extremely marginalized and poor in resources. Work among street kids in
developing countries, such as the Karate Kids project in Haiti, Mexico,
Brazil, ete., depends upon an external agency, but an agency which sees
the kids as parfners rather than as subjects of intervention. The basis of the
project is a cartoon that teaches children the importance of using condoms
for prevention against HIV, and is built upon a recognition that ‘key
aspects of the common culture of the children depicted in Karate Kids are
economic marginalization, the formation of youth gangs in the face of
family breakdowns and the misery of slum life, mistrust of authorities, and
strong emphasis on the basic human values of friendship, courage and
ingenuity’.*® Most important, the approach recognizes that preaching to
street kids about the evils of sex and drugs is counter-productive, and that
they require to be empowered in ways which will enable them to better
control the effect of commercial sex and drug use. A somewhat different
approach has been adopted by the Family Health Trust of Zambia which
works through schools, and has helped establish 1500 *anti-AIDS clubs’
geared at prevention of HIV and other STDs throughout Zambia, in effect
through promoting sexual restraint.

Peer education will have different messages and different targets in
different societies. Even translating the term ‘HIV/AIDS' into non-
Western languages is difficult; as one Native American wrote (in 19931):

It is only within this last year that AIDS was given its equivalent
name in the Lakota Sioux language. ‘Kuja Futa Tanka’, which
although difficult to translate into English, means something like
‘to have an illness or to be unbalanced, anything that is inflexible
and unbendable like a steel rod and greater than, in that two is
greater than one. ¥

This should remind us that the language of both AIDS and its control is
that derived from Western concepts or virology, immunology, and
psychology. This point is amplified in a study of Kenya by A.]. Fortin:

The language of AIDS in Africa is one derived from the
West .. . It speaks in Western symbols and with a voice that was
born from that cultural cosmology. It is not indigenous to Africa
and thus is blind to the African world of meaning. For example,
there are cultural practices, traditional rituals including a host of
communal eating and drinking practices, that seem to be coming
under what may be called the negative influence of AIDS

52

fundamental to community bonding and the meaning of social
life. Yet they are all falling victim, justifiably or not, to both the
negative impact of Western inspection and the public's fear of
contracting the AIDS virus.?0

In similar ways, the need to preserve ‘community bonding and the
meaning of social life’ was faced by groups in the West, as in the case of
gay men whose practices came under intense surveillance and in some
cases increased regulation because of the epidemic.

While the actual responses will be very different, in both of these
examples there is a need for educational interventions to be built by the
communities involved, and to be empowering of them, rather than
viewing them as passive recipients of education messages dispensed by
external experts. The very understandings of HIVIAIDS need to take
acrount of the social, political and cultural histories of particular
communities, in particular their relationship to Western discourses and
domination; for Australian Aborigines to understand AIDS as part of a
threat from outside that ‘brings with it the corruption of culture, the
fragmentation of community, the spectre of genocide'®! is important to
their being able to accept the seriousness of the problem and develop
appropriate responses,

But education can have wider goals than prevention interventions. It
cap also address general ignorance and prejudice about AIDS, and thus
shades into advocacy and support for those who are infected. Many
community organizations accept a role in general education, and may
sometimes be responsible for large-scale campaigns that elsewhere are the
province of health departments. Thus one development agency,
AHRTAG (the Appropriate Health Resources and Technologies Action
Group) funds several NGOs in key developing countries to issue local
versions of the newsletter AIDS Action as part of a general commitment to
increasing levels of awareness about AIDS. Some CBOs such as Patronato
de Lucha Contra el Sida (PLUS) in the Dominican Republic are
supported by governments to operate AIDS information ‘hotlines’.

Advocacy

At one level, most of the work of AIDS organizations can be seen as
advocacy; other than one-on-one care, support and education programs
require constant advocacy, whether this be understood as influencing
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increasing public awareness. The complaint often heard from grass-roots
volunteers that their organizations are ‘too political' overlooks the harsh
reality that it is only through political action that the basic requircments
for services can be provided. Advocacy is needed to put the issues raised
by AIDS on the political agenda, to influence the response of governments
to those issues, to win funding and support for initiatives and programs
desired by community groups and to protect against discrimination and
neglect. But advocacy is also needed for groups merely to be able to
provide care and education, as shown in the case of ARRELS ‘a typical
AIDS service organization’ in Palma de Mallorca, Spain. Because the
regional government claimed that ARRELS was promoting homo-
sexuality it denied it not only funding but also the status of an association
of ‘sacial interest’, important for it to be able to function. 32

More than most diseases, AIDS carries with it the threat of massive
discrimination (and discrimination which is sometimes extended to
anyone perceived as being at risk of AIDS: straight men have been bashed
because they are seen as ‘AlDS-carrying faggots’ and sex workers
frequently attacked as responsible for the spread of the epidemic). To
ensure access to appropriate services and adequate government attention
for the epidemic therefore involves considerable advocacy, and almost all
CBOs find themselves engaging in constant interlocution with health
officials, hospitals, welfare offices ete. As the Italian group LILA (Lega
Italiana per la Lotta contro I"AIDS — ltalian League for the Fight against
AIDS) has observed ‘the list is never-ending', giving as examples:
‘seropositive children not admitted at nursery or primary schools; young
people who are refused employment because the medical examination
showed that they were seropositive or simply because they had refused to
undergo the serological examination provided for by law; workers who
have been dismissed with the threat of making their seropositivity
condition public knowledge; the former drug addict 10 whom
hospitalization in dental clinics or normal dental practices are refused; the
patient hospitalized in an orthopaedic department who, without knowing
it, has undergone the seropositivity test and then has been discharged
without being operated on; the professional who cannot go to work in
Sardinia because the local health service refused his dialysis because of his
declared seropositivity . . . '3

These examples underline the larger human rights dimensions of the
AIDS epidemic. More than most diseases — there are echoes of this in the
history of syphilis and leprosy — AIDS has created reactions which lead to
gross violations of human rights, including imprisonment, deportation,
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AlIDS workers, along with gay activists, have been murdered in Mexico
and Guatemala, and there are reports that young Burmese girls have been
forced into prostitution in neighbouring Thailand, become infected, and
have then been killed on their return home.**) Positivity is often used as a
reason to restrict movement across fronters (which may mean denial of
refuge, of education or of family reunion), and in some cases to prevent
the right to marry.? In many countries whole groups of people, most
often homosexuals and prostitutes, have been attacked because of their
alleged link to AIDS.% Most AIDS organizations have had to take up
human rights issues as a logical extension of their work, whether it be
concern with police keeping records of people whao are (or are suspected of
being) positive, or discrimination in housing, employment and health
care, Some organizations develop special programs to protect those most
likely to be affected by discrimination and least able to fight against it:
prisoners, street kids, sex workers, drug users etc.

In many of these cases, AIDS organizations act as mediators between
individuals and the state, and this is an important element of the service
function of community organizations. But human rights means more than
recognition of individual civil and political rights, which is how it is often
understood in liberal societies; | understand human rights to encompass
the full spectrum of social and economic rights as envisaged in Article 28 of
the Universal Declaration of Human Rights: ‘Evervone is entitled 1o a
social and international order in which the rights set forth in this
declaration can be fully realised’.?7 Thus AIDS advocacy also requires the
articulation and assertion of general policy positions on a whole range of
care, treatment and support issues, on topics ranging from access to
Jnformation (both therapeutic and preventive) to respect for confidentiality
and unconventional family structures.

There is often a perceived tension between being a service and an
advocacy organization. The first requires organizations to work closely
with the institutions ol the state, the second may demand direct
confrontation of those same organizations. The reality is more complex,
for advocacy takes many forms, some of which are quite consistent with a
close relationship to the agencies of the state. But while advocacy is clearly
a role of all community-based organizations, what characterizes the 'A1DS
movement' is the extent to which their work is characterized in quasi-
military terms as a ‘struggle, a ‘war’, a ‘battle’. AIDS, as has often been
pointed out, is the most politicized of diseases. Groups like ACT UP (see
later sections)} came into being because of a perception that the existing
community organizations were too timid in their approach to the
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causation, as in the words of an obi

Reporter: *Governmental inaction,
the US citizenry have murdered one more of our warriors’,58)
Advocacy can involve representation within the organs of the state as
much as it does attacking these same institutions on the streets. AIDS i
remarkable for the extent to which governments have acknowledged
affected communities, and accorded them representation on the
committees and in the agencies which make policy. In some countries this
has meant official representation on National AIDS Committees, and the
best example of this is probably New Zealand, where the original Council
(only appointed in 1988) included two infected people and representatives
of gay, sex worker, user, Maori and Polynesian groups. (The Council
was, however, abolished by a more conservative government in
mid-1993.) Where this sort of recognition is less clear one often finds very
close and on-going access to at least some branches of government: even
during the Reagan and Bush Administrations, AIDS organizations had
close contact with government via their links with sympathetic members of
Congress, usually representing constituencies with well
populations, such as Ted Weiss in New York or
Angeles. Thus GMHC runs a Citizens AIDS Lo
both city and state levels,?

mobilized gay
Henry Waxman in Los
bby which is effective at
and AIDS Project Los Angeles has a sizeable
‘public policy’ section, which not only maintains its own lobbyist in the
state capital, Sacramento, but also encourages

lobbying of state and federal legislators by
The major AIDS organizations in the US constitute what is sometimes
called ‘the AIDS lobby’ which has become a not inconsequential player in
domestic politics; its power was reflected in the attention Clinton paid to
AIDS issues during his 1992 election campaign (some would say far more
than he did once he was clected).

Yet where governments seek to stop certain forms of AIDS education,
or limit access to certain dru gs, or are unable to prevent (or are themselves
responsible for) discrimination, the everyday work of AIDS care and
support can become a direct challenge to the state.

the language of safe sex education very easily beco
between community-based organizations and
distribution of condoms or needles
easily be criminalized, and peer education becomes an act of dehiance, as
in the United States where a number of groups have illegally distributed
clean needles and where one activist, Jon Parker, has been arrested thirty
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considerable grassroots
its members and supporters,

As already suggested,
mes an arena of conflict
governments, Where the
is illegal, prevention practices can

tuary from the San Francisco Bay dm
corporate greed and the queer-hatred of

controversial i LI1 SUALIIC HIILEIULILY Cossanananansss f e wmpe
m..au,.n_v.u e “”“Mﬁ“ruu.w “”.u..w_rn_% to increase drug use, mﬂm. hence
R b oope u....mmdn. has been a subject of continuing controversy in ZEM
o aﬁﬁm that city’s very high rate of needle-transmission, m:i
i _n_.n._.: - nizations advocating needle exchange _..wﬁm. encountere
B i o Enw 61 I 1993, at least one court case in California was in
nﬁ_uacﬁw.ma_sm a_uﬁnn mmmu.. testing .._.b"_n constitutional ability of .r..“ state to w.ﬁn
s i ” it was argued, are required by the necessity of stopping
it ..M.ﬂ—.w?w The city of San Francisco has not _u__.mm: ﬁmn.v_qun_ to
En. s .nou...u_m of such cases; early that year the city, alter strong
e _.GH.M.,._J.”..MM..:QH San Francisco AIDS Foundation and wﬂ_._mwuwzﬂﬂmﬂ
i able it to establish a city-fun nee
declared a local emergency to en
ﬁnrﬂmw mw_.mnnm“”“nﬂ confined to the agencies of the state. A n::_u_._uﬂnw_
. 1 work ]
AIDS organizations have n_mdniﬁnn_ t.a_ﬂﬂﬂmﬁﬂﬂwmcﬂﬁ Mq—..”.rcmq ﬁw.n..w%
s ..H:w ”Fﬁr_uwupcwn.hwﬂnwﬁnﬂﬂuvﬂr developing and n_n_qln—wnm
. mw most developed countries have certain legal
i ”.._H m| mm.in.: as access to health care — this .mm naot ..r__...
4 iaﬂhin? As one speaker at an American seminar said:
Fir " Ennaﬂ. n.uEmE how lucky you are in the US to have the ﬁmi.m you
s m.,._qnn._.. Zambia is simply there to ensure that the E..mE_nm_:
_pm__.”n. ot NH_ “,..mnr individual worker and his employer is F.m.r.nin. _
s .unu.in._. [ am employed and my letter of appointment says :.E_.,
- it n.r,w: be by one month’s notice, that is all Eu.; _Hr.n lahor _mmw_ M
Hﬁn_dwﬁwﬂﬂ.ﬂn. It is Mm_mmnﬁ: to ask for positive discrimination lor A
ere :
Eaﬁ__m..mm ress questions of discrimination,
6 m.,”“.% qM”M Hﬂwwwawwvﬂmmﬁ E.n_,nﬂ_z__umumnm support for I-f
S S their right to continue working, very c:_wn. in
omie and political structures mitigate mwm.m”nﬂ
ect for even the concept of workers’ rights. Programs :nMH—. .wm
g h loyers and workers; thus the Hong Kong IDS
i _._M_,Mmm.ﬁ.laﬁnn its hooklet ‘AIDS in the Workplace .wm
sy hile in Brazil ABIA has developed a number of projects aim
e J.{_”_.n..,..._ employers and workers. In the case of one Fmp.,mn mining
5 _.nmanm Amazonia, whose migrant workers are H_.nqnﬂ_wnm as un”.
nnu._m_w““_..m._.nw” 1m_“:wuq Edm , a pilot education ?.a.ﬁnm_.._.:m.“_..w use Mu_., Mﬂ. MM...“,“.
o i i i to the mines i
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L WOTK ....E_u e groups most disempowered Dy the sex/gender order
.H._.H_,n 15 not much information on the role of trade unions in }H.Um
campaigns — they are rarely mentioned in the literature, which ma
H.m_“_m.ﬂ the American bias of so much HIV prevention and uEh rt work I.__,
_u.:. in some countries such as South Africa the union Eﬂﬁnﬂﬂﬂ has bee
an important resource for organizing the provision of AIDS services, y
.+?_nﬁ AIDS organizations devote considerable attention to _,_.5__“_
raising, and this is often perceived as no more than necessary su -
work, not mnw.:n& to the major goals of the community sector. ﬂmﬁmm:ﬂuﬁ“
of fund-raising can, however, play a role in both heightening public
AWATENess E.E community development; the former symbolized _u_”nr th
sale of Red Ribbons, which Hollywood has turned into a chic global ww.um. .
of >__uum concern, the latter by the very large dances which a ::Ewwqmﬂ
organizations have run, and which (as in the case of a couple of ve .w_.“.
gay/lesbian parties sponsored by the New Zealand AIDS wc:umwﬂn__..m
vnacﬂ... _wnnuh pomnts for community recognition. For a number cw.
MMJ:MEEE fund-raising is regarded as an integral part of the larger
& clopment strategy of the .n.,mmhmnw:“n? involving mobilizing
unteers, developing community profile and increasing public
awareness and support, In my experience, the area of fund-raising is also
one of the most difficult for AIDS organizations, which not inf m:mn._
come 1o .m_.._nw over the transition from small-scale local events ﬂwnmuﬁmuw
”hm.,.w_u:mﬂuﬂm._ events and major corporate donors. (In some places EE.M
}_Umﬂnn an attempt (o nnJﬁFﬁ separate bodies with the sole mandate of
?:n,qﬂm_:m, the logic behind the creation of the AIDS Trust by th
Australian Federation of AIDS Organizations.) Too often, H.E._m.wm.mwim

becomes an exercise in glamour, rather than resulting in either effective
money rasing or social education.

The Development of the People With AIDS Movement

The 3_=Hnuw_w-__“__wmmn_ AIDS movement represents a larger group than
those who are infected with HIV, but increasingly the nEEEn_...:nnE of
.,.w,.._mw people who are positive is becoming central to community-based
.ﬁ_a_:_nm. quE...mmu:n:m among those who are themselves F_.nnﬁnw. bega

_Enwmnanﬂ._,ﬁ_u._ in Africa and the United States, but have followed H.m.mrnn
E—mm.._m.:._ E._._nwmlam, In both places some of the earliest .H.EsE:_._.
organizing involved People with AIDS (PWA), although many earl _ﬂwm
activists were not yet sick and did not know their status i_..n__,.._. Em“_w_ first
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and solidarty, DUT AINCTIGAITILYIC & Tres wgueseseng — = .
stronger emphasis on political representation and advocacy than is true of

groups found in Africa or other developing countries. As Richard

Davenport-Hines wrote, drawing on British experience: “The social

identity of a person with Aids remains for the time being quite distinct

from that of other terminally ill patients. It is more ruthlessly constructed

by society at large; it is often and understandably reinforced by PWAs

themselves: and it is further defined by the little specialised communities

that try to support them: friends, lovers, volunteer and professional carers,

and the histrionic ghouls who gather for the deathbed.”® (Note: in some

countries other terms are used — People With HIV, or People Living

With AIDS are both found, and PHA (People With HIV/AIDS) 1s

replacing PWA as a generic term in North America. This discussion

encompasses all of these variants, although there are certainly differences

between the experience of being positive and healthy, and experiencing
those illnesses which define one as having AIDS.)

The American model — which drew heavily on the gay legacy of
‘coming out’, in this case as positive — has become influential far beyond
its borders which can lead to us overlooking the fact that there are other
ways of reacting politically to a diagnosis which may be more culturally
appropriate. Certainly in western liberal democracies, a belief in the
importance of the individual asserting herfhis rights was central to the
rhetoric of emerging PWA groups, which argued for the centrality of
positive people in any approach to the epidemic. The founding statement
of the American PWA movement — the 1983 statement drawn up by a
group of PWAs at a national AIDS Forum in Denver — stressed the
importance of PWA involvement in a language which draws heavily on
both the principles of gay and women’s liberation and on ideas of patient
empowerment.® In particular the Denver Principles stressed the use of
the term ‘PWA’ as distinct from ‘victims' or ‘patients’, and the need for
representation at all levels of AIDS policy-making ‘to share their own
experiences and knowledge'.’

‘I believe that despair kills people with AIDS as much as any of
AIDS’s physical manifestations’, wrote one of the founders of the PWA
Coalition in New York. ‘If we could truly believe in the possibility of living
with AIDS, I think that survival figures would be higher. 68 This mode of
‘positive thinking’ is a strong part of PWA rhetoric, At the presentation by
the PWA group in Denver a banner was unfurled with what was to
become the slogan of PWAs: ‘FIGHTING FOR OUR LIVES'.% One of
the authors of the Denver Principles, Michael Callen, was to have
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In the United States, as in _ ici
groups were established after E”Hﬂ:r”ﬂﬂhd ocwmﬁm“w.ﬂwn_m_q_._.mm i
into being, mb._n_ there has often been tension in defining their res RM_F.
Huu_m:n_ _.n_EEnw_mHmm. The existing organizations — groups such M...nm“n
. en m_HI_wm._n_.p Crisis, ”H_nﬂ_.n:nﬂ Higgins Trust, the Australian }Hﬂm
__._..M__.H_.:nn_“ mﬁr| are often viewed with suspicion by activist PWAs, who see
e ”..._H an m_”cn _.ME&_, to accept the agenda of the state and prone to
o | needs of PWAs. In turn [ have heard workers in AIDS
s nGEEE_.J that those who claim to speak for PWAs often onl
represent a ..ﬂmpn_up minority which disregards anyone positive wh n_cuq
not accept a .u...u.r..,.mﬁu.:u__ correct’ version of being a PWA iy
These tensions play themselves out institutionally — for example in
arguments about the need for open PWAs to be represented
comimittees; i pressures to create affirmative hiring policies for TEH. p
in Emm...._mnm over the allocation of resources between, say, treat 8o
_.H.._._D_-.Em__.._an and preventive education. They also play .”H.Hn_.:mn,?_nm 0 :Mn:_ﬁ
.mﬂm cm ==m_nm.ui_....hmmnm_ anger and guilt between those who are and %_._mmhuﬂ
“”..“M.M A E_u... being .E_wnﬂam can be as powerful a motivation for
e ement in AIDS work as wn_im infected, but it is likely to be
q.n_ﬂmb._na with a sense of guilt vis-d-vis those who are, which mak
genuine dialogue difficult. It is very hard for those of us c...sc are iy
to resist the claims of activist PWAs to control the AIDS a n:.% i
Hwnwn..niw. Em._._mruﬂm Euﬁﬂn@ninﬂﬁ with them, and this is ﬂ%nﬁ&”»ﬂ“
ncnﬂu_..ﬂ_w_.u:_.:m:m certain type ow..ﬁ_._ﬂ} identity’, which is defined as
s ant, proud and in the forefront of all AIDS-related
Discussing these issues in a major study of PWA identi
.%h.“:.m:::m. Robert Ariss — one of the F:umn_.m__m.m the m:.__.._.u_w., __MMH.”H.E”_“M
o “_E .._ﬂ._._.m_nm.| tells a story of being interviewed by a gay journalist
ut "how angry’ he was. * “But I do not feel angry™’, 1 confessed with
some nﬁ_uw_.qmmmﬁ,_,..:.. a retort which doused his m:.rswmmu:_ for M_”:
W..ﬂﬂn”w_naqnm opinion on this or any other issue for some :En.mw___n _.__,ﬂm
A uﬂﬂnﬂcwﬂ%ﬁhﬂﬂaﬂﬂ:.ﬂn% a n_.“nmnim.. language, one which reflects
I se W i idi i
H_..wn.w ._...u”.:. lives are being mﬂﬁuru:nwnﬂwn%ﬂ“m“nﬂw:”mhﬂ ””ﬂ“._m M“Hw_“.
ration it i izati
wnmmammw , but it is rather an externalization of perfeetly understandable
e H,_.. some .535-553_.3 societies, less centered on the primacy of th
individual, this identity and language may be less mnnnEmrﬂn At .u__...M _mm.H.,
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Maxine Ankrah argued against CCNUETINE LHE LIBUULIL Ut £ xsasss wous ~oon
infected individual rather than on her or his family, both biological and
ascriptive.”! In an extension of this argument I have heard some African
AIDS activists denounce passionately the call for people with the virus to
‘come out’, seeing this as divisive and counter-productive to the needs for
total social response. Even in the context of western organizations there is
often concern expressed — by PWAs as much as by others — that there is
a risk of dividing those in the AIDS movement between negatives and
positives, and forcing everyone who is not positive out of the struggle.
When one prominent PWA called during a session at the 1992 Australian
National Conference, for all those who were not positive to leave the room
5o as to create a ‘PWA space’ it was other positive people who were most
angered.

I recognize the force of the argument against separatism, but it has to
he balanced against evidence of successful PWA groups in a number of
African countries, which provide the same sense of solidarity and mutual
support evident in the West.72 Isolation, discrimination, need for
knowledge of what services and treatments are available seem to be
universal experiences of those infected: as one group in Pune, India,
wrote: “The Association for People with AIDS and HIV was created from
the painful experiences of its office bearers...Each person had been
harassed by organisations and doctors and this led to the growth of our
prganisation . . |7 One should not underestimate the courage needed to
declare oneself positive in a country such as India, where the prejudice and
stigma associated with HIV is immense, and whose first openly positive
person, Dominic D'Souza (now dead) was arrested by local authorities in
Cioa when he was diagnosed positive after voluntarily donating blood.™
Dominic’s arrest galvanized support from a number of quarters, and he
was to go on to start organizing positive people in the country, but the
attitudes he encountered are depressingly strong, extending right up to the
top levels of the Indian government, And in many parts of the world those
who are positive are, probably rightly, too frightened to declare
themselves. As one AIDS worker commented ruefully after hearing of a
young man in South Africa who was attacked with a spade by his brother
when he declared his status, “This isn’t New York',

Yet while it is enormously difficult for people who face all the issues
associated with being HIV positive also to play an active role in
confronting these attitudes, to do so can both empower them and helg
change social attitudes in very special ways. When three Filipino womer
went public on the occasion of World AIDS Day 1992, one observe:
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M SMAL TTULMCH HGIEEU DUIPINOS 10 put a tace to ALDS, It no longer
remained a *‘them’’ issue but became personalised.'7 How powerful this
‘coming out’ can be was brought home to me at the very dramatic last
plenary of the 1992 New Delhi Conference on AIDS in Asia and the
Pacific, where all the speakers were themselves People with AIDS. For
many of the doctors, bureaucrats and social workers from Countries across
Asia, this was the first time that they had seen PWAs as anything other
than clients, and the presentations by the speakers had a very strong
emotional impact on their audience.

In general, People with AIDS have tended to see themselves as
having a role to play in the larger AIDS struggle, particularly as
educators. As the American Richard Rector has written: ‘In a world
obsessed with power, let us never forget that we, people with HIV/AIDS
worldwide, constitute a unique and critical resource . . . We are the ones
living on the frontline and we can offer an expertise that cannot be learned
elsewhere. 76 (Elizabeth Reid puts it less rhetorically in her comment that
the spread of the virus is affected by ‘whether conditions exist for people to
tell their stories of being infected, and their stories of changing their
behavior to prevent themselves from being infected’.”7) The ex perience of
those with the virus underlines the political and civil liberties dimension of
the epidemic: in many societies to assert an identity based on HIV status is
a subversive act. An early statement from the Brazilian group Pela
VIDDA (which stands for the ‘Valorization, Integration and Dignity of
the Diseased person with AIDS’ [sic]) spoke of this:

This reality creates the need to discuss and open up spaces for the
exercise and defense of the peaple who live with HIV/AIDS.,
specially the urgent social compromise to avoid the continuity of
the situation, The strugglers unite and form civil organisations,
calling society as a whole and the discriminated segments in
particular for a comprehensive debate, in order to preserve
individual freedom and to ensure every citizen’s rights. 8

Of course PWA organizations function as much as seli-help groups as
they do as advocacy organizations, and for many their most important role
is indeed the creation of space where PWAs can share experiences and find
the comfort of not having to explain the realities of their situation because
it is taken for granted. As one German PWA said of the drop-in Cafe

Positiv in Berlin: ‘Here 1 am myself. | can feel well or not well, but I am
freer. In the Cafe it’s normal to be sick.'7?
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the AIDS Information Centre in Kampala, an organization primarily
concerned with testing and counselling, can speak of “the positive living
concept’ in terms which would be recognizable in 1.__}.5. groups in mm:.
Francisco, Berlin or Toronto. Typical of the H.m:mn.cw activities are ﬁrc_mw of
the Sida Centre in Perth, Western Australia, which include :;E.E&S:
nights, communal meals, counselling, massage, art z_nwﬁﬁ...} gardening,
retreats and positive sex workshops: "The centre is a social outlet, a _u_m_i._
where people can form friendships and RHEE:M__:__“& on many levels,
where tolerance, acceptance, understanding and reinforced self-worth are
things people strive for and gain, secure in En r:n_..._._ﬁn_m.n that someonc Lu_
there to offer empathy and the nnﬁmmnﬂza_q. which is so vital to t e
security of mind of those involved in the mm__.._.__.mmrn.m process, the ﬁquﬁamv.,_;.
learning to live with HIV .80 The PWA Coalition in New York for a s.ﬂh It
sponsored tea-dances so that positive gay men could meet others, and thus
avoid the problems of seeking relationships in the H.w_.mﬂ. gay _..._a.la .,_..u,rnqn
rejection on the basis of one’s positivity was E...Ha...;.ﬁ as a major :_m_H‘,.,...

Increasingly, AIDS organizations are working with growing numbers
of openly positive clients, volunteers and .;._cﬂrn.ﬂm. which creates new
demands and tensions. Indeed, as will be discussed later, how far AIDS
organizations are able to sce the empowerment .u.q _rﬁ.,mw with H_._._r. virus as
central to their mission becomes a vital test of their ability to adjust to the
changing nature of the epidemic.
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Chapter 4

The Changing Pandemic

o mr—

Epidemics are not static, and in the short history of the AIDS epidem
there have been rapid changes to the conditions affecting the communii
response. Shifts both in the epidemiology of the epidemic and tt
possibilities for treatment have had a major impact on the nature of it
community response. In 10 years AIDS has developed its own economr
with hundreds of millions of dollars involved in pharmaceutical researcl
hospital wards, foreign aid, and international caonferences. In the Unite
States, doctors specializing in HIV advertise with billboards on We
Hollywood streets, and take out full page color advertisements in gz
magazines. Growing numbers of professionals depend on the epidemic f
their careers, and international consultancies further benefit those frol
the rich world in the name of helping the poor.

In most Western countries, as we have seen, the initial CBOs gre
out of gay communities, and reflected the early epidemiology of
disease. The first concern of the early groups was to obtain informatic
about the mysterious new illness which seemed to be sweeping the
communities: this led to pressure and support for research, for preventic
education, for provision of general information (e.g. through hot line
public information meetings etc.). Fairly quickly, programs we
developed which involved care for those who were sick, usually as son
variant of the *buddy’ or as direct services to patients. In some ways the:
two broad areas — education and care — have remained the basic focus |
CBO work ever since. Yet, the meanings of ‘care’ and ‘education” hay
changed considerably.

An excellent example of how this has occurred comes from b
development of largely reliable tests for HIV infection. Before the vin
was identified and named in early 1985 testing was ol course impossibl
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AIDS organizations about whether or not to advacate its use.

Most people in the community sector initially viewed the test with
great suspicion. (One early advertisement of GMHC in New York warned
that: “The test can be almost as devastating as the disease.’!) It was feared
that to test positive would put individuals at risk of considerable
discrimination, without any countervailing benefits existing in the way of
available treatments. Some people argued that testing and counselling was
an important element of AIDS education policies: others replied that the
only safe prevention policy was one where it was assumed that all potential
sex (or needle) partners might be positive. In the absence of any effective
medical intervention for those who tested positive it was argued that the
psychological consequences of knowing one was positive might outweigh
any benefit, a position which seemed to be borne out with occasional
reports of suicide by people who had learnt of their positive status,
Complex issues emerged around the question of testing pregnant women,
where knowledge of one’s positive status might lead to a decision 1o
terminate pregnancy.?

This debate soon overlapped with arguments about who should
determine AIDS policy. In general, testing was most strongly argued for
by traditional public health officials, who saw it as a means of effecting
control over the progress of the epidemic (and of those infected). Groups
representing affected communities were usually far more sceptical, and
jurisdictions where they had a major impact on public policy (e.g. The
Netherlands) de-emphasized testing, preferring to stress the need for
widespread educational strategies. Not surprisingly where traditional
medical authorities are dominant, such as the former Soviet Union, many
more resources remain likely to be placed into testing than into education
programs. Some medical authorities still advocate mass testing, even
where it is not clear who would benefit from the results. The available
evidence suggests that various programs of compulsory testing — whether
of ‘high risk groups’, of pregnant women, of hospital and STD clinic
patients or, as in some US states, of applicants for marriage licences — are
likely to be counter-productive.3 Moreover, there are the crucial issues of
resources: mass testing — especially if accompanied by any form of
counselling — is expensive, and uses resources which might be more
sensibly devoted to prevention and care.

The nature of the testing debate began to change as medical advances
started to suggest that early intervention might be possible, and, indeed,
that if one took drugs such as azidothymidine (AZT) as soon as one
became positive this could slow down the progress of disease. As early as
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i itive, immediately go onto AZT. At
i 2y m?u.._Eﬁ ﬂhnﬂ“ﬂ“ﬁh&“@ﬂ“mnﬁmﬁmﬂm were at best _uwnimﬂ.s..
- iy, one so more than my own, the Victorian AIDS __Dm::.u.r
uraE_H u—EM” M“i years, however, attitudes changed quickly, as nwﬁn._#n
nw..ﬁmmn Q.W__““n of early mn,nnqn::an mounted, and .Pﬂum n.p.mm:_u,m:c...u
’ _.”n_._..."..o.m testing as a central policy. In countries with access m_a
Hanw..,u ﬁwnwuinww concern for discrimination came to vq. oﬂn_.u._nnm”nn y
E_.._u_pn the ability of early treatments. Elsewhere the situation remains, as

Parker and Daniel wrote of Brazil:

Virtually no free, anonymous ._n.m:_..m sites are .w..,mwnm___..mﬁa M.M
equipped with adequate psychological ngﬂ%&ﬂ.ﬁ v._ﬁ.,__n 9_.“:._.. g
individuals involved in practices .”q Tn_..m““__w_”u ﬁ.—_ ..um.”:m. MM..EEJ_ .
- i .wu”””m“mcchmw“ﬂ“n“nﬂﬂmw well perceive to be the
o e risk of being tested under circumstances :.E.H Emw
wﬁﬂﬁﬁwﬂﬂﬂ their confidentiality nor their basic human rights.

is i f most of the developing world; one sm. the great
wnEnMan_ _”Mmu Mw.mmﬂ,mmnhﬁ to establish the }._.,Um. _:_,E._smwﬂ.cﬂ ﬂmﬂﬂ” m”_..n
first site for anonymous testing and ncznmnﬂ_um in mc._u._r_.“_ m:u 5 .L__w._._wﬁ
There is a further theme in the testing m,._.“__um.”n.. w __.__n is nEM.E i
about the central role of HIV asa Mmm.ﬁ of ,#_Uﬂ“nuﬂ__w Mﬂmﬂmr sy
i tates — w
_.umnz #wﬂnyﬂﬂvﬂwﬁﬂmw .WM.._.MM—H scientist Peter Duesberg and the gay
. wmmuﬁ_mﬁnﬂﬁ New York Native® — echoes of it occasionally are _..qun._:
uﬁﬁwﬂ_ﬂﬁﬁm Thus at the 1991 International Dnzqnwm._u.mn for People with
ﬂ_{w M.Hn_ .__:Uw one speaker, Haydee Emilia Pelligrini _.zui_rCEmc_wﬂ :
argued: ‘s U:nm__u.nﬂm not correct when he argues _.rm.. }._Um ist n.‘._.nmﬂ v
s al imbalance and not the product of an infectious agent: Shou
ol 2 ttention to the fact that...the most polluted w:ﬁ_ nﬁ
”H:MMMWW “M:ME have suffered harshest the initial :ﬂﬂmﬂ_ of HM,. n__.mnwzuﬂ_n___..
While I am sympathetic to the analysis of .,.r_n _ﬂrn.“_wc.._mm ”n MMMH_ meqnmpwnﬂm _.u
o ﬁl:m_i””_“”,—n:”ahaﬂﬂm —Mﬂhﬂmﬂmﬁ_ﬁn W_.“”.:nm.”ﬂn few n.Mm-:v_nu of the
“Mﬂ”.”m“&ﬁnﬁ_ .Ec.._naﬂ_.; resisting ﬂm}ﬂ“_M hypothesis, as shown by
ianﬂ.zmﬂm th”“ﬂw“ﬂﬂwhmﬂrﬂ_.mﬂm:auﬂium:num are w__...mm.::m:m (o come o
terms ”.__:.r the even more complex issues ﬁomnﬂ_._ﬁa f_m...n.ﬂ..w ...,W_M”M_Mv—“_q“ﬂ“w
As vaccines have both therapeutic and preventive possibiliti
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concerns are unlikely to be easily resolved. There is considerable concern
among a number of community groups about the nature of vaccine trials

commonly underway in both rich and developing countries:

need to be considered within the framework of discrimination, the class
based power of medical authority and the ‘increasing pauperization of the
epidemic’.? Australian community organizations are involved in a
number of consultations with researchers about vaccine development, and
there are some fears that the medical and pharmaceutical authorities will
take note of such consultations only to

the extent necessary to recruir
subjects for their trials.

It is the possibility of treatment advances which has been the
dominant factor in the radicalization of the AIDS movement in
industrialized countries, and the issue is inextricably bound up with the
emergence of AIDS activism and groups such as ACT UP. This in
has been closely connected to the energies and anger of people infected
with HIV: in most Western countries by the late 1980s, PWAs were
demanding and taking leadership of the community sector,
bypassing existing organizations to establish their own. Not surprisingly,
PWA activists, who quickly became experts in the medical literature,
began pressure for expanded drug trials and the involvement of general
practitioners and community groups in trialing new therapies. The
Community Research Initiative (C RI) in New York City emerged from
an alliance of disgruntled doctors and PWAs, and has played a crucial part
in the fast-track testing and approval of new drugs. The first grassroots
community trial took place in New York in 1984, largely due to the efforts
of three people: Dr Joseph Sonnabend, whose Manhattan practice had
brought him large numbers of early AIDS cases: Mathilde Krim, a cancer
researcher and founder of the American Foundation for AIDS Research

(AMFAR); and Michael Callen, one of the founders of New York's PWA
group.# This involved the drug isoprinosine, but the most remarkable
success of the movement were the tests which showed the efficacy of
acrosol pentamidine as a prophylaxis against PCP (pneumocystis carinii
pneumonia). Tests began in New York and San Francisco in 1986, and by
1989 the results had persuaded the Food and Drug Administration (FDA)
to accept the commercial sale of the drug for the prevention and treatment
of PCP — ‘the first time ever that a drug had been approved based on
grass-roots research.’? [ts defenders could claim that CRI has proved that
a community model of research, involving PWAs themselves in decision
making, could run effective trials — partly because it .was able 1o

70

turn

sometimes

as the
Brazilian group Pela-VIDDA Sao Paulo has stressed, the ethical questions

and ld resolve the complex ethical QUESHIONS O Sutil rvsvarw
cou

ﬂ.—ﬂ_uﬂwm_”::.m__. 1

lopment of a number of
to these efforts was the deve ﬁ |
aumuunu.—nﬂ____ anm_.,_ﬂMMwM Project Inform in San Francisco ﬂﬂmﬂ.na by ?,_MM..F__z
el _uw_mﬁ;”mwnm_ which seek to provide the latest .:H...:dm:_uﬂ M_M,M”] 2 ,M
anc oty - i ¥ r_. —Um. that mﬁ_n
lp organize ‘buyers clu : W
nncnﬂonuﬁ wMMa .ME_._Mmﬁﬁn_,Em: across national Wn_c:n__w:mm... H_:: yet M?w_mhw
._.nEEnnmm Similar information in Britain is m___.cﬁa_n.n_. via the .ﬂ:o.rn
ﬂm_ﬂﬂmﬂ”&. F“m_ Through direct action, involvement :.d_n__.ﬁw, _.”__.E m,n__ "
A " mwﬁl mn_\_m,p_nm therapy information, and the provision of : anne 2l
xpen ..:m d through what is sometimes called the .n..hn P
) e ﬂm..cumwuﬂ_n with AIDS asserted a role for :..n:;m..ea.; E&nm_
::mn..wn_””..ﬂ.nm their condition that has no real parallels in me
mana
EMEE.: i i feeling that research on treatments
nything else, it was a leeling ; o
Z_“u “Hmﬂmﬂvﬂiw funded and was being delayed by .r.:..n%_aﬂ”._nnw FM__
558 :.N_.E Hnn_m..u the foundation of ACT UP ...E.Dm D_um_:..n”: aw_ > ::m_nq
tape ¢ in New York in 1987, "a diverse nonpartisan m....wzvu__m_ H_. S
wnHH_EEEnm to direct action to end the }Hﬂw _D._._:mq .ﬁ _HE :W T
" i ; ol Lar
speed ch was the major theme Mgt
R T Mn ﬁamﬂn Community Centre in March 1987 which
i rth of ACT UP.1%) ACT UP attracted
i ble to channel this
ivi lled by intense anger and were a ;
mnz..,_m.mm “ﬁﬂnﬁnﬂnﬂﬂ%ﬂw _.auﬂ.m of protest, which n.m_u:_._.ﬁ_ the J.Haz.hmzﬂ _H..
m__....mnh.__“wm, and dramatized the issues they made n#rn:. GE_..W_HWn_...hn:?
g i d the costs of tr g,
cess to drug trials an .
T amn_n:m_,mﬂwr_.ma.._,&u_.mWnEE the very large number of predominantly
o ruuﬂnﬂ York and other American cities who were _mnﬂz..mn_e_nm
i ACT was a
those who were, For them, ! :
o { channelling rage, anger and fear into
‘an enemy’ who could be

speech at the Gay :
was the inspiration for the bi

gay men I
either positive or ¢
cathartic experience, a way o

s . jon against
grme e E___H.H__ huﬂmﬂ%“ of mhw__n President, the Food and Drug

personalized — incingly than could a

i ics — mMOre convy -
}H_Emnpmﬁwﬂ_cﬂ“. :_“..Mﬂ.wﬂ:% MM“M“.. _mn:m any way the extraordinary ?._.z..um”
s H.” _um_..ﬂ —..L.____W — nor its achievements on the drug ﬁ..ﬂ__un_ — 5. 1”__.5
i of its followers it was as much about acting out as acung
out .Mﬂmwc_._.mﬂ_w“ﬂn out by a comment of Joshua Dw.ﬂmmw..ﬁ _ﬂ_wH %.J. M_Mnﬁ“
54 ic — account o : .
mn_.nmﬂ,:___.n . Eﬁ&?—”ﬁ_wsmﬂwﬁﬂﬁwmﬂﬂwum for themselves and Eu_wzm
s..”? _Mnﬂw.””w _?N them.’ 1 Gamson corroborates the view of ACT UP as
others 4
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LS LLIEEY L3 Ioomote — the significant numbers

'y e ¢ of wo involved i

_,”.“_mmm:mm_ﬂmﬁ, __S:mr not distinguishing how many of .ﬂwﬂ__ ..__Ha_ ol
-7 ACT UP is clearly one of the arganizational forums ..H.H_“_Hn_wa_-“

feminist analysis of AIDS has been able (o have some impact, and

MM”H,.M.M.WE.H tension has at times arisen between this analysis and the
m,wmznmmnn_www,_ __“.“”” nﬁmm”oﬂmmwa .“H”_”_q .nﬁanﬂwu.,_ammnmh pre-eminence. In San
two ACT UP organizations in EN_””_M“_“._F O Sertes de
A :._kumn mmwiﬂn?n:.u are nauumn_mﬂmc,_n
..__.._:mnn}..__._mw__,m mH_._m__ ._“_.MHFM new ..._._nwwEnm have become available to patients
s i ..M . %ma_m ginger group in pressuring the drug mﬁ?d___.L
gl m:ﬂ vided people who _u_.n....mq:n themselves nx_u.,nzu in the
by which v eomenmnts Bactme suiie Ar oy D DRSS
- able. As one of the best
Mw.wﬂmﬂnhhﬁ,_._wﬂmﬂmrﬂ _Mr_uu.?nmu_r Harrington, put it: ‘None n__.nmw”.:wn
o o mmwz effective had not AIDS activists learned the jar nm
i :nﬂ E:Enﬂ..mun_ turned it towards their own Eu.ﬁmmn_
Wi :.EMthnE activists have had a major impact on the wa LF
e un_ nc.m_._m:nﬁm. on expanding them 1o include EEHE:
s w: cﬂﬁﬁmnﬁ € 0 R_njq (often excluded for the traditional nnmmn.:h
N n_“.E ..hnm_w__.manM.H._ucﬂ M_Mﬁﬁm.mn__w class white men in most drug
: of pharm ic: i
HH“M”“M““ M_Hﬁf MM__J wa“,_ their ﬁwnm”n.m. %ﬂﬂﬁﬁdmwﬂﬁwwﬂﬂmcﬁ MM
. rough legi lation, which established t
”MM”H.: _ﬁ._q.“_ Hﬂ_wam.ﬂaum_ Fﬂ::ﬁ«w of Health in 1993, cw”.._n“mw”hwﬁ__”“wm
ez %UEE:HE ?....E: Group of ACT UP and the AIDS
gl mn.?wmﬁ Fug companies, too, responded to the challenge of th
el el 8, _h.d particular Burroughs-Wellcome, manufacturer a.w
oo ,rnzwq of much early protest by ACT UP such as the invasion
o o e n EH. .M_m_uﬂr Stack Exchange in September 198918 In he
bl _ME M n_n_ﬂ__._ﬁ?ﬁnn_ Community Advisory Boards in a
sl s 5, and was _.am.u:nﬂ_w_ advertising its sponsorship of
Senommnndl }Dm_, etc. It is difficult not to be cynical about the
g up _u_m;c::m_ in advertisements paid for b
e m:ﬁnchzﬁ”%nq::n promoting the advantages of testing and nmw_w
i . nm.ﬂnn,_m&u, _____,._w.m: these are read in conjunction with
years earlier calling for boycotts of B -
gy urroughs-Wellcome
i &;r“:mr n__mwam._.m about _:#”.. value of using AZT has been loudest i
» It reached its most bitter point in London in 1993 when :_“H
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and have had a lasting impact

i -
injunction against their picket of the Terrence Higgins

after breaking an
Trust, which they accused of ‘murder’ through its advocacy of the use of

AZT.19 Although their claims went far beyond the views of all but the most
extreme medical sceptics, the incident was a painful reminder to ALDS
organizations of the responsibilities involved in urging people to seek early
treatments which may prove less effective than originally thought.

It would be silly to declare that every activist claim for treatment
access has been successful; the short history of AIDS contains many
accounts of people breaking restrictions on access to treatments which
have proved no more than expensive and sometimes fatal quackery.
(There are obvious parallels in the history of cancer.) Many of us know
peaple who have defied official regulations 1o travel overseas in search of
elusive cures, whether it be massive vitamin innoculations in the Bahamas
or ozone therapy in the Philippines. How far the state is justified in
regulating access 10 (reatments for those who can hope for no cure from
officially sanctioned therapies is one of the major ethical issues thrown up
by the epidemic, and at the time of writing this is brought into sharp relief
by the general gloom which currently pervades the treatment news. Thus,
in September 1993 activists reversed a previous stand to call for
withdrawal of approval for the drug zalcitabine (ddC). ‘We have arrived in
hell’, said Gregg Gonsalves of the Treatment Action Group. ‘AIDS
gulators have worked together, with the best

activists and government re
we have done,

intentions, over the years to speed access (0 drugs. What
however, is to unleash drugs with well documented toxicities onto the
market, without obtaining rigorous data on their clinical efficacy. ™"

The American treatment activists quickly became an inspiration for
groups overseas. In Canada, a public meeting in Toronto during late 1987
saw the establishment of AIDS Action Now! This group took up Canadian
concerns surrounding drug testing and treatments, and set out to
embarrass the federal government for its slowness to respond to the
epidemic.?! (One study of the Canadian response describes a protest
organized by AIDS Action Now! at the 1988 National Conference on
AIDS as sending ‘shock waves through the corridors of power in
Ottawa’.2?) Changes to the Australian drug approvals system — one of
the most cumbersome and slowest in the Western world — were largely
due to the pressures of PWAs and AIDS organizations inspired and
informed by the American model.23 And while such activism has been
afmost entirely confined to the developed world, initial links have been
established with groups in developing countries, sometimes enabling
drugs to be sent to those in need as AZT has been sent from Austraha to
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15 unbkely that the World Health Organization would have involved
community groups in discussions about the protocols for HIV vaccines,
which, particularly in developing countries, is very unusual in medical
research.
Not everyone involved in ACT UP is gay, and yet it is clear that
ACT UP is essentially a product of the gay movement even where, as in
some of its chapters, it has tried to emphasize the inequalities in American
health care based on race and gender.?* (Some commentators have
identified ACT UP as ‘a gay organization’.25 Others have been more
nclined to stress the high percentage of seropositive members, although in
both cases these descriptions are not fully inclusive.) The dramatic protests
of ACT UP, and its ability to instigate effective acts of civil disobedience,
are very reminiscent of the early actions of gay liberation. (Interestingly,
one commentator even uses the term ‘zaps’ in speaking of ACT UP, a
term  associated with early 1970s gay activism.20) The slogan
‘SILENCE = DEATH’ has become a global symbol of ACT UP’s anger
and flair for public relations. I might note that 1 have some reservations
about this slogan, and the tendency in some ACT UP rhetoric to equate
negligence with ‘murder’, a tendency which Richard Mohr identifies as a
confusion between acts of omission and acts of commission, 27
More clearly ACT UP is American, and its attempts to promote itself
as an international movement have often antagonized others even though
there are now ACT UP chapters in at least six countries outside the
United States, with that in Paris probably the best established. One of my
favorite encounters of the last decade was with an American who had gone
to Montreal after the International Conference in tha city in 1989 1o
found a local ACT UP chapter. When [ asked him whether his lack of
knowledge of French might not be a problem he brushed the question
away as irrelevant, although language divisions have dogged community
organizing in Quebec as they have almost everything else. The ‘ugly
American’ is unfortunately not only found on the right. Equally,
Americans have been prominent in the establishment of most European
ACT UPs: it is revealing that a German book on ACT UP, with the
wonderful title of Fire Under the Arse, and identifying chapters in nine
German cities, consisted almost entirely of pieces by Americans.?8 (There
are, of course, some forms of AIDS activism which have developed
independent of ACT UP. In India, for example, the group ABVA, a loose
grouping of activists in Delhi which grew out of the local human nights

movement, have been a vocal force attacking AIDS-related discrimination
and neglect.)
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L Ame n_ﬁn..hﬂmm ﬂ?ﬂhwﬂ?ﬁ.ﬂ%ﬂnuﬁsm..__u:. m:.mﬂ:maﬂnm:w__u. m.nmm..._nEM
ﬁ}?_ﬂn:.nh”_ ACT UP has been a major presence at “Enq.sm:__w_nma
o ?H:n: : 1 i been given to placating it.*
derable attention has been g n
H _ MM_,_ N_Mm MWMMWH& many, including other activists, who Ww_ nﬂﬂn.
n“m._ﬂc tactics are no more appropriate when used E. ACT o
stand-0 m., (One New Zealand observer of the 1993 Berlin _.:.n:.ﬂ. o
i uM complained of ‘the embarrassing form ot }__U_. d
D”“__.nmnw__“ 30y ACT UP's strength in the United _.bm.mﬁm—. im“.m w“qﬂmm_m
s w ¢ i 1 t brought abou
tion from governmen : |
R e % w__aﬂmﬂ”.cmwmcsﬂ :Mm perhaps not an accident that in

years of Republican Adminis o—

B o e e i o
w m“nn__nﬂ.,n. E.HHHH”;,"H wrucw“. the relevance of its approach. _

- The grove hasis on treatment issues matches the growing
i o mqoﬂ_wm%_ﬂmaﬂ:rwﬂ AIDS organizations and a corresponding
o hasis on the needs for education and outreach o those who
s ! .w_:_....m The two approaches can of course be J:gmni by an
s Em,p.nﬁﬂ.ﬁmu which accepts the importance of targeting those i_:_o.
n_n_nnm:n.u.“. w_.”_m seeking to prevent the spread of the ..&.:m.u_.wi:m 1..“.MM.
e s d that they must be accepted as leaders in all A 5
= i . as the German activist academic Udo mnmcimzr. put it:
.“._ammn_um:n_:u_ HE_ means control of *‘community based’ organizations
EnEQnMEH%M AIDS, and not, as usually ﬂ?.._ma_ﬂ_m .EW ,quﬂ_:_.._ _.ﬁ_mw”%
Mw_%mmwm or other non-affected interest mE_..ﬁ_r.m.;h ”a”“mmwzh” " “._ha” m_ﬁ_:.mm

negative gay men who see themsely
M__M_“H.,M_:MH“MMM m:m nmcnmuﬁﬂmﬁ of the AIDS movement.

New Constituencies, New lssues

i i . ith it

The shape of the epidemic has changed since the EE-Emﬁ._;HMM ..H o
b sibilities and constraints for community response. s e
al Western countries it has moved from being overwhe mingly
MHEM.EE“M.._ among homosexual men and men with __H_.””w.ﬂr_hmw_,
ading, via needles and heterosexual sex, to a E.amnﬁ, popula : ._..._::
Mwﬂnnn__ ﬁm_uEm...n__:m none have probably been as badly hit as _x_wﬂ ME%
hemophilia, almost half of whom in at least five 3:5_:““”: s _x..
da, France, Spain and the United States — were esiim Riglre
e it b _m_..n end of 1990.3%) In a few areas of the C_:_:.n_ tates,
HH:QH “ﬂw ..._H.r inner cities of the east coast, AIDS is now a disease largely

75



e mm e PTTERRE O SASERA S eeues G T LG WAIA R LA ASLILIS BRSSO

cases of HIV seemed far more heavily concentrated amongst black and
hispanic than other Americans. In developing countries, early
complacency that HIV would be restricted to prostitutes and foreigners
remains a plausible delusion in a declining number of countries.

In the United States, where these changes seemed most dramatic, it
was argued that this would inevitably lead to a decline in the gay stake in
the epidemic. As a result of the decline in percentage of new cases due to
homosexual transmission, Robert Padgug and Gerard Oppenheimer have
argued that the gay-based AIDS organizations, ‘although jealous of the
immense effort and money it took them to achieve their current
position . . . will inevitably have to share it with newer, non-gay groups’ 3
(There is striking evidence of the extent to which gay men sometimes find
it hard to ‘share’ AIDS in gay sociologist Philip Kayal's observation in his
study of GMHC that: ‘Homophobia is the most important social
dimension of AIDS."¥ To write this of New York City in 1993 seems to
me to verge on precisely the sort of blinkered gay chauvinism which many
established AIDS organizations find themselves wanting to deny.)

Certainly there has been a rise of organizations based in communities
of color, and sometimes tensions between them and the older established
agencies are palpable.?® (In 1993 a bitter dispute over city funding for
HIV broke out in Washington DC, in which mutual accusations of
discrimination were made by black and gay leaders, and the director of the
City’s Agency for HIV/AIDS was fired after allegations of pro-gay bias in
the allocation of contracts.3”) While there are alliances between black,
hispanic, Asian American and Native American groups — which at a
federal level work through the National Minority AIDS Council (NMAC)
— there are also tensions at times between minority groups, and the same
suspicion and jockeying for resources as new groups become more directly
affected. Early in the epidemic there was considerable discussion in San
Francisco at street level of why so few Asian-American men were

apparently untouched; by 1993 the National Asian/Pacific Islanders
HIV/AIDS Leadership Forum could point to CDC figures as showing that
‘Asians and Pacific Islanders currently have the greatest increase of new
cases of AIDS of all racial/ethnic groups'®® and special programs aimed at
various Asian communities were being established. Among ‘minority
populations’ there are special problems for women, who tend to be even
more marginalized and lack the visibility black men have achieved
through such high profile PWAs as Arthur Ashe and Magic Johnson 3%
But there are also special problems for homosexual black, hispaniec and
other non-Caucasian men, who often feel a lack of support from both the
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mainstream black society.3! Some mainstream gay agencies have
committed themselves to major attempts to break down racial and ethnic
lines among homosexual men, as in the San Francisco AIDS Foundaton
‘gay/bisexual men of all colors program’.

It is easy to point to the problem, less clear to find easy solutions.
When organizations do seek to make major changes to accommodate the
new profile of the epidemic they risk alienating their original constituency
(and funders). When 1 visited AIDS Project Los Angeles in mid-1993 a
number of staff were very concerned at what they saw as a deliberate de-
gaying of the agency, symbolized by an attempt to restrict the display of
explicitly gay material on office walls. The racial bitterness of Los Angeles,
the growing financial crisis in the state of California, and the gulfl between
the experience of middle class gay men, predominantly living on the west
side of the city, and that of Latinos living in East Los Angeles makes any
attempt by the agency to satisfy all its possible constituents very difficult.
Wtile some of APLAs programs clearly reach out across the city — the
Project operates a very successful Food Bank whose clientele is drawn from
all areas of Los Angeles County — it continues to depend upon the
leadership and resources of white gay men, which in turn promotes
considerable resentment from other agencies. The sort of balance required
is summed up in the phrase used by GMHC: it identifies itsell as
‘committed to the practice and realization of multiculturalism and with a
special commitment to the lesbian and gay communities’.

It has become a cliché to observe that AIDS organizations need to
integrate new communities into their work as the shape of the epidemic
changes, and to ensure they get adequate access to already stretched
resources. Most countries today are increasingly multi-ethnic and multi-
lingual — this is as true in Sweden, Canada and Germany as in India or
Nigeria — and the need for culturally and linguistically sensitive AIDS
education materials reoccurs in discussion of HIV/AIDS programs from
almost everywhere. Sometimes this overlaps with larger questions about
the balance between direct services for people with HIV and prevention
programs, as class and ethnic differences open up between those perceived
most at risk as against those already positive.

Even in those countries — in Scandinavia, The Netherlands,
Australasia, and most of Canada — where HIV remains heavily
concentrated among homosexual men, tensions constantly w.,..:._,m.......,.
between an AIDS-specific and a more general ‘gay’ agenda. Writing ol

Denmark, Erik Alback has indentified the way that the {smaller
hemophiliac community was able to skillfully use the political system u
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other group affected by the virus:

No other risk group was able to define its risk of infection as a
public responsibility. By privatizing sexual conduct, the gay
community removed the possibility of claiming public
responsibility for their infection, and even made it possible to
distinguish ‘blameless’ victims from those ‘responsible’ for HIV
infection through their own private acts. The leadership of the gay
and the medical communities opposed giving economic
compensation to hemophiliacs. Once again the DHS [Danish
Hemophilia Society] was exceptionally skillful . . . the DHS was

able to press its concerns in a political climate in which the
hegemony of the medical profession over health policy was
increasingly being questioned. #!

Similar tensions between hemophiliac and gay-based groups are found
elsewhere; the Hemophilia Foundation of Australia has refused overtures
10 join the Australian Federation of AIDS Organizations (AFAQ), largely
because they can probably do better by directly negotiating with the
government but also, undoubtedly, because of distaste at too close a link
with what are perceived to be essentially gay organizations. In Germany
Guenter Frankenberg has noted that Deutsche AIDS Hilfe has made m
particular effort to reach drug users, prisoners, and sex workers — which
wm,m sometimes been met by criticism that ‘the gay-dominated AIDS-
_.Em.._.d have effectively colonized junkies, prostitutes and prisoners
speaking for them instead of enabling them to be their own mnﬂ__u....w:..mu#m
u.__r,w the epidemic moved from being an immediate crisis 1o a long term
condition, affecting greater and more varied numbers of people, it would
not have been surprising to see a drastic drop in the significance and
::q.:rni of volunteers involved in AIDS work. Perhaps surprisingly, most
major agencies in developed countries seem still able to recruit a steady
stream of new volunteers, as more and more people come into contact with
the impact of the epidemic. In 1993, AIDS Project Los Angeles (APLA)
could claim almost 2000 volunteers, a figure which is matched

(considering relative populations and levels of illness) by groups

e : in man
other cities and countries, {

: : ‘It is the volunteers who have been the heart of
the agency’, proclaimed APLA, claiming that its volunteers by the end of
1991 had contributed over 800 000 hours

¥ ﬁ.ﬂ. over ninet
persons with AIDS. %3 Whether the su ¥ person years) to

pply of volunteers can meet the
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winning from the state a right to monetary compensation accorded no

moving into communities of color, with different needs, resources and
_eultural patterns to the earlier epidemic, is not clear. Yet already there are

' many examples which suggest that direct work with People with AIDS

brings together people who one might assume have :n_:m:m_wz common, as
in the frequent cases of young gay men working with Latino families, or
conventional middle class women providing home care to men heavily
involved in the gay ghetto. ok
That so many of the volunteers in community-based organizations
are not themselves part of the core communities mm..H_E._.u by I—r has f..ﬁ......
seen by some observers as replicating already cxisting incqualities. Cindy
Patton has noted that: “The media valorized the gay En_”.r. ch__:ﬂ....n.. who
put aside careers and personal fears of AIDS to care for his brothers.
Heterosexual white women also volunteered in large :r.:srﬂﬁ but not
hecause they were depicted as at risk of HIV from their _“__E_H.._F,..:n_m or
husbands, but because they are the traditional ..,E..E_nm.q rescrvoir. Many
women were personally affected by gay male q.:._n..&m with ALDS, but they
were not encouraged to understand this experience in the social context of
their participation in gay male culture." What Patton sees as a _u..s_u__.,...:_
of sexism is seen by some as a problem of ownership, and some mﬂ_.._
commentators see the growing number of _.nzawﬁa ,_E..uEEn... rs as diluting t M
necessary community base and community building mandate of the AIDS
45
Euqmm.n_“unﬂwmuccn examples speak of volunteers in the most traditional uns.ﬂ.
usually involved in direct care of those with AIDS; E_..,_...: ia_mtﬁmr _E..” e
other functions of AIDS organizations — mm.:nw:m_._. Ed&.ﬁ.mﬁﬁ
lobbying, policy formation — the Hmn.mn groups in most $_E.M_ﬂ _:_H.M_.
remain heavily dominated by white, middle class gay men. In Sy _.._3
Stockholm this continues to make sense; it is more problematic in p mnm”.
such as Milan or Miami, where there is a significant number of ﬂwnﬂﬁ e
from other backgrounds, cither heterosexual nﬁ:m users or ﬁwn_m._n aof color.
The strength of the community-based n_,mm_,:_nu:c...m.__ﬁ lain _J the _E”,QH
between those affected and those working with them; it is not clear H_._w.” the
same sort of links, and thus the model E_m.nqnn_ by the nmn__m.z:,m
organizations, 13 appropriate for different populations whom the epidemic
is i i flecting.
> _:am.wn:mw_”_m _M,.M most mﬂEﬂw:n ways in which the changing m_:__uw of the
epidemic impinges on the community sector is the burden of m..nr=ﬁmu_,.,,
death, loss and grief on the organizations themselves. Many of :._..m ﬂ..,cw &
who founded the earliest organizations, whether they be American ._.q.hé
men or African women, are themselves now dead, and the load this places
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atter 1 attended the funeral of a former worker for the Victorian AIDS
Council. At the subsequent wake the leader of his care team said he had
buried three men in the last eighteen months, and it was time for a break.)
The sheer dimensions of loss in those communities most affected — in
Uganda and New York, in Rwanda and Paris — makes it difficult for
organizations to continue. AIDS organizations maybe are becoming more
permanent, more professionalized, ‘in this for the long haul' as is
sometimes said, but they grow out of and serve a population which is
fragile and in a state of constant crisis as more and more of its members fall
sick and die.

Within particular and already stigmatized communities this will have
very special consequences, which in turn impinge upon the ability of the
community to respond. In his frustratingly opaque piece, ‘Mourning and
Melancholia’, Freud wrote: ‘Now the melancholic displays something else
which is lacking in grief — an extraordinary fall in his self-esteem, an
impoverishment of his ego on a grand scale . . . The distinguishing mental
features of melancholia are a profoundly painful dejection, cessation of
interest in the outside world, loss of the capacity to love, inhibition of all
activity, and a lowering of the self-regarding feelings to a degree that finds
utterance in self-reproaches and sell-revilings, and culminates in a
delusional expectation of punishment.*6 This ‘fall in self esteern’ may be
linked with grief in many communities hit by AIDS, whether this be the
gay communities of the Western urban world or the villages of Central
Africa. Certainly some of the American literature on grief and loss in the
gay community suggests widespread feelings of abandonment. depression,
apathy and anger which echo Freud's words, sometimes linked to
withdrawal from both the community and even from personal and sexual
relations, 7 A feeling that ‘we’re all going to die’, as one of the characters
expresses it in Andrew Holleran’s very powerful story ‘Friends at
Evening’ *¥ haunts some of the most affected communities, and makes
rational responses difficult. Similar reactions are reported from Africa:

A report carried out in five villages in Rakai [Uganda] . . . found
evidence of depression being experienced on a massive scale. It
manifests itself in poor communication within families, between
individuals, and between community leaders and members. There
is a lack of cohesion in the community, and traditional groupings
for mutual help and support, such as the extended family system,
are collapsing. Juvenile delinquency among unemployed youth is
on the increase. In addition to the depression caused by
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accusations and counter accusations among the men, women and
younger people as to who is mainly responsible for spreading the
disease 9

What this means for people is spelt out in this report by Elizabeth Reid:

The most striking feature...is the psychological impact on
individuals and communities of so many lives .d.um.“, S0 ANy
parents, siblings, friends, children, colleagues, zn_mrr:.:qm dead.
In young children this often induces an almost catatonic state, a
withdrawal from the world of pain and despair. O:_n story from
the Kagera region in Tanzania is of a young gir] sitting n_.h_,.{ n.mnﬂ
day at the edge of the yard, rocking on her rﬁn_u.mnn_ staring into
space. Both her parents are dead, brothers and sisters, aunts and
uncles. There is little food but she is not hungry. She rocks,

grieving. 30

If AIDS is seen as a curse or a ?.E.Gr:.nn._. as d._::n_. ..n.:.mi:u n_.__ﬁ.c:_.ﬁ,ﬁ.
suggests, its impact will strengthen deep and irrational feclings n___q. _x_m.ua:mﬁ.
inadequacy, and this in turn will wzm_:.”:nn communal responses. One o
the most common aspects of AIDS politics — an anger &:.nn..n.n_ at mrn.in
also working in the area — is closely linked to the mechanisms which

Freud describes in ‘Mourning and Melancholia’.

The Cultural Response

The short history of the epidemic is marked by a distinctive cultural
response, itself often shaped by nnu..q:mz.,,n.._,,nnmmu_umpazm such as the
Names Project which manages the AIDS Quilt. A E_.E__w T:n__.m could be
written on cultural responses to the epidemic, ranging from u.:nr
elaborated forms of community memorials as the Quilt and Candlelight
Vigils, to small scale village ceremonies for the dead. m_,:m,: responses are
clearly very dependent on existing cultural norms, and it is not surprisi "....ﬂ
that they tend to be particularly associated with Eum:w-.:. gay communities,
which had significant pre-existing links to mainstream cultural
institutions. Yet it is interesting that the greatest impact of .m: .,T.,._n:_EE_
responses to the epidemic has almost certainly been the D.@:F which grew
out of American popular tradition and was developed into a powerful
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olates.

The Names Project began in San Francisco in 1987
Cleve Jones had been ;

U..miEm on the American tradition of making quilts to mark special
Mnnmm..usm it has vmﬁcﬂn a major communal tribute to those who have died
rom the epidemic, and literally tens of thousands of panels have been
woven, each of them a personal tribute to a particular loss. 5! The full Quile
has been unveiled in several major ceremonies in Washington, but panels
are constantly on display across the country and now — as the _@.Pmn.uﬁ
been adopted as an AIDS memorial in many other countries — across th
world. At the first major showing of the Quilt at the October 1987 _nmEm”
mmn_ gay march on Washington, Cindy Patton noted the contrast with the
Vietnam ?_—_.nq:.u_._m_ Wall: *No one could help comparing the bright
coloured quilt, which covered an area greater than two football fields . m.__._
the sombre grey granite of the Wall . . . Many of the lesbians and gay H_
ihE came to _m..n March visited the Wall, where one heard gay Enm .Mhrm“m
”..JM.H_ wn_ﬂm in Mmmﬁﬁmﬂ and compared losing friends there to losing
s to AIDS. : I'he growth of the epidemic has been matched by the
growth of the Quilt: from two football fields in 1987 1o twelve (rou L_. 13
acres), ...ym.__u_.mn_:m 20000 panels, when it was displayed o |
Washington in late 1992, il
e.ﬁm_ if the Quilt grew out of the gay community, it has become a
meaningful way of expressing loss to people of all sorts, and its ima
m_._..u_s, the changing patterns of AIDS in America. The ﬁ:_u.:n nzﬁamummcﬂmn”.
grief w.d,.._:m AIDS takes on a deeply political purpose. Such na__mn..n__.
undertakings will have many meanings, as Marita Sturken has Enzmmhm.”.

For many AIDS activists, mourning is transformed into action
through collectivity. AIDS activist Douglas Crimp writes: ‘For
many of us, mourning becomes militancy.” However for others
mourning in the face of AIDS takes different forms: for those m_.”
inner-city Qm.EEﬁ:Enm. mourning in the face of AIDS may be
more often tinged with the rage of despair rather than the an Hq i
a middle class sense of entitlement. For many families Eo:m:h,z_n.
is a _unonnm.mmuw of feelings of shame and guilt. ?__u:qu_ms,m is mnm:nm
by .,.rn. ﬁ:___. as a cathartic and healing process, one that is ongoin

and diminishing in intensity, both angry and hopeful 53 S

While the concept of the Quilt grew out of a specific American tradition, it
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Jon some time earlier b acards
memorializing those dead from AIDS during a n.w_._&....:mf_,.ﬂ ﬁ“uﬁﬁ__ .

Quilt projects in over twenty countries, including Brazil, Israel, Thailand,
and Zimbabwe. Its universality is captured by Peter Blazey's observation
that: ‘What makes it moving are the evidences of that person’s life —
comic, personal, loving — that are presented before your eyes, helping
recall if you knew him or her; or summoning the person up if you didn’t.
This is not a unilateral act. It is a mutual act, like an act of love, requiring
give and take on both sides. '3

Equally, the Candlelight Vigil for those dead from AIDS has spread
far from its origins in San Francisco in 1983: ten years later it was reported
10 have been celebrated in 44 different countries.” (In Malaysia — and
presumably other Islamic countries — the reference to candles is deleted as
sounding too Christian.) Other forms of memorializing those dead of
AIDS include a display of cobble stones engraved with the names of those
who have died from AIDS in several German cities, and the dedication to
those deceased of the palm trees which line the centre of Santa Monica
Boulevard in West Hollywood, California.

AIDS has also been recognized across the spectrum of more
conventional ‘high’ culture, particularly in theatre and dance where the
losses to the epidemic have been very considerable. Indeed one of the
conventional responses to the epidemic has come to be the listing of
cultural icons it has killed: Michel Foucault, Keith Haring, Rock Hudson.
Liberace, Robert Mapplethorpe (whose dying was the basis of a moving
story by Susan Sontag, ‘“The Way We Live Now'), Freddy Mercury,
Rudolf Nureyev, Tony Perkins — and undoubtedly many others by the
time this book goes to press. In many of these cases it was only their deaths
through AIDS which made discussion of their homosexuality possible, and
this in turn has helped reinforce the conflation of HIV and homosexuality
in the public mind. The enormous impact of lesbians and gay men on
Western culture has thus been discussed increasingly through the optic of
the epidemic, with mixed consequences. (Where persons other than
homosexuals have AIDS, their ‘normality’ is often stressed to the
exclusion of all else, as was shown in Magic Johnson's much reported
hoasts that however he had contracted the virus it was certainly not
through homosexual sex.)

As a story in Newsweek put it, these deaths "become not just an
occasion for grief but for politics’.% The article in which this quote
appears became a litany of the losses to American cultural life due to AIDS
— *The impact on the arts and culture is incalculable’, Gordon Davidson
of Los Angeles's Mark Taper Forum Theatre is quoted as saying. ‘The
problem, aside from the horror of the deaths, is that the system by which
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in France, or the deathof

a well known pop singer in Malaysia, or of one of Australia’s most revered

conductors, Stuart Challender.
Challender announced both his illness

homosexuals from groups such as Queer Nation would have emerged but

for the impact of AIDS: both the focus on homosexuality, and the anger
against people like Liberace, Hudson and Nureyev who refused to

publicly discuss their illness, have been major factors in radicalizing those
who believe in ‘outing’.

More important for my purposes is the use of artistic channels to
express a response to the epidemic. Just to catalogue the plays, books,
films, art exhibitions and dance works generated by HIV would be a
major project, and one beyond my resources: there is a symphony, John
Corigliano’s First, which was written as 2 response to AIDS and has been
performed in several countries; a Requiem, the last work of composer

Andrew Worton-Steward before his death from AIDS in 1990; and even
an opera, Vittorio Furgeri’s reworking of the story of The Lady of the
Camellias, based on that most appropriate of operas, Verdi's La Traviata.
Dance seems to have been a particularly rich field for the ex ploration of the
meanings of the epidemic, particularly in the United States and in France
where the director of the Festival of Montpelier has publicly committed
himself to seeking out HIV-positive choreographers, and where condoms
are included with festival programs.’” Theatre has been particularly
accessible to explorations of the meanings of the epidemic, so much so that
a few years ago one British eritic could begin a review by musing: ‘I
wonder which Shakespeare play will turn out to be about AIDS' 58 A |
number of plays have been more directly inspired by the epidemic: Larry
Kramer’s The Normal Heart, William Hoffman’s As Is, Tony Kushner’s
Angels in America have all been important contributions to the larger
cultural understandings of the epidemic. And there is now a whole new
genre of novels based on the experience, both personal and communal, of
AIDS, with writers such as David Feinberg, Herve Guibert, Andrew
Holleran, Adam Mars-Jones, Paul Monette, Oscar Moore, Sarah
Schulman, and Reinaldo Arenas making AIDS central to their fiction: |
indeed, it is almost impossible to write of contemporary gay life without |
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ks . and his homosexuality in a ..
television interview shortly before his death, and there are numerous cases

of artistic figures using their iliness as a reason to publicly declare what had
not been said before. Indeed, it is doubtful if the push to ‘out’ closeted

P mTUyees sy erawms AU YUUIC UNE U1 TNE MOSEt recent American
novels — the quote is chosen almost at random — the sentiments

. are
echoed in several shelves of contemporary writing:

Yesterday Martin and 1 attended a funeral Though my frst, it
was just another in a progression for the other men; for a few it
was a brief encounter with their own. We were, in a way, lucky,
for there was no grieving lover, no one to lose control and offer
useless bargains with death and, worse, to feel the undeserved
guilt of a murderer or the unknowing betrayal of the murdered.
There was none of that there, just friends to stand in for the last
vigil in somber clothing. They were silent; by now they had
become innured to words, even their own. At such moments they
have strength only (o wait for this to pass, in whatever manner it
chooses. 0

The theatre and literature of AIDS largely reflects the responses of
American gay men, and their works are read and played .rﬂa.nmgc.. :”____..
waorld in ways not true for cultural responses _.Eq.ﬂ other countries. This in
turn can blind us to the specificities of the American experience; ::_:m has
been a richer literary, theatrical and artistic response to the epidemic than
one might guess from the lists usually cited. Nor are these responses
confined to affluent Western countries; theatre has been an important
medium for the discussion of AIDS in many parts of the world, though
usually for educational purposes rather than .r.n exploration of personal
responses. However there are at least two Filipino plays, both staged by
the Reachout AIDS Education Foundation, which deal with AIDS, and
some theatrical responses have come from Brazil, Argentina and Zambia
(where several theatre groups have been H,nan__.m,‘__ h.m&mnr:_.: is a good
example of a community group which was _zm?_ﬁi. by one strong
personality — Jomar Fleras — who through sheer persistance has been
able to obtain funding from groups such as AMFAR and the Levi m:.w:mu
Trust for a range of HIV educational activities.) In some African
countries, such as Zaire and Nigeria, song has been a .Ez_._n:.nq?
important medium both for expressing the losses H.E:., the mﬁﬁ..nEHP and
promoting messages of ‘safe sex’ and anti-discrimination. ”.___.”HUW... has van.:
less evident in more ‘Western' forms of writing; as the Afncan H.wunE_uT
Fakoly wrote: ‘Despite the African writer’s consistently n_um.m alignment
with the concerns and desires of the people, they have curiously been
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. The American gay movement has been particularly critical of the
m:_d_.:n of Hollywood to see AIDS as an issue to be addressed, and
mainstream cinema has tended to refer to AIDS obliquely, as in the plague
depicted in the film of the science fiction novel Dune, or in the current
fashion for vampirism. (One of the best examples of the blending of myths
around AIDS and vampirism is Dan Simmons® horror novel, Children of the
Night, which manages to link the history of Dracula, AIDS orphans in
contemporary Romania and science fiction speculation about retroviruses
and immune deficiency.%? It is surely only a matter of time before it is
filmed, combining as it does virtually every aspect of the modern
horror/adventure story.) 1 suspect that AIDS is a sub-text to a
considerable number of current films — the Newsweek story already
referred to speculates that it may lie behind the fashion for films based on
__..m. return of the dead — and the success of Johnathon Demme's
Philadelphia should ensure the subject will now enter mainstream cinemsa.
In France, Cyril Collard's Les Nuits Faupes (1993), a film in which he
played the HIV positive anti-hero and thus foreshadowed his own death
shortly afierwards from AIDS, has received a number of the industry’s
main awards.%3 A number of non-mainstream films have, of course, been
made about the epidemic, the first of which was probably Arthur Bressan's
Buddies. Several of its successors, such as Gregg Araki’s The Living End and
John Greyson’s Zero Patience, have been widely screened and reviewed.

_ The visual arts have been enormously rich in responses to the
epidemic, and again responses — in the form of posters, painting,
photography, performance pieces, etc. — come from almost all societies
touched by AIDS. As I write, the washing machine contains T-shirts from
Portugal, India, Thailand, Brazil and, of course, Australia, all bearing
AIDS messages and imagery. One of the crucial roles of the visual arts is
to challenge the dominant media images of the epidemic, which Simon
Watney has identified as a diptych, ‘which constantly narrates AIDS
mn.ncw&:m to two sets of images: one focusing on color-stained electron
microscope-derived images of HIV, usually misdescribed as ‘the AIDS
virus', and other signs of biomedical technology and authority; the other
relentlessly constructing people with AIDS as ‘AIDS victims', physically
debilitated and preferably disfigured. ' Watney goes on to argue that:

In .ﬁ__en case of AIDS, photographers are particularly well
positioned to interrupt the crude flow of images that conflate HIV
and AIDS and to challenge the crude and cruel version of the
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than a medical diagnosis. For if we accept that photography
participates in the practice of representation that forges our
identities, we should be as sensitive to its potential to produce
subjects as we are to its undoubted capacity to define objects.®

There are many ways in which one can use ‘culture’ to discuss AIDS,
from the polemics of Larry Kramer's play The Normal Heart to the
inclusion of contemporary gay political images in Derek Jarman's film
Edward 11 (and Jarman is one of those cultural figures who has made no
secret of his own positive status). Between the films of Hollywood studios
and the community activities of the Quilt there exist a vast range ol
cultural responses which include thousands of performers, writers, artists,
etc., many of them galvanized by the epidemic. People who have
previously never thought of themselves as ‘artists’ have been pushed by
the epidemic into artistic responses: one of the better known American
performers, Tim Miller, deseribes himself as “a loud obnoxious fag and all
his various performances art agitating goes towards articulating a queer
cultural identity and trying to find an artistic, spiritual and political
response to the AIDS crisis’®® This sums up very neatly the ways in which
AIDS has broken down many of the traditional divides between art and
politics — Miller boasts of having been arrested at a number of ACT UP
protests, but having never missed a show from being in jail. Equally, one
of the founders of the PWA movement, Michael Callen, has also used his
musical skills to bring AIDS issues into popular music, both through his
group The Flirtations and through solo performances.

There are a number of ways in which one might interpret the cultural
responses to AIDS. At one level it is a subject which contains sufficient
drama and emotion to capture the attention of artists, irrespective of their
own stake in the epidemic. But what is striking about the great bulk of the
response to date is that it grows out of the experiences of those mos
immediately affected; indeed, many of the writings and performance:
come from people who are themselves positive, and therefore writ-
ing/dancing/singing their own lives. More than in any case | can think of
culture becomes a form of activism and demands to be judged on both
criteria: most of the artists who are moved by AIDS are not content with
just recording the impact of the epidemic, they wish also 1o have ar
immediate effect on how it is perceived and regulated.

Their work, too, for the most part grows out of their involvement ir
the affected communities, There are of course exceptions. (For example
the fine Australian novel, Nigel Krauth's /. F Was Here, which deal
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community altnougn the protagomst 1s homosexual, ) But for the most part
even artists using such formal forms as novels and symphonies credit their
own involvement in the affected community as the inspiration and the
motive for their work. Those working with more immediate forms, such as
poster art or performance pieces, have become a cutting edge m_.. much
contemporary art, so that the graphics of ACT UP now enter into the
catalogues of contemporary art (and, ironically, become commodities to
be bought by the very elites they are assailing.)57 Cultural workers, too
become major fund-raisers for AIDS organizations, and there _..m,___,n__u_nnuu
some massive fund-raising efforts as in the Red, Hot and . . . concerts
which have involved some of the biggest names in popular music and
wn_unrnn audiences of millions through global television coverage.5® The
joint concern with expressing an artistic response to the epidemic and
raising money comes together in the New York-based Estate Project for
Artists with AIDS, a project of the Alliance for the Arts.59
.Hrn_..n is a whole discussion which goes beyond my purpose here of
the ways in which AIDS organizations make use of different cultural forms
of education, support and, yes, propaganda: the ways in which, for
example, I._ﬂ__:ﬂﬂm has been written into the scripts of a number o_._uﬁmﬂ
operas requires analysis (both of content and of audience response) which
is not _mamﬂ_w available. Again, the global nature of mass communications
makes this important across the world; a number of years ago I met a
young man in Kuala Lumpur whose knowledge of HIV was largely based
on ._..mi.._m seen the US tele-movie An Early Frost on local television
Zu.:n?& television in Trinidad and Tobago screened (in 1990) a six E:._.”
series, Tangled Lives, commissioned by the National AIDS program, and
mnmf:w with the impact of AIDS on a particular family. .H_m_ncEam and
nm-._m.n have told AIDS stories in countries as diverse as Zaire, the
Philippines, and Israel.? Some educators have commented on the
51:__.__3“ of puppetry and mime for raising delicate issues of sexual
behavior: “The puppet is one step removed from the human being, so
puppeteering is not as threatening as using a human actor could _“___m..,_,n

Contagious Desire: AIDS and Sexuality

W.__ the n_c__EwP_ works discussed above touch in various ways on the new
intersections between sexuality and death which AIDS has re-introduced
into popular consciousness. The reality will vary enormously between
different groups and countries: the meanings of AIDS for gay men in
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Thailand or Tanzania. Yet in both cases there is the underlying sameness
in that sexuality, a force linked with pleasure and reproduction, is once
again — and more graphically than ever before — linked to danger and
the prospect of death.

Communities most affected by the epidemic face the need to redefine
sexuality in ways which can preserve sexual relations while protecting
others from infection. This becomes an extraordinary dilemma for those
who wish to have children; in many societies, where women’s worth is
measured by their ability to give birth, HIV infection means a life-
threatening dilemma between risking pregnancy or denying the strongest
social expectations of women. Even where the pressure 1o give birth is not
enforced by the sort of social sanctions found in traditional African or
Indian villages, the dilemma remains; many married men with
hemophilia who were infected by HIV face strains on their marriage
which were unimaginable before HIV. Moreover, certain traditional
sexual practices — for example, in some African societies a widow is
expected to become a second wife to her husband's brother — can have
major consequences once HIV infection is involved.,

Such dilemmas rarely present themselves in Western gay
communities, although they may be a reality for individual homosexual
men who may wish to father a child, and it has therefore been casier to
integrate ‘safe sex’ into the mores of that community. To give up
unprotected intercourse where there is no prospect of reproduction is, after
all, rather a different demand to that where one of the central functions of
intercourse is precisely to reproduce. Thus, while it seems true that gay
men have changed their behavior more drastically than any other group, it
would be silly to deny that they have also faced far less dilemmas than do
other people, and I am somewhat sceptical of those who see the relative
success of the gay commuuity as a model for others. Comparatively few
attempts have been made to develop ‘safe sex’ programs in ways
appropriate for heterosexual intercourse; most programs have targeted
women, as if the idea of persuading heterosexual men (who after all are
required to wear the condom) were just 100 hard.

Only a few agencies have, like the Terence Higgins Trust in London,
sought to ‘eroticise safer sex for heterosexuals'™ As one feminist put it:

Even liberal approaches to AIDS education today . . . still endorse
rather than question the most macho conceptions of sexuality. The
aim of First AIDS [a program on Britain’s ITV] was slely 10 force
young men into condoms, enlisting the support of young women.
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e more olten the better, and sat back while the presenter ignored
Mwm,a..a.nrna a few young men who were ready to explore the
ﬁ_n vmﬂu”””,umrﬂimﬁz macho mythologies and their own
Yet even E.:.g:m of condom use to many men is very difficult, and w
who seck to initiate such discussion will often face rejection L_um:ac:ﬁ
and ﬁni—mﬁ.m violence: ‘For those women who are in p_u:u_.qw relationshi
”_wnrm._.ﬂn.mﬂ_m:_n which transcends racial, economic and social mﬁ::&hﬁ.
€ ris i i .
il ”m H__.WM.Fwﬂzm condoms may be more immediate that that of
In the comparatively early days of the epi ic _ i
Enm_n_.ﬁ cn__:mﬁ_inm_ it was mumcﬂnﬁ_m._ﬂmn }HUmﬁﬁMHﬂ“;nH_H”Mﬂ_MihuE
repressive mm::.&n towards sexuality, and a rejection of sex H
experimentation and adventure. A story on the filming of Brad m,.um”
.m_u__w :n...;_,_ Less than Zero written in 1987 could elucidate the comment E“_H
[It's] a kind of pre-AIDS book, so it has a different notion of mnh.._‘&m.*
than I think you can have now. Bisexuality, I don't think, is fashion r—H
anymore.'™ Six years later the comment seems mcﬂmirw..zm?n mumm
_unnmmmn AIDS has gone away. Instead, a whole set of new n_rna..,ﬁu :o.““
_m.qwn:nnu_ have evolved, which incorporate a recognition of ,;E nnﬂw_wm.
mmmn.mnx precautions to be made into a new form of eroticism. Exam _E
of this approach to sexuality are found in phenomena such as En vid . PM
Emn_nnwu. the growth of huge ‘dance parties’ such as those Emaﬂmmﬁmﬂ”ﬂw_u
m_,i:w..ﬁ s Gay & Leshian Mardi Gras, the re-emergence of sex-on-
premises venues in American citiess — some catering to lesbian
heterosexuals as well as homosexual men — :..__...u_.m.a_.m::_m rules mvn_z_u ﬂq
sex. The possibility for such forms of sexual experimentation _mm.“
mn_dnﬂﬂm:.n in the age of AIDS is not always well E___n_naﬁoﬁ_n.:._
sophisticated commumentator such as John O’Neill could still i::.._ »M
1990) that: ‘to its credit the gay community has learnt that its mnx:m_..mﬁ
cannot be played out in the anonymous intimacy and extraordinarily hi w
Hﬁﬂm nwnmm.nmy contact which were enjoyed in the bath houses’, 70 .mhaﬂwmm
at w sue | :
sl H” m”mum”n_w“wﬂ ..p_“.ﬂ.un the number (or names) of partners but the
.J.“_D.m awareness has been incorporated into the mores of self-
conscious gay communities, albeit unevenly (it is taking longer for an
Mm.nnﬂﬁw:nn of condoms to become part of the sexual culture in parts of
uthern and Eastern Europe which lacked the intense gay peer education
programs of North America and Australasia.) Homosexual pornography
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scenes of intercourse, although there was initial resistance to this move,
More interestingly, an awareness of AIDS issues now occassionally comes
into the story-line, as in the US film More Of A Man’® which portrays an
ACT UP activist as a role model for a confused young man (the final scene
taking place during a Los Angeles Gay Pride parade.) Any awarcness of a
larger social or political world is sufficiently rare in pornography for this to
indicate that the gay/AIDS politics of the current period has now been
integrated into sexual fantasies in a quite remarkable way: ‘the activist
now becomes defined as an object of desire, thus legitimating political
activity at the level of the libido. This is a much more complex
understanding of the realities of safe sex than the simple model of
arithmetic decline pointed to by O'Neill.

Outside gay communities the challenge to incorporate an awareness
of AIDS into the politics of sexuality and gender has only been outlined.
But in different ways this is being attempted; the position of African
wan.en is enormously different from that of Western gay men, yet they too
are beginning to discuss ways of changing community mores to make sex
safer. Thus at an international conference on women and AIDS in Africa,
participants recommended studies to better understand the nature and
risks associated with polygamy and ‘dry sex’ (the practice whereby the
vagina is dried before or during sex) and, perhaps over-optimistically,
recommended that: “The African concept of “‘maleness’’ needs to be re-
evaluated in the face of what is known about HIV transmission, so that
men’s sexual behavior can be modified. '™ As Maxine Ankrah has pointed
out, this will require the empowerment of women as well as men, in order
to build ‘better social arrangements which lay a sound base for shared
decision-making on maiters of relationships, including sex. ™

These examples suggest that AIDS has changed the understanding,
+ construction and control of sexualities in ways that we are only gradually
coming to understand, and which will vary enormously between different
communities, countries and classes. As part of this, there is a slowly
growing recognition that sexual behavior takes place within larger social,
political, and economic constraints; speaking of Africa, Randall Packarc
and Paul Epstein wrote:

i

For sexual activity is not simply about pleasure. It is also about
social reproduction. If efforts to control the spread of HIV
i nfection do not include policies that deal with the underlying
causes of both family separation and the high demand for family



heterosexual transmission of AIDS in Africa through behavioral
modification and condom use,’#!

To these factors might be added the need for a more sensitive
understanding of the meanings of, and reasons for, prostitution. Too
often, the discourses around HIV/AIDS present prostitutes as primarily a
threat to the health of their clients, even though in many cases it is the
reverse which is true: the sex worker is usually more vulnerable to
infection than her more powerful customer. The ubiquity of commercial
sex co-exists with a great deal of hypocrisy; even countries like Thailand,
with its very extensive sex trade, pretends that it does not really happen.
Where sex work is acknowledged, it is almost always conceptualized in
terms of the threat posed by the sex worker, thus taking the onus off the
client not to infect her or him, or to pass on infection to other partners.
Many monegamous wives are at grave risk of HIV infection because their
husbands visit sex workers, vet the prevailing discourses paint the
workers, not the husbands, as the problem. Not only does this evade the
issue of HIV transmission, it also fails to address the socio-economic
conditions which give millions of people little option but to use prostitution
as a means of short term survival.

The spectre of HIV has entered into the political economy of
sexuality in ways ranging from the growing trade in young children for
prostitution in many countries (where youth is seen as a guarantee of
negative status), through complex and heart-breaking choices about
pregnancy for women, to such ‘post-modern’ phenomena as safe-sex clubs
and the fetishization of condoms in post-AlIDS art. The increasing stress
on understanding HIV as a sexually transmitted disease has opened up
new spaces for talking about sexuality, and in this process has helped
create new sexual identities (in many countries the use of terms such as
‘gay and bisexual men’ or ‘sex workers' is a product of HIV/AIDS
programs and surveillance). There is a current vogue for interpreting this
as very much a product of Foucauldian-type discursive relations of power.
I have real doubts about such analyses, as they seem to me to under-rate
the role of people and movements — what sociologists often call human
agency — in creating these identities for themselves, rather than being
merely subject to the ‘disembodied and ubiquitous processes’ that some
theorists attribute to (post)modernity, 52

It might be useful to postulate the term ‘psycho-cultural’ to pull
together the very diverse ways in which AIDS has impacted on human life;
the combination of these two terms, with their reference to the language of
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individually and socially. (This sort of analysis needs to be thought of in
conjunction with the more hard-headed studies by economists of the
growing costs of the epidemic through its impact on production, labor,
government, and household income.5%) It is no longer possible to collect
all the media references to AIDS — indeed, even the books on the
epidemic now fill a small library. The term, as much as the reality, has
entered everyday life and shapes large numbers of social, cultural and
sexual responses. We are all, in very diverse and varied ways, ‘living with
AIDS’.
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Chapter 5

The Evolution of the Community Sector

With success comes change, and not always for the better. In an early
evaluation of GMHC's organization development plan, the consultant
wrote:

When I met with two of the staff at the Mayor’s Voluntary Action
Council, 1 explained to them that [ was having a hard time finding
models of large scale, crisis oriented, grass roots volunteer
organizations that had successfully made the transition 1o a stable
organization without changing their fundamental culture or
delivery of services. They responded that the models don’t exist
because this is almost never m_n.un__._._ﬂmm.rn__“_.H

In both developed and developing countries there are now large AIDS
organizations which have grown in a few years from being volunteer-run
small organizations, dependent mainly on resources raised from their own
communities, to large, professional service organizations, funded by cither
state, international agencies or major donors, and controlled by paid staff
rather than members or volunteers. (Note that in developing countries,
many organizations originate with a small number of paid staff, and may
then seek to develop processes of inclusion for both clients and volunteers. )
Perhaps the comment of one executive officer of a large American AIDS
organization who told me that he tried to make sure his Board members
rarely entered the building is extreme, but he was articulating a commonly
heard feeling that ‘the professionals know best’. A more sensitive
assessment of the shifts came from Christopher Spence, director of
London Lighthouse, who spoke of struggling ‘with the relationship
between the early unpaid pioneers and the first professional paid staff; with
the balance of power between those who use the services and those who
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?munw:? and the substantial majority of volunteers on whose contribution
the success of the project hinges.'?

To some extent it is inevitable that as organizations grow they will
become reliant on paid staff, and the early leadership will be supplanted by
a new generation of professional managers. (There are echoes here of a
Weberian shift from charismatic to bureaucratic authority.) But there are
costs to these changes. Organizations which grew out of affected
communities come to lose their ties with those they claim to represent,
while moving almost inexorably into a dependent relationship with
government and/or foreign donor agencies which makes them neo-agents
of the state. As Carlos Caceres has written, reflecting on the trajectory of
Latin American HIV/AIDS groups:

Many southern NGOs, started by intellectuals or professionals
with some emotional interest in particular issues and with different
degrees of social commitment and sophistication in their critical
analysis and strategies...tend at some point to implicitly
reformulate their focus in terms of self-legitimation and
consolidation of their institutional power . . . Groups lose the initial
focus on the development of services for persons with HIV and
adopt a self-legitimizing narcissistic strategy, losing self-critical
capacity and turning their attention to the possibilities of funding
for organizational stability, '3

The trajectory hinted at by Caceres is the subject of an important
paper by John MacLachlan, who writes out of his own experience as a
positive man who was very involved in the development of London
Lighthouse. MacLachlan sees the essential role of community
organizations as involving the empowerment of those most affected,
defining empowerment as ‘becoming aware of oneself as a totality, a whole
and integrated personality fully able to establish clear positions about
onesell and one’s life, to take control over what happens to oneself, and to
take responsibility for one's positions, actions and feelings'.* He argues
that the original ‘owners’ of sell-help groups — namely people with the
virus — have handed control over to professionals, and in the process have
allowed themselves to become disempowered: ‘“What was a self-help
movement gave rise to an industry, and the perceptions, needs and
demands of the various components of that industry have, mostly
unintentionally and partly through the acquiescence of people with the
virus, diverted what the self-help movement was all about’.? At the same
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exhaustion, illness and death amongst the original founders of the
movement have all contributed to the decline of their original commitment
to empowerment and participatory control.

As the demand for services expands, orgamizations come to seek
respectability in the eyes of funders and governments, which in turn
means they may distance themselves from their original constituency, as
when staff of the Terrence Higgins Trust were quoted as denying its gay
character. Some organizations fail to make the required transition, as
seems to be the case for Frontliners, a British group which was set up to
provide support and advice for positive gay men. It collapsed in 1991, and
an evaluation of its collapse suggested that: ‘Frontliners found to its cost,
like many other voluntary organizations, that the qualities of founders
(commitment, enthusiasm, courage and determination) are often not the
qualities best-suited to the people needed to lead and manage
organizations once they have developed and grown,'? Similar problems
beset the apparently very successful San Francisco organization, Shanti,
first in 1988 when its founder, Jim Geary, was forced out,? and then again
in 1993 when it lost its housing contracts with the City of San Francisco.
But even the apparently successful organizations have seen what seems an
inexorable decline in the role of volunteers and Board members in policy

-direction and control, and pressures to operate in the mould of more
mainstream agencies.

In one of the few analytical pieces which have appeared on AIDS
organizations, Suzanne Kobasa drew on the work of sociologist David m._.=m
to point to ‘potential dissonance’ within Gay Men's Health Crisis. Sills
distinguished between ‘formal organization-like associations’ and ‘social
movement-like associations’. As Kobasa writes:

When considered in the broad context of all American voluntary
associations, GMHC clearly has to be placed within the social-
movement-like half of the world. Its formal mission contains the
goal of advocacy and policy change. Its volunteer participants
typically bring high levels of emotional commitment to its
work . .. Viewed in the light of its own history, however, the
current structure of GMHC reflects some of the characteristics of a
formal-organization-like association. Increasing institutionaliz-
ation and formalization have accompanied the growth of GMHC,
whose staff payroll totals 140 people.”

By 1993 the staff at GMHC had increased to 230, and the agency wi
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part because of their perceptions of powerlessness, 10

Underlying these shifts is the fact that the epidemic itself is changing,
and that the demands on community organizations both develop and
escalate. Other than a few groups in Africa which grew out of the
immediate needs of those who were already sick, most AIDS organizations
arose at a time when the case load was low, and prevention education,
advocacy and support for those who were positive (but not necessarily sick)
seemed the major priorities. As more and more people fell ill — often
including those involved in establishing these organizations — the
demands and the stress on the organization increased. (Between 1989 and
1992 the Toronto PWA Foundation reported a 200 per cent demand for
support services, and a 9 per cent increase in federal funds.!!) In some of
the older groups most of the founders have already died, and massive grief
and loss is a reality of life for many staff and volunteers. (This is one of the
themes Larry Kramer foreshadowed in his play The Normal Heart written
carly in the history of the epidemic.) The burden of frequent
hospitalizations and funerals, involving stafl and key volunteers, places a
burden on AIDS organizations which is near unique for Western
community organizations, at least in peace time,

Simultaneously, advances in the medical management of HIV/AIDS
have meant a prolongation of life for people who are sick — at least if they
have access to high technological medical care. Inevitably and rightly there
is a new emphasis on issues of access to treatment which is sometimes
posed as competing for resources with prevention interventions. Where
the latest advances in medicine are unlikely to be available, as in most of
the developing world, issues around care for the dying and, even more
dramatically, their surviving children are equally crucial, though even
more difficult to resolve. Many groups have travelled the route of Pink
Triangle in Malaysia, which in itemizing its goals for development in 1989
could list six, none of which included treatment or support for those who
are sick. Within two years, these latter goals had become imporiant ones
for the organization. 12 ;

The Creation of National Networks

In only a few countries are there effective national networks embracing all
— or even the bulk — of community-based AIDS organizations. Where
these have been created, this is often, as in the case of Australia and
Germany, partly at the instigation of central governments eager to
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Society was established somewhat later, but has become a significant
national body. This is probably also true of France, where, despite the
existence of a number of other groups, AIDES is the de facto national
community peak organization. Other Western countries such as New
Zealand are sufficiently small that one peak body (the New Zealand AIDS
Foundation) can both represent the most affected community nationally
and provide direct services at a local level. In other countries, such as the
United States or India, it has proven very difficult to establish any
meaningful national peak body. In the United States, the importance of
local and state governments means that there is less need for this than is
true in more centralized systems, and the first attempt at creating a
national grouping, the National AIDS Network, collapsed in 1990. Since
then the AIDS Action Council, which includes over 1100 members and is
mainly funded by its larger member organizations, acts as a national
lobbyist and resource group, largely driven by the largest local
organizations such as GMHC and APLA.

In a number of developing countries high priority is attached to
creating a strong national network by community groups, who argue that
the need for a common voice for the community sector is the only way they
can impact on government and donor agency policies. Thus in Chile, a
couple of seminars, funded by the PANOS Institute, were used to pull
together a coalition of organizations doing work on HIV/AIDS, which
established an on-going network with (in mid-1993) nineteen
organizations as members. The Chilean case is seen by some donors as a
model for other Latin American countries. Malaysia has a broad coalition
of non-government groups doing HIV/AIDS work, and there are similar
networks in Thailand and the Philippines. Note, however, that the
Malaysian Council of NGOs on AIDS has a far broader membership than
is usually assumed in Western community networks, including the
Malaysian Medical and Dental Associations alongside Pink Triangle and
the Community AIDS Service Organisation Penang, which restricts both
the knowledge and the commitment of the network. Elsewhere networks
will also include major international NGOs operating in the countries, as
is true of the Zimbabwe AIDS Network or the NGO Consortium in
Kenya.!3 A more political path has been followed by the South African
AIDS Consortium, whose first project on its establishment in 1992 was to
adopt a ‘Charter of Rights and Duties on AIDS and HIV”, ‘designed to
combat human rights abuses affecting both individual rights of dignity and
autonomy, and unequal and discriminatory allocation of resources’. 14
In the absence of government support and resources it is very difficult
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community-based groups, which by their nature are local in character,
both geographically and in terms of their constituencies. Hector Carillo
has pointed to the competition which exists between various AIDS groups
in Mexico, often expressed through strong ideological differences, which is
a common problem in Latin America: ‘... Each group’s legitimacy
becomes peculiarly dependent upon the public perception that they are in
the vanguard of the struggle. To consolidate, then, is to surrender their
identity to popular appeal.”’® Without an incentive to consolidate, an
incentive that may need to be both carrot and stick, the individual needs of
cach community organization to establish and strengthen its particular
identity will tend to over-ride the vaguer benefits of national cooperation.

The Australian Case

Developments in Australia are interesting as a case study of what can be
done within a favorable environment (and with some resources) for
community AIDS organizing. Over a fairly short period of time during
1984-1985, AIDS Councils were established in all six Australian states
plus the two mainland territories. In all cases these were established in the
state capital cities, which are also the major population centers, and in all
but a couple of the smallest centers they grew out of initiatives taken by the
local gay communities. Unlike developments in Denmark and The
Netherlands, which also had largely sympathetic governmental and social
environments, there was a clear decision to establish new organizations,
rather than to add HIV/AIDS work to the mandate of existing gay groups.
(While the existing Dutch national gay group COC remained a significant
factor in AIDS services, the Dutch government also established local
‘platforms’ that brought together municipal health services, health carers
and community organizations in local areas.) The apparent uniformity of
development between states owes a lot 1o the willingness of the federal
Labor government to provide funding for such organizations in
conjunction with state and territory governments; in the case of the
ideologically homophobic government of Queensland, the federal
government made a special arrangement with a local Catholic order
(which ran one of Brisbane's major hospitals) to act as a conduit for federal
funds,

Particularly in the three largest Councils — those based in Sydney
(the AIDS Council of New South Wales, ACON), Melbourne (the
Victorian AIDS Council, VAC), and Brisbane (the Queensland AIDS
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were impassioned in their sense of urgency and commitment, and who
cajoled and bullied others, many of them veterans of already existing gay
organizations, to accept positions of responsibility in the new
organizations. As increasing amounts of government monies became
available, full time staff were hired, and new tensions between volunteer
boards and professional staff developed. An acceptance of partnership
between the state and the voluntary sector has led to the creation of a new
species of ‘AlDSocrats’, namely people (largely, but certainly not only,
gay men) from the voluntary sector who have moved into professional jobs
involved in managing the epidemic. (The term is taken from that
Australian invention, the ‘femocrat’.)'® Thus in Victoria the funding
President of VAC took a state government job, and became responsible for
the management of a number of government AIDS programs; the first two
Presidents of ACON, both academics, were replaced by a librarian who in
wrn resigned from the voluntary Presidency to become Education
Manager and subsequently Executive Director of the organization; in
Queensland the foundation President moved into a government sector
AIDS job though only after holding the office of President for a number of
years.

As the staff establishment of the AIDS Councils grew, the most
common place for stafl recruitment was among volunteers; many of the
staff of VAC have been volunteer Board members in the past. Meanwhile
*AlDS-ocrats’ in other organizations came to play a leadership role in the
Councils, so that, for example, a two-term President of ACON
simultaneously held a series of research/management jobs in AIDS.
Again, because of the particular nature of state/community sector inter-
action in Australia (matched only, to my knowledge, in The Netherlands),
many of the managers of AIDS Councils also sit on government bodies,
where their peers are often state sector bureaucrars rather than the
volunteers from their own community. There are some cases where
community and state sector bureaucrats have sat on employment
interview panels for positions in each other’s organization.

This development has co-existed so far with the continued growth of
the volunteer component of AIDS Councils, but the role of volunteers has
changed, and has moved away from being one of providing policies and
control to that of supporting and servicing programs determined
increasingly by full ime ‘AlDS-ocrats’. While there was always a large
volunteer base who were primarily concerned with care and support for
those with the virus, the early years of the AIDS Councils also depended
on volunteers for the great bulk of policy and program development. As
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programs have grown with it, velunteers are increasingly being defined in
the traditional ways of established charities: volunteer-led organizations
have become professionally-led organizations with a large pool of
volunteer support.

There are of course real attempts to preserve some sense of
empowering volunteers. All the Australian AIDS Councils are controlled
ultimately by elected Boards. (This is in contrast to their American
counterparts where in general Board members are selected, usually by the
existing Board. The authoritarian structure of large US groups was
reflected in the determination of ACT UP to run itself along lines of
participatory The Victorian AIDS Council has a
membership-elected Board, responsible, in the neat phrase of the General
Manager, for ‘governance not management’,!” and an elaborate structure
of program areas, where elected Convenors and stalf Managers work
together, and where, in theory at least, policies are developed by volunteer
working groups. When this works well it preserves a sense of ownership,
and has had a major impact in developing considerable loyalty to the
organization. ACON, which has had to deal with a far larger epidemic, is
much less reliant on such volunteer input, although it does have a handful
of individuals who have played key roles in policy development. (It should
be noted that the democratic structures of VAC work essentially in
Melbourne, where almost three quarters of the state's papulation live. It
has been more difficult to find ways of creating meaningful participation in
any but support programs for those members who live in provincial and
country areas. )

Precisely because the staff of AIDS organizations — [ am now
generalizing from the above examples — often come from those most
affected, many will find it difficult to distinguish between their professional
and their community interests. What might seem to others as a unionist
insistence on staff prerogatives will often seem to those adopting these
positions as a vital element in the common struggle. As organizations
develop, stafl’ will inevitably come to have greater resources available to
them in terms of knowledge, time and access, and this in turn will act so as
to disempower volunteers and even elected Boards and executives.

To some extent the bureaucratization of Australian AIDS
organizations is the inevitable consequence of government recognition and
funding. Such support comes with demands for accountability which can
only be provided by paid stalf and professional management. The danger
is that what were community-based organizations in a full and organic
sense become more like cheap-rate state bureaucracies, with only a

democracy. )
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Participatory democracy, which is an element of genuine community
control, means constant change and a willingness to take risks, and this is
something that sits badly with the requirements of bureaucracy and stall
tenure. (‘In one sense’, one community organizer has said, ‘All
organizing is reorganizing. There has to be that ability to go in and shake
things up.'18)

Certainly, the growth in staff resources may provide the best level of
professional services. It does not, however, assist in community
development and empowerment, nor does it preserve the political base
that will be required if the Councils find themselves under political threat
or lose considerable funding as happened to the British community sector
in 1993.19 In a revealing, if perhaps too cynical comment, Nicholas Bates
has written that: ‘Glossy posters, brochures and T-shirts have become a
traditional and expensive feature of the larger AIDS Councils’ education
campaigns. Increasingly, it could be argued, these campaigns have less 1o
do with community participation and more to do with m:ﬁﬂ.o:m._.._._m
corporate images that AIDS Councils are being encouraged to adopt. "

" A much angrier attack on mainstream AIDS agencies appeared in a
Los Angeles ‘gayzine’ which claimed large scale misappropriation of funds
and proclaimed: ‘DO NOT GIVE TO THESE ORGANISATIONS.
You are paying plane fares and lunch tabs."?! Such claims have dogged all
voluntary and community organizations and are very difficult to answer:
usually they refer to the collision of two logics, in this case an argument
that monies should go directly to those with AIDS as against supporting
the professional staffs whose expenses for what they would n_m.wE as
legitimate lobbying and representative work easily becomes an object of
resentment to grassroots workers. I remember defending a former VAC
President against bitter claims that he was always interstate an junkets; his
critic was both unaware and uninterested in the fact that these were trips
paid for by government which enabled him to sit on national bodies as a
gay community representative.

. The Australian developments are exemplified by developments in the
peak organization, the Australian Federation of AIDS Organizations
(AFAQ). AFAO owes its existence to the desire of the federal government
to have one national body representing the community sector with which it
could negotiate, and it is essentially a federation of the eight state and
territory AIDS Councils, plus three mini-peak bodies representing People
With AIDS, sex worker, and drug user organizations. (To differing
extents these groups are represented within local Councils, and the latter
two groups have, of course, a number of priorities which are not HIV-
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AIDS Councils, who see themselves as the ‘real’ constituency of AFAQ,
have been difficult.) There are some clear parallels in the creation of the
Deutsche AIDS Hilfe in another federal system, (West) Germany.?? The
demarcation of responsibility between the central body of the AIDS Hilfe
and its one hundred plus local groups is similar to that in AFAO, although
the lack of large scale state bodies has placed greater demands on the
central Berlin office.

AFAO is nominally controlled by a committee, consisting of two
delegates per constituent, and an elected Executive. In most cases the
Executive Officers and local AIDS Councils will be one of the two
committee delegates, and they will also tend to remain involved much
longer than volunteer members (usually Council Presidents). The result is
that the AFAO Committee has become a de facto organization of managers,
which reflects a bureaucratic rather than an activist view of politics. This is
symbolized in the first three Presidents (all gay men) of AFAQ. The first,
though a doctor with an HIV-caseload, came out of the voluntary sector
and was one of the founders of the Gay Men's Health Clinic, established
by VAC partly because of the state government’s then support for
community health centers, (Note that the full name of the organization is
Victorian AIDS Council/Gay Men’s Health Center. This is a mouthful
for receptionists, and I have avoided it here in the interests of brevity.) He
was replaced in 1990 by the former Executive Director of ACON, and in
1992 AFAO chose someone whose background was that of a senior advisor
to Health Minister Blewett but who had no experience as a volunteer in a
community AIDS organization. (He, in urn, was succeeded by a former
volunteer President of VAC; I would not want to claim that the process of
professionalization is inexorable. However this latest change coincided
with a decline in AFAQ's budget and access to federal government.

There is no judgement intended of the three individuals in noting that
this progression reflects something of the increasing incorporation of the
community sector into the state. In the immediate term this has certain
strengths: former advisors to governments bring with them considerable
knowledge of how the system works and remarkable access to politicians.
But there is an accompanying loss, which is the roots in community
activism, and a willingness to accept the imperatives of government in
order to push the agenda of the community. It is probably true that to date
this acceptance has made possible certain real and important gains, and
the Australian community movement has been remarkably lucky in that,
at least at a federal level, it has dealt throughout the epidemic with a Labor
government in which there have been powerful and well-informed allies.
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community organizations which need work with government: is it possible
to retain a genuine intellectual and political independence without so
antagonizing the government that one loses essential support and funding?
In the United States, this dispute has been played out in very bitter
disputes between groups such as ACT UP and Queer Nation on the one
hand, and the establishment AIDS and lesbian/gay groups (e.g., the
National Lesbian & Gay Task Force) on the other,”? In Australia this
bitterness is not nearly so apparent, although it occasionally surfaces in
criticisms of the AIDS Councils/f AFAO as being too close to government.
In the long term, however, the danger is of a slow slide towards co-option
into the role it suits governments 1o accord the community sector, while
losing the political base and intellectual analysis to oppose this shift.

Individuals, Communities, Bureaucracies

The same imperatives are at work even where governments are far les:
generous and willing to accord recognition to the community sector thar
in Australia. Indeed, the experience of groups in the United State:
suggests that the pressure to be acceptable to potential private donors car
sometimes be even more restrictive than dependence on the government
where it is easier to maobilize support through the political process. (N¢
major AIDS organization in the US receives a majority of its funds from
government. Even in San Francisco, where the city/county authoritie:
have been far more supportive than most, the San Francisco AIDE
foundation gets almost 70 per cent of its funds from private sources.
Certainly the absence of central government support and funding for :
peak community body means that there is less of a voice able 1o speak fo
the affected communities in Britain than in such federal systems a
Australia, Canada and Germany: Richard Freeman quotes two Germa
researchers who have suggested that ‘unitary political systems tend to havi
dealt with AIDS by developing programmes within their existin
administrative structures, while those with fragmented health polic
systems take more direct account of those to whom policy is addressed. "
We should not make too much of this comparison however: if we wer

to take as models the United States and New Zealand we would end u
with a quite different conclusion. The British situation seems to resul

more from decisions to give policy control over HIV/AIDS to mainstrear

civil servants and medicos than to structural differences in government:

systems. (The dominance of Thatcherism — that combined hostility t
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particularly if associated with the sort of people associated with AIDS —
meant much less British government money for AIDS organizations than
was true for most northern European countries; the largest British
organization, the Terrence Higgins Trust, has always covered at least hall
its costs through fundraising activities.) The complex ways in which health
services were reorganized under Thatcher meant an increasing emphasis
on competitive tendering for contracts, which by its nature puts extra
administrative demands on community organizations, thereby forcing an
increase in time spent meeting the demands of various contracting
authorities. As John MacLachlan has pointed out: “The contract culture
enables the customer (the funding body) rather than the consumer (people
directly affected by AIDS) to dictate more specifically the nature and shape
of services to be provided.” Similar systems operate in the United States
and New Zealand, though not to the same extent as in Australia or most of
Europe.

The Australian case is not dissimilar to that found in some other rich
countries where government funding has helped the development of a
significant community sector: there are clear similarities in both Canada
and Germany. But even in those countries that are both far poorer and
where governments have been much less supportive of the community
sector, one can trace similar itineraries in the short history of AIDS
organizations. Groups tend to begin because of a particular charismatic
and driven leader, whether it be Larry Kramer in New York,26 or Natee
Teerarajjanapongs in Bangkok (founder and driving force of FACT), or
Ashok Row Kavi, whose paper Bambay Dost has been the basis for building
a gay community and for AIDS work among homosexual men in India.
As the organization grows it becomes more genuinely based in a particular
community, leading to an influx of new volunteers. At this point the
original founders are sometimes pushed aside — as happened to Larry
Kramer in GMHC — or alternately become full time workers for the
organization. (In the case of developing country organizations there is yet
a further possibility: the founders become so well known overseas that they
spend more and more time doing international work, which necessarily
distances them from their constituency at home. Meanwhile others —
perhaps more driven by ambition than conviction — see in AIDS a burgeon-
ing area in which to make careers and win patronage from donor agencies.)

As organizations grow they start to seek external funding and with
this comes the professionalization and bureaucratization already referred
to, and further change in leadership. Early leadership, which is based on
personal commitment and inspiration, is replaced by those with
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to be supplanted by that of full time staff. Just as in the early days,
organizations may be dominated by a single figure, but in this case it is
usually an executive director legitimized by position rather than a
charismatic leader whose control is based on personal politics. In just
under a decade the most recognized spokesman for the Victorian AIDS
Council has moved from its founding President, a long time gay activist,
to an elected President, who came out of a VAC’s Support program, to the
General Manager, an appointed position whose present incumbent has
already worked with three Presidents.

VAC epitomizes the confusion around control found in most CBOs in
that it combines, uneasily, concepts of authority based on competing
models of representative democracy, of volunteer control, and of
managerialism or control by staff.27 The first is expressed through a Board
elected by the membership of the organization; the second through
Program Management Committees, made up of active volunteers, which
nominally make policy in their particular area; the third through the
existence of a General Manager and a number of program managers.
Clearly there is potential here for conflict between individuals justifying
their actions by reference to different sources of authority, and defining
areas of responsibility and control is an ongoing theme in the
organization. Not surprisingly, tensions between staff and volunteers
(including the Board) over who really constitutes the organization remains
a powerful underlying script in the organization, Among staff there are
tensions as well; the creation of a managerial strata has meant some
internal tensions, with many staff adopting a strong unionist stance
vis-d-vis both managers and Board, while simultancously claiming to be
part of the same community. That this may make the traditional unionist
position towards management and owners inappropriate has not been
largely recognized within the organization.

These are by no means issues limited to AIDS organizations. Indeed,
one study of the environmental movement in the United States has
discussed these very problems: ‘For social and political movements to
remain dynamic, the organizations that comprise them must strive to
maintain the spirit and vigor of volunteerism even as they become
increasingly professional in their management. It is often the active corps
of volunteers and amateurs who keep organizations from becoming tired
old burcaucracies.’?® Nor is it a concern restricted to rich countries.
External funding has helped a rapid growth of staff in at least some
developing country organizations, such as TASO or the South India AIDS
Action Programme, and this creates its own constraints.
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