGASS progress report preparation process
despite repeated inquiries. In March 2006, Public Health Watch received a letter from the
U.S. Department of Health and Human Services indicating that a review report had been
submitted, but that due to the “relatively short time frame given for responding on the core
indicators,” the agency was “unable to engage civil society organizations in the . . . formulation of the report to UNAIDS.”12
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Public awareness of UNGASS commitments
In addition, Public Health Watch researchers found a low level of public awareness about
international commitments such as the UNGASS Declaration and governments’ HIV/AIDS
policies. For example, a member of a self-help group in Vietnam commented, “People living
with HIV/AIDS do not know much about the UNGASS Declaration. I don’t even know much
about this, and I’m an insider. It’s not that ordinary people don’t pay attention to this issue;
it just hasn’t been communicated enough.”13 Even many government ofﬁcials are not aware
of international commitments or national efforts to control HIV/AIDS. Only 29 percent
of ofﬁcials in charge of HIV/AIDS communication activities in Vietnam knew about the
UNGASS Declaration of Commitment and the Millennium Development Goals, and only
42 percent had read or attended a presentation about the National AIDS Strategy.14
Public support for and knowledge about national HIV/AIDS programs are also
extremely limited in Ukraine. Only 7.3 percent of those recently surveyed were wellacquainted with the Law on the Prevention of AIDS and Social Protection of the Population
(hereafter the “AIDS Law”) and 28.9 percent knew something about it; the rest had either
only heard about it but weren’t familiar with its content, or had not heard about it at all.15
The Nicaraguan government has also not widely publicized its international commitments to control HIV/AIDS. According to some NGO representatives, doing so would
be “inconvenient for the government since it would lead to increased demands from the
population.”16

2006 high-level UNGASS progress review
In 2006, high-level delegates convened to review progress in implementing the UNGASS
Declaration of Commitment. Over 800 civil society organizations also attended the threeday meeting. This scale of civil society participation was unprecedented. However, many
participants felt the meeting failed to review the progress achieved to date and the challenges that lay ahead, focusing instead on negotiations for the Political Declaration text.
The resulting eight-page declaration17 was a disappointment to many civil society activists.
For them it represented a compromise that fails to establish concrete time-bound targets
on funding, prevention, treatment, and care and makes only indirect reference to high risk
groups such as men who have sex with men, sex workers, and injecting drug users.18 The
then-UN Secretary General Koﬁ Annan also expressed frustration that speciﬁc vulnerable
groups were not mentioned and that the declaration did not send a clearer message. “You
cannot deal with a problem without confronting the issue of the most vulnerable who need
assistance most. It’s counter-productive. It’s like putting your head in the sand and saying
‘I don’t want to know.’”19
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Rather than setting global targets, the Political Declaration calls on countries
to establish ambitious national targets on HIV prevention, treatment, care, and support
toward the goal of achieving universal access to those services by 2010.20 The Political
Declaration also emphasizes the importance of including a wide range of stakeholders,
particularly people living with HIV/AIDS, in the universal access national target-setting
process. However, few civil society organizations are aware that target setting is occurring
and even fewer have been consulted and involved in the process of setting targets according
to Public Health Watch researchers.

Future UNGASS reviews
There is another high-level UNGASS review meeting planned for 2008, and UNAIDS has
requested that countries submit national progress reports by January 31, 2008, in line with
the revised Guidelines on Construction of Core Indicators. The guidelines once again emphasize the importance of civil society participation in the reporting process. National governments, UNAIDS, and other international agencies and civil society must work together to
ensure that civil society participation is more effective and that the 2008 UNGASS review
meeting prioritizes the achievement of universal access.
Without civil society awareness of universal access targets and broad participation
in monitoring efforts to reach them, the universal access process will lack credibility and
legitimacy at the country level. Civil society perspectives offer critical insight into the challenges in achieving universal access. Key ﬁndings from the Public Health Watch monitoring
reports indicate that the following issues remain major challenges:
•

Vulnerability. Issues of vulnerability to HIV infection and its impact have not been
sufﬁciently addressed, particularly for marginalized populations.

•

Stigma and discrimination. In many countries stigma and discrimination continue
to hinder people from getting tested for HIV, receiving adequate care or speaking
openly about their status.

•

Barriers to Access. Despite recent increases in the availability of necessary medicines such as antiretroviral (ARV) drugs, barriers to access to care and treatment
still exist, ranging from transportation costs and poverty to lack of health care
infrastructure and workers.

•

Accountability. There is a lack of effective accountability mechanisms to ensure that
governments follow through on the commitments they have made at the international level and at home.
Without addressing these key issues, universal access to HIV/AIDS prevention,

treatment, and care cannot be realized.
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Vulnerability
Instead of spreading out to the broad American population, as was once
feared, HIV is concentrating in pools of persons who are also caught in the
“synergism of plagues” that include poverty, poor health care, inadequate
education, unemployment and “social disintegration.” This trend has not
changed in the interceding years.
—The Social Impact of AIDS in the United States,
National Research Council21
Public Health Watch researchers have found that current HIV/AIDS interventions do not
adequately address factors of vulnerability that drive the spread of HIV and exacerbate the
impact of HIV/AIDS. Marginalized populations that are often at elevated risk for HIV,
including injecting drug users, sex workers, men who have sex with men, and prisoners are not being targeted with effective interventions for preventing the spread of HIV.
Information and education on HIV/AIDS have not considered culture, gender inequality,
and other barriers and have failed to lead to changes in behavior. People living with HIV/
AIDS, their families, and their communities have also received inadequate support to cope
with the impacts of HIV/AIDS.
For instance, HIV/AIDS in Vietnam is highly concentrated among marginalized
groups such as injecting drug users and sex workers, but the government has been slow
to implement harm reduction interventions to curb infection rates among these groups.
Instead, ofﬁcials rely on forced rehabilitation in “re-education” facilities to control these
“social evils.” Conditions in the centers vary, but most do not offer prevention and treatment
services and are often viewed by AIDS experts as incubators of the HIV/AIDS epidemic
where unprotected sex and drug use are common.22 The centers do not prepare the detainees
for their transition back into society and, given high recidivism rates, there is a risk that they
may transmit HIV to their drug and sexual partners as they cycle between rehabilitation
centers and society.
The United States has failed to make progress to reduce annual HIV incidence for
well over a decade. Every year, 40,000 Americans—110 people per day, approximately 55 of
them African American—are newly infected with HIV.23 Despite the alarmingly disproportionate numbers of African Americans affected by HIV/AIDS, interventions have failed to
target this group effectively and the disparity has only increased over time. While African
Americans accounted for 25 percent of AIDS diagnoses in 1985, they represented 50 percent
of AIDS diagnoses in 2005.24
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Injecting drug users
When I approach them to offer needles they sometimes shout at me,
saying they are not on drugs anymore. Or whenever I visit them at home,
the family will say they are not home. I know it is not true. They are
afraid that I will make them use drugs again.
—Outreach worker, Vung Tau, Vietnam25
Public Health Watch reports indicate that needle exchange programs are not widely implemented. In the United States, consistent research ﬁndings on the positive impact of needle
exchange programs have not succeeded in altering federal policy prohibiting federal monies
for these programs. In Ukraine, where injection drug use is responsible for up to 70 percent
of annual infections, harm reduction interventions such as needle and syringe exchange
programs reach only 70,000 injecting drug users, about 20 percent of the country’s estimated total number of users.26 Yet studies indicate a minimum of 60 percent coverage is
necessary to impact the HIV/AIDS epidemic.27 Needle exchange programs have been sponsored by international organizations since the 1990s in Vietnam, but they remain small in
scale. Harm reduction programs are reportedly implemented in 21 out of 64 provinces, but
only one or two districts within each province actually implement the key interventions,
resulting in only a small proportion of the 600 districts actually operating harm reduction
programs.28
Similarly, rollout of substitution therapy has been inadequate and slow. Despite
being identiﬁed in 2001 as one of the key measures to prevent HIV among drug users
in Ukraine, substitution therapy only became available in 2005 through a pilot project
and currently reaches fewer than 45029 of the estimated 60,000 to 238,000 drug users
who need it.30 Current pilot projects also use buprenorphine rather than methadone, at
a cost that will restrict the potential for expansion to other sites across the country. Until
recently, drug control ofﬁcials held that methadone will never be allowed in Ukraine as
it was too “dangerous.”31 In late 2006 the Ministry of Health announced that methadone
would be available in Ukraine, but current plans only call for rollout to 300 patients in
2007.32 Furthermore, policing strategies have hindered and complicated outreach to prevent
high-risk practices among injecting drug users; possession of drugs is a criminal offense,
regardless of whether there is any proof of intent to sell or distribute.33
Substitution therapy with methadone was piloted in the late 1990s in Vietnam,
but suspended when the supply ran out in 2000, and methadone has not been available
since.34 Substitution therapy is explicitly condoned in the new AIDS law passed in June
2006, but implementation remains uncertain. Naltrexone (not an opiate substitute, but
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rather a medication that blocks the effects of opiates without reducing cravings) is currently
the only approved therapy, and some activists worry that its availability may slow rollout of
methadone.

Sex workers
Interventions aimed at sex workers are inadequate according to Public Health Watch reports.
The Senegalese government has been progressive in providing health care—such as treatment for sexually transmitted infections (STIs)—for legal sex workers as part of its HIV
prevention efforts, but ignores unregistered sex workers, who account for nearly 80 percent
of all sex workers in Senegal.35 Unregistered sex workers are often arrested and harassed by
law enforcement, which makes it more difﬁcult to target them with prevention, care, and
support activities. In addition, many NGOs and community groups are reluctant to reach out
to unregistered sex workers; currently, only one organization—Enda Santé—targets unregistered sex workers with HIV testing and counselling services.
Estimates of HIV prevalence among sex workers in Ukraine range between 4 and
31 percent.36 Despite their high risk of HIV, only about a third are currently reached by prevention programs,37 and relatively few sex workers report regular condom use. Like injecting
drug users, sex workers are also frequent targets for police harassment and detention. In
exchange for release, police allegedly demand payment of ﬁnes, information about drug
users, or sex.38 Approximately 60 percent of sex workers also report drug use, indicating a
need for coordination of services for drug users and sex workers.

Men who have sex with men
Despite their elevated risk for HIV, men who have sex with men are frequently neglected by
prevention efforts. In Nicaragua, there are no government-supported prevention campaigns
for men who have sex with men, which is troubling given that 9 percent of men who have
sex with men in Managua have been found to be HIV-positive.39 Men who have sex with
men have also been largely ignored in Senegal’s prevention policy. The 2007–2011 National
Strategic Plan on HIV/AIDS includes STI control among men who have sex with men, but
implementation remains uncertain. Men who have sex with men are often reluctant to test
for HIV due to lack of care and support services. Social workers admit that existing prevention services for the general population must be adapted to meet the needs of men who have
sex with men by, for instance, offering mobile testing sites with ﬂexible hours and placing
greater emphasis on psychosocial support.40
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Since the beginning of the HIV/AIDS epidemic in the United States, men who
have sex with men have been disproportionately impacted: this group accounted for 46
percent of all new AIDS diagnoses in 2004. A Centers for Disease Control and Prevention
(CDC) survey of 1,800 men who have sex with men in ﬁve metropolitan areas41 indicated
that one in four (and nearly half of the African American men who have sex with men)
were HIV-positive, and that about half of those infected were not aware of their serostatus,
revealing that targeted testing and counseling and other proven effective interventions are
urgently needed.

Prisoners
Prisoners are another group whose vulnerability to HIV and opportunistic infections has
not been adequately addressed. The HIV prevalence rate in prisons exceeds the rate in the
general population in the United States42 by three and a half times, and studies indicate risky
behaviors are common in prisons—over 57 percent and 86 percent of those interviewed in a
study reported direct knowledge of risky sexual behavior and substance abuse, respectively.43
Despite this evidence, there are inadequate measures to prevent HIV transmission within
prisons. Condoms are only available in a few facilities, bleach kits for cleaning needles or
needle and syringe exchange programs are generally forbidden, and methadone maintenance therapy is rarely used.
Due in part to an aggressive policy of criminal prosecution for possession of even
small amounts of drugs in Ukraine,44 a large number of people in prison are HIV-positive
drug users. As of December 2003, approximately 15 percent of inmates had tested positive
for HIV45 and an estimated 70 percent of HIV-positive inmates are current or former drug
users. However, HIV prevention and drug treatment services are limited in prisons. As of
September 2006, prevention programs were available in only 29 out of 136 prisons.46, 47
While the government intends to use a Global Fund Round 6 grant to provide services
to 5,000 inmates in 2007 and up to 50,000 inmates by 2011,48 plans for implementation
remain uncertain.
Suboptimal living conditions in prisons also increase the risk of other infections
such as TB. The TB prevalence rate in Ukrainian prisons is 112 times higher than among
the general population. In the presence of high rates of both TB and HIV, the incidence of
TB/HIV coinfection in prisons is on the rise, as is prevalence of drug resistant TB,49 which
results from incomplete TB treatment. TB/HIV coinfection is also inadequately addressed
in prisons in the United States. A CDC survey of TB prevention efforts in large city and
county jails found that fewer than half of prisons surveyed had policies in place to offer HIV
testing to patients who test positive in TB skin tests.50 In addition, while nearly 20 percent of
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inmates evaluated for TB were also HIV-positive, nearly a third of these coinfected inmates’
medical records lacked information on their HIV status.

Women and youth
[Feminization of AIDS] is related to power dynamics. We cannot make
the mistake of addressing women without addressing the men too, because
they’re part of the root cause behind this phenomenon.
—Roundtable participant, Senegal51
Interventions have failed to effectively reach newly identiﬁed vulnerable groups such as
women and youth. For example, sexual transmission has increased dramatically in Vietnam
in recent years, accounting for more than 70 percent of all new infections in 2005. However,
prevention of sexual transmission has not been prioritized in the HIV/AIDS response. There
is little effort to provide comprehensive sex education in schools and for the general population, though pre- and extra-marital sex is not uncommon and rates of condom use remain
low. Only 30 percent of young people reported condom use during sexual intercourse even
though many admitted to having more than one partner in the past 12 months.52
Sex education and condom availability for young people is also a contentious issue
in HIV prevention policy in the United States. The Youth Risk Behavior Survey consistently reports that approximately half of all high school-aged youth indicate they have had
intercourse at least once.53 Yet the federal government has allocated almost $1 billion for
abstinence-only-until-marriage programs since 1996 even though studies and program
evaluations have failed to ﬁnd abstinence-only programs to be effective.54
Condom promotion in Senegal does not take into account the socioeconomic and
cultural reality of gender inequality; in this region, many women lack the decision-making
or negotiation powers to control condom use. For instance, only about 5 percent of young
women between the ages of 15 to 24 indicated that they used a condom with a regular
partner, compared to approximately 50 percent of young men in the same age group.55, 56
A group of HIV-positive women in a self-support group conﬁrmed that being in a monogamous relationship was a risk factor for HIV for women; the majority of the members had
been infected by their husbands. One member added, “Sex workers are more protected than
married women because they can better negotiate condom use.”57
Similarly, a prevention model emphasizing abstinence, sexual ﬁdelity, and delay of
ﬁrst sexual intercourse is incongruous with the characteristics of Nicaragua’s youth population, which presents a very young average age of ﬁrst sexual intercourse. However, the
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“Together We Decide When” campaign has demonstrated moderate success in increasing
condom use among adolescents and youth.58

Limited impact of information, education,
and communication efforts
Information, education, and communication (IEC) efforts have increased public awareness
about HIV/AIDS in many countries where Public Health Watch conducted research. Levels
of awareness are near universal in Senegal,59 Vietnam,60, 61 and the United States. However,
this knowledge has not translated into positive behavior changes. Messages are either too
general, or fail to take cultural contexts such as gender inequality into account (as indicated
above) or to provide speciﬁc information on ways individuals can protect themselves against
HIV infection.
In Vietnam, IEC messages have tended to focus on high risk groups rather than
on risky behaviors. Many people understand that injecting drug users and sex workers are
at high risk for HIV infection, but they do not understand how HIV is transmitted or what
speciﬁc behaviors could expose them to HIV. As a result, there is a sense of immunity
among the general population, and a man who engages in sexual activity with a sex worker
may not believe he is at risk of HIV infection since he does not belong to a high risk group,
that is, because he is neither a drug user nor a sex worker. A 2002 survey of 493 men in
Hanoi illustrates this disconnect between risky behavior and perception of personal risk:
while 76 percent of respondents admitted to having intercourse with sex workers, 72 percent
did not worry about getting HIV and 65 percent believed they would never contract HIV.
Meanwhile, only 36 percent of the respondents reported to consistent condom use with a
sex worker.62
In some cases, IEC focuses more on what HIV is than how to prevent it and where
to obtain necessary services. For instance, a survey of sex workers in Ukraine demonstrated
that even though knowledge about HIV transmission was high, levels of awareness about
available services were much lower. Approximately 40 percent of respondents knew about
governmental or nongovernmental organizations that provide services for sex workers and
drug users, and only 27 percent had actually accessed these services.
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Care and support for people living with HIV/AIDS
The health system...is only concerned about keeping people alive,
not how they feel.
—HIV/AIDS care specialist, Vietnam63
People living with HIV/AIDS are subject to stigma, discrimination, poverty, illness, psychosocial stress, and other impacts of HIV/AIDS, yet many lack access to adequate care and
support to deal with this array of issues, according to Public Health Watch researchers.
NGOs and community-based organizations have started to provide care and support activities ranging from peer counseling and self-support to home-based care, many
with assistance from international donors.64 However, in Ukraine, Senegal, and Vietnam
these programs are available in urban centers only and rural residents lack access to care
and support services. For instance, only a handful of large, national NGOs in the capital of
Senegal that work closely with hospitals are currently involved in providing care and support for people living with HIV/AIDS. In the countryside, residents have reported serious
shortfalls in care and support activities for people living with HIV/AIDS and their families,
even though rural residents may be more vulnerable to HIV and its impact due to poverty,
conﬂict, cross-border migration, and such traditional practices as polygamy, female circumcision, and widow inheritance.
Many home- and community-based caregivers also lack capacity and training
opportunities. Caregivers in Vietnam do not have information on how to avoid infections
or properly care for people living with HIV/AIDS, nor do they have ready access to food and
supplies such as clothing, gloves or bleach. Communities and families are most often left
to cope with the burden of caring for ill members themselves. However, governments in
Vietnam, Ukraine, and Senegal have not allocated any resources to train or provide ﬁnancial support to family and community caregivers. In addition, HIV/AIDS can make even
potential community and family resources unavailable as fear of contagion often leads to
discrimination against people living with HIV/AIDS. Many people living with HIV/AIDS
claim that stigmatizing behavior most often comes from their immediate families and
communities.65
With the exception of the United States, where people who are able to access HIV
care receive some of the highest quality care in the world, access to palliative care for AIDS
patients is limited or unavailable in the other four countries. Nicaragua and Senegal do not
maintain hospice facilities equipped to provide palliative care for HIV/AIDS patients. In
Ukraine, neither palliative care nor use of opioid analgesics is deﬁned in the legislation,
and the All-Ukrainian Council for Patients’ Rights and Security (UCPRS) estimates that
less than 10 percent of patients’ needs for opioid analgesics for pain management are met.66
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Access to essential pain management medication to alleviate severe, chronic pain among
people living with HIV/AIDS is also limited in Vietnam.67 Most hospitals are reluctant to
stock opioid-based medicines and doctors are unwilling to prescribe them for fear of legal
consequences. Due to the lack of appropriate pain management medication, many people
living with HIV/AIDS suffer for a long time and die in severe pain, or turn to heroin or
other drugs from the black market.68
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Stigma and Discrimination
The question in people’s minds is why they got HIV in the ﬁrst place.
Normal people don’t get it. They must have done something to get it.
—Medical doctor, Vietnam69
Although Public Health Watch researchers found that countering stigma and discrimination
is a priority in their respective countries, progress has been slow, and people living with
HIV/AIDS, particularly those in marginalized groups, report high incidence of stigma and
discrimination. In some countries such as Nicaragua and Senegal, belief that HIV/AIDS
is associated with “improper” sex and promiscuity, and therefore divine punishment from
God, persists despite high levels of public knowledge about HIV/AIDS. Years of negative
propaganda about HIV/AIDS in Ukraine in the 1980s and 1990s continues to inﬂuence
popular attitudes toward those living with the disease. In Vietnam, the close link between
HIV/AIDS and drug use and sex work, which are widely regarded as “social evils,” has
contributed to HIV/AIDS-related stigma. Acts of stigma and discrimination not only violate
the rights of people living with HIV/AIDS or marginalized groups, but often hinder access
to important services.
In the United States, HIV/AIDS and discrimination is a two-way relationship;
many believe discrimination is at the root of current status of the epidemic, which disproportionately affects African Americans and the poor. The legacy of racial discrimination and
ongoing poverty in the southern region of the country has put individuals and communities
at elevated risk of infection and complicate efforts to deliver appropriate HIV care, and as
a result, the region has led in the number of new AIDS diagnoses for years. It is estimated
that nearly four out of ten of people living with AIDS reside in the South.

Health care setting
Health care personnel discriminate against HIV/AIDS patients and this
represents the principal source of conﬁdentiality breaches.
—Medical doctor, Nicaragua70
Ironically, stigma and discrimination are particularly frequent in health care settings, illustrating a need to provide accurate information about HIV transmission to health care providers. In Ukraine, approximately two-thirds of all reported cases of discrimination against
people living with HIV/AIDS occur in hospitals and other medical facilities.71 Doctors some-
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times refuse to operate on HIV-positive patients,72 and in some cases, people living with
HIV/AIDS are forced to leave hospitals out of fear they could infect other people.73 Beyond
refusal of treatment, many people living with HIV/AIDS recounted unpleasant experiences,
ranging from doctors wearing plastic gloves over heavy gardening gloves during a gynecological exam, to nurses fainting in fear when patients disclosed their HIV status.74 In addition, people living with HIV/AIDS, like others seeking medical assistance, reported that
health care workers often request payment as a condition for delivering services despite
existing legislation that guarantees free treatment and care.75 According to a 2004 survey,
drug users said they were charged fees for services at medical or drug treatment centers
about 60 to 70 percent of the time.76
A doctor in Nicaragua noted that one surgeon “kicked up a fuss when [he] realized
that a patient they had just operated on had AIDS,” and health care workers are “highly
alarmed when they [ﬁnd] HIV-positive patients drinking coffee in the cafeteria also used
by them.”77 Investments have been made to train doctors on mechanisms of infection and
biosafety measures; however, some doctors refuse to attend training courses.”78
There are laws prohibiting discrimination against people living with HIV/AIDS
in the United States, but such discrimination certainly exists and is one additional factor
inhibiting access to care and treatment.79 In addition to medical care, discrimination against
people living with HIV/AIDS has also been reported in employment, child custody, and
housing.80

Wrongful disclosure
Illegal HIV testing and conﬁdentiality breaches also contribute to stigma and discrimination
and prevent people from being tested and seeking other services. Approximately 40 percent
of people living with HIV/AIDS surveyed in Ukraine indicated that they were tested without
consent,81 and among those who tested voluntarily, only 30 percent had been given both
pre- and post-test consultations. In addition, over 41 percent reported that medical staff had
disclosed their HIV-positive status to relatives or employers without their consent,82 which
can lead to serious consequences. One of the most common complaints of people living
with HIV/AIDS is loss of employment once their HIV status has been revealed—despite
legislation that prohibits discriminatory denial or dismissal from employment.83
Disclosure of status can also lead to discrimination from families and communities. In Senegal, married women “often get divorced when their status is disclosed, even
if it’s the husband who infected her.”84 Fear of rejection by family members led one
woman to keep her status secret for 12 years; she died during childbirth because she refused
medical assistance in case her HIV status would be revealed.85 In Nicaragua, stigma and
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discrimination lead to the seclusion of HIV-positive individuals to their own homes for fear
of being called “sidosos.”86

Women
When a pregnant woman who is HIV-positive goes to the hospital,
her case is passed from nurse to nurse because no one wants to deal with
an HIV-positive person.
—Woman living with HIV/AIDS, Senegal87
Women tend to be stigmatized more severely than men in Vietnam because of the assumption that HIV is acquired through “immoral” means and the social expectation that women
should uphold the moral integrity of family and society. While in some countries pregnant
women are prioritized for ARV treatment in order to prevent mother-to-child-transmission, their greater likelihood of needing health care also means more chances to encounter
discrimination. In a survey of 40 pregnant HIV-positive women in Ukraine, the majority
reported that they had been pressured by medical personnel to have an abortion,88 despite
the fact that prevention of mother-to-child transmission (PMTCT) services, including appropriate use of nevirapine and safer breastfeeding techniques, can signiﬁcantly lower the risk
of HIV transmission. Many also noted that health care personnel were slow to respond to
their requests for help—they were kept waiting while others were treated, and that they were
often separated from other patients. Similarly in Senegal, pregnant women are passed from
one nurse to another. The stigma continues to plague HIV-positive women even after childbirth. “When HIV-positive women don’t breastfeed their babies, people talk and assume that
it’s because they are sick.”89

Marginalized populations
Marginalized populations, including drug users and sex workers, also face substantial
stigma and discrimination. For example, a Vietnamese government ofﬁcial commented,
“I agree that we shouldn’t discriminate against HIV-positive patients. But I can not agree
that we shouldn’t discriminate against drug users and sex workers. They are illegal. Even by
law, they are criminals. And you see drug users create chaos in society. How can you not be
angry? They must be discriminated against.”90 Even a member of a self-help group of people
living with HIV/AIDS asserted that drug users should be locked up in forced rehabilitation
centers since they “commit crimes.”91
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Injecting drug users in Ukraine report severe mistreatment. Many health facilities
refuse to admit or treat active drug users, and doctors frequently call the police to turn in a
patient as an injecting drug user if they see an abscess. These practices lead drug users to
avoid seeking treatment or to administer home remedies on their own.92 The police, who are
often ill-informed about the requirements of AIDS treatment, have been known to conﬁscate
ARV drugs at the time of arrest, forcing patients to interrupt their treatment.93
In the United States, advocates have raised concerns that most AIDS housing programs actively discriminate against people who use illegal drugs, making it more difﬁcult
to bring drug users into care and help them adhere to treatment regimens.
In some countries, men who have sex with men face stigma and discrimination
regardless of their HIV-status. For instance, in Senegal, one man who has sex with men
admitted, “As soon as people know… the reaction of health staff becomes aggressive, and
their derogatory looks discourage any attempt to solicit care… many doctors who refuse to
treat us often do so in the name of religion, as they fear that a spell would be cast on them
for having spoken to or touched us.”94 Due to the enormous stigma against same-sex relationships, an overwhelming majority of men who have sex with men have relationships with
women to conceal their sexual orientation.95

Lack of legal recourse
Many countries lack mechanisms to protect people living with HIV/AIDS or marginalized
populations from stigma and discrimination. Despite many reported incidents of stigma
and discrimination against people living with HIV/AIDS in communities, hospitals, and
workplaces, no formal complaints have been registered in Senegal due to the lack of legal
recourse.
The government has strengthened legal protection of people living with HIV/
AIDS in Vietnam in recent years, but enforcement mechanisms are still lacking: there is no
ombudsperson or a channel through which to lodge complaints. Likewise in Ukraine, there
has been minimal effort to provide clear and accessible information about mechanisms
that can protect people living with HIV/AIDS against discrimination, and as a result, legal
provisions that provide some measure of protection to people living with HIV/AIDS are
often violated. The AIDS law’s clear provisions on voluntary counseling and testing are not
observed in practice: HIV tests are often given without consent, particularly in TB hospitals
and drug clinics.96 Clients in drug and TB clinics, who are at high risk of being HIV-positive,
often have little or no information about their rights.
In the United States, legislation outlawing discrimination against people with
disabilities makes no speciﬁc mention of HIV/AIDS, so the extent to which people living
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with HIV/AIDS are protected at the federal level is not entirely clear. The 2004 Kaiser
Family Foundation Survey of Americans on HIV/AIDS indicated that 28 percent of respondents would be “somewhat” or “very uncomfortable” working with someone who has HIV/
AIDS.97

Media
Public Health Watch researchers found that media coverage of HIV/AIDS is often superﬁcial
and fails to convey useful or accurate information. At worst, the media can contribute to the
increase of HIV/AIDS-related stigma by publishing sensational stories about HIV transmission or widely disclosing HIV-positive status.
There is no independent and professional media sector in Vietnam, and there are
a limited number of journalists who are trained to cover AIDS-related stories. As a result,
media coverage of HIV/AIDS has been weak; articles on AIDS are infrequent and tend to
focus either on high-level speeches or sensational stories. For instance, newspapers report
cases about HIV-positive drug users attacking police ofﬁcers and security guards with used
needles and claim that such attacks are common.98 Stories like these help feed perceptions
that drug users “deserve to get infected,” and work to exacerbate stigma against all drug
users and other marginalized groups.99
The media in Senegal hinder people from coming forward to report cases of stigma
and discrimination. One person living with HIV conﬁded that “we have to give up [ formulating complaints] for fear that the media would seize the opportunity to reveal our HIV status
to the general public.”100
In Ukraine, years of negative propaganda about HIV/AIDS still color public attitudes about people living with HIV/AIDS, as noted above. Accurate and up-to-date information about HIV/AIDS is not widely available, and there is widespread ignorance of how HIV
is transmitted. One survey found that only 14 percent of those aged 15 to 24 years were fully
informed about modes of HIV transmission: 70 percent thought they could get the disease
from an insect bite.101 Such low levels of public awareness fuel fears and misconceptions
about the disease, and in this environment, it is not surprising that people living with HIV/
AIDS claim that they frequently experience discriminatory and even illegal treatment.
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Barriers to Access
It is a big lie that Nicaragua has universal access to ARV treatment…
—Agua Buena Foundation, Nicaragua102
Access to ARV treatment and treatment for opportunistic infections has increased dramatically in several of the ﬁve countries in recent years. For example, the number of people
on ARV treatment in Ukraine increased from 268 in 2004 to over 4,000 by mid-2006.103
(However, an estimated 17,300 people are still without access to ARV treatment.104) Even
with these gains, the four low- to middle-income countries Public Health Watch monitored—Nicaragua, Senegal, Ukraine and Vietnam—fell short of the “3 by 5” target of providing treatment to at least half of those in need,105 and whether they will be on track to
achieve universal access by 2010 remains to be seen. In Nicaragua, it is estimated that only
16 percent of all people living with HIV/AIDS receive ARV treatment, despite legislation
that stipulates free access to all.106 Even in the United States, which spends nearly $16 billion a year on HIV/AIDS domestically, approximately 50 percent of all people living with
HIV/AIDS are not receiving regular HIV-related health care, and half of those who meet the
government medical criteria for ARV treatment are not receiving it107, 108 due to inequities in
the health care system, and structural issues such as discrimination and poverty.
Several barriers to accessing care and treatment have been identiﬁed in all ﬁve
countries. For instance, there are hidden costs associated with treatment such as fees for
diagnostic tests and transportation costs. When treatment is available, there is often inadequate follow-up to ensure adherence and to monitor treatment efﬁcacy and side effects.

Hidden costs of treatment
Unless the whole package of care is provided, it’s not effective treatment.
We still ask people to pay fees for services when they’re poor. If we want to
guarantee access, we must make it free.
—Person living with HIV/AIDS, Senegal109
Signiﬁcant hidden costs constitute a major barrier to access to treatment. Senegal was the
ﬁrst sub-Saharan African country to establish an ARV program in 1998 and is currently one
of the few African countries to provide free treatment.110 However, diagnostic tests (beyond
HIV and CD4 count tests) and treatment for opportunistic infections require fees, with the
exception of TB treatment.111 A simple blood test to determine efﬁcacy of treatment during
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a semi-annual check up costs 5,500 CFA, (about $11)112 in a country where per capita gross
national income is approximately $700.113
In Vietnam, results from fee-based testing are a prerequisite for enrollment in the
free ARV treatment program. For poor patients, such testing fees often present an insurmountable barrier to treatment. The AIDS law in Ukraine also stipulates free ARV treatment
and other medical care, but patients often have to pay out-of-pocket for diagnostic tests and
treatment of opportunistic infections. Hospitals referring patients for treatment are also
required to reimburse them for transportation costs to and from treatment centers, but the
majority of hospitals do not have a separate budget allocation for transportation and cannot
afford to cover such expenses.
In addition to payment for diagnostic tests and treatment, people living with
HIV/AIDS often have nutritional and other care and support needs that require additional
resources. One person living with HIV/AIDS in Senegal explained, “We should eat well,
as the drugs we take have to be accompanied with good food….[but] the majority of us are
poor.”114 However, such comprehensive support is not available in any of the ﬁve Public
Health Watch countries.

Marginalized populations
Marginalized populations such as injecting drug users have unequal access to treatment.
Worldwide, an estimated 36,000 injecting drug users were receiving ARV treatment by the
end of 2005, of which 80 percent were in Brazil, with the remaining patients distributed
across nearly 50 countries.115 There is no accurate global aggregate estimate on the number
of injecting drug users in need of ARV treatment, but evidence suggests their access to
treatment is far below the proportion of HIV cases attributable to injecting drug use. For
instance, in Central and Eastern Europe, less than 14 percent of people on ARV treatment
are current or former injecting drug users though injection drug use accounts for more
than 80 percent of HIV cases.116 When ARV drugs ﬁrst became available in Vietnam, active
drug users were excluded from treatment programs. This prohibition was ofﬁcially lifted
recently, but injecting drug users are still subject to discrimination in accessing treatment.
Many health care workers and even some people living with HIV/AIDS consider drug users
to be unreliable and unable to adhere to treatment. One provincial AIDS ofﬁcial explained,
“Drug users don’t care about anything, so they don’t need ARVs.”117
People living with HIV/AIDS suspected of being drug users in Ukraine are often
denied treatment, expelled from hospitals, provided with inadequate services, or are forced
to pay for services that should be free.118 Moreover, lack of broad access to substitution
therapy means that many HIV-positive drug users ﬁnd it difﬁcult to stay in hospitals where
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full detoxiﬁcation is required upon admittance.119 Reportedly, doctors keep addicted patients
in locked wards to prevent them from taking drugs while in the hospital.120
People with substance abuse or mental health problems also face increased barriers to receiving HIV care and adhering to treatment regimens in the United States.121 The
government acknowledges that lower access to and utilization of HIV care among injecting
drug users involves several factors, including “active drug use, younger age, female gender,
suboptimal health care, not being in a drug treatment program, recent incarceration, and
lack of health care provider expertise.”122

Geographical disparity and transportation costs
People sometimes have to travel more than 100 kilometers to get to the
nearest health center, which can take four to six hours each way. That’s
why patients don’t return for follow-up visits or to get their test results.
And care and support should not be based in a referral hospital, but in
communities so it’s more accessible for people.
—Local ofﬁcial in Senegal123
In some countries, there is stark geographical disparity in access to treatment. In Senegal,
the majority of the approximately 5,900 people on ARV treatment are in the capital, Dakar.124
People in rural areas in the United States also face a variety of barriers to HIV/AIDS care,
including “geographic isolation, poverty, unemployment, lack of education, lack of childcare
services, and attitudinal and cultural factors.”125
Regional disparities in access to care often stem from weak health care systems and
lack of human resource capacity outside of cities. Technical capacity tends to be concentrated
in capital cities and other major urban centers. Despite an incipient decentralization process
in Nicaragua, ARV distribution is still extremely centralized, and rural populations must
often travel great distances to receive treatment. Primary health care centers lack basic supplies, infrastructure or personnel to carry out HIV/AIDS diagnostic tests and counseling,126
and some regions lack infectious disease specialists and do not have the capacity to store
clinical samples. Out of approximately 80 physicians trained to prescribe ARVs in Senegal,
more than 50 are in Dakar.127 Until recently, only doctors could prescribe ARVs in Senegal,
and since many rural clinics are staffed with nurses only, patients had to travel to nearby
towns. There are now a few national NGOs approved to dispense ARVs, but these are primarily based in Dakar and other major cities as well, which does little to improve accessibility in rural areas.
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Due to limitations in numbers of facilities and trained physicians in rural areas,
transportation costs—both in time and money—are serious burdens, and effectively deny
medical care, including AIDS care, to a large portion of the rural population. In Vietnam,
transportation, food, and lodging increase the ﬁnancial burden associated with treatment
for those who live far from ARV clinics. For example, a person from a district in Quang
Ninh will have to take several buses and local transportation to get to a hospital in Hanoi
with a CD4 count machine, where he or she may have to wait a day or two for the test. A
single trip—combined with the cost of the test itself—could cost a minimum of 700,000 to
800,000 VND (approximately $50), or almost 10 percent of an average individual’s annual
income.128

Lack of adherence monitoring and treatment literacy
Many people don’t know what drugs they are taking…and why they need to
take them, so problems like side effects are not dealt with. People just stop
taking the drugs.
—Person living with HIV/AIDS, Senegal129
Public Health Watch researchers found that many people on treatment are not regularly
monitored. In Nicaragua, the lack of access to diagnostic and maintenance tests leads to
incomplete follow-ups, and antiretroviral drugs are frequently provided without any kind of
counseling or support.130
Of nearly 5,900 people on ARV treatment in Senegal, approximately half are followed up with on a regular basis to ensure adherence to treatment and to monitor side
effects and effectiveness of treatment.133 In the absence of regular monitoring, AIDS activists
emphasize the importance of treatment literacy to educate patients about their treatment
and possible side effects.

Financial resources and sustainability
Insufﬁcient ﬁnancial resources also pose a barrier to access to treatment and other services. For instance, an ofﬁcial in Vietnam admitted that the government’s investment in
HIV/AIDS programs is inadequate.132 With the exception of the United States, all Public
Health Watch countries rely on donor support to implement HIV/AIDS programs. In some
countries, donor funding represents the bulk of resources available for HIV/AIDS, which
raises questions of sustainability.
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Despite signiﬁcant increases in both domestic and international donor support, the
total funding available in Ukraine is not sufﬁcient to address the scale of the epidemic. In
2005, total spending on all HIV/AIDS-related programs and services amounted to approximately $40 million,133 while an estimated $50 million per year would be required to provide
ARV treatment to all 17,000 people who need it,134 not to mention the cost of prevention
and care services. The ﬁnancial gap between overall needs for the 2007–2011 period and
committed contributions exceeds $464 million, only 24 percent of which will be covered by
Global Fund Round 6 funding if disbursed in full.135
In Senegal, government contributions to the national AIDS budget for the 2002–
2006 period amounted to approximately 14 percent136 while the World Bank and the Global
Fund, the largest donors, contributed 38 and 6 percent of the total budget, respectively.137
While activists acknowledge that Senegal cannot afford to ﬁnance an effective and comprehensive HIV/AIDS response without donor support, they believe donor funding can be more
strategically utilized to ensure sustainability, for instance by helping to build local capacity.138
Some stakeholders point to the ﬁnancing of the executive secretariat of the Conseil National
de Lutte contre le SIDA (National Council for the Fight against AIDS, or CNLS) by a single
donor as short-sighted, as it creates uncertainties in sustaining a critical entity responsible
for coordinating the national response.

Lack of coordination
Donors and the government do not have a single, common paradigm on
HIV/AIDS. There is no consensus among donors or within the government
about how to address problems.
—Denis Poltavets, HIV/AIDS consultant, Ukraine139

There is food for the pig, but not in the trough, so the pig stays hungry.
—Local Communist Party ofﬁcial, Vietnam140

Public Health Watch researchers found that lack of coordination between international
donors and governments, between governments and NGOs, and among NGOs can also
hinder implementation of necessary interventions and create barriers to access.
Some Vietnamese ofﬁcials have voiced concern that donors are pushing their
own agendas without regard to Vietnam’s priorities and objectives.141 For instance, the U.S.
President’s Emergency Program for AIDS Relief (PEPFAR) has promoted the “AB” approach
(abstinence and be faithful) but not condom use, and does not permit the use of its funds
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to purchase clean needles for drug users—whereas condoms and clean needles have been
promoted by the Vietnamese government since the approval of the National Strategy on
HIV/AIDS in 2004. On the other hand, the United States does allow the use of its funds
for substitution therapy (although limited to HIV-positive drug users), which was not permitted in Vietnam until its AIDS law was passed in June 2006. Due to these conﬂicting
policies between the donor and recipient countries, PEPFAR funding has not been utilized
to fund harm reduction interventions, which the Vietnamese government has identiﬁed as
a priority.
The government’s difﬁculties in managing and coordinating its HIV/AIDS programs have led some multilateral donors to reconsider their funding support in Ukraine. In
April 2006, the World Bank suspended a $60 million, four-year project to stop the spread of
HIV and TB due to the government’s failure to distribute funds and implement programs.142
The loan has since been reinstated (in November 2006),143 but the incident resulted in significant delays in implementation of projects that are urgently needed. In addition, donors in
Ukraine have expressed dissatisfaction about difﬁculties coordinating with government on
policy. For example, even though substitution therapy is not prohibited by law, requests from
NGOs and international organizations to the Ministry of Internal Affairs to buy methadone
abroad for use in Ukraine had repeatedly been denied.144 Methadone was ﬁnally registered in
December 2006 and will be piloted for up to 300 patients in 2007,145 far below the estimated
60,000 to 238,000 drug users in need of substitution therapy.146
While there are some consultations between donors and the government to determine priorities in Senegal, donors can and do exert signiﬁcant inﬂuence over the design and
implementation of HIV/AIDS policies. For example, from 2003 to 2005, the main focus of
the National AIDS Council was on general social mobilization and prevention, reﬂecting
the World Bank’s priorities, even though the National Strategic Plan had identiﬁed care and
support for people living with HIV/AIDS as a priority and epidemiological data pointed to
a need to target high risk groups.
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TB/HIV coinfection
The majority of people living with HIV/AIDS are drug users, and about
half of them have TB, so it’s important that these programs cooperate
better. People shouldn’t have to visit up to three clinics to get proper
treatment. Patients in TB clinics should be able to get ARVs.
—Roundtable participant, Ukraine147
TB is the leading killer of people living with HIV/AIDS. In the ﬁve countries where Public
Health Watch conducted research, TB/HIV coinfection rates were reported at levels as high
as 55 percent among some populations.148 However, few countries offer integrated services
for TB and HIV/AIDS, which hinders access to comprehensive care.

Resurgence of TB and TB/HIV coinfection
The HIV/AIDS epidemic has led to a resurgence of TB in many countries. Despite achieving
a case detection rate of 89 percent and a treatment success rate of 92 percent, far exceeding established international targets for TB control, there have been no signs of decline in
Vietnam’s TB burden.149 The number of HIV-positive TB patients has increased ten-fold
since 1995,150 and TB is becoming more difﬁcult to treat because 10 percent of TB patients
are also coinfected with HIV, according to the National TB Control Program.151
High rates of TB/HIV coinfection have also been reported in the United States and
Senegal. The U.S. CDC estimates that 9 percent of all people living with HIV/AIDS and
16 percent of people living with HIV/AIDS aged 25 to 44 years also have TB. In Senegal,
HIV prevalence among TB patients is estimated at approximately 15 percent in Dakar and
Kaolack.152 One physician in Dakar estimates that out of 2,000 registered HIV-positive people in his facility, approximately 30 to 40 percent have TB.153
In Ukraine, TB has been spreading in parallel with the HIV/AIDS epidemic. The
number of cases of HIV-associated TB has been increasing by approximately 23 percent a
year over the last several years. In 2004, TB was diagnosed in 55 percent of all AIDS cases,154
and TB is the leading cause of death among AIDS patients, accounting for over 1,300 or 60
percent of AIDS-related deaths in 2005 alone.155
TB/HIV coinfection is a particular risk for marginalized groups such as injecting
drug users in Ukraine. As indicated earlier, incarceration rates are high among drug users.
Continued drug use in prisons,156 coupled with limited HIV prevention and drug treatment
services, and crowded, suboptimal living conditions, all signiﬁcantly elevate the risk of contracting HIV and/or TB. A recent study revealed that the current TB treatment system is not
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reaching the vulnerable and marginalized groups who are most likely to acquire TB infection. Individuals who are homeless, jobless or have substance abuse problems are much
more likely to visit TB clinics and hospitals at an advanced stage of TB disease, and therefore
exhibit high mortality rates and a greater risk of infecting others.157
While TB incidence has declined by 50 percent in the past 10 years in Nicaragua,158
experts worry the accelerated spread of HIV/AIDS could lead to a resurgence in TB and to
the development of drug-resistant strains.

Lack of coordination between HIV/AIDS and TB programs
Despite evidence of increased TB/HIV coinfection and the clear linkage between drug use
and HIV/AIDS in Ukraine, there is currently little coordination between HIV/AIDS, TB, and
drug treatment programs. A part of Ukraine’s Soviet health system management legacy is
that separate vertical institutions and programs deal with these issues all under the umbrella
of the Ministry of Health. Policies and programs in each area are developed and managed
by specialists, who are reluctant either to relinquish control over their area of expertise or
to cooperate with other sectors. The integration between TB and HIV/AIDS programs is
expected to improve upon implementation of the Global Fund Round 6 grant. The recently
approved proposal addresses several barriers to effective management of TB/HIV coinfection, including lack of uniﬁed protocols and trained specialists, and lack of access to TB
services for injecting drug users and people living with HIV/AIDS.159
Although many governments have made efforts to link HIV/AIDS and TB programs, often with assistance from international donors, implementation has been weak.
The WHO provided technical assistance to the Ministry of Health in Senegal to develop
standards and protocols for TB/HIV integration, but the guidelines are still in development,
and a strategy document designating speciﬁc roles, responsibilities, and objectives has not
yet been adopted. In the meantime, TB and HIV/AIDS programs are managed in parallel by
two independent departments. Despite the lack of central level coordination, some facilities
have managed to integrate service delivery. For example, every TB patient is encouraged to
test for HIV and vice versa at the Centre de Traitement Ambulatoire (Ambulatory Treatment
Center, or CTA) in Dakar.160
Nicaragua’s Ministry of Health integrated its HIV/AIDS and TB programs and
adopted protocols for the treatment of coinfected patients, but has not been able to achieve
efﬁcient coordination of the two programs in practice. In Vietnam, the government called
for the establishment of TB/HIV coordinating committees at all levels of government to
pilot collaborative TB/HIV interventions in 2004, but such committees have not yet been
established.161 Recently, the Life-GAP project, funded by the U.S. CDC, piloted TB/HIV col-
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laboration in three provinces, which may help to establish best practices in implementing
joint TB/HIV activities.
There are several guidelines for diagnosing and treating TB/HIV coinfection in
the United States,162 but these guidelines are not adhered to in all settings. For example,
one study of TB prevention efforts in city and county jails found that fewer than half of all
prisons surveyed had policies in place to offer HIV testing to patients who test positive on
TB skin tests.163
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Accountability
Despite committing publicly to ﬁght HIV/AIDS, not all governments have either established
a multisectoral body to effectively coordinate a response to HIV/AIDS or adopted a comprehensive national strategy. In addition, many national AIDS coordinating bodies fail to
facilitate meaningful engagement in the policymaking process by civil society organizations,
which limits their ability to hold governments to account for policy implementation.

National coordinating body
Both the United States and Nicaragua lack a comprehensive national AIDS strategy; in the
case of the United States, this is despite professed commitments of political leaders and a
domestic HIV/AIDS budget of nearly $16 billion a year. Without a national strategy across
federal, state, and local agencies that identiﬁes clear roles, responsibilities, and timelines to
achieve measurable results, and without a single national authority to coordinate the efforts
of multiple agencies, it is difﬁcult to set meaningful targets and objectives, ensure measures
are taken to accomplish them, and hold agencies accountable for their realization. In the
meantime, the number of new HIV infections in the United States has remained constant,
at 40,000 per year for more than a decade, and more than half the people living with HIV/
AIDS are not receiving appropriate care.
Nicaragua’s national strategic plan expired in 2004 and the 2006–2010 plan is still
in draft form. This constitutes one of the principal obstacles to coordinated development
and implementation of programs to address HIV/AIDS at the national level. Moreover, the
draft plan for 2006–2010 lacks a monitoring and evaluation strategy. Without explicit benchmarks and targets on prevention, treatment, and care it will be difﬁcult to hold implementing authorities accountable for progress, and could lead to disappointing outcomes.
In Ukraine and Senegal, national AIDS coordinating bodies largely fulﬁll donor
requirements and serve donor-funded projects. The National Coordinating Council (NCC)
in Ukraine was created to satisfy Global Fund requirements for a multisectoral body with
civil society representation.165 While the NCC’s innovative structure presented a unique
opportunity for broader stakeholder participation in policymaking, its effectiveness as a
coordinating body has been severely limited by the lack of clear lines of authority and reporting requirements, and by the absence of accountability mechanisms. The NCC has not met
quarterly as required by the 2005 Resolution (no meetings were held between June 2005
and April 2006); its primary function to date has been to submit proposals to the Global
Fund, convening just before fund application deadlines on an ad hoc basis. For example,
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in the period between the call for Round 6 proposals in May 2006 and the completion of
Ukraine’s proposal in August 2006, the NCC met four times.166 In addition, decisions by
the NCC were originally supposed to be implemented by other government ministries and
agencies, but due to challenges to its legitimacy from high-ranking ofﬁcials, it was downgraded to an advisory role in October 2006.167
The CNLS (the equivalent of the National AIDS Council) in Senegal has focused primarily on coordinating projects funded by the World Bank and the Global Fund, rather than
providing a platform for coordinating all stakeholders’ interventions, including those of civil
society and religious groups. One local NGO representative summarized, “It’s like they are
holding up the ﬂags of the World Bank and Global Fund rather than holding up the
Senegalese ﬂag.”168
In Vietnam, the multisectoral National Committee for AIDS, Drug, and Prostitution
Control (NCADP) has actually contributed to increased stigma on HIV/AIDS by reinforcing
the link between HIV/AIDS and “social evils.” NCADP is supposed to set national priorities,
coordinate all program activities, and oversee implementation of the relevant strategy for
each of the three program areas, but without sufﬁcient resources or staff support, it does not
exercise meaningful authority over these programs. The national AIDS program is managed
by the Ministry of Health in practice. Due to the NCADP’s limited focus, it is ill-prepared to
effectively address the increasing risk of sexual transmission within the general population.
A truly multisectoral approach to HIV/AIDS control would need to coordinate closely with
other ministries and programs beyond those responsible for controlling drug use and sex
work, including education, transportation, and labor.

Monitoring and evaluation
It is only in name that people living with HIV/AIDS are on the CCM.
All other CCM members—they have a job, they have a salary. I have no
job and no income but they keep asking me to participate in meetings, and
so many meetings! What do I live on? Do they care about that? Before
each meeting, they send us a lot of documents. Who can read all of them?
And even when I try to read them, I don’t understand.
—Person living with HIV/AIDS, Vietnam169
People who live with HIV/AIDS are convened to validate [the
government’s strategies] but in the end their recommendations are not
taken into account; these people are being used so the government can
claim that it has consulted with civil society groups.
—Nicaraguan Network meeting on human rights and HIV/AIDS170
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A number of the ﬁve countries examined by Public Health Watch lack a comprehensive
monitoring and evaluation system, and few processes allow for civil society input and
participation. In countries where civil society groups do provide project-level data, they
do not receive feedback or are excluded from data analysis processes. As a result, it is
difﬁcult for citizens to hold governments accountable for measurable results. While there
is some representation of civil society—including people living with HIV/AIDS—on
national level enforcement bodies such as the Global Fund Country Coordinating Mechanism (CCM), many informants participating in this research felt the CCM representation
is often tokenistic.
For example, two people living with HIV/AIDS serve on the CCM in Vietnam.
However, one representative expressed that his role is more symbolic than substantive, and
that he is not motivated to stay involved since he doesn’t have the capacity or level of support
he would need to participate meaningfully.171 At the same time, organizations of people living
with HIV/AIDS expressed disappointment at the way the CCM has selected HIV-positive
and other civil society representatives, and that these representatives have not reached out
to the larger constituency they are meant to be representing.172
Civil society representatives have not been involved in the development of the
monitoring and evaluation framework in Vietnam, nor have they been informed about its
progress. In general, civil society representatives have had minor and occasional involvement in monitoring and evaluation at the project level, but not on a national scale.
Several advocacy groups in the United States raised concerns that the 2004 Program
Evaluation and Monitoring System (PEMS) introduced by the CDC did not adequately consult community organizations during the development stage and that the gathering and
reporting of the information required by PEMS will complicate HIV prevention outreach
activities.173 The CDC then announced in March 2006 that it would suspend implementation
of PEMS in response to community concerns.
In Ukraine, various governmental and nongovernmental agencies collect a considerable amount of data, including epidemiological information, behavioral and socioeconomic surveys, ﬁnancial management, and project-speciﬁc impact assessments.174 However,
there is no central agency to coordinate or amalgamate these efforts, and as a result they
tend to stop short at evaluating individual organizations or programs rather than nationallevel policy. There are also gaps in important areas, such as programs that target marginalized populations.
National level monitoring and evaluation efforts are often driven by donor requirements for quantitative indicators, as is the case in Senegal. The national monitoring and
evaluation system is comprised largely of indicators that take into account data from projects
implemented by CNLS, the majority of which are funded by the World Bank and the Global
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Fund. A group of NGOs have criticized the narrow scope, stressing that national monitoring and evaluation should consider the entire national response, not just the government
response,175 and should consider progress reports from the community level to help build
capacity and to allow local needs to guide the response.176 NGOs never receive feedback on
the data they submit to the government, nor is the information they submit reﬂected in
national monitoring and evaluation reports, according to one NGO staff member.177 There
are no mechanisms in place to support analyses of data at the local and regional levels,
which limits ownership of information.
As described earlier, Public Health Watch researchers have had mixed success in
participating in national processes to ensure implementation of international commitments
such as the UNGASS Declaration. With the exception of the United States, researchers in
all countries participated in meetings organized by UNAIDS or the government to discuss
national progress data or draft reports, though the researchers’ input was not always taken
into account in the ﬁnal drafts of national progress reports submitted to UNAIDS. The process of conducting community-based research allowed some researchers to participate in the
UNGASS process more actively. In Senegal, a draft of the Public Health Watch report was
presented alongside the government’s national UNGASS progress report at a roundtable
meeting in April 2006 to promote and facilitate open dialogue between civil society and government perspectives on Senegal’s progress in upholding the UNGASS commitments. The
Vietnamese researcher was selected as one of four civil society representatives of the ofﬁcial
delegation to the UNGASS high-level review meeting at the UN in May–June 2006; this was
the ﬁrst time civil society was invited to participate in such a high-level delegation.

P U B L I C H E A LT H W AT C H M O N I T O R I N G R E P O R T S

45
45

Conclusion
The Public Health Watch HIV/AIDS Monitoring Project reports for Nicaragua, Senegal,
Ukraine, the United States, and Vietnam indicate that marginalized populations, including injecting drug users, sex workers, men who have sex with men, prisoners, and ethnic
minorities, are disproportionately impacted by HIV/AIDS. However, the research also found
that these groups continue to be excluded from the design, implementation, and evaluation
of national HIV/AIDS policies and programs.
Universal access to HIV/AIDS prevention, treatment, care, and support can only be
achieved by addressing the needs of these marginalized, most affected populations. National
governments, donors and international agencies must collaborate closely with civil society
and marginalized people in order to understand their needs, develop appropriate strategies,
and implement effective programs.
Civil society representatives must look ahead to the UNGASS review meeting in
2008, which will be the halfway mark between the agreement to establish national universal access targets in 2006 and the deadline by which to achieve these targets in 2010.
There is an opportunity now to strengthen the UNGASS review process at both national
and international levels. This must include efforts to enhance the role of civil society—and
thereby strengthen the voice of marginalized populations—in the review process, and in
the development and implementation of programs that can move us toward the goal of
universal access.
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Recommendations
Based on the research conducted by Public Health Watch partners in Nicaragua, Senegal,
Ukraine, the United States, and Vietnam, a number of recommendations have been formulated. These are addressed to national governments, UNAIDS, and civil society. They aim to
ensure that civil society perspectives, and the needs of marginalized populations, are taken
into account in the ongoing assessment of national governments’ progress against the commitments they signed up to in the UNGASS Declaration.

To national governments:
•

Increase public awareness about the UNGASS commitments and review processes
through mass media campaigns; disseminate national universal access targets and
plans for monitoring progress toward achieving them;

•

Implement UNAIDS recommendations as stipulated in the Guidelines on
Construction of Core Indicators to ensure civil society participation in the national
UNGASS review report preparation process, including at minimum:
–

providing civil society access to data collection plans and mechanisms for
submitting input;

–

convening a workshop to determine how civil society can best support the
UNGASS review process;

–

providing opportunities for civil society to review and comment on the draft
national UNGASS review report; and

–

widely disseminating the national UNGASS review report once it is submitted
to UNAIDS;

•

Ensure more meaningful participation of civil society in the UNGASS review process by: building civil society capacity; allowing civil society to select their own
representatives in consultative meetings; designating a representative or agency
responsible for engagement with civil society; holding a series of meetings throughout the review process; and following through on civil society input and recommendations; and

•

Collaborate with UNAIDS and other international agencies and donors to ensure
there is sufﬁcient technical support to conduct an inclusive and transparent
UNGASS review process.
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To UNAIDS:
•

Provide technical assistance to national governments to raise public awareness
about UNGASS and universal access, and better equip governments to effectively
solicit input from civil society into national HIV/AIDS planning and reporting,
including the UNGASS review process;

•

Emphasize the particular importance of civil society input in the National Composite
Policy Index (NCPI) component of the UNGASS review report, and provide technical support to civil society organizations—including people living with HIV/AIDS
and those representing marginalized populations, in particular—to ensure they
understand the reporting process, indicators, and ways to collect, analyze, and
submit data;

•

Establish and widely disseminate concrete plans to consult with civil society regarding their participation in the UNGASS reporting process at the national level and
in submitting shadow reports directly to UNAIDS as stipulated in the Guidelines
on Construction of Core Indicators, including designation of a primary point person
responsible for liaising with civil society; and

•

Ensure the accuracy and validity of national UNGASS progress reports by encouraging integration of civil society perspectives into national reporting processes, and
suggesting national level discussions where alternative perspectives in civil society
shadow reports differ signiﬁcantly from ofﬁcial national reports.

To civil society:
•

Take full advantage of representation opportunities, such as positions on the Global
Fund Country Coordinating Mechanisms or national AIDS committees, by representing the concerns of broader constituencies and maintaining consistent contact
with these groups;

•

Learn about the UNGASS and universal access processes and share information
with other civil society organizations about these initiatives and the right of civil
society to participate in them;

•

Seek technical assistance from UNAIDS and others, as appropriate, to ensure civil
society perspectives are adequately represented in national UNGASS review processes and in implementing policies and programs to achieve universal access by
2010; and

•

Advocate for universal access to prevention, treatment, care and support for all,
particularly marginalized, high-risk populations.
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people and civil society actors in addressing the problem
of HIV/AIDS in all its aspects, and recogniz[e] that their
full involvement and participation in the design,
planning, implementation and evaluation of
programmes is crucial to the development of effective
responses to the HIV/AIDS epidemic.
—UNGASS Declaration of Commitment
on HIV/AIDS, Article 33

___________
Public Health Watch promotes informed civil society
engagement in policymaking on tuberculosis and HIV/AIDS.
The project’s monitoring reports offer a civil society perspective
on the extent to which government policies comply with
international commitments such as the Amsterdam Declaration
to Stop Tuberculosis and the Declaration of Commitment on
HIV/AIDS—and on the extent to which those policies have been
implemented. HIV/AIDS monitoring reports include assessments
of policies in Nicaragua, Senegal, Ukraine, the United States,
and Vietnam.
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