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THE INSTITUTIONAL RESPONSE

The institutional response to the HIV/AIDS pandemic also has a history.
Almost imamediately following the recognition of AIDS in the early 1980s,
nongovernmental and community organizations arose to proviide care and
then prevention services to severely affected groups. At that time and for
several years thereafter, virtually no national prograrms for prevention or
care were developed. Then, generally in response to public pressure, na-
tional governments began to consider what they should do. During the same
period in the early to mid-1980s, the World Health Organization became the
first major organization and the first intergovernmental agency to begin mo-
bilizing for HIV/AIDS prevention and care.

National governments and WHO tended to view their roles in relatively
similar and complementary ways. True to the traditions of public health,
governments initiated programs of information and education and related
health services such as testing and counseling. From WHO's perspective,
the need for a global mobilization implied catalyzing and supporting na-
tional AIDS programs in countries that were either already affected but
were passive in their response, or were not yet affected. Together, WHO and
national governments {(or ministries of health) developed common policies
and medels for HIV prevention and care work. Donor nations rapidly re-
sponded to WH()'s appeal for resources and by 1988 the Global Program on
AIDS had become WHO's largest and most dynamic activity. Relatively soon
thereafter, and partially in response to the UN General Assenibly Resolutivn
of late 1987, other members of the UN tamily, including notably United
Nations Development Programme (UNDP), United Nations Children's Furud
(UNICEF), United Nations Educational, Scientific and Cultural Organization
(UNESCO), United Nations Population Fund {UNFPA), [atemational Labour
Organization (1LQ), and the World Bank began to make their own coniribu-
tions to HIV/AIDS prevention and care. The goal was to ensure that compre-
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hensive national programs were in place worldwide, What is the status today
of these collective efforts—at the nongovernmental, national governnental,
and intergovernmental levels?

This part of AIDS in the World If explores the current work at each of
these levels, with particular attention to the new challenges each is encoun-
tering. In summary, the major findings are as follows:

* National AIDS programs have experienced considerable difficulty ful-
filling their central responsibilities for prevention and care (see Chap-
ter 30).

» The challenge of ensuring that nationat AIDS programs are carried out
(including policies, programs, and practices) in a manner which re-
spects the human rights and dignity of HIV-infected people and people
with AIDS has only been partially met (see Chapter 31).

+ Nongovernmental organizations are undergoing a difficult transition
period in their internal evolution, their relationship to official agencies,
and their financial sustainability (see Chapter 32).

+ The private sector is having difficulty fuifilling its potential role in pro-
moting HIV prevention (see Chapter 33).

* The United Nations has created a new program, called UNAIDS, to
better coordinate the work of the major UN agencies working on HIV/
AIDS (see Chapter 34).

* International funding for HIV/AIDS prevention and care is relatively
static, and this is failing to keep up with the rapid growth in preven-
tion and care needs. Official development assistance for HIV/AIDS is
becoming increasingly bilateral, so that in relative terms, support to
multilateral efforts is diminishing (see Chapter 35).

» The cost of care for HIV-infected people and people with AIDS is in-
creasing as the pandemic expands. The nature of HIV/AIDS care in the
developing world is severely and increasingly disadvantaged compared
with the industrialized world (see Chapter 36).

+ Global spending on HIV/AIDS prevention, care, and research now ex-
ceeds U.8. $18.4 billion. Spending on care is five times greater than
spending for prevention, and over 92 percent of prevention and care
spending occurs in the industrialized world, while the developing
world has over 90 percent of the global total of HIV-infected people
and people with AIDS (see Chapter 37).

Of course, the collective response is really 2 complex mosaic, including
some highly successful efforts in both prevention and care. Yet overall, the
collective response seems enmeshed in trying to carry out the difficult tasks
that it defined and that were defined for it nearly a decade ago. Meanwhile,
the pandeniic has intensified and expanded, organizational and institutional
practices (even if less than effective) have tended to become fixed, and
resources {especially since 1990) have not kept pace with the needs.

Thus the collective response seems to harken back to the mid-to-late
1980s, seeking to fulfill a mission which is necessary but now recognized to
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be insufficient to bring the pandemic under control. In the meanwhile, the
pandemic is evolving (Part I), and as described in Parts Il and I}, a new
approach is needed to address the social dimensions of vulnerabitity to HIV.

REFERENCES

1. United Nations General Assembly: Resotution 42/8 of the Forty-second General Assem-
bly of the Linited Nations: Prevention amd Control of Acquived Tremeane Deficicnny
Syudrome (AIDS) (New York: UN, 26 October 1987).




Governmental National AIDS Programs

This chapter focuses on the governmental response to AIDS and specifically
on governmental national AIDS programs (GNAF). It is based on the most
extensive survey of GNAP managers thus far conducted.

In AIDS in the World (1992), a framework to assess GNAP work was
proposed using 11 criteria: (1) voicing commitment; (2) translating commit-
ment into action; (3) coalition building; (4) planning and coordinating; (5)
managing; (6) responding to prevention needs; {7) responding to care needs;
(8) securing financial resources; (9) sustaining the effort; (10) evaluating
progress; and (11) evaluating impact.! This framework was applied to the
questionnaire of the survey conducted by AIW I (Box 30-1). Detailed re-
sponses by country are listed in Appendix D.

A survey of government national AIDS programs

The fiest edition of AIDS in the World presented a framework for the assessment of national programs.'
This framework served as the template for the survey of govemment niational AIDS programs (GNAP)
presented in this volume. That survay, including both a mailing and follow-up telephone inquiries, was
carried out between December 1893 and June 1994, The survey questionnaire was designed and tested
with six GNAP managers, then revised and distributed in English, French, Spanish, and Japarese. Fol-
ow-up conlacts with respondents were also made in Arabic, Chinese, French, Portuguese, and Spanish.
While the first editon of AIDS in the World surveyed a panel of 38 countries, the present study sought
responses from 187 countriesiterritories (“countries™, including the 184 member states of the United
Natians as cf June 1994, plus Hong Kong, Switzertand, and Taiwan. The effort invoived the collaboration
of WHO Regicnal Offices and muitiple inquiries with embassies and ministries of heaith and resulted in
tha mest complete directory of GNAP contacts availabie to date. Areas and Territosies that are geograph-
tealty distant from the mainland of the state of which they are part ware also sent a questionnaire in ordar
to coliect information on differing epidemioicgical. cultural, or social features.” That information was used
in commentaries included in various chaplers of this book, but nat inciuded in the quantitative analysis.

"Aaspenses were received om Amedcan Samea Cook lslands, Guam. New Caledonia, Niue, Tokeiau, Tuvalu. Bermuda, Cay-
man Islands, Montserral, and Netherands Antitles.
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Table 30-1.1 Bovemmentat national AlDS programs {GNAP) rosponse rate to AIDS in the Worig i Survey

Total number  Number of Percenage of Total ofresponding Gag PeoUlation

of countries  responding countries paputation n countries in respong;

GAA in GAA coundries responding GAA (millions) {mittions) Countries
1 North America 2 1 150%) 288 258 (%0%)
2 Westem Europe 24 17 (T1%) 383 301 {79%)
3 Oceania g g {100%) 27 27 §100%)
4 Latin Amearica 20 15 {75%) 427 405 (95%)
5 Sub-Saharan Africa 48 an {65%) 560 337 {60%)
8 Caribbean 13 7 (54%) 0 12 (39%)
7 Eastern Curope 27 18 {59%;) 418 287 (69%;)
8 SE Mediterranean 2t ] {83%) 473 92 {19%)
9 Northeast Asia 11 8 {55%) 1.480 1,407 {849%)
10 Southeast Asis 12 7 {58%} 1,435 1,021 {71%)
Tatat world 87 na {63%) 5,529 4,147 (75%)

Source: AIDS in iha World If survey.

questionnaire that sought infermation on human rights issues.
Detailed respeonses are displayed in Appendixes D and E, for each responding GNAPR regrouped in
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“ceographic Areas of Alfinity.” Tabulated resulls are presented and analyzed in varicus chaplers

throughout this volume.
The editors are grateful to GNAP managers who responded ta this survey despite their heavy work-

foad.

References
4. J. M. Mann, 0. Tarantola, 7. W. Netter, and The Giobat AIDS Policy Caalition, eds., AIDS in the World {Cambridge, MA: Harvard
University Press, 1992):282-283.
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Voicing commitment

Are high governmental officials expressing publicly their commitmient to
prevent the spread of HIV and care for those infected? Since the beginning
of the pandemic 60 percent had dore so and 40 percent had not (Table
30-1). High governmental officials in those geographic areas of affinity
{GAAS) that have experienced visible HIV epidemics (North America, West-
ern Europe, Oceania, Caribbean, sub-Saharan Africa, Latin America, South-
east Asia) were nearly three times more likely to have addressed the issue
publicly, compared to those in less affected GAAs (Eastern Europe, South-
east Mediterranean and Northeast Asia).

Translating commitment into action

The reporting of the first AIDS case in each country and the creation of
GNAPs have followed two waves of similar shape (Figure 30-1). Most
GNAPs were established between 1986 and 1990; by mid-1594, essentially all
countries had a GNAP. The translation of commitment into the allocation of
financial resources is reflected in the financial analysis carried out to esti-
mate nationat spending on HIV/AIDS prevention, care, and research (Chap-
ter 37).

Table 30-1 Public adidresses on AIDS made by high govenunental officials

Top govemmentat Top gavemmentat
authority made a  authotity did not make

GAAS statement on AIDS statement on AIDS Total respondents
GAAs with visibla or 58 (71%) 24 (28%) 83
saverg HIV epidemics®
Loss affectad GAAs: 8 {28%) 21 (72%) 29

All GAAs 67 {50%) 45 (40%} 112

Souice: AIDS in the World I survey.

“Top qovernmental authoiity” was defined By the respandent and may include heads of slate. presidents,
prime ministers. and ministers of heaith.

“Mortn Amereci, Westem Burope, Oceand, Latn Amenca, sub-Sahdran dhca. Canbbean and Southeant
Asia.

-Eastern Europe, Southedst Mediterranean, Northeast Asia
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Figure 30-1 Number of countries developing national AIDS programs and reporting
first AIDS case, by year, 1984-1993.

Coalition building

Coalition building by ‘GNAPs requires expanded partnership between minis-
tries of health and other government ministries, rongoverntmental organiza-
tions (NGOs), and the private sector. An indication of attempts to build
such coalitions can be obtained by noting the participation of groups out-
side the ministry of health in AIDS policy development. WHO has recom-
mended that policy development be guided by national AIDS advisory com-
mittees (NACs) or the eguivatent advisory bodies, in most cases appointed
by the minister of health.

Overall, 86 percent of responding countries reported having an NAC. This
proportion was lowest in Latin America and Eastern Europe (53 percent
and 63 percent, respectively). NAC membership averaged 21 people, with a
range of 7 to 74 participants. Gender representation for these commitiees
varied widely; the proportion of women committee members averaged 30
percent (ranging from 0 to 67 percent). An average of 27 percent of NAC
participants were from NGOs; 14 of 88 countries had no NGO representative
on their NAC,

GNAP managers were also asked who had been consutted in AIDS policy
development. Health professionals had been consulted in viduatly alt {496
percent) of the 94 countries; other government piinistries in 82 countries
{87 percent); other agencies in 77 (82 percent); state or regional anthoritics
in 72 (77 percent); people with HIV/AIDS were involved in 41 countries {44
percent); and members of padiament in 29 countdes (31 percent). In only
17 countries (18 percent) had all of the above groups been consnbted.
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Table 30-2 Cuontews of national AIDS policy and program documents

Does the document contain the key element listed?
{Number and parcantage of countries responding)

Did not respond o
Key elament Yes Ne specific key element Tatal

Stateinent of nalional policies
on HIWAIDS 79 (85%) 12 (13%) 2 {2%) 93 {100%)

Descrplion of strategic
approaches for the health
sector 81 (87%) 11 (12%) 1 (1%) 93 (100%)

Dascription of strategic

approaches for the health

sactor and othar sectors such

as ministries of developrment,

education, and justice 81 (66%) 29 (31%) 3 (3%) 93 (100%)
Descrption of specific activities

lor the health and other

seclors 77 {83%) 13 (14%) 3 (3%) 83 {100%)

Proposed budget for central/
fedatal expenditures on HIV/
AlDS B8 (73%) 24 (26%) 1(1%) 93 (100%)

Evaiuation plan for government
activities 53 {87%) 37 {40%) 3 (3%) 93 (100%)

Source: AIDS i The World  survey.

Planning and coordination

By early 1994, 82 percent of 118 responding countries had developed an
AIDS poticy and program document. Further information was available
from 93 countries on the cuntent of these documents (Table 30-2). Docu-
ment completeness varied widely; only 31 percent of GNAP policy and plan-
ning documents included all six of the key elements.

The responsibility for GNAP activities was vested primarily in the minis-
try of health for over half of the countries, but the dominant ministry of
heaith role in major GNAP tasks diminished from 1991 to 1993 (Figure
30-2). In addition, the survey revealed that AIDS programs have occa-
sionally been created in other ministries such as education (in 88 percent of
the countries surveyed), defense (61 percent), and other ministries (be-
tween 11 and 99 percent), as shown in Figure 30-3. Nevertheless, GNAPs
remain identified with ministries of health in most countres, naising impor-
tant yuestions about the ability of governments to develop and disseminate
a broader and expanded response to the HIV/AIDS pandemic.

Managing

The strvey fucused on two aspects of GNAD management: staff training and
progrume decentralization (Figure 30-4). Strikingly, GNAP managers had
been trained in only 40 percent of responding countries; levels of training
for other important management staff were uniformdy lower.
Decentratization of AIDS programs to regional or provincial tevels was
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Figure 30-4 Percentage of countries with officially established national AIDS pro-
grams and where GNAP conducted targeted training on managing HIV/AIDS pro-
grams,

reported by about half (48 percent) of responding countries; 29 percent
were partially decentralized and the remaining 23 percent were still com-
pletely centralized.

Responding to prevention and care needs

Assessments regarding prevention had been conducted in 70 percent of the
countries surveyed and care needs in 54 percent {Table 30-3). To assess
GNAP respousiveness to prevention and care needs, two measures were
chosen: condom distribution and availability of voluntary testing with coun-
seling.

Condom distribution

A large majority of countries reported that the distribution of condoms was
allowed in certain sites (e.g., pharmacies and drug stores) (93 percent), and
in sexuaily transmitted infection (STE) and other clinics (91 percent). How-
ever, substantindly fewer reported that distribution was allowed in other set-
tings such as hotels, bars, universities, and high schools. From 1000 to 1002
there was a very modest increase in the variety of sites where condoms
were allowed to be distributed.
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Table 30-3 Needs assessment conducted by government nationad AIDS prograns

Number and perentage of courlries responding

Yes No Mo responss Total
Needs assessment for prevention 66 (70%) 24 (26%) 4 (4%} 94 {100%;
Needs assessment lor care 51 (54%:) 39 ($1%,) 4 (4%} 94 (100%)

Source: AIDE in the World If survey.

Voluntary BIV testing and counseling

Testing for HIV was available widely ir only 58 percent of 113 countries asd
only in large cities in the remaining 42 percent (Table 30-4). Pre. and/or
post-test counseling was said to be available in nearly all countries (106; 95
percent). However, only 45 percent of countries reported always providing
pre-test counseling; 70 percent of countries always counseled persons who
were found HIV seropositive; and 32 percent of countries always counseled
persons found HIV seronegative (Figure 30-5). The lack of systematic pre-
and post-test counseling was apparent in both industriatized and developing
countries. For example, only 4 of 15 Western Furopean countries {27 per-
cent) reported systematic pre-test, counseling; a simifar proportion reported
counseling of persons found HIV seronegative and 69 percent systematically
counseled persons found HIV seropositive.

Seventy-seven countries also provided estimates of the number of HIV
tests performed in 1993 (Table 30-4). Comparing 1990 and 1992, 22 percent,
of countries reported a considerable—greater than twofold--increase in
the number of HIV tests performed and 42 percent reported a moderate
increase (one- to twofold). Thirty percent of countries repotted that the
number of HIV tests had either stabilized or decreased,

It is evident that major gaps still exist in the availability of HIV testing
facilities in several regions in the world and when available, testing is not
accompanied with systematic pre- and post-test counseling in a significant
number of developing and industrialized countries.

Securing financial resources and striving toward sustainability

Financial resources spent on HIV/AIDS prevention, care, and research are
drawn from multiple sources: public, private, and, in the case of developing
countries, international. Patterns of program spending are presented in
Chapter 37. A comparison of the estimated overall spending on HIV/AIDS
prevention, care, and research in low economies, inclusive of grants from
official development agencies (ODAsY and of World Bank loans, show that
developing countries are already bearing the brunt of AIDS program costs.
It was estimated that in 1993 low economies spent $1.4 billion on national
HIV/AIDS programs (Chapter 37). In that year, the externad funding made
available to them through ODAs totaled about $257 million, including the
institutional costs and overhead levied by implementing agencies (UN Agen-
ctes, NGOs, private voluntary organizations, and other contractors) (Chap-
ter 35). Thus the externul financing from ODAs to NAPs in low economics




Table 30-4 Voluntary HIV testing—availability and number of tests performed, by GAA, 1943

No. of tests perfarmed
per 1,000 adults

Availability {No. and percentage of {aged 15--49} in country
countries rasponding) as raported by GNAP
Everywhara in  Only in largs Number
GAA the country cities Total Lowest Mean Highest responding
1 North America 1 {100%} O (0%) 1 (100%}
2 Western Europe 16 (94%) 1 (6%} 17 (160%} 87 1158 3225 11
3 Qeeania 3 (33%) 6 {67%) 9 (100%) 176 68.8 2158 6
4 Latin America 8 (57%) 6 {43%) 14 (100%) 1.8 24.6 42.0 7
5 Sub-Saharan Africa 7 {24%) 22 (76%) 28 (100%) 0.7 226 1950 21
& Caribbean 4 {G7%) 2 (33%) 6 {100%) 274 48.2 931 [
7 Eastem Europe 12 {80%) 3 (20%) 15 {100%) 35 2145 4842 13
8 SE Mediterranean 4 {44%}) 5 (56%} 9 {100%) 11.1 1163 3500 5
9 Northeast Asia 5 (83%} 1 (17%) 6 {100%) 1.3 434 1482 )
10 Southeast Asia S (7T1%) 2 {(23%) 7 (100%)  27.9 560 1914 3
Al GAAs 85 (68%) 48 (42%)  113(100%) 07 941 7084 77

Sourca: AIDS i tha World [ survey.

Figure 30-6 Frequency with which HiV counseling is provided in the country.
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Table 30-8 Qutcome indicators used to evaluate government national AIDS

programs*
Number and percentage of
countries responding
Evaluated Qutcome
Qutcome indicator outcome not evaluated Na response
Number of people providsd with targeted
HIV/AIDS prevention message/education 74 (B2%) 11 12%) 5 {6%)
Number of people HIV tested 70 (78%} 16 (18%) 4 (4%)
Number of condoms distributed 64 (71%y) 18 (21%) 7 (8%)
Number of people reached by program 60 {67%) 24 (27%) & (7%)
Number of peopie who are HIV positive 59 (B6%) 20 (22%) 11 (12%)
Noted behavior change 50 {56%} 28 {32%) 1 (12%)
Other 20 (22%) QO {0%) 70 (79%)
Needles/syringes exchanged 18 {20%) 51 (57%} 21 {23%)

Source: AIDS in the World If survey.
80 countries respondend.

Table 30-8 Influence of svaluation on GNAP

Number and percentage of countries reporting

Major change  Minorchange  Population Mo response”
Change in program
strategies 35 {44%) 13 (16%) 27 (34%) S {6%)
Heformation of the national
HIV/AIDS plan 31 (39%) 15 {19%) 26 (33%) 8 {10%;}
Personnel changes 23 {29%) 21 (26%) 28 [35%) 8 (10%})
Redirection of a speciiic
needed sarvice 17 (23%) 13 (16%) 31 (39%) 19 (24%)
Change of a certain project
tocus 20 {25%} 20 (25%) 24 (30%) 16 (20%)
Ending a program
companent 7 (9% 9 (11%) 45 (B6%) 19 (24%)
Beginning a new program
component 29 (36%) 14 {18%) 22 (28%) 15 (19%)

Source: AIDS in the Workd if SUrvey.

‘A country was counted as not responding to a segment of

another segment.

this question only it it had respended to
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represented less than one-fifth of the estimated expenditures incurred in the
developing world to cover the direct cost of BIV/AIDS prevention, care, and
research. White this relatively modest external contribution has helped de-
vetoping cosntries to better cope with the rsing cost of HIV/AIDS, the mere
fact that they mobilized more than 80 percent of the overall direct cost of
AIDS from nationul sources increases the likelihood of long-term sus-
tairability of their response to the pandemic at a time when international
grants are harder Lo obtain.

Evaluating progress and impact

Of the 105 countries responding to this part of the survey, 85 (8! percent)
reported thas their GNAP had been evaluated at least once. This proportion
was higher in developing (93 percent) than in industriatized countries (67
percent). These evaluations involved the participation of ministries of
heafth in 93 percent of countries; other ministries in 73 percent; NGOs in 68
percent; representatives of international agencies in 85 percent (largely in-
volving developing countries); and of all groups mentioned above, in 52
percent of countries. The variety of outcome indicators used to evaluate
programs are listed in Table 30-5. The indicator most frequently used was
the number or proportion of people provided with specific HIV/AIDS pre-
vention education or messages {82 percent). Overall, the majority of coun-
tries still focus their evaluation on management processes and service cov-
erage, with 2 lower proportion reporting attempts to evaluate epidendological
or behavioral impact.

Do evaluation findings influence program strategies and activities? Coun-
irics were asked to describe the influence of evaluation on program design
and decisions in seven categories (Table 30-6). Over half of the countries
reported having introduced major or minor changes in program strategies
and/or having reformulated their national HIV/AIDS plan as a result of pro-
gram evaluation. No programmatic changes occurred following the evalua-
tion in 31~H6 percent of countries, depending on the category of design or
section; and 7 (Y percent) GNAPs reported no change in any of the catego-
rics listed. While program evatuation has become a more regular feature of
GNAPs, the application of evaluation for reorienting programs or making
structural or operational decisions is not yet widely apparent.

REFERENCES
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Human Rights and Responses to HIV/AIDS

SOFIA GRUSKIN, AART HENDRIXS,
AND KATARINA TOMASEVSKIL

} The relationship between human rights and HIV/AIDS prevention and con-
trol has proceeded through three relatively distinet phases. In the fing,
| phase, starting in 1981, the proposed application of public health measures
such as isolation, mandatory testing, and quarantine to the new health prob-
lfem led to a direct confrontation hetween health officials and human rights
. advocates. In the second phase, starting around 1987, international health
\ officials explicitly recognized that discrimination against HIV-infected peo-
ple and people with AIDS reduced the effectiveness of public health preven-
\tion efforts and was therefore counterproductive. This perspective was es-
poused by the World Health Organization (WHO), the UN agency primarily
}responsibie for health issues. WHO's governing board, the World Health As-
sembly, adopied a resolution in 1988 which stated that preventing discrimi-
nation against HIV-infected people and people with AIDS was an essential
jelement in a successful HIV prevention program; the principle of non-
[ discrimination was consequently incorporated into WHO's Global AIDS
Strategy.

The third phase developed in the late 1980s and early 19%0)s as indepen-
dent analysis by groups such as the Global AIDS Policy Coalition led to a
new perspective on the pandemic. This new perspective focused on vul-
nerability to HIV infection. When considering the personal, programmatic,
and societal forces which contribute to vulnerability to RIV/AIDS, it became
clear that a lack of respect for human rights and dignity was a major con-
‘tributor to the HIV/AIDS problem. This awareness of a fundamental connec-
tion between HIV and human rights has slowly but increasingly led to new
and deeper collaboration between public health officials and human rights
I advocates. Today, the basic, inextricable link between promoting and pro-

—

f tecting human rights and health (HIV/AIDS or other major health problens

1: of the modern world) is beconting more evident and serves ns a new basis

» for action (sce Fart V).

i This new collaboration between public health workers and human rights
experts around HIV/AIDS issues is starting 1o influence the larger world of
public heualth. One dimension of this work focuses on negotiation o ensure
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that public heaith policies, programs, and practices respect—ito the maxi-
mum extent possible-—human rights and dignity.

The following ehapter focuses on this issue from the perspective of in-
temationat taw and human rights. To readers interested in the language of
public heaith, the discussion may seem legalistic, Yet it is part of a fruitful
diatogue between public health and human rights, based on an increas-
ingly mutual ability to explore and consider differing underlying assamp-
tions and terminology. This chapter focuses on the largest current area of
human rights-HIV/AIDS interaction, invelving efforts to prevent discrimi-
nution against people living with HIV or AIDS ansd certain people consid-
ered by sucieties to be at high risk of HIV infection (e.g., gay men, inject-
ing drug users, sex workers). How the promotion and protection of human
rights are linked with vulnerability to HIV/AIDS is discussed in detail in
Part V.

Human rights and HIV/AIDS: key principles

The importance of bringing pubtic health policies and programs in line with
huaman rights law is, at least in theory, increasingly acknowledged by the
internationat conununity. However, in the context of HIVVAIDS, a review of
national laws, policies, and practices worldwide reveal a Iack of consistent
adherence to human rights standards.

A specific problem in this regard involves discrimination, which ensues
when a distinction is made against a person that results in their being
treated unfairly and unjustly. (This discussion is limited to negative discrim-
inatiofi. Laws and policies that treat people differently in an effort to ensure
equal enjoyment and exercise of tights [positive or affirmative action} are
not addressed in this chapter.) Discrimination commonly results from preju-
dice and misinformation, a denial of human variety, and feelings of superi-
ority towards those considered “different.” The principie of nondiscrimina-
tion is central to human rights thinking and practices. Each of the major
human rights treaties specifically details the principle of nondiscrimination
with respect to race, color, sex, language, religion, political or other opinion,
national or social origin, propexrty, birth, and, as it is called, “other status.”
The prohibition of discrimination does not mean that differences should not
be acknowledged, only that different treatment must be based on objective
and reasonable criteria.

Although international human rights law does not explicitly prohibit dis-
crimination on the grounds of health status, the United Nations Conwmission
on Human Rights has stated that “all are equal before the law and entitled
to oqual protection of the law from all discrimination and from aif incite-
ment to discrintination relating to their state of health,”™

Rectifying imequalities—including health ineyualities—and protecting
peogle against discrimination are at the very core of human rights work.
Thunan rights law generaily concems the relationship between the individ-
vad and the state, and includes civil, political, economic, social, and cultural
righis which huntn beings everywhere are entitled to enjoy. Certain rights
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are absolute, which means that they can never be restricted-—whether by
governments or others. These rights include the right to life, the right to be
free from torture, slavery, or servitude, and the right to a fair trial. However,
interference with most human rights can, under narrowly defined circune-
stances, be justified if necessary for the achievement of an overriding public
good. Public health is recognized as one of the legitimate grounds for re-
stricting human rights. Nonetheless, such interfererces with human righis
are considered acceptable only if they are:

1. provided for and carried out in accordance with the low:;

2. in the interest of a legitimate objective of general interest;

3. strictly necessary in a democratic society {0 achieve such a goal;

4. imposed withou! @ less intrusive means being available to reach the
same goal;

5. not imposed arbifrarily, i.e., in an unreasonable or otherwise discrim-
inatory manner.?

Government heaith policies have not always taken this approach into ac-
count. Traditional public health measures have focused on curbing the
spread of disease by imposing restrictions on those already infected or
thought to be most vulnerable to infection. In fact, coercion, compulsion,
and restriction have often been principal components of public health mea-
sures.” Interferences with the rights of individuals, justified as necessary to
proteet the public health, must be recognized as human rights violations if
they do not satisfy the above-listed criteria.

Generally, the people most likely to experience discrimination are socially
and/or economically disadvantaged and therefore have great difficuity pre-
venting laws or actions that discriminate against them or secking redress.

Data coilected over the course of the AIDS epidemic has clearly shown
that public health efforts to prevent and control the spread of HIV/AIDS are
most likely to succeed (e.g., lower HIV incidence, increase the quality of life
of those infected) if policies and programs respect, instead of violate, hu-
man rights.! Involuntary public health measures are hardly ever justified, let
alone necessary* In the context of AIDS, legitimate interferences with hu-
man rights canr only occur in very exceptional circumstances.

International responses to AIDS and violations of human rights

Nongevernmental organizations

Information on human rights violations is usually made known to inter-
governmental agencies through the work of individuals and national or in-
ternational nongovernmental organizations (NGOs). Although the inter-
governmental system has gencrated quite a bit of HIV/AIDS-related work,
this pattern generally has not been followed with respect to AIDS-related
human rights violations. In fact, the large international humean dghts NGO=

*The World Health Assenibly adopted a number of resolutives stating that there is no public
heatth rtionale to restrict the rights of individuals m the cootext »f HIVAIDS, CL WHOMWorhl
Health Assembly, Hesolution WHA4S.35 (May 1802),
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have only recently begun to consider HIV/AIDS-specific issues. The slow
responsc of the established human rights NGOs to HIV/AIDS-relaled issues
hos resulted in intergovernmental organizations and agencies reeeiving the
majority of their information from govemments.

In most countries, human rights violations arising from HIV/AIDS have
heen identified and addressed by AIDS service organizations (ASOs). ASUs
have mobilized to provide needed prevention and care services, and while
often involved in advocacy efforts, they may not have had expericnce in
working 1o redress human rights violations. Further, local or national hu-
man rights organizations have frequently not considered HIV/AIDS to be an
important or relevant issue for their work. Nevertheless, an enormous
amount of advocacy seeking to redress and prevent discrimination towards
IV-infected people, people with AIDS, and members of population groups
considered at high risk of HIV infection has been generated and advanced
by ASOs and other community organizations.

Stimulated by courageous efforts of many local and national groups, inter-
national human rights NGOs are gradually becoming active, for example:

« Amnesty International undertook a comprehensive study, including
guestionnaires addressed to ASOs worldwide, to determine in what
circumstances AIDS-related issues are within Amnesty's mandate. Am-
nesty International has begun to note the impact of HIV/AIDS in their
country reports and in their international advocacy efforts.

The Internationat Corumission of Jurists (1CJ) has adopted items on ils

future agenda relevant to HIV/AIDS, including discrimination on the

grounds of sexual orientation, drug use and addiction, and HIV/AIDS
status. :

« The Intemational Human Rights Law Group submitted a petition in

April 1993 to the UN Working Group on Arbitrary Detention. It was

offered on behalf of the approximately 190 Haijtian nationals seeking

potitical asylum in the United States who were in detention because of
their HIV status at the U.S. Naval Base in Guantanamo Bay. In addi-

tion, the International Human Rights Law Group has integrated IIIV/

AIDS concems, including the application of human rights standards,

into their international advocacy work.

Asia Watch and the Women's Rights Project of Human Rights Watch

highlighted AIDS-related issues in a report on the frafficking of Bur-

mese women and girls into Thai brothels.

« The luternational Gay and Lesbian Human Rights Commission
(IGLHRC), created in 1991, has acted as the sction secretariat of the
International Leshian and Gay Association (JLGA), with a focus on the
human rights of sexual miinorities and prople with HIV/AIDS. HGLHRC
issues “action bulletins™ to over 3,060 peaple and arganizations around
the world to catalyze campaigns o response Lo human rights vioia-
tions.

« Other human rights NGOs have also studied related topics. For exau-
ple, Article 19, the Internitional Centre Aguingst Censorship, has re-

-
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cently completed a comprehensive report which includes AMDS-retated
issues in its anatysis of how the denial of access Lo family planning infor
mation has an ifupact on the rights and health of women.

The intergovernmenial system

Prior to HIV/AIDS, homan rights prineiples only manginally inthuenced the
design of international public health policies. While hiuman rights norios are
increasingly acknowledged by poticy makers, the classie (nan-human rights-
associated) public health approach is still apparent in many public health
laws arul regulations.

Beginning in 1987, the WHO Globat Progranune on AlDS introduced »
number of guidelines that increasingly reflected a commitiment (o i
rights. Guidelines were adopted on such diverse issues as testing, travel and
immigration policies, blood sufety, prison health, mother-to-child transmis-
sion of 1TV, and exuployment.’

Following the lead of the World Health Organization, between 187 wd
1090 virtually every agency of the Uniled Nations issued resolutions or
undertook some activity intended to Himil the impact of HIV/AIDS on indi-
viduals and society. Several agencies adopted explicit nondiscrimination
policies with respect to HIV/AIDS within thelr areas of work.® Since that
time, the UN bodies responsible for human rights have continued to varying
degrees to concern themselves with HIV/AIDS-related issues. For example,
the UN Commissiot on the Status of Women declared the effect of HIV/
AIDS on the advancement of women a priority theme for 1993-197" In
March 1999 the UN Commission on Human Rights called on all states to
ensure the full enjoyment. of civil, political, economic, social, and cultural
rights, not only for people with HIV/AIDS but also for their (amilies and
anyone associated with them or presumed to he at risk of infection, with
particutar attention to be given to vulnerable groups.” The treaty-monitoring
body for the International Covenant on Economic, Social and Cultural
Rights continues to include AfDS-related questions in its communications
with governments.

Since the late 1980s, both the U'N Commission on Human Rights (Com-
mission) and the Sub-Commission on the Prevention of Biscriminution and
Protection of Minorities (Sub-Commission) have demonstrated a particular
interest in AIDS-related human rights violations. Prompted by widespread
reports of discrimination against people with HIV/AIDS, both bodies
strongly urged governments to offer adequate legal protection to affected
pecsons. In 1989 the Sub-Commission suggested the appointment of a Spe-
cial Rapporteur to investigate discrimination in the conlext of ERV/AIDS, a
proposal endorsed by the Commission at its next mreeting.” This ensured
that HIV/AIDS and human rights was on the agenda al each subseguent
meeting of the Sub-Commission and the Commission, untit the sSpecial Rap-
porteur had submitted the finad repint. The B0 preliminary report exten

*For exanple, W4, UNHUR UNSCER, i ON Popudition buned
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sively discussed AIDS control measures that affect the enjoyment and ex-
ercise of human rights, including personal liberty and freedom of move-
ment? The 1991 progress report analyzed discrimination assoclated with
the AIDS epidemic and raised some of the conceptual and legal issues that
pelate fo diserimination.” The 1992 final report highlighted the need to
tackle the underlying causes leading to discrdmination in the context of
AIDS." The 1993 conclusions and reconumendations urged states to take
all necessary steps to eliminate AIDS-related discrimination, particularly
against such groups as womnen and children.” These reports were all quile
general and did not address specific HIV/AIDS~retated human rights viola-
tions.

Although it is still not clear the degree to which work of the UN will
ocus on AlDS-related human rights issues, some action may result from the
resolutions passed at the 1994 and 1995 sessions of the Commission on
Human Rights.¥ The 1994 resolution asks that the UN Secretary General
propare a report on international and domestic measures taken to protect
human rights and prevent discrimination in the context of AIDS, and it
urges working groups, special rapporteurs, treaty-monitoring  bodies, and
others to consider AIDS-related human rights issues in their work. The 1985
resolution focuses on the need for the elaboration of guidelines concerning
promoting and protecting respect for human rights in the context of HIV/
AIDS. It further notes the need to consider appropriate methods by which
to keep under continuous review the protection of human rights in the con-
text of HIV/AIDS.

The importance of these resolutions will be determined by the degree to
which they prompt reporting and monitoring by both intergovernmental
bodies and NGOs of AlDS-specific human rights violations. Some initiatives
have also been taken by regional intergovermmental organizations around
the world. In 1989 the Parliamentary Assembly of the Council of Europe
“instruct{ed] the Steering Committee for Human Righis to give priorily to
reinforcing the ron-discrimination clause in Article 14 of the European Con-
vestion of Human Rights, either by adding health to the prohibited grounds
of discrimination or by drawing up a general clause on equality of treatment
before the law.™ In seeking to impiement this recommendation, the Steer
ing Committee for Human Rights asked the Swiss Institute of Comparative
Law to conduct a Buropean study of AlDS-related discrimination. In May
1993, the Swiss Institute submitted a report outlining the main areas in
which people with HIV/AIDS experience discrimination in various European
conntries. The report not only contains a wealth of infornation concerning
discritainatory laws and practices, but also examines the scope and limita-
tions of existing anti-discrimination legislation.” This report has been for-
warded 10 the Steering Committee for Public Health for its opinion and for
an indication of further steps to explore.

A selected ehronofugy of internations] and regional docutients on the
umman sights aspeets of HIY/AIDS, 1890~ 1995, is provided in Box -1
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Updated chronology of selected international and regional documents on the human
rights aspects of HIV/AIDS, 1990-1995"

1990:

1991

1992:
1982:

1993:

1993:

1993:

1993:

1893:

1994:

1994:

1994:

1994:

1994:

1995:

1995:

1945

Pretiminary Report on Discrimination Against HIV-Infected Peopte and People with AID3, from
the Special Rappaneur of the Sub-Commission on the Prevention of Discrimination and Pre-
tection of Minorities, E/CN.4/Sub.2/1990/8.

Progress Report on Discrimination Against HIV-infected People and People with AIDS, from
the Special Rapporteur of the Sub-Commission an the Prevention of Discrimination and Pro-
tection of Minotities, E/CN.4/Sub.2/1891110.

Rights and Humanity Declaration and Charter on HIV and AIDS, submitted by the Gambian
govemment to the Commissien on Human Rights at its 48th session, E/CN.4/1992/82.
Declaration on the AIDS Epidemic in Africa, Organization of African Unity, Dakar, 19932,
Final Report on Discrimination: Against Hiv-intected Peapte and People with AIDS, from the
Special Rapporteur of the Sub-Commission on the Pravention of Discrimination and Frotec-
tion of Minorities, E/CN.4/Sub.2/1992/10.

Conclusions and Recommendations from the Special Rapporteur en Discrimination Against
HiV-Infectad Peaple or People with AIDS, Sub-Commission on the Prevention of Discrimina-
tion and Protection of Minorities, E/CN.4/S1:0.2/1993/9.

Decisicn on The Protection of Human Rights in the Context of HIV or AIDS, United Nations
Commission an Human Rights, E/GN.4/1993/L..74.

Discrimination in the Context of HIV or AIDS, United Nations Sub-Commission on the Preven-
tion of Discrimination and Protection of Minarities, E/CNL.4/Sub.2/19934.. 1 1/Add 2.

United Nations, World Conference on Human Rights, The Vienna Declaration and Pra-
gramme of Action, Vienana, 1993, L1.N. Doc. AlConf.157/24 (1993}

Swiss Institute of Comparative Law, Camparative Study on Discrimination Against Persons
with HIV or AIDS, Councii of Europe, Strasbourg, 1993, Doc. H (93} 3.

The Protection of Human Rights in the Context of HiV and AIDS, United Nations Commission
on Human Rights, E/CN.4/1994/L.80.

Resolution passed at the Ninth Plenary Session of 10 June 1994, included in Annual Report of the
Inter-Armerican Commission on Human Rights and Special Report on the Human Rights Situation.
Tunis Declaration on AIDS and the Child in Africa, Organization of African Unity, Tunis, Tuni-
sia, 13~15 June 1994, AHG/Dec. 1.

Unitad Nations, Report of the International Conference an Population and Development and
various Recommendations of the World Health Organization, Cairg, 1994, U.N. Doc.
A/Conf. 17113 (1984

Declaration of the Paris AIDS Summit of Heads of Government or Representatives, Paris,
1994,

United Nations, Report of the World Summit for Social Development, Copenhagen, 1995,
U.N. Doc. A/Conf.166/8 (1995).

The Protection of Human Rights in the Context of HIV and AIDS. United Nations Commission
on Human Rights, ECN.4/1995/44,

Baijing Declaration and Platfarm for Action, Fourth World Conlerence on Wamen, Beijirg.
China. 15 Cctober 1995, U.N. Doc. A/CONF. 177/20.

‘For & chronctogy of intemational and ‘aglona documents on the funan pgits aspacts of HIVIAIOS, see AIDS in the Wik
{1992}, Chapter 13




Humzr Rights snd Responses to HIVAIDS 53

Responses to human rights violations

In cowntries around the world, the nunber of individuad and groap complaints
uf tnnman rights viokations in the context of HIV/AIDS is steadily ipereasing. In
some places, government-initiated investigations of the rights of people with
HIV/AIDS has actually stitnulated the complaints. Yet individual complaints and
investigations of human rights violations concering ITV/AIDS-related issues
have seldom occurred at the international levet. In this respect, it is inportant
to recall that individual complaints vnly reach intergovermmental bodies as a
tast resort. In most cases, these bodies are authorized to consider complaints
only after the exhaustion of all domestic remedies; that is, barring exeeptional
circumstances, the highest judicial body in the country must review a cont
plaint before an international hody will consider it

However, HIV/AIDS issues have been relevant to several cases brought
before international human rights bodies. In April 1994, for example, the UN
Human Rights Committee, the treaty-monitoring body for the International
Covenant on Civil and Political Rights (ICCPR}, ruled on a relited issue
when it stated that the sodomy law of the Australian state of Tasmania
victated the right to privacy under international human rights standards."
The Comumittee rejected the argument of the government of Tasmania that,
its luws were partly motivated by 2 concern to protect Tasmania from the
spread of HEV/AIDS as well as being necessary to protect public health and
morality. The Committee nated that the criminalization of homosexual prac-
tices can neither be cousidered a sreasonable means nor a proportionate
measure” to achieve the aim of preventing the spread of HIV. It noted the
observation of the Australian government that statutes whick criminalize
homosexual acts tend to impede public health programs "by driving under-
ground many of the people at risk of infection™ and stated that “criminaliza-
tion of homosexual activity would thus appear to run counger to the imple-
mentation of effective education progranunes in respect of HIV prevention.™”
The Committee went on (o note the lack of any apparent link between the
continued criminalization of homosexual acts and the effective contro! of
HIV/AIDS.

Various cases brought before the European Commission and Court. of Hu-
man Rights have also made reference (usuaily indirect) to HIV/AIDS. For
example, in March 1592 the Enropean Court of Human Rights ruled in a
case concerning financial compensation to a person, meanwhile decrased,
with hemophilia. The Cowrt held that. the person, who kad been infected
with HIV through blood trarsfusions in a French public hospital, was enti-
tled to compensation on account of the excessive fength of the proceeding,
both before the administrative authorities and the Paris Administrative
Court.

When batancing confliesing interests, the Furopean Court and Commis-
sion—in line with WHO guidelines—appeac to attach great value to haman
rights. Iir the Nerris case, tor sxampte, the Courl dismissed @ chim nuude by
the [rish government that the laws criminaizing homosexual acts were ped-
essary to protect, us the Irish Supreme Court had phrased it, "the spread of
ali forms of venoread disease” According o the Furopean Court, this aud
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other reasons were insufficient justification tv interfere with a person’s righi
to a private life, which includes the right to develop a sexual life.”

Actions within the intergovernmental system

In the context of HIV/AIDS, striking differences exist between the state-
ments and the actual practices of various United Nations bodies and other
intergovernmental agencies. While resclutions and declarations on nou.
discrimination and the prometion of human rights in the context of HIV/
AIDS remain 2 constant of human rights bodies, UN recruitmend, personned,
and organizational practices are frequently coutradictory. The Director of
the Joint UN Medical Services has drawn attention to the conflict between
official UN policy which does not permit refusal of recruitmeni solely on
the basis of HIV infection and other personnel rules and regufations.” For
example, some UN agencies practice mandatory HIV testing for personnel,
and current medical standards allow for the refusal of recruitment because
of other medical conditions, some of which are comparable to HIV infec-
tion. Tn addition, as 4 general rule, military or police who are HIV infected
are not deployed to peacekeeping mission areas, and those persons diag-
nosed as having AIDS while on mission are repatriated.” An internal UN
study is under way to develop a uniform policy.

Similar problems have been reported in the European Unijon. Candidates
for employment in Community institutions were systematically tested for
HIV until 19882 Under public and political pressure, the Comniunity’s medi-
cal service eventually stopped this practice.™ However, candidate em-
ployees are curtently reguested to undergo an HIV test. Those who refuse
will—without their knowledge and without their informed consent—be
subjected to a T4/T8-cell count, a test to assess the impact of HIV infection
on a person’s immune system.™ In 1989 a case was brought before the Euro-
pean Court of First Instance by a candidate employee, X, who was denied a
job after the Community's medical officers had—in sgpite of the candidate’s
explicit refusal to undergo an HIV test—performed a2 T4/T8-cell count. In
1992 the Court decided that a T4/T8-cell count was fundamentaily different
from a test for HIV antibodies and disregarded the fact that X had not con-
sented to the test.” X immediately appealed {o the European Court of Jus-
tice.® On Qctober 5, 1894, the Court of Justice annulled the judgment of the
Court of First Instance. The Court held that it is illegal to subject candidate
employees to a disguised HIV test without their knowledge and will, since
obtaining a job appiicant's informed consent is an absolute requiremnert for
the lawful carrying-out of a preemployment medical examination.™

Current issues

Human rights questions continue to be a major part of the global 8IV/AIDS
debate. A number of controversivs huve emerged in the 1890s, cach with an
important human rights componeat. To Hiustrate the complexity of some of
these issues, several are briefly reviewed.
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HIV testing

The mandatory testing of individuals continues to raise human rights con-
cems. After numerous resotations and analyses discouraged the implemen-
tation of mandatory Lesting programs, catls for obligatory testing are onee
again gaining support. For example, some claim that mandatory HIV testing
of persons obligatorily tested for muttidrug resistant tuberculosis (TB) is a
legitimate measure to control the spread of disease, since undetected HIY
infection may obscure the results of a TB test. Mandatory HIV and/or TB
testing is being imposed particularly on confined populations, such as pris-
oners and persons in refugee camps. Persons in clused institutions are often
thought to be at increased risk for both HIV and TB infection as a result of
crowding and poor sanitary conditions. Testing, even without consent, is
therefore proposed to be in the interest of the individual, as well as of the
institutional popuiation.

HIV/AIDS and the rights of migrants

Debate is also building over the rights of non-nationals in the context of
HIV/AIDS. The health care systems in many countries are increasingly un-
able to care for the needs of people with HIVAIDS. In these settings, the
needs of foreigners with HIV/AIDS may be considered & low priority™ Xenn-
phobic groups publicize reports of the few peuple with HIV/AIDS who have
sought refuge in countries with more advanced health care systems and use
these reports to demand stricter entrance and residenl criteria for for-
cigners. This has led to catasirophic consequences for some migrants. A
growing number of countries test refugees and asylum seekers for HIV/
AIDS and then deny them status if they are HIV infected, even if they have
entirely legitimate reasons for seeking refugee status or asylum. Also, some
eountrics lest various categories of foreigners (including workers and stu-
dents), ang if found to be HIV infected, require them to prove that they
were unaware of their HIV status when entering the country. In addition,
these foreigners may face denial of benefits, such as free or subsidized
health care, and most coramonly, deportation.

Human rights aspecis of pational responses to AIDS:
national laws, policies, and practices

The magnitude of the HIV/AIDS epidemic requires governments to design
comprehensive polivies to minimize the impact of HIVAIDS vn individuals
and socicty as a whote. Goverrunents derive the authority to indroduce pob-
jey measures by law (“the rule of law™). Whereas some laws relevant to the
epidemic are quite old, the bulk of AIDS legistation has been enacted in
response to the epidemic itself. Some AIDS laws specifically deal with HIV/
AIDS-related issuas, while olhers seek to complenient exi=ting, wore gen-
eral laws.

There are notable differesces in the types of laws enacted and uppliead in
the context of HIV/AIDS. Governments in many countries have oitlawed
eertuin fortins of behavior andfor enforced compulsory controd NeAsUres in
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efforts to prevent further spread of HIV infection. Examples of these prac.
tices include the wmandatory testing of certain Brenps of people, inchuding
immigrants, foreign students, applicants for residence and/or work porruits
and sex workers, as well as restrictions on certain rights, such us the gty
to many. In ather countries, legislation fus been used privarity us a tood to
emphasize individual responsibility.

An increasing number of laws, cither explici ly or through judiciat intir-
pretation, prohibit HIV/AIDS-refated diserimination. Provisions that pro.
hibit diserimination against individuals on the basis of health, health statas,
or disability typically complement information and education Programs car-
ried out in these countries, Many of these faws, like the Americans with
Disabilities Act of 1990, offer protection against discrimination in the con.
text of employment, education, and housing. Under some of these faws,
inchuding the Australian Human Rights and Equal Opportunity Act of 108
(revised), special mechanisms deat with allegations of human rights vinly
tions, including those that ure HIWV/AIDS specifie.

There has becn—and sometimes continues to he-——gn intense debate
about the meusures most useful to respunding to the AIDS epidemic. Ten-
sions inevitably arise between those who emphasize protection of the pub-
fic heaith ir the traditional sense—and thus the restriction of righis of cer-
tain individuals considered dangerous—and those who advocate a4
minimum amount of interference with the lives of individuals. Policymakers
often have to reconcile these conflicting concems, Although the importance
of full recognition of human rights 35 an integral part of HIV/AIDS policies
and programs is increasingly acknowledged, numerous actions by govern-
ments reinforce existing patterns of discrimination and clearly violate hy-
man rights norms.

In practical terms, how can a policy be evaluated to determine if it come-
plies with human rights standards? An initial assessment of a state's human
rights obligations can be made by ascertaining which human rights treaties
it has ratified. Treaties contain o number of provisions (“articles™ or “sec-
tions") that define the rights that the ratifying states have committed to
uphold. These rights are often phrased in goneral terms, leaving room for
interpretation. In order to better understane the documents, a review of the
genesis of various provisions, notably by studying the so-called travaus ore-
paratvires, may belp. In addition, learming the views of the official body
established to monitor the particular international or regional human rights
treaty under consideration may be useful,

Survey of national laws and praclices

A review of legislation pertaining ta HIV/AIDS conducted in L2 by the
Giobal AIDS Policy Coalition was sunmarized i fiest volismes of AZ0S
in the Workd, In LO3-94, managers of governmental rutional AIDS pro-
grams (GNAP) were requested (o provide infonmation on both laws and
practices in the context of HIVZAIDS in their Tountry. A survey question-
naire was sent 1o 187 GNAP aiagers; L6 rosponses were roceived, of
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which 1156 had completed, either partiadly or fully, the section pertaining to
laws and practice {(Appendix E).

The survey found that involuntary testing remains part of many AlDS
prevewtion and control programs. Governments continue to categorize indi-
viduals into “high-risk” groups in order to impose testing and to restrict
their activitics. The responses also slramatically highlight the differences
that exist between law and practice in some countries. According to GNAP
muanagers, policies that interfere with hwman rights are often being carried
out without legal justification,

The survey of national legislation and practices as well as discussion with
ASOs and human rights NGOs confirms two major conclusions. First, dis-
crimination towards HIV-infected people, people with AIDS, and people
considered within each society at high risk for HIV infection is an important
and enduring problem. Second, bringing community, national, and even in-
ternational organizations into conformity with the intermational consensus
an nondiscriminatory approaches to HIV/AIDS prevention and control will
require vigitance and enormous continuing effort. To achieve an optimal
balance between public health objectives and hursan rights nerms, public
health policies and programs will benefit from the application of an analyti-
cal human rights framework (Box 3‘1-2).

BOX-FHLa N
Assessing the human rights Impact
SOFIA GRUSKIN

In order 10 assist policymakers, the Globat AIDS Polficy Coalition and the Interational Federation of
Red Cross and Red Crescent Societies created an intemationat working group to help assess the
human rights impact of HIV/AIDS policies, programs, and practices.”

In mid-1995, the International Federation of Red Cross and Red Crescent Societies and the Fran-
gois-Xavier Bagnoud Center for Health and Human Rights {Harvard Universily) published a compre-
hensive manual on HIV/AIDS and human rghts.! The manual, entitled “AlDS, Health, and Human
Rights” includes a complete explanation of a methodology for batancing public health objectives and
human rights norms, including ilustrative examples involving both prevention and care.t

The intent of the public heaith/human rights impact assessment instrument is to ensure that conflicts
ars negotiated rationally, since—and this is the underlying assumption—public health and human
rights are inextricably linked and largely share the same goal of promoting human well-being.

A schematic diagram in the form of a 2 x 2 table is presented in Figure 31-2.1. On one side of the
diagram is “public heatth quality,” on the other, *human rights qualfity.” Each side represents a spec-
trum from “positive,” meaning high quafity public health or high respect for human rights and dignity, to
“negative,” meaning low public health quatity and low respect for human rights and dignity. The goal is
to ensure that any proposed poiicy or program reaches Box A, which means high guality public heatth
Plus high quality human rights. Briefly, the process involves four steps:

“The Warking Group alsa inciuded representatives from the Danish Cantrs for Muman Rights, the McGill Centra or Medicine.
Ethics and Law, (he Intemational Commission of Judsts, and the Sociely of 'Wemen Against AIDS In Africa.

tCopies aof the mamiat may be ordared trom the Intemational Federalion of Red Cross ard Red Crescent Saocieties, Genovd,

Switzartand, or from the Frangois-Xavier Bagnoud Center for Health and Human Rights. Harvard Schoot of Pubiic Haafth, 8 Story
Street. Cambiidge. $4A 02138, USA.
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Figure 31-2.1  Assessmant of interaction between public health and human rights quality. The
tour-setp approach is based on the Public Heaith/Human Rights Impact Assessment tnstru-
ment, developed at A/DS, Mealth and Human Rights, an explanatory manual, internationat
Federation of Red Cross and Red Crescent Societies, and Frangois-Xavier Bagnoud Center
tor Heaith and Human Rights, Harvard Schodl of Public Health, 1894, Geneva, Switzedand
and Boston, MA, 1994, p, 42,

. Does the policy or program represent good public haalth? Locate the proposed policy or pragram

along the horizantal axis from poor to excellent. The emphasis at this stage is entirely on the
health benefits, risks, and harms, not on the human sights impact.

- ls the proposed policy or program respectful and protective of human rights? In answering the

question, the potential benefits and burdens on human rights which will occur as a result of the
policy ar program are described. The amphasis is entirely on the human rights component. Lo-
cate the proposed policy or program along the vertical axis from poor to excetient.

Determine in which guadrant of Figure 31-2.1 the proposed policy or program is located (A. B, C,
or O).

. Next, how can the policy or program best move into quadrant A, thereby achieving the optimal

balance between protection of the public health and the protection and promotion of human rights
and dignify. The goal is to minitmize to the greatest extent possible the burdens on human fights
resulting from the policy as well as having the best paticy.

Specific steps are outlined to ensure a systematic approach to this comptex negotiation process.

- Review the basic approach. For completing this assessment, altemative approaches may have

emerged that will be both more respectiul of human rights and more effective in achieving public
health goals.
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JEFFREY O’MALLEY, VINH KIM NGUYEN, AND SARAH LEE

? To slow the spread of HIV, people need to change their most personal and
private behaviors. Likewise, the most important aspect of care for peuple
| with HIVAIDS is at an interpersonal level—ensuring self-respedt, freedom
from discrimination, and love and support. Thus, the heart of HIV/AIDS pre-
vention and care is at the community level, where people help people, often
through groups—typically known as CBOs (community-hased organiza-
tions).

in addition to CBOs that are formed within (and are accountable to) par-
ticular communities, many other groups outside government are involved in
responding to HIV/AIDS. Collectively, such groups are referred to as NGOs
{nongovernmental organizations).

The first edition of AIDS in the World described the emergence uf new
community organizations in response to AIDS and outlined some of the
issues faced by specialized AIDS groups as the epidemic spread and diver-
sified.! How have the challenges changed in recent years? Are AIDS groups
stilt serving the same functions as in the past? What is the role of other
groups cutside government in responding to AIDS? And how do NGOs de-
cide on priorities as governmental commitments continue to decline and the
epidemic expands and intensifies worldwide.

The range of NGOs responding to AIDS

[ every nation, the itapact of AlDS was first felt by a small nusnber of
people. At the beginning of the epidemic, frst actions against AIDS were
invariably organized locally by some of the people affected by the disease.
White many governments ignored HIV/AIDS and health care systems re-
arted with fear aml prejudice, people with AIDS, their foved ones, and their
families often organized into groups that became known as “AIDS Service
Organizations” —delivering care and sappodt and offering prevention pro-
grams.

Groups formed by these early activisis have become world famous, from
TASO (The AIDS Support Organization) in Rampaky, Hganda, to the Gay

Jl
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Men's Health Crisis in New York City. Often AIDS service organizatio..
{AS0s) evolved in response to growing demands and changing necds; fur
exuniple, TABO has grown from 2 small group focused on service to Gamilics
coping with HIV/AIDS in Kumpada, to a national network with branch. -,
across Uganda. In Manila, “Reach Out® started by teaching about HIV pric
vention to mainly middie-class g3y men, but it now operates a wide range oof
educational programs, inchuding spevial services for women sox warker.
and for young people.

As the epidemic continued in initiadly affected communities, and sprewi
{0 new cities and countries, established organizations working on differens
issues soon decided to do something about AIDS. For example, ENDA Tier,
Mende, a large NGO working on conunuaity developmwent amed environmen
tal issues in Senegal, started providing AIDS service activities in the fate
1980s, as well as AIDS training to a range of small groups and community
activists across the country. Tn 1987, the U118, government launched whar
was {0 hecome the largest donordriven AIDS program in the world, charn.
neling a significant part of its foreign aid related to HIV/AIDS through oo
governmental subcontractors, which had more flexibility than national gov-
emments in starting new programs and in dealing with governmenta! and
political restrictions. There are now examples of NGO involvement in AIDS
in almost every sector and country (indeed, some have sought to secure
their own funding hase or legitimacy through AIDS activities), including “de-
velopiment™ NGOs like Oxfam, human rights groups like the Internationa
Gay and Lesbian Human Rights Cominission, and the Society for Wormen
and AIDS in Africa (Box 32-1) women’s groups such as Advocacy for
Women's Health, and even trade union federations and furmiers’ networks,

BOK 32 : SoH ‘
Saciety for women and AIDS In Africa
EKA ESU-WILLIAMS

The Society for Women and AIDS in Atrica (SWAA), a pan-African NGO led by women, works to
empower womnen to address the causes andg consequences of the HIV/AIDS epidemic on women in
Africa. The birth of SWAA in 1988 resulted from the realizations that (a) women are critically affected
by HIV/AIDS, (b} that they have limited access to information and education, (c) programs promoling
their goed hesith, social, and sconomic advancement are in shorn supply, and (d) because they face
several constraints, a forum is needed both to enhance & large-scale mobilization of women for action
against HIV/AIDS and to provide the vaice to raise womaen's concems about the epidemic and their
lives in general,

From an initial nucleus of a handfut of women in 1988, SWAA members now number several hun-
dred in 30 African countries. Since 1890 it has grown from an NGO whose initial engagement was it
providing education, information, and general awareness to one advocating for the development of
poticies ta ensure that women and AlDS become an important program focus of national HIV/AIGS
control programs. The dghts of women at risk of or infected by HIV/AIDS and the advancement 5!
strategies for ihe empawerment of women, especially young giris, toward reducing their vuinerabiiity to
HIV/AIDS have also been a major component of SWAA's advocacy work.

SWAA is working hard to extend its activities to areas it has not reached. such as northern Afrca,
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and to consofidate activities in countries where niew branches have only recently been sstablished.
Intemationally, SWAA is extending ils collaboration for the purpose of exchanging experiences with
other women's groups, and influencing global and regional agendas in the area of women and AIDS.
This networking aliows for increased opporiunities for SWAA branches and members o acquire new
skills and information that will assist them in pursuing SWAA's objectives more effectively.

‘There have been many constraints. The voluntary nature of SWAA's operations has hampered
imely and extensive input by members. Difficulties in communication within Africa have caused inade-
guate exchange among countries. As experienced by many other women's organizations, we face
difficulties in accessing suppeort, influencing policy-makers, and gaining acceptance for our mission
trom official structures. Because we have to discuss issues that are mainly within the domain and
control of men, or that may inveke a leeling of threat among men, finding support from men is offen
difficuit. Given these barriers, it is taking more time than we would like to break thraugh to communities
at the grassroots levei, where the greatesl impact needs to be made. To increase its outreach to the
grassroots, SWAA s encousaging other women's groups fo include HIV/AIDS concerns as a major
activity focus. In this way, we hope to expand both our scope and our targets, preparing women and
communities {0 deal with the escalating problems resulting from HIV/AIDS.

SWAA's approach to community paricipation also relates to its concern abowt the prevailing high
degree of stigma and discrimination people with HIV/AIDS encounter. We hepe that this community-
based approach will support other initiatives in creating an atmosphere where women, men, and family
members, whether infected or nol, can be empowered to cope with or prevent HIV/AIDS. Such an
approach can alse assist the acceplance and support of children orphaned by AIDS, many of whom
suffer abuse and neglect.

A key challenge facing SWAA and the AIDS prevention initiatives in Africa is that of enlisting the full
participation of men and ensuring that they take on their rosponsibiiities with respect lo HIV/AIDS.
Connected with this is the emerging picture of HIV/AIDS as a disease that affects the family, a social
unit in which men play a dominant role. Responsibility for safe sex, sexual communication between
partners, and ways of ensuring that the appropriate messages are commeunicated to children are areas
in which men can play a significant role.

Overali, SWAA wishes to project its vision that, tragic as the consequences of the HIV/AIDS epi-
demic are for women [n Alrica, it has created the opportunity to address morse appropriately the
broader issues of women's subordination, gender inequity, and the neglect of the righls of womaen.
HIV/AIDS programs that are more reflective of women's needs should be developed—providing long-
term economic viability for women, mobilizing women for economic and social advancement, and
supporting overall heaith concerns of women.

Typically, as NGOUs spend a longer timne involved in AIDS work, they diver-
sify, grow, and become more professional in planning and evaluating their
services. In their wake, new voluntary groups emerge with highly spe-
cialized or localized missions. Many countries thus benefit from a wide
range of diverse and complementary orgagizations working on AIDS—Trem
small groups catering to 2 very specific community, to comprehensive na-
tional service providers. Bach voluntary organization working on AIDS has
Hsnitations as well as strengths, bat the private sector as g whole is typicaily
nwch more able than the govemment to reach and help vulnerable people
avoid infection or cope with their dlness.

The ubiguity and diversity of groaps working on AIDS have led many
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authors to propose typologies of NGOs* ' However, no single listing or iv-
pology can adequately itustrate the variety of organizational origing, wen
bers, goals, and functions,

Several relevant questions may help differentiate among organizaticas
and the work they do: Does the group provide direct services or does it il
as an intermediary between different institutions or organizations? Is 1he
group essentially a self-help group or is it motivated by concern for others:
Is the group functionally accountable primarily to its dorors or funders, it
members, or its intended beneficiaries? Is it prinarily an HIV/AIDS groug:
or if not, are its HIV/AIDS activities distinet {and measurable), or are they
included within activities aimed at brouder health or development issues?

The term “HIV/AIDS services” is used here int the broadest sense, cinhrac-
ing alt prevention and care activities from handing out condoms or provid-
ing “buddies™ to the ill, to fighting for women’s inheritance righis or chal
tenging homophobia. The concept of “HIV/AIDS services” doues not it
activities intended to have an impact on the epidemic only through the i
diation of another institution, such as training of trairers, provision of funds
and technical support to other groups, policy analysis without advocacy for
change, and similar intermediary functions carried out by many NGOs.

NGO roles and achievements

One of the greatest strengths of NGOs responding to HIV/AIDS is their roots
within communities. Responses based on the assessed needs, priorities, and
dynamics of local people are not only more likely to have an impact on a
lacal epidemic, but will also help to ensure “ownership,” unity, and sus-
tainability in comununity efforts. Appropeiate, sensitive approaches have proven
to be effective and can have a multiplying effect. By carrying out effective and
positive care programs, for example, NGOs play a key mole in breaking dows
tocal barriers to fighting AIDS (whether based on fear, ignorance, or stigimatiza-
tion) while at the same time promoting prevention strategies.

The most effective NGO responses are embedded in a local contexd, and
thus reflect and are sensitive to the actual norms of a community, rather
than what outsiders (individuals or arganizations) perceive to he the norms.
NGOs can help to make HIV/AIDS care and supporl part of everyday life,
demonstrating that everyone has a role to play as both an individual and a

, member of the community.

Muost of the NGOs now invoived in AIDS work are not AIDS-spevific vrga
nizations, it are oriented to broader health or development goals. Muny
refigious organizations, women’s groups, farnners’ unions, or youth ovgauisi-

\ tions have been working within their communities for years and know a
great deat about mobhilizing and supposting vulnersble people, especially the
poor. Just as importantly, many such NGOs are likely to stay involved i
their communities for a long time and will help provide a sustainable
sponse o challenges such as HIV/AIDS, When these groups become ciapulis:
of working on HIV/AIDS alongside their other activities, HIV/AIDS services

reach a wider runge of people for a fonger pedod of time.
Cavite City, the Philippines provides a typical exampie of how coutnunity
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groups vontribute to the fight against AFDS. KASAKA (Kalipunan Ng Mga
Sanwhan sa Kabite}, recently incorporated HIV/AIDS into their work among
lucal fariness, after recognizing that many families in their comntunily had
tenstons tinked to pest-hurvest visits to brothels by men. KASAKA began
with a participatory research project, which led to the development of HIV/
AIDS information materials in the local language. They have now been
asked to assist in the locat health authority’s HIV/AIDS training for headth
professionals. As the Chair of the KASAKA Health Committee, says: "We
never thought that we who are just farmers would be asked to talk to doc-
tors, nurses arid other Lealth experts about HIV/ATDS.”

Most NGOs describe themselves as “community-based.” In reality, how-
ever, many are based neither in geographic communities (like neighbor-
hoods or villages) nor in identity communities (such as sex workers or mi-
grant laborers). Many NGOs—even those dealing with specific communities
on a daily basis—are both physically and philosophically “outsiders,” much
in the same way as governments tend to be. In reality, many NGOs carry on
outreach work to community groups, and supposed beneliciaries may never
have heard ol_an organization that claims to be working on their behalf.
These NGOs may be medium-sized or even large-scale organizations with
complex infrastructures, often with several branches or departments. Other
NGOs are not directly involved in HIV/AIDS service, but have intermediary
functions, such as passing on information, technical support, grants, or net-
waorking opportanities. NGOs not based in specific communities are more
likely to be involved in programs that are targer scale and address broader
sections or issues of society, to have paid professional staff, and to adopt
approaches that are “for” rather than “with” and "by” communities. Despite
rhetoric to the contrary, suck larger NGOs are usually more accountable to
their donors than to their beneficiaries. Their staff and governors are more
fikely motivated by concern for others than self-help.

Larger NGOs and intermediary groups tend to have different, often con-
trasting strengths and weaknesses. Such groups tend to be technically
stronger, have more effective access to decision makers, and despite higher
costs, can often be very cost-efficient because of the scale of their opera-
tions. Very few small community groups can distribute condoms as effec-
tively and efficiently as a large social marketing NGO linked to an interna-
tional network, but very few such large groups can actuailly convince i
young man to use condoms if he has not tried them before.

Organizations that are based within (and known by) a specific community
can iypically boast of being flexible, working with volunteers, keeping po-
tential beneficiaries in control, keeping costs down, being willing and able
to work with the poor and marginal groups, innovating and advocating more
effective approaches, building skills within vulnerable groups rrther than
relying atways on outsiders, and being accountable to local people. In addi-
tion, such community-based NGOs are often the only institutions thai are
able to work closely with controversial groups in need of support. fike sex
workers, drug users, and illegal migrants——fitling gaps left by govermnents
dus 1o politicat sensitivity or tack of contacts or expertise.

Neverthio loss, public poliey affecting NGOs, and publtic rhetorie, vurely
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 differentiate between these different kinds of institutions. Few governmen;.
that fund NGOs really debate and decide whether they wish to fuad commy,.
nity groups directly, and whether they are capable of doing so. Fven fewer
ask themselves the purpose of “"NGO representation” on national AIDS cony
mittees and similar bodies; whether they are seeking the voices of affecti
or vuinerable communities, or the technical expertise of highly motivaisgd
philanthropists. The individual and joint strengths of NGOs combine in
make them a dynamic, multidimensional, and poterdially powerful forene
HIV/AIDS hus highlighted, alinost more than any other issue, the benefits of
drawing on the wealth of experiences arxl expertise available by investing
in developing and strengthening NGOs as a sector. Throughout the world,
NGOs have demonstrated that, with appropriate support, they can reinforce
one anothers’ work, complement the activities of other sectors, and puw
effective pressure on the state to meet their needs and those of commu.
nities,

Needs, capacities, and priorities of service delivery organizations

In 1994 and 1995, the International HIV/AIDS Alfiance conducted a series of
participatory assessments with ocal AIDS-service NGOs in twelve develop-
ing countries. These assessments were intended to identify their perception
of needs, priorities, and capacitics in HIV/AIDS prevention, care, and com-
munity support. The countries ranged from tow to high HIV seroprevalence,
angd from strong to weak in terms of the organized NGO response to the
epidemic. Assessments were conducted in Bangladesh, Burkina Faso, Cote
d'kvoire, Ecuador, Morocco, Mozambique, Pakistan, Peru, the Philippines,
Senegal, Sri Lanka, and Tanzania.

Despite the many differences, a number of common priorities were identi-
fied: attention and technical support, for the promotion of symptom recogni-
tion and treatment-seeking for sexually trapsmitted infectjons; support to
self-organizing and self-help for people with HIV; support to community and
neighborhood level groups and interventions; linkages of action research to
program development; and availability of subsidized condoms to small
NGOs, not just government and large social marketing agencies.

The NGOs surveyed in most of the countries also cited the need for more
action on the contextual {societal) factors which icrease vulnerability to
HIV, sach as gender inequality. However, this was frequently cited as an arca
which would require significant technical cooperation with others, as NGOs
found it difficult to identify appropriate program development or interver-
tion strategies.

The most striking difference among countries was the uneven develop-
ment of the “AIDS specialist™ sector, and congsequent services to marginal
populations. While certain countries, especially those with a fegacy of exter
nal support from USAID-funded projeclts (AIDSCOM, AIDSTRCH, aml
AIDSCAP) had well-developed specialist service organizations, relalively
few broad-based health or development N4iOs hud added 2 specific H{V/
AIDS compnnent to their programs. A priority in these countries was reach-
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ing larger numbers of people, particularly the poor. For exampie, in Sri
Lanka, Burkina Faso, and Banpladesh, health or development NGOs had
taken the lead in responding to AIDS, and they identified a need for more
specialist prevention and care services, and particularly, more effective
work with marginal populations such as sex workers and men who have
sex with men.

By the end of 1995, “linking organizations™ NG support programs en-
abling the International HIV/AIDS Alllance to extend managerial and techni-
cal support to NG(s through tocal groups—had been created In six of these
twelve countries.” An analysis of the priorities established for funding, re-
quests for support received, and resources distributed, provides a unigue
insight inio the strengths and weaknesses of NGOUs in these countries, and
the potential for a stronger response to HIV/AIDS from the NGO sector. The
six NGO support programs were all autonomously responsible for deciding
on funding priorities, reviewing applications, and allocating awards of funds
and technical support. Of the 226 NGOs that were supported in these coun-
tries in 1895, sufficient data exist for 138. Only 8 of the 138 NGOs were
AIDS-specific organizations, with the others coming from a wide range of
sectors, particularly community development assaeciations (48), youth
groups (33), and wosmnen's groups {10}. Most activities were intended to ben-
efit either youth (50) or those in poverty (24), and almost three times as
many focused activities on women in particular (17) then men in particular
(6}. Only 35 programs focused on broad contextual issues such as human
rights or income generation, and only 42 of the prevention programs went
beyond general information strategies to address behavior change. While,
overall, funding decisions reflected the capacity of local NGOs, and as such
resulted in good geographic coverage and access to vulnerable groups, only
a minority of activities could be characterized as particularly innovative or
likely to have a substantial impact.

Identity activism

In countries where HIV transmission was or is largely identified with “main-
stream” sexual practices at the beginning of the epidemic, the development
of *AIDS movements” and AIDS specialist NGOs has often heen fess wide-
spread. In both high and low prevalence countries, frotm Burkina Faso to
Bangladesh, there has rarely been a sponianeous sgcial movement in re-
sponse to AIDS where transmission had not disproportionately affected a
marginal group that already had organizational or political cohesion. In con-
rast, in the United States, most western European countries, Australia, and
Brazil, early AIDS organizing depended greatly upon gay politics and gay
organizations and, in countries like the Philippines and Thafland, upon
groups thit were already working with sox workers.

in sub-Saharan Africa especially, and increasingly in parts of Asia, an
NGO response to AIDS has often been buill on a differont sort of move-
ment-—the efforts of women and women’s groups to address their own sox-
1l health and sexual rights, The relitionship between a response to AIDS
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and a response to other issues, whether gay rights or gender equality, has
often been mutually beneficial. NGOs based in such identity movements or
communities have bheen among the moest suecessfol al accessing vidner
able populations, providing education and social norm support to helg
change behavior, and pointing to the broader changes in social notins,
man rights standards, and public poticy that arc required to sustain prever
tion and care efforts. In tum, many of these movements and organizatinn-
have been signiticantly strengthened by the attention to their issues cata
lyzed by AIDS"

Increasingly, however, mmtual support and cooperation between social
movements and their respective NGOs is breaking down in competition for
resources, the desire to “scale up™ or replicate activities to the “gener
poputation,” and genuine philosophical differences.

In many industriatized countries, debate surrounds the “heterosexualiz-
ing” or “gaying/re-gaying” of AIDS movements as the profile of local ¢
demics is purported to change (see Chapter 38). While gay groups fight .
retain some resources in countries such as the United Kingdom, where gay
men still represent the vast majority of AIDS cases and new HIV infections,
debates also rage in developing countries. For instance, Lalin American
NGOs differ dramatically in their assessinent of the relative importance of
different HIV transmission routes. These debates are inevitably divisive he-
cause of their linkage to both perceptions of life and death as they relate to
HIV infeetion, and to the movemends themselves as they strugggle for both
legitimacy and funding.

As the struggle against HIV/AIDS enters its second decade, AIDS activism
is connecting more and more to identity activism. The potential for variety
of movements is already apparent— from sex work activisim to a rew gener-
ation of “queer” activism to, perhaps most strikingly, a strong and growing
post-Beijing international women's movement. Activists concerned with
areas such as human rights, gender and sexual health, base their work
within their societal context—enabling them to challenge societal obstacies
angd discrimination. Although AIDS may be an important common thread
among many participants, the central catalysi bringing people together is
their sovial identity. A group of sex workers, for example, may form a move-
ment because they share common concems about stigmatization, safety on
the streets, employment rights, and access to health care-—as well as issues
relating to HIVVAIDS. However, such groups may nol seek conunon ciuse
with other groups—also strongly affected by HIV/AIDS —yet based on other
identities (e.g., gay men).

The greater involvement of peoaple with [HV: principles and
problems

One of the mos striking social moveneats in response 1o DS isvabves
PWA or person with MDS. In every anguage, the debate sbont which words
{and aronyms) o use ta describe people with cither the FHY virns ov asso
ciated illnesses bas been controversial and catalytic. Froms personaies iff
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teinles to the ironic “diseased pariah,” from PWAs to P+ HIV/AIDS seems
to have built on an eastier experience, such as with breust cancer, diabetes,
tateral selerosis, of voronary antery disease, to create identities, movements,
and organizations based on a medical diagnosis.

{ndoubtedly, some of the most effective specialized AIDS groups are self-
help groups of prople living with HIV/AIDS (see Box 32-2). These organiza-
tions ensure that HIV/AIDS work is not neglected and develop expertise
specific to it. They are also usually the most convincing advocates and cani-
paigners, encouraging governments and others to engage in AIDS work
more effectively.

T F1T 5 SRS
women living with HIV/AIDS
WINNIE CHIKAFUMBWA

To be told that you are HIV positive by your doctor is just like receiving a death sentence on 2 judg-
ment day. 1 was first told that § was HIV posilive when | went to my postnatal clinic in January, 1989.
The tests were taken without my consent at one of the Mission Hospitals in mid-1988 when | was
attending an ante-natal clinic. At the time they were taking my biood, 1 did not suspect anything be-
cause | thought it was something to gdo with my pregnancy. They did not tell me the results until aiter §
had the baby, and they tasted my baby who was also found positive. There was no pre-counseting or
post-counseling for me, the doctor just broke the news during my post-natal check-up. it was very
shacking because he just told me that they took my blood and that of my chitd for an HiIV test and the
results were found positive, and that the child was not going to five past five years. indeed my child did
not five up to five years, she passed away when she was only four months old.

Although | was shocked, | instantly gathered courage and prayed to God to give me strength and
stand by my side during the trying lime. it really worked. | didn't break dowrs until after | got home.
Later in the evening when my husband came home, | broke the news o him and helt broke loss. § got
the worst reaction from him. He walked out of my life that very same evening, calling me afl sorts of
names and blaming me that ¢ had besn unfaithful to him and that | was a prostitute. He left me with
four children under my care and went to stay with ancther woman, and thus infected that other woman
100, because | tater lsamed that he had already peen tested and found HIV pesitive but couid not
gather courage to tefi me.

1 spent mast of my lime erying, and the loss of my baby made my conditicn worse. But still | prayed
1o God to lel me live for the sake of the remaining three children, and indeed God has given me
strength because | have a will to tive. Apart from my husband, | only told my eifder sister about my
status, and she advised me not to telf anyone else. People in Malawi, until now, think AIDS is a
shametful disease, and anyone diagnosed with HIV is often taken as a promiscucus person. Therelore,
1 had to close my mouth and take it as my own problem. Up to now people in Malawi are stilt resisting
1o change their hehavier, and the rate tor HIV infection is increasing each day. Accarding to the report
from the National A0S Conlrol Program, the 1395 AIDS Analysis estimates that about 727 peuple are
being infected every day. The cumulative figure will reach an estimated 1.3 million in a country of 10
million people. This is alarming. '

in March, 1992, a lady from the Netherlands wrole her triend in Malawi, a woman who is working as
a nurse with my sister, informing her that the Dutch HIV-positive women have crganized a pre-conler-
ence of HIV-positive women from different pans of the world to be held in the Netherlands. Whea my
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sister heard abow this, she asked me if | was interested in aftending the conference. | accepls:
akhough | was alfraid to talk about my status, and although | have never been involved in any Ais
activities, { accepled bacause | wanted to meet my “fallow dying people.” | was wrong. t tearnaed forn-
these women that some had lived with the virus for 10 years. This gave me hope that |, too. could e
longer. | can assure everycne that | am not dying any more.

The international pre-conference was attended by 54 HiV-positive womnen from ditferent paits of its.;
world. We shared experiences and exchanged information. It is at this conterence in Amsterdam fha:
the women decided to establish a recognized organization, which is now known as the Internatios:...
Cammunity of Women Living with HIV/AIDS (ICW) to address the issues tha! affact women.

The conference gave me self-conlidence and the courage 10 start gelling involved in AIDS activities
and tafk aboul my status to friends and my whole family, including my own children. This approach
also gave me a chance 1o come across some of the women who were experiencing the same trauma |
was. It is this destitute nature of most HiV-positive women in Malawi that snade me found The Mationai
Association of Peopie with HIVAIDS in Malawai {NAPHAM).

Because of the active part } have played in the fight against AlDS, my fellow African People living
with MIV/AIDS efected me to be one of the key contacts for Atnca in the Internationat Community of
Waomen Living with HIV/AIDS.

In Berlin, at the international AIDS Conference in 1993, | was also elected by the African PWAs to
be one of their representatives on the Global Network of People with HIVAAIDS (GNP +). Although
communication with other PHWAS in Africa is limited, due to lack of funds, | always pass any informa-
tien through $CW London and the GNP + London office to pass it over to PWHAS.

Being HIV positive has taught me to be fargiving, patient, loving, and caring. | am happy that my Hiv
status has taught me to prepare for my children and my own future. It has brought ma closer to God. |
feel God has kept me for a purpose, which | am now trying to fulfill; the purpose of supporting and
empowering HIV/AIDS people in Malawi. It has afso kept me on the run. | am no longer ashamed of
my status, and my hope is to see that PWAs all over the world do not suffer as | did during rmy early
days of living with HIV. The struggle continues.

Eo M LI

Like NGOs in general, it is important to stress that there are many differ
ent types of PWA groups. Many start as groups of friends hielping one an-
cther with peer support, income opportunities, or housing (“self-hely
groups™). Some self-help organizations evolve into offering AIDS services
{prevention, care, policy, or advocacy work) to a wider public in return for
grants, donations, or contracts. Other PWA groups bring together like-
minded activists to engage in advocacy, wmonitoring, or providing treatments
ot treatment information, or human rights work., There are also local, na-
tional, and international PWA networks, some of which help smaller P'WA
organizations share information or colfaborate on projects, others of which
function as self-help groups where members provide direct support throwth
e-mail and airplane tickets. Finally, many groups are closely identifiod with
people with HIV oz their loved ones, but do not actually restrict their wicn-
bership or staff to people with HIV—TASO in Uganda and ACTLP chaptioss
around the world are somewhat imprecisely referred to ws PWA groups 1y
aumy commenfators.

Supporting orgunizations of people lving with HIV/AIDS seoms to ks




Noangovernmental Drganizaéions 35t

eminent sense In the fight against the epidemic; indeed, a broad CONSERsUs
has been reached on this issue among activists, health care providers, and
funders. Large PWA organizations exist in many countries, and in most
Western countries it is reasonable to refer to this as a movement, replete
with various factions differing politically and its own paroply of styles of
sucial intervention. The acceptance—perhaps even mainstreaming-—of
PWA groups is indicated by the representation of such groups on govern-
mental advisory boards and even pharmacological monitoring agencies such
as the [1.8. FDA (Food and Drug Administration).

This consensus concerning PWAs arose from experiences with the epi-
degmic in the 1980s in North America and Europe and, to a limited extent, in
Africn. PWA organizations were in the vanguard, stimwlating effective re-
sponses from government and other large institutions (such as hospitals
and pharmaceuticals firns). While not all groups achieved the notoriety of
ACT-UP New York, local groups in major western cities formed a constity-
ency to which these large social actors were to be held accountable,

Over the years, recognition of the role of PWA groups has extended to the
intornational arena. In December 1994, the Paris AIDS Summit, which
brought together Heads of Governments and other officials from 42 coun-
tries, culminated in the signing of a declaration that included as one of its

couunitments a greater involverment j IW/AIDS (GIPA), prom-

ising to:

Support a greater involvement of people living with HIV/AIDS through an ini-
tiative to strengthen the capacity and coordination of networks of people liv-
ing with HIV/ATDS and community based organizations. By eusurizg their full
involvement in our common response to the pandemic at all--national, re-
gional and global—levels, this initiative will, in particular, stimulate the cre-
ation of supportive political, legal and social environments.”

This text represents a significant public policy victery for PWA activists as
well as NGO activists, but its interpretation and implications remain contro-
versial. An informal alliance had evolved for inclusion of the GIPA state-
ment in the Paris summit, and to subsequently ask for allkiance groups to
receive financing to fulfill government pledges to “the GIPA initiative.” While
many NGOs, both PWA and others, felt excluded from this lobbying effort,
there were algso divisions amongst the key protagonists ss to whether the
inttiative includes community-based organizations only as a route to sup-
porting people with AIDS, or whether the initiative js intended to address
both networks of people living with HIV/AIDS and, separately, networks of
community based organizations. In any case, France was the only major
government that pledged funds to the GIPA initiative (although, as of early
1006, France had reduced its 1905 commitment from 100 million FFto 15
miilion FF or us characterized by French spokespersons, the govemment
had decided to make pledged funds available over a longer period of time
than had initlally been anticipated).

Locally, PWA organizations have also had important achicvements. As
scit-hetp groups, they provide the kind of supportive environments that mo-
tivale PWAS {0 "come oul” wd get involved in facal prevention and care
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activities. This has contributed iinmensely not only to the visibility of Alix
but also to an awareness of its impact or people for whow, otherwise, the
epidemic would have remalned a2 distant reality until it stnack closer 1,
home. In this sense, PWA visibility hus provided powerful experiential 1.
tivation for behavioral change on an individual level while at the same tine
advocating against discrimination at the social level.

However, despite support within their immediate enviromment, it is ikl
that people revealing their HIV status will continue to face sustained prej.
dice and discrimipation from the broader society. The “coming out™ .7
PWAs and the adoption of “positive” identities rafses many issues both for
individuals and for communities. It is rot uncomumon, for example, for “ro.
mantic myth-making” to surround the figures of PWAs—where they apre
seen as heroic characters.”

The success of PWA groups in carrying out this work has led to “main-
streaming” in another sense. The political pressure to include PWAs in poi-
icy making and service delivery, and the proximity of these groups tu i
fected communities and their efficacy in outreach, has wade them attractivi-
to funders wishing to support service providers.

The attractiveness of PWA groups as service providers is also economtic.
As pregsures to move services to less costly infrastructures are increasingly
felt throughout the world, community groups provide tempting alternatives
to funding hospitals, cutreach workers, and traditional public health cam-
paigns. The relationship between PWA groups and funders can also be con-
tentious and divisive. PWA groups often start with minimal financial ro-
sources, usually contributed by the members themselves. The arrival of
external funding—particularly on a large scale—to a PWA organization can
have considerable impact on the group. The need to meet funding criteria
can change, even distort, the rationale and priorities of the organization, In
some cases, pressures——both positive and negative—can lead to the “pro-
fessionalization” of PWAs, with considerable consequences, particularly in
relation to the distribution of power witkin a group.

The potential and risks of “self-help™ organizations in developing coun-
tries is illustrated by the experience of an association of PWAs created i
a West African country in 1994, The founding of the group was linked o
the presence and prowmotion of anonymous HIV testing as a prevention
strategy, itself a controversial approach. With some instigation from the
director of the testing program, the PWA group was founded by a smali
group of young people with HIV who felt impelled to “come out into the
light,” both in response to their own personal experience of isolation and
because it was still too easy to deny the reality of the disease in many
circles. The group's founding occurred when three young people declared
their status at a meeting on AIDS involving government representatives s
well s multi- and bilateral aid agencies. The interest of donors was spa-
ked, and the minister of health promised that they would be welcamed
the headquarters.

Subsequently, the group beeame an official association, complete with §y-
laws and officers. Enthusiastic donors funded the organization 1o undertake
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prevention and care activities: members offered their testimonies through
fora and education activities organized by the National AIDS Control Pro-
gram and other NGOs, and “fold” activities were undertaken. The articulate
founding members gained notoriety and were quickly identified as national
and international representatives of HIV-positive people, a respousibility in-
volving frequent travel (paid for by donors and other NGOs) to conferences
and meetings around the world.

Although they lack headquarters, the association has an office within the
National AIDS Control Program (NACP). In weekly meetings-—for which a
stipend is received—members report on conferences and prevention activ-
ities, as well as speciflc cases. In reality, however, little can be done to
address issues that arise, other than to offer supportive counseling—a situa-
tion that often ends in frustration and anger directed at those in power and
perceived to be indifferent.

Although the overall mission of the group {to provide support to PWAs
and to reduce their sense of isolation) is retatively clear, its exact goals and
strotegies remain vague. Some members emphasize the urgent need for jni-
vidual material assistance-—such as medicines and housing—and see mem-
bership as a way of ensuring privileged access to such vesourves. Others
emphasize that it is the association that reguires more facilities—including
a headquarters, office equipment, and a drop-in center—ideas are already
expressed in the organizational chart which contains an extensive tree of
executives, commitiees, and subcomunittees despite the lack of structure in
the organization's current work.

Thus, in just over a year, divisions are apparent both within and outside
the group. PWAs speak openly ahout how they must be “in” with the asso-
ciation's core group, articulate, young peuple who are often attending con-
ferences where they seek additional support. Furthermore, the locally based
donor communily—who had pushed for funding for this PWA group—is
increasingly disappointed. One representative, who had hoped that the
group would break the complacent Consensus that had settled around AIDS
in the early 1990s, now expresses her deep concern that donor interest in
the group has somehow destroyed solidarity and stified initiative. Of pastic-
ular concern was her impression that individually, the women in the asso-
ciation had strong ideas and initiative, but coltectively, the women were
silenced by the overall power dynamics.

QOverall, although some evolutionary experiences of seif-help groups are
mirrored by those of service delivery organizations, others are unique to
such bodies. Both types of organizations face the challenges of “profession-
alization,” expansion and changing external climates. However, the sensi-
tivities surrounding issues such as power structures, avoiding conflict of
interests, and agreeing on systems for resource allocation, are heightened
whetn members are both The governors and the peneficiaries. As self-help
groups wature and evaluate their irapact, they often fuce growing pressure
(frora both within andd vutside) 1o become servive providers—a move that
can fundamentally change the pafure of their organizatinn, its goals, and
waork {(Box 32-3).
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Empowerment and gay community in Australia
GEOFFREY WOOLCOCK AND DENNIS ALTMAN

The contrasting approaches of societies and governments in responding to the AIDS epidemic is
intriguing. For example, Australia’s response has been fraquently touted as a mode! of effective com-
munity empowerment. The relationship amang community agencies, heaith and medical institutions,
and lederai and state governments, populady referred to as "The Partnership,” centinues to serve as
the basis for the implementation of the Second National Strategy (1993—1936) and the proposed thirg
national strategy.” This document consotidates the spirit of cooperation among different stakeholders in
society as part of a collaborative effort to reduce the annual number of new HIV infections to fewer
than 500 by 1986. The affected communilies have been at the forefront of these efforts, arguably the
pivotal factor in ensuring a swift and efficient response in Austrafia.

in Australia, as In other western countries, the great majority of early HiV infections were transmitied
through homosexual intercourse. In Australia this remains true; in 1994 homosexual intercourse was
involved in 82 percent of reporied infections. The gay community throughout Australia was the primary
activist group and source of initial information about AIDS. They were also the principal sources of
support and creativity for the prevention and education-basad community cooperation model, which
fought successfully to establish a legitimate place alongside the traditional medical contain-and-control
rmodel championed by conservative forces. in this struggle, they wers substantially assisted by the
critical decision of the Federal Health Minister to fund gay community-based programs as the primary
means of prevention. Prominent and politically active members of the gay community also became the
leading figures in the work of AIDS Councils to complement the work of the broader, non-political gay
communily regarding care and support services.

Other affected communities created their own representative organizations, including the Austrafian
IV League (injecting drug users), the Scarlet Alllance (sex workers), the National People Living with
AIDS Cealition, and the Haemophifia Foundation. Al played critical roles in framing and shaping policy
and program responses and in ensuring that community groups remained the most effective and
appropriate disseminators and education and preventive messages. The success of these proactive
policies has in turn established a platform for the empowerment of various other sectors of the commu-
nity facing the epidemic. As a resuft, some of the most innovative peer education and treatment and
care programs in the industralized world have been developed and implemented in Austrafia.

The concept of community devetopment has underpinned most of the effective strategies. This em-
phasizes health belief principles, empowering people to develop their own skills and to have the confi-
dence to identify health concemns and then fo develop appropriate programs. in adopting this model,
however, most of the successful sducation programs in Australia have also recognized the need to
enable individuals and communities to work loward changing the broader social and political context.

These developments have not emerged without some tensions. Official recognition of the comatu-
nity sector in government committees has been taken further in Australia than in most countries;
accordingly, a number of gay men now have a legitimacy and access o government unimaginable
before the epidemic. This has led 1o fears of co-option by the stale, and the emergence of Austratian
chapters of ACT UP in the early 1990s was in part fueled by frustration at the perceived accommoda-
tiomist stance of the AIDS Councils. indeed, because the AIDS Councils have become large service
delivery organizations—the largest, the AtDS Council of New South Wales, has about 75 full-time
statt—their dependence on government for funding raises questions about how successiutly they
might resist governmeni prassures.

Furthermore, there is a danger that the autoromy won by HIV/AIDS community-based organizations
{CBOs) in Australia over the past decade wilt mask the problems that the communily sector faces at
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present and for the future. The changing nature of the epidemic poses greater demands on both
governments and community groups, but inevitably it is the fatter that wifl continue to bear the brunt of
the political shifts in priorities. Some of the problems that have aemerged in Australia aver the first few
years of the current decade inciude:

+ the growth of professionally staffed HIV/AIDS CBOs, which has reduced the impact of the role of
volunteers and has raised problems in relation to meeting the wishes and needs of the affected
communities

« the increasing bureaucratic nature of CBOs as they adapt organizational structures similar to
those of their funding badies, potentiatly reducing the capadity to respond rapidly to the changing
needs

« the lack of ability to meaningfully inveive HIV-positive peaple in the work of CBOs

« the tansion between those who see CBOs as principal advocales for clientele and service deliv-
ery and thoss who view the CBOs primarily as political lobbyists

« the nature of identity in defining the constituency, and thus the commitment, of CBOs

« the escalation of efforts by other public health sources to channel scarce resources into other
pressing health issuas {e.g., breast cancer) and hence, the need 10 ensure ongeing funding

« the lend loward complacency. apparent in the assumption that the effective education work
among homosexual men does not necassitate continual funding

« the concern about the sustalnabillty of informed social research guiding prevention and care
programs in CBOs

Many of these concarns have been addressed, if not resoived, in the debates currently taking place
around a third national strategy. Australia’s development of peer education and organization within the
gay and PWHIV/AIDS communities has had some influence in Southeast Asia, where a numbes of
AlDS/gay groups have developed close finks with their Australian counterparts. The provigion of some
Australian government money for “partnership programs” with groups in India, indonesia, Malaysia, the
Prilippines, and Thailand has made it possible for groups to exchange ideas, programs, andg person-
ne!, and has been a factor in the emerging assertivaness of gay groups in Asia over the past few
years.

In Australia, the nature of empowerment as a driving force in the fight against HIV/AIDS has altered
significantly. Emphasis has shifted from buitding self-esteem and community development processes
to a position in which CBQOs are increasingly adopting a more professional structure replicating those
of the state. The focus on empowerment is increasingly shifting to communities of people living with
HIV/AIDS. In fact, their organizational structure is largely based on a modet of “coming out” and self-
arliculation, directly derived trom gay politics. Their growing assertion and ieadership role highlights
the fact that the potential emplowerment of marginalized groups and their participation in ali forms of
decision-making is a great achievement whose potential remains undiminished.
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White some PWA groups in Ausiralia, North America, and Western Eu-
rope have had unprecedentod success in molding science and public health
puliey {and even the agendas behind research Funding), this has been much
less g0 where PWASs are severely marginalized (whetlter by the same strue-
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tural conditions that underlie poverty or gender invquality or by more AIDN.
specific discrimination). For example, PWA groups in West Africa have 1.
mained silent on a karge multicenter clinicat trial of AZT versus placebns iy
pregonant African wormen at the same time as their counterparts in Europ
and America protested against the same trial; the African PWA groups sin.
ply do not have the expertise or access to the knowledge and resourcos
necessary to affect local scientific rescarch, especially whet that research iv
driven by international research agendas.

Such experiences provide evidence that funding PWA uvrganizations is ny
a panacea in the fight against AIDS. However, these complexities should no
detract from the many positive examples and contributions of PWA groups
that continue to emerge throughout the world.

The proliferation of NGO activities on AIDS and the dilemmas of
funding

Why are NGOs now being supported? Is it due to prevention (and care?;
success stories and to their proven efficacy and efficiency? Or is it due 1o
the desire of ODA bodies to spend less for maximum pelitical advantage?

Governments have not always been willing to fund generously NGOs for
AIDS work. With few exceptions, NGOs, governments, and intergovernmen-
tal organizations responded to AIDS with remarkable independence from
each other from the early 1980s uatil about 1987, If they did anything in
response to HIV/AIDS at all, most governments {argely restricted themselvog
to provision of care to the very ill, and to traditionat public health respouses
of surveillance and infection contro} for blood. The intergovernmental re-
sponse was largely restricted to WHO, which created a sectoral AIDS pro-
gram focused on both international public heaith functions like epidemiol-
0gy, and on technical advice and advocacy to mobilize national
governments. As noted, NGOs typically pioneered home care, counseling,
and prevention work, most notably inventing, adapting, and promulgating
the potion of “safe sex.”

In the iatter half of the 1980s, these relationships began to change. NGO
activists got to know each other at meetings and conferences, and they
began to form networks and federations {ircluding notably what has be-
come the UK NGO Consortium on AIDS, a federation of international NGOs
working on development from within the United Kingdom; arcl the first in a
series of Brazilian NGO networks). This process wus encouraged by WIIO/
GPA who, among other measures, organized the first meeting of AIDS NGOs
in Vienna in 1988 which resulted in a declaration and the creation of the
International Council of AIDS Service Organizations (ICAS0). As these net-
works charactenistieally work to ensure three functions: sharing informn-
tion on successes and failures in AIDS work; cooperating on advocacy work
on such broad issues as human rights for people infected with HIV: wul
lobbying for funds and other support [or NGOs from governments and fatee
governmental organizations.

Over the same period, bath govermmental and intergovernmental organi-
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zations began to increase cooperation with NGOs in poticy development
and, crucially, by passing along grants 67 contracts of public funds to these
private organizations. (It is important to note, however, that this coopera-
tion proceeded much more slowly in the United States than in Europe.) The
trend towards subcontracting activities and granting public funds outside
the appuratus of the state accelerated quickly, probably in response to
lobbying by NGOs, in recognition of the relative successes and advaniages
of NGOs, and in pany countries as part of a broader ideotogical shift to-
ward the privatization of state functions.

Rapid increases in public funding of private organizations had 2 consider-
able impact on the effect of NGO activity on AIDS. Some community organi-
zations that had struggted to deliver services using volunteer gesources rap-
idly expanded their scope. Thus, more and more communities arcund the
world benefited fromt locally delivered AIDS services. Groups involved in
AIDS services differentiated into the “haves” and *have nots,” and countries
with public funding for NGOs (either by local governments or international
aid donors) quickly saw their NGO sectors eclipse those of countries where
no such funding was available. New intermediary nongovernmental organi-
zations and networks were created to capture, manage, and make more
efficient these public funds {at a transnational level, carly cxamples in-
cluded the AIDS Communication Project (AIDSCOM) and the AIDS Techni-
cat Support Project (AIDSTECH), which administered some USAID funds
for developing countries untit the launching, in 1991, of the AIDS Controt
and Prevention Project (AIDSCAP), implemented by Family Health Intema-
tional. A more recent example is the International HIV/AIDS Alliance in Lon-
don. Other existing NGOs, mativated by the growing importance of ATDS, as
well as by their instinct to respond to new funding sources (both service
deliverers and intermediary groups), also sought and received grants and
contracts. Community AIDS groups founded and run for years by volunteers
began to resent the arrival of “professional” NGOs like the international
CARE federation or ENDA Tiers Monde, perceived as having arrived on the
scene with generous govemment support.

Funding trends and their impact on NGOs

The first edition of AIDS in the World pointed to the importance of ASOs
and other NGOs, and their pioneering role. Current data refiect a constant
increase in NGO involvement in the epidemic, as well 43 in net increases in
resources granted to NGOs. Developing country governments still receive
far more grant assistance for AIDS work than NGOs, but such grants (o
governments are declining and are heing offset by World Bank lending to
governments {or AIDS (sve Chapter 35). I industriatized countries, the
same goveenments that are increasing aid to devetoping world NGOs for
AIDS work are custing back on funding for domestic groups wolved i
prevention and care. Revent data on the transfer of resources 10 NGOs also
hides other trends. According 8 i SUDVey of overseas developmend ngencies
and government nativnal AIDS programs (GNAP) $40.3 million of the %226
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million support delivered by donors in a year circa 1993 went to NGOs iy
developing countries-—in addition to indirect support aliocated through
NACPs (see Chapter 33).

Development assistance funds ure increasingly controled at the natiotiaf
level—limiting central funds available to international organizations, white
not necessarily increasing access to resources for locat NGOs. There is also
a decline in the amount of funding available for AIDS-specific activities or
organizations. Also, as the pursestrings tighten, ODA badies are becoming
notably more likely to fund “safe,” tried-and-tested NGOs as opposed to new
organizations. “The world inhabiteg by CBOs is no different than that of the
private sector: those which already have visibility and resources are
awarded more.™ This scenario has undoubtedly increased the challenge
faced by small-scale CBOs in terms of accessing even small allocations of
resources and funds, as well as intensifying the tension between “upstart”
AIDS-specific groups and more established development organizations as
they compete for diminishing resources.

In response to the changing funding and political climates, different
models and mechanisms have been developed to support NGO responses to
HIV/AIDS. In 1989, the World Health Organization Global Programme on
AIDS first established a grant program whereby local groups were to be
supported through international NGOs {the Partnership Program}, and then
had considerable success in encouraging national AIDS programs to set
aside 15 percent of their budgets to be made available in locally adminis-
tered grant funds for local NGOs. Mare recently, in December 1993, the
International HIV/AIDS Alliance was established as a means to provide
CBOs with local access 1o resources and to ensure that donor money could
reach communities in need. The aliance channels interrational resources to
“linking organizations”—bodies coordinated by {ocal leaders in areas such
as health, NGOs, and development. A linking organization would make deci-
sions about lacal priorities and function as an NGO support mechanism—
allocating resources to CBOs as well as playing an active part in the NGO
sector’s response to HIV/AIDS.

It is difficult to discemn a coherent logic to donor actions in supporting
NGOs for AIDS work. Stated policies often differ from actual allocation of
funds, and one of the few safe generalizations that can be made is that
donors are consistently concerned about being identified institutionally with
particular projects, angd are thus hesitant about multilateral and cooperative
efforts. Ironically, while many Bovernments start supporting NGOs as a way
to reduce state expenditure on HIV/AIDS, successful funding programs tend
to result in articulate constituencies that demand expanded public services
in health and health promotion.

While it is difficult to ielentify indicators of NGO suecess, assessing the
impact of donor support. is also guite complex. Donors are only too aware
of NGO criticisms—of dictating locul responses, tlooding nascent gronps
with funds, insisting on inappropriate overly technical programs, and of
lack of accountabitity to toeal people. Nevertheless, with some support
from outside, community groups can be remarkably effective. This is espe-
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cially true in countries that do not yet have widespread HIV/AIDS epidemics
and where NGOs working intensively with smaill but vuinerable populations
may curh the spread of disease. Providing NGOs with local access to appro-
priate resources can enable them to play their full role of providing care
and support and saving lives.

Relations between NGOs and goveraments

A strong national response to HIV/AIDS in any country requires a dynamic
alliance among community groups, government, and the private sector.

Governnients are typically in the best position to monitor trends in HIV
infection, to ensure consistent supplies of guality condems at a national
level, to strengthen health care practitioners’ capacity to recognize and treat
STis, and to promote the respect of human rights, especially for vulnerable
populations. Governments also have a unique opportunity to teach about
HIV/AIDS, STis, and sexuality to young people in schonls.

Private sector companies are often responsible for providing health care
and health information to their employees. Private sector leaders can also
set an example for others by encouraging HIV/AIDS services in the work-
place, by not discriminating against people living with HIV, by calling on
governments to act responsibly, and by supporting community groups.

A cooperative relationship among NGOs, governments, and the private
sector is required on an international level. NGOs not only share lessons
learned across borders through their networks but also push institutions
like the United Nations to pay more attention to the importance of human
rights in HIV/AIDS work, and lobby international companies to be global
leaders in offering prevention and care services, and ensuring non-
discrimination in the workplace.

Responses to HIV/AIDS have demonstrated both the advantages and the
disadvantages of cooperation between governments and NGOs. Close liai-
son has provided NGOs with access to both influence and resources, help-
ing them to piay a full and recognized role in shaping and building an inte-
grated response. There is, however, a delicate balance to be achieved. Too
close liaison has sometimes limited the independence and dynanism of
NGOs—affecting their flexibility, as well as their access to support from
nongoverumental sources.

NGO efforts in response to HIV/AIDS are not immune from existing na-
tional and regional issues and politics. In the UK, for example, the initiat
delay in the government response was partly attributable to the association
of HIV/AIDS with controversial issues such as drug use and homosexuality.
in Africa, addressing HIV/AIDS often involves sensitive cultsral issnes—
such s polygamy and wife inheritance-—which governsnents do not want to
be seen to chaflenge. Whils effective NGO responses typically work within
traditional stretures of individua convmunities or tribes {or subcultures),
some pationad govermaents are striving o promote “generic.” national cul-
tures. According to Alfred J. Fortin, “This state legitimisation strategy has
the potentiat to undamuine AIDS provention efforis that stress involvement
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with the authority structures of tribal communities.™ Officials in both Ui,
d'Ivoire and Kenya, for example, have hesitated to endorse or Suppart .
ally identified NGO activities on AIDS, with the Kenyan progra being dilis
ered mostly in the two official state languages, English and Swabhili.

Other governments seem willing to allow NGO activity to flourish in many
langnages and discourses, from Uganda’s twenty-two language AIDS posteps
to the Netherlands’s tailored programs for sex workers of particular ethyi
backgrounds.

Sustaining community action on AIDS

As the HIV/AIDS pandemic progresses, Funders are increasingly supporting
established organizations—such as women's groups—to becomne involved
in AIDS, rather than asking AIDS service organizations to serve broader
populations. There are valid arguments for this Strategy; such organizations
may have better, more specific community connections, and more sustaii
able approaches, than AIDS-specific groups. Nevertheless there is consider
able concem that the wealth of experience gained by AIDS service organiza-
tions will be lost, and that groups will have to repeatedly leam basic lessons
through trial and error. More insidiously, dorors can use the rhetoric of
empowerment and solidarity with affected comraunities, while publicly mis-
representing funding reductions as increases. One solution is to ptit pres-
sure on donors to differentiate funding for AIDS activities that are infe-
grated with other programs, but that can be tracked and evaluated, from
funding for “AlDS-related activities,” which often describes programs that
contribute to reducing HIV vulnerability, but that were being funded long
before the HIV/AIDS epidemic began.

The lessons leamned from over a decade of experience of NGOs in the
fight against AIDS wust not be lost. When they develop policies, practices,
and expectations about “NGOs" as a nondifferentiated group, governments
and intergovernumental organizations risk undermining many of the unique
contributions to be made by NGOs. The efforts of AlDS-specific and non-
AIDS-specific organizations can be complementary—mutually reinforcing
areas of expertise, experience, and access.

The HIV/AIDS pandemic, and its attendant trauma and loss for individ-
uals, families, and communities, is with us for many years {0 come. Comiumiu-
nity action is an efficient way to deliver prevention, care, asnd support ser-
vices. For an effective and sustained response to HIV/AIDS, people cuimot
rely too much on outside experts. Communities need to take control them-
selves, communicate messages among themselves which are understood
and respected, follow their own leaders, and take actions that are appropri-
ate and effective,
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The Private Sector: How Are Corporations
Responding to HIV/AIDS?

BEA BEZMALINOVIC

An enlightened business commmity can provide critical teadership and helj
catalyze political will to deat with issues affecting the labor furce, the econ-
omy, and the welfare of the nation as a whole. In the context of HIV/AIDS,
the private sector can contribute effectively to prevention efforts for em-
ployees; to the provision of heatth care and social support to workers and
their families; to advocacy for broader government actions on AIDS; and to
philanthropic actions.

The workplace has been considered an appropriate and effective setting
for HIV prevention programs. Fears and misconceptions about AIDS can be
alleviated, discrimination against people with HIV can be prevented, man-
agers can be helped to deal fairly with HiV-infected workers, and employees
can be educated te reduce their risk for HIV transmission. These efforts
may help corporations contain and even reduce other costs related to treal-
ment and health insurance, decreased productivity, and “de-skilling” (the
loss of workers with specific training or skills), or retraining of the work
force.! In many countries, workplaces also provide a unique opportunity Lo
provide accurate infommation about HIV to sexually active adults who
waould be difficult to reach through other channels.

According to the World Health Organization, workplace HIV/AIDS poli-
cies should address a range of issues in order to create an environment
conducive to promoting the health and human dignity of workers™ (see
Box 33-1).

BOX §3:1..

Workplace guidelines on HIV/AIDS

A. Persons applying for employment: Pre-employment HIV/AIDS screening as part of the assass
ment of fitness o work is unnecessary and should not be required. Screening of this kind refers o
direct methods (HIV testing) or indirect methods (assessment of risk behaviors) or to questions about
HiV tests already taken. Pre-employment screening for insurance or other purposes raises serious
concerns about discrimination and medits close and further study.
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g. Persons in employment:

1. HIV/AIDS screening: HIV/AIDS screening, whether direct (HIV testing), indirect {assessment of risk
pehaviars), or asking guestions regarding tests already taken, should not be required.

2. Confidentiality: Confidentiality regarding alt medical information, including HIV/AIDS status, must
pe maintained.

3. Informing the employer: There should be no obligation of the employee to inform the esmployer
regarding his or her HIV/AIDS status.

4. Protection of employee: Persons in the workplace affected by, or perceived to be allected by HIv/
AIDS, must be protected from stigmatization and discrimination by co-workers, unions, employers, or
ciients. Information and education are essontial to maintain the climate of mutual understanding nec-
essary to ensure this protection.

5. Access to services for employees: Employees and thelr families shoutd have access to informa-
tion and educational programs on HIV/AIDS, as well as lo relevant counseling and appropriate referral.

6. Benefits: HiV-infected employees should not be discriminated against including access to and
receipt of benefits from statufory social security programs and occupationatly related schemes.

7. Aeasonable changes in working arrangements: H1V infection by itsell is not associated with any
limitation in fitness to work, if fitness to work is impaired by HiIV-related iilness, reasonable alternative
working arrangements shoufd be made.

8. Continuation of employment refationship: HIV infection is not a cause for termination of employ-
ment. As with many other illnesses, persons with HiV-refated iflnesses should be able to work as fong
as medically fit for available, appropriate work.

9, Flrst aid: In any situalion requiring first aid in the workplace, precautions need to be taken to reduce
the tisk of transmitting blood-bome infections including hepatilis B. These standard precautions will be
aqually effective against HIV transmission.

This box was axcerpted from WHO/Globat Programme on AIDS. Sfatement on the Consuitation an AIDS and the Workplace.
meeting oa June 2729, 1988 (Geneva: WHO, 1998}

et e s e TR T Lt EL I ORARIN I IE T

However, relatively few corporations have addressed [HV/AILS in their
programs and policies. For example, 3 1994 survey of 794 U.S.-based frms,
including wany large multinational corporations, found that only 32 pereett
had an AIDS awareness program, less than half (49 percent) offered AIDS-
related services through their employee assistance program (EAP), and only
19 percent trained supervisors and managers 1o deat with HIV/AIDS!

AIDS in the World If surveyed selected national and multinational corpo-
ratinns to detenmine how and how well covposations with HIV/AIDS pro-
grams were atkdressing issucs related to HIV/AIDS in the workplace, The
corporate vespondents included: Anglo-Antericun Corporation of South Af-
ricit, Avon Products, Banco de Brasil, Botswana Meat Commission, British
American Tobacco (ompany, Lid., Debswana Diamond Company. First Pa-
citic Company. Lid., Heineken NV, Gold Fields of South Afdca, Lid., Inlema-
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tional Business Machines {IBM), Kgalagadi Breweries, Matsushita Heaiih
Care Center, Metro Pacific, Nestlé, Polaroid Corporation, Saison Palew.,
Schlumberger, Shatt Internationai, Sony-11.8,, Southwestemn Bell, Sun Lif.
Syntex, IM-Thaitand, Tata Iron and Steel Company, Ltd., Volkswagen a0
Zambia Consolidated Copper Mines.

Employee assistance brograms and services

Traditionally, employee assistance programs (EAP) and services have beey
developed to deal with problems such gs alcoholism, drug use, or mengat
disorders that affect workplace performance.s Survey respundents reported
that in most cases {13), management leadership provided the impetus fur
developing HIV prevention programs and policies (other surveys have sug

respond”),
Corporations generally have responded to HIV/AIDS by creating or nux}

However, few corporations have extended their activities to include HIV.
specific services beyond individual counseling and referral, For example,
only six of the corporations with HIV education programs organize support

not distribute condoms at any work sites. Corporations operating in devel-
oping countries were more fikely to participate in community education
activities and to distribute condoms in most work sites.

Corporste policies regarding HIV/AIDS

The responding cotporations appear better prepared to provide support ser-
vices fur personal or health-related concerns of employees with HIV than to
address the managerial or work-related policy issues that arise when an
employee is HIV infected. Corporate policies should provide guidance to
maragers; respondents’ reports on major policies an hiting and promotion
and the accommodation of HIVinfected employees raise some concem

about policy design and implementation,

Hiring and promotion

Virtually none of the corporate respondents have a policy requiring an HIV
test (25) or CD4 count (26} as part of bre-employment procedures. How-
ever, only two corporations explicitly prohibit such tests as employment
requirements. Twelve corporations (44 bereent} also have written policies
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regarding training and promotion opportunities for employees with HIV and
AIDS.

Accommodation of HIV.infected employees

Are employees with HIV/AIDS allowed to continue to work and in what
capacity? Most respondents reported that HIV-infected individuals are al-
lowed to continue in their current Job as long as feasible and can be trans-
ferred to more suitable workplaces if necessary. However, respondents did
not have a stated policy regarding work-related travel (24; 88 percent) or
long-term assignments abroad (22 or 81 percent) of HIV.infected individuals.
The majority (13; 48 percent) of the corporations surveyed did not have a
policy of conducting work performance assessments for employees who are
ill or disabled, Presumably, such decisions are made on a case-by-case
basis. Among the 11 corporations that did evaluate performance of HIV-
infected workers, most did so as part of routine evaluations simiar to those
conducted for every employee.

Creating policies is only the first step. These policies must be clearly com-
municated to ensure clarity and compliance. Sixteen of the corporate re-
spondents (52 percent} provide managers with specific training in HIV/
AIDS, but only three corporations {13 percent) reguire managers to partici-
pate. Given the complexity of issues associated with HIV/AIDS, managers
may need special training to ensure confidentiality, accommodation, and eq-
uity in regard to employees with H{V/AIDS. ™

HIV/AIDS prevention programs

Nearly ali (23; 88 percent) responding corporations had at least one type of
HIV prevention program. Corporate prevention programs frequently use
brochures and posters to gdistribute written information to enaployees. Inter-
active educational presentations and discussions are less commonly uti-
lized. Most corporations (21; 88 percent) consider staff attendance at FIV/
AIDS programs vohintary,

Few corporations have extended their efforts beyond reaching workers.
Onjy seven corporations (30 percent} worked with conununity groups or
others outside the workplace. Contact with governimental entities is also
sporadic. Currently, more than half the corporate respondents (16; 60 per-
cent) report that they coordinate policy and programs with the government
of the country where the corporation is based, but only five corporations
(19 percent) also work with governments where nondomestic operations
are located. A minority of corporations, mostly in Africa, report that they
work closely with the local goverrument or NGOs.

Management information needs

Respondents reported that most managers have aceess to generul informa-
tion on HIV/AIDS; 16 (60 percent) receive information o statistics on HIV/
AIDS from either the local ministey of health, the World Health Organiza-
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tion, or through other journals and newspapers. Nevertheless, munagers
lack information on critical workplace-related issues such as program efti-
cacy, specific information on local conditions, and costs of HIV and ey

prevention programs,

Program efficacy

Few corporations {8, 38 percent) have performed a formal needs assess
ment prior to initiating an HIV preventionr program. Corporate HIV prever
tion programs also tend to be informally designed, and fewer than half (L3
48 percent} have been formally evaluated. Among corporations that have
evaluated their programs, surveys of knowledge, attitude, and practices
were most frequeatly used. Although rapid and easy to administer, they
have limited capacity to measure accurately behaviora! changes.

Financilal information

Managers do not generally collect information about the direct and tnelirect
costs of HIV/AIDS or the potential cost-savings of HIV prevention programs.

Summary

With some important exceptions, the corporate sector is just beginning to
respond to HIV/AIDS in the workplace. The corporate sector has also orga-
nized to address challenges presented by HIV/AIDS by creating business
coalitions in countries including the United Kingdom, Thailand, Brazil, and
South Africa.’ Currently, business coalitions focus on coordinating efforts at
a national level, sharing experiences, and disseminating information to
members. These business coalitions have the potential to be powerf{ul
forces in organizing the corporate response to AIDS and influencing the
nature of their response (Box 33-2).*

Given the number of employees and workers worldwide, it is clear that
prevention programs ir the workplace and policies on HIV infection and
infected workers can contribute importantly to the global response to HIV/
AIDS. However, many corporations and smaller businesses have not thus
far developed or systematically applied guidelines and models for work-
place HIV/AIDS poticies and programs. In addition, the specific issues raised
by HIV/AIDS may require a substantial rethinking of broad and traditional
health and work policies and programs.

While the private sector can clearly do more within the workplace setting,
including outreach to households of workers, their potential contribution
extends far beyond the workplace. In many communities, business leaders
are de facto leaders of public opinion.

*An incomplete list of enalitions would inchide: the AIDS Congortium in Brazil, the Natiooa!
AIDS Coordinatian Geganization of india, the National AIDS {onvention of Sonth Afriew, Gie
Thai Business Coalition In Trailandt, the AIDS Information Clearinghouse in Uganda, the Dusi-
ness Exchange on AIDS apd Developmient (BEAD) Group in the United Kingdom, and the
National Leadership Coalition and New England Consortium on AIDS i the United Stes.
More information on internationad AIDS organizations and coalitions can he obiained from the
Business Responds to AIDS Program at the Centers for Discase Control (CDE)Y by eadfing
1-800-458-5231 or writing BRTA Resonreo Service, PO. Hox 8000, Rockville, Maryland 20800,
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Corporate response to AIDS in India
A K. GANESH AND S. SUNDARAFAMAN

The socialist era in india contributed to the formation and strengthening of tabor unions and collec-
tives. India has a farge unemployed skilled labor force and a vast unskilled and semi-skilted labor force
migrating from rural areas and the primary sectors of agricuiture, in addition to labor displaced under
the new economic agenda. Corporations believe that replacing labor lost to AIDS or infected with HvV
will be fairly easy in India and therelore tend to dismiss HIV as another manageable issue while
danying the crisis status of the explosion of HIV infection in india.

Thus, respenses to HIV/AIDS in the corporate sector remain infrequent and limited. Welt-developed
business and trade forums, notably the Contederation of Indian Industries (Cll) and other associations
in which industrialists and industrial managers are members, such as the Rotary Club, the Lions Club,
and the Round Table movement, have for decades nurtured social action. Recently, the Cll indicated a
collective corporate response to the AIDRS pandemic, albeit on a small scale.

In 1990 the AIDS Research Foundation of India initiated a blue-caliar HIV/AIDS education program
pased on a health education model developed with support from Family Heaith International Research,
Triangte Park, Nosth Carolina, U.S.A. The program employs smalt group dynamics and centers around
nshavior change. The program also assists management in developing systematic and noncoercive
HiV workplace policies, including coping with HIV in the workplace, information on safe blood supply,
stafl (including family) orientation to HIV and AIDS, provision of condoms and other commodities that
assist in the prevention of HIV within the workplace, and voluntary HIV testing.

Corporate support for the AIDS Research Foundation of India Program has varied; ANZ Grindlays
Bank made meeting space available for NGO training; a travel service befonging to a large industrial
group in South India offered subsidized rates; the first Asian display of the Namaes Memorial Quiit at
Madras in 1991 would have been impossible but for generous contributions by locat business houses.
industrialists, acting coliectively through Rotary Clubs, have supported a rural outreach education mo-
bile, a sexually transmitted disease (ST1) cfinic for truckers, and a mobile STi clinic, and have spon-
sarad small events and provided office equipment. Finally, young entrepreneurs have offered to recruit
people living with HiV who have been deprived of their employment on account of their infection.

To ensure the active involvement of the corporate sector in HIV/AIDS prevention and conisol, india
urgently needs a catalyst, a multisectoral forum consisting of NGOs, comporations, and reprasentatives
from the government, to influence corporations to respond positively to the prevention and controt of
the HIV/AIDS pandemic and to impress upon the trade and business forums the need for including a
response o AIDS as a social priority.

RS

REFERENCES

t. J. K Barr, J. M. Waring, and L J. Warshaw, “Knowledge and attitudes about AIDS
among corporate and public service employees,” American Journal of Public Health
S2(1992y 225228,

. WEHUO, Global Progranime on AIDS, Guidelines v AIDS and First Aid in the Wark-
place, WHG AIDS Series No. T (tleneva: WHO, 1950).

3. K. Brown and J. Turner, AIDS: Policies and Programs for the Workplace (New York:

Van Nostrandt Reinhold, 1989).
1. American Mapagement Association, “19%4 AMA survey on BIV- and AlDSrefated poli-
cies: Sunuuary of key findings,” AMA News, {1984):3.

=




368  The Institutional Response

5.

8,
7.

D. A Masi, AIBS in the Workplace: A Response Model for Human Resource Manage.
ment {New York: Quorum Books, 1990):63~80.

Amcrican Management Association, 1994 AMA survey”

G. Banas, “Nothing prepared me o manage AIDS,” Harvard Husiness Review (Julys
August 1992%.26--33.

. R. Stodghill, “Managing AIDS: How one boss struggled to cope,” BusinessWeek (Febny

ary 1, 1993):48--56. :

. J. K. Bam, . M. Waring, and L. J. Warshaw, “Knowledge and attitudes about AIDS

among corporate and public service employees,” American Journal of Public Health
8§2(1992).225-228,




34

The UN Response

LISA GARBUS

The UN response to HIV/AIDS has been unique and remarkable in many
respects. Under the leadership of the World Health Organization, a
Global AIDS strategy was launched in the mid-1980s, which assisted
countries in developing national AIDS prograsmis and fostered extensive
international collaboration. In October 1887, the UN General Assembly
held an extraordinary session on AIDS, which led to 2 General Asscinbly
Resolution acknowledging the multisectoral nature of the pandemic and
catling for all parts of the UN system to become engaged in the global
AIDS effort.

Even before 1987, severat important UN agency initiatives were started.
Historically, efforts to coordinate UN activities in any field have been
difficult. Despite agreements on the leadership role of WHO and its rela-
tionship to other agencies {e.g., the WHO/UNDP Alliance), coordination
on policies, strategies, and most critically, on support activities at the
country level became increasingly problematic. In response to these dif-
ficulties, to the expanding pandemic, and to the growing awareness of
the social and political complexity of HIV/AIDS, a new UN-level program
was created. The new Joint United Natiors Programme on HIV/AIDS
(UNAIDS) brings together six agencies belonging to or affliated with the
UN systemi—WH, UNDP, UNICEF, UNFPA, UNESCO, and the World
Bank—under the aegis of a Program Secretariat. UNAIDS hecame opera-
tional on January 1, 1996.

To understand the challenges and opportunities facing UNAIDS, ft is im-
partant 1o know the history of each UN parinership agency’s involvernent
and perspective on HIVVAIDS {see Box 34-1). While new feadership und co-
ordination will be applied by UNAIDS, each ageucy's past will undoubtedly
influence UNAIDS, in obvivus and less apparent wuys.

369



370 The Institutional Response

Why UNAIDS?
PETER PIOT

Many lessons have been learmed from the decade or more of struggie against HIV and AIDS. All point
to the need for an expanded response—a response of greater quality, intensity, duration, and scope.
Experience shows that in addition to focusing more and better quality action on the individual aspects
of prevention and care, we need multisectoral action lo address the societal causes and conse.
quences cf the epidemic, including its complex reciprocal links to hurman development.

Te set an example and lead an expanded response of this kind, six organizations of the United
Nations system have consolidated their efforts in a Joint United Nations Programme on HIVIAIDS. A;
the giobal level, UNAIDS serves as the global AIDS pragram of its six cosponsors: the United Na-
tions Children's Fund (UNICEF), the United Nations Development Program (UNDP), the United Na-
tions Population Fund (UNFPA), the United Nations Educational, Scientific and Cultural Qrganization
{UNESCQ), the World Health Organization (WHO), and the World Bank. At the country level, UNAIDS
can be descrbed as the joint action and collective resources of the COSPONsOring organizations, with
the backing of the UNAIDS central office in Geneva and UNAIDS country and intercountry staff.

The main focus of UNAIDS is on strengthening national capacity for an expanded response—that is,
the capacity of & wide range of national partners trom both government and civil society. Experience
shows that efforts which are limited to one sectos, or which exclude those most affected by the epi-
demic, are likely to fail. Thus, UNAIDS works with government departments and ministries of all kinds,
people living with HIV, communities affected or threatened by the epidemic, nongovernmentat and
community-based organizations, academic institutions and the private sector, as well as bilateral and
intergovernmental organizations. Technical soundness, inclusion, participation, gender sensitivity,
ethics, and respect for human rights are ameng the values and principles that gavern UNAIDS' staffing
and operations and guide its work with national and intarnationai partners,

Mission and roles

As the main advocate for global action on HIV/AIDS, UNAIDS will lead, strengthen, and support an

expanded response aimed at preventing HIV transmission, providing care and support, reducing the

vulnerabillty of individuals and communities to HIV/AIDS, and alleviating the impact of the epidemic.
To this end it has four mutually reinforcing roles:

1. Policy deveiopment and research. UNAIDS identifies, develops, and serves as a major source of
“internationat best practice.” By this UNAIDS means the principles, policies, strategies, and activ-
ities that, according to collective experience from around the world, are recognized to be techni-
cally, ethically, and strategically sound. The Joint Program also promotes and supports biomedi-
cal, soctat science, and operations research on HIV/AIDS, especially research that filis critical
gaps and that promises 1o be of benefil to developing countries.

2. Technical support. Technical support is the operational am of international best praclice.
UNAIDS catalyzes and provides selected technical support in a way that builds on what couniries
have already put info place, and that takes advantage of the body of experience and expertisa n
the most-affected countries,

3. Advoeacy. UNAIDS speaks out for and promotes a comprehensive, multisectoral resgonse that is
sound—technically, ethically, and strategically—and is provided with adequate resources.

4. Coordination. UNAIDS helps coordinate and rationalize action by the cosponsors and other UN
bodies in support of the national response ta MIV/AIDS,
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Objectivas

As this book went to press, UNAIDS had prepared a tirst draft of its strategic plan covering the pericd
1996-2000" and implementation and action plans, with specific outputs, were being developed. In
suppert of the world's goals—preventing HIV transmission, providing care and suppor, reducing vui-
nerability and alleviating impact—UNAIDS has set itself four objectives:

« 1o foster an expanded nationa!l reponse to HIV/AIDS, particularly in developing countries
« to promote strong commitment by govemments to an expanded response to HIV/AIDS
« fo strengthen and coordinate UN action on HIV/AIDS at the global and national levels

» {0 identily, develop, and advocate international best practice

These are actions over which UNAIDS itselt has some control. But in addition, through inclusion and
participation, through & working culture of facilitation, UNAIDS hopes to leverage #ts own limited re-
sources into far greater action, including by pariners nat yet invoived in responding to HIV/AIDS.
Because UNAIDS is built upon partnership, its own success needs to be seen in the fight of the
success of its pariners,
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Table 34-1 provides an overview of key elements for each of the six major
UN agencies listed ahove. While a tabular form limits the amount of detail
presented, it facilitates a comparison of AIDS program missions, primary
clients or interlocutors at the national fevel, and funding and staffing levels.

Table 34-2 presents a cross-agency analysis which summarizes the infor-
mation in Table 34-1. Together, this information provides insight into
the kinds of coordination challenges and opportunities available to the new
UNAIDS program. Melding the interests and capabilities of these six agen-
cies will be difficult, but a truly synergistic, UN-wide approach to HIV/AIDS
could make a major difference in the global AIDS effort and set a new
precedent for global work through the UN system.
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Table 84-2 UN response to HIV/AIDS: cross-agency analysis
WHOIGPA  UNDP Word Blank  UNICEF  UNFPA  UNESGQ

Agency-wide HIV/AIDS strategy document ¥ ¥ ¥
Stated policies on and distiact activities in d v ¢
HIV & human rights
Discrete AIDS program ¥ ¥ ¥ d
Scope of activities:
Prevantion V ] i ¥ ¥
Care ¥ + v v
Research v ¥ ¢ ¥ '
Socioeconomic impact ¥ ¥ ¥ ¥
Externat raview canducted ¥ ¥
Channel funds drectly through govemment High High High Low High Medium
Channst funds directly through NGOs Low Medium Low Madiom Medivm Medium
Funds its own activities in-country ' Low Low Low High Low Low
HIVIAIDS specifically assigned country-based High Medium Low
staff
Systemnalic couniry-based planning and ’ { ¥
ovatuation
Marginal use of government J
Furkting {as a percemage of overalt agency 9%’ 2.40%2 0.38%! 0.43%:* A N/A
resources)
High High Madium Medium
Staffing {as a percent of overalt agemncy staff) 6.90%' 0.43%* 0.22%" 0.07%’ 0.00% N/A

High Meadium Madiurn Low

“Nole: fnformation on UNESCO refers (o ils program on praventive AJDS sducation, which ended in Apri! 1994, Because of the
fimitad data UNESCO made avaifable for this #udy, this table may nct accurately refect all components of that program,

‘From personal commurication with WHOYGPA, Aprit 6, 1904,

"Represents proposed 1932-56 ptanning cycle figures for Yobatinterregional, regional, and courtry HIV/AIDS activities as 2
percentaga of total UNDP 1992--96 anticipated resources.

*Represants cumuiative landing for HIV/AIDS (1986-594) as a percentage of total Bank commitments for FY87-FYg3,

‘Fepresents 1993 approved interregronat AIDS programs’ general and supplemental funds as a percentage of sstimatad 1993
tofal UNICEF resaurces.

*Inchudes overall resourcas, regional, and recently approved country-fevel posts.

‘Based on 13 huli-time equivaients,

"Based on number of approved posts for interregional AIDS program in 1992~93
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International Funding of the Global AIDS
Strategy: Official Development Assistance

MARGARET LAWS

The first edition of AIDS in the World chronicled the evolution of intermna-
tional development assistance funding for HIV/AIDS based on the World
Health Organization's Global AIDS Strategy (1987} and the efforts to fund it.'
This support came from and continues to involve predominantly official de-
velopment assistance (ODA), which transfers funds from the industrialized
donor countries to international agencies, govemmental, and nongovern-
mental (NGO) AIDS programs in developing countries. Official development
assistance is defined as aid administered with the promotion of economic
development and welfare as the main objective; it is concessional in charac-
ter and contains a grant of at least 25 percent?

Official development assistance: donor countries

Twenty-four countries are members of the Organization for Economic Coop-
eration and Development (OECD). Twenty-one of these countries plus the
European Union are members of the OECID's Development Assistance Com-
mittee (DAC) which issues an annual report on overall international finan-
cial assistance to the developing world.?

Development assistance from members of the CECD/DAC to low-income
countries and multilateral institutions increased from an annual total of $7
billion in 1970 (the first year for which data were available) to $60.9 billion
in 1992.* However, while ODA from members of DAC almost doubled in
real terms between 1985 and 1999, disbursements rose only 0.5 percent be-
tween 1091 and 1882 Then, in 1993, total ODA declined for the first time
(by 10 percent) to $54.5 billion {Figure 35-1). In that same year, Japan made
the largest single contribution on record ($11.26 billion), outranking the
United States (39.72 biltion) for the first time. France was the third larges:
donar, with a tolal contributior of $7.91 billion.

The dechning aid phenomeuon is not unique to a particular donor coun-
try. region, or sector; with few exceptions, it has been a gniversal treiud.

*Linless otherwise indirated, financial data in this chapters are expressed in {18, doblars.
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Figure 35-1 Evolution of all development assistance from OECD member coun-
tries, 1970-1083. Source: The World Bank, World Development Report, 1995 (New
York: Oxford University Press, 1995):216.

This decline in development assistance exacerbates an already serious fund-
ing shortfall: in 1970, the United Nations proposed that each country con-
tribute 0.7 percent of its gross naticnal product to development assistance’
Only four of the 21 DAC member countries achieved this target in each of
the years 1990-1993; Denmark, the Netherlands, Norway, and Sweden.
Overall in 1993, only a dismal 0.3 percent of OECD country GNP was pro-
vided as official development assistance.

Unfortunately, neither the OECD/DAC report nor any of the other pub-
lished summary reports on development assistance (e.g., the World Develop-
ment Report) provides detaifed information on the allocation of funds to
HIV/AIDS,

The AIDS in the Worid 1T 1994 financing survey: data sources

There is no single definitive source of information on intermnational and na-
tional contributions to AIDS prevention and control in the developing
world, In 1984 the Global Management Committes of the WHO Global Pro-
gramme on AIDS undertook development of a database on internationat
financing of HIV/AIDS programs, vet as of mid-1995, no financial data had
been released.

Drawing primarily on the results of an international financing SUIvey con-
ducted for AIDS in the World If, this chapter atitempts to address some of
these information gaps.® The ATUS in the World 1T survey collected data on
financing trends from ODA agencies and on their policies and practices for
grant-making decisions. Survey participants were asked to provide data for
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the most recent 12amonth period for which they had coniplete records. Al
respondents provided information from 1992, 1993, or a fiscal year circa
1968, The time period covered by the group of sipvey countries was there-
fore quite broad, a silion complicated by some sgencies’ peovision of
multiyear grant totals. In addition, the 1993 figures should be viewed with
an important qualification: mest large grants span several years, and many
programs tuil to disburse most or all of the funds allecuted during the initial
year of the grant. Therefore, 1993 duta may signiticantly overestimate the
amount of money actually spent in 1993, while data for previous years were
generally adjusted to reflect the actual disbursement pattertt of the grants.

Multilateral and nmulti-bilateral data were collected from WHOAGPA, and
all bilateral data eame directly from donor survey responses. Grants re-
ported in a multiyear format were divided into equal increments according
to the stated years of the project. The resulting figure was used as a l-year
average and then converted into U.S. dollars at the official International
Monetary Fund (IMF) exchange rate for each year. Anaual contributions
were therefore expressed in current 115, dotlars, or the dotlar equivalent of
every contribution at the rate of exchange prevailing in euch year for which
data were collected.

Each ODA agency provided a funding profile, estimating the percentage
of total resources devoted to all development assistance, health and social
development assistance, and HIV/AIDS assistance. ODA agencies were also
asked to break down their annual grants according to funding channels
{multitateral, multi-bilateral, or bilateral) and recipients {international agen-
cies, governments, NGOs, or others). They then provided information on
projected trends in both overall funding amounts and channels through
which AIDS funding will be distributed to developing countries in future
years. The survey also inquired about funding policies, incltuding criteria for
funding of AIDS projects, organization of the agency budget, and tracking of
development assistance funds. )

Data cotlection was complicated by the fact that several countries have
more than one governnent entity involved in QDA; for example, in France,
both the Ministry of Foreign Affairs and the Ministry of Cooperation have
ODA roles. Qther countries may not have a distinet ODA agency bul rather
a department within their ministry of foreign affairs which handles develop-
ment assistance disbursement (e.g., Switzerland and Luxembourg).

A portion of the funds committed to HIV/AIDS programs trom European
countrics flows through the European Undon (Ei7), which serves as a devel-
opment assistance funding intermediary. The EU made available data on
expenditures for HIV/AIDS-related programs tor the period 1887 through
1993; these funds were classifled as multilaterabbilateral. It is important to
ante that in some instonces, these BE data may duplicate fimds reported by
Furopean ¢otnties as bilatersd granks, Foe exanpte, if @ Boropewa connltey
destgnnted furids for an African country but chanpeled the motey through the
£, the funds mighe be roporied by the donor country s a bilaeral grad wo
the African country and also by the BT as o multilderalbilateral grant.

Thus, the AIDS in the World I global financing survey pursued a vartety
of approaches in an attempt to accuratety wack fnding and delvsmine
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Teble 35-1 Twelve DDAs surveyed: contributions to the Globat AIDS Strategg: 1
year circa [H93*

Channel ($U.S. millions)

Country Bilateral Multilateral Muiti- and biatera! (TR

Australia $7.10 $6.53 $0.29

Canada $8.19 $3.07 $0.30

Denmark $2.03 $2.72 $4.07

France $18.50 $1.40 $0.10

Germany $7.81 $1.92 $4.07

Japan $1.00 $4.54 N/A $5.54

Luxembourg $0.99 $0.25 N7A $1.24

The Netherlands $2.70 $2.45 %$0.33 £6.08

Norway $4.58 $2.54 $2.25 5937

Sweden $3.71 $5.05 $1.04 $9.0

United Kingdom $7.76 $8.40 N/A 51808

United States $82.00 $34.04 $1.00 Stir o
Total $145.43 $65.91 $14.05 $225.35
Bercent of total 64.688 29.11 6.21 100.00

*Totat confribution to the Global ADS Strategy, circa 1993 =~ $257.29 milion. Perceat ot this toial
contribuled by e 12 QDAs surveyed - 87.99%. N/A, not avaifable
Source: AIDS in the World it survey.

policy developments within each ODA agency. Despite all obstacles, Jata
presented in this chapter are probably accurate within a 10} percent margin
of error and therefore reflect the real irends in international aid to AIDS.

Survey responses

Responses from 12 countries provided data adequate for analysis: Australia,
Canada, Denmark, France, Germany, Japan, Luxembourg, the Netherlangds,
Norway, Sweden, the UK, and the U.S.. The Russian Federation, Spain, and
New Zealand also returned survey questionnaires but did not report AIDS-
related information in sufficient detail to be included. Together these 2
countries accounted for $226.9 million {87 percent} of the estimued
$267.29 million* assigned to support the Global AIDS Strategy through all
funding channels circa 1993 (Table 35-1). The 12 countries also provided
approximately $49 billion (89 percent) of the $54.5 billion estimated total
ODA froma OECD/DAC eountries to developing countries and muitiluteral
organizations in that year.” Thus, although not entirely complete, the survey
was sufficient to draw the profile of the international aid extended in sup-
port of the Global AIDS Strategy in 1992-1093.

Funding disbursement channels

Schemattcally, the survey examines funding distribwtion occurrng in three
broad channels: muitilateral, multilateral/bilateral, and bilateral (Box 3560
5666 willion, ar approximately 15 percent of te totad nudtilateral and suubtily eradbd

vrnd funding in 1893 cane from the Furopean Unian. These Mnds represent significant aldi-
tional dullars contributed by the survey pamncipants, most notably, Fraee,
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Of these, the multilateral/bilaterat channel requires further examination.
This channel allows QDA agencies to assign funds through WHO {or an-
other UN agency) to a specific country, usually involving futds already des-
tmated by the donor for a recipient country under its overall ODA plan. In
1997, WHO created the wultilateralb/bilateral option to help increase support
fromt ODA agencies for countries in desperate need of resources for AIDS
wuork. For example, through a maultilateraibilateral arrungement, Sweden
could support a naticnal AIDS program in a country in which its ODA
agencey did not have an office.

HOX 38-1
80X 351 Channals of official development assistance and sources of information on AIDS financing
Channel Detinition Source of information
Muttilateral Transfer of funds from an QDA agency 0 Reports from WHO,' UNDPR UNICEF." ang
the UN of any of its specialized agencies the World Bank*
Multiiateral/Bilaterat  Transfer of funds to a specific recipient WHQ reports®
country through WHO/GPA
Bilateral Transfer of funds from an ODA agency toa  AlDS in the World (1992}
recipient country AIRS in the World } survey {1994)
Relerences

1. WHO, Global Pragramuma on AIDS, Tenth Meeling of the Management Comittes, Financial Impieimertation, Funds Available,
anu Obligations Incurred: 1992-1993, WHO/GPAGMC({10) 84.9. Rev t (May 13, 1934},

2. UN Devetopment Program, Govering Council, Anrugl Repod of the Admiristrator for 1992 and Program Related Activities: HIV,
AIDS and Development, final dratt, DP/1993/12 (New York: UNDF, May 1893).

3. UNICEF, LINICEF 1993 Annual Repost (New York: UNICEF, 1993},

4. World Bank, World

Development Report 1993 Investing in Haealth {New York: Oxkeed University Press, 1993).

5. WHO, Glohat Programme on ADS, Tenth Meeling.

6 J. Mann, 0. J. M. Tarantola, ang T. W. Natler, eds . “The Global AIDS Paficy Caatition,” in AIDS in the Worid (Cambridge, MA:
Harvard University Press, 1992} 511535,

7. AIDS in the Waorld I survey (1884).

Funding the Global AIDS Strategy

International funding for AIDS research, treatment, care, and program man-
agement grew steadily from 1986, when the Global AIDS Strategy was
launched, through the end of the decade (Table 35-2). Total funding in-
creased from less than $1 million in 1986, to about $59 million in 1987, to
over $212 willion in 1990-—more than a threefold increase in the 4 years
following the creation of the WHO Global Programme on AIDS. The total
OBA funding assigned to AIDS increased rapidly through (99)); the annual
rate of increase of 127 percent hetween 1HR7 and 1988 then declined to 4-
11 percen during 19901993

Tuking inflation into account, it real decline in international AIDS finane-
itg occarred between 1991 and 1981 Two muin factors may explain the
flattening of the tinancing curve in the carly 1990s. First, the ODA agencles
responded to increasingly competing demands for resources, which were
cosupoundoed by eeonomic recession. Second, donors” conunitment to subsi-




380 The Institutional Response

Table 35-2 Total contributions to the Global AIDS Strategy, 14936~ 100:7

Channel 1986 1987 1988 1989 1950 1541 1992 1993 Tatal
Bilaterat $0.13 $18.30 $39.40 $64.80 $98.90  $125.0t $129.80 S5y Bain _1-
Percent incraase over 158 64 53 26 4 13
price year
Multitateratbilateral $13.21 $30.69 $30.16 $31 58 $23.53 $26.6% $at.14 PR
Parcent increase over 132 -2 5 -25 13 17
prior year
Multilaterat $30.26 $63.42 $65.58 $81.73 $75.00 $75.50 575.69 17
Percent increase aves 10 3 25 -B 1 8
pfior year
Total 301 $58.77 513351 $160.54 §31271  $22354  £031.90 $257.29"  $1.277 qg
Parcent increase t27 20 a2 5 4 3

over priof year

*Amouris are in $U S, miltions.,
‘Provisional figures as of August 1995, these amaunts include rivdtiple year grants extending beyond 1993,
Source: AIDS in the World If Survey.

dizing HIV/AIDS programs—and more generally, internationul developrent. - -
appears to be eroding, which perhaps reflects skepticism about 1he
efficiency and impact of past efforts and/or complacency about the global
HIV/AIDS pandemic. ODA funding figures are shown, by channel, in Tables
35-3, 354, and 35-5.

HIV/AIDS funding trends of major doners

In the early stages of the global mobilizatior, donors channeled most of
their resources throgh WHO, the only multilateral agency that had ew-
barked aggressively on a global program or AIDS. Thus in 1987, WHO/GPA
received $43.47 million, representing 74 percent of the total ODA for AIDS
of $58.77 million. Donors have become dissatisfled with this funding strat-
egy, which relies largely on multilateral channels. Consequently, there has
been a major shift towards bilateral funding since 1990: by 1993 less than
one-third of ODA funding for HIV/AIDS ($79.69 million, or 31 percent of the
$257.29 million total) was channeled through multilateral agencies and over
half was provided bilaterally ($146.49 million; 57 percent; Figure 35-2).

Donor country projections for ODA funding for AIDS-refated assistance
over the next year are shown in Table 35-6. With the exception of Japun, all
countries expected to sustain or reduce their 1993 levels of development
assistance to all sectors. While most reported that grants 10 the health sec-
tor would remain constant, Australia and the Netherlands projected some
Increase. Of the 12 countries responding to the survey, only Japan, Lux-
embourg, and the Netherdands (which together accounted for less than 5
percent of ODA to AIDS in 1993) expected to increase mubtitetors? Gunding
for HIV/AIDS in 1984-1995; seven countries indicated that they intended o
increase or naintain bitateral HIV/AIDS funding while decreasing wulti-
laterat funding in 19941985, Donors displayed a marked trend towands moce
focused bilateral and local project financing in their Tuture stpport tiy IV
AIDS programs.



Teble 33-3  Multilateral contribtions i suppert of the Global AIDS Strategy, 1987 148 ax roportest
in June $982 and May Ipog

Contributions o WHO/
GPA by Country/

ofganizaton 1987 1988 1989 1950 1991 1952 1943 Total
Austratia $000 3633 $038  $069  $022  $0.48 5050 $2.68
Austria $0.05  30.00  $0.03  $003  $0.04  $0.05  $D.15 $0.35
Belgium 000 $0.00 $0.13 $0.52 $0.28 $0.00 3113 $2.12
Canada $3.73 34 .01 F3.80 $7.77 54 85 $4.80 $3.07 832,13
Denmark $2.18 $3.13 $2.96 $3.32 $2.88 $3.05 $2.72 $20.25
Firdand 30.07 $60.99 $0.7G $0.88 $G.88 $0.00 $0.00 $3.52
France $0.17 3033  $136  $109  §120  S$1Mm $1.40 $7.06
Germany £0.08 3079 $0.32 $0.33 $2.59 $0.51 $0.92 $5.54
Itaty $0.00 3000 $1.27 $0.00 $0.43 §0.00 $0.29 $2.04
Japan £0.00 $1.45 $1.75 $2.10 $2.20 $2.40 34.54 $14.44
Huwall $0.00 $3.00 $0.05 30.00 $0.C0 $0.00 $0.00 $0.05
Luxambourg $0.00 55 00 $0.00 $000 $0.00 $0.00 $0.25 $0.25
The Netheriands $3.75 $3.01 $3.05 $3.62 $4.13 34.98 $2.45 $26.29
New Zeafand $0.00 $0.34 $0.00 $0.00 $oCo $0.00 £0.00 $0.34
Norway $1.83 %2.34 $2.30 54.27 $5.78 $3.47 $2.54 $22.57
Russian Federation $0.80 $0.82 3077 $0.82 $0 .34 $0.00 $0.00 $3.55
Spain $06.00 $0.00 $0.00 30.00 $0.60 $0.24 £0.21 $0.45
Sweden $5.06 $14.27 $8.6¢ $16.82 $7.99 $9.48 $5.05 $67.28
United Kingdom $5.19 $8.22 $2.27 $8.47 $8.27 $7.83 $8.40 $53.65
United States $6.64 311.06 $25.65 $20.7) $23.00 32506 $3404 $146.16
UN Development Program §0.15 2.9 $0.28 $0.51 $0.28 $0.14 $0.00 $4.27
iBRD" $0.00 $0.00 $1.00 $1.00 $1.00 $1.00 $1.00 $5.00
Sasakawa Foundation $0.00 $0.88 $0.00 $0.00 3075 $0.00 $0.00 $1.63
IBM $0.00 $1.50 $06.00 $0.00 $0.00 $0.00 $0.00 $1.50
Swiss Red Cross $0.00 $0.00 $0.00 $0.00 $0.03 $0.07 $0.00 $0.10
Word AIDS Foundation $0.00 $0.00 $0.00 $0.59 $0.25 $o.00 $0.00 $0.84
Miscellaneaus/interest/
refund $0.56 $2.77 $3.65 $4.54 $3.80 $3.47 $3.85 $22.64

Total WHO/GPA $30.26 $59.54 $65.58 $78.08 $71.35 $68.35 $72.54 $445.70
To other multitaterat agencies
UNDP® N/A N/A N/A $0.65 $0.65 $3.25 $3.25 $7.80
UNICEF N/A NA N/A $3.00 $3.00 $3.90 $3.80 $13.80
UNFPA* N/A N/A NIA NA NfA N/A N/A N/A
UNESCO? NIA N/A /A, N/A NFA NIA N/A N/A

Totat to other muiti-

laterat agencies $3.65 $3.65 37.15 $7.15 $21.60

Total to ail muttitaterai

agencies $30.26 36342 36558 38173 $75.00 $75.50 $79.69 $467.30

“Amcunts ars in SU.S. midiars Nes. act nailaiie,

“Internationat Bank tor Reconstauchion and Cavelogment.

“UNDP financiad nformalion provicted Bae 1 paricd of gavenal yracs, whith vansd desrnding on the lypm i luindry; indiog tals
wece apporticned evenly across the grant pavic.

‘ncludes intercegionat AIDS proyeor fnieg approvatz soy sugpdtmentary Sy appmeval ouibngs. Breosil fiuess tavy Sean
evenly tivided between the two ysars

“Na financlat information proviced.

Source: AIDS 1 the Wy (19927 WHOIGPA, Tenih Meeting of the Management Commitize, Financial bmglormant atea, Fuinds
Availadle, and Ohrigations Incurrest 1967 -19:33, WHIOIGPATMCIN) 2.2 Rev 1 (May 10 1300
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Table 35-4 Muttilaterab/bilaterad contributions in support of the Global AlDS Strategy, 19587 - e

{3U.S. mitlions}

Country 1987 1988 1969 1350 1991 1592 1993
Austratia 0.06 0.29 N
Austria 0.00
Beigium 006 0
Canada a.03 0.64 .87 0.22 3.50 0.30 DR
Denmark G.43 1.55 0.16 0.38 407 )
Finfand 0.02 "oz
France 0.25 G.10 Qas
Germany 2.18 0.25 0.04 4.07 654
Japan Q.60 2.10 270
Kuwait .09
Luxembourg .00
The Netherands 0.60 0.35 0.12 .18 0.93 1,96
Nerway 2.67 3.38 2.20 2,12 1.99 2.01 225 15.52
Spain .00
Sweden 1.84 2.00 283 225 1.78 1.04 11.74
Switzertand 027 0.27
Unlted Kingdom 2.50 1.50 313 3.42 0.00 10.55
United States 4.91 0.38 313 1.86 1.00 11.28
Eurcpean Economic Community/
European Union* 10.51 14.30 15.29 14.05 8.08 10.33 16.66 8322
Agency
UNICEF Q.06 0.08
Swiss Med Cross ¢.10 .10
World AIDS Faundation 0.00
UNFPA 0.20 .12 0.08 0.04 0.00 0.45
Miscelianous/interest/refund 0.45 2.36 2.41 1.41 0.38 Q.13 7.18
Total 1321 3069 2016 3158 2353 2689 3111 186.97

"Amounts are in $L1.S. millions.
‘Includes $11 million from France {1987~1983), the balance from other EY countries.
Saurce: AIDS in the Worke {1892); WHO/GPA, GMC {10}, May 1994; AIDS 1 the Worid If survey, 1894,

Tracking funds Jrom ODA agencies to developing countries

In order to track ODA funding from its sources to its beneficiaries, donor
countries participating in the survey were asked to categorize their HIV/
AIDS-related grants according to the funding channels described in Box
35.1, and to indicate the intended recipient as welf ag any intermediaries.
The 12 survey respondents providing data in channel format represented
a total of $226.39 miltion, or approximately 88 percent of all ODA provided
for HIV/AIDS in 1993 (Figure 35-3). Certain grants did not clearly ful} into
any of the categories ( €.8., grants {0 reseurch institutions or to multicouniry
initiatives), while in other instinces, respongents were unable to provide
the required information. These funds are listed as “other.” The data in Fig-
ure 353 overestimates the resources actuiully avajlable, in cash or in kiod,
to recipient governments and NGOs, for the survey could not identily




Table 36-5 Selecied danors” bilateral contributivns ta the Global AIDS Strategy,
1986~ LEEL as reported to the Globol AIDS Paliey Coatition in June 1992 and Moy
(99

{($U.5. mijlions)

Country 1986 1987 1988 1989 3850  199% 149¢ 1933 Totai

Australia a0 000 068 020 180 MIA 7AT 7160 16.27
Canada R t70 400 350 2000 751 9.75 B19 5468
Denmark 0U0 000 000 670 080 1230 2.97 209 2496
France 003 220 170 830 540 1280 1250 1850" 6540
Germany 006G 000 700 700 730 7.000 7.02 7.81 43.13
ltaly 000 000 040 140 NA N/A N/A NA 1.80
Japan 000 000 000 000 0.00 0.00 0.00 1.000 1.00
tuxembourg o0 000 000 000 NA N/A N/A ¢.59 0.99
The Netherlands 0.00 000 050 050 1720 1.10 241 270 8.91
Norway .10 000 800 020 1220 N/A 458 4.58° 21.66
Spain 00y Q00 GO0 000 NA NeA NJA 006 0.06
Sweden 000 808 0.0 B850 1140  15.20 4.80 3.7+ 4371

United Kingdom  0.00  9.00 000 4.20 340 3.80 1.30 778" 2116
United States 0.00 1140 2570 2430 3080 6520 7670 8200 316.10

Total 011 1530 3340 6480 9890 12501 12980 14649 81981

*Amounts are in $U.S. miflicns. Figures lor the year circa 1992 are estimates basad upon aveilable
figures from 199t and 1893.  N/A, not available. ’

Note: European Economic Cammunity’Ewnopean Unian,

‘Estimale based upon figuras suppliad for fiscal year reported on in survey.

A addition fo ths sum. France contributed §12.1 miltion 10 the European Union. This contribution is
reflected in Figure 32-4,

Source: AlDS in the World Il survey; Global AIDS Policy Coalition, International Fnancing Coalition,
international Financing Survey, 1994,

Figure 35-2 [ntermational contributions to the Global AIDS Strategy, by funding
channels, 19861093
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Table 35-8 Information pruvided by ODA agerctes on furesesn trends in their 1
AIDS funding and evatuution practices*

Projact evaluationg
performed by agency

Projected funding trends, 19921995 of its ODA
$U.S mitions
ODA ODA
HIV/AIDS Multilateral  Bitaterat through  Multilaterat Bilaterg
Country circa 1993 0DA ODA NGO DA CDA
United States 117.04 4 - 7 + +
France 20.00 N/A N/A N/A NiA Nra
Canada 11.56 N/A N/A, N/A . 1
Sweden 9.80 4 T L + ‘
United Kingdom 16.16 - t T v N/A
Norway 4.37 N/A N/A N/A I *
Germany 12.80 N/A N/A N/A N/A NIA
The Netherlands 6.08 T i T b +
Australia 7.82 - T - t g
Denmark 8.88 ~ - - - x
Japan 5.54 -+ T -3 N/A N/A
Luxembourg 124 T 4 NA A *
Total 2726.39
-+ = nochange; T = increase; L ~ decrease; ¢ - performed; - - not performed; + - partiafly

performed.

eack ODA agency's overheud and administrative costs, OF the $226.30 miflion
that could be tracked from ODA agencies to their recipients {govern-
ments, NGOs, and others), $79.96 wmillion {35 percent) was channeled
through UN agencies, including $65.91 million through the WHO/GPA
multilaterally and $14.05 miltion in a multi- or bilatoral form, generally
through the ODA agency’s regional or country office, then through Wi/
GPA, UN Development Program (UNDP), or United Nations Childreu's
Fund (UNICEF).

The bulk of ODA for AIDS was disbursed through bilaterat chuannels,
$146.43 millien (65 percent). These bilateral funds included: $85.46 million
{38 percent of total funds) channeled to governments (channel 3); $2.95
million (1 percent) to tocal NGOs from funds disbursed from country-based
ODA agency representatives (channe! 4); $22.16 million (10 percent) from
central funds to local NGOs through internationat NGOs {chanuel 5); $15.42
million (7 percent) from central funds provided directly to tocal NGOs
(channel 6); and $20.44 miBion {9 percent) either allocated from central
funds to “other” (channel 7), or for which the intended recipicn, was not
indicated by the donor. Of these funds for HIV/AIDS in 1903, the largest
proportion, $165.42 million (73 percent) was directed Lo governnent
national AIDS programs (GNAPs) in developing vountries, while $40.53
miflion (18 percent) was intended for NGOs. The amount ol additional
funds made available to tocal NGOs by GNAPs out of their own budget
allocations could not be ascenained. Even without these duta, it is apparent
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Figure 35-3 Global flow of official development assistance funds to HIV/AIDS
programs, by funding channel, circa 1083,

that since the early 1990s, NGOs have received an increasing proportion of
the resources alfocated internationally to AIDS programs.

Concentrations of ODA funds: reciplent counlries

An attempt was made to discern patterns of concentrations of aid to spe-
vific countries during the period 1987-93. Nine of the ODA agencies sur-
veyed reported bilateral and designated multilaterab/bilaterat donations to a
total of 88 countries. The remaining three survey respondents contributed
solelv through undesignated multitateral or muitilateralbilateral grants. By
1993, Unrited States Agency for International Development (USAID), the
targest contributor tu the Global AIDS Strategy, was implementing a cen-
trally funded project—the AIDS Control and Prevention (AIDSCAP) Project
of Famnily Health Taternational—along with associate country projects as
futuls were assigued by local USAID missions. In 1983 France targeted its
bilatera! aid to 15 countries, the magjority of which were in francophone
Africie Althongh i has funded a few projects in Southeast Asia, Gerang
also mabained a geographic focus on Alrica. Finally, Scandinavian coun-
tries tended to concentrate their AIDS program funding in countries in
which they were investing in overall sociveconomnic development.

The grands Hid could be elearly attributed to specitie recipient conntries

U
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Oonor Contributions Reciplent
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Figure 35-4 Flow of funds from donor countries to specified recipient countries, circy Y93, ot -
$U.5. 88 Million,

(circa 1993) amounted to approximately $88 million. Six countries (Ugandy,
Haiti, Tanzania, Thailand, Zambia, and Kenya) received about $24 million,
representing 27 percent of this total, Twenty-eight of the 69 recipient coun-
tries received support from only one donor country; five (Tanzania, Thai.
land, Uganda, Zambia, and Zimbabwe) received support from five or more
of the nine donors (Figure 354).

There was a significant discrepancy between the financing reported by
doner countries in the funding survey and the data reported in the AN [y,
the World Il national AIDS program surveys by recipient countries {Chapter
30). Developing countries reported receiving substantially less than donor
agencies had reported to have promised. Factors contributing to this dis-
crepancy include ODA and nudtilateral agency underspending and carry-
over of a significant portion of an annual grant into the next funding cycle;
ODA agency inclusion of furds for administrative, staff, and consultant
costs in the reported aflocations to grantees; differing fiscal years of donor
and recipient countries; and finally, ODA agency grants for combined heatth
programs which include HIV/AIDS funding but do not come under the con-
trol of or even come to the attention of the national AIDS program manager.

World Bank loans

From 1986 to 1994, the Workl Bank awarded an increasing nundaer of loans
to developing countries for HIV/ALDS prevention and care todaling appron-
imately $565 million” By inid-1995, 49 Bank-supported pjects, devoted
partly or whoily to HIV/AIDS, were in cperation in 45 countiies. (f these, 57
were located in 25 countries in Alrica with total funding of $253.5 miliiou
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Loans of $344 million and 3160 milion had alsu been awarded to India and
Beazil, respectively, for TIV/AIDS work. An additional 19 projects involving
£17) million in loans wevre to begin in 1995-1996, 1§ of which were in AL
rica, including foans amounting to $120.5 million” Althoagh conunondy de-
tined as *soit” toans due to their low interest rates and long and flexible
repayment periods, they wilt have to be repaid by recipient countries, wany
ol which are wdeeady heavily indebited.

The apparent shift, frog government grant money to government and pri-
vate oans for HIV/AIDS programs rellects two main factors. First, develop-
ing countries are turning to the World Bank as grant money is both becoming
more difficult to obtain from other sources and is not increasing parallel to
the growth of HIV/AIDS prevention uand citre necrls in severely affected areas.
Second, the World Bank hus recognized the negative inpact of HIV/AIDS on
developing economies and is responding more favorably to loan requests for
HIV/AIDS programs than in the late 1980s. World Bank loans have nol been
included as part of the interpationad financial support of the Global AIDS
Strategy but have been considered as part of the resources ailocaied by devel-
oping countries to their respective national ATDS prograns.

Developnient assistance: supply, demand, and fatigue

Tn the period since 1989, the overall demand for development assistance has
increased significantly. Countries traditionally receiving aid from the former
Sovier Union have entered the OECD recipient pool, as have members of
the former Soviet {ujon ilself. The worldwide rise in ethnic conflicts and
the need for peacekeeping and refugee assistance have added to the devel-
opment assistance needs of afready struggling countries. The proportion of
all ODA spent on disaster relief has increased from approximately 2 percent
in 1989 to 7 percent in 1993." Aid to countries of Central and Eastern Eu-
rope and o the newly independent states has increased continuously in
recent years: the total net disbursements from the 24 OECD countries to
these nations rose from $18.6 billion in 1991 to $24.2 billion in 1992

The combination of a shrinking poot of donor countrics, rising demands for
aid, and the frustrution within QDA agencies about their ability to demonstrate
prugress toward the gouls of development have led to a complex state of donor
fatigue (Box 352} Clear evidence of donor fatigue was revealed when the
Summit of Heads of Governments on AIDS, held in Paris in December 1994
with the abn of mobilizing significant international funds in support of the
Globad AL Strategy, did not succeed in generaling the expected resources.

“Donor fatigue syndrome”

Causes

* Increasing demand fom nationa AIDS programs
* Increasing demands fuor allocations of ODA to rew programs (e.g., Eastem Euvrope i nowly
independant states, humanitarian irterventions, and ethnic conttict)

'"}



388 The Institational Response

* Unfulfilled hope of demonstrating impact of funds assigned to AIDS programs
* Frustration arising from difficulties in coordination among UN agencies

* Frequent turmover of donor representatives on international ODA agency consuitative and g

dinating boards with loss of information about rationale underlying past decisions

Symptoms

* Pressure on UN agencies to develop evaluation and information systems that are in Bxcess

ODA agencies’ own practices
* Push toward the creation of new UN coordinating mechanisms
* Focus of ODA on a few countries in an attempt to “rationatize” funding efforts

Donor fatigue syndrome and the AIDS in the World If funding Survey

* Complaints about multiple surveys from disparate sources requesting similar information

* Reluctance or inabifity to provide channel-specilic funding information

* Average survey response time of over § months
* Surveys almost all incomplete and data often provided in donor's own format rather than in

survey format

Conclusion

The second decade of the AIDS epidemic has heen characterized by incregs.
ing demands for development assistance, growing fatigue among the major
donors, and skepticism as to the effectiveness of the funding programs pur-
sued by large, multilateral agencies. Donors are besieged by pleas for
money and technical assistance.,

The large ODAs have examined the experience of aver 5 years of the
Global AIDS Strategy and have attempted to devise and refine rational and
effective funding policies. This effort, however, has not been coordinated
effectively at a global level Donors respond with frustration to efforts to
standardize their reporting formats and clarify their pelicies and proceduces,
yet their inability to respond Lo such requests leaves the donors, their suppor
ters, and their critics unable to engage in meaningful discussion of funding in
support of AIDS work. The mdjor lessons of the funding survey are that de.
velopment assistance resources, including those for HIV/AIDS, are not in-
creasing and should not be expected to increase significantly in the short
term. Expenditures on HIV/AIDS~related projects are extremely difficult to
track, and results of ajd projects are very difficult to weasure.

As the United Nations AIDS Programune (UNAIDS) undertakes to en-
hance the capacity of developing countries to coordinate their international
aid allocations, it will be critical that both donor and recipient countries
improve their financia accountability. If the financial resources assigned to
HIV/AIDS programs remain difficult to track—and thus to critically evahy
ate-—they will likely continue o decline, at toast in propuoction to necds, if
not in absolute tetms.
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