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Abstract 

The pri.\('t1(;.1ll proJcct of thlstheSIS IS to crea te a cntlcal account of the 
expencnœ'i of women ln the A IDS Cn5IS ln the United States. The theoretlcal proJect 
IS W relint' a COflcept of invlsibility of vanous kmds of problems and obstacles 
womcn ha'tc been C'onfrontcd wlth. The question that bath parts of thls proJt!ct seek 
to answ(~r IS roughly the followlng' 
"What IS Il tha1 \I,'e can Ica.m about ImprO\ mg the lives of woml~n by loolang at the 
AIDS CIlSIS as a lens wto Amencan social conditions at the end of the Twenlleth 
Century?" 
FerTIlllilsl th,eoncs pro\'ldC' a basls for thls Inqull)' as weil 3S the lheorellcal work on a 
conœpt of mVI!i,ibIlI~y, 

Résumé 

Sur le plan pratique, l'objet de cette thèse est d'offnr un :-éclt cntJque narrant 
les expériences vécues par les femmes dans le cadre de la cnse du SIDA atlx Etats 
Ums. Sur le plan théonque, Il s'agit de raffIner un concept d'mnslblhlé portant sur 
différentes problèmes et obstacles confrontant les femmes. La questIOn à laquelle les 
dc'ux parties de cc projet tentent de répondre poumutêtre formuler comme SUIt: 

"Que peut-on apprendre dans le but d'améliorer l'eXistence des femmes en 
prenant la cns(! du SIDA comme pomt de mire d(!s conditions sociales aUX Etats Urus 
en ceUe tin du vmgilème Siècle?" 
Les théonc!s fémmlstes offrent un pomt d',ppui à cene quête, de même que les 
travaux théonques sur le concept d'InVIsibilité. 
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"Can women gellhis disease?" 
"No." 
"How do you know?" tlzey pressed. 
"No one has looked," Ize replied. (Corea 1992) 

Introduction 

The purpose of thls thesis IS to pro\'lde an anal)sls of qu~stJons of defimtlOn and 

Invlslbihty ln the AlOS cnsls ln the Uruted States. The theoretlcal goal of Ihls work IS 10 

produce a more sophlslicated and constructive approach to • Invisible' problems. 1 would 

like to show the Importance of 'lnvlslblhty' for makJng sense of AIDS as a social CriSIS. 

1 do not suggest that the perspechve 1 have chosen, namely of exploring 

mVISlblllty ln the expenences of \Vomen and by consldenng the potentlal analytlcal 

contnbutlOns of femIDlst theones, provldes a pn\'lleged or exclusive possibllity of 

interpretauon. Although 1 have chm:en the gender·sex connection as my pnmary 

perspcclive on the epldemlc, 1 engage wllh ciher perspectives mollvated more directly by 

questions of poverty, race, c1ass, drugs and 'iexual onentation. Raislng the questions of 

gender-sex leads to su'.:h perspectives and Issues. Conslder the examples of the 

connections dmwn in the following quotes: 

1) Housing: "As a result of Ihls meffectual health care system, many people Wlth 
HIV-related I1lness are unable to work. Sorne lose thelr jobs when Il IS dlscovered 
that they are HIV-poSJtlve. Sorne rhree mllhon people m the US are homeless. At 
least 35,000 Amencans are homeless people "'1th AlOS. Whlie the homeless 
continue to swell ln numbers, formally mlddle class mdlvlduals becommg 
symptomatlc are faced with Insurance that dnes up ID short order, an Inadequate 
public health care s~stem, and the hkehhood of jOInIng the ranks of the homeless. 
About 13,00 homeless people In New York Clly ha\e AlOS. Il is a holocaust that IS 
happenIng before our eyes-eyes jaded by the drul}' sight of starvmg, slck and dymg 
people." (Carier) 
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2) Pris'on: "In New York Statc, mcarcerated women dlagnoscd wnh AlOS h"c 
approxunately half as long as thclr male COltnterparts. The a"erage sun'I\'ai tlme for 
women t'rom AlOS dlagnosls to ume of dcath IS bctwecn fl\ e and SIX months. GI"cn 
the lack of proper medlcal trcatment ln pnson, cntcnng pnson IS a \ Irtual death 
sentence for many v.omen PWAs \\ Ilh fclony c'Jnnctlons." (Women, AlOS and 
Activism 1990, 139) 

3) Health and Race: "The LatlnO commumty does ha\c people \\ ho arc qUite 
capable, but thr.y have been prm ,dmg scn ICCS on a \ cry hm.ted basls becausc the)' 
don't ha\e the resources. We need more than stop g .. p ser\'lces (hat arc not 
adequately addrcssmg our commumty's needs. Wc have to dc"elDp a stratcg) for the 
enUre Ï1ealth CnsIS, mcludmg prenatal and weil-baby care to address the hlgh Infant 
mortahty rate, genatnc care for our elderly, and more low-mcome hou~mg. There 
cannot be a commltment to addrcssmg HIV Infectton \\ Ithout a commltment to 
health." (Women, AIDS and Actl\'lsm 1990, 101) 

4) Violence: "Talk of protectmg the commumty l'rom the thrcat posed by Helcn Cover 
permeattd the Court proccedmgs.1 The phrase "the commumty" soundcd soltd. 
sacred even. Yet the "commumty" that was bcmg protccted was the commumty of 
men. More specrflcally, It was the commumty of Johns. 

ln contrast, Il was standard practice not to protecl the commumty of women. 
When wom<m appeaIed to pohce for protectIOn from mates who battered them m the 
home, the pohce frequently left the women alone with theu assallants. Although 
battery was the leading cause of inJury to women ln the latc 1980s, only tcn states 
legally mandate arrest for damesuc violence." (Corea 1992, 175) 

ln these examples we see how Issues of health, VIOlence, race and housmg arc 

rne~tricable from AlOS. What underhes my approach to AlOS IS the underSlandmg that If 

AlOS IS dealt wlth tn the contexts of the lives women are hvmg It Will mevltably bnng ta 

the surface oth(:r clrcumstances of hardshlp, dlscnmmatlon or adverslty that may be 

somewhat dlstmct but cannol be considered unconnecred. If we try to spcak about AlOS 

rn the lives of women we Will simultaneously he spcakmg about education, employment, 

violence, raCIsm, homophobla and hornelessness. 1 support the VICW that an 

understandmg of AlOS \\ hlch places the concerns of women mto a broadcr context of 

health and social Justice \\'111 he more succcssfui m the long run than one whlch mSlsts on 

looking upon AlOS as Just another obstacle for sCience ta overcamc. 

1 Gena COfea leUs the story of Helen Cover ID order 10 L1lustrate the cffccts of !he AIDS cnsls on Cover's 
lire. 
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The relevance of femlnl5t thought 10 the context of my \\'ork here 15 qUlte easIly 

cxplaIned. The fcmlnIst hcalth mO\erncnt has been a vItal force ln the UnIted States, 

prondIng cntl·:aJ anal}sls of many of the sarne Issues as 1 addrcss By chaIlenglng the 

tradluonal medlcal dl5course ln WhICh \Vornen were by nature III and IOsane and pro .. IdIng 

an alternatIve to thc 5(!X15t, racist and cJasslst SOCIal mentalItIes that were beIng mlOgled 

wlth supposedly sound sCIentIlic adnce. The femlnIst health movement revealed socIal 

dimensIons of medlClIle as an InstItution, effectJ\ ely pOlItICIZIng relatIOnships bctween 

doctors and female patients as \\ ell as the productIOn and control of knowledge. Thelr are 

Important Insights avaIlablc from thls rnovcment that apply to the AlOS cnslS. There are 

sull many problcms "Our Bodies, Our Selves" ralsed JO 1969 that deserve attentIOn today. 

A soclal-sclcnuflc study of the AlOS cnsis lOevltably bnngs these problems JOto sharper 

foc us. 

Why sex? Why gender? 1 do not daim that sex or gender are the most Important 

ways of approachIng the epldemlc for the many purposes of SOCial sCIence. Rather, 1 

have chosen sex and gender as my startIng pomts for thls particular IOvestigation of the 

epldemlc on account of the strong sex-based and sexuaJ-orientatlon deflmtlOns of AlOS 

as a dlsease 10 Its mItlal penod. The reverse of thls qualIfIcatIOn IS also true: an analysls 

of the AlOS cn')ls that Ignores the Issues of sex and gender must necessanly rernam 

lOadequate and cannot daim any overarchmg vahdlty. 

1 was motlvated to examine the connectlon between women and AIDS because 

the SOCial constructlC'n of the epldemlc and the offIcIai defimtlon of AlOS resulted In 

delays In research, polIcy and care. These delays have reduced the qualtty of "fe of 

women, shortcned the length of thelr survlval and made It generally Impossible to ever 

know how many women have reall} dled of AlOS 10 the Umted States. The urgencyof 

my proJect stems from these circumstances . 

A gerlder-scnsltlve analysls of the AlOS cnsls IS Internally and extcrnally 

Justlfied. In.emally, AlOS, as a medlcal phenomenon. has been gender differenttated by 
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eategones of kl ùwledgr., and social pol:cles harc becn based on thl~ dllTercnlJatlOn 

(women have on the hasls of thclr bodlcs been deflOed out of cltglbllity for '\lX:l.ll 

sf'-::unty, for e'\amplc). E'Xtcma!!~, becausc morc thdn l\\o dccadcs of fcmlnlst Jr1.ll~sls 

have shown that ln almost erery c1ass, culture and sOclet), womcn's 11\ C'i h.l\ C been 

recogmzably dlfferent from those of men. In the case of the United Statc<;, Ilu<; ha .. must 

deflmtely been true. 

AlOS "10 general" often simply mcans Ihat the speaker IS rcfelTlng to "AIDS \0 

men." ThiS IS not surpnsmg glrcll the background of J medlcal tradItion th.il Icg.mls 

women's reproduCl1\'c organs as an aberratIOn of the standaru mJle. W ümen's 'i) mptlll11S 

have long been invisible to those who were bllnd to organs nol plesent In the I11dle body. 

An Impartial aceount of AIDS parcs down thc "delalls" that result from the parll<.:ular 

perspective and ereates a umrorm defInIl10n applIcable ta ail Instances of AIDS. 

However, the tendency of the medlcal establishment, undcr the gUIse of 'iupposed 

Imparuahty, to pnnlege studlcs mvolv1Og the male body has creatcd distortIOns and 

InVISlblhtles rhat are MW visible 10 the initiaI defmltlon of AIDS, whlCh was sa narrow Il 

practlcaIly excluded women by defmJtlon. There must be an ongomg walchfulncss 'L'i 10 

the construction of a body of mformatlOn about the epldemlc: What IS VISible? What IS 

invisible? 

The term InvISlblhty is often JooseJy employed as a lerm to denotc a problem Ihat 

remams unrecogmzed or unappreclated as such. Onen It IS the very lack of recogl1ltlon 

that constltutes the problem, but Il IS also the case that unrccogmzcd and unaddre~.,cd 

problems tend lo worsen over tIme. The longer they resist defmltlon, the more they tend 

to fade mto the vague and dlstortmg fabnc of the sl:..tus quo WhalI \\ ould Ilkc 10 do ln 

thls thesls IS to artlculate pOSSible conceptual formulations to spcclfy what lurh behlnd 

the tcrm 'InVlSlbIllty' 50 as to faCllItate rccognillon of ~uch problems. Although 1 sec 

mVlslblhty as non-monolIthlc, nexi ble, and vanable The very flexi bJllty of the lerm 
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InVISlbIllty IS, howcver, Its danger. My proJcct \\ 111 be to make speclflc soml;' fonns of 

mVlslbllJty. 

The cpldemlc presents social sClcntlsts \\ Ith a specjal opportUnlty ln whlch AlOS 

ac; a Icns opens up a VlCW of many socIal and polItlcal Issues not othef\\'Ise connected or 

brought Into such sharp relief The cumulatne dlsadvantages that dlfferent groups In 

society sUIfer are exacerbatcd by the Impact of AlOS as a dlsease. The consequences that 

fcSUIt from II1fectlOn range from soc:al and economlC to the effects of InstitutIOns. 

Addressmg AlOS m the social sCiences means addressmg the Clfcumstances of dlfferent 

lIves as they are determlned not only by InfcctIon but also by the socIal and pohtIcal 

reahues of the United States. AIDS offers SOCial SClentlsts an occasIon tu lnqUire not 

mercly about separate socIal and pohtlcal institutIOns but to understand them as 

Îllseparably comœcted In the /tfe of the mdn Idval. Lookmg at AIDS Hl thls way 

presupposes a certam underc;tandmg of JustIce, one WhlCh takes senousI y the ImplIcatIOns 

of democracy and human dlgmty. 

One of the most Important sources for thtnkmg about InVISlblhty as a SOCIal CnslS 

15 the companson of flrst person accounts Wlt[ -ose of separate InstItutIons. Tlunkmg 

about thls CnslS In terms of wlzat it meafls ta the lives of people and what It can reveal 

about the posItIons m power relatlonshlps of these people IS central to thlS thesls. What 

motlyates thls thesls IS thus the search for Issues In need of bemg addressed in order to 

ImproYe the overall well-bemg of women In the Uruted States In the long run. 

The AlOS cnsls IS, so to speak, a fire 10 a but/dmg where fire alerts have not been 

practlced. The past years have revealed obstacles that dlfferent groups of women face: 

sorne doors arc pmmed, others locked and flre alarms are not 10 work1Og order. These 

conditIons arc not so because of AIDS, It IS AlDS that creates the stark sItuatIon that 

rcveals them and facIlltates thelr deftnll1on. 1 WIll explore sorne of these defInltlOns In 

thls thesis. The cnSIS revealed by AlOS IS larger than AlDS and goes to the heart of 

J 
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sùCml and polltleal orgamzatlon ln the Umted States. The scopc here IS narrow J.nJ. In 

as much as lt atternpts to artlculate a lhcoretlcal concept, sorncwhat c\.pcnrncntal 

6 



• 

• 

• 

Much work remams to bc done: 

AlOS 15 not a smgle Issue cnsls and It'S not an Issue that IS only of concern to 
people wlth AlOS. ft affects ail of us and IS mforrned by eHry t~ pe of 
oppression. There IS no one oppression that needs to be cornbated m order to 
end the AlOS cnsis. ( Women, AIDS and AcuvIsrn 1990,143) 

An Important task 15 to make connections between dlfferent kmds of oppressIOn and to 

cxplam how they are lanked m the AilJS CnsIS. The AIDS cnsls should be of mterest to 

ail people bccause It has rcvealed and problematlzcd events of cveryday lafe. The proJect 

of thls thesls IS to create connectIOns bctween dlfferent kmds of oppressions (mcldences 

of socletal dlscnmmatlon) that wornen encounter 10 the AlOS CnslS by examlOmg so-

called problems of mVlslblllty and determlrung what is al their root 

7 
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Women and AIDS by the year, 1981-1993 

The following hlstory has been assembled from a vanet}' of pubhshed sources. 

The purpose of thls history IS to ereate a framework of e\ cnls of parllcular ImpoJ1ancc 10 

women. 

*1981 The flfSt case of an infected woman 10 the Umtl.d States IS reported to the 

Centers for Oisease Control (COC). Only one woman was reporled as an AlOS case. 

But in fact, an unusual number of young women, partlcularly drug addlcls, dlcd that ycar . 

Deaths of young women from a vanety of respiratory Infeetlous dlseases thought to be 

AIOS-related began to increase dramatically ln 1981 ln (hose areas wlth hcavy 

concentrations of AlOS, as Journahst Chns Norwood (The Network News, 

November/Oecember 1988, "Women and the "hldden" AlOS cpldemlc") would later 

uncover. But the fataliues have never been counted as AlOS deaths. (Corea, 5) 

*1982 AIDS gets its CUITent name. 

According ~o CDe statlstics, WOPlen constituted approximately seven percent of ail 

persons with AIDS. (CDC 1983) 

The first versIOn of the offiCiai def1OltlOn of AlOS IS crcated. ThiS defmltlon Will bc the 

basis of statlstics and reportmg on AlOS. ThiS fust deflnltlon Included no gyneeologlcal 

symptoms. The defimtlon covered opportumsllc infections that had bcen wltnessed ln a 

smalt number of white gay men. The conditions that were eonsldcred vahd grounds for 

an AlOS diagnosis were PCP, Kaposl's sarcoma, cryptococcal memngllls, and certain 
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Iyrnphornas. Twelve percent of the cases an wornen \Vere thought to be heterosexually 

acqUired, )etthe COC's procedures and deflnIliOn falled to rellect thls fact. The COC dld 

not add a category for hetcrosexual lransmlSSlon to the system used for c1asslfyang AlOS 

cases. (Corea, 16-17) 

*1984 IsolatIon of the VIruS that was subsequentl}' narned HIV. 

*1985 NIAIO (NatlOnallnstltute for AllergIes and lnfeenous Olseases) released 

an HIV -antlbody test but thc test was not offered to tndlvlduals who wanted to ftnd out 

whethcr the y had becn exposed to HIV. The test \Vas first used for rescarch purposes and 

evcntually dlstnbuted to a smalt number of doctors. 

On one hand, \Vomen stIll rematn InvIsIble in the epldemlc even In the face of 

documented cases and reasonable grounds for concern; but, on the other hand, some 

wornen are suspected of bemg HIV-posltlve or havmg AIDS for absolutely ludicrous 

reasons (because they \Vere mothers of gay men, because the y hved near the gay vdlage, 

because they couldn't explam why they were slck ... ). SlDce the test is not available, 

women caMot ascertam thelr serostatus. (Corea, 41) 

*1986 Creation of the famous SILENCE=DEATH2 poster which became a 

symbol of AlOS actlvlsm, later assoclated \VIth ACT UP (AlOS CoalitIon To Unleash 

Power). The poster IDverts the pmk triangle used to Idenllfy homosexuaIs in German 

labor and concentralton camps m the Thtrd ReIch. The text m smal1 print reads: "Why is 

Reagan sllenl about AlOS? What 15 rcally gomg on at the Center for Oiseasc Control, the 

Federal Drug AdmInistratIon, and the Vatican? Gays and lesbians are not 

2"Thc slogan SILENCE=DEATH refcrs to the compliCity that penmts c\'cnts IJke the Holocaust ofWorld 
War Il to Ial:c place" (George M Carter, ACT UPThe AlOS War&Acbvism. New Jersey: OPEN 
Magazine, Pamphlet Senes, 1992). 

9 



• 

• 

• 

expendable ... Use your power. .. Vote .. Boycotl...Dcfcnd ~ourscl\"es. Turn anger, kar, 

gnef .nto action." (AIOSOEMOORAPHICS, 30/31). SILENCE=OEATH openly 

pohtlclzes thf" AlOS cnsis as a social InJUStlCC that IS bclng lolerated bcc~lUse tho!lc most 

\1s1bly affected are thought to be expcndable by society and gmcmmcnl. 

*1987 Awareness of wornen's vulnerablhty IS Indlreclly stated m the conccrn 

about pennatal transmiSSion. Traglcally, conccm IS not yet ducclcd at women themselvcs 

but rather at thelr potentlalto Infect others. In sorne pubhcallons, the concern for wornen 

as vectors of dlsease exceeds the concern for wornen for thclr 0\\ n sake, the c\ample 

below exemplifies such treatment of wornen m pubhcallons. 

"As IS the case wlth other sexually transrnltted dlseases. AlOS causes a 
dlsproportionately greater burden for infected women than for mfected men. The 
major reason: women are chtld bearers and can transmit mfection~ to theu 
affspring during pregnancy or delivery." (Ouinan 1987) 

This quote says nothlng about the speclfic burden to wornen; Il Indlcatcs that women are a 

nsk to thelr chlldren. ThiS quote IS representatlve of an attitude towards wornen ln the 

AIDS Crisls that perpeluates the demal of theu vulnerablllty by fallmg to provlde a sharp 

focus on women thernselves and only defming them ln relation ta possible partners or 

children. Glven this approach. Il IS not surpnsing that there has been a large amount of 

mlsplaced paranoia about proslltutes, httle attention for the sItuatIon of older women and 

no attention for the plight of lesblans ln the cnsls. Women of Interest to AlOS research 

are predornlnantly "of reproductive age" and a central area of conccrn IS perinatal 

transmiSSIon. Many publications fall to dlfferenllate ln any slgmflcant way bctween 

fernal~ infection and Its consequences for women and ln utero or related transmiSSion. 

(Haddad 1992,49) 

ACT UP (AlOS COALITION TO UNLEASH POWER) 15 fonned ln New York 

City. Composed largely of gay men and lesbians, the group's stated goalls to transform 
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anger at the open negleet of AlOS lOto pohtlcal aetlOn and protests. ACT UP protested 

"the near total negleet of AlOS by polltlclans, doc tors and researchers, and thelr 

envelopment ln a mlasma of bureaucratIe malaIse The flrst action \\ as undertaken on 

Wall Street to protest pharmaceullcal grant Burroughs and Wellcome's proflteenng from 

AlOS." (George M. Caller, ACT UP The AlOS War&Actlvlsm. New Jersey: OPEN 

Magazme, Pamphlet Senes, 1992). ACT UP's actlvltles ereate the posslblhties for 

spcakmg of se~lsm and raclsm dS weil as homophobla by showrng dynamles of socletal 

dlscnmmatlon that Impede actIon to stop AlOS. ACT UP played a pIvotaI role rn vOlcmg 

the clrcumstances of socIal injustice at the heart of the AlOS CnslS and demonstratlvely 

rcdefmed AlOS as a socIal cnsls rather than a sClentJflc puzzle. The followmg quote 

from an ACT UP poster was mtended to enrage readers and make them realize the 

mhumamty of the trcatment of AlOS 10 the Umted States: 

"One millIon [People with AlOS] isn't a market that's exclting. Sure it's 
growrng, but It'S not asthma. -Patrick Gage, Hoffman-LaRoehe, Ine." 
(AI DSDEMOGRAPHI CS, 96).3 

Advertlsers and public health strategies tarted targeting women as responsible for 

heterosexual safe sex. The followrng commentary on a condom ad refleets the shift in 

responslblhty for provldmg condoms 10 relatlonships from men to women: 

"In ads in major US. women's magazines in the spnng of 1987, a beautiful 
woman pralses a condom that sounds '!ke a Greek gad and looks hke a contamer 
of yoghurt. It IS sald that AIDS h"s brought baek the 1950s, but back then it 
wasn't women who bought the ruhters. DON'T GO OUT WITHOUT YOUR 
RUBBERS advises another ad for women, because, "If li woman doesn't look out 
for herself, how can she be sure anyone el se will? .... (Paula Treiehler in AlOS: 
The Burdens of HIStory, 223) 

Later on lhlS strategy wou Id be problematlzed on the grounds that women could not 

control theu partner's condom use and that for sorne women the Idea of lrutiating condom 

3 Profitabllity of AlOS researcb was estimaled 10 be lower than for asthma and therefore less of Il could be 
npecled 
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use wlth a partner was soclally, culturally or rcl1glously Inconccl\'ablc. What follo\\'cd 

were demands for a woman controlled bamer method of protcctlon and more real1stlc 

assessments of hcterose\ual relauonshtps. 

*1988 RlSk categones are still hmlled and a number of fcmale cases remam 

unaccounted for' 

"1,719 dlagnosed cases of AlOS ln Canada; 86lhercof adult wornen. Of thcse 86 
woOlen, one was an IV drug user, 28 came to Canada from geographlc areas 
where HIV IS found ln a hlgh pcrcentage of lhe populatIOn; 28 had had sexual 
contact wIth a person "at nsk," and 22 got sick as a result of a blood transfusIOn, 
prlor to 1985. Seven women had no tdentlfted nsk factors." 
(HEALTHSHARING FALL, 1988). 

The Most prominent example of mass media dental of women'~ vulnerablhty to HIV 

appeared in Cosmopolitan magazine an January. The January cover of Cosmopolitall 

reads "Reassunng News About AIDS: A Ooctor Tells Why You May Nol Be al Rlsk." 

Inslde, non-MD .. Robert E. Gould assures \"JOme~l that "normal" sexual pracllces do not 

pose a nsk to them. On January 15, ACT UP actl\'lsts stage a large seale demonstratton 

outside the Cosmopolitan offices as weil as those of the Hearst company (the magazwc's 

parent corporation) 10 New York. (see Women, AlOS and Aettvlsm, 

AIOSDEMOGRAPHICS and The InVISible Epldemlc.) A Video IS created byactlvlsts: 

Doctors, [jars, and Women: AlDS Activists Say No To Cosmo. 

Also connected to the protest agalOst Cûsmopolitan: The artlst collective Gran 

Fury ereated a poster showlng an abandoned, naked doll readmg: "AlOS: 1 ID 61. One m 

slxty-one bables ln New York City IS born wlth AlOS or born HIV antlbcdy positIve. 50 

why is the media tellIng us that heterosexuals aren't at nsk? Becausc thesc bables are 

black. These bables are Hlspame. Ignonng color Ignores the faets of AIDS. STOP 

RACISM: AGHT AIDS." On the lower part of the poster the message IS repcated ln 
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Spamsh. (AIDSOEMOGRAPHICS, 42). Gran Fury also created a poster entltled 

'Sexlsm Rcars ILs Ugly Head' deplctmg an erect pems cutting through the spat.e of the 

poster ln a hostile diagonal. The text rcads' "Se\:lsm rcars Its ugly head. Men: Use 

condoms or bcat Il. AlOS kJlIs womcn." (AI DSDEMOGRAPHICS, 62). 

Mlsleadmg Idcas about how to prevent mfectlon, who gets AlOS, and how you 

can tcll rcmain common: 

"For our calcul aU ons, we esllmate that the use of condoms reduces the 
mfecuvltyof HIV by a factor of ten... The achlevable effecuveness of condoms 
may bc hlgher, cspeclally If they are always us cd correctly wlth a spenmclde, but 
thls rcmams to be shown. On the other hand, the cumulative fallure rate of 
condoms over several years may exceed 10%. Spermicides alone may also 
convey sorne protection, although thls IS not yet proved ... The singLe mos' 
important message fOT patienls is 10 have sex onLy with parlners who they know 
are atLow risk 0/ carrying HW." (JAMA, Preventmg tae Heterosexual spread of 
AIDS, Apnl 22/29, 1 988-Vol. 259, No. 16) (Itahcs) 

It IS mlsleading to recommend that people only have sex wlth people who they "know are 

at low risk for HI V." Guessmg about someone's exposure IS a nsky undertaking at best. 

Recommending that such a guess be the basls of sex!.!al decision maktng fails to 

acknowledge that AIDS IS not confined to margmal nsk groups. Such recommendatlons 

renect the remnants of the behef t!lat the "general populatlon" is not at risk. In the 

conclusion, the quote fruls to recommend safer sex explicitly and creates the illusion that 

proper partner selecllon is possible. Reconceptualizing AlOS has meant understandmg 

that practlces and not identltlcs put people al nsk. 

18 percent of AIDS cases in the United States occurred among women whose 

only risk was heterosexual exposure. (eDe 1990a) (Kurth 1993) 

* 1989 A wareness of hetcrosexual women and AIDS increases notlceably as 

evident ln an increased number of publicatIOns. Activism becomes more specifie in ILs 

13 



• 

• 

• 

demands. A new focus of protes[ IS women's exclusion from rcsearch and drug ln.lIs. 

(Corea 1992, 172) LesbIan \ ulnerablhty IS still clthcr obscurcd or dcmcd outnght: 

u ... accordmg (0 the COC, at Icast 164 \Vomcn, sdf-ldcntlfIcd as ha\ mg had scx 
\VIth \Vornen, had been dlagnoscd \\'Ith AIDS natIOn\\'lde Of thcsc 164. hall' of 
them had had sex onl\' \\'Ith other women smce 1977. ThIs statlsltc could not 
represent the total number of lesbIans \Vith AlOS because the CDC docs not ask 
women for sexual IdentIficatIOn or about cunntllngus as a sc\ual practlcc." 
(Corea, 195) 

Increasmgly, the mformatlOn pohtlcs surroundmg the AIDS CrISIS arc confrontcd. 

The ACT UP Outreach Comrnlttee creates a crack and peel stlckcr fcatunng thc flont 

page of the New York TImes and readmg: "AlOS rcporung 15 OUT OF OROER" 

(AIDSDEMOGRAPHICS, 112/113). 

Research on condom use catches up wlth first person accounlS: 

" .. the majonty oÎ wornen reported that theu partners ncver used condoms. 
These behavlors not only increase nsk of infection but may facilitate transmission 
of the virus to non-drug using males and to future chi/dren. One slmllanty 
between women and black respondents ln this survcy was that both groups lack a 
supportive network which IS present 10 many gay commumtlcs. Lacktng a 
network for dissemmatmg mformation about the dlsease suggests that other means 
for provlding informatIon about the crucIal role of behavlor m AIDS to these 
groups must he explored." (E.J. Rickert, Dlffenng Sexual PraCtlCCS of Men and 
Women Screened for HIV (AlOS) Antlbody, PsychologlcaJ Reports, 1989,64, 
323~326). 

Begmning offiCial renectlOns on nsk that IS not voluntanly mcurred: 

"The nsk of acquiring HIV dunng rape IS unknown, and to date, there IS no 
effectlve prophylaxls agamst H1V." (lAMA, Octoher 20, 1989-VoI262, No. 15). 

Part of the reason informatIOn on rape IS nol avallable IS becausc InfOrmatIon on 

heterosexuaJ transmIssion IS Incomplete . 
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*1990 Awareness grows as \Vornen become the thlrd wave of the epldernlc: 

"Women constltuted the fastest 8rowing group of persons with AlDS. As of 
September 30, 1990 there were 14,452 reported cases of adolescent and adult 
women wlth AlOS, representlng a 49 percent mcrease from the pre\'lous )ear. 
Thcre arc currently 140 reported AlOS cases among adolescent fernales ages 13-
19 ln the United States. ThiS relatlvely low pre\ alence rare undoubtedly 
underesurnates the true HIV infection rate In adolescents who, because of the long 
latency penod of HIV, do not show syrnptoms of AlOS untll they are ln theu 20s. 
The number of reported AlOS cases ln adolescent women ages 13-19 mcreased a 
starthng 71 percent between Septernber 1989 and September 1990 In the U.S.­
more than tWlce the Increase among adolescent males of the same age for the 
sarne lime pcnod .. Although men greatly outnumber women ln the total numter 
of adult!adolcsœnt AlOS cases, women outnumber men ln the heterosexual 
cxposure category." (COC, HIV/AIOS Surveillance Report, October 1990.) 

Social Sccunty IS stIll only avallable to those people who fit wlthm the detimtIOn 

of AlOS based on the symptorns most cornmonly \\Itnessed ID gay men. HIV-posltlve 

wornen often falled to qualIfy. The COC turns dm\n the suggestion that HIV-p')sltive 

women should have pap smears more frequently than once a year ln order to detect 

cervical dysplasla. Chmclans had been observmg that HIV -mfected women had a high 

rate of abnormal pap smears. 

ln Decernber, the flrst national conference on "Women and HIV Infection" was 

sponsored by the V.S. PublIc HeaIth Service and coordinated by the National InstJtute of 

Allergy and Infectious Diseases (NIAID) of the National Institutes of HeaIth. The tbree 

fold purpose of the conference heId in Washangton. DC was 1) to heighten awareness of 

the growing problem of HIV mfection ln women, :) to facdltate mformatlOn shanng 

about SpeCial medlcal, psychosocial, and prevention Issues involved in canng 'for \Vornen 

wlth HIV/AIDS, and 3) to forrnulate recornmendatlOns for research on \Vomen and HIV. 

(NIAID and CDC, Clinical Couner. Vo1.9, No. 6 August 1991) 
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As informatIOn about AIDS worldwlde bccomes known, the Image of AIDS as an 

epidemlc of homosexuals becomes untenable: 

"As of 1990, 60 percent of HIV mfectlons worldwlde ha\e resulted frorn 
heterosexual mtercourse. In de\'elopmg countnes, heteroscxual sex IS the 
predomtnant means of HIV transmISSIon. In tndustnallzed countnes, the 
heterosexual spread of HIV IS Increasmg slowly but steadll~, e~t)Cclally m groups 
wlth hlgh rates of sexually transmllled dlseases and drug IOJccttng" (Public 
Health Reports, vol. 106, no. 2, March-Apnl 1991). 

The number of pedlatnc AIDS cases mcreases and wornen are put under pressure 

to abort or to aVOId pregnancy If they are HIV-posluve. Reports from HIV-poSltl\'C 

women of coerclon pIle up and actlvlsts pohtlclze the pauent-doctor power relatlOnshlp, 

"The U.S. PublIc Health ServIce has proJected that there \\ III bc approxlmately 
3,000 cases of pediatnc AIDS by the end of 1991, and most of these Infants "III 
have acquued the infection by transmISSion through theu mothers." (Center for 
PopulatIOn Options, 1990). 

"Me First? ThiS IS a tlme for \Vomen to thtnk about themselves. In New 
Jersey, over 20% of the people wllh AIDS are women." (Source unknown, 1990) . 

Lesblan safer sex informatIOn is created and dlstnbuted. Sapphcx LEARN 

(Lesbians Educatlûnal AIDS Resource Network) creates Sappho's Cafe, Lesblan Safcr 

Sex Menu. The menu features a range of non-nsk or low nsk sexual pracllces. (fl~er) 

"World AIDS Day, Inltlated by the world Summlt of Mlnlsters of Health on 

Programs for AIDS Prevention in 1988, conttnues to be the only IntcrnatIonal day of 

coordinated action agaanst AIDS. The fust World AIDS Day emphaslzed global 

mobllizatlon agatnst AIDS, and an 1989 Il focused on the Importance of youth ln the 

AIDS epidemlc. For 1990 the focus will bc upon the ISSUr. of \\ornen and AIDS .. (The 

Australian Nurses Journal, Vol. 20, No.3, October, 1990). 

33 percent of AIDS cases in the United States occurred Hmong women l'hose 

only risk was heterosexual exposure. (CnC 1990a) 
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*1991 In FY 1991, Congress earmarked $7.8 mlllton for baSIC research on 

pedlatrlc HIV dlsease. Thesc funds \\ere used to augment ongOlng a.:tl\ Itles ln baSIC 

research relc\ ant to maternal-fetal transmission and pedmtnc HIV infection. The NIH 

AIDS Budget related to women for FY 1991 IS estlmated at $74,903,000 and $80,100,000 

for FY 1992. Stausllcal data released by the Centers for Disease Control (CDC) In 

October 1991 Indlcatt: that there have been 21,230 reported AIDS cases 10 women to 

date 10 the Umted States, representmg 10.9 percent of ail reported cases, and thls does not 

rcflcctlhc lhousands of women InfcCled \\'Ilh HIV but not yet demonstratlng symptoms of 

the dlsease. Rcscarchf'rs at the CDC estlmate th:lt lhere are over 416,000 women 

currently Infectcd \VIth HIV 10 the United States. (Status report on Women and AlOS 

Achviucs-The NatIOnal Institutes of Health. January 10, 1992). 

More than 18,000 women have been reported \Vith AlOS ln the United States. 

The maJonty of these women are women of color, hve 10 large urban areas on the East 

Coast, and theu acquisition of the ViruS IS linked dlrectly or IOdlrectly wlth injection drug 

use. Flfty-one percent of women wlth AlOS have a hlstory of InjectIOn drug use. Of ail 

AIDS patients who have injection drug use in theu background, approximately 28% are 

women. (NIAID and CDC, Chmcal Couner, Vo1.9, No. 6 August 1991) 

Fragmentation of the system and agencles responslble for worlang on AIDS 

proves problematic, the challenges of the AIDS cnsis reveal problems of dlsorder and 

uncertalOty ln responslble agencles: 

"Much is uncertam about the law as It pertaInS to HIV mfection and AlOS. First, 
thcre are at least 156 sets of InstitutIOns malang up the rules. Wlth most legal 
issues, sooner or later ail InstItutions begm to take a common approach. ThIs 
hasn't happened yet wlth AlOS. Second, law on AlOS IS being made qUlckly. 
Any answer that seems certaIn today could be \\ rong tomorrow." (Matt Coles, JO, 
"AIDS and the Law: Confidentlahty and Olsc1osure," AlOS Chmcal Care, 
January 1991, Vol.3 No.l) . 
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*1992 AIDS was recogmzed as one of the fJ\'e leadlng causes of dcath am,-mg women 

25-44 years of age ln the Um ted States bascd on the latest statlstlcs f rom the CDC Hl V­

infectiOn rates ln these populatIOns are e\pcctcd to mcrcase M.lO) of Ihcsc \\ ol11en arc 

from Impovenshed, mmont)' commumtles where mtra\ cnous drug use IS pre\ ,l)enl. Il 

was eslImated that 50 percent of HI V -Infected \\ omen wcre 1 nlr.l\ cnous drug users. 

EVIdence further suggested that an Increasmg numbcr of \\omen are acqulrlng HIV 

infection through heterosexual contact wlth HIV -lOfcctcd men Worldwldc, thc World 

Health Orgamzallon (WHO) estlmated the total numbcr of \\ornen wlth HIV mfectlon to 

be over three mIllIon. (Status Report on Women and AlOS Act" 11Ics-The N.ltlOnal 

Institutes of Health. January 10, 1992). 

Women constituted approximately 13.5 percent of reported AIDS cases 

among adults and adolescents in the United States. (CDC 1993) 

*1993 Followmg rnuch diSCUSSIOn, a new case deflmllon was cnactcd ln January 

1993. Under the new defimtlOn, mdlvlduals \VIth HIV and a CD4+ T-Iymphocyte count 

of 200 cell.;/cublc mm or fewer \severe ImmunosuppresslOn) automatlcally quahfy as 

havlng AIDS, regardless of other symptoms. The ncw dcflmtlon also mcludcd 

pulmonary tuberculosls, invasive cervical cancer, and reCUITent pncumoma (occumng 

wlthm t~,e previous twelve months). These are conditiOns that tend to affect or are 

partlcular to women. It IS thought that the deflOltJon change may mcrease 1993 cases by 

75 percent (CDC 1993). Authors ln New York statc (exclUSive of New York City) found 

that It mlght mcrease the reported number of AIDS cases In \\ornCII by as much as 83 

percent, nearly tWlce the expccted Increase In men (SmIth ct al. 1992). (Kurth 1993) 
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2 
Problems of Definition 

The sad fact IS that 1 should have been tested se\en years ago for HIV. And the 
infectIOn that 1 had been complalnmg about for almost two years pnor to the 
hysterectomy should have been addressed. Ooctors should really examme the 
reasons why they entered the "heahng art" of medlcme and maybe read the 
Hlppocratlc Oath once ln a whlle And women shouldn't be gettmg slck and left 
to die bccausc there IS no research on women and HIV. Our \Vomen are dylng 
untreated and Wllhout beneflts because, although sero-posltlve, PlO (Pelvic 
/njlammalory Disease) IS not consldered an opportumstlc mfectlon by the Center 
for Dlsease Control. Women are gOlng untrcated becausc they can't afford what 
lutle trealment there IS. As women are lhe caregl\:ers, If we allow our women to 
die, we are also condemmng society to the sarne fale. (Positive Women 1992, 
155/116) 

What are the implications of the definition of AlDS? 
How is the AlDS crisis defined? 

Whlle the year-by-year account of the cnsis based on events and developments (or 

lack thereoO of partlcular relevance to women provldes an overvlew to trace the 

unfoldmg of lhe cnSIS, the descnptlOn of the followmg problems surrounding Issues of 

defmltlon IS IOtended to prepare the ground for a more theoretlcal approach. The purpose 

of thls chapter IS twofold. to understand the AIDS CnslS as a problem of systems and thus 

to suggest certain paths of actIOn based on an awareness I)f dynamlcs not necessarily 

eVldent from the 'facts'; and to understand the AlOS cnsls as a problem that is more than 

the medlcal phenomenon called AlOS. From thls long-term perspective, the AlOS CriSIS 

functlOns as a Jens for questtons of SOCIal and mstitutlOnal change . 
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Defining A/DS as a Disease, Definitlg A/DS as an Epidemie 

From a soclOpohtlcal \ le\\ pOint, AlOS \', as recognlzcd by epldenllOloglsts 
because gay men, by the late 1970s, were a \ ISlble communt ty 1 n ordcr to 
pcrcelve a possible epldenllc m the appMentl~ unrelated deaths from Pllt'umOC/.\l/S 

carillli pneumoma (PCP) ln 1980-81, doc tors had flrst to rccognl!.c that the men 
shared a demographlc trait m common. (Patton 1990,27) 

AlOS, as a dlsease, traces 1 ts roots conceptually to the awarencss of certain social 

groups as distinct from others. The phenomenon no\\' calI cd AIDS and dscnbcd a certam 

umty m Itself \Vas 'recogmzed' on the basls of Ils occuncnce wlthln a glOup of people 

that could he cleatly dlffcrentlated, or excluded, From "the general population." ln thls 

sense the V1Slblhty of the gay population IS pivotai to undcrstandmg that AI DS ln Ils 

mItlal defimuon took shape based on the reahty of the SOCial exclUSion cxpcnenccd by 

homosexual men as a group ln the Umted States. It was only the unlly of thls group 

identity that gave the future AIDS Ils boundanes and thus ItS umty as an Immune 

disorder, rather thanJust a number of dlsconnected and untreatable Illnesses. 

In early histones of the epldemlc, statcments (argulng agamst the posslblh\y of a 

Virai transmission) such as the followmg are representatlve of a mamstream attitude: "The 

best evidence agamst contagIOn IS that no cases have been reported to date outsldc the 

homosexual commumty or m women. That sccmed most reassunng, If there was a 

danger, It seemed confmed to a margmal group." (Grmek 1990, 9) Two of the kcy 

aspects of tlus defmltlOn by exclUSIOn are gcnder and scxual Orientation. Although 

sCience and society eventually have come around to reall/mg the mcluslvene~s of thl,) 

dlsease, these two charactcnsucs have set the scene for the deveJoprnents 'iurmundmg and 

creating the AlOS cnsls for over a decade m the Umted States. Gay vlslbJllty, comblOed 

with a dcgree of SOCIal acceptancc of homosexuals wlthm the communHies wJthm \\hlch 

AlOS was fmt recogmzed, have becn the prereqUlsltes for the epldcrmologlcal defmilion . 
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H'S almost, she said, hke an mvented game board has been placed on thls 
cpldcmlc: If you are ln the box, you have AlOS. If you are outside the box, you 
don't. When you are ln the box, you get beneflts and are able to care for }ourself 
and live longer. If you are outslde the box, you have to spend the last fe\\' )ears of 
your IIfe trekkmg around to heanngs and flghung to con\'Jnce government 
workcrs that you are actually dymg. 

ft 15 alwa} s \\ ornen \\ ho are outslde of the box. 
(Terry McGovern, Corea 1992, 269) 

ft has becomc eVldent (hat thls definHlon of AlOS around one, and later many nsk 

groups (the 'h's: homoscxuals, he rom addlcts, Haluans, hemophlhacs, and anterestmgly, 

hookcrs), has becn the startmg point of dominO effect wlth far-reachmg consequences for 

the unfoldmg of the AIDS epldemic m the United States. E\en the dlscovery of a ViruS 

(HIV) by Western sCience has not been able to undo the erroneous understandmg of the 

syndrome ln lerms of nsk groups. This demonstrates to what degree the understandmg of 

this epldemlc IS a product of social constructIOn ln which even the mOst factual argument 

will not necessanJy succeed. The falled Jogic of InitiaI thought and action regardmg 

AlOS in the Umted States must he questioned. AlOS cannot he understood as solely a 

medlcal cnsls defined by a soclally contextless anstitutlon of sCience. AIDS needs to he 

explored ln terms of the dynamlcs and reruitles of our society tbat il reveals by bringmg 

them lOto open contradiction . 
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Knowledge about Women and A IDS 

Information about AIDS has been contrO\crsJal bccause Il IS sClcntlflcall~ (or 

more precisely epldernlOloglcally) uncertatn and soctally dlstortcd due to the sugma .md 

prejudice whlch are attached to AlOS. Even more contrO\ crstal and rare \\ as a\\ areness 

about women and AIDS. Smce 1989, awareness and mformatlon have IRcreased. 

Wornen were long thought to be unaffected by AIDS. but women have also becn long 

known to be affected by AlOS. Smce the fust year of the Identification of the Immune 

dlsorder, women have suffered and have been kno\\n ta suffer the cffccts of AlOS as a 

dlsease. The CDC reported Its flrst female case In 1981 E'.en IR the face of the 

estabhshed transmIssion of HIV to women m the elghtles, sorne pcrslsted m argUing lhat 

women do not get AIDS, that women and AlOS IS not a subJect of mqUiry but a myth: 

" ... there IS almost no danger of contraclmg AIDS through ordinary se:cual 
intercourse ... Lel me he very speCifie about whal 1 mean by ordmary sexual 
mtercourse. As 1 define il, It IS pemle penetrahon of a wcll-Iubncated 
vagina ... Nor do 1 believe thal there IS a danger of AlOS transmiSSion by oral sex 
or deep kissing or the exehange of body f1uids ... a woman IS qUlte sare from 
contractmg AIDS."4 

4 Robert GouJd, "Reassunng News About AIDS: A DoctorTeUs Why Vou May Sot Be At Risk". 
Cosmopolitan MagwDC. January 1988 
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Gthers \'mllng ln the sa me tlme pcnod (1987/1988) consldered tt not only to be an Issue 

ln Ils own nght, but a very scnous one: 

"In the Untted States over 6,000 wornen ha\ e sa far becn reportcd to have the 
dlsease. Sorne doc tors thmk the real fIgure may be hlgher. One reason for 
possIble under-reporttng IS that many doctors don't expect wornen to develop 
AIDS. There IS also the posslblhty that because AlOS was deflned ln terms of 
symptoms fml seen ln gay men, the opportumstlc InfectIons that may be part of 
the spectrum of AIDS-related diseases in wornen go unrecogmzed."5 

Or, more exphcltly: 

"WHY IS THE COC EXCLUDING WOMEN'S SYMPTOMS? The CDC drums 
many of them aren't hfe-threatening. Yet pel vic mflamrnatol)' dlsease is Killing 
women wlth HlV."6 

ln these three examples, the controversial nature of the subject of women and 

AlDS is weil recogmzable. By Juxtaposing various dIscussions of the same subject from 

the same time penod. we leam here that the controversy is on many levels. First, whcther 

wornen are indeed al nsk for contracting HIV IS questlOned. Second'y, the defirullon of 

AlDS itself IS presented as problematic. Thlrdly, we leam that under-reporting and lack 

of acknowledgment of women's vulnerability are problems. Comparing the se three 

quotes rruses a number of problems of defintuons: Wbat is healthy sexuality, what is 

normal sexuality? What defines AIDS as a disease? What is the extent of the AIDS 

crisis as a SOCIal cnsls? The following two secllons of tbis chapter address the laner two 

questions. Answenng the flrst question IS outslde the purpose of dm chapter . 

5 DIane Rlcbardson. Women and che AlOS Crisis (London. Paodora Press. 1989), p 28. 
6 (rom an ACf UP poster Will! che bde "Women Don'l Gel AIDS. They Just Ote From Il .. 
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Who deftnes AIDS as a Disease? 

In one of the first nammgs of the syndrome, GRIO (Gay Rclated 

Immunodeflclency) the exclusIOn of women was most ob\ 10US, (n subsequent nan1lngs Il 

became less SO, but the IIst of opportUntSlIC mfeclions (thal had been obser\'ed ln 

homose:\ual men) recreated thls e\c\uslon because Il became the dCCISJ\'c dcfmltlon of 

AIDS. Il was not necessary to exclude women m an e\pllcu sense; women's symptoms 

of HIV infection and AlDS dld not appcar m the defmlllOn. Womcn by deflnilion dld 

not get AlOS. ActiVlsts noted: "Womcl'l don't get AlOS. They Just dIe from 11." (ACT 

UP poster) As a resuJt. women affected by the dlsease were unable to benefll from the 

few resources available to PWAs (Persan Wllh AlOS), Access to social secunty bcneflt 

was reslncted ta lhose who could demonstrate the symptoms on the last, who could l'Il the 

defirution. Not only dld women often frul to have the requlslte mfecLlon, they also had 

Infections unaccounted for by the officiaI delimtlon. 

The available epldemlological statJstlcs do not account for ail cases of AlOS, they 

account only for cases that already fit the defimllon. The defmltlon of AIDS generated 

by the Centers for Olsease Control ln Atlanta determmes the creatIOn of statlstlcs on 

AlOS ID the Umted States. An AIDS diagnosis IS made when the defInltlon of AIDS 

provided by this agency 15 met. The first defimtlOn ID 1981 was based on the symptoms 

observed In gay men. The definitlon hsted a set of opportunistlc IDfectlons speclfic to 

thls population. In the course of the elghlles and the early ninelles, the defmltlon has 

repeatedly been changed to retleet a broader range of symploms ln January 1993, a new 

defimtlOn was accepted. Ur,der the new defmltlon, indlVlduals suffenne from severe 

Immune depression (as defined by a C04+ T-Iymphocyte count of 200 ccllsl cublc mm or 

less) meet the AlOS deflmtlOn regardless of the symptoms thcy mamfest. In addition, 

symptoms experienced predomlDantly or excluslvely by \Vomen have becn addcd ta the 

previous hst. 
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Although the developmcnts of the past year arc positIve and wIll contnbute to a 

more rcallsuc plcture of the extcnl of the cpldemlc ln the Umted States and ItS Impact on 

wornen, It IS a \cry reccnt change that occurs after a t",eIve ~ear hlstory of wornen's 

exclusIOn from the defmJtlOn. ft IS Imponant to understand that thls deflnlliOn IS long 

overdue. Throughout the elghucs and Into the carly nmeUes, the CDC defmJtlOn has not 

been succcssful 10 accountmg for AlOS 10 \Vomen. AlOS \Vas dlagnosed 10 an HIV­

po~itlYC Indwldual when certam opportUrustlC infections or cancers were present or when 

HIV -rclated demcntla or wasung syndrome was dlagnosed. The CDC's defimtlon was 

dcvclopcd on the basts of the InItiaI expenences wllh gay men. Whtle Il \Vas changed 

dunng the clghlies (1985 and 1987), It contlnued to be based on the opportumstlc 

IOfectlOns cxpenenced by gay men. Many of the problems frequently encountered in 

HIV-infccted \Vomen \Vere not c1asslfied as AIDS-related, among them ab normal pap 

smears, syphlhs infections, pel VIC 1Oflammatory dlsease and persistent vaginal 

candidiaSIS. In 1993, twelve years into the epidemlc in the United States, conditions such 

as pulmonary tuberculosls, invasive cerYlcal cancer and reCUITent pneumonia \Vere added 

to the deflOltion. The CDC esllmates that the change 10 definitlon May lDcrease 1993 

cases by 75 percenl. (CDC 1993) 
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Women's exclusIon from the statlsttcal plcture on {he basls of the CDC's 

defJOltlon had a number of consequences: Women were Ilot co/wIed. They dled w;thout 

diagnosis, agatn the y were "o1 c0Il111ed. Wornen did 1101 qllaliJy for health bcneflts or for 

social assistance benefits, such as chlld care, rcnl Subsldles or other support sen u:cs. 

Underreporli"g resulted ln lack of awarelless among IOslttuttOns .. md health care 

professlonals as to the e~tent of the epldemlc among women. As a result, Important 

services for and data about women who are HIV-posltl\e or suffcnng from AIDS IS 

missillg or has been delayed \Vith senous consequences. Fmally, \\'omen who were 

concerned about or affected by HIV or AIDS were 1101 believed. As a result of thls 

history that man)' pohtlcal acUvlsts and authors ha\'e referred to \\ornen wlth AIDS as the 

invisible epldemic wllhin the AlOS epldemlc. Women are spoken of as ln havit'g beell 

made illvisible by the definition of AlOS and Ils pohtlcs . 
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Wlwl il the extenl of/Ile A IDS crisis as (J social crisis? 

ln one sense, AIDS constltutes a revolutlon ln concepts of dlagnosls and dlsease, 
stnce the symptoms of AIDS are m fact other dlseases. AIDS IS historÎcal/y 
specifie, anslng prc~umably at the moment when ad\'anced technology could 
relate a pnmary caUSall\ e agent to a set of extremely diverse symptoms. (patton 
1990) ( ftalies mine) 

Bccause undcrstandmgs of AIDS, from an epidemlologlcal and medical pomt of 

VICW, have been contcsted, controverslal and mcomplete, Il has becn productive to 

e'(arnmc the conlcxts and processes that create knowledge about A IDS. As a syndrome, 

AIDS docs not offer a umfled plcture wlth defmlte boundanes. Becausc our knowledge 

of AlOS IS ln part grounded 10 social constructIOn, we must Hlvest special effort to 

undcrstand Ihe reality of the eontexl in whlch the expenence of AIDS by an indivldual 

occurs. In the absence of a magic bullet cure to the syndrome AIDS, efforts forcare and 

preventIOn have been rehz.nt on avallable mformation about the Cll"CUmstances of physical 

bodies and lives ln society. 

Over the past decade, those invol\'ed in health care have come to the 

understandmg that any long-term potentlal for public health necessltates a certain quality 

of social conditions Wlthtn a country. In other words, the arnval of a magic bullet can no 

longer be seen as an end to the AIDS crisis because AIDS as an epidemlc has brought 

into sharper focus systemlc aspects of a crisis of SOCial justice 10 the United States. Social 

Justtce as a precondition of public health informs a viSion of social change that extends 

bcyond AlDS; in realizmg what IS necessary to care for bodies Il is inevuable that one 

must care for people. "For It IS now clear that mdl\ Idual, commumty, and national 

\'ulnerablhl)' to HIV IS dlrectly connected wlth socletal dlscnmmatlon." (Kurth 1993, Xll) 

To the exlent that soclelles manage to fulflll thls mosl basiC task, they prevent the spread 

of HIV and are set up ln such a wayas to care for those ln need of help . 
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The followmg sectIOn of thls chapter will l11ustrale the conncctlOn bel\\ een the 

promotion of human nghts and the promotion of public hcalth. T",o c\amples of lIoclal 

injustice and theu Implications for the epldemlc \\ 111 bc c\plored; thi~ flrst IS SC\lsm (and 

heterosexlsm), the second IS poverty/racism. 

1) Sex;sm: 

In an article tttied "VOlces," the women of ACE (AIDS Counsclmg and 

EducatIOn) From the Bedford HIlls Correcuonal Faclhty created a lIst of and commentaI")' 

on why AlOS was a parttcular problem for women. (Women, AIDS and Actmsm 1990, 

151 f) The fo11o\\'lOg hst was created in response to the questIOn "Why are wc ma~mg a 

workshop Just on ho", AIDS affects ",omen?": 

-It's a man's world, so AIDS sttgmatlzes \Vomen, such as prostilutes. 
-Our dependeney on men makes us more vulnerable. 
-We have to dea1 wlth male cheallng and double standards. 
-Women are careglvers: responsible for educatIOn and health of ourselvcs, our 
chlldren, our spou ses, and the people we work for. 
-Women are isolated and have to deal wlth ail thls indl\'ldually and aJone. We 
need to see it as a SOCial problem 50 we can act together. 
-It's one more stnke agamst Black and Latm women, already suffenng from 
discrimmatlOn and racism. (151) 

In first person accounts, pohllcal activist IIterature, and interdlscipllnary 

approaches \0 AlDS there 15 a shared sentiment that AIDS cannot be Isolated from other 

problems a woman expenences m her life. The basls of many women's vuinerablllty to 

infectIOn (and inablllty to receive care) IS often IOseparable from the conditions of thclr 

lives. Their lives are defined by vulnerabllity. Sorne examples: 

Drug use: 
Women who 5moke crack cocame rnay bc al Increased nsk for HIV infection as a 
result such behavlOrs as exchangmg sc, for drugs or money wlth multiple 
anonymous partners who are themselves al nsk for HIV through InJectlon-drug 
use. Crack 15 of partlcular concem because Ils use 15 growmg rapldly among 
younger mnerelty women. (Kurth 1993,203) 

Other people are llze priority: 
Most women wlth HIV are careglvers flfst and patients second. (Kurth 1993, 
202} ... wom~n will go to great lengths to oblam care for thclr ehildrcn but fall to 
do 50 for themselves. (Kurth 1993,204) 

28 



• 

• 

• 

Poverty: 
TradlUonally, soclally dlsenfranchlsed mlnont}' nomen and chJJdren m the Uruted 
States have been disproportlonately affected by poverty (Simon 1989). (Kurth 
1993,202) 

Multiple and Conjlicting demands: 
For HIV-posltlve ",amen, scrostatus has been documented as only one of many 
factors that mfluence reproductive decision makmg. Other factors are mdl\ldual, 
commumty-based. or rehglOn-based morahty or etlucs regardmg abortlOn; a deme 
to parent; the mfluence of partner, farmly, and fnends; rehglous falthloptimlsm; 
rlsk evaluatlon (acceptable versus unaccep!able odds); access to care; pnor 
experience wlth HIV; maternai health concerns; cultural norms; parentmg 
concems; psychologlcal adaptation to HIV; and non-HIV related psychologlcal 
Issues. (Kunh 1993,60) 

Elrforced Power Differentiais: 
There IS a thnvmg traditIOn of violence and dlSCnmlnatlOn agamst prOslltUles. 
This vIolence can mamfest Itself on the street m beatings, rapes, and vigilante 
attacks 011 workmg ",ornen. Because prostitution is defined as a Crime, sex 
workers are extended minImal protection under the law. Prostltutes are subJect to 
arrest, quarantlne, and mandatory testmg for sexually transmltted dlseases. 
Because prostitution IS Illegal. employers are not responslble to sex workers in 
any way. Sex workers have no job-related health or di sabili t y beneftts, making 
health care difflcult ta obtam. Economlc conditions dictate that seropositive 
women sometlmes have to contmue to work during Illness. (Women, AlOS and 
Activism 1990, 181) 
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2) Povertylracism: 

Helen Gasch and Mandy Fulhlo\'e, "WorkIng "'\th Commumllcs of Womcn at 

RISk-A Chromcle," emphaslze the nced to undcrstand the process of socIal change and 

Us Impact on culture when ll)mg 10 understand n'omen's Ines. Thelr cmphaslli IS on the 

need to not only understand the h\cs of women \\'\th AIDS but to undcrstand them by 

consldenng women's lives ln commumtles that are affcctcd by AIDS. ThiS approach 

reflects sensltlvity to the currently documented dlstnbutlon of AIDS cases (flot 

ne-.:essanly represcntallve of carrent HIV-mfecuon patterns) an the Umted States. In 

response to the questIOn "wh}' IS there excess nsk for AIDS an the mlnont}' communlty?," 

Gasch and Fulhlove researched aspects and consequences of commumty dlslntegrallon ln 

urban minonty commumtles. 

~ none exarnple, Gasch and Fulhlove examane the South Bronx. Betwecn 1 cno and 1980, 

the South Bronx, a part of New York City, suffered greal destructIOn by fire. The 

vulnerablhty of houses to fire destruction was lncreased due to the denslt)' of the 

nelghborhood. The more overcrowded a neighborhood the greater the hkchhood of flre 

destruction. In addition to the factor of denslty, vulnerablhty to flfe was related to lack of 

adequate fire services. Fues that mlght have been contamed destroyed whole bUlldangs 

Ir.stead of indivldual apartment~ or rooms. Uncontamcd flfes wlth houses also 

contributed to "contagious housmg destructIOn." "People who are bumed out of thelf 

homes are forced to move to adjacent nelghborhoods, dlsruptmg thelr SOCIal lles and 

networks." Increased morbidity and decreased levels of health resulted from "contaglOus 

housing destruction." (Kurth 1993, 190) 
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Rcfcrring to a studles by Wallace and Wallace (1988, 1990), Gasch and Fulhlove 

conel ude that: 

The Imk bctwcen fire serv!ces and contaglous hou~mg destructIOn IS probably 
Wallacc's most Important findlOg, as Il allows us to obsene tlze role of the bod)' 
polWc in the maintenance of Ihe inlegrily of the urban enviromnelll. Mamtalnmg 
populations at relatlvely hlgh denslty requues adequate supplies of pure water, 
removal of waste, and maIntenance of housmg, among other serVIces. Wlthout 
thcsc essenllal services, city rcsldents will suffer from many kmds of dlscomfort, 
inc/udmg rampant spread of such mfecllous dlseases as AlOS. Yet the control of 
urban semce dehvery usually Iles outslde the mmonty nelghborhoods, and often 
outsldc the cIty Itself. (Kurth 1993, 191) (Itahcs mme) 

The physlcal condlllOn of nCIghborhoods IS an element of the AlOS cnsls. Poor 

nCJghborhoods of grcat denslty and wlth madequate servIces present nsks to heaIth and 

safcty darectly, by fue, and mdirectly, by undermmlng the conunUlty and orgaruzallon of 

peoplc's lives and social networks. AIDS vulnerabJJlty Jncreases wherc sec4nty and 

power over one's life IS undemuned. AlOS vulnerablhty IS hlgher m Impovenshed 

commumtles. Large scale solutions to the AIDS crisis need to address poverty as a form 

of SOCIal injustIce that predisposes portions of the populatIon to III health and death . 
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Translating Invisibility into Work for the Social Sciences 

Gena Corea: "Women ln thls male-dommated soclcty sometlmes have the 
sensatIOn they are invisible ... Dunng crucial years of the cpldemlc, Il appeared that 
women didn't gel AlOS because for œany medlcal professlOnals women are dark shapcs 
in dark shadows who don't come lOto focus unless the y arc secn as cndangcnng c/thcr 
men or fetuses." (Corea, 131) 

Mirko D. Grmek: "Nelther sort of defmttlon characteflLed AIDS: a (llsorcler 
wtlhout ItS own speclflc symptoms marked only by invisible, subccllular leslons, and 
mduced by an agent undetectable before the most rccent analytlcal methods. "(Grrnck, \) 

Marcia MiUman and Rosabetll IHoss Kanter: "Indeed, t<XIay Il IS Impossible 10 
escape notlcmg fcatures of SOCial Me that nere invisible only len years ago." (quoted by 
Harding in FenumsmlPostmodemlsm, 91) 

Dorothy Smith: "Bifurcation of conSClOusness 15 expcnenced as women move 
between these two modes wlth a working conSClOusness active m both. We are sltuated 
as soclologlSts across a contradiction ln our dlsclphne's relatlonshlp to our expcncnce of 
the world. TradluonaJ gender roles deny the eXistence of the contradiction; suppression 
makes tt invisible, as It has made other contradictIOns between men and women 
invisible." (Smith, 19) 

Sandra Harding: " ... mascullne bias 10 social mqulry has conslstently made 
women's hves invisible, that Il has dlstorted our understandmg of women's and men's 
interactIOns and behefs and the social structures wJthm WhlCh such bchavlOrs and bchefs 
occur." (Hardmg 1986,85) 

GiselD Bock: "Y et the Vlew that women' S hlslory IS IITclevant lo the hlslOry of 
raClsm IS merely the obverse of the opinIOn already mcntlOned, whlch Imply that the 
history of racism IS Irrelevant to history of women. It condcmns haJf the vlcums of 
racism to IustoncaJ invisibility." (Beyond E,quahly and Difference, 92) 

Patton: "The world of AlOS knowledge moblltzes a dispcrsed panopucism whlch 
directs everyone's eyes to the sex lives of gay men." (lnvcnung AIDS, 55) 

In Chapters One and Two, the hlstory and analysis of events of Importance to 

women revcal tnnSlblhues as problems. But what 15 the sublext of lhese tn\'lslbJlltles, 

what are the qualIlies that underhc and connect dlfferent Instances of JnVISlblltty? What 

can we learn about mVlslblhty analyttcally? ln thls chaptcr, mVlslbIllly IS consldcred m 

two pnmary categones: epistemology and social Jusllce. 

The term 'm\'Jslblltty' IS a vague SubSulute for a speclflc explanallon, a marker of 

the unexplorcd. Speaktng of the Jn\'lslble means spcaktng of somcthmg that reslsts 
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deflflltlOn; speakmg about belng invIsible means speakJng of a pcrcelved absence of 

agency and entalement. Whate\ er IS InvIsIble dcrnands a response but cannot he seen. 

Whcn we cncountcr the InVisIble (or the SUspicion thereoO, translatIOn, new deflnltlOn 

and the adJustrnent of perspectl\ e IS necessary. 1 n\ ISlblla)' challenges our vantage pomt 

ln such a way that we must not only questIon our perspectIve but a/50 the quality of our 

sight. Bccause the invIsIble e\Jsts next to US,lt JS not rcally mVlslblt;-1l would he Just as 

\\ell sald that we fall to see and fall to undcrstand what lt IS that we see. ThIs chapter 

explores the potentlal for vlslblhty based on an analylIcal understandmg of lfiVISlblhty. 

The use of the term 'm\ ISlblhty' IS therefore a hegmnmg pomt m research hecause 

a mdlcates a problem wlthout provldmg an explanatlOn thereor. In t~e case of AIDS, 

Jnnslblllly can be a question of defmJllon. In Chapter T WO, 1 have descnbed sorne of the 

problcms and consequences attached to defimtions of AlOS as a dlsease and of AIDS as a 

cnSlS. DeflmtlOns have resulted In mVIslbllitles. These mVIslbllitIes have had negatlve 

consequences for women. In\lSlblhty can stand for such thmgs as the lack of pnority, 

fragmentatIOn of orgamzatlon, lack of definitlon, fragmentation of the body, demal of 

dl\'erslty, absence of representatlOn, and margmahty. It IS necessary to examme Instances 

of mVIslbility, to outline the nature of dlfferent kinds of anvIslbllltles as weil as theu 

nature. Invlslbllity IS a pomt of departure for trymg to understand, for trying to see, and 

for trus reason Il IS necessary to dlfferentlate the sources and quaIltles of dlfferent kmds of 

Jnnslblhues as weil as the wa)s an whlch they can he undone. 

Bccause mVlslblhty Imphes somethmg that resists defmItlon, Il cannot be srud that 

the tenn Imphes a speclfic pre cm, or type of problem, or that it Imphes one source and 

one solution. Bccause mVIslblhty means that we fall to see, we must hold a hght up to 

each usage m order to detcrmme what lt conceals. In thls chapter, 1 \\'111 present two types 

of mYIslblhty, eplstemologlcal lfl\'lSlblhty and mVIslblhty that makes It dlfflcult to 

rccogmze problems of social JustIce. 
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Many femmlst thconsts and authors wntmg about \\ omen ln the AlOS cnm use 

the term 'invisibility' to denote a clrcumstancc or an c'\penence that has go ne 

unattended to \Vith the Implication that the ln' ISlblht~ \\ hate\ cr It nu)' IS bc prob1cm,ltIc. 

Gena Corea entuled her book "The Invisible Epidemie," Dorathy Smith, ln The 

Conceptual PractlCCS of Power, wntes that "tradltlonal gender raies deny the C'.lstencc of 

contradictIOn; suppression makes It invisible, as It has made other contmdlctlons bct\\'cen 

women and men invisible" (19) and Sandra Hardmg uses the term when shc e'\phuns the 

femimst charge that "masculine blas m social mqulr)' has conslstentl)' m,Ide womcn's 

lives invisible, that Il has dlstorted our understandmg of women 's and men 's mtel Jetions 

and behefs and the social structures wlthln such beha\'lors and bchefs occur." (Hardmg 

1986,85) Gisela Bock eomments on how the taboo of analyzlIlg the holocaust m tcrms 

of anythlng else than raee "condernns half of the vlctlms of racism to hlstofleal 

invisibility. "7 

My interest ID the AlOS cnsls' Impact on wornen bcgan III a books tore. There 

were tons of books on AIDS that had vlrtually nothmg to say about wornen_ Women 

were mVIslble ID the very basiC sense that one could not easlly lcarn aoout them. There 

was a dearth of information about women and AIDS ln the elghues cven though wornen 

were from the begmmng affected by AIDS. as "persons lI\'mg wlth AIDS" themsclvcs, as 

caretakers of others, as health care pro\'lders and as activists. 

The theoreucal work on thls tapie IS neccssary because sorne InVI~lblhtles that 

dlsadvantage women ongmated ln the conceptuah7.3tlOn of the nature of the cnsls. In thls 

chapter 1 will apply the work of two femmlst thconsts on the AlOS cml<;. My proJcct 15 

to artlculate concepts of IDVISlblllty by deternllnlng thelr rclatlomhlP to undcr~tandJng5 of 

society descnbed by femllllst them)'. 1 do not deny that tnVlSlbdlty could bc cntlcally 

7 Gisela Bock, "Equahty and DIfference ID r-;abonal Soclahsm" ID Bc~ond EqualJlY and DIfference edll.c.d 
by Susan James and Gisela Bock (Routledgc London and ~ew York, 1992) 
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undcrstood ln a vanety of other wa) s. 1 am mtcrcsted ln dlsco\'cnng what tools the 

thcorellcal lexIS offer: What kmds of 'm\'lslblhty detectors' can be constructed? 

This chaptcr IS orgaDlled around three scellons: flrst, 1 present the \\ ork of Ins 

Manon Young 10 her book Justice and the Pollllcs of DIfference. 1 have chosen three 

chapters that 1 flOd relevant 10 understandlDg the sItuatIOns of women in the AlOS cnsls. 

Second, 1 lay out two femlDlst eplstemologles and the perspecuve that results from the 

IntersectIon bctween femlDlst thought and JXlstmodemlst thought. Sandra Harding's work 

conslltutes the basls of lhls sectIon. In partlcular, 1 will draw on Whose SCIence? Whose 

Knowlcdge? and The SCience Question ln Femlnlsm. Having presented my lOols, 1 will 

apply Ihem 10 the IDVISlblhtles of \\omen's expcnence ln the AlOS cnsls. Thud,l will 

explalO the potenual of my thcoreucaltools to crcate ViSlblllty . 
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fris Young: Distribution, Oppression and Impartiality 

The central proJect of Justice and the Pottues of Difference 15 10 dra\\' a plcturc of 

the problems \\e neglect and the type of tnJu511ce we further \\hen wc subscnbc to 

poiltlcal theory's reductlon of social reailty to a umfled subJect or homogcncous public. 

This theOl)' lends it4ielf to a proJect about ID\'lslblhty bccause of Ihls problcmatll..atlon of 

what IS vIsible to us through famlltar pcrspeetJ\cs. Aiso Imponant arc the Imphcatlons 

for our polltles. These are lndlcated by Young ln the problemallzatlon of the preference of 

commonness and sameneS5 over dlfference and parllculanty. 1 \\'111 examIDe each .)f the 

three selected chapters ln tum and lay out the analytlcal perspective. This analyucal 

perspective will be used ln the fmal seCllon where the story of womcn and AlOS 15 retold 

ID such a way that It emphaslzes VlSlbl\Jtles whlch can be created through an application 

ofYoung's :heory.8 

Scarol Smart, in FelDlDlsm and the Power of UW, has choscn a more specdic focus for her 
problemauzation of the relauonshlp of hberatloo movemeots to law ln her problematuAluoo of fe:muusm's 
interaction wlth law. she artJculates the advanlages but aIso the: nsks and hOllIaUOns that May re:sult from 
the Invocation of law on the part of feminislS Smart uses y, omen's butor}' to demoostrate bow niblS and 
the appeal to ngblS oversunphfy complex power relations and create the oflen mJSleadmg ooUon that power 
ddTerences cau and wdl be resoJved by the acqwsluon of ngblS. Although her work appears at firsl 51gbl 
more ra<bcal than that of Young. Feminism and the Po" cr of Law and Jusuce and The Pohb:l of 
Difference sbare Importanl insiihts 00 the obstacles proJCcts of SOC1a1 Jusuce face, Both authors are . 
creating a greater space for accoWlts other thao those pronded by legailnslÏtutlollS 
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A: Understanding InvisibilitylVisibility tl,rough Distributive Justice 

Chapter One, "Dlsplaclng the DlstnbUlJve Paradlgm," e\plalns ho\\' the pre\ alitng 

'dlslnbutJvc paradlgm' of Justice "cnsnares" renecltûns on Justice ln such a \\'a~ Ihat ne 

arc more IJkely 10 conslder questIOns Jnvolvlng matenal goods that can be thought of 

easll}' ln lcrms of dlstnbutlOn, Young spc.lks of the dlstnbutl\'e paradrgm as a hmltatlon 

on the scope of social justice to "the morally proper dlstnbuuon of benefJts and burdens 

among soclety's members," (Young 1990, 15) The dlSlnbulJve paraàlgm bnngs mto 

sharp focus the allocation of matenal beneflts and goods but leaves obscure the SOCial 

structures and the mstltuuonal contexts that underhe question of distnbutlon. Wlthout 

context, mdlvlduals appear as atoms. The dlstnbutl':e paradlgm defmes persons JO terms 

of possessIOns, and Ignores the relations between persons in society as relevant conlext to 

questions of SOCial Justice. SOCial Justice ID accordance with the distnbuuve paradigm 

requires that questions of injustice be reconceptuahzed as Violations of things or thelr 

distnbuhon. 

Two maID cntlclsms of the paradlgm are presented by Young. FiJ5t, there 15 the 

concem that distribution as a focus detracts from questlomng how distnbutive patterns 

come about. When we look at distnbution as the sole locus of Justice or injustice, we lose 

sight of the context. Young wants to bnng this context Into foc us and trus rneans talong a 

look at "Issues of declsion making power and procedures, diVISion of labor, and culture." 

(Young 1990, 15) Secondly, the dlstnbutlve paradlgm IS not apphed to sorne areas where 

it would hclp the project of SOCial Justice. We could examine the distnbullon of po\\ er, 

opportumty or self-respect, but, as Young rightly pomts out, distnbutlon IS unable to 

extend bcyond the matenal dimenSIOn. "When metaphoncally extended to non matenal 

social goods, the concept of dlstnbution represents them as though the y wcre stalle 

things, lnstead of a funetion of SOCial relations and processes." (Young 1990, 16) 
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Young's proJect IS not to abandon dlstnbUl1\'c JustIce, On the contrary, she 

expia lOS that basIc human sur\'lval whlch necessltates the prO\ ISlon of basIc matcnal 

goods entalls dlstnbutl\ e consIderations. Shc proposes an c\panslon of the paradlgm 

along wlth an analysls of Its shortcornlOgs as neccssal) prercqUlsltes for the polcnllal of 

'soclal JustIce. ' Under consIderatIon as Issues of 'soclal JustIce' are "ail aspects of 

institutlOnal rules and relations msofar as the y arc subJcct to potenttal collccttve 

decislOn," Thus, !fi her cmlclsm of the paradlgm, shc nanls to bnng under exarnmallon 

"metaphyslcal presUppositions, unquestloned tcnnlOology, charactcnsttc questIons, IlOes 

of reasomng, specifie theones and thelr typlcal scope and mode of apphcallon " (Y oung 

1990, 16) Also, Young spclls out the onlOloglcal assurnptlons the paradigm rests on and 

points out the ways in whlch the y are mfluentlallO understandmg what constltutcs Jusuce. 

Her acknowledgment of the dlstnbutive paradigm as key to our concciving of Justice as 

central th us raises '1lJestlons about what becorncs peripheral or even illvisible through the 

distributive paradigm. For Justice as a concrete proJect, Young's analysis of the paradlgm 

indicates that Issues or aspects of Issues that should have come under the eye of Justice 

have not because the y lacked essenttal quahtles that would have made them visible as 

injustice. By ~UStICC' Young means SOCial Justice whlch shc defines as "the chmtnatlon of 

institutionahzed dommatlOn and oppression." Social Justice requlres (hat "any aspect of 

social organization and practace relevant to dommation and oppression IS 10 pnnclple 

subJect to e\'aI uaUon by Ideals of Justice ... (Young 1990, 15) 

Young argues that the acceptance accross Ideologlcal bounds of thc dlstributlvc 

paradigm IOdlcates how basic assurnptlOns about Justice are. One of the assurnptlons 

Young idenllfles IS the social atomIsrn of the dIstnbulIve paradlgm that fmls ra conccJ\'c 

of the relevance of relations between tndlvlduals and groups. The IOdlvldual as 

constituted by the social atomJst vlew becomes a threshold, what rails bencath thls 

threshold becomes invisible to our tradltlonal conSiderations of Justice. On the sarne note, 

Susan Okm. In Justice. Gender and the Farnlly, pOlOts out out a blind spot in our 
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lrealment of JustIce, namely that the famll} has more often than not been Ignored as a Site 

of Justice. Marxlsts pomt out a slmtlar d} namle when deflnlflg fcatures of systems are 

taken as glvcn and relations of productIOn frul to constltule an Issue ln thelr own nght for 

the mqulry of Jusuce. Thus, Young addresses the ontologlcal and structural assumpllons 

that frame the field ofvisibilit)' tradltlonally consldered to be relevant to JuslIee. 

Il bceomes clea, that the paradlgm is cntJcal to fornung our sense of (collective) 

rcsponslblhty. Whal does not fit lhe paradlgm, or fIls only wlth dlftïeulty, IS less ltkely to 

bc concclved of as an Issue that demands JustIce. In thls sense, the paradlgm shapes \\'hat 

wc collectlvely fcel responslble for-we can see somethmg as mJustlce. Invislblhty often 

ongmates where responsi blhty cannot be easlly assigned. This relterates Y oung's flrst 

criticism of the dlstribuhve paradlgm; we are dlfected towards some Issues and dlstracted 

from others lhat are dlfficult to quantlfy or foern part of the stage on WhlCh justice tS 

played out. 

By impltcatlOn, thls \'Jew also contams another criticism-the paradigm may 

misconstrue other Issues If It does conslder them. "Applymg a JoSie of distnbution to 

such [social] goods produces a mlsleadang conception of the Issues of Justice involved. It 

reifles aspects of SOCial IIfe lhal are better understood as functlOns of rules and relation 

than as thangs." (Young 1990,25) For example, opporturuty is not a thing. Opporturuly 

expresses enabling conditions and a 'right' IS not a thing but a relationship. Distribution 

fatls to grasp the dependence that defanes an "entlty", sueh as opportumty or rights. On 

the contrary, the dls\nbUl1ve paradlgm posits an mdependence. As a result, the 

distributive paradlgm restncts the scope of JustIce. Il therefor cannot span the whole of 

pohttcal relatIons. 

'Intenl' is a crucial lImitation that follows from the paradigm. Power md Ils 

cffect., arc only consldcred whcre mtent 15 recogmzable. The consequences of suc!l an 

IOdivldualtst ontology are thal structural IOjustlce, not readdy identlfied wuh a weIl 

defined agent, remams invisible to justice. Important forms of domination and oppression 
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reslst conceptuahzatton under thls mode!. Dommatton and oppressIon can he structural 

and instltutJOnaJ In a wa)' that \\ III tend to fall beneath Ihe lhreshold of dlslnbulI\ e Justice. 

1 wIll address oppressIOn more thoroughl y m the f 0110\\ mg c\ammatlOn of" FI\ e Faces of 

OppressIOn," Chapter Two of Justice and the Poilhes of Difference . 
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B: Seeing and Recognizing Oppression 

For Young, 'oppression' signifies the fallure of what she argues Justice should 

entall - "the tnstHutlOnal conditions necessary for the derelopment and exercise of 

mdlvldual capacltles and collective commUnication and cooperatlOn."(39) Injustice as 

'oppressIOn' makes sense from the pOint of \'Iew of contemporary movements of 

emanClpatlOn. 'Oppression' also serves for Young the purpose of dlstancmg a diSCUSSion 

of JustIce from hbcral IDdlVlduahsm and Its correspondmg pohucal dlscourse that, ID 

Young's OpiniOn, cannat undcrtake the proJect of socIal justice she ellvisions. Speaktng 

of oppression, rather than inJustice, makes it clear that the social expenence Will be 

pnvileged m contrast to the format and processes of law and its mstItutions. Also, Young 

uses the lerrn "oppression" to rerer to a conditIOn of groups. Because the soulce of 

oppression IS located ID mstitutlOnahzatlOn of unJust SOCial dynamics and ID the targer 

orgamzallon of society, makJng injustice vIsible Will mean recognizmg patterns and 

IdentlfylOg positions VIS à VIS justlce by observing the workangs of the system. Looking 

al groups has as a consequence that the conte"{t of distnbutlOn must be considered. 

People belong ta a group when they share a social expenence that ~annot be reduced to a 

comcldcnce of simllarJlY but rather indlcales a mechamsm that operates regardlless of 

indlvlduaJ experience.9 

9 \V omen \\ bD are HI\" -positive or are suffering from AIDS are a group If we are lookmg at the medica1 
systems soeotific relabonsbip 10 se~, but il is DOl a group lof we are lookmg at the conditions of women's 
lives or the specifie qualtty of aetual medlcal care different women reccive. Groups (and boundaries of 
groups) must be detenruned b)' the Slze of the pattern thal is bemg considered. 
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Young starts out wlth an understandtng of groups that IS based on lhe clatm of betng 

oppressed made by dIverse polllleai movcmenl and procccds from therc 10 s~ stematlze 

wbat she means by groups and oppression: 

A social group IS a collecllve of persons dlfferenuatcd hom at least one olher 
group by cultural forms, praetlces, or way of hfe. Membcrs of a group ha\c a 
speclflc afflntty wlth one another becausc of Ihelr slmllar e~pcnence or way of 
Iife, whlch prompts them 10 assoclale \\'Ith one anolher more Ihan \\'Ilh Ihose nol 
idenufled wnh the group, or an a dlffcrent \\ ay. Groups arc an c:\presslon of 
SOCial relations; a group eXlsts only ln relation to at Ieasl one other glOup. Group 
Identification anses, that IS, an the cncounter and mteractlon bct\\'ccn social 
collectlVltles that expeflence sorne dlffcrences 10 lhelr way of IIfe and forms of 
asSOCiation, e\'en If they ulso regard themscl\'cs as bclongmg to thc samc socIety. 
(Young 1990,43) 

A group IS the result of the functlomng of soclellcs that are not homogenous; It IS a 

product of social processes lhat dlffcrentlate sorne people from others. Young uses lhe 

example of the sexual dIVISion of labor ln almost every society to Illustralc Ihls notion of 

a group. For Young, groups are nei ther aggregates nor asSOCiations. 1 nstead, her concept 

of a group is anforrned by her concem for the systemlC nature of oppression-groups 

expenence dlsadvantage or dlsCnmtnatlon relauve to other groups but the more pnvlleged 

group IS not necessanly an oppressor. 

Havmg mtroduced 'groups' and 'oppressIOn,' 1 would hke to return to the 

question of mtenl. Young suggests that there has been a shlft ln the mcamng of 

'oppression' and tbls shlft is related to the question of mtent m an Important way. 

Wbereas 'oppression' was prevlously assoclated wllh lhe tyranny by a ruhng group, 

Young explains that new social mo\'ements have appropnated the term 10 descnbe "the 

everyday practlces of a well-tntenuoned hberal soclcty." 



• 

• 

Young acknowledges the oppressIOn of tyranny, but e\plaIns: 

... oppresslon also refers to s~ stemlc constraants on groups that are not necessanly 
the rcsult of the intentions of a t~ ranl. Oppression an tlus sellse IS structural, rather 
than the result of a few people's chOlces or poltcles. Its causes are embedded an 
unquestloned norms, habits, and symbols, In the assumpuons underlymg 
Instatutaonal rules and the collective consequences of followmg these rules .. We 
cannot ehmmate thls structural oppression by getung nd of rulers or makmg sorne 
new laws, because Oppl.!ssions are systematacally reproduced In major economlC, 
pohtlcal, and cultural Institutions. (Young 1990,41) 

The systemlc and structural quaht)' of oppression makes It mvislble from the pOInt of 

VlCW of Ifltcnt. If antcnt IS central to a concept of Justice oppression \\ III not be Visible as 

an anJustice. 

Thus, there need not be an agent of oppressIOn that conscllJusly cames that self­

understandmg. Even where mtenuonal harm is not present, oppression, and therefore 

Injustlce If we accept social Justice as Young defmes Il, eXlsts. What IS more easlly 

recogmzable IS that some groups are pnvlleged in relation to others, yet trus, under the 

distributive paradlgm, is Insufficient as an mdlcatlOn of the eXistence of an 'oppressor.' 

Young's understandang of social justIC'! disposes of the necesslty of an mdividual 

oppressor or oppressor groups as Ide1lllfied by mtent: "The systemlc character of 

oppression Imphes that an oppressed group need not have a correlate oppressor group." 

(Young 1990,41) 

Once we overcome the silence Imposed by the intent-driven model of justice, 

50ClaJ realaty Itself, an its everyday quahtles, is opened up as the site of injustice/justice 

and people can speak of their social expenence as pohtIcai and as an Issue of justice. 

Indlviduals commumcatmg about theu day-to-day h\'es dlscover commonalties, they 

disco\'er that Important aspects of their lIves are not based on andl\ Idual dlfferences but 

rather that lhere eXlst recogmzable patterns. In the secllon sublltled "The Faces of 

Oppression," Young dlscusses exploitation, marginaltzallon, cultural Impenalism and 

violence as examples of oppression, and we Will see that the se examples are Important for 

understandmg the AlOS crisis. In the diSCUSSion of these examples, Young takes on the 
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work of malang oppression VIsible as injustice and pohtlclzmg the "nonnal proccsscs of 

everyday life." 



• 

Co' Impartiaüty as an 'Invisibiüzer' 

The notion of Imparuahty holds a central place 10 JusUce and the Pollucs of 

Difference bccause of Its close and dlfflcult relatlOnshlp to dlfference. Young recogmzes 

ID the search for Impartlahty among those that exalt IS Ihat plurahty IS Ine\'ltably 

sacnflced ta umty. The goal of ImparUahl} entalls the sortlng out of parllculantles, 

Impartluhty produces mVISlbllllles by sweepmg partlculanlles out of slgh!. "Reduclng 

dlffcrences to umty means bnnglDg lhem under a um",ersal category, whlch requlres 

cxpelhng those aspects of the dlfferent thmgs that do not fit mto the category. Difference 

thus becomcs a hlerarchlcal opposItion between what hes Inslde and what hes outslde the 

category, valulng more what hes I:lside the category than what hes outslde." (102) 

The Ideal of Imparuahty IS also what Young sees as a source of dichotomies, 

ranging from the pubhc/pnvate over justlce/care ta hberallcommunitan4n and 

SUbjeCl/obJect, that create fields of viSion unproductive for the project of SOCial justice 

and mlsleadmg ln the project of tradilionai Justice. Her conclUSion about the possibility 

of achlevlOg the Ideal of Impartlallty and the desuablhty thereof IS clear: "Not only IS 

Impartlahty Impossible, however, but commllment to the ideal has adverse Ideologlcal 

consequences." (Young 1990, 112) More speclfically, she problematizes the insistence 

on the ideal of Imparuahty, on the basis of a cntlque of identity that is postmodemist in 

Ils awarcncss of the pufalls of a reducuomst allempt at estabhshlOg a first princlple. 

Young's cntlque of the Ideal of Impartlahty IS useful for my proJect 10 the sense 

that she IS concemed "'Ith exclusion and expulsion. Rather than enter lOto a discussion 

about Impartlahty or Idenmy per ~e. 1 would hke to pomt out the mechanisms of the Ideal 

of impartiuhty that exclude and ex pel. ExclUSion and expulsion support my own proJect 

of mvislblhty/nslblhty where they suggest or explam ways of understanding ho\\' aspects 

of social rcallty are hidden from sight. 
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What Young regards as problemauc ln the Ideal of Impartlallty 15 the pn.1Jcct of 

"reducmg the plurahty of subJects ta one unl\crsal point of \'te\\'." (103) The danger of 

thls reductlon IS twofold; the IlIuslOn of the POSSlblhty of ImpJrtlaht~, and the scmblancc 

of a general wIll that stands In cantrast ta partlcular mterests perccJ\ cd as sclflsh. Young 

has already touched on thls question of situatedness ln the introductIOn of Justice and the 

Pollucs of DIfference: 

Because 1 undcrstand cnllcal theory as startmg from a speclflc locatton ln a 
speclflc society, 1 can clalm ta speak neuher for c\"cryanc, ta c\clJonc, nor about 
e\ ef) thmg ... As a whlle, heterosexual, mlddle-cJass, able-bodlcd, not old \\"oman, 1 
cannat daim ta speak for radIcal movements of Blacks, Launos, Amencan 
Indlans, poor people, lesblans, old people, or the dlsabled But the pohttcal 
commltmeilt that moUvates my phllosophlcal rcflecuon tclIs me that 1 also cannot 
speak \\lthout them. (Young 1990, 13/14) 

The message IS that lm parttah t y categonzes and Silences people and social rcallly. 

Where Impartlahty IS appealcd to, SpeCial watchfulness IS reqUired 10 o~'à{''' ta understand 

the dynamlcs of reductlon that occur when "reason abstracts from the p(~rlicular 

experiences and histories rhat cOllstitute a situation." (100) The umly of Impartlahly 

must expel clements of heterogcnelty. ThiS means that what rnakcs a persan IS expellcd 

and determmed to he irrelevant ta the proJecl of moral rcasoning ln whlch Imparttahty 

engages. ThiS echoes sorne of the conccrns about the dlstnbutlve paradlgm's SOCial 

atomlstic ontology that shuts off posslbly relevant parts of SOCial rcahly from 

conSideration. 
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Summary Section One 

From Ins Young's work 1 take three 1001s. 

The ftrsttool IS knowledge of the dommant paradlgm and Its Implications. From 

It follo\\5 the nCcCs51ty of qucstlOmng the dl5tnbutl\'e paradlgm. B} usmg the awareness 

of the paradlgm's underl)lng assumpllons about what cor~tlUtes social Justlcce, the scope 

of Justice can bc expanded. We must ask: What does such a paradlgm render invisible to 

Justice? 

Conte:\tual trcatment of questions of social Justice IS the second tool that pro\'ldes 

mcreased mVlslbllny. A contextual approach makes visible structural oppression and an 

awareness of potentlal blilld 'ipots that mlght be undone If we can escape the confmes of 

the mtent-dnven mode!. 

The thlfd tool IS to look for what lS defined as margmal or excluded; It IS 

ncccssary to problematlze knowledge or Judgement where It presents Itself to us as the 

product of Impartial reasomng. What are the categones that were appealed to m the 

process of parmg down the va nous dimenSions and partlculantles of SOCial reahty? What 

IS the loglc for appeahng to these categones? What IS the effect? 
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Sandra Harding: problemllti:.ùrg l',e prodllctioll of kllowledge 

.. ,masculine blas ln soclallnqUlI") has conslstentl) made \\ omen's 11\ cs 1Il\ ISlbIc. 
that It has dlstorted our undcrstandlllg of \\omcn's and mcn\ Intcrachons Jnd 
beltefs and social structures \\ Ithln such bcha\ lors and bcltefs occur (I-I.trdlng 
1986,85) 

Sandra Harding dcdlcates a full chapter of hcr book. The SCience QlIc'\unn ln 

Femtnlsm, to the questions sharcd by the natural and the SOCI..l1 ~clenccs She .lddre~ses 

Issues of women's InVtSlblhty. or dlstorted \ ISlblltty, The approJch ln tlm ch.lpter IS 

especlally helpful bccause the nOllon of cnsls IS hmltcd nClthcr to Ihe ~CICl1tIIIC nOi the 

social. Chapter Four. "Androcentnsm ln BlOlogy and SoclJI SCICIH':C ," fllnd,Ullcnt.llly 

asks one questIOn: Is :he problem "bad sCience" or "sclcnce as usual"'" A t the c\trcme of 

a possible spectrum of answers to thls question. Harding locates Donna Halaway's 

suggestion that "If sexlst sCience IS sCience as usual, then the besl mcthodology ln Ihe 

world will not prevent us from atlammg those conclusIOns unless we change paradlgms," 

(Hardmg 1986,103) 

Hardmg explams the rele\ance of social sCience 10 nalural sClenllflc tnqUiry and 

argues that the subJect maner of the SOCial sCiences IS nol distinct from that of the nalural 

sCiences. From the perspective of gender, the dlsUnclion bel\\Cen the social sClenlJflc and 

the natural sClenuflc hkewisc appears artlflclal. A fcmtnlst analysls of the AIDS cnsls 

makes vIsible both the blas of sCience and Ils JOSlltullons and of soclCly and Ils 

mstltutlOns because femmlst theor) chooses for Ils standpOlnllhc In'es of womcn who arc 

lOevltably affected by both. By addressmg the UnIt Y of e\pcnencc of blas ln Ils 

cumulative effects on a woman's IIfe, the dlsttncUon bet\\ccn social ~clcncc and natural 

sCiences IS blurred bccause what IS substantlvel y at stakc are the cffects of gcnder bla,> on 

\Vomen, not the clanflcatlOn of constructed acadcmlc catcgonc~ or dl~clpltnes, By 

shlftlng the focus to the elfects of bias, conttnUltlcs bet\\ ccn diSCiplines may be 

discovered. 
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Breakmg do" n lnqulry mto levels Illustrates the possIble entry pomts for blas that 

the socIal !lClences share \Vith the natural sCIences. From the deflntllon of what counts as 

a sClenllflc problem, the formatIon of concepts and theones, the chOlce of method to the 

mterpretallon of research, uIlcoverillg bias that can result in illvuibility is a lask Ihat must 

spall the whole of the process by which klZowledge is created. Il IS for thls reason that 

Hardmg takes on the task of outhntng eplstemologles whlch dlfferent schools of femtnlsts 

have cmployed ln lhelf empmcal work as weil as ln theu analyses of sCience and 

phllosoph) 1 Will outhne two dlfferent epistemologicai cr.uclsms of sCIence as weil as 

the fcmlntsl postmodemlst perspeclive that Hardmg works through. 1 Will argue later that 

each of the dlfferently grounded Ferspectlves lends Itself to graspmg dlfferent aspects of 

the AIDS CrlSIS; the eplstemologles are not competmg wlth each other here. In my 

apphcatlon, 1 Will concentrate on showmg how the dlfferent epistemologles together 

reveal the complexlt)' of the cnsis . 
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A: Feminist Empiricism 

se\lsm and androccntnsm are socIal blases corrcctable b\ stnctcr adhcrcncc to the 
e:mllng methodologlcal norms of sClenllflc tnquII)'. ( Ha"rdmg 199~, :24) 

Femtnlst empmclsm can help an anal~ SIS of the AIDS cnsls by pOlntlng out 

InconSlStencies ln the practlce of sCIence that depart from the pnnclples of method. The 

points of departure can he understood as entry potnts for androcentnc blas (or any othel 

klnd of bla.,). Thus, femmlst dlscontent \\'Ith thc proJccts and interpretation of sCIence 

can be argued on the ground of sCICnce Itself. Th! burdell faUs 011 sc/el/ce rallier 1IU1II, liS 

is oftell the case, on femillists who must jllstify the validity of Iheir daims. Femmlsl 

empmcIsm and Young's work-on takIng democracy senously-share a sImple but 

effective beauty; they place the burden of a problem baek onto the s)stcm that produccd il 

by appcaling to Its most fundamental and chenshed values. IO Many quesllons of 

knowledge are not so complex lhat they necessltate the ngor and commltment of a 

femlnlst approach. In sorne cases common sense ltself sufflces. The utihty of lhls 

approach IS a reahsl1e one and Il acknowlcdgcs that women's well-bemg IS nol pnontlzed 

in our society. Still, Its effects can be very Important. especlally whcre tnformatlon 

creates a dommo effect of practical consequences. 

Because femlnist emplficism makes a persuasive and non-confronlatlonal 

argument, its chances of bemg heard are mcreased. Femlnlst work enters the mamstrcam 

body of science through such a strategy. The fact that femlnIst empmcIsm 15 at hcart a 

conseryatlve justlficatory strateg)' should not deter femimsts of ail kmds to take senousI y 

its vlrtues. In the fmal analysls Hardmg asks: "Why should we IImn our strategIes 10 onl) 

lÛf'eminist empincism 15 a label that pcrbaps misrepresents those wbose bold this vlew. Harding COrTcctly 
e~plams that "practitioners do not labcllt at aIl. thcy see themselvcs as pnmanJy following more ngorously 
the e:usung rules and pnncaples of the sClenccs .. (HardlDg 2,111) 
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one whcn plauslblltty, not mystlcally transhlstoncal epistemology, IS the goal?" (Hardmg 

1992, 114) 
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B: Feminist Standpoint Epistemology 

men' S domlnatlng position ln soc.al IIfe results ln partial and pen erse 
understandlngs whereas wornen 's subJugated positlon pro\ Ides the posslblhty of 
more complete and less perverse understandlngs. (Harding 199:!, :!5) 

Femlnlst standpOlnt eplstemologles are the mamstream of academlc femmlsm 

today. The stralghtforward argument belng made hcre 15 that \\here rdallons are defined 

by hlerarchy, the subJugated perspectl\'e IS less dlstorted than the domanant one. Han.hng 

explams the basls for the daim that the subJugated pcrspcctl\ e 15 preferable: "Knowledge 

of the emplrical world IS supposed to bc grounded 10 that world (m complex ways)." 

(Hardmg 1992, 121) To the extent that \\ornen's lIvcs ha\e been IIeglected liS Jwrti"g 

poiflts Jor research and supposedly gender-neutral knowledge has becn produccd, the 

knowledge resultmg from such research has faJled to account for the gcndcr-str.ltlficallon 

in our societies and the dlfferenl hves that men and women 1ead. Thus the grounded 

experience of wornen's lives can be used to challenge and cntlcize dommant knowledge 

clalms, "whlch have prirnanly been based ln the lives of men 10 the dommant races, 

classes and cultures" and thus "can decrease the partlahtles and distortions 10 the plcture 

of natural and social lire provlded by the natural and social sClcnces." (Hardmg 1992, 

121) Il 

Women's perspectives are valuable m the scnse that the perspective of the 

outside:- tells us thmgs that that of the Inslder cannot. "Femlntsm tcaches womcn (and 

men) to see male supremacyand the dominant forms of gender f!xpcctatlOns and SOCial 

relations as the bizarre behefs of a social order that IS "other" to us. /IIS "crazy", wc are 

not." (Harding 1992, 125) Whereas the SOCial order may appcar functlona1 to those 

Il Hardmg lS weful la underline thallt is DOl women' s experience or speech per se thal shouJd be 
considered the grounds for femtmsl c1auns. rather the theory and observauons that become pOSSIble from 
the perspective of WomeD 's hves 
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around whose lives Il was conslructed, the seams and the cracks become visible from Ihe 

perspective of (hose people for w/zom the social order is dysftlllctionai. "\Vomen' s 

oppressIOn gl\'es them fewer Interests ln Ignorance." (Young 1991, 125) Smce \\ ornen 

have Jess to Jose by socIal change than men, femlnlst research IS more hkely to challenge 

the stalus quo and produce ongmal appralsals of reahty. ThIS parallels Young's comment 

lhat one must have a 5take m what one 15 researchmg. Young wOles: 

ft IS ImpossIble to reason about substantive moral Issues wlthout understandmg 
theu substance, whlch always presupposes sorne partlcular socIal and rustoncal 
context; and one has no motn e for maIang moral JudgmenlS and resoh mg moral 
dIlcmmas unless the outcorne matters, unless one has a partJcular and passlOnate 
mterest In the outcome. (Young 1990, 104) 

Fcmmlst standpomt eplstemology's daIm for vahdny or at lcast for preferability IS based 

on the understandtng that reslstance to oppressIon creates less partial and less dlstorted 

accounts . 

By 'Iess partIal' Harding means that femmlst standpoml episternology daims an 

lfitcrested standpomt that openly embraces Ils sttuatedness rather than conceahng lt and 

thereby gains an epistemologlcal advantage: UA femtnlst eplstemologlcal stand point is an 

Interested socIal location (Ulnterested" m the sense of Uengaged." not biased), the 

conditions for whlch bestow upon its occupants sClenuflc and epistemic advantage." 

(Hardmg 1986, 148) The advantage comes from having a larger view of social reality 

than is afforded by the typlcal or dominant SOCIal expenences of men. Hardmg argues 

that those who engage m actlvltles that are subJugated have both the knowledge of theu 

own, subJugated. expenence and the dommatmg expenence. An appreciatlon of reahty IS 

made possible by the subJugated experience that IS demed the dommant one bec au se from 

the pcrspectlve(s) a\'allable from the dominant expenence, the subJugated expenences IS 

defmed as background condluons and not pOInts of mterests 10 themselves. So, 'Iess 

partial' means hterally that the perspective IS less hmlted m terms of what Jt pro\'ides a 

Vlew of and that the cIalmmg of social locatIOn Itself has advantages over the derual of 
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situatedncss. The demal of sltuatedness does not allow the same quahty of engagement 

that glves femmlst standpomt theOl')' the Wldlh and deplh of ilS pcrcepllon of reaht~. 

Hardmg's daim that femmlst standpomt lheory produces 'Iess partial' accounts al 

fust glance seem to contradlct Young's cnllque of Impartlaht). There are t\\'o Important 

dlfferences that prevent thlS contradlcllon. Flrstly, the appeal to Imp.utlaht) \\ hl ch 

Young cntlzes does not mcorporate ItS social locatIOn or sltuatedness openly mto Ils 

perspective, the expenences from whlch It starts must be guessed at or uneartheJ ln order 

to determme theu speclflClty. Where slluatedness IS not openl)' acknowledgcd and 

accounted for, daims of general vahdlty or Imparllahty dlstOrt other social expcnences. 

The appeal to Impartlahty IS grounded m the pnvlledgmg of a smgle mIe or pnnclple, the 

requuement of dlspasslOn and the mastery of heterogenelt)'. (Young 1990, 1 (0) 

Engagement, as defmed above, contrasts wllh dlspasslon and the ackr:';\\'ledgment of the 

importance of social location negates the goal of ehmmaung heterogenelty. 

Secondly, 'Iess partial' mdlcates that Impartlahty IS an Imposslblhty. Young and 

Hardmg both cali mto doubt the posslblhty of an absolute and genume Imparuahty. 

Instead, they argue that lmpartlahty as a goal or a value hldes Important aspects of social 

reallty. Both of them dismlss as madequate and even dangerous the Idea of the one 

subject who ,as an Impartial reasoner, "can adopt the vlew of everyone." (Young 1990, 

105) But to problemallze Impartiahty IS not the same as to promote eplstemologlcal 

chaos. When Hardmg expresses that femlnlst standFQmt theor')' has the potenllal to create 

'Iess paroal' accounts, she IS already startmg from the baslss that the ldea of Impartlality IS 

problematac. Impartlahty is hldden partlahty; 'Iess partial' docs not refer so much to the 

the fallure of achlevmg an Ideal of Impartlahty as much as It addrcsses the Impo!>slbllJty 

of an absolute Impartlallty. rrhe word 'Iess' IS alrcady an mdlcatlon of Hardlng's posItion 

on Impartlahty; 'Iess,' a dlfference of degree, IS a key to understandmg lhat fcmlmst 

standpoint theory does not operate on any notion of symmetry between truth and falslty. 

In defendmg feminast standpomt theory agamst poslmodcmlst thmkers, Hardmg wntes 



• 

thatthe notion of gmng up the telling of stones because we can make no daim to tell the 

one ulumate story IS absurdo The pomt IS ta tell a better story, a 'less partial,' or more 

complete one. 

Hardmg takes special care to remmd us that femmlst standpotnt theori.!s are not 

essenualist ln lheu daims of vahduy. The daim of femlDlst standpomt theOl)' IS not that 

ail womcn share a quahty that makes thelr appraJsals of reahty preferable to those of men. 

The message IS rather that startmg potnt for research matter 10 the sense that who we are 

as people and what our expenences are ID society provldes dlfferent perspectives and 

dlfferent expcnences that ",Ill me' ltabl)' shape our research ID fundamental ways. Power 

IS central to thls scenano; our perspecttves and the range of Issues that we Will fmd 

relevant toples of research are the products of important power dlfferenllals in our 

society. Fcmimst standpomt theory, in contrast ta feminist emplricism, explains the 

relatlonship between the lives that wc hve daJly and dominant types of beliefs that we 

hold about our lIves . 

55 



• 

• 

• 

C: Fem;n;st PostmodernÎsm 

seekmg a soladanty ln our oppositIOns to the dangerous fIctIOn of the natumhled, 
essentlahzed, unlquely "human" (read "manly") and to the dIstortion and 
exploItation on bchalf of thls fiction. (Hardmg 1992,26) 

Femmlst Postmodernlsm and the intersectIOns between femmlst theory and 

postmodern thought challenge the notions of transsoclally ftrm foundallons for 

knowledge and thus problematlze thc proJcct of eplstcmology Itself. Thc foundallOnJlIsnl 

of femmlst empmclsm and the femlnlst standpomt cpIstcmology lheoncs IS \'Jcwed from 

thls perspective as excessive m the sense that those approachcs may rClfy and csSentlalilC 

'woman' who IS not be 'found' and therefore cannot be rtpresented. The reJcctlon of the 

Enlightenment proJect in fem10lst theory 'begms' ln fcmlnlst standpomt eplstcmologlcs 

where knowledge and reason are understood as soclally sltuated. (see my commcnts on 

~Iocial sltuatedness and its epIstcmological consequences an the prevlous sectlon-

"Femimst Standpoant Theory") Femanist postmodemlsm takes this cntique a stcp furthcr 

by talong as Ils startang pomt the fractured identities inevltably produced by modern IIfe. 

The necesslty of solidanty wlth ail kmds of oppression grows out of thls starting poant. 

We can see commitment to trus understandmg reflected 10 Young when she speaks of a 

non-hierarchical concepuon of oppression and structural oppression that IS pcrvaslve even 

though the experience of structural oppression cannot be gcncrallzed. 

Femimst postmodernlsm uOltes the more radical elements of other kmds of 

femmist theories. Il does thls wuh a background of skeptJclsm about the posslbJllty of 

justlfying a preferable perspective. In the face of the role that women hkc men sharc 10 

the perpetuation of oppressIOn related to race, cJass and homophobla, how can a fcmmlst 

standpoml procIaim any klnd of mtnnslc pohtlcal annoccnce? Further, ijlhere ;s no 

reality ouI Ihere 10 find the key to il becomes nonsensicaJ 10 think Ihal feminisls will have 

a better chance al conslrucling that key. The postmodcmlst cnlique of the femmist 
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standpomt reliera tes malnstream dlscontents wnh modem theones ln lhelr relatIOn to 

rcason, ralionalJly and rcallly . 
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Summary Section Two 

Harding's analysls of thcse thrcc femmlst pcrspe'::l\ cs pro\1dcs me \\'Ilh dll"fcrcnt 

startlng points at WhlCh to address the productIOn of knc',\ lcdge m the AIDS l'nslS. E.ll'h 

one cames a dlfferent understandmg of the extentto \\ h.'::t kno\\ Icdge or IOfomlatlOn l'an 

be problemallc and each one respectlvely ma'cales \\ hat :..~e poSSlblhtles are for ICl'llf~ mg 

the problem Il addresses. Three places are suggested b~ :..~e dlffcrcnt pcrspccl1\ cs whclc 1 

can look for In\'lSlblhtles. Three sources of distortion a.:"J': mlsreprcscntallon arc dcflncd 

Feminist empiricism: emphaslzcs the nccd to de:z;mmc cntry pomts of bHlS Arc 

there mconslstencles m the way research was conducteè or e\ Idcncc was gathercd') \Vhat 

IS the distance between the eVldence and the mterpretat2n offercd? Fem;lI;sl Sllllldpoitll 

eplstemology underlmes the importance of perspectl\ e What are the dysfunctlOnahlles 

of the system tha: are inVisible to a dommant or ruJ::lg perspective? What can wc 

discover If we examme the social order as other te' us? Femillist po.wmodermsm: 

highlights the pllfalls of representatlon. Where has the assumptlOn of a pnvllcged 

perspective created or furthered forms of oppression? Where have ftctlons bec'n created 

that dlstort and explOlt? 
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Using tlle toots and tlle starting points to a1Ullyze tlle impact of tlle AIDS cr;s;s in tlle 

United States on women 

SIX cxamples of dlsadvantage that women ha\'e suffered an the AIDS cnsls will he 

rclated to the three tools from Young and the three startang poants from Hardang. The lé!Sk 

at thls poant IS to make speclflc dlfferent klnds of an\'lslblltues, the mechamsms or acts 

that producc them and the ways of re\'eahng (hem. The subtext IS: Why has It been so 

dlfficull to concelve of women 's necds an AIDS as a en SIS? 12 

1211us last questlon IS Ollsleading tn the sense tbat lt lmpbes that recogrutlon would automatica1ly produce 
a reactioo Ths 15 slIDply not lrue ID general of aoy problem and tt bas in particular not been true in the 
case of AIDS tn the Uruted States. Also, lt bas Dot beeo difficult to CODCClve of womeo's Deeds for the 
womCD ID question. 
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A: Examillillg the thres}lOld of justice ill tlze Definitioll 0/ tlle AIDS crisis 

Tool: An awareness of the jWlcllOllillg of lire distnbullve paradigm and ils 
imp/icatlOllS for ullderstandl1lg justice. lVlzat does such a paradigm rellder ùlvÎSlble ra 
justice? 

What makes AIDS a cnsls? From the pomt of \'le\\' of SCience, AIDS rcprcscnls a 

cnsis because the \lJùS to thls day rcmalns an unsolvcd pUl.l.le. "When AIDS flrsl made 

its appearance ln th~ early 1980s, Il shattcrcd the illUSIOn thJt ad,anccd tnuustnal 

societles had placed behlnd them the thrcat of Infec(lous dlscase."(Ba~er and KII'P 1992, 

8) AlDS as a sClentlfic mystery does nol necessanly Imply a SOCial cmls Young's 

argument that polltics ln Its mclusne sense represcnls the sphcre \\lthm whlch Jusllce 

must he consldered carefully pemllts a dlfferent POSSlblhty for dcrmmg the en SIS. What 

becomes Visible under such a defmluon of cnsls are the Instances and patterns of 

injustice. If we can look at the cnsls from the perspective of SOCial JustlCC rather than 

from the secure posItIon of separate disciplines and institutions wlth carefully dcfmcd 

spheres of action and responslblh ty, we can advance towards crcatmg a more reahslIc 

plcture of what AlDS has meant, a plcture that would he recogmzable to dlfferent kmds 

of people affected by HIV and AlOS 10 dlfferent ways. 

An mternatlOnal comparison of personal accounts (Rudd and Taylor 1992) 

(Rieder and Ruppelt 1988 and 1991) reveals that "AlOS" 15 a product of the 

clfcumstances of a woman's hfe. The accounts of women from Western European 

countnes and Canada dlffer slgmflcantly from those of theu U.S. counterparts. In the 

Umted States many women are heavlly burdened by poverty and the aecess problcms lhlS 

creates for them. Ha"mg enough money to pay for a bus rare, let alonc a baby-~Iltcr, lo 

get to an offered serVice cannot he taken for granted. Accounts \\ n tten by European 

women \Vere reflectlve, contemplative and not seldom tnsplratlOnal ln thclf tnSlghL<; about 

lIfe. Such contrasts ln expenence express very well that the nature of "AIDS" IS hlghly 

contingent on Clrcumstances one mlght conslder to he mdependcnt of HIV InfectIOn. In 
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the absence of an avaJlable magic bullet cure to AlOS, the Impact of the epldemlc on 

women must he consldered In the speclfic clrcumstances that define thelr lIves. This IS a 

hopcful conclusIOn because It ImplIes that there IS a lot whlch can bc done In the absence 

of a medlcal magic bullet solutIOn. How can one recogmze and fulfIlI needs that are not 

pcrccn:ed as such? This IS the challenge that m\'lslbIllly presents to those workmg for an 

IInprovement of the well-beIng of women m the CflSIS. ft IS Important to Identlfy 

InVISlbllltlCS that Impcde rerncdytng situatIOns of SOCial Injustice ID women's lIres 

because AlOS, or HIV for that matter, does not constllute a useful basls for dennng 

knowledge or solutions. 

The necesslly of understandmg problerns as complex and interrelated, rather than 

hmltIng the scope of Justice to the posslblllties of the dlstnbutlve paradlgm, has proven a 

difflcult challenge for people workmg to les sen the Impact of the AIDS cnsis. Conslder 

the followmg case of the complexity of everyday IIfe gettmg m the way: 

Helen Cover, on probatIOn, was reumted with her bo}fnend Tlm and her two 
chlldren. At fmt, Lesley Noble, a young woman from the National Center on 
Institutions and Alternatives who had helped her Win probation, was happy for 
her. Maybe now her IIfe wou Id tum around. 
But Helen mlssed some of her drug counsellng appomtments. The program 
provlded no chlld care and she h:}d trouble fmdmg baby-slners. Without a car, 
she had to arrange ndes to the chmc and then get herself from site to site when she 
was weak and ln pam. (Corea, 158) 

Helen Cover, whose Slory IS lold by Corea m order to show the multiple and unsuspected 

dlfflcultles that AlOS bnngs to the surface m women's lives, is caught m a web of 

complIcations and competmg demands. ThiS IS an appropnate example of ho\\' the 

rcaClIon to AlOS c\en whcre It has sought to help women has been thoroughly lackmg 

and thercfore mcffecure m the last mstance. Helen Corer's example Illustrates the extent 

to whlch clrcumstances outslde of AlOS as an Immune deficlency determme women's 

lires. Helen 's mteractlon wlth the legal system makes the situatIOn even more 

comphcated because In the eyes of the law she IS gUllty for usmg drugs and agam 
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becomes gUIlty for vlolatmg the condItions vf her probatIOn, \\ hlCh, seen ln the conte\t of 

her !tfe, are ImpossIble to fulftll. The lm ISlbJltt) of Helen's oppressIon .lnscs from a 

neglect of related clrcumstances 0\ er \\ hl ch she h.iS !tille or no control but \\ hll'h arc 

mterpreted through the legal S) stem as products of her tnlent, .lctlon ,mu therclore 

responslb!hty. Helen appears to the s)stem slmply as a dehnquent who f .. uls to make use 

of offered servIces. The decontextualtzatlon of her case makes Helen .lppear as .1 

deltnquent rather than as a Vlctlm of the systcmlc effects of oppression .lS~ocl.lted \\lth 

poverty. Effectl\ cly, servIces and programs to hel p \\'omen \\ Ith A IDS \\ 111 lall 1 l' they do 

not start from the hves of women. Young's parallcl statement IS that thcrc C.ln bc no 

proJect of socIal JustIce that does not stan from the oppression of ail klnus 10 people Il\'es, 

since oppressIon ln Ils substantIve dimenSIons must remam invIsIble from a perspectIve 

trained to search for mtent and agency. 

The study of the AlOS cnsis has demonstrated to what extent there eXlsL'i a 

socioeconomlc cnsls whlch predIsposes people to mfectlon and makes the POSSlblhty of 

recelvmg adequate care unhkely. The dlstnbutlve paradlgm of JustIce cannot account for 

these underlymg causes of the cnsls. The oppressIon and depnvatlOn. that constllutc the 

socloeconomlc cnsls from which AlOS IS Inseparable, are not readdy understandable 

through a 'social atomlsm' lens. Slnce the poor have not been depnvcd by anyonc of a 

matenal good they could be sald to he entltled to under the dlstnbuttve model there IS no 

case for the correction of dlstnbutlon. Thus, the cause and the result of the cnsls evade 

the dlstnbutlve paradlgm of Justice and It IS a challenge to formulatc the cnsls ln such a 

way that It could he easlly pohtlcIzed as an Instance of InjUstIce Young' S CrItlquc of the 

paradIgm SIgnaIs how responslblltty for resolutlons of the cnsls IS obscurcd and <,callercd. 

As a consequence, the detimtlOn of the CnslS Itself shlfts awa~ from such ~OClocconomlC 

problems that are at the base of vulnerablhty and madequatc carco 
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B: Po!ilicl';.ing tl,e A/DS crisis as an Intersection olDisadvalltages 

Tool: A defillllion of IIIjllslice thal makes vISible str/lctural oppressIOn and an 
awareness of pOlellltal blilld SpOIS Ihal mighl be III/dalle if we can escape Ihe confines of 
Ihe inlent-driven model. 

The complexlt) of "Women and AlOS" IS not necessanly grasped as an Issue that 

neccssltates attentIOn to the connections and remforcement active wlthm the intersectIOn 

bctween medlcallsclCnufic, raclst, sexlst, heterosexlst, c1asslst and ablelst dlsadvantages, 

A fler ail, one mlght argue, raClsm, Se\ISm, heterose\.lsrn, c1asslsm and ablelsrn have 

eXlsled before and outslde of the AlOS CnsIS. If hO\\'e\er, we ask \\ hat we can do for 

wornen 10 the AlOS CrtSlS Il IS me\ltable that we wIll have to deal \\'Ith the Issues, 

especlally In regard to a long-terrn concern for wornen's well-betng. Invisibility can 

Originale where no one fuis addressed as respollsible. Where Justice IS dnven by mtent 

and measured by responslblhty, Issues that do not recogntzably spnng from the actions or 

fall wlth the realm of responslbllity of relatt\'ely weil deftned agents fall to pass the 

threshold of vlslblhty. In thls sense, Justice under the dlstnbutlve paradlgm needs exphcit 

ownershlp to functlOo. ThiS IS problematlc where nobody 'owos' the structures or the 

system and therefore thelr effects remaIn unaccounted for. The social atomlsm of the 

dlstnbutl\'e paradlgm rules out the ascnptlon of responslblhty t0 collectl\'JtJes. 

The concern wlth structural oppressIon follow5 from Young's cntlque of the 

dlstnbutlve paradlgm. EssentlaIly, we are alerted to the presence of problems that re5ist 

conceptuahzatlOn. A good example of thls IS the tntersectlOn of vanous dlsadvantages 

that groups and mdl\ Iduals have suffered 10 the cnsls. As a dlsease, AIDS has the 

potenttal for makmg \ ISlble the oppressIOns suffered as hanng concrete effects: sorne 

people have been refused care, sorne women have been refused abortlons and others 

forced mto them on account of thelr HIV status, famlhes have rejected mdlvlduals whose 

Illness \Vas understood as mdlcatlve of a Itfestyle they could not accept. 
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Under Young's concept of structural opprcsslon It would bc possible to scek 

solutlOns to such ISSUCS as raCIsm, SCXIsm, hcterosc\lsm. homophobla. c1asslsm and 

ablelsm. For the AIDS cnsls thls IS Important StnCC ail the condoms ln the \\ orld cannot 

restructure the heterosexual power dynamlcs ln such a \\ay that \\ould lead to the 

empO\\erment of \\omen neccssary to protect themsehes and set the framc\\ork for a 

relatlOnshlp that would he accommodatlOg of theu needs as wcll as thelr demands. In 

contrast to short term solutions, long tcrm solutIons and preventIon strategIes nced to be 

formulated ln terms of undolng structural oppressIon lhal predisposes \\ omen to infection. 

Whereas short term solutions ralse \ery Important qucsltons of dlstnbutlon-such as 

dlstnbUtlon of care, medlcatlOn, hospltal beds, socIal ser\'lces, drugs and fInanctal 

support-the long term project of Improvlng the wcll-betng of women and olher 

disadvantaged groups ln our socIety escapes the narrowness of dlstnbuhon. 

To the extent that an analysls of the AlOS cnsls can produce a concrete 

correlation between the socioeconomlc factors and thclr effect on sornelhmg hke the rate 

of mfectlon, or the average period of sunnal after dlagnosls (hlghest for homosexual 

men and 10\\'est for mlOonty wornen), the defmitlon of the AlOS cnS1S must cxtcnd 10 

caver the intersection of disadvantage that ln effect forms thc tndivldual's placc (and 

therefore thelr experience) In the cnS1S . 
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C: The Consequences of an '/mpartial'/Ungendered Concept 01 A IDS 

Tool: The necessity 0/ problemati:.mg kllowledge or judgment where il presents 
itself 10 us as the product of impartial reasolling. The questionillg of tlze categories Ihal 
are appealed 10 in paring down the various dimensions and particularities of social 
reality. 

An Impartial account of AIDS pares down the "detalls" that result from the 

parllcular perspective and creates a umform defmlllOn applicable to ail Instances of 

AIDS. Howeycr, the tendcncy of the medlcal establishment, under the gUise of supposed 

Impartlallly, for pnvllegmg studlcs InvolvIng the male body has created distortions and 

InVISlbll1tles that are vIsIble ln the Initiai defmltlon of AIDS that was so narrow that It 

practlcally excluded womcn. 

Impartlahty at tlmes ln the AIDS cnsls has meant constructing programs of care 

lhat dld not reOect the needs of a partlcular groups. 13 One problematlc consequence of 

thesc projects has been the lack of access to shelter, support prograrns and hospices, as 

weil as drug rehablhtation programs for women wlth chlldren. (The example of Helen 

Cover's mablhty to have chlld care \\'hen she needed to take care of herself also faIls into 

thls category.) Impartlality can mean creatIng the Illusion of domg somethmg for 

everyone when m fact no smgle group may profit from the arrangements brought about 

under the attempt to achleve impartlahty of treatment. 

ThiS treatment of dlfference has more often than not disadvantaged women in the 

CnsIS. The Impartlahty of calhng on ail those who are sexually active to negotiate safer 

sex \VIth thclr partners has I1kewlse been unproductlve, Sometlmes Impartial soundmg 

dcmands make no sense: e\ el)'body cannot wear a condom because not everybody has a 

13The Ideal of ImpartJahty obscures the relattonslup that e:usts between groups and contnbutes to the 
c'pcnence of wwcb an IDlpartJaI acrount IS to be gu'en Group expeneoce and relauve group pnvdege 
contnbute 10 the expeneoce of the IDdl\'ldual wltlun the system ln fundameotal ways Wbae SOCIal 

atomtsm 15 apphed the fonn of oppressIon and wsad\'antage tbat mW\lduals expenence as members of 
groups wsappcar from slght Wbat are the conwuons of the mwvlduals eXIstence WlthtO a socIety? What 15 

Il thal cannot be grasped by asswruog the mdmdual as a basIC urut of analysls for cODSlderauons of JusUce? 
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pems. Lack of dlfferentlatlon that aspires ta Impartlahty neglccts dlfferenccs that arc 

crucial and that perslst df'splte the \'CII of Impartlallty. "Commttment to an Ideal of 

Imparttahty th us makes Jt dlfflcult ta expose the parttallt) of lhe supJX1scdly gencral 

standpotnt, and to daim a vOlce for the oppressl·d." (Young 1990, 116) ln regard to 

AlOS, outreach orgamzatlons ha\ e reahzed thls and ha\ e dcstgncd dtffcrcnt klnds of 

educauonal matenals lhal are sensItive to dlffcrence and the power dyn.1mlcs lhal 

estabhsh and reproduce dlfference . 
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D: Examining Ihe Research on AIDS 

Starting point: Feminisl empiricism: enlry points of bias. Are liure 
illcolIsislenCÎes ill the way research was COlldllcted or evidellce was gathered? lVhat is the 
distal/ce betweel/ the evidence alld the illlerpretatiolZ offered? 

Chmcal drug tcstlng has perhaps been the most crucIal area that one could allgn 

WIlh lhe kInds of cnllclsrns femlOlst empmcIsm makes of sClentlflc practlce. "Mlce have 

a bctter chance of gcttlng expenmental drugs than women-Opcn ail AIDS drug tnals to 

wornen," rcads the text of an ACT UP demonstration poster. (Women, AlOS and 

ACII\ Ism 1990, 68) The questIon of trealment and tnals has been critlcal to the AlOS 

cnsls and Il has brought sCIence and Its practlces lOto lhe spothght. 

The necesslty for domg studles about women and AlOS or doing research on and 

for women that would creale drugs appropnate for women's bodies has often been 

dismlssed on account of the "rare occurrence" of HIV and AlOS In women. In the 

absence of studies, one wonders how It IS possIble to know at ail that the occurrence is 

rare. One explanauon that has been put forward IS that women's symptoms, where 

known, have been admltted to the defInltlon more reluctantly than symptoms commonly 

wllnessed In men. ThIS has been a recognizable inconslstency often noted by health-care 

professlonals and scientlsts trymg to help women. The Centers for Disease Control have 

been accused of dlscnmmating agamst women by faihng to mclude symptoms frequently 

wltnessed 10 women In the officiaI defirutlOn of AlOS. As a result, the se symptoms fail 

10 conslltute the legltlmate proJects for AlOS research. Acttvlsts demand: 

WHY IS THE COC EXCLUDING WOMEN'S SYMPfOMS? The CDC drums 
that many of them aren 't IIfe threatenIng. Yet pelvlc mflammatory dlsease 15 
ktlhng women \VIth HIV. The COC clalms these symptoms occur ID people nol 
'nfected wlth HIV. But 50 does common herpes, whlch is incIuded ID the current 
defimtlon. Herpes IS mcIuded hecause Il can become severe and dlfficult to treat 
ln the presence of HI V. But so can vaginal candldiasls. The same en tenon must 
he apphcd to ail symptoms of AlOS. (from an ACT UP Oyer) 
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Felmmst empmcIsm prondcs the grounds on \\ hlch dcmands for conslslcncy ln 

sClenhfic practlces can be made Wlthout challenglng sCIence as such. In the quotc .lbout 

the CDC (above), acUvIsts are demandlng conslstency ln the mcdlcal-sclcnuflc entenon. 

The symptoms of AIDS that are mcludcd ln the offIcIai defmluon ha\C concrelc 

ImplicatIOns for access to trcatment and Mcdlcarc and social sccunty bcncfllS. Womcn's 

mVlslblhty ln thls case IS produced by an lnconsistency 10 the formulatIOn of dcfimtlOns. 

The non-mcluslon of women's symptoms produces a dommo effcet: slnce doctors do not 

know about these symptoms the y are more unhkel} to ru.soclatc them wlth a possIble HIV 

mfectlOn; \\'omen are falsely dlagnosed, d\agnoscd late or not dlagno'icd al .111, 

underdlagnosls combmed wlth underreportIng results m the IflVISlblllly of \\'omen who 

are affected by HIV and AlDS and leads 10 the false perceptIOn that ",ornen do not need 

to be consldered as a group affected by AIDS. The clrcle IS complete when SClenllSls 

conclude that AIDS does not appear 10 affect women to such an extent that more studles 

and research mlght be necessary. Lack of mformatlOn on how AIDS affects women 

means lhat trealment IS eilher unavallable or tallored to the needs of men. As a 

consequence, women's quahty of IIfe and length of SUrvlVallS mfenor to that of men. 

Il does not simply suffice to say thal ln the Umted States we Will never know the 

number of women who have been mfected wlth HIV. Rather, Il IS more useful to 

understand why thlS 15 so and to examme the process by whlch mformatlOn, such as 

stallstics about women's HlV mfectlon, are generated. As 1 have argued In Chapter Two, 

the defimllon of AlDS has been problematlc ln that It has ID Ils InitIaI versIOns not 

contamed symptoms frequently observed m women. As a result rnany wornen were ncver 

dlagnosed as hanng AIDS, and Ihls leads to undcr-n:portmg. The exlenl of AIDS' 

impact on wornen could only be underestimatcd usmg such a defln1llon. 
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E: Startmg /rom the Experience 01 AJ!ecûdlln~olved Women 

Starting point: FeminisT standpoint: importance 01 perspective. What are the 
dysfullctio"alities o/the system Ihat are i"visible 10 a domi"a"t or ruli"g perspective? 
Whal can IVe discover ilwe emmine the social order as other to us? 

Anthologies of flfst person accounts by \\'ornen reveal patterns of dlfflculues an 

dcaltng wlth systems, mstitullons, authontles and health care professJOnals. Also, It 

bccomes obvlOus that dlfflcultles that seem relauvely mSlgmflcant out of context 

curnulatlvely add up to senous Impedlrnents. These ,mpedlments are mVlslble from the 

pomt of VICW of the system, the mSlJtutlons, authontles and, to sorne extent, the health 

care professlonals. In the absence of mqumes lOto the expenence of indlvlduals and 

groups/rom Ihe perspective o/Iheir experie"ce the se dlfficultles rernam inVIsible. To use 

a simpler example, mvestlgatmg wheeIchair accesslblhty on college campuses IS done by 

gettIng lOto a wheeIchair and tryang to get to where you want to go. The difficultles and 

imposslblhtles present themselves from the perspective of concrete experiences. If every 

bulldmg were andlvldually responslble for assunng accessiblhty, buildmgs would be 

mtemally acceSSible but lhere would be spaces between and beyond bUlldmgs that no one 

would feel responslble for. Fragmenled accesslbility means no accesslbllity in most 

cases. One set of stans and you are stuck or dependent on someone else who may or may 

not come along. 

In the Umted States, the present orgamzatlOn of the health care system, where It 

exists and where people are mvolved m Il at ail, cannot meet the challenge of the AIDS 

cnSIS, especially because part of thls CnslS stems froi'1 the fonn of orgamzatlon that IS an 

place. Health care IS an opaque, tom patchwork of sernces that IS straUfled by c1ass, 

fragmentcd because no comprehensive health care plan IS provlded and speclahzed wlth 

the rcsult that dlfferent doctors de al with dlfferent body parts. It IS Inevitable that the 

umty of the mdlvldual's expenence in encountenng the system IS lost. Where the 

indivldual is not or cannot be treated as a whole indlvidual, important mVlslbllilies arise 
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that cannot be undone from the perspective of a fragmcnted system reumtmg dIstinct 

services wlth carefully outhned responslbllatles. The Indl\'ldual as a ",hole person 

disappears. Based on such an analysis. the AlOS CflSIS prescnts Ilself as .ln 

orgamzatlonal and economlcal problem. Added to thcse problcms. women havc 

expenenced the dlsadvantages of not fitllng the mlsleadmg \\ hlte ga~ male paradlgm of 

AIDS. Where Il has been Impossible for white ga) men to rcccI\'e adcquate care Il IS 

hardly surpnslOg that wornen's chances. especlally wherc anothcr tnlCrsectmg 

disadvantage IS cumulatlvely present, are even worse. 

Takmg the perspectl\'e of the affected also re\ cals other groups of people affcclcd 

by AIDS who have rernaIned invIsible. More In\'lslble than stralght wornen, Icsblans 

have recelved a minute amount of attentlOn ln the tnstltutlonal reactlOn to the cnsls. ln 

my own research evaluatmg the language and stated goals of chmcal AlOS research 

programs, It IS obvious that the focus IS on "women of reproduellve age" whcre It IS 

impliclt that women are heterosexual. The focus on women m theu funetlons of mother 

and the sexual partners of men produces results that are to the benefll of chlldrcn or 

embryos and men. Women are consldered as vectors, as potenllally dangcrous to other 

people. Many studles that mvolve women produce "ery httle that IS dUCClcd towards 

women themselves. The vector vlew of wornen produees mVISlblhtles: not ail women are 

of reproducllve age, or straight. 

... they threw a spothght on women who were more Innslble than most: Icsblans. 
If a lesblan were not beanng ehlldren or threatemng to mfect men wllh AIDS, 
there was apparently no rcason to pay any attentIOn to her at ail. (Corea 1992, 
195) 

The ln"lslblhty of lesblans ID the cnsls has resulted In a lack of informatIOn about the 

risks of transmiSSIOn ID lesbian sex pracllces. Moreo\'cr. 1 t has relfled the Identlty 

definillon of nsk that has proven unproductlve where pracuces and nOlldcntltics nccd to 

he exammed. 
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ln othcr cases, often the chOlce of language IS key. Especlally \\ hen the message 

IS thls urgent, lerms such as "exchange of bodJly flulds" are Ineffectlve and cause 

dangerous dclays whlle wastlng much needed funds on bad educauonal and social 

technologies. WhJle mstltutlons may ha\ e formal requlfements for pubhshed mate nais, 

they often pro\ e to he counterproductJ\ e. A quote from Corea Illustrates the dlfflculty of 

thls Issue. Sandra Elkm, a former PSS producer, created an educatlOnal VIdeo on AIDS 

for the HIV Centcr ln New York Clly. In the followmg quotatlon, a re\'ealing video IS 

bcmg reJccted by the very agency that funded It: 

The official obJected to the language m the scnpt, was dlspleased that the 
proslltute dehvered the message, and thought that the soap opera character 
Tamara nsked losmg her man If she told hlm, before she had the test, that she had 
becn exposed to HIV. Sest to keep mum 1111 after the result came in, the officiai 
thoughl. That wasn 't ail. 

"00 you know there are SIX 'fucks' ln that script?" she asked Elkm, irate. 
Elkm had ne ver actually counted them. After hanging up, she dld. The 

officIaI was wrong. There were seven . 
Ellein couldn't believe il. Dollars \Vere being poured down the drain malcing 

AlOS education videos that didn't work, that gave people no help in protectmg 
themselves from the virus, because some govemment officiais were concerned 
about language and propnety. (Corea 1992, 155) 

ln additIOn to usmg excessively formaI language, AIDS education messages have often 

targeted women as ellher primanly or at lcast equally responslble for safer sex, despite 

the fact that many women are not necessanly in the position to tell theu partner what or 

what not to do. A big gap eXIsts between the education strategies of formaI mstltutlC'lS 

used to deaImg wlth relatlvely clrcumscnbed tasks and peer education groups that ask the 

hard questions hke "What are the issues belween a man and a woman, for example that 

make Il hard for a woman to demand that her man use a condom?" (Women, AlOS, and 

Acllvlsm, 147) The seventy of the Impact of power dlfferenllals belween men and 

women cannot bccome mShtutlonally \lSlble when social questIOns are only pursued 

halfheartedly. SOCial reailly whlch IS conslltuted by these power differenuals becomes a 

given ln terms of AIDS but at the same tlme It cnllcally contnbutes to the spread of HIV. 
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Accounts of the AIDS criSIS from an lnShtutional perspectl"e arc hkcly lo lI11pede an 

acknowledgrnent of the senousness of gender Inequahty ln our soclct} From the points 

of \ lew of sorne women's expenenccs they arc una\ oldable and oftcn central 
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F: Being careful abou/the solutiol1S ... 

Starl;ng point: Femillist poslmode",ism: Where has the assumption of a 
privileged perspective created or furthered forms of oppression? Where have fictions 
been created that distort and exploit? 

Ooctors have been reluctant to test women. Arguments agamst the testmg of 

women were often based on lhe nsk group model of the epldemlc, wllhm whlch, wlth 

exceptIon of the categories ascnbed 10 IV drug users and HaltIans, there was httle space 

for female InfectIOn. The nsk group model dld not offer a profile many women al nsk 

and thelr doctors could IdentIfy \\ Ith. Before thls background femaJe HIV or AlOS cases 

were hkely to seem Implauslble or margInai al most. There IS an expression whlch sums 

up thls situatIOn: "Women don't get HIV, they die of AIDS." 

The progressive and hbercd response to the AlOS CriSIS has becn education. The 

most promInent symbol of safer sex IS the condom. Il IS for trus reason that 1 have chosen 

to focus on the condom as expressive and therefore potentlally critical representatIve of 

the hbcral response to AlOS. The purpose of this section is to explore the implications of 

Ihe condom slralegy in regard 10 the fictions tlzat il upholds and Ihose lhat it creates. 

How do Ihey distort or exploit? 

The urgency of reactmg 10 the Immedlacy of the cnsis rnay oflen prec1ude more in 

depth analyses of the entIre mvolved problematlc. In light of the senousness of the 

situatIOn and In absence of rnedlcal • solutIOns: a long term approach would be of beneflt. 

ln thls sense safel sex would reprcsent only part of larger change. Indeed, 'sex as safe' IS 

a contro\'cfSlal Issue In Itself. Many wornen wnters underhne that for wornen sex has 

never becn safe. The danger of scx preexists AIDS and HIV. The concept of 'safer sex' 

th us mercly marks the entry of men Into the realrn where sex and danger are mextncable. 

CIndy Patton explaIns that "[e]ven the notion of "safer sex" IS new for rnany gay men, 

preclsely because they are men ralsed in a culture that leaves responslblhty for the 
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"safety" of sex up to ":omen. Women are more accustomed to maktng the mulu-IJ)ered 

chOlces about the psychologlcal and physlcal safet)' of se\ "(Patton 1985, 139) 

By redeftnmg sex as safe on the baSlS of non-infection, It bccomcs dcar that the 

sex under consideratIOn IS male sex slnce HIV does not rcpresent the ad\ cnt or the 

dlsruptlon of danger for \Vomen ln the same way. There are of coursc pl.lUslblc .md non­

sexlst reasons for the present or at least the ongmal concept of 'sare SC\' The concept 

was born out of the gay communny's effort of self-help. In the contc\t of rn.llc 

homosexuahty the concept makes a lot more sense and has been yUlte cl fceln C dt 

slgmflcantly reduclng the rate of tnfectlon Its appltcatton to hetelOsC\ualll) rctnJII1S 

problcrnatlc bccause ~afety (along wlth cholce and control) ln general for \\ ornen IS a 

precondltlon to HIV safety. The necessJty for a safer sc\ualtty. rather than merci) sare 

sex, for women surfaces through the dlscrepancles that bccomc visible ln the extension of 

saf er sex to Incl ude women . 

AlOS education and information about AlOS are thus cntlcal ln focusmg attcntlon 

and politlclzmg sorne problems whlle negattng others. To date, the Importance of SOCial 

status and power have not been addressed ID dlscourses about AJDS. A fecent study has 

shown that the developmentally dlsabled are vulnerable to HIV mfectlOn becau!o,c of thelr 

relative powerlessness. (Tynes LL, et al. 1993) ThiS Illustrates the nced to rethtnk \\ hat 

is meant by nsk or nsk actlvlty. Groups (such as the devclopmentally dlsabled) arc 

vulnerable to ail types of abuse. (EIvlk SL, et al. 1990) PrevlOusly, nsk has been trcated 

as a consclous chOlce on the part of a person who mlght have Just as weil not taken the 

risk. A new and addltlOnal deflmtlon of nsk would tnclude those people \\ ho rmd 

thernselves at a slgmflcant dlsadvantage tn relattonshlp to power, be It cultural, 

SOClocconomlC, physlcal or mental. 

Oefmmg sexualtty by defimng sexual transmission therefore entaJls the dcflnltlOn 

of people that engage mit, "[toJ control the defmitlOn of deslre IS to obtatn the power 

necessary to effect sexual hberatlOn or mamtam oppressIOn." The concept of 'safer !,ex' 
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ln a heterosexist SOCIety therefore cornes to mean retnforctng the positiOn of po\' er and 

normalcy attnbuted to men and heterosc\ual men more spccifically. "[m] the U S. men 

arc socIahzed to fcel scxual agency."(Patton 1985, 114) Agency emerges as a key factor 

and wllh Il the condom. How does the condom relate to female agenc)? Because 'sare 

sex' ongmates as a self-help measure ln the gay male commumty and ad\ocates the usage 

of condoms agamst HIV Il IS what one mlght cali phallocentnc and although il d'Jes flot 

cOlIsciously flegale female agellcy, it is by its nature Ilot cOflcerned with il either. 

Programs deslgned for other groups have been modeled on the e'\amples of such 

orgamzatlOns as the Gay Men's Health CnslS m New York alongslde of others who have 

becn hlghly succcssfui ln rcducmg the rate of infection among male homosexuals. 

Howcver, httlc effort has been In"ested ln detcnntmng the dlfflcultles m translatmg such 

approachcs as the condom mto the heterosexual context especlaJly ln conSIderatIOn of 

wornen . 

The German Icsbian hngulst LUIse Pusch remarks that people who speak of the 

absolute nccesslty of the condom for sex really want to con\'mce us that those people who 

wear them, namely men, are lrreplaceable as weil as absolutely necessary for sex. 

Further, the emphasls on condoms ln her oplmon supports a deflnitton of sex as one 

Involvmg sperm and penetratIOn, m other words, men. In thls sense, AIDS educatIon IS 

challenged to deVIse a message that does not Imphcllly or exphcltly negate female agency 

and scxuahty by overemphaslZlng that of ml.'n (Pusch 1990, 130). Lack of Information 

for and rcsearch on lcsblans tS perhaps the most Illustrattvc example of how the focus on 

the condom, meamng peniS, creates blind spots m the cnslS. Women, we fInd, can be 

'absent' ID the diSCUSSion about AIDS e\'en when heterose'\uahty IS exphcJlly addressed. 

Metaphors of the AIDS nrus poSlt the human lxxi) as a fortress, Impenetrable by 

the nrus. Kathcnne Cummmgs, In "Of Purebreds and H) bnds: The PolItlcs of Teachmg 

AIDS ln the Umted States," explaIns ho\\' the Image of the body as fortress IS gendered: 

"The encloscd body IS a recogmzable synedoche for male bodIes ln a society where 
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bodlly Impenetrablhty, mtegnty, has been S) stemalleall) cnllstcd to slgmf) 'I11Jle' and 

penetrablhty ItS oppoSite, 'non-male'" Therc e'\lsts a CnslS \\hleh h.L" l11e«:I) bccorne 

more aggra\ ated and therefore \'lslble. namel) that Ihere e\lsts .ln urgenl need lor Ihe 

creation of clrcumstances Ihal \\ ould facllllale ,m acl1\e (remale agency) and sare I"cmale 

sexuahty, \\ hether lesblan or heterose\ual ThIs cnSlS IS nol a ne\\' CnslS ln Ihe \\ ay one 

mlght eonslder AIDS to be relatlvely new cnsls ln Ihe pasl Iwo deeades It hJ" been 

repeatedly remarked upon by the femlnlst health movemcnt and othcr aell\ Isis Il has 

however attalned a rene\\ed \'lslbIllt) and Importance bccause of AIDS The AIDS l'mIS 

presents an occasIOn for change, change thal ml ght work tO\\ ard the e~lablt~hmcnt of 

woman-posltl\e clrcumstanees. This must me\'ltabl) m\olve "~cckIng a ~ohd<lrIl) III our 

oppositions to the dangerous fictIOn of the naturahzed, cssentlahLCd, lInI4uc1y "human" 

(read "manly") and to the distortion and explOitatIon on bchalf of thls ficllon." (HJrdmg 

1986,26) After ail, a distortIOn that lacks a concept of female agency endangers women's 

real eXIstence. Femll1lst postmodermsm presents the challenge of understandmg the 

AIDS cnsls on the level of agency and reveals that female agency IS a cntlcal Issue for 

long-term change. 

If the condom IS not to hecome the S) mbohc Band-Ald, It IS nccessary that 

underlYll1g, non-AIDS speCifie SOCial patterns and attItudes be brought under 

consideratIOn. Women need methods of protectIOn they can control as weil as 

supportlve relatlOnshlps m whlch thelr health IS pnonuzed. Apprüilches to the AI 0.'3 

cnsls that lack concepts of female agency arc unhkely to nurtllre su ch devclopmcnts as 

problems re/nain invisible without the validlly of agency. The facllitalion of fcmale 

agency mlght he one poSSible long-tem approach to the cnsls. 14 

14 ThIs secuon 1.$ nol meant as a cnUclsm of safer sex methods 1 ha"e problema1l7..cd the/oeus on the 
condom, nol the usage of condoms 
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4 
Conclusion 

Summllry 

A: Probleml resulling lrom definitions 

Women's exclusIOn from the statlstlcal plcture on the basts of the CDC's 

dcfimtlOn had a number of consequences: Womcn lVere 1101 COUllIed. They dled wirhout 

diagnosis, agam they were nol coullled. Women did 1101 qualiJy for health benefits or for 

social assistance beneflts, such as chJld care, rent Subsldles or other support serVIces. 

Under-reporll11g resulted 10 lack of awareness among Institutions and health care 

profcsslonals as to the extent of the epldemlc among women. As a result, Important 

servlccs for and data about women who are HIV -positive or suffenng from AIDS is 

missÎng or has been delayed \VIth senous consequences. Fmally, wornen who were 

conccmed about or affectcd by HIV cc AlOS were 1/01 believed. 

The consequences of the defmltlon of AlOS have been the delay and derual of 

womcn's \'ulnerablhty to HIV. As a result, women across the board are sull (even though 

a more mclusl\c deflmtlOn has becn enacted recently) less hkely than men to recel\e the 

bcst care that could ha\e been a\'allable and the bcst care that \\as avallable. The quahty 

and \cngth of \\ omen' s 11\ cs has becn slglllflcantly affected by the VICIOUS clrcle created 

by the Initiai dcflmtIOn's mlsrcprescntatlOn of both \\omen's nsk to HIV and thelr 

suffcnng from AIDS. The d(,!fll1lllon resulted m a lack of a\\ areness among health care 

\\orkers and women about homen's vulnerabIllty and thlS delayed the recogmtlOn of the 

c.\tent to \\ hlch worncn wcre affected by AlOS as wdl as the recogllltion of how wornen 
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were affected by AlDS. Under-rcporung duc to \\omen's fallure to mcet the prcscnbcd 

cntena for AlOS dlagnoSIS pcrpctuated thls c~cle. Research fundmg was Jusufled on the 

basls that \\ornen \\ere only rnargtnall) arfec(cd b) HIV and AIDS As a rcsult, 

Important informatIon IS s1I1 mlssmg or less uscful for \\ omen bccausc only men w-:n' 

enrolled ln many dl ug tnals for drugs that \\ ould Jiso bc prescnbed ror \\ olllen The 

ultlmate results ha\ e becn that \\ ornen have been s) slcmattcall~ dlSad\ antagcd . 
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B: A IDS reveals a social cris;s and it reveals heaUh as a substantive test of poUlies: 

Vulncrablllty to HlV and the avaJlablht) of care to women who are hnng \vlth 

AlOS needs to bc regarded ln the context of e\cf)da~ lires. Evef}'day IIfe, \\Jth Its nsks 

and pO'islbllltles, IS a crucial factor ln understandlng the Impact of AlOS on women, 

especlally ln the absence of a magic bulle! solution pro\'lded by SCience. Everyday IIfe 

rcfers to thc clrcumstances of \\Omcn's lives that detennlne the quahty of theu IIfe and 

are decI51 ye In neatmg and secunng the well-bcmg of women ln the broadest sense. 

Obstacles to the \\ell bcmg of \\omen Include SC\.Ism, raClsm, pmerty and heterosc:\lsm. 

More speclflcally, women's quallty of lIfe suffers (rnaklng them more vulnerable to HIV 

mfcctlon and !css hkcly to recclve proper care If the y have AlDS) because of sorne of the 

followmg realltles of thelr lives: 

Women and chlldren are disproportlOnately present among the poor m the United 

States and for mmonty women and chlldren thls situatIOn IS even more pronounced. The 

poorcr people are the Jess hkely Il IS that theu evef)'day lives will secure a SItuatIOn of 

O\'erall health and safety. Because women are dlsproportlOnately among the poorest ln 

the UnIted States, Jess women than men have health msurance. Poverty rneans that 

women have fewer chOlces and relatlvely less control over thelr lives, Poverty may he 

lied to lack of access to Important mformatlOn about heaIth and creates problem5. of 

access for women that deny them the bcneflt of aratlable services and care. 

Women are care gJ'vers more frequently th an men. For women who are soclalized 

tu canng for others, sclf-care may not he a pnont)' Women canng for chlldren are hkely 

to subordll1atc thelr 0\\ n necds to those of thclr chIldren \Vhere scarcity of resources 

detcrmme women 's 11\ cs, the fact that they are care gners may mean that they do not 

leCCI\e \ Ital care and Important ser\'lces. Where \\'ornen ln famIlles or commumlles are 

Ichcd on as 'natural' care gJ\'CfS, thc burdens of care gn:mg are added to pree\lsting 

rcsponslbIllllCS 
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Women are frequently tn situatIOns of lesser power rclatl\ e to men. \Vomen arc at 

nsk for HIV infection where they cannot set the tcrms of thclr se\ual rclatlOnshlps or 

thelr SOCial lIfe. The pre\alence of \ IOlenee and sc\ual \Iolcnce agamst \\nmen ln thc 

Umted States means that women arc \ ulncrable to HIV mfecllon. 

Women's ablhty to care for themscl\es or the hkellhood that the~ \\ III bc carcd 

for IS affected by theu SOCial, economlC, rehglOus, cultural, ethnie and educatlon.lI 

Identltyand status. Sorne of these effects are negal1\'e. Because we h\'c 10 a ~C\ISt 

society, sorne of these affects that mlght also touch the ln es of men arc tntcnslfleJ tn thc 

lives of women. The Impact of the AIDS cnsls on \\ orncn c .. mnot bc lIndcr~t()od by 

poslttng women as a monollthlc group: It IS necessary to conslder the SItuation of the h\'cs 

of individu al women as weil as the Situations of IIfe for dlfferent groups of \\omen. 

Demands, Idcntltles and membershlps ln a woman's IIfe may overlap and create umque 

tensIOns that adversely affect the pOSSlblllty for a woman to rematn healthy or to a\old 

further degeneratlon of health. 1 V -drug use, racism and poverty arc the most cruCial 

factors that necd to be consldered at thls point ln the Umted States. Understandmg 

women's lives wl1hm thelr commumtJes must be central. 

Although HIV vulnerablhty was largely secn as a matter of consclOusly Jncurrcd 

nsk ln the elghtles, lt became eVldent that thlS mlsreprescnts the nature of nsk and 

vuinerablllty, especlally for women. 1 defme nsk as multiple dlsadvantages often 

lesultmg from socletal dlscnmtnatlOn, powerlcssness or structural situation" of ')oclal 

injustice that reduce the quahty of \\'omcn's lives and mcrease thelr mk for contractlng 

HIV and for bcll1g tnsufficlcntly cared for when they have AlOS. The ,>oclal and pohtlcal 

dimenSIOns of AIDS make women vulncmblc and Ic<;s i1kcly 10 bc propcrly (<.llcd for ln 

short, c\'cryday IIfe puts women at nsk Itl~ nccesc,ary to rcahl.C the P(JhIICdl, ,>oclaJ and 

economlc dimenSions of thls nsk. Reducmg nsk means undertakmg long telm change of 

the larger SI tuatlOns that dctcrm me women' s II ves as weil as addre~sl ng cond1llOnc, 

crcated by SOCial tnJustlce. 
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C: Six definitions of Invisibility: 

From Sandra Hardmg's \\ ork 1 take three startmg pOInts for looktng for 

tn\'Jslblhty. The first startmg potnt cornes from the approach of !emlllist empITicism. Wc 

can start looktng for possIble tn\lslblhues by eXamtnlOg the relau\e dIstance bet\\een 

eVldencc and tnterpretatlOn. Inconslstency In procedure and applIcation of cntena are 

entry potnts for blas. Bms creates IOVlSlblhtles. 

The second starttng pOInt, pro\'Jded by feminist standpo;1l1 theory, entatls 

questlOmng the perspectIve from whlch problems for research or conclUSIons are 

formulated. Whose socIal e:\pcnence makes such proJects and perspectJ\ es \ alId or 

meamngful? We start lookmg for the ongin of m\lslblhues ID the socIal expenence that 

socIal sCIence presupposes. DIfferent people have dlfferent socIal expenences and 

thercforc dlffcrcnt perspectIves on socIal reahty. SlDce power enters lOto tlus scenano on 

ail levcls, wc must ask what IS the effect of the perspective of the soclally powerful for 

whom the system IS functlOnal. What could have been learned If the researcher 

c:\pcnenccd the system as other? What can wc leam about the system or SOCial order If 

we e'penence It as dysfunctlonaJ? The dlscrepancy bet\\een the perspectIves and 

e:\pcnenccs of the powerful and those of people for whom the system IS d)sfunctlOnalls a 

space of potcntIallOvlslblhty. 

Femillist postmodernism, the thlrd startmg polOt, attacks the assumphoft of the 

posslblhty of coherent representatlon IS a source of IDVISlblhty. Pn\ Ileged perspectives 

further forms of oppressIon even \\lthm emanclpatory proJects, and fictions are created 

that dlstort and e'pIOlt. What are the dccpest assumptlons of representauon? Where 

rcplesentatlon IS pursued dcsplte fragmentatIon, lm ISlblhtles are created 

From IrIS Young's work 1 take three taols. The first toolls based on the awareness 

of the functlomng and ImpltcatJons of the domtnant paradlgm, ID tlus case the distnbutlve 
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paradlgm. Y oung's message IS that Il IS nccessar) to rccogm ze the dommant paradl gm ln 

order to understand how Justice IS understood and \\ halls understood as JUSIICC \Vhal 

does such a paradlgm render lIlvlsible 10 JUStlcc" As a 1001 la Jelect lm ISlbtlll~. 

understandlng lhe dlstnbullve paradlgm mcans recognJllng lhat InJustice ()Ccurs e\ cn 

whcre there IS no recogmzablc. lnlenl-dm en agent \\ ho IS responslble for \\ hatc\ er acllon 

resulted 10 the InJustice. In\'1Slblltues are created and pcrpctuated b~ a modcl of jm.l1CC 

that only recogmzes mJustlce \\ here mtentlo crcate injustice IS Idenuftable 

The second tool IS based on the requlrcrncnt thal JUSllCC bc consldercd 

contexlually. What IS rncant by contexl hcre 15 structure of SOCIClICS, a dcflntlton of 

injustice that makcs visible structural oppression and an awarcncss of potcnllal bU"d 

spots that mlght he undone If we can escape the confmes of lhe Inlcnt-dnven model. 

Structural oppression IS made VISible by such a defimuon of Justice. 

FmaIly, what was defined as margmal or c\c1udcd? The dcmands of the thlrd tocl 

are the problematlzatlon of knowlcdge or Judgment whcrc 11 presents Ilself to us as the 

product of ImpartIal reasomng. What IS parcd down tn order to create supposedly 

Impartial accounts or deftnltIons? On \\ hat basls arc characlcnstlcs of a pcr\on or 

expenencc rcgarded as partlculantlcs lhat arc margmal? Whlch aspects of SOCial rCJllty 

are sacnficed to Impartlahty? What functlOn docs thc appeal to ImparllalIty lulflll In 

terms of legltlmlzmg knowledge? InvlSlbtlltlcs are crcated whcrc the ~pcclflcs of 

expenence and situation are subordtnated or ellmlnatcd for the purpose of crcatmg 

general accounts that daim to reprcscnt a broad range of expcncnce and <;Iluallons 
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Self-CriJicism: Virtller and limitations 

Power inrlead of Invuibi/ity 

The potcntml \'JslbllIty Imphed by a concept of 1O\ISlbJllty cannot be taken to 

rnean a resolutIon of ail problcms. Although there ma} he conceptual realizatIon and 

resolutIon, Il IS equally Important to understand that mcrcased \lslblht) for the Issues 

concemmg dlfferent kJnds of \romen In the AlOS cnsls has not alwa)s becn matched by 

the actual change on the part of instItutIOns or relc\ ant IndlVlduals. SituatIOns where 

vIslbllIly has becn achlcved but not acted upon re\cal C1fcumstances of social injustice 

and power dlffcrcntlaJs that arc reslstant to pro\ Idmg better candi lions for \\Omen' s lives. 

The creatIOn of V1slblhty reveals relatIOns of power by reducmg or ehmmatlng the 

rcasons for non-action. 

The resolutlOn of a conceptual problem can create the precondlllOns for actIOn and 

change but It cannot resolve the relatIOns of power that keep necessary change from 

happenmg. ThiS situahon allows for a polItlclzauon of the events surroundmg the 

conccptuahzatlon of AlOS as a SOCIal cnsls m the sense that the pnontles and Imperatives 

of institutions, structures and systems become apparent and are subJected to pohucal 

dcbate Examples of thls occumng ln the context of the AlOS cnsis mclude: the COC 

dcfmltJOn of AlOS (see Ch:lpter Two), the acllon and InactIOn of the govemment, the 

actions of phannaccutlca1 compames, the actions of mstltutlOns of health. 15 

15 AIDS acU\Jsm has bcen cenlral to the creaUon of \ ISlbLhty for problems related to AIDS It has put 
Important facts and rc\ calmg quotcs from PO" erful publJc offk1alS wltlun reach of CJlJzens Bye,poslDg 
ncg)cct and the arguments agamst aeUon cmplo)ed b~ president Reagan, president Bush, Cardmal 
O'Connor, Ne,," York City health commlssloner Stephen Joseph and othcrs m p<muon cnlJcaJ to secwmg 
puhhc hcalth, ACr CP put the \ ISlbJllly of the cnm mto the conte't of PO" cr relalJons ACT LTP's strategy 
\\ olS \ cf) str,ughtfof\\ ard contrast the homfic faets about people 's suffenng wlth the statements of neglect, 
prolïtcenng, homophobla, raClSm and SC'\lsm One poster that prondes sueh a contrastls tnmmed "Ith the 
tc'\t "Wc recognll.e that e\cry AIDS dcath IS an aet of Taetst, se~st and homopboblc \ JOlcnce " 

Speclfic e'\amples of tlus strateg) mclude 
1) AIDSG A TE, a poster f eatW1ng a plcture of Ronald Reagan" Ith AIDSGA TE stamped on the 

Plcturc and the demand that 'The pohucal scandai must he ID\ esugatcd'" folIo\'o cd by faclS about the AIDS 
cnsls Sot% of people \\ Ith AIDS ID NYC are Black or H1SparuC, AIDS IS the ~o.lluller of women 
hctwecn the agcs of 24 alld 29 ID !'OYe, by 1991, more people \\IU ha\C dted of AIDS than ID the enUre 
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The direct limitation of the concept of lm ISlblht) as a problcm IS that ItS OppOSltc, 

\ ISlblhty, Imphes the resolutlon of that problcm. It nl'cds to bc cI,mflcd that In\ ISlblhty 

conceals or dlstorts problerns from dlffcrcnt Ic\ els of dCClslon nl.lktng. Although thls 

concealment or dIstortIOn IS a problcm, Il IS not thc problcm th.lt IS eoncrctcly .ll I~SllC 

tnltlaIly. Rather, It IS the problem that htndcrs aCUon on J situation of socl.11 IIlJUStll'C 

AIDS actl\lsts have crcated \ ISlblltt~ as a protcst and as thc basls for futurc aeUon ACT 

UP has created \'lslbIllty to enrage pcople Into aClIon. E\cntually, tn\'lSlbJllty Itself 

cornes to be realtzcd as an Instance of InJustlcc, cspeclal!) \\ hcre pattcrns of tn\'l"'lblltty 

become endent. The creatton of \ ISlbIlIly pohtlCIZeS thc Slluallon 01 Jn\'lslbtllly III ... uch a 

nay that the Innslblhty IS understood as the perpetuation of a situatIOn of socI.t1 tnJlIstlœ 

From an actmst perspective. the creatIOn of \'lslblltt~ allO\\ s those who suffer from social 

tnJustlce to define and create thelr own account of that InJustice, and to make thelr own 

demands. In the context of pohtlclzed Information thls IS a cruCIal sklll and an IInportant 

power: to defme, rather than to be defIned. So, although tnVlslblhty Itself must not bc 

confused wlth the InItial problem, It can also not he separated from Il. 

ThiS Imposslblllty of separatlOn renders InVlslblltty a more complex conceptlhan 

would be tndlcated by the SIX dcfimttons of Jn\lslblltty that 1 provlde. Thc dlffcrence 

between thls expianatlOn of InvISlblllty and thc Indl\ Idual e'{amples that 1 explorc In 

\'Ietnam \Var "Wbat IS Reagan's rea/ pollcy on AlOS? Genocide of ail \;on-wrules, Non male~. aJJd NO/J­
hetero5e,uals? SILE.\;CE=DEAHr' (ALDSDEMOGRAPHlC.-S, 36) 

2) A plCture of George Bush stamped G UILTY accompamcd by a quotc frorn tu~ fint pre~ldelllJal 
camprugn "Te5tlDg 15 more oost-eff ecU\e than trcalrncnt" (AIDSDE\IOG RA PIIICS , 12) 

3) AIDS lm 61 llus JX>s!er pUIS the numbcrs lOlo conte,! and adds an hypOlhc~l~ "One III every 
s1\ty-one bables lD Sew York IS born .... Ith \IDS or born HI\' antJbod~ lXJ~I!I\C So why I\n't Ihe JIlL/ha 
!eIlrng u~ that hetcrose'\uaIs arc at nsk? Bccausc thesc bdblcs arc hldl Jo. thC~l: IMIJle~ dIe 1 h~pallll .. '/ he 
conclUSIOn ID bold "Ignonng color Ignores the faclS of AIDS S10}> R\(lS~f 1 In" r AIIJS" 
(.-\IDSDE\H.x:R.-\PHICS, 42) 

4) TIŒGO\'ER..'-;\fE~T I-L\S BLOODO:\ Ils II.\~J)S ()\'L \I/)~ DLAI Il L\ I.RY If AU­
HOCR (AIDSDE\fOG RAPHICS ,80) 

5) A quole from an offiCIal of the pharmaccuU<..allOmp,lnj f IofflllJn l..a Rex.hc. Ine 
"One mrllton [people wllb AIDS] lso'ta market that's e,cltrng SUIC J('S gro .... mg. bu! J('s nol 3\lhma" 
(.-\IDS DE\IOGR.-\PHICS , %) 
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Chapler Thrcc IS one of Sile and context. The SIX examples are meant as speclflc tools 

lhat can he cmplo)ed towards speclflc ends whereas the larger problemallzauon of 

In\ ISlbdlty, as In the cxample of AIDS actlvIsm, IS a more gcneral commentar) on a 

pohtlcal phenomenon; namely, that facts aren't al ways facts and that Vlslblhty has a lot to 

do \\ llh power, entltlement and agcncy. This Inslght forms the background to \\ hat my 

actual proJecl has been ln thls thesls. 

In the more dIrect sense, InVISlblhty Imphes a probIem of power that should he 

resoh ed. That IS not to say that It would be adVisable to pass over a conslderatlOn of 

10\ ISI blllly dlreclly 10 the question of power. The concept of InvISlblhty Ilself Implles 

Ihat such a dlfecl ~Irategy IS Impossible or at least mlsleadmg. Beeause m\'JslbJllty IS a 

polltlcal phenornenon that detcflmnes our perceptlOns of pohtleal phenomena, It IS 

necessary to consldcr the follo\\lmg quesllOns: What shape!. awareness of a partlcular 

problem? How are boundanes of a problem determIned? Who or what defines problems? 

Who or what IS excluded from the process of defimng problems? Who or what does not 

appcar In Ihe defInltlon of problems? Whose problems get dealt wlth, whose do not? Is 

the deflnltlon of a partlcular problem motJvated by speclflc mterests? What are these 

mterests? Equally as Important, are there patterns of problem defInltlon speclflc to 

certaJn SOCletles, systems or commumtlcs? What are these patterns? To whose beneflt do 

the) functlon systernatlcally? Thcse questlOns aH relate to the problems of lm ISlblhty 

and wou Id, If taken senously, Improve the IdentificatIOn of relations or clrcumstances of 

po\' cr that crcate specifie problems sueh as the on es expenenced by women m the AIDS 

cnsis. In\'lSlbIllty, as 1 have been approachmg It, signifies the ncccsslly of such 

consakl.lllons Its \'Jrtue as a concept conlrasts wlth the speclflc uses the defmJUons of 

10\ ISlblht) e\.plorcd 10 Chapter Three have as tools. 

~'lorc scnous lImitations of the concept of In\')slbIllty .nc1ude ItS basls in a 

\'ocabulary of perception. If social SClcntlsts scck to honor the Importance of flrst-hand 

c\pcncncc and the IOtnnslC value of the personal account, we cannot In any senou~ \Vay 
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speak of ln\'lslbllity as a problcm, real problems amict people and thc)' ale not only 

\1slble but pamful. In\ ISlblltty denotcs a fallure to bc <;ecn on Ihe part or those who <1rc, 

ln fact \'lslble and real, only not perceJ\ cd ln society 10\ ISlblht~, belng unable to bc 

seen, IS the nlp slde of rot belng able to see Whcn spcakmg of 10\ ISlblht~ It IS IInplled 

that there IS a dut y or a flc\'esslty that those who cannot sec Imest thelr ('nergy 10 mJke 

vIsible that whlch IS not seen. OtherwIse, thls concept IS uscless and mlslc,ldmg. The 

problem of perceptIon should not bc shlftcd 10 people \', ho should bc ('nlltled to ,lltenllon. 

Desplte thls obJectlon to a concept of m\'lslblltt), 1 argue that It IS .ln IInpotl,lnt 

startlng pomt for rescarch As shown ln thls chapler, bclund 1I1\'I~1 blllt) hlde li) namlcs 

thal reslst defmJtlon. (m ISlblltty Imphes thal there arc connec lIons yet 10 oc m.lde <1lxml 

a social problem, It exprcsses the need for dlscovenng causes and Icasons for patterns of 

dlsadvantage. The proJect of thls paper has bc:cn to attempt to provlde theorC1ICJl 

posslbll11les for understandmg aspects of the AlDS cnslS. Gsmg the (erm "mvlslblltty" 

serves the followmg purposes. fust, It plcks up on a frequent usage of the tenn, 'lecondly, 

Il provldes me with a vocabulary of perceptIOn wlth whlch 1 can pOInt out a quahty of 

simllanty ln dlfferent theoretlcal explanatlons of problems or Clrcumstances, thlfdly, 

bccause mVlslblhty IS part of the set vlslblhtyhm ISlblltty, IIlVisibillty implies the potelllllli 

for visibility -how will thls vlSlblltty be achleved? what WIll bc the c()n~e4uences of 

vlSlblllty? - and therefore demands a consIderatIon of actions and alternatives. 

'Innslblltty' as a concept IS mtercstmg for two rcasons On the one hand, there I~ 

the manner In whlch fcmmlst actlvlsts as weil as femlOlsts theon~l5 use the tcrm as an 

abbrevlatlon or an IndIcatIOn of a problcm that cannot bc rc~()I\'ed bccau .. e Il 15 not 

perceived by non-femlnlsts, or non-aCtlVl5t for that mJttcr On the othcr hand' the 

problcm of \0\ ISlblltty prO\okes the problematllAUon and 10\ C<,tlgdllon of whal H vl<'lblc. 

Also, '1n\ISlbIllty' dcmands that InvestigatIOns c.\tend bcyond a ta .. k oflcntcd p<:1t.epllon 

of the CnslS whcrc famlltar tasks and responslblllties arc ~upenmp()!>ed on the CfI'>l'i .. uch 

that \OVISlblhtles are crcatcd 
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The Future 

A: l/lterdircipU/lary ",ork: 

The AlOS cnslS reqUires interaction and cooperatIOn bctween dlfferent disciplines 

as weil as bclween dlfferent sernces, The AlOS CnslS IS not a single Issue cnS1S (and one 

suspects thJt few crises really arc) and therefore strategies to confront the situatIOn must 

acknowlcdge the connectedness of health \\'Ith poli tiCS and sCience on the most general 

level, and the conncctcdness of the cntne mdJ\ Idual expenence on the most IInmedlate 

level. The A 1 OS CflSlS neCCssltates an approach m \\ hlch what IS bemg studled are real 

llfe SituatIOns and not sorne fragment thereof, determmed by the speclalty or focus of a 

speclflc mstltutlon or scholarly dIsCipline, In\ ISlbJlltles are created where the natural 

cohesIOn of e'Xpenence faIls to be addressed or IS fragmented. 

Women wlth AlDS have been frustrated bl' the mtractablhty of the health system, 

especJally where no one retams an overnew of a patlent's present SituatIOn and medlcal 

hlstorl' and where there eXlsts a lack of r~sources for women wnh multiple medlcal and 

social problems, Treatment of women has been fragmented mto the work of speclahsts 

rather than the assessment of the whole ensemble of Issues confrontlng them, The AlOS 

cnsls dernands an Interdlsclpllnary approach ln arder ta thmk about solutIOns to the 

hardshlps of \Vomen from the perspectIve of the persan requmng help and serVices, 

This IS truc for health sen'Ices as weil as for addresslng the SOCial reahtIes of 

women It makes httlc scnsc ta thmk about helpIng \Vomen If there IS no \'. l:hngness to 

address thc necds of a woman's famIly along \\Ith her O\\n. Wornen's lives need to be 

underslood ln conlc'\t; olhcrwlsc, many plans for help \\'111 be mlsconcelved. 

Undclstandmg \\orncn's lJ\es ln conte'Xt presupposes the reahzatIon that women m the 

Ullllcd States .Ire nol a prcconcel\'cd group of monolIthlc character wlth the same 

condItIOns of IIrc or \\'Ith the same nceds. The CUITent dlstnbutlon of AlOS cases shows 

lhat mlnonty (Black and Hlspanlc) women are dlsproportJOn~tely affected. 
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Consequently, underslandmg thelr sltuatlons \\ III mean addre'i'itng ISSUCS of ract ... m Jnd 

pevert}' wlthtn the commumtlcs ln \\ hlch thc~ 11\ e Another challenge l)f the AlDS l.·nSlS 

15 that dlfferent forms of socletal dlscnmm:1lIon arc pIlted agalnst e.teh othcr 1 he 

struggle agalnst one rorm ought not to be fought al the cost nI' .mothcr, "the ... trugglc 

against racism ought not to be fought at I.he cost of se\.tsm" (Kurth 1993. 195) 

On the Icyel of health sen ICCS, InlerdlsclplmaI) model ... ha\ e bcen cl.lbor.lleJ .md 

expenmented wlth. The deslfcd Ideal would bc an drrangement that prO\ Ides full he.lIth 

care for a \\ oman and ail of those people \\ ho she prondcs c.lrc for ThiS mlcglJtcd 

facilIty would prO\ Ide neccssary spcclallsts but \\ ould destgnate one pel son .Iii .1 CJ..,e 

manager. ThiS person would be pnmanly rcsIX:m"'lblc dnd would coordtnatc tlcdlrnents 

and keep an oveniew of all mformatIOn relcvant to a client. Such .ln tntegrated ')~ "'cm 

would imply that mformatlOn bc frecly sharcd betwccn thc \'..mous pro\'lders. (KUrlh 

1993,223) 

On the lcvel of preventIOn programs and cducatlOnal mes'iages, womcn' 'i dn cr"'l ty 

needs to be consldcred. Programs that arc most IIkely to succced are tho\c l'Mt takc mtn 

account the vanables of a woman's IIfe that dctcnnmc wllllngncss Jnd dbllIly tn chdnge 

bchavlOrs that put them al nsk. Thcsc vanablcs Incl udc economlc, ..,0<.: lai , .md ph~ ".Ical 

needs, attitudes, behefs, bchavlOrs, SkI Ils, acccss to informatIOn and "crVlces, and ..,octal 

norms. Even when women are mformed about AlOS, HIV and condom U\C, the) \\111 not 

necessanly be able or wIllIng to practIce or tnSISt on ".afer ~exual praClllC\, Ihey ma~ fall 

to percclve a threat to thclr own pcr,>onal v.clI bctng, thcy may have ncgJtlvc JWX:I..Jllon'-. 

\VIth condom use, or be unable to ncgotlalC lhclr u,;c They ma) not oc Joie 10 Jff(Jrd 

condoms 80th \\omen and thclr panncrs nccd to k.no\v how to prupcrlj u".e lOnJ{Jmç" 

and the panner's correct U5C of condoms 15 not dlfcctlj controllcd bj \\omen A panner'., 

refusai ta \\ear condoms 1 ... cqually out of the control of \\(JO]en The (,omplc.\ll: of thc,>e 

van ables and Ihelr InteractIOn 15 bcst c\ aluatcd ln cooperatIOn \';tth thc women or 

commuOlties ln questton. Succcssfui plans for rcducmg f1,>k will he tho\c that do nol 
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Isolale cultural, SOClOcconomlc and blologlcal faclors thal put \\ ornen, \\ ho are generally 

lcss In a posItion of power 10 cffect necessary changes, at mcreased nsk . 
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B: Cooperation between Public HeaUII alld tlle SocÙll Science!: 

An Important area of cooperation for an tntcr~I~(,lpllnJr) ,lppro,lCh dcslt:ncd (o 

conform the AIDS cnSlS lIes bct\\een the social 5(lcn('C5 and nrgJnt/.lllOnS of Publie 

Health. AlOS chaIIenges the distInctIOns bet\\ een thcse JfCas of rese.lfch an .1<; mUL'h .l'i 

the complexlty of the AIDS cnsls effecuvel) combInes quc.;;tlOns or health \\ \lh qucsthms 

of IIfe an commumues, soclelles and s)stems It has thus bccome In(onccl\Jble to 

separate questions of health from the clrcumstanecs of \\omcn's ll\c~ or c\cn l'rom 

human nghts. 

Contro"ersy has ansen where publIc hCJlth pl.::.ns ha\ e thre.\tcncd to IInplngc on 

the space of human nghts \\llh such strategies as mandator)' tcstmg, l'nntdet tra(tng, 

quarantme, and use of placebos In drug tnals \\ hcre the c\penmental drug mJ~ bc d 

person 's only hope for sun'nal. The protectIon of human lives ln the face of human 

nghts vIOlatIOns has become lughl} polttlclzed ln the past deeade. ThiS double chJllengc 

confrontmg the Umted States demands long term stralcgy for \jucce'isfully dca/mg wlth 

the Clrcumstances that aggra\ ale and fuel the cpldcmlc ln the Uni tcd States PublIc 

Health experts Increasmglyagree that the promotIOn of human nghts and the goal" of 

publIc health are Inseparable AlOS has brought the connections bcl",ccn Indl\ ldual, 

commumty, natIOnal health, and socletal dlscnmlnauon lOto cIear focu<;. Conccrn for 

such Issues as consent, confidcntlahty, and nondlsCnmmJllOn rcgardtng III V -lnfcCICd 

people and people wlth AIDS IS Important If tradltlOnal publIc hcalth work 15 to be 

effectIve. (Kurth 1993, '(Il) 

The AlOS CflSlS pro\Jdes the social sCiences \\ Ith a '>pCCI.!/ OppoltUnIty for 

understandmg U S. SOClct~ and, con\'ersel~, the -ocla/ ~clence" have 1 mpol tant 

contnbutlOns to make to strategies for long term change ln re~pon~c to the A IDS cml!-. 

AlOS as a lens opens up a \ ICW of many social and polltlcal Issue,> not <.unnct.:led or 

brought IOta such sharp rchef undcr other clrcum<,tanccs. Addre,>,>mg AIDS ln the ,>o<':lal 
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SCiences means addressmg Ihe clrcumslanccs of dlffercnlll\es as (he) arc JClcrmll1cJ nol 

onl) b) infectIOn but also by the socIal and polJucal reahucs or the Ullltcd St.ltCS 

Seektng solutions to the AlOS cnsis means contemplallng and pl.lllnJng ,,~<,tcm\l: ch.\Ilgc 

ln the Umted States, the CUITent administratIon IS sccktng 10 cstabltsh n.1I10n.11 h<.'.1IIh l'.ire 

on a pre\'lousl) Inconcel\ able scale ThIs reprc~ents a fOlm of ~) stcnlll': change .mJ [Jl.1I1~ 

sensltJ\ e and sensible vOlces are needed lO decldc \\ hal form and conlenl lhe'!c d1.lngc 

will have and to assure that thls changes leads ln a bcneficlal dlrecllon. SOCIJl <,Clcnllsts 

have Important conlnbutlons to make ln thls process. 

The AIDS CnslS challenges the predIsposItiOn of obJectl\ It~ .mû Il11partlaltt~ ln the: 

social sCiences. 1 mean that the resolutlOn of the AlOS cnsis Il11phes an undc,,,tanJmg 

and resolutJün of multiple and overiappi ng Il1stances of social JnJusllce A 1 OS ha'! the 

potenual of sparkmg more applted proJects 111 the socIal SCiences, gradually brcakmg 

down the silence bctween scholars and acttVlsts. 16 

16 
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