Monitoring and evaluation programs must strike a
balance between generating meaningful tactical
information for program managers while taking steps to
ensure that public data use does not worsen
discrimination and stigma toward people who are positive
for the human immunodeficiency virus.
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Conventional monitoring and evaluation (M&E) textbooks rarely address
the various political influences exerted on M&E of public health programs.
Policymakers are often the largest consumers of M&E information; indeed,
the genesis of many public health program evaluation efforts is a need to
inform public policy. We define political influences, however, as external
pressures that may suppress, limit, delay, manipulate, or selectively use
M&E outputs. Such forces alter the accuracy and comprehensiveness of
assessments of public health problems while coloring our understanding of
program progress or effectiveness (Fox, 1999). Political influences originate
from diverse sources and manifest as singular voices or power coalitions
including government, industry, religious groups, lobbyists, organized
labor, scientists, and special-interest groups (Epstein, 1996). Another often-
overlooked source of political influence comes from within the institutions
being assessed or those that implement M&E activities.

The world of politics is one of value conflict, as Laswell’s (1958) defi-
nition of politics makes clear; competing policies further different, but not
mutually exclusive, goals. It is indeed rare to find situations where com-
promises are not required or possible. The interaction, then, between poli-
tics and monitoring is no different in this respect. These interactions are not
static and vary over time based on culture, administrative turnover, and the
relative power of special-interest groups.

In this chapter, we do not present the overarching politics of human
immunodeficiency virus-acquired immunodeficiency syndrome (HIV/AIDS).
Excellent comprehensive resources exist that address this issue (Parker,
2002; Zuger, 2003; Burkhalter, 2004). Rather, we concentrate on the effects
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of discrete political influences on M&E efforts dealing with the HIV/AIDS
epidemic and the effectiveness of the response. This chapter focuses on the
HIV/AIDS pandemic to illustrate how political influences have resulted in
noteworthy misuses of data, limiting response and fueling both stigma and
discrimination.

Unfortunately, the AIDS epidemic is not unique where data misuse is
concerned. Innumerable other examples may be cited where data are polit-
ically misrepresented, delaying effective response. Political forces are some-
times counterproductive and touch the broader arenas of public interaction
and public health (Editors of Lancet, 2004; Colmers and Fox, 2003;
Schneider and Fassin, 2002; Durban Declaration, 2000; Fox, 1999; Epstein,
1996; Laswell, 1958). Examples include political manipulation of M&E
activities assessing emotionally charged subjects (reproductive choice, rape,
child abuse, family violence), polarizing forces (privatization and social ser-
vices reform; racial, gender, and ethnic equity), and government account-
ability to citizens (policing, infrastructure, education, defense) (Blackburn,
2004; Human Rights Watch, 2003, 2004a, 2004b; Transparency Inter-
national, 2004; United Nations Children’s Fund, 2003a, 2003b; United
Nations Development Fund, 2002). Recently, M&E scrutiny into public
health responses mounted to identify and contain infectious diseases such
as severe, acute respiratory syndrome (SARS), West Nile virus, bovine
spongiform encephalitis (mad cow disease), and avian flu, to name a few,
have been politicized by economic, ideological, and scientific stakeholders
(Parry, 2004; Reilly and others, 2003; Abbasi, 2000; Lacey, 1994).

It is understandable that there is little formal, published documenta-
tion on this subject. An exhaustive search of the clinical, public health, for-
eign affairs, political, economics, and social sector literature reveals only a
few relevant articles, many of which come from the developed world. These
references are cited in this chapter, but much of what we discuss comes
from our personal experiences, communications with key informants
involved with the epidemic, and through comparison with other diseases
that have similar characteristics to the AIDS pandemic (Joint United Nations
Programme on HIV/AIDS, 2000).

The relationship between politics and M&E is not necessarily nega-
tive; examples in this chapter indicate where strong, courageous political
decisions have significantly advanced the M&E agenda. The chapter ends
with conclusions and possible recommendations on how some of these
potential problems can be addressed. Four areas of political-M&E tension
will be explored:

* Global denial: Do we have a problem?

* Data use conflict: accountability versus programmatic information

* Protection of individual rights versus the public good

* Selective application of evaluation research in support of ideologies and
values
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This is not intended to be an exhaustive account but represents some
of the more common issues those engaged in HIV/AIDS M&E confront.

HIV/AIDS Pandemic

Rarely has containment of an infectious disease epidemic evoked such chal-
lenge to humanity as has the HIV pandemic (van Niekerk, 2001). The
effects that HIV and AIDS exert on economies, the fabric of families and
communities, civil society, religious beliefs, and political systems have been
well described (Burkhalter, 2004; Debt, AIDS, Trade, Africa, 2004; United
Nations Children’s Fund, 2003b; Arndt and Lewis, 2000). At each stage
of the disease process, obstacles complicate effective responses: absence of
totally effective prevention interventions; stigma associated with the modes
of transmission; the terminal nature of the disease, particularly in settings
with limited testing and antiretroviral therapy access; and the lack of cura-
tive therapies. However, in coping with this pandemic, there may be reason
for guarded optimism as more information is gathered, innovative ways of
responding are recognized, and a more nuanced understanding of the polit-
ical stakes underlying public health agendas is gained.

In the case of HIV/AIDS, its sexual and injection-drug use transmission
routes morally color the picture, a tempting and convenient explanation for
potentially negative political responses. In a survey of U.S. reproductive ser-
vices offered in American schools, Wald, Button, and Rienzo found that
“service levels were influenced not only by cultural considerations. . . .
[morality politics] but also by the same socioeconomic forces that account
for policy levels in other domains” (2001, p. 221). They conclude that “pol-
icy for morality issues appears different from that for non-morality issues
but less distinctive than commonly imagined” (p. 221). Their findings lend
support to diminishing our exceptionalist view of HIV/AIDS transmis-
sion politics.

Global Denial: Do We Have a Problem?

Sin, stigma, and denial have accompanied unexplained diseases throughout
the ages. Historically, some of the most notorious examples illustrating
institutional denial of impending epidemics are illustrated by city-state
responses to the plagues that swept across Europe in the late thirteenth cen-
tury (Scott and Duncan, 2001; Ziegler, 1991). Of note, a few of these gov-
ernments were relatively transparent about the effects of the plague, despite
serious threats of economic disaster and quarantine. This may have
occurred because the exact cause and modes of plague transmission were
poorly understood. Further, many city-states were not powerful enough to
prevent the dissemination of information beyond their boundaries.
However, most denied the existence of plague infection within their juris-
dictions. In Florence, more than one year after the plague was evident, the
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city’s Great Council remained silent. “Perhaps the Councillors believed, not
without reason, that it did not lie in their power to avert disaster and that,
therefore, the less said the better” (Ziegler, 1991, p. 39).

Since the recognition of the first cases of HIV/AIDS in 1981, data on
its prevalence have often been subject to official manipulation. Although
relatively simple and inexpensive HIV testing methods exist and subpop-
ulation seroprevalence data within countries should be relatively easy to
obtain, national governments have continued to maintain secrecy on true
prevalence and even deny the presence of HIV and AIDS. A variation on
the denial of HIV infection prevalence is denial of it as the cause of AIDS.
One of the most famous examples of this occurred in 2000 when South
African President Thabo Mbeki wrote that he doubted HIV causes AIDS.
This unleashed a firestorm of criticism from the scientific community;
more than 5,000 scientists ultimately signed the subsequent Durban
Declaration (2000) affirming that HIV causes AIDS. Others have argued
that Mbeki was misquoted from the beginning and that his comments were
meant to state that HIV alone is not the cause of AIDS, emphasizing the
multifactorial nature of the epidemic. Poverty, for example, has been linked
to exacerbation of HIV in the developing world (Debt, AIDS, Trade, Africa,
2004; Gow, 2002).

South Africa is not unique: in the early days of the epidemic, almost all
countries in sub-Saharan Africa denied or diminished the extent of the prob-
lem. This was especially the case before a landmark meeting of the World
Health Assembly in Geneva, Switzerland, in May 1987 and a subsequent
meeting in London, England, of ministers of health in 1988 (Sabatier,
1988). Governments, anticipating public scrutiny and negative impact to
their political authority, diminished or suppressed prevalence numbers,
delayed reports, or implied that infected persons were primarily “foreign”
(Sabatier, 1988). In fact, this has been more the rule than the exception, as
both developing and developed countries confront a burgeoning epidemic.

Developed countries’ municipal, provincial, and federal governments,
particularly in the early part of the epidemic, often minimized threat to the
overall population posed by HIV transmission by implying that the risk of
infection was confined to “high-risk groups.” This has resulted in the stub-
born lingering popular opinion among average U.S. citizens that HIV risk is
isolated to gay men and injection-drug users. This stereotype, perpetuated
by overplayed early risk evaluation data coupled with persistent structural
discrimination toward high-risk populations, presents an obstacle to pre-
vention efforts. M&E data were used to assign risk to groups of people rather
than to risky behaviors. Fortunately, such assignments have reversed. Risky
behaviors, such as commercial sex work, injecting drugs, and unprotected
sexual intercourse, contribute to the growing epidemic because of not only
the risk presented to the individuals themselves but also the pathways and
bridges they make, carrying HIV to their partners in the general population
worldwide (Choi, Gibson, Han, and Guo, 2004). For this reason, partners
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who are not engaged in risky behavior themselves do not perceive them-
selves at risk of HIV infection, but they are still vulnerable.
Many reasons exist for such denial:

e Protection of a country’s reputation and culture

e Embarrassment about discussing the prevalent modes of transmission,
particularly when they conflict with dominant religious and cultural
beliefs

* Perceived negative effects on tourism and economic investment

* Being forced to acknowledge the existence of marginalized or potentially
“illegal” subpopulations (for example, men who have sex with men, com-
mercial sex workers, and injection-drug users).

Interventions for these populations are sensitive, and access to strate-
gic information from them is often restricted. Over the past two decades,
governments have denied both the existence and extent of such so-called
immoral behaviors. Stigma, discrimination, and exclusion often stem from
inappropriate use of subpopulation epidemiological data (Poindexter, 2004;
Stansbury and Sierra, 2004; Gow, 2002). In the United States and Latin
America, where AIDS was first identified in the gay communities of New
York, San Francisco, Washington, D.C., and Sao Paolo, Brazil, discrimina-
tion against same-sex intercourse undoubtedly fueled AIDS-related stigma.
Also, in the United States in mid-1982, the Centers for Disease Control and
Prevention (CDC) identified higher-than-expected infection rates among
Haitian patients. Soon Haitian immigrants were included with other “high-
risk” populations. It was not until three years later that the CDC focused on
specific risk behaviors (men who have sex with men, tainted blood supply)
as the root of increased prevalence, not nationality (Sabatier, 1988).
Damage, however, had already been done, and in the early to mid-1980s,
Haitian immigrants to the United States experienced employment discrim-
ination while Haiti itself saw a dramatic drop in tourism (Sabatier, 1988).

Ever more frequently, national security interests and efforts to main-
tain a facade of civil stability are behind denial or manipulation of HIV
prevalence statistics. On the African continent, perhaps the most urgent
threat to security and stability is the AIDS crisis. African communities are
losing the most able-bodied citizens who form the backbone of their civil
societies: farmers, traditional leaders, teachers, doctors, nurses, soldiers, and
law enforcement, to name a few (Cohen, 2002; Government of Malawi,
2002). Moreover, African families are losing their parents, leaving an entire
generation of orphans to raise themselves (U.S. Agency for International
Development, 2002). The onslaught of AIDS threatens to single-handedly
undermine any economic progress made, actually leading to the expansion
of poverty (Jamison, Sachs, and Wang, 2001; Arndt and Lewis, 2000). This
makes the response to the AIDS pandemic one of paramount urgency and
importance. Yet, an almost universal lack of openness has marred initial
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responses. Uganda, however, represents an admirable turnaround from the
rampant global denial of the late 1980s.

The east African state of Uganda achieved independence from the
United Kingdom in 1962. The infamous dictatorial regime of Idi Amin
(1971 to 1979) was responsible for the deaths of some 300,000 opponents;
guerrilla war and human rights abuses under Milton Obote (1980 to 1985)
claimed at least another 100,000 lives. By 1986, political upheaval, horrific
violence, and economic breakdown had crippled Uganda. The incoming
government of President Yoweri Museveni—with the support of foreign
countries and international aid agencies—needed to rehabilitate the coun-
try and stabilize the economy. At that moment, the AIDS epidemic erupted,
and by early 1990, Uganda had become its African epicenter (U.S. Central
Intelligence Agency, 2004).

Museveni, in dealing with the epidemic, has often acknowledged that
his initial push came from Cuban President Fidel Castro during a meeting
of the Non-Aligned Movement of developing countries in Harare, Zimbabwe,
in September 1986. President Castro apparently called him and told him that
eighteen of the sixty Ugandan soldiers who had been sent for training in
Cuba had tested positive for HIV. This shocked Museveni into action.
Despite a lack of cure or a vaccine, HIV infection rates are actually declining
in Uganda. In 1991, 21 percent of pregnant women were HIV-positive; ten
years later, that number declined to 6 percent. Uganda took an open, com-
prehensive, and courageous approach that has largely defused HIV stigma
there. The heart of Uganda’s approach has been behavioral change, promoted
by the “ABC” model: Abstinence, Being faithful, and Condom use. As a
result, in Uganda’s heterosexually driven HIV epidemic, sexual activity
among youth dropped and men reduced the number of sexual partners they
had, contributing to this success story in AIDS response (Peterson, 2003).

In Asia, where the epidemic is relatively more recent than in Africa, we
have seen the denial scenario repeated. In China, for instance, the ruling
authority’s tendency toward secrecy and the ensuing lack of public aware-
ness have hampered HIV control efforts (Watts, 2003). Over the past two
years, however, great progress has been shown in China’s openness about
the epidemic and an increased emphasis on the collection and dissemina-
tion of reliable epidemiological data. Some attribute this new transparency
to the recent outbreaks of SARS. The first Asian SARS case was reported by
Carlo Urbani from the World Health Organization (WHO) in February
2003 in Hanoi, Vietnam. Subsequent Chinese reporting delays concealed
that SARS had actually been present in Asia well before 2003. The Vice
Minister of Health in China eventually admitted that the initial Chinese
response “had been slow and inadequate” (Drazen, 2003). With the second
outbreak in 2004, however, Chinese officials ordered the slaughter of tens
of thousands of mammals in a drastic measure to control the spread of a
new SARS virus strain. The SARS epidemic showed that political will and
international collaboration come together easily when only one country
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holds the key to solving questions crucial to global control of disease
(Drazen, 2003).

Other factors may also influence the openness and dissemination of
epidemiological data. Interestingly, coinciding with the influx of financial
resources earmarked for AIDS from donors like the Global Fund to Fight
AIDS, Tuberculosis and Malaria (Global Fund) and the World Bank
Multicountry AIDS Program, some countries have upwardly revised their
AIDS epidemic reporting. We are now witnessing, for example, a correla-
tion between more timely and accurate reporting of HIV/AIDS prevalence
and governmental perception that doing so will enhance access to these new
financial resources. Of concern is potential embellishment of the prevalence
trend, particularly among middle-income countries where proof of severity
and burden of disease provide documentation necessary for obtaining sig-
nificant new resources.

Monitoring Program Performance: Dominant Donor
Needs

Strategic information that may be most useful to public health program
managers is often asynchronous with the needs of international donors.
Until recently, most international donors were actually sovereign govern-
ments, with significant funding coming from various U.S. agencies (U.S.
Agency for International Development, CDC, State Department, and the
like). Now, the Global Fund, the World Bank Multicountry AIDS Program,
and private health and human rights philanthropy foundations (for exam-
ple, the Bill and Melinda Gates Foundation, Open Society) have become
more important in funding particular priority diseases.

Historically, M&E data have primarily served the accountability needs
of the donor community. Indicators have focused on national outcome and
impact data, rarely serving the daily practical decision-making needs of pro-
gram managers. Statistics revealing district-level service use, patient satis-
faction, and short-term clinical outcomes, although useful to program
managers, often do not satisfy donor requirements to demonstrate national-
level effects and financial accountability. Undoubtedly, donor countries and
foundations must demonstrate the value of their investments to justify these
expenditures and continue funding. This need has led to the rather com-
mon phenomenon that most existing M&E data for HIV/AIDS are gener-
ated through externally supported, designed, and implemented surveys,
which are funded by the interested donor. Involvement of the national and
subnational programs has been less than optimal.

An additional problem rooted in the role of donors as the primary
users of strategic program information is an ongoing need for attribution:
Whose money was responsible for which achievements? Program successes,
however, typically result from multiple complementing activities. Yet, most
donors still require data directly linking their financial investments in
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programs to improved or saved lives. This leads to laborious exercises
where commodities and services are measured relative to a donor’s input,
often at the opportunity cost of other evaluation analyses that are more
program-management related.

Increasingly, the tracking of financial resources is becoming a key com-
ponent of basic M&E activities. The implementation of national health
accounts (NHA) and national AIDS accounts (NAA) allows program deci-
sion makers to track where resources are flowing and whether they are
being used in as effective a manner as possible. Through NHA and NAA,
critical information may be obtained about equity of resource distribution
among different populations, geographical locations, and specific interven-
tions. The SIDILAC project in Latin America has refined a method to track
both public expenditures and out-of-pocket costs for HIV/AIDS within
country budgets (Marais and Wilson for Joint United Nations Programmme
on HIV/AIDS, 2002). Analysis of the data has demonstrated serious misal-
locations of resources. The Latin America region, for example, significantly
underspends on prevention efforts. In eight countries in the region, less
than one-third of HIV/AIDS spending is directed toward public health and
prevention. Even more worrisome is the gross underspending on key vul-
nerable groups, such as bisexual men and women, commercial sex workers,
and injection-drug users, even though these vulnerable populations ulti-
mately accounted for a large proportion of new cases of infection (Marais
and Wilson, 2002). One of the most worrisome aspects of resource track-
ing data, however, is the unmasking of possible corruption or the diversion
of funds into other activities for which donations were not intended. All of
these tensions can complicate credible analysis of resource flows within
M&E programs.

Over the past five years, resources have dramatically increased for a
number of specific diseases. One major example is the Global Fund,
which now has more than US$5 billion pledged to fight tuberculosis,
malaria, and HIV/AIDS. The recently announced U.S. President’s Emer-
gency Plan for AIDS Relief has pledged US$15 billion over the next five
years (2004 to 2008), and several major European donors have also
increased their development assistance for health issues. With these new
initiatives, we are witnessing a shift in methods of funds disbursement.
There is now an increasing requirement for performance- or results-based
financial disbursements. Funding will be carefully tied to specific, time-
limited achievement of indicators and targets, and the next transfer of
monies will not occur unless these reports are received and predefined
targets achieved. Depending on donor flexibility and contractual lan-
guage, overspecifying deliverables and time frames at project initiation
may preclude program adjustments that might be necessary based on
early and ongoing feedback. Although many donors in the past have
stated that accountability is part of the funding process, such close linking
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of results to funding renewal is unprecedented. Pressure that currently
exists to perform and report on specified targets can be overwhelming,
particularly in low-resource settings, where health care and community
services are experiencing resource-capacity constraints and may be on the
verge of collapse.

An example of the negative effects of such results-based disbursement
systems can be seen in the recent experience of the Global Alliance for
Vaccines and Immunizations. Financial incentives were linked to meeting
and exceeding immunization coverage statistics (numbers or percentages of
targeted people who were actually immunized within a specified time
frame). External auditing of the reported service statistics demonstrated a
high rate of inaccuracy, with numbers far in excess of reality. In response
to this perceived problem, the Global Alliance for Vaccines and Immuni-
zations is now combining self-reported data with selective external audits
to better assess the data quality and results.

As most national health services move toward decentralization and
empowerment of local health enterprises for the delivery of health ser-
vices, service delivery data can produce a potentially negative environment
for accurate reporting. Resource allocation and policy decisions are both
influenced by central government and local authorities with emphasis on
cost containment, sometimes at the expense of retaining human resources.
Emphasis on cost containment in already resource-strapped environ-
ments may exacerbate an environmental tendency toward reporting in-
accuracy because of workforce demoralization (Kapiriri, Norheim, and
Heggenhougen, 2003).

When the health system is decentralized as part of more general
reform of the system, reform of health management and services also
occurs. The health system reform in Zambia is an example. In that effort,
it soon became clear that central health services management and politi-
cal capacity lacked transparency where planning and implementation of
policies and resource allocation were concerned. When this capacity was
transferred to regional levels, it became obvious that transparency and not
a lack of ideas or concepts was the problem in tracking the epidemic
(Stekelenburg and Peeperkorn, 2004). On the other hand, when local sys-
tems are open to scrutiny through surveys that measure service coverage
and quality of work, potentially “punitive” action may result. Budget-
related performance indicators such as operational plans and service deliv-
erables that do not meet expected levels (or nonperformance) may result
in policy or program shifts, human resource changes, and increased pres-
sure to deliver (Government of Malawi, 2002). Establishing structures for
inclusive, participatory planning with subnational health providers who
are granted selected decision-making and priority-setting powers may con-
tribute to eliminating threats and maintaining the accuracy of facility-
based surveys.



22 GLOBAL ADVANCES IN HIV/AIDS MONITORING AND EVALUATION

Individual Versus Community Rights: Role of
Confidentiality

The inherent tension between individual rights and public good is not an
issue unique to AIDS. Historical references to cholera, typhoid, and the
plague tell of the use of quarantines, expulsions, denial of human rights,
restrictions from accessing legal protections, and physical abuse. Although
infrequently invoked, U.S. public health officials may at their discretion and
in the public’s interest involuntarily quarantine patients who have tubercu-
losis or smallpox who are not adhering to their treatment regimens (Lacey,
2003). The recent U.S. Model State Emergency Health Powers Act, passed
in over twenty states, dictates the use of “the least restrictive means neces-
sary” to protect public health (Colmers and Fox, 2003; Lacey, 2003).
Furthermore, the U.S. Department of Health and Human Services “has
encouraged reform of existing state public health laws” because “quaran-
tine laws may conflict with notions of individual liberty under modern
Constitutional law” (Lacey, 2003, p. 2003).

In recent debates surrounding legal authority necessary for the
response to a bioterrorism threat, some have pointed to early controversy
during the first decade of the HIV/AIDS epidemic about the leeway that
should be granted to public health authorities. In those early years, there
was an ongoing battle between the rights of individuals to refuse HIV test-
ing or to keep HIV-positive status confidential versus the need for the pub-
lic to protect itself from an impending epidemic.

In an early literature review of ethical approaches to AIDS, Manuel and
others (1990) classified then-available literature into two categories: those
advocating protection of society and ethical arguments in support of priv-
ileging individual rights. Measures found in that literature aimed at soci-
ety’s protection against AIDS include quarantine, exposure of personal
medical information, criminalization of noncompliant individuals, and
mandatory testing and seropositivity disclosure. Measures to protect the
individual include confidentiality, prevention of discrimination due to HIV
status, and free movement. Manuel and others concluded that although a
perceived conflict exists between the rights of society versus the individ-
ual, “particularly as far as the confidential nature of medical information
is concerned, measures intended to protect the individual also protect soci-
ety” (1990, p. 14).

Tensions persist, however, when individual rights are perceived to be
privileged over that of the larger society (Colmers and Fox, 2003; Schneider
and Fassin, 2002). In ethical terms, HIV-testing arguments often represent
conflicts between respect for persons and autonomy versus the principle of
community beneficence (Macklin, 2003). For example, compelling all preg-
nant women to be tested for HIV is a dilemma. On the one hand, deter-
mining seropositivity can offer the fetus protection against HIV infection;
on the other, it values protecting the fetus over the choices and freedoms of
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the woman to be tested and treated or not. van Niekerk (2001) described
such complexities inherent in dealing with the epidemic, noting that they
“may not be successfully addressed even through an analytical approach
wherein we distinguish parts and whole, often with the expectation that
addressing the parts will fix the whole” (p. 145). M&E programs, thus,
must strike a balance between generating meaningful tactical-level infor-
mation for program managers while taking steps to ensure public data use
does not worsen discrimination and stigma experienced by those who are
HIV seropositive.

Provision of HIV counseling and testing is seen as both a prevention
intervention and a method of identifying cases for the purposes of initiat-
ing treatment. M&E information obtained from HIV-seroprevalence testing
sites can provide valuable insights into infection prevalence among self-
identified vulnerable groups. Such data may also be used to identify trans-
mission trends within these populations. Voluntary versus mandatory
testing outside of just the antenatal period has become an extremely con-
troversial topic as access to antiretroviral therapy is scaled up in develop-
ing countries.

A major challenge to rapid treatment deployment is a targeted popu-
lation’s willingness to accept HIV testing. Even in countries with free access
to antiretroviral therapy, much of the adult population is not ready to be
tested. Reasons widely cited in the literature include stigma and discrimi-
nation, which continue to play a major role where testing is offered with-
out adequate patient confidentiality protections against seropositivity status
disclosure (Barden-O’Fallon and others, 2004; Poindexter, 2004; Savasta,
2004; Stansbury and Sierra, 2004; Kalichman and Simbayi, 2003; Parker
and Aggleton, 2003; Worthington and Myers, 2003; Herek, Capitanio, and
Widaman, 2002; Fullilove and Fullilove, 1999; Herek and Glunt, 1988).
Partially as a result of patients’ fears of involuntary serostatus disclosure,
in Malawi less than 3 percent of the adult population know their HIV
serostatus, making access to prevention, treatment, care and support, and
future planning difficult and leaving certain program services underused
(Government of Malawi, 2003). van Niekerk notes that “reinforcement of
old prejudices has now shifted from individuals and communities to a
whole continent. . . . AIDS is increasingly called ‘the African epidemic’
(2001, p. 150).

In the protection of human rights, guidelines for HIV testing have his-
torically maintained it must be voluntary and combined with adequate com-
munication before testing and before results and counseling after results
delivery (Manuel and others, 1990). In virtually all settings, the focus has
been on enabling the individual to retain the right to refuse testing or to opt
in when it is offered. Such a testing framework preserves basic individual
human rights. Some have argued, however, that this preservation unneces-
sarily places the larger society at risk. Opponents of opt-in testing argue that
if individuals are allowed to keep their seropositivity status secret, those
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they engage in sex with may not undertake fully informed self-protective
behavioral decisions regarding transmission.

Precedent exists for HIV testing in antenatal care (ANC) settings.
Often-compulsory, routine, and cost-effective antenatal urine and serum
testing for syphilis, blood grouping, and hemoglobin has become the stan-
dard of care in many developed societies to protect the fetus. Furthermore,
epidemiologists have used HIV prevalence in the ANC setting and among
military recruits to estimate HIV seropositivity in the general population. In
developed countries, the recent use of strategies for the prevention of
mother-to-child transmission (MTCT)—counseling, ANC testing, short-
course antiretroviral therapy, elective cesarean delivery—have yielded
MTCT rates as low as 2 percent of births among HIV-infected women
(Preble and Piwoz, 2001). In contrast, 25 to 35 percent of African HIV-
positive women, with diminished access to such interventions, deliver an
HIV-positive child (Preble and Piwoz, 2001).

Although early MTCT programs rapidly “illustrated the effective use of
ANC as an entry point to care, they had also generated a cohort of HIV-
infected mothers without access to treatment” (Rabkin and El-Sadr, 2003,
p. 1). Based on this strategic information, MTCT programs evolved from
prevention-oriented programs to prevention- and treatment-linked pro-
grams called “MTCT plus.” MTCT-plus initiatives seek “to further reduce
vertical transmission of HIV, and to strengthen families and communities
as well as individuals” by providing antiretroviral treatment to HIV-positive
women shortly before delivery and to the family thereafter (Rabkin and El-
Sadr, 2003). In an era where the transmission of HIV to an unborn child can
be so effectively minimized by antiretroviral treatment and other interven-
tions, the argument surrounding routine HIV testing in pregnant women to
protect an unborn child’s life is probably clearer than in other nonobstetri-
cal cases for HIV testing. Botswana, for example, has recently debated hold-
ing any doctor who does not test a pregnant woman for HIV professionally
negligent (Botswana Lawyers Task Force on HIV/AIDS, 2003).

Basic human rights—the right to autonomy and the right to privacy—
are not negotiable. They are enshrined in almost every constitution and pro-
tected by international conventions and agreements (United Nations
General Assembly, 1948, 1966, 1979, 1989). Within these parameters, med-
ical consent and confidentiality, as well as the right to seek, receive, and
impart information on testing, may need to be adapted and redefined to suit
the aims of increasing treatment access. It should always be kept in mind
that the unauthorized disclosure of an individual’s serological status may
lead to stigma and discrimination; social isolation; estrangement of family
and friends; and loss of employment, housing, and insurance.

Several questions remain in this complex and dynamic issue, such as
the limits of consent and the principles of confidentiality in testing and dis-
closure. Ethicists, physicians, and human rights lawyers, among others,
have acknowledged that exceptions may be made (Jurgens, 2001). However,
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the definition and extent of these concerns are a matter of grave dispute,
such as the following:

e How can the line between the need for patient confidentiality and the pro-
tection of public health be better defined?

 Should there be a requirement to maintain patient confidentiality if an
unsuspecting partner is at significant risk of infection?

e Is absolute confidentiality realistic?

e Should the line be extended to include the groups in society that assert a
right to know the serological status of HIV-infected individuals?

Selective Use of Evaluation Data to Support Political
Bias

Over the past several decades, there have been numerous examples of how
the selective use of evaluation data can distort the understanding about
severity of disease and the need and efficacy for specific interventions.
Political consideration can be more important than epidemiological data in
public health decision making (Moss, 2000). We have only to look back at
the suppression of information demonstrating the serious health threat rep-
resented by tobacco and the long delays in releasing and then acting on this
information when it finally became available (Muggli and Hurt, 2003).

Specific to the HIV/AIDS global crisis, data may be inaccurate, attrib-
uted to the wrong population, or threatening to political leaders.
Whiteside, Barnett, George, and van Niekirk report that HIV/AIDS data
have been selectively used to hide the fact that “prevention efforts [may]
not have worked and there [may be] political problems of having an epi-
demic of this scale” (2003, p. 60). The same authors note that the problem
of politically motivated selective use may be compounded by interpreta-
tions that are “simply wrong.” For example, findings from Kwaramba’s
study examining the socioeconomic effects of HIV/AIDS on agriculture in
a discrete region in Zimbabwe were misapplied by others to the whole
country (Whiteside, Barnett, George, and van Niekirk, 2003). Those
engaged in M&E have a professional and ethical responsibility to clearly
disclaim the limits of data sources and the analyses based on them to
ensure that the scale and scope of problems are as accurately portrayed as
possible. Friction exists between the sense of urgency surrounding
response to the HIV/AIDS epidemic and the responsibility of researchers
and M&E professionals to accept and use quality data and to view it criti-
cally (Whiteside, Barnett, George, and van Niekirk, 2003).

Especially within the field of HIV/AIDS, there continue to be major
concerns about the efficacy of specific interventions and the lack and cred-
ibility of the evaluation research on which they are based. In a recent report
focusing on Texas, Human Rights Watch documented that government-
funded “abstinence-only” programs not only keep students from receiving
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basic information on HIV prevention but also provide information assert-
ing that condoms are ineffective in preventing HIV transmission (Canadian
HIV/AIDS Legal Network, 2003). Data supporting views about controver-
sial subjects like abstinence education are often lacking and inconsistent.
Until such studies are conducted, debates will persist, and efforts to apply
rational and proven interventions will continue to suffer.

Nowhere have these controversies been more apparent than in the
debate over the efficacy of needle-exchange programs to reduce the trans-
mission of HIV and the hepatitis C virus. A review of the available data shows
that needle-exchange programs combined with other “harm-reduction”
efforts can usually, but not always, be effective in limiting HIV transmission
among injection-drug users. Continuing research is clearly needed regarding
how to maximize the availability of sterile injection equipment and how to
integrate this with other needed health and social services. Recently, the crit-
icisms of needle exchange have been largely based not on epidemiological
data but on the symbolic meaning of needle-exchange programs. These pro-
grams are said to “condone drug use” and “send the wrong message about
drug use.” Similar arguments are advanced by those objecting to the distri-
bution of condoms, lubricant, and clean injecting supplies to inmates in pris-
ons, despite scientific evidence that the use of these measures decreases the
spread of HIV (May and Williams, 2002). Illustrating the triumph of politics
and ideology over science, condoms are available in less than 1 percent
of U.S. jails and prisons (May and Williams, 2002). These value conflicts
have greatly hampered the collection of relevant data and have shifted the
grounds for opposition from scientific criteria to the symbolic meaning (Des
Jarlais, 2000).

The lack of convincing empirical data can foster an environment
where value judgments dominate over evidence. It should also be noted
that the actual conducting of controversial research is restricted. Recently
in the United States, political lobbying groups were able to successfully
request the National Institutes of Health to investigate a list of U.S.
researchers who were engaged in studies on birth control, sex, drug use,
AIDS, and sexually transmitted infections (Editors of Lancet, 2004). In
addition to conducting the needed research, efficient peer review processes
to assess these studies are critical. In 2000, the U.S. Congress enacted the
Data Quality Act and directed the White House Office of Management and
Budget to develop guidelines to ensure the quality of data disseminated by
the federal government. Whereas the goal of improving the assessment
of the credibility of research studies and dissemination of such information
may be worthy, there are, nevertheless, substantial concerns. If the peer
review process is too unwieldy and burdensome, a form of gridlock may
occur in which nothing gets accomplished because the scientific basis of
any potentially controversial piece of information or regulation is contin-
ually being challenged (Steinbrook, 2004; Whiteside, Barnett, George, and
van Niekirk, 2003).
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Conclusions

Although it is easy to criticize the negative influences on accurate monitor-
ing that are presented in this chapter, it must always be remembered that
public health issues and our monitoring of them occur in a real world.
Protecting the reputation and economic status of one’s country is not a
minor issue. With the continued lack of critical evaluation research on the
efficacy of various interventions, it is understandable that politicians and
program planners will seize on the limited available data that best support
their personal views. The concerns that have been presented in this chap-
ter can be addressed in a number of ways.

To address the effects of stigma and denial and the tensions over data
use, the positive influence of major international consensus-building forums
and the drafting of universal commitments signed by member nations
should not be underestimated. Chapter Three in this issue presents the
groundbreaking effort of drafting the UNGASS Declaration of Commitment;
establishing a set of “core indicators”; adopting routine reporting require-
ments; and the subsequent effects on increasing commitment for routine,
standardized M&E across countries. Increased involvement of stakeholders
at all levels, especially civil society, can improve the accuracy and use of
such data. Serving as monitors of the quality and availability of specific data,
community members and nongovernmental organizations can play a pow-
erful role in furthering the gathering and disseminating of essential infor-
mation about the epidemic and the services that are currently provided.

Furthermore, as the need for clinical service delivery and coverage data
increases, it will be important that staff who deliver important services are
part of the process of developing these monitoring systems and that assur-
ances are provided that they will not be penalized for reporting accurately
on numbers served. This culture of using data to improve and not to pun-
ish will take time to establish.

The issue of attributing results directly to the resources from a specific
donor is complex and requires careful consideration. It is understandable
that a major donor and leader in the global response to the HIV/AIDS pan-
demic be able to demonstrate the effects of its funds. However, as we mea-
sure outcome and impact indicators, such as coverage of antiretroviral
therapy and assessment of improved survival and quality of life for persons
receiving treatment, there are political, strategic, and logistical reasons to
address attribution carefully. Rarely are these outcomes attributable to a sin-
gle donor. It should be possible to describe their leadership role and the
effects of major funding provided under the donor community and to also
foster a culture of collective responsibility for actions and the desire to mea-
sure collective achievements.

Increased funding for program implementation can play an important
role in enhancing the focus on accountability and the systems to measure
performance. The Global Fund and other new initiatives provide a unique
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opportunity to advance the implementation and quality of M&E and facil-
itate the appropriate and transparent use of data. Not only are performance-
based disbursement mechanisms a driving force to provide improved
collection of data to ensure the next round of funding, but these new
sources of revenue can also be used to support M&E activities. Now for the
first time since the beginning of the epidemic, we may have the political
commitment, the technical tools, and the financial resources to adequately
support M&E.

It is essential to prove that timely, accurate, and relevant data can be
seen to serve rather than to harm programs. As M&E programs are estab-
lished or strengthened at the national and subnational levels, political bod-
ies must be brought into the dialogue. HIV is politically charged in most
countries. Important religious and political lobbies, along with the general
population, may oppose specific interventions. It is in this context that
M&E is perhaps most useful of all. Only careful measuring and recording
of the success of existing initiatives will persuade reluctant policymakers to
expand program efforts further (Joint United Nations Programmme on
HIV/AIDS, 2000).
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