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Dedication 

I dedicate this  book to the outreach 
development workers: to  their spirit and their 

conviction in defining sex and sexuality. 

We owe our tomorrow to them, after all. 
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As I  entere d a  smal l squar e roo m i n th e Kenya n slu m o f Pumwani , 

I ha d m y firs t encounte r wit h pai n an d helplessness . A  certai n 

inadequacy envelope d me . I  stoo d speechles s a s I  sa w a  frai l 30-year-ol d 

woman wit h a  body tha t wa s obviously i n pain. This was AIDS i n it s mos t 

painful manifestation . I  wanted t o reac h ou t t o her , t o eras e he r wounds , 

but I  could do next t o nothing t o lessen her suffering . An d a s I stood ther e 

without words , she reache d ou t t o me and sai d 'W e al l have t o die . I  have 

had AID S fo r th e pas t fou r years , bu t i t ha s no t deterre d me , instea d i t 

taught m e t o se e th e fine r thing s i n life' . 

Her memor y remains , lingering , naggin g guil t remains , an d a  deep -

seated respec t lie s burie d withi n me . I t haunt s m e a t ever y juncture , i n 

shades tha t wil l neve r pal e o r fad e away . 

And a s I  pu t pe n t o pape r I  bo w m y hea d i n obeisance , i n guilt , i n 

sorrow, i n praye r fo r tha t unknow n woman . 

VII 
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Introduction 

The world of HIV/AIDS is riddled with complexities. In the industrialised 
world, th e discover y o f and reasonabl e acces s t o powerful anti-retrovira l 
drugs have cause d deat h rate s due t o AIDS t o plummet , an d opene d u p 
newer and greener vistas for people living with HIV/AIDS. The same dis-
covery for our partners living with HIV/AIDS in the developing countries 
has been rather agonising. 'It is like seeing food when you are starving but 
you canno t ea t it. ' The drug s are astronomicall y expensive . The Healt h 
Minister o f Ugand a recentl y explaine d t o th e globa l communit y i n th e 
United Nations Securit y Counci l tha t providin g these drugs to Uganda' s 
two millio n peopl e livin g wit h HIV/AID S woul d cos t 1 2 time s th e 
nation's annual budget . 

The figh t ove r drug s calle d anti-retrovira l ha s generate d a  lo t o f 
publicity. Pharmaceutical companies like Glaxo and Bristol-Myers Squibb 
are under fire by activists. Though the development of some of these drugs 
was funde d throug h publi c mone y b y som e governments , th e pharma -
ceutical companie s ar e toda y arguin g tha t sinc e the y purchase d th e 
patents from th e governments an d investe d heavily i n clinical trials , i t is 
they who should rightly control the price of the drugs, and all the more so 
as the profits fee d new research . 

But a s thes e controversie s rage , me n an d wome n ar e copin g wit h 
some basic structural lacunae as they live with HIV/AIDS. With hospitals 
running at 170 per cent of their capacity, they are limiting the stay of their 
patients t o two days only. Poverty stricke n patient s ar e opting t o be dis-
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charged a s the y nea r deat h becaus e i t i s cheape r t o transpor t a  perso n 
when he/she is alive than i t is to transport a dead body. A study in Zambia 
has recently pointed out tha t when a  patient dies , the family mourn s no t 
only the loved one but also the end of food aid . 

Men and women i n large families livin g i n crowded slum s are strug-
gling with the issues of minimum private space to be able to use a condom 
to hav e saf e sex . Youn g girl s hav e littl e o r n o optio n t o guar d thei r 
reproductive tract s fro m sexuall y transmitte d disease s (STDs ) wit h n o 
water availabl e t o kee p thei r genital s clea n durin g menstruation . 
Malnourished and anaemic pregnant women are facing the risks of receiv-
ing a  transfusio n o f unsaf e bloo d ever y tim e the y conceive , delive r o r 
abort a  baby . Th e concept s o f patriarch y an d masculinit y remai n 
entrenched i n societies, and women and womanhood continue t o be per-
ceived a s symbols of and provider s o f sexual gratification an d emotiona l 
domination. 

Development agencies have been working for decades on issues relat-
ing to poverty eradication; th e concept o f poverty has been redefine d b y 
the Human Developmen t Repor t t o include broader parameters of know-
ledge, longevity an d acces s t o basic resources . Issues of access t o shelter , 
housing, wate r sanitation , foo d an d educatio n hav e bee n highlighted , 
critiqued and ostensibly addressed in global conferences. The internationa l 
human right s instrument s hav e bee n orchestrated , signe d an d ratifie d 
through intergovernmental processes. Yet, as newer challenges like that of 
HIV/AIDS appea r o n th e horizon , thes e basi c dilemma s o f acces s an d 
control; of equity and distribution; of power and power relations continu e 
to plague the survival of men and women on this planet . 

It i s in thi s stat e o f strange paradoxe s tha t UNIFE M an d UNAID S 
have bee n tryin g t o improvis e way s and mean s t o preven t th e sprea d o f 
the epidemi c an d minimis e th e negativ e effect s o n me n an d women . 
Arising out of a need expressed by the women's movement, UNIFEM has 
been a barometer for the emerging needs of women in various parts of the 
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world. An d a s th e HIV/AID S epidemi c matures , UNIFE M ha s bee n 
recording the impact of this emerging development challenge on women. 
In th e early , 1990s, th e epidemi c wa s compartmentalisin g wome n int o 
'good' and 'bad ' because of a wave of anti-AIDS messages that portraye d 
women a s vectors of the disease . By the mid-1990s , the viru s was affect -
ing the lives of the 'good ' women - wome n who had had only one sexual 
partner in their entire lives. 

Data from Mexic o indicat e tha t by the mid-1990s , only 0.8 per cen t 
of all reported AID S case s were among sex workers, but 9  per cent were 
among housewives. By December 1997 , in Francistown, Botswana, 43 per 
cent o f pregnan t wome n wer e testin g positiv e i n a  majo r surveillanc e 
exercise. Durin g th e sam e period , UNAID S ha d declare d tha t hetero -
sexual intercours e wa s accountin g fo r 7 0 pe r cen t o f al l globa l adul t 
infections. 

For UNIFEM, th e challeng e wa s further exacerbate d b y th e figure s 
put ou t b y th e Worl d Healt h Organizatio n (WHO ) o n sexuall y trans -
mitted disease s i n 1995 . Increase i n ST D case s indicate d a n increas e i n 
unsafe sex. WHO had estimated that in 1995 there were 333 million cases 
of STDs, of which 65 million were in sub-Saharan Africa an d 15 0 million 
were i n south an d south-eas t Asia . The presenc e o f STDs increase s th e 
risk of HIV transmission  five-fold . Wit h a  macro scenario boding a  blow 
to the wellbein g of men an d women , th e informatio n fro m th e field wa s 
equally disturbing. 

In som e village s o f Uganda , focu s grou p discussion s reveale d 
that no t a  singl e woma n ha d see n a  condom . A  behavioura l sur -
vey i n Tami l Nad u i n India showe d tha t 8 2 per cent o f the mal e ST D 
patients ha d ha d sexua l intercours e wit h multipl e partner s withi n 
the precedin g 1 2 months an d onl y 1 2 per cen t ha d use d a  condom . 
Data fro m th e sam e countr y reveale d tha t 9 0 pe r cen t o f th e mal e 
clients o f mal e se x worker s wer e married . I n Sout h Afric a 7 1 pe r 
cent o f th e girl s ha d experience d se x agains t thei r will . 

3 



FROM TRAGED Y TOWARD S HOP E 

With thi s as the backdrop , and i n respons e t o th e need s o f women , 
UNIFEM launched a pilot initiative entitled 'Gender Focussed Responses 
to Address the Challenges of HIV/AIDS'. Partnering thi s effort wer e th e 
United Nation s Population Fun d and th e United Nation s Joint an d Co-
sponsored Programm e o n HIV/AIDS . Th e ai m wa s t o co-ordinat e th e 
women's movement i n a number of countries, thereby strengthening an d 
expanding the response to the epidemic. The violence campaign launched 
by UNIFEM during the fiftieth anniversar y of the Universa l Declaratio n 
of Huma n Right s i n 199 8 became th e entr y poin t t o th e effort . Kraus , 
Goldamt an d Bul a i n thei r analysi s entitle d 'Partne r Violenc e i n Join t 
HIV an d Substanc e Abuse ' ha d highlighte d tha t 9 6 pe r cen t o f th e 
women livin g wit h HIV/AID S ha d experience d violence . A t th e sam e 
time, informatio n wa s forthcoming fro m Rwand a wher e th e HIV/AID S 
virus was being used a s a weapon o f war, ensuring tha t larg e numbers of 
women would die of sadness. 

During th e followin g 1 8 months , a  serie s o f workshop s o n gender , 
HIV an d huma n right s wa s conducte d i n 9  countrie s ove r thre e geo -
graphical regions aimed at enhancing understanding of the gender dimen-
sions of the epidemic . A numbe r o f community-based studie s on gende r 
and HIV/AID S wer e commissione d t o captur e th e voice s o f wome n 
infected an d affecte d b y th e mutatin g virus , an d t o provid e a  saf e an d 
credible spac e for thes e wome n withi n decision-makin g processe s a t th e 
national level . 

Education an d communicatio n strategie s o n th e epidemi c wer e 
undertaken with a new spirit of understanding, based on real life situations 
rather tha n o n value-loaded judgement s on people' s sexual behaviour. A 
spirit o f inclusio n involvin g thos e affecte d b y th e viru s wa s fostered t o 
reduce th e stigm a associate d wit h th e disease . Myths an d ritual s aroun d 
sexuality were explored, visited, revisited and understood a s the organisa-
tion adjuste d it s approaches from bein g a  learning organisation befor e i t 
could become a knowledge provider . 
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And a s we explore d an d sough t information , a  key issu e tha t kep t 
arising was that i f sexuality an d gender , th e tw o most insidiou s form s of 
oppression agains t women, were at th e cor e of the epidemic , what coul d 
be done to reduce women's susceptibility t o HIV/AIDS? How could me n 
be engaged i n efforts tha t would reduce these vulnerabilities? How could 
paradigms be transformed t o capture new and emerging controversies ? 

The chapters that follow detai l the mysteries that were unravelled i n 
the are a o f human sexualit y an d it s interfac e wit h gende r relation s an d 
other powe r structures . The discussion s als o highlight th e strength s an d 
weaknesses of existing policy and programme frameworks tha t have been 
set up to respond t o the challenge s being posed by HIV/AIDS. Persona l 
anecdotes, observations by real people, empirical data , both community -
based and at the macro level, have been used to present the truth, the core 
issues of unfathomable tragedie s and emerging hopes of men and wome n 
living with the virus - th e virus that i s causing AIDS. 
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Chapter One 

Images of the Epidemic 

Working o n developmen t issue s for close to two decades is bound to 
leave it s mar k -  i t has . Images , stark , poignant , ridde n a t time s 

with pathos, at times with courage, come to my mind as a visual collage: 

• young , vulnerable pre-adolescents , victims of the HIV virus, confusio n 
and bewilderment written large across their face s 

• a n HIV-infecte d man , refuse d treatment , lyin g i n a  subwa y ditc h 
cleaning his own sores 

• familie s going without food because the bread-winner i s dying of HIV 

Images of people traumatised an d victimised -  shell-shocke d victim s of a 
mental an d physica l holocaus t -  hav e lef t m e bewildered . Snatche s o f 
first-hand experience s o f the epidemi c nag at my consciousness and pro-
vide occasion for me to look more closely and examine in a harsh light all 
that has been done and remains to be done. It is against this backdrop that 
I shar e th e tragedie s an d th e triumphs , th e myth s an d th e realities , tha t 
have accompanied th e virus .  . . 

On the shores of Lake Victoria, in the Kagera region of Tanzania, lives 
Protase Karani , wh o head s a  home-base d car e team . H e ha s see n th e 
desolation and the despair that plagues the families of the victims. When 
a man sees his wife die of AIDS and his son or daughter returns from th e 
city also sick, he looks straight at his own future wher e an early death will 
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consume him too. He has little else to turn to except alcohol. His rationale 
seems faultless - wh y should he invest in the future? Why should he spend 
money o n coffe e tree s tha t wil l tak e severa l year s t o mature , o r ploug h 
more lan d tha n i s necessar y t o fee d hi s famil y thi s year ? Today , man y 
people are spending whatever money they have on liquor because they say 
'What i s the point? I shall die soon too . .. ' 

In Kasheni , a  Tanzania n villag e borderin g Lak e Victoria , villag e 
chairman Gerald Ndyckobola turn s the yellowed page s of a personal file . 
Among the portraits of family groups is a photo of 11 fit and smiling young 
men wh o mad e u p th e loca l footbal l team . Th e photograp h strike s hi m 
like a sledge-hammer. More than half the figures are now marked with an 
ink cross indicating the reach of the virus. 

Feliciana's husban d refuse d fo r month s t o believ e h e ha d AIDS , 
certain tha t h e had bee n bewitched . H e spen t al l his family's saving s o n 
futile visit s to the witch doctor. When he finally recognise d th e nature of 
his illness, he sold off bits of his shambha (farmland ) t o buy medicines on 
the black market . He died soon , leavin g a  wife sufferin g fro m AID S an d 
six children. When Felician a i s fit enough , she labour s on othe r people' s 
farms, an d whe n sh e i s to o il l t o work , th e famil y simpl y goe s withou t 
food. They ris e and retir e wit h th e sun , for Felician a canno t affor d eve n 
candles to light her tiny house after dark . 

And, a s the sun sets on thi s city (Lusaka) , casting shadows over th e 
modern government-sponsore d high-rises , entir e families , i n contrast , 
settle for the night on the sidewalks. Scattered among them are the ragged 
street children, many of who make money as sex workers and look for any 
means to get high. Workers at the Fountain of Hope, a non-profit organis -
ation that works with the street children, say that the children have eve n 
found a  way of getting a  powerful hig h fro m fermente d huma n faeces , a 
substance known as jekem. 
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IMAGES OF THE EPIDEMI C 

Ralph Hernande z la y o n th e hospita l be d a t th e Addi s Abab a Arme d 
Forces Hospital dying a slow, agonising death. The only drug available i n 
the hospital dispensary for his condition had elicited an allergic reaction. 
He had shed his skin and his body wept like a giant wound. His breathing 
was fast; shallow sunken eyes were closed. The nurses had no pain-killers 
on hand to ease his suffering. Ralph Hernandez had his story to tell. 'Once 
I went to a hospital i n New York City. They asked me i f I had Medicaid . 
When the y found ou t I did not have Medicaid, they did not want to help 
me', said Ralph Hernandez . The y di d not eve n clea n my sores, they just 
gave me antibiotic s an d pu t m e ou t o n th e stree t t o clea n the m myself . 
Now how am I  going to keep my sores clean when I' m livin g in the sub-
way ditch?' With anti-retrovira l treatmen t 'm y tongue falls asleep, I have 
a low body temperature, dizziness, headache and a  hypersensitive skin' , 

'I told my mother abou t i t when I  read a  love letter which I  found i n my 
husband's pocket and realised that he was seeing other women. She asked 
me to have patience an d g o back t o him, since tha t i s how men behave . 
When I  told m y friends i n the church , the y aske d me not t o tel l anyon e 
since in view of my position there would be a scandal if people learnt tha t 
I had lef t m y husband becaus e he wa s flirting. The y advise d m e t o con -
tinue to stay with him and pray for him to change his behaviour. But here 
I am now, doomed forever .  . .  ,' the 35-year-old Christian preache r fro m 
Ghana and mother of three sons weeps as she tells her story. 

• 
Somehow I  feel responsibl e fo r th e traged y I  write about . Th e degre e of 
apathy that we are capable of as people is sadly illustrative of the adage that 
the more things change the more they are the same. But change i s not an 
overnight phenomenon . 

My thought s meande r alon g lik e a  winding rive r an d I  also see th e 
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brave faces . I  ca n se e snapshot s o f wome n standin g upright , thei r voice s 

ringing clea r an d bold . 

In rura l Haiti , poo r wome n affecte d b y th e viru s ar e tellin g th e stor y 

of a  woman livin g with HI V throug h a  video presentation , usin g thi s a s a 

means t o educat e th e community . Prou d o f thei r succes s i n bein g abl e t o 

break th e myth s aroun d th e epidemic , th e wome n hav e bee n speakin g o f 

their experience s a t a  numbe r o f meetings . I n on e o f thes e meetings , a 

Haitian physicia n commente d 'Wha t kin d o f success i s this? If we are fail -

ing to prevent HI V transmissio n i n th e region , wha t i s the significanc e o f 

your work? ' Th e poo r wome n di d no t hesitat e an d answered , 'Doctor , 

when al l aroun d yo u liar s ar e th e onl y cock s crowing , tellin g th e trut h i s 

victory!' 

In th e stat e o f Tami l Nad u i n India , Sarit a live s wit h th e HI V virus . 

Her word s linge r i n th e air . 'Counselling helpe d throug h th e initia l shoc k 

and ensuin g depression . Soo n I  knew I  had won . The frustratio n graduall y 

wore off . I  a m no w fille d wit h hop e an d strengt h t o liv e m y lif e t o th e 

fullest, eve n wit h HIV/AIDS . Nothing wil l keep me down . As a  first step , 

I have divorce d m y husband . Th e nex t thin g I  have don e i s to tak e u p a 

job. Financia l independenc e ha s mad e m y lif e meaningfu l eve n i f i t i s 

destined t o b e short. ' 

Famous las t words . Sarita's words and traged y ar e not he r stor y alone . 

It migh t b e Jennifer , Zohr a o r Kamla . The y surviv e throug h i t al l -  th e 

onslaughts o f lif e an d destiny . An d risin g abov e all , bravin g pai n an d 

bracing themselve s agains t adversity , th e wome n ar e onc e agai n provin g 

their resilience and livin g positively, i n demographics tha t ar e fast changin g 

because o f HIV/AIDS . 
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Chapter Two 

Living Positively in Changing 
Demographics 

A changing demography 
The epidemi c i s takin g it s tol l .  .  .  According t o th e lates t populatio n 
report prepare d b y th e populatio n divisio n o f th e U N Departmen t o f 
Economic an d Socia l Affairs , childre n bor n i n 2 9 sub-Sahara n Africa n 
nations fac e a  lif e expectanc y o f jus t 4 7 year s becaus e o f th e tol l th e 
epidemic i s taking i n the region . This lif e expectancy figur e represent s a 
16-year drop. In the absence of HIV/AIDS life expectancy i n these coun-
tries would have been 63 years.What wil l the demographics look like? 

Sparser populatio n 
In a recent study of the impac t of HIV/AIDS on demography, conducte d 
by the US Census Bureau in 23 countries, it has been stated that the most 
severe demographic effect o f HIV/AIDS will be experienced by countries 
years afte r th e epidemi c ha s peaked . Accordin g t o thi s report , lif e 
expectancy will drop to 40 years or less in 9 sub-Saharan African countrie s 
by 2010. According t o th e findings o f the sam e study, AIDS wil l reduc e 
population growth rates to less than half of their expected level s by 2010 
and the y ma y remai n lo w or negative fo r man y years . However, i n mos t 
countries, populatio n growt h wil l remai n positiv e becaus e fertilit y rate s 

13 



FROM TRAGED Y TOWARD S HOP E 

will remai n high , excep t i n thre e countries , Botswana , Guyan a an d 
Zimbabwe, where fertility rates may drop sufficiently t o result in a negative 
population growth by the year 2010. 

Many orphaned children 
A corollar y t o shorte r lif e expectancie s i s the increas e i n th e numbe r o f 
orphaned children . According t o th e analysi s of the U S Census Bureau , 
by the year 2010 the numbers of children who will have lost their mothers or 
both parents due to HIV/AIDS will swell to 22.9 million. As a result, in sub-
Saharan Africa ther e will be 12 times as many children under 1 5 as adults 
over 64. With thi s as the backdrop, the image s of the epidemic i n Afric a 
are of families which have a cognitive unfamiliarity. W e are already look-
ing at families headed by children. The ailing old surrounded by children 
little aware of how to tend the old and the sick; communities on the brink 
of survival tryin g to cope with th e demands of productive labour ; or sick 
women tendin g sic k children . Thes e ar e th e condition s an d projection s 
today for the 23 million people living with AIDS in this region. 

The impac t i n Asi a i s projecte d t o b e wors e tha n i n sub-Sahara n 
Africa. Thoug h HI V was a late comer to Asia and th e Pacific , it s spread 
has been swift . Sinc e 1994 , almost ever y country i n th e regio n ha s seen 
HIV prevalenc e rate s increas e b y mor e tha n 10 0 pe r cent . Today , 6. 4 
million peopl e i n Asi a ar e believe d t o b e livin g wit h HIV . Considerin g 
that thi s region houses 60 per cent o f the world' s sexually activ e popula -
tion, one can only apprehend with horror what might be the course of the 
epidemic in this region. 

In Lati n America , 1. 3 millio n peopl e ar e livin g wit h HI V Th e dis -
tinguishing factors of the pattern of development i n this region are a high 
external debt , a n equall y high deb t servic e ratio , a  low food productio n 
capacity an d ver y hig h urbanisation . Thi s ha s resulte d i n problem s o f 
development tha t increase poverty and give it a feminine face . For poverty 
that i s urban i s rootless, i s characterised b y the growt h o f a  low produc-
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tivity informa l secto r (where women cluster for subsistence) and by rapid 
demographic change s reflectin g th e disintegratio n o f familie s an d com -
munities. A  specia l featur e o f th e epidemi c i n thi s regio n i s th e hig h 
number o f young people who are at risk , especially street children force d 
out of the security of a stable household as a result of the fast urbanisation . 
A surve y i n Rio de Janeiro revealed tha t 6 0 per cent o f young boys aged 
15-19 engaged i n sexual intercourse . Rates as high as this have not bee n 
seen in samples of male teenagers in other parts of the world . 

In recen t decades , north Afric a an d th e wester n Asia n regio n hav e 
witnessed majo r political , social , economic an d demographi c upheavals , 
which have led to the exacerbation of existing, fairly large , gender dispar-
ities. The persisting Gulf War and other armed conflicts like the Iran-Iraq 
war, the oi l conflic t betwee n Ira q and Kuwait , an d civi l war s in Algeri a 
and Somali a hav e create d mas s displacemen t o f populations . UNAID S 
estimates that the region has 210,000 HIV-positive people, 20 per cent of 
whom are women. The epidemi c is , however, no t eve n i n it s spread an d 
these figures need t o be seen as averages. UNAIDS estimates tha t 7 5 per 
cent o f th e region' s reporte d case s relat e principall y t o fiv e countries : 
Morocco, Saudi Arabia, Sudan, Tunisia and Djibouti . 

In Easter n Europe , thoug h th e absolut e number s ar e lower , man y 
countries hav e experience d th e doublin g o r triplin g o f infection s sinc e 
1994. A s th e epidemi c advance s i n a  geometri c progression , wha t i s i t 
doing to the lives of men and women ? 

Women bearing a quadruple burden 
Today, approximately 4 6 pe r cen t o f th e 33. 6 millio n adult s livin g wit h 
HIV/AIDS are women, and the proportion is growing. Of the 16,00 0 new 
infections occurring every day, the percentage of women infected i s 50 per 
cent. Following a trend observed in other countries, male to female ratio s 
among HIV-infecte d person s have begu n t o equalise.  I n Brazil , the rati o 
stood a t 16: 1 i n 198 6 but th e figure s fo r 199 7 indicat e th e rati o a s 3:1. 
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Women's susceptibilit y t o th e viru s has graduall y bee n increasing . 

In a  pervers e twist , th e epidemi c ha s le d t o a  furthe r exploitatio n o f 

children i n man y part s o f th e world . Estimate s o f th e numbe r o f chil d 

prostitutes i n Thailand rang e from a n optimistic 100,00 0 to over 800,000 . 

Fifty t o 8 0 per cen t o f these children , i t i s estimated, ar e alread y infected . 

The repor t o n th e globa l epidemi c issue d b y UNAID S i n June 199 8 

reports a  cumulativ e tota l o f AID S death s i n sub-Sahara n Afric a o f 9. 6 

million, leavin g behin d 7. 8 millio n orphans . Sout h an d south-eas t Asi a 

record a  cumulative tota l o f 7. 3 million death s due t o AIDS an d a  cumula -

tive numbe r o f orphans o f 200,000 . I f these number s o f AIDS orphan s ar e 

juxtaposed with the rising numbers of women living with HIV, the cripplin g 

burden o f care o n women' s live s an d livelihood s become s a  glaring reality . 

We wil l keep witnessing shift s i n th e statu s of women an d assault s on thei r 

dignity an d right s unles s w e tak e cognisanc e o f thei r multipl e role s i n 

society. Women hav e been bearin g the tripl e burden of production, repro -

duction an d managemen t o f th e househol d resources . The HI V epidemi c 

has created a  situation, whic h ha s exacerbated thi s burden. Wome n toda y 

are carryin g th e quadrupl e burde n o f sheltering an d carin g fo r orphans . 

The changing family system 
'The extende d famil y i n Africa i s far bette r tha n th e Wes t abou t takin g i n 

relatives', say s Mar k Louden . 'Ther e i s no formalit y abou t takin g car e o f 

cousins. The y sli p righ t int o sayin g mom . I n Africa , yo u ca n hav e 3 0 

moms. The proble m i s that AID S jus t doesn' t tak e on e woma n i n a  family . 

It tend s t o tak e al l th e wive s of th e brother s becaus e th e brother s ten d t o 

behave similarly. ' Th e epidemi c i n Afric a ha s confronte d developmen t 

workers wit h a  dilemm a -  th e dilemm a o f a  silen t breakdow n o f a n 

informal socia l institution , th e extende d family . Wil l th e extende d famil y 

continue t o ac t a s a  socia l securit y ne t fo r peopl e affecte d b y HIV/AIDS ? 

Unfortunately, i n som e part s o f Africa , i t i s alread y showin g sign s o f 

nervous vulnerability . 
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'Edith and Khuzini Banda lived with their aunt for about a  year afte r 
their mothe r die d i n 1994 . Bu t the n th e aun t sai d he r hom e wa s to o 
crowded. She sent the girls, then 1 3 and 14 years old, to live alone in their 
own house . Th e girl s mak e d o b y rentin g ou t hal f o f th e two-roome d 
house for $15 a month and begging from thei r neighbours when food runs 
out.' Th e message from thi s state of affairs i s clear. 

The escalating costs of caring are increasing the demands on women's 
unpaid labou r withi n th e family . Th e economi c cost s o f car e i n actua l 
terms by way of medicines and treatment ar e also very high. In Kerala, in 
India, it has been estimated tha t the monthly costs incurred by the family 
for th e treatment o f opportunistic infection s fo r an HIV-infected chil d i s 
thrice th e monthl y incom e o f th e family . I n Haiti , Mari e Ang e Viaud , 
24 years old, was living with HIV and the cost of the ten medications pre-
scribed for her was well in excess of $10,000 per year. 

Female-headed household s 
How the n wil l households cope ? Community-based researc h ha s show n 
that th e socio-economic impac t of the epidemic on families ha s differen t 
repercussions depending on whether i t is the man or the woman who dies. 
The epidemi c i s now a t a  stage o f maturit y i n som e countrie s o f Afric a 
where deaths as a result of AIDS are escalating, particularly amon g men. 
A significant findin g of a study on the socio-economic impac t of HIV on 
rural familie s i n Ugand a b y Daphn e Topouzi s i s tha t ther e ar e fa r mor e 
women who have los t thei r husbands t o AIDS tha n me n wh o have los t 
their wives . In Tororo, Helen Onyango of TASO reported tha t onl y 5  of 
her 6 2 client s wer e widowers . The res t wer e youn g widow s from 15-3 5 
years of age. The epidemic is therefore contributing directly to an increase 
in female-headed households . 

Studies b y th e Foo d an d Agricultur e Organisatio n i n Ugand a an d 
East Africa sho w that th e main problem for many AIDS affected female -
headed households i s access to food an d the consequent malnutrition . 

17 



FROM TRAGED Y TOWARD S HOP E 

'Jane, 23 , ha s tw o children , fou r an d tw o year s old , an d live s i n 
Bumanda village in Tororo. Her husband, a farmer, died of AIDS. Both her 
children have been sick for a long time and she believes that they are also 
infected. Jane has not been able to work in the shambha for the last three 
months due t o her husband's illnes s and th e fact tha t th e family has los t 
three other members in the last month. Her husband has been dead just a 
month and she is already experiencing food shortages. About once a week 
she prepares only one meal a day. The family die t consists of cassava and 
millet bread , occasionall y eate n wit h smoke d fish . Sh e say s sh e ha s n o 
money to buy salt and cooking oil. 

Another constrain t i s labour shortag e an d a  negligible flo w o f cas h 
income, which follows. According to Gabriel Rugalema, the most imme-
diate nee d recorde d b y widows i n Tanzania wa s credit t o establish smal l 
projects tha t could combine farm and domestic work. 

Women today are experiencing a sudden change in their roles in agri-
cultural production . They ar e finding themselve s lacking i n the requisit e 
skills an d experienc e t o respon d effectivel y t o th e ne w challenge s tha t 
confront the m i n thei r ne w roles . I n Zimbabwe , wome n ar e havin g t o 
move into industries that were previously dominated by men, for example 
carpentry, with little or no resources to cope with this shift. A direct con-
sequence i s a sudden decline i n productivity . Thi s is , in fact , th e femal e 
face tha t povert y i s acquirin g i n countrie s affecte d wit h HIV / 
AIDS. This feminisation o f poverty i s different fro m earlie r trends . Thi s 
poverty is often ne w for some households, and there i s a potential danger 
of it becoming intergenerationa l an d deep-rooted . 

Exacerbating poverty 
Studies hav e show n tha t th e impac t o f HIV/AID S o n a  specifi c demo -
graphic group depends on that group's awareness about the disease and the 
way i t i s transmitted, an d th e susceptibilit y o r vulnerability o f the grou p 
to high-risk situations . Studie s investigatin g thes e issue s were supporte d 
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by th e U N Developmen t Programme/Asia n Developmen t Ban k i n Indi a 

and Sr i Lanka . Th e studie s foun d a  stron g positiv e correlatio n betwee n 

education (wit h a  componen t o f se x education ) an d incom e levels , an d 

awareness abou t HIV/AIDS . I n short , th e evidenc e fro m thes e studie s 

suggests that , a t leas t anecdotally , th e disadvantage d wil l b e dispropor -

tionately affecte d b y th e epidemic . Women al l over th e developin g worl d 

form a  large majorit y o f thi s group . 

Research o n th e impac t o f HIV/AID S o n th e househol d i s bein g 

undertaken i n a  numbe r o f countrie s bu t fe w studie s hav e examine d 

gender a s a  variabl e i n measurin g th e househol d an d communit y impac t 

of th e epidemic . Th e littl e tha t ha s bee n explore d ha s com e u p wit h th e 

following findings : 

• I n communitie s wher e wome n ar e responsibl e fo r subsistenc e farming , 

when the y becom e infecte d th e cultivatio n o f subsistenc e crop s falls , 

resulting i n a n overal l reductio n i n food availabilit y i n th e household ; 

• Whe n opportunisti c infection s begi n t o occur, i n th e absenc e o f access 

to medicines , sicknes s i s prolonge d an d girl s ar e ofte n pulle d ou t o f 

school befor e boy s t o fulfi l househol d dutie s whe n hel p canno t b e 

hired du e t o th e depletio n o f household economi c resources ; 

• A s a  resul t o f th e los s o f incom e fro m a  mal e incom e earne r whe n h e 

falls ill , wome n an d childre n ar e require d t o see k othe r source s o f 

income. Researc h ha s show n tha t adolescen t girl s ma y b e particularl y 

vulnerable a s a  resul t o f bartering se x for cas h o r othe r resources . 

Other evidenc e suggest s tha t th e epidemi c i s contributing t o a  downwar d 

trend i n th e ag e of marriage fo r youn g women, a s men see k younger wive s 

to protec t themselve s fro m infectio n an d familie s see k th e economi c pro -

tection o f marryin g of f thei r daughter s t o economicall y stabl e men . Thi s 

phenomenon ha s far-reachin g consequence s i n term s o f acces s t o educa -

tion b y young girls , diminished acces s t o productiv e resources , economi c 
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dependency on the male partner and poor reproductive health a s a result 
of early intercourse and childbearing . 

In instances where the male head of household has died, studies have 
shown how wome n fac e a  tragi c se t o f circumstances i n term s o f los s of 
social suppor t from famil y members,  ostracism fro m th e communit y an d 
lack o f lega l protectio n o f thei r righ t t o inheri t lan d an d property . 
Instances have bee n cite d wher e a  husband's family ma y blame a  widow 
for the death of her husband and refuse t o accept her or her children int o 
the family suppor t system. Other instance s have been cited where famil y 
members encourage a  husband wh o i s asymptomatically HIV-positiv e t o 
leave his wife who is also infected an d find anothe r woman . 

Reprioritising national spending 
There i s thus a  potentially importan t synerg y betwee n AID S mitigatio n 
and anti-povert y programmes , especiall y thos e anti-povert y programme s 
that ar e gende r sensitive . Rura l developmen t programme s aime d a t 
improving women' s acces s t o sustainabl e livelihood s ar e likel y t o lesse n 
the impact of the epidemic. For example, access to clean water is likely to 
have a  marke d effec t o n th e amoun t o f tim e wome n hav e fo r othe r 
productive activitie s an d fo r th e car e of the sic k and orphans . Access t o 
labour saving technologies such as fuel-efficient stove s and food-grindin g 
machines wil l similarl y increas e th e amoun t o f tim e wome n hav e t o b e 
able to shoulder new burdens. 

The Worl d Ban k finding tha t eac h adul t deat h depresse s per capit a 
food consumptio n i n the poores t households by 1 5 per cent, implie s tha t 
in respondin g t o th e epidemic , nationa l government s wil l nee d t o us e 
adult deat h an d househol d dependenc y ratio s a s a  targetin g criteri a fo r 
poverty alleviatio n programmes . An d a s w e reprioritis e ou r nationa l 
spending, we will nee d t o do i t eve n mor e criticall y wit h a  gender lens . 
Women i n Asia living with the virus are today silently expressing a need 
for support to break abusive relationships . 
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They nee d suppor t fo r thei r childre n t o b e place d i n foste r homes , 
access t o housing , hospice s and , abov e all , acces s t o a  stabl e mean s o f 
livelihood. 

Living positively 
Women livin g wit h HI V toda y ar e challengin g existin g norm s aroun d 
sexuality. Ther e i s a  firmnes s an d convictio n i n th e statement s bein g 
made. Say s Lydia , wh o fo r eigh t month s weathere d bout s o f diarrhoea , 
fought herpes zoster, lived with a horrible persistent cough, vomited mos t 
of what she ate and bore drenching night sweats and ulcers: 

The Kenyans should stop cheating themselves about this disease. Let us stop 
pretending about the problem. The  problem is real. 1  am a living example. 
There are thousands suffering  out there. The  disease is spreading  like wild-
fire every day and night. So  why all this pretence? Many people are engag-
ing in promiscuous behaviour as if there is no AIDS. AIDS is here with us. 
The sooner we face the reality as individuals and as a society the better for 
us all. 

In Uganda, Agnes , living with HIV , i s successfully resistin g wife inherit -
ance. 'Poverty i s not. an excuse for wife inheritance' , she says. She think s 
that wome n ca n resis t bein g inherite d bu t suc h self-assertivenes s largel y 
depends on how they are raised and on th e typ e of relationship they had 
with their husbands. 

Patricia, i n Toror o village , i s working toward s settin g u p a  group i n 
her villag e t o encourage girl s t o develop lif e skill s so that myth s aroun d 
sexuality ca n b e explode d an d creat e income-generatin g opportunitie s 
that would keep them away from bad company, as she put it . 

But the voices of Lydia or Patricia or Agnes, though firm, are not yet 
loud enough to close the yawning gap between people's beliefs, which have 
been imbibe d ove r a  lon g proces s o f socialisation , an d th e appropriat e 
sexual behaviour tha t i s essential t o stop the sprea d o f HIV/AIDS. Eac h 
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year thousand s o f me n fal l int o thi s ga p an d thousand s o f wome n ar e 
dragged in with them. Because of gender socialisation processes, the need 
to prov e themselve s masculin e propel s me n toward s risk y behaviour . 
Abstinence i s seen as unnatural and refusal t o use condoms is rationalised 
in many ways: 'It is only really sex when you ejaculate int o a woman*, says 
a Zimbabwean man ; " real men" do not ge t sick' , says a Brazilian adoles -
cent. Mexica n sociologist s Jose Aguila r an d Lui s Botell o poin t ou t tha t 
condoms represen t safet y an d ar e therefor e unmasculine . An d a s mor e 
and more men conform t o these stereotypes, women's susceptibility to the 
epidemic continues to increase . 
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Chapter Three 

Myths and Rituals - Increasin g 
Women's Susceptibility 

New revelations 
The initia l years of my work gave me a rare insigh t int o another form of 
women's exploitatio n throug h myth s an d rituals . Eac h myt h an d ritua l 
that I  cam e acros s confirme d m y belie f that , a t times , th e mor e thing s 
change th e mor e the y remai n th e same . In th e presen t contex t the y ar e 
indicative of the way in which women are susceptible to the HIV virus at 
every stag e o f thei r lives . An in-dept h stud y o f sex an d sexualit y acros s 
borders reveale d a  commo n strain , basi c t o th e cor e issu e o f th e entir e 
exercise, that stood out like a stark fact. We worship goddesses - bu t shorn 
of the divine aur a the flesh  and bloo d woma n ha s no status . Even whe n 
the occasional goddess is dragged to a human level , she suffers th e fate of 
the ordinar y lesse r morta l woman . I n India n mytholog y eve n 'Sita' , th e 
revered goddess, went through baptism by fire t o prove her chastity. 

Interviews with various sections of the population , b e i t with repre -
sentatives of non-governmental organisations, women in the slums, people 
living wit h HIV/AIDS , invariabl y lef t m e humbled . Ho w littl e I  kne w 
about sex and sexuality . This feeling kep t naggin g at m e at every discus-
sion, every personal interview, every anecdotal piece of evidence relatin g 
to the existing myths and ritual s around sexuality . Country afte r country , 
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whether i n Asia, Africa o r Latin America, had new revelations to offer . 

• I n China , I  heard th e myt h tha t groun d rhin o hor n increase s mal e 
sexual virility. 

• I n India and Indo China, i t is believed that having sex with a virgin is 
a cure for sexually transmitted diseases in men. 

• Wester n Kenya abounds with stories from teenage peers that failure t o 
indulge in sex results in back aches. 

• Th e trucker s i n South Asi a have bee n socialise d t o believe tha t i t i s 
important to release the heat generated in the body as a result of driving 
long distances sittin g i n hot cabin s b y having se x every 40 0 miles of 
driving. 

• I n Papu a New Guinea, a  widely prevalen t prophylaxi s fo r STD s i s to 
cut th e peni s and drain of f th e possibl y infecte d bloo d afte r a n inter -
course which could have been unsafe . 

• I n Mexico , i t i s officially acceptabl e fo r me n t o hav e se x wit h men , 
provided the y take the active insertiv e role in anal intercours e as this 
is regarded as macho or super masculine. 

• I n many parts of Africa, women insert external agents into their vagina, 
including scourin g powder s an d stones , t o dr y thei r vagina l passage s 
because of the belief tha t increase d friction i s sexually more satisfyin g 
to the males and thi s will prevent the m from 'wanderin g out' . 

In South Asia, some cultures celebrate the girl's coming of age. Menarche 
is viewed as a symbol of the girl's fecundity an d the family begins to think 
of arranging the girl's marriage. Among the rituals performed i s a ceremo-
nial bath and th e distribution of sweets in the neighbourhood. However , 
linking menstruation to child bearing and de-linking i t from sexuality i s a 
mechanism by which the latent sexuality of a woman i s curbed. Marriage 
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soon afte r menarch e i s one metho d b y which parent s channe l th e poten t 

sexuality o f young wome n int o a  sociall y acceptabl e stat e -  th e stat e o f a 

nurturing mothe r rathe r tha n a  seductress. There i s thus an enormou s ga p 

between women' s lived experience an d wha t women want sexual relation s 

to be . Wome n i n larg e part s o f Sout h Asi a hav e sex , performin g i t a s a 

duty, t o attai n a  socially secur e positio n o r i n orde r t o becom e pregnant . 

As soo n a s th e youn g gir l chil d get s pregnan t th e ritua l o f 

'Vallaikappu' i s performed. Th e hand s o f the pregnan t woma n ar e decke d 

with bangles , ostensibl y t o dete r an y furthe r conjuga l relationship s durin g 

the pregnancy period , and th e completio n o f this ritual signal s a temporar y 

separation betwee n th e husban d an d th e wif e unti l th e deliver y and , i n 

fact, unti l a  few month s after . I t i s during thes e period s o f force d separa -

tion tha t me n seek sexual gratification outsid e o f marriage. The behaviou r 

is mor e ofte n tha n no t condone d b y society . Th e gir l child , a  youn g 

mother, return s t o he r husband' s hous e onc e agai n t o perfor m se x a s a 

duty, littl e awar e o f he r husband' s infidelit y an d he r ow n vulnerabilit y t o 

the epidemic . 

In Wes t Africa , a  syste m o f societa l belief s ha s bee n develope d ove r 

time t o manag e th e proces s o f procreation . I n th e scal e o f socia l values , 

childbearing i s elevated t o a  value whic h confer s a  high socia l status . O n 

the other hand, a  stigma i s attached t o a childless woman. I n parts of Wes t 

Africa, th e ultimat e punishmen t i s reserved fo r barre n women . The y ar e 

denied forma l funera l right s an d ar e burie d secretl y a t nigh t outsid e th e 

village. Thus , i f a  woma n di d hav e se x wit h a  condo m t o protec t hersel f 

from HIV/AIDS , ho w woul d sh e b e abl e t o prov e tha t sh e i s fertile ? I n 

fact, wome n i n Nigeri a practic e painfu l practice s t o ensur e fertility . I n 

Nigeria, 'gishiri' , o r sal t cut , i s practice d traditionally . Thi s involve s a n 

incision o n th e interio r o f th e vagin a a s a  cure fo r infertility . 

The los s of lif e o f a  woman i n childbirt h i s expressed a s the fallin g o f 

a soldie r i n th e lin e o f duty . Women , i n a  manner , hav e internalise d thi s 

ethic o f nobilit y an d dut y s o tha t pai n an d discomfor t emanatin g fro m 
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their sexua l an d reproductiv e role s ar e accepte d a s th e ver y essenc e o f 

womanhood. Th e psychologica l preparatio n o f young girl s for childbirth , 

instead of giving factual informatio n o n safe motherhood , aim s to increas e 

the threshol d o f th e toleranc e t o pain . A  commo n exampl e i s the advic e 

given t o youn g mother s t o endur e a  leve l o f effor t equa l t o tha t whic h 

would b e require d t o produc e wate r b y pressin g har d enoug h o n a  stone . 

Because o f thi s stoicism , vita l life-threatenin g signal s ar e no t communi -

cated unti l to o late. Severe haemorrhage i s viewed by women t o be a good 

sign because the body is seen to be eliminating bad blood. The consequenc e 

is a poor state o f reproductive healt h wit h lesion s and cut s i n the woman' s 

reproductive tract . This , couple d wit h a  societall y induce d inabilit y t o 

practice saf e sex , has increase d women' s susceptibilit y t o th e epidemic . 

In a  U N Developmen t Programm e stud y pape r entitle d T h e socio -

economic impac t o f HI V an d AID S o n rura l familie s i n Uganda ' th e 

author, Daphn e Topouzis ., bring s ou t th e star k realitie s o f suc h situation s 

through th e rea l stor y o f Miriam . Miriam , a  wido w fro m Gulu , los t he r 

husband t o AIDS an d i s herself sic k wit h AIDS . Soon afte r he r husband' s 

death, he r brother-in-la w trie d t o inheri t he r bu t sh e categorically refuse d 

so as not t o infec t hi m an d hi s wife . H e harassed he r for almos t a  year an d 

when sh e stil l held fir m h e cu t of f al l financial suppor t t o her an d he r fou r 

children. No w h e i s tryin g t o clai m th e lan d tha t hi s brothe r left . A 

widow's dilemma i s whether t o be inherite d o r be abandoned. Wif e inher -

itance thu s greatl y facilitate s th e sprea d o f HI V an d ha s th e potentia l o f 

infecting severa l families very rapidly. When widow s are inherited by thei r 

late husband' s brother , the y ris k infectin g the m a s wel l a s thei r co-wives . 

If any o f th e wive s delive r children , the y ma y als o b e infecte d wit h HIV . 

In som e cases , widow s whos e husband s hav e die d o f cause s unrelate d t o 

the epidemi c ma y becom e «infecte d wit h HI V i f th e brother-in-la w i s 

already infected . 

The stor y o f Maria h give s a n insigh t int o th e live d experienc e o f 

HIV-positive women . 
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My name  is  Mariah and  1  come from rural  Mutoko in  Mashonaland East 
province. I  am 35-years-old  and  have  three  children of 12,  8  and  5  years 
of age.  I  first knew  of  my  HIV  status  when  my  husband  got  ill.  We  both 
went for  an  HIV  test  and  we  were  counselled  and  given  our  results.  We 
were both found to  be HIV-positive. We  decided  not to  tell anyone for  fear 
of stigmatisation  and  ostracisation.  We  didn't  even  tell  our three  children 
because we felt that  it  would be  very stressful  and they  might fail to  under-
stand what  we  were  going through. My  husband  got  worse and finally died 
late last year. His  relatives  insisted that  1  should be inherited by one  of  his 
brothers. This  is  when 1  decided to tell  them that  I  was  HIV-positive  and 
that my  husband  had  died  of  AIDS.  My  in-laws  started  accusing  me  of 
having killed their son and 1 was told to leave the family. 1  was also told that 
the children belonged to the man and  so  I was not  to  take the  children with 
me. My  in-laws  even  threatened  that  they  would  demand  the  bride  price 
from my  parents.  1  left my  in-laws  residence  with  nothing  of  my  own.  1 
went to  stay  with  my  aunt  who  introduced  me  to  her  friend who  is  also 
HIV-positive. 1  soon got  to  know  about  a  local  AIDS support  group.  1 
joined the  group and have  not regretted  doing so since then.  The  group  has 
advised me on  how to  get back my property  and  custody  of  my children. 

Mariah ha d acte d wit h courage , defyin g existin g myth s an d ritual s i n a 

world where realit y woul d otherwise hav e writte n o n he r tombstone , 'Sh e 

died afte r passin g her HI V t o her husband. . . . ' The ritual s cited abov e ar e 

only indicativ e an d no t exhaustive . The y ar e indicativ e o f th e wa y i n 

which wome n ar e susceptibl e t o th e viru s a t ever y stag e o f thei r lifecycl e 

- a s young girls , as mothers, a s wives an d a s widows . 

The lis t o f thes e myth s an d practice s tha t hav e enshroude d huma n 

sexuality i s long. In man y cultures , th e genital s ar e surrounded b y myster y 

because they are the 'instruments' used t o put curses on others . Among th e 

Kikuyu, for example , th e wors t curse i s that whe n a  woman, th e ag e of th e 

person wh o i s being cursed' s mother , lift s he r skirt s an d turn s around . 
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The initia l year s o f m y wor k o n th e epidemi c wer e replet e wit h 
wonder and amazement,  which at times often reache d a  level of shock. 

I learnt through the women in Senegal who had been socialised to be 
submissive i n sexua l relation s t o thei r partners , fo r ' a woma n wh o say s 
"No" to her husband fo r se x wil l not hav e goo d children' . The mother' s 
behaviour during the sex act i s decisive for the future o f the child . 

I came across another myt h aroun d a  sexual ritua l relate d t o femal e 
circumcision. Folklor e had i t tha t a n uncircumcise d woma n i s not satis -
fied b y onl y on e man . Thu s non-circumcisio n ma y driv e wome n t o 
unfaithfulness. I n th e opinio n o f Senegalese men , therefore , femal e cir -
cumcision was a good thing since it 'rationalises women's desire and helps 
women resis t men' . The custom was also considered a  purifying act , as an 
uncircumcised woma n wa s considere d impure . Th e respondent s i n th e 
study in Senegal unanimously agreed that gum tattooing (which was mak-
ing women vulnerabl e t o th e epidemic ) wa s really a  good practic e a s i t 
'cleared th e sigh t an d le t ou t ba d bloo d an d als o reduce d headaches' . 
Women i n Senegal chos e t o indulge i n thi s practice a s it was considered 
that thi s increased the contrast between th e gums and the teeth , thereb y 
enhancing thei r beauty. 

A culture of silence 
The socia l constructio n o f sexuality , wit h it s inheren t myth s an d value s 
around morality, fertility and sexuality, has been used to project social values 
and norms that have been different fo r men and for women. Thus multiple 
sexual partnerships are accepted and condoned for men in many societies, 
whereas modesty and virginity as a value is central to the image of woman-
hood. Culture s i n man y parts  of th e worl d conside r femal e ignoranc e of 
sexual matter s a  sig n o f purit y and , conversely , knowledg e o f sexua l 
matters and reproductive physiology a sign of easy virtue. Added to this is 
the absenc e o f a  positiv e languag e fo r sexuality . Th e existin g languag e 
around sexualit y i s perhaps th e mos t difficul t means  o f articulatin g th e 

30 



MYTHS AN D RITUAL S -  INCREASIN G WOMEN' S SUSCEPTIBILIT Y 

same. A conspirac y o f silence therefore continue s t o surround HIV/AIDS . 

Women hav e foun d i t difficul t t o overcom e thes e barrier s an d hav e 

not bee n abl e t o open u p communicatio n wit h clinician s an d counsellor s 

or eve n wit h thei r peers . Becaus e wome n hav e bee n constraine d i n talk -

ing abou t sexuality , ther e i s littl e know n abou t th e diseas e i n women . 

Until now , me n hav e forme d th e vas t majorit y o f subject s i n studie s tha t 

form th e foundation fo r our current treatmen t o f HIV infectio n wit h anti -

retroviral therap y an d ou r bes t knowledg e abou t prophylaxi s an d treat -

ment o f opportunisti c infections . Cotto n an d co-worker s reviewe d dat a 

regarding accrua l o f patients t o multi-centre trial s and found tha t onl y 6. 7 

per cen t o f th e participant s wer e women . A s a  result , timel y diagnosi s fo r 

women ha s bee n compromise d b y inappropriat e cas e definition s o f th e 

symptoms fo r AIDS . 

The existenc e an d persistenc e o f thi s socia l constructio n o f sexualit y 

has le d t o th e evolutio n o f a  numbe r o f ritual s tha t hav e mad e wome n 

more vulnerable t o the epidemic . The ritual s have varie d forms i n variou s 

countries. Th e underlyin g messag e tha t al l thes e ritual s portra y i s tha t 

women's sexualit y represent s th e interfac e betwee n tw o mos t poten t an d 

insidious forms o f oppression tha t prevai l i n societ y -  gende r an d sexuality . 

The reluctanc e t o address thes e issue s has limite d th e effectivenes s o f pro-

grammes designed t o improv e women' s health , develo p lif e skill s and pre -

vent HI V an d othe r sexuall y transmitte d diseases . 

With suc h a n entrenched knowledg e base , how the n ca n message s o n 

safer sexua l practice s t o preven t HIV/AID S mak e a n impac t o n th e 

human min d -  a n impac t tha t ca n foste r a  proces s toward s positiv e 

behaviour change ? I n Zimbabwe , dat a obtaine d throug h community -

based researc h carrie d ou t b y women's organisations hav e strengthened , o r 

rather complicated , thes e dilemma s eve n more . Researchers i n Zimbabw e 

are recording how eve n today , i n some part s of Matebeleland, th e engage -

ment o f fathers-in-la w wit h thei r daughters-in-la w i s a  culturall y sanc -

tioned practice . A s i t is , women i n th e developin g worl d marr y me n wh o 
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are much older tha n them , have had a  number of sexual encounters an d 
are therefor e epidemiologicall y mor e vulnerabl e t o HIV/AIDS . Wha t 
would be her level of vulnerability i f culturally she is required t o have sex 
with her father-in-law a s well? 

Myths are also rooted i n the natur e o f denial tha t i s associated wit h 
HIV/AIDS. Because HIV/AIDS is so frightening, ther e is a temptation t o 
deny the existence of the disease. After all , wouldn't i t be nice i f the dis-
ease was not there ? In large parts of the world, even today, there i s a ten-
dency t o attribut e HIV/AID S t o witchcraft , o r to believe tha t a  cure fo r 
the viru s i s available i n traditiona l an d alternativ e medicine . Thi s pre -
condition o f th e huma n min d ha s bee n keepin g peopl e fro m ownin g 
responsibility fo r thei r sexual decisions. 

As I  write, my mind meander s back t o the cornerstone i n the entir e 
saga -  th e firs t myt h surroundin g wome n an d HIV . AID S wa s firs t 
detected a s a  distinc t clinica l syndrom e i n th e summe r o f 1981 , when 
physicians i n California an d New York noted clustering of unusual infec -
tions and cancer s i n their patients . Almost al l these patients were young 
gay men, a group not previously known to have such 'opportunistic' infec-
tions. In August, a mere two months after th e first case s were reported i n 
men, the same syndrome was identified i n a woman. It was soon apparent 
that women were also vulnerable and within a year or two there were data 
to suggest that women were as likely to become infected wit h the virus as 
men. The initia l misunderstanding tha t AIDS was a disease of men could 
be attributed perhap s to a historical accident . Yet myths around th e virus 
prevailed. In 1985,  a cover story in Discover, a  popular science magazine , 
dismissed the ide a of a major epidemi c in women. The explanation give n 
was that because the rugged vagina was designed for the 'wear and tear of 
intercourse an d birthing' , i t wa s unlikel y tha t wome n woul d eve r b e 
infected i n large numbers through heterosexual intercourse . Nevertheless, 
even a s such projection s wer e being written, HI V wa s affecting million s 
of women. B y 1991 , AIDS was a leading kille r of young women i n mos t 
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large U S cities . Th e firs t myt h tha t wome n wer e no t vulnerabl e o r sus -

ceptible t o th e epidemi c ha d bee n broken . 

And ye t th e politica l wil l t o confron t realit y wa s no t forthcoming . I 

was attendin g a  hig h leve l meetin g o f donor s an d th e Governmen t o f 

India, attende d b y senio r Secretarie s o f State , decision-maker s fro m th e 

donor community , an d healt h expert s an d professionals . W e wer e hon -

oured t o hav e th e opportunit y t o hea r th e renowne d epidemiologist , th e 

famous Dr . James Chin, spea k on th e lates t projections o f the epidemi c fo r 

India. Hi s prognosi s wa s alarmin g -  a  startling figur e o f 5  millio n Indian s 

to b e infecte d wit h HI V b y th e tur n o f th e century . Thi s figur e surpasse d 

the projection s mad e fo r othe r disease s lik e tuberculosi s an d malari a 

which til l the n wer e considere d mor e seriou s tha n HIV/AIDS . Wherea s 

tuberculosis wa s affectin g on e i n ever y 7  Indians , HI V wa s affectin g on e 

in ever y 12 0 Indians ! Wha t Dr . Chin wa s projecting seeme d s o unreal t o 

our polic y makers . 

The meetin g conclude d wit h a n unfortunat e outburst . Th e Healt h 

Secretary admonishe d th e revered epidemiologis t -  'Dr . Chin, yo u are act -

ing rathe r irresponsibly ! Thi s i s jus t goin g t o caus e a  scar e i n th e India n 

population! Afte r al l w e Indian s ar e no t a s promiscuous a s th e peopl e i n 

the othe r countrie s wher e th e epidemi c i s raging. D o yo u understan d ou r 

culture? Ho w accurat e ar e you r projections ? W e nee d t o loo k a t th e 

methodology use d t o arriv e a t thes e figures . T o m e the y see m rathe r 

inflated.' M y ja w dropped . I  coul d visualis e an d fee l th e emergin g 

challenge -  th e challeng e o f facin g an d overcomin g th e syndrom e o f 

complete denia l cause d b y a  sense o f frustration, hopelessnes s an d fear . 

This psych e coul d b e felt , see n an d hear d acros s th e spectru m o f ou r 

development partners . A  yea r late r I  visited som e highwa y intervention s 

undertaken b y some NGOs i n India with th e truc k drivers . I  was intrigue d 

to see tha t th e condom s wer e being used t o repai r th e radiato r leakage s i n 

the trucks . Discussion s wit h th e truc k driver s an d th e cleaner s reveale d 

that th e impac t o f the awarenes s campaign s o n th e us e of the condom s a s 
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a preventiv e measur e ha d bee n minimal . A  ver y logica l argumen t wa s 
offered b y the truckers. 'Our fathers and forefathers wer e all truck drivers. 
They wer e not infecte d b y HIV/AIDS. I n fac t the y lik e us did hav e se x 
every 400 kilometres of driving as it was believed that this prevented acci-
dents by letting the heat out of the body at regular intervals. ' 

Learning through unlearning 
These discussions were signalling a message for our work. There could be 
no real success as far as imparting information abou t HIV/AIDS was con-
cerned unless the old learning which had been entrenched i n the human 
mind wa s somehow unlearned . I t was with thi s tas k i n mind tha t w e set 
out t o explore the myths and rituals surrounding sexuality . 

What wa s really interestin g wa s that th e data were clearly revealin g 
that there was no difference betwee n the literate and the illiterate women 
in Senegal as far as knowledge abou t thei r bodies and thei r sexuality was 
concerned. Educatio n with a well thought ou t component o n the gender 
construction o f sexualit y wa s therefor e neede d t o preven t th e sprea d o f 
HIV/AIDS in a country where myths and rituals are more deeply embed-
ded i n th e huma n min d tha n bookis h knowledge . Th e tas k i s hug e -
where does one begin ? The firs t ste p remains t o be taken , an d tha t i s to 
document the existing myths and practices in each country and encourage 
a critiqu e o n th e validit y an d us e o f suc h ritual s withi n th e contextua l 
realities of the HIV/AIDS epidemic. 

The process will not be an easy one. Questioning deep-rooted myth s 
and ritual s will invit e anger , denial , frustration, eve n apathy , but i f done 
with th e spiri t o f inclusio n an d involvemen t o f those whose power i s at 
stake, a t leas t a  new socia l enquir y wil l begin . This enquir y wil l i n tur n 
raise questions, some which may not have answers today, but th e proces s 
will uncove r ne w vistas , ne w answers , o n th e pat h o f discoveries , ne w 
solutions t o fresh challenge s an d perhap s t o th e on e challeng e loomin g 
ahead of us - o f combating the HIV/ AIDS virus. 
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Chapter Fou r 

No Answers - Jus t Discoveries 

The discovery 
Phoenix-like, h e ros e fro m th e ashe s t o resurrec t himself . Everybody' s 
whipping boy suddenly refused t o be persecuted any more and fought hard 
and successfully t o regain his credibility as a person. This is not a  story on 
celluloid bu t a  true story of a boy born i n th e alle y of a  red ligh t are a i n 
Kalighat. This i s the story of Mrinal Kanti Dutta . 

Mrinal Kant i Dutt a toda y spearhead s a  movemen t fo r se x workers ' 
rights in the city of Calcutta i n India. Mrinal was born i n the alley of the 
red light area in Kalighat - a n illegitimate child of possibly an honourable 
citizen o f th e country . T o shelte r hi m fro m th e wrat h o f th e locals , hi s 
mother sen t him t o a school i n an adjacen t locality . But as it turned out , 
Mrinal foun d himsel f belongin g nowhere . Hi s educatio n ha d separate d 
him fro m th e offsprin g o f othe r se x worker s bu t hi s identit y kep t hi m 
ostracised fro m th e socia l mainstream. Th e potentia l tha t wa s created a s 
a resul t o f this strange 'mix ' wa s recognised b y the Al l Indi a Institut e of 
Hygiene an d Publi c Health , a s i t launche d th e STD/HI V Interventio n 
project (SHIP ) i n th e city . Th e SHIP , widely know n a s th e Sonagach i 
project, starte d i n 1992 , experimentin g i n th e are a o f publi c healt h t o 
control the transmission of STD/HIV among the sex worker communities 
in Calcutta . Durin g th e cours e o f th e project , th e focu s broadene d con -
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siderably beyond disease control to address the structural issue s of gender, 
class an d sexuality . Th e projec t use d thre e fundamenta l principles : 
Respect, Recognition an d Reliance. The belie f tha t sex workers can best 
work for themselves had refined thei r strategies. In fact, from th e time he 
took over , Mrina l Kant i Dutt a introduce d a  fundamental chang e i n th e 
organisation, i.e . the inclusio n of sex workers in the key managerial posi-
tions of the project. Today, 25 per cent of the positions have been reserved 
for se x workers . 'Only i f there i s no alternativ e wil l outsiders be consid -
ered', he says. This approach in fact comes from the ideological base of the 
project. Thi s ideologica l bas e questione d cultura l stereotypes , socia l 
denial an d huma n marginalisatio n i n a  manne r tha t i s democratic, no t 
authoritarian, a  manne r whic h wa s no t confrontationa l an d ye t chal -
lenges powe r structures , workin g throug h the m an d wit h the m s o a s t o 
strengthen them as partners. The issue of HIV/AIDS was used as the entry 
point fo r thi s socia l transformation . Th e projec t invite d member s o f th e 
sex workers' community to act as motivators and peer educators and Mrinal 
was th e firs t t o join . A s tim e progressed , th e STD/HI V Interventio n 
Project gradually developed int o a full-fledged movemen t for sex workers' 
rights. Today, a union of sex workers called the Durbar Mahila Samanvaya 
Committee (DMSC ) has been formed and the so called 'fallen women', or 
street walkers , have graduated t o becoming vociferous advocate s of legis-
lation and recognition of their work as a profession . 

Starting as a helper i n the STD clinic, Mrinal went from strengt h t o 
strength as this movement develope d an d finally becam e the head o f the 
entire project . Interestingl y thi s happened o n the same day that th e firs t 
major politica l victor y fo r th e organisatio n wa s won . Th e firs t victor y 
came on Ma y Day i n 1999 , as the stat e governmen t recognise d th e self -
regulatory boards set up by the sex workers with member s from th e stat e 
government's Socia l Welfar e Departmen t an d th e stat e Women' s 
Commission. The history of this victory i s in fact a  unique story. 
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Sonagachi 
For 40 0 year s Sonagach i ha d bee n know n a s th e are a wher e vic e an d 

crime prevailed . Youn g virgin s wer e brough t an d sold ; se x wa s bought , 

mostly wit h som e kin d o f coercion ; legendar y don s lik e Biswanat h 

Bhattacharya sen t tingle s o f fear u p women' s spine s a s they approache d a 

brothel owne r an d shouted , 'W e wil l tak e a  gir l fro m you r hous e alon g 

with tw o bottle s o f bee r o r els e .  . .  '.  I n thi s are a o f vic e an d crim e als o 

lived Ansa r Al i wh o everybod y kne w ha d 1 5 wives and ye t remaine d free 

to terroris e othe r girl s i n th e area . Thi s wa s th e piec e o f land , Sonagachi , 

where Shankar i Pa l reminisce s sadly , 'W e go t onl y slaps . Shoe s wer e 

thrown a t us , cigarett e butt s wer e stubbe d o n ou r cheeks. ' Peopl e fro m 

'respectable' societ y cam e t o Sonagach i bu t unde r stress , takin g pain s t o 

avoid an y kin d o f recognition . Interestingl y Sonagach i wa s th e lan d tha t 

laid bare human powe r relations an d resultan t exploitation s i n the crudes t 

form possible . I t wa s here tha t th e mos t vulnerabl e o f the girl s rose over a 

course of time t o become exploitativ e an d distastefu l powe r broker s i n th e 

form o f brothel owner s o r 'malkins' . They shrewdl y negotiate d th e sal e o f 

flesh i n the mids t of an environment loade d with risk and violence . To pu t 

it i n anothe r way , Sonagach i wa s a  lan d o f negotiation s -  wher e agree -

ments wer e bein g negotiate d da y i n an d da y out . I t wa s perhaps thi s skil l 

in negotiatio n tha t wa s used effectivel y b y th e SHI P projec t t o transfor m 

and refor m th e balanc e o f power relation s i n th e tw o mos t insidiou s area s 

of oppression fo r women , gende r an d sexuality . 

Negotiations with the self 
The firs t se x worke r teste d positiv e i n Calcutt a i n Kidderpor e i n 1982 . 

Subsequently, othe r case s were detected i n the adjoinin g re d ligh t area s of 

Chetla, Bo w Bazar , Sonagachi, Rambagan , Sethbagan , etc . As prevalenc e 

rates ros e t o 5  pe r cent , th e Worl d Healt h Organizatio n move d th e focu s 

of it s intervention s t o condo m distributio n throug h pee r motivators . Th e 

respect an d recognitio n provide d b y th e projec t t o 6 5 pee r motivators / 
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educators transforme d th e live s o f th e se x workers . The y acquire d infor -

mation an d knowledge alon g with th e gree n coat s and staf f identit y cards , 

which rockete d thei r estee m 'bot h sel f an d societal' . Th e transformation , 

however, wa s a  resul t o f a  wel l though t ou t an d transparentl y execute d 

process. A  serie s o f activitie s wa s organise d wit h th e ai m o f promotin g 

self-reliance, confidenc e an d socia l dignity . 

From th e ver y beginning , th e projec t mad e i t ver y clea r t o th e se x 

workers tha t i n n o wa y woul d th e rehabilitatio n approac h b e adopted . 

The projec t ha d no t bee n establishe d a s a  'saviour ' o f fallen women . 

The projec t provide d th e peer educators with every semblance o f paid 

employment, e.g . uniform , identit y cards , attendanc e register s tha t gav e 

them socia l recognition . Write s Madhab i Jaiswal , 'Th e projec t ha s 

enabled m e t o face societ y wit h confidence ' an d Pushp a adds , Th is apro n 

has change d my  life , m y identity , no w I  can tel l other s tha t I  am a  socia l 

worker, a  health worker' . 

A serie s of discussions wa s conducted i n an ope n environmen t whic h 

raised critica l posers for th e se x workers, 'Why a m I  where I  am?'. Answers 

to thes e poser s wer e provide d no t b y anecdota l rational e bu t b y empirica l 

evidence. A  bas e lin e surve y conducte d b y th e project , usin g a  participa -

tory methodology , recorde d tha t penur y an d deprivation , bot h socia l an d 

economic, wer e th e mai n factor s tha t drov e wome n int o th e se x trade . 

84.4 pe r cen t o f th e se x worker s wer e foun d t o b e illiterate . Onl y 8. 6 pe r 

cent o f th e se x worker s ha d com e willingl y t o th e se x trade ; th e res t wer e 

there becaus e o f acute poverty , a  family disput e o r becaus e the y ha d bee n 

misguided an d kidnapped . 

And a s th e wome n sa w thei r vulnerabilit y receivin g th e suppor t o f a 

structural framework , the y move d awa y fro m perceivin g themselve s a s 

'sinners an d loos e women' . Toda y Reb a Mitra , a  pee r educator , emphati -

cally demand s tha t th e se x trad e b e recognised . 'Yo u se e i n th e society , 

people ar e engage d i n variou s form s o f employment . Fo r u s thi s trad e i s 

also a n employment . Wh y wouldn' t th e governmen t recognis e it ? Wh o 
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says we are loose women?' Wonders Gita, 'Are we alone t o blame? What 
about the men who come to us? Are they not also polluting the society?'. 
This awakening was a very significant transformatio n tha t the project had 
achieved. The sex workers of Calcutta had begun to challenge the age-old 
notions an d wer e tryin g t o reconstruc t thei r identity . Thi s wa s th e firs t 
stage o f negotiations toward s safe r sexua l practice s -  a  negotiation wit h 
the self. 

Negotiations with the peers 
Ironical a s i t ma y seem, a s women i n th e se x trad e wer e revisitin g thei r 
own stereotypes and getting empowered i n the process, an incident which 
precipitated thei r vulnerabilit y occurre d i n th e projec t area . I n earl y 
September 1994 , an NGO, with the help of the state government and the 
local police , forcibly collecte d bloo d sample s from abou t 5 0 sex workers. 
Earlier the y ha d dragge d ou t a  brothel owne r t o th e loca l polic e statio n 
and threatene d he r wit h seriou s consequence s i f she di d no t co-operat e 
with them i n these research trials . It was at thi s juncture tha t th e projec t 
saw that th e empowermen t o f 65 peer educators , although a  good begin -
ning, still lef t larg e numbers of sex workers quite vulnerable . How would 
safer sex practices get entrenched wit h this as the backdrop? At th e same 
time, this incident served as an eye opener to the peer educators who now 
began to view the whole issue within a framework o f human rights . They 
began to feel tha t i t was critical tha t an organised body of sex workers be 
set up to collectively figh t suc h instances of assaults on thei r dignity an d 
rights. The proces s o f empowermen t thu s move d int o th e nex t stag e of 
negotiations, fro m negotiation s wit h th e sel f t o negotiation s wit h th e 
peers. 

The ideolog y during thi s second leve l of negotiations remaine d con -
sistent - th e belief that sex work was an occupation and not a  moral con-
dition. An d becaus e se x wor k wa s a n occupation , occupationa l hazard s 
had t o b e identifie d an d overcome . Th e occupationa l hazard s wer e 
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STDs/HlV, violence an d sexua l exploitation . Unless thes e were overcom e 

the whol e struggl e o f gettin g th e se x trad e acknowledge d a s a  professio n 

would remai n futile . Wit h thi s a s the rationale , th e pee r educator s move d 

from hous e t o hous e i n th e re d ligh t area s equippe d wit h accurat e infor -

mation o n ho w t o preven t STDs/HIV , ho w t o acces s medica l car e an d 

how t o questio n powe r structure s tha t promote d violence . Th e fieldwor k 

began a t 1 0 a.m . an d continue d unti l 1.0 0 p.m . Eac h grou p o f pee r 

educators (fou r i n eac h group ) contacte d 40-5 0 se x worker s an d 10-1 5 

brothel owner s daily . They encourage d th e se x workers to attend th e clini c 

for regula r health chec k ups ; they use d flip chart s an d leaflet s fo r effectiv e 

dissemination o f informatio n o n STDs/HIV ; the y carrie d condom s wit h 

them t o distribut e t o th e se x workers . A s th e projec t progresse d the y 

monitored th e us e o f th e condom s b y givin g cardboar d boxe s t o th e se x 

workers fo r disposa l o f th e use d condoms . Whe n aske d abou t th e rat e o f 

condom us e an d whethe r i t ha d show n sign s o f progress , Kamal a 

Mukherjee an d Isik a Bas u repl y 'Loo k a t th e dustbin s i n th e are a an d yo u 

will ge t th e answer . Th e cardboar d boxe s ar e ther e t o sho w tha t th e rat e 

of condo m us e ha s definitel y gon e up.'  An d a s thes e activitie s promote d 

interaction amongs t th e communit y th e approach o f the projec t expanded . 

The projec t ha d begu n a s a targeted interventio n t o prevent th e sprea d o f 

HIV/AIDS, usin g th e basi c construc t o f a  behaviour chang e strategy . Bu t 

soon th e mai n obstacle s facin g th e successfu l implementatio n o f th e pro -

ject wer e recognise d a s bein g socio-historica l an d no t jus t behavioural . 

The socia l constructio n o f sexuality, th e lac k o f a social acceptanc e o f sex 

work, lega l ambiguitie s surroundin g law s relatin g t o se x work , wer e no w 

recognised b y th e communit y a s element s t o b e confronted , battle d 

against an d overcome . 

This analysi s became th e ancho r whic h enable d negotiatio n amongs t 

the peer s an d brough t the m togethe r t o for m th e Durba r Mahil a 

Samanvaya Committee . A t tha t point , a  leadin g daily , th e Ananda  Bazar 
Patrika, haile d thi s mov e wit h th e headline , 'Se x worker s for m thei r ow n 
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organisation'. The move was hailed because i t was radically different fro m 
earlier attempt s i n thi s direction . Th e earlie r attempt s a t bringin g se x 
workers together had name d themselve s as fallen women' s organisations , 
e.g. Patit a Udha r Samiti . These attempt s disallowe d ne w notions o f self 
and onl y serve d t o enhanc e guil t an d sham e amongs t thei r members . 
Abha Bhaiy a has very aptl y remarked , 'Suc h attempt s hav e bee n apolo -
getic rathe r tha n liberating' , an d hav e remaine d i n th e periphery , awa y 
from th e mainstream women's movements . 

Some critica l an d strategi c approache s wer e use d b y th e projec t 
towards enablin g wome n t o empowe r themselve s throug h a  proces s o f 
negotiations with thei r peers . These included : 

• Buildin g on the historical but laten t vibrancy i n the sex workers com-
munity. A s earl y a s 1980 , year s befor e th e projec t ha d begun , Ash a 
Sadhukan, togethe r wit h Putu l Singh , Pramil a Singh , Manj u Biswa s 
and som e others , ha d forme d Mahil a Sangha . Bravin g threats , the y 
carried o n a  sustaine d campaig n agains t 'Langra' , a  loca l do n wh o 
extorted mone y fro m th e se x worker s an d the y finall y drov e th e 
notorious hoodlu m awa y from th e area . The pee r educator s use d thi s 
success to stir emotions and rall y people towards a common objective . 
This comin g togethe r ha d a  direct bearin g o n promotin g safe r sexua l 
practices. Th e client s soo n foun d tha t a t leas t i n som e cluster s the y 
could not move from on e brothel t o another i n search of condom-fre e 
sex. The condition s were the same in all the brothels. 

• Makin g sincer e effort s t o respon d t o th e perceive d need s o f th e se x 
worker communit y a s and whe n the y arose . For example , thoug h th e 
emphasis o f SHI P wa s t o overse e th e sexua l healt h need s o f th e se x 
workers, it made arrangements to provide non-formal educatio n to the 
sex worker s a s and whe n th e deman d fo r literac y programme s arose . 
Vocational trainin g programme s were conducted fo r age d sex workers 
in 1996-97 to respond to the demand for security in old age. The Usha 
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Multipurpose Societ y was set up as a credit an d saving s society and thi s 

helped forme r se x worker s wit h self-employmen t scheme s an d th e 

community a t large to be liberated fro m th e exorbitan t rate s of interes t 

that th e moneylender s demanded . Mor e an d mor e wome n joine d a s 

they foun d th e proces s meetin g thei r needs . 

• Creatin g spac e fo r expressio n throug h th e cultura l platfor m o f 'Koma l 

Gandhar'. Koma l Gandha r i s a  cultura l theatr e grou p forme d b y th e 

sex worker s themselves . Thi s mediu m expande d th e canva s o f com -

munication withi n whic h negotiatin g saf e se x ha d a  critica l niche . I t 

enabled th e se x workers t o come togethe r t o negotiate jointl y wit h th e 

clients, the pimps , the malkin s an d th e police , i n an environmen t tha t 

was non-threatening. 'I t has given us the space to say things tha t resid e 

in ou r hearts. ' 'Thi s mediu m ha s bee n ver y effectiv e i n settin g a  cod e 

of health conduc t fo r ou r clients. ' 

• Workin g agains t patriarchy , no t agains t men . Th e pee r educator s con -

ducted a  clien t surve y a s early a s 1993 . The surve y reveale d tha t onl y 

51.5 pe r cen t o f th e client s ha d hear d o f HIV/AID S bu t eve n thi s 

group lacke d awarenes s regardin g th e us e o f condoms . Regula r us e o f 

condoms wa s found i n 1. 5 pe r cen t o f thes e client s an d 72. 7 pe r cen t 

had neve r use d a  condom. A  meetin g wit h thes e client s o r 'babus ' was 

organised b y th e projec t t o buil d alliance s t o promot e safe r sexua l 

practice. Abou t 30 0 client s attended . Th e discussion s tha t bega n a t 

this meetin g le d t o th e openin g o f evenin g clinic s fo r th e clients , 

where the y coul d receiv e fre e treatment , counsellin g an d acces s t o 

condoms. Socio-cultural programme s wer e organised t o introduc e safe r 

sex an d HIV/AID S message s targetin g th e clients . Toda y th e client s 

have com e togethe r i n a  support grou p calle d th e 'Sath i Sangha' . Thi s 

group support s th e se x worker s i n motivatin g ne w client s t o us e th e 

condoms an d th e client s grou p provide s suppor t t o th e se x worker s i n 

their effort s t o eliminate sexua l violence i n the area . I t i s interesting t o 
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note here, that a  section of clients, or 'babus', had al l along played a  very 

significant rol e in the history of prostitution i n Calcutta, Durin g the days 

of the national movemen t i n the early twentieth century , they inspire d 

the Sonagach i wome n t o rais e funds t o ai d th e freedo m struggle . 

Negotiating for safety with structures 

The pimps 
Things were never smooth sailing in Sonagachi. There has always been a n 

undercurrent o f contro l b y veste d interests , th e police , th e crimina l an d 

political nexus . 'A  re d ligh t are a i s indee d a  viciou s circle' , explain s 

Bhaskar Banerjee , a  field administrato r unde r th e SHI P project . 'Her e n o 

one ca n liv e withou t negotiatin g wit h thos e elements . An d non e o f th e 

elements wil l allo w anythin g tha t wil l harm thei r interests. ' I n Sonagachi , 

pimps were not isolate d individuals . They wer e a  well-knit panchaya t lik e 

a network , le d b y mukhiya s o r headmen . Th e projec t tea m me t wit h th e 

mukhiya t o presen t a  V i n -  win ' argumen t an d negotiate d th e suppor t o f 

the pimps . I t became clea r tha t th e mukhiya s di d no t wan t t o suppor t th e 

project becaus e th e pimp s feared tha t recognisin g tha t th e HI V viru s wa s 

present i n Sonagach i woul d destro y thei r business . Bu t whe n th e projec t 

team compose d o f se x worker s (wh o ha d a n equa l stak e i n ensurin g tha t 

this busines s wa s no t destroyed ) explaine d tha t wha t woul d destro y th e 

business wa s i n fac t turnin g a  blind ey e t o th e sprea d o f AIDS , th e pimp s 

took i t seriousl y an d mor e o r les s agree d no t t o resis t th e campaign . 

Similar approache s wer e adopte d wit h th e polic e an d th e malkins . 

The police 
Training for polic e personne l wa s organised afte r a  strong partnershi p wa s 

established b y the projec t wit h th e Calcutt a Polic e Department . Th e rol e 

of th e Al l Indi a Institut e o f Healt h an d Hygien e i n buildin g thi s bridg e 

was phenomenal. Til l the en d o f April 1986 , about 18 0 police officers ha d 

attended thes e trainin g programmes . This kind o f orientation enable d th e 
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police personne l t o understand th e 'risks ' t o thei r ow n live s and th e live s 

of thei r familie s a s a  resul t o f thei r sexua l brutalitie s o n th e wome n o f 

Sonagachi. This orientation , combine d wit h th e collectiv e empowermen t 

of the se x workers an d th e client s i n th e area , change d th e stat e o f affairs . 

'The polic e has t o think twic e before hittin g us',  'Aa j Than a Jane se Kurs i 

Milte Hai , Pehl e hamar a cas e bh i registe r nahi n hot a tha' , i.e . Toda y w e 

go t o th e polic e statio n an d w e ar e offere d a  chai r t o sit , earlie r the y di d 

not eve n registe r a  cas e i f w e wen t t o repor t abuse' . Thi s qualitativ e 

indicator o f succes s an d empowerment , expresse d b y Putu l Singh , th e 

Secretary o f th e DMSC , bring s ou t th e exten t o f successfu l negotiation s 

that hav e take n plac e between th e se x workers and th e structure s i n suc h 

a meaningfu l way . 

The brothel  owners 
How do they measur e thei r succes s i n negotiating wit h th e malkins ? 'Wel l 

a numbe r o f malkin s toda y kee p condom s an d alon g wit h th e permanen t 

clients o r "babus " provid e thes e t o th e customer s a s the y come. ' Othe r 

indicators includ e th e provisio n o f a few days off for th e 'chokri' , or youn g 

sex worker , especiall y whe n sh e i s menstruating. Thi s wa s no t th e cas e a 

few year s ago . Bel a didi , on e o f th e malkins , informe d u s ho w sh e ha d 

opened a n accoun t i n th e Ush a Co-operativ e Societ y fo r he r chokri s -  a 

big strid e o f progres s fro m th e days , no t to o lon g ago , whe n Bel a did i 

herself use d t o b e pai d nothin g b y her malkin . Bel a did i had i n fac t live d 

in a  bonded stat e o f existence fo r 9  or 1 0 years where ever y penny earne d 

was shown a s used fo r repaymen t o f the deb t tha t sh e had incurred . Wha t 

exactly wa s thi s debt ? Th e pric e pai d t o th e pim p t o bu y he r (approxi -

mately $150) , th e mone y use d t o provid e he r clothe s an d cosmetic s fo r 

her profession , th e ren t fo r occupying a n are a 1 0 ft by 1 0 ft i n the brothel , 

and i n addition , o f course , food , water , electricit y an d medicine s fo r 

STDs, etc . 
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From the periphery to the centre 
The patter n o f women's empowerment processe s has been suc h tha t i t ha s 

addressed almos t ever y singl e developmen t issue , b e i t trade , economy , 

environment o r huma n right s governance . Bu t wha t i t ha s continuall y 

shied awa y fro m i s addressing issue s o f se x an d sexuality . I n th e las t tw o 

decades HIV/AIDS has forced man y groups to venture int o the are a of sex 

and sexuality , bu t th e discomfor t tha t mos t o f the m experienc e ha s kep t 

the discussio n a t ver y preliminar y levels , littl e abl e t o contribut e toward s 

the transformatio n o f vision , perceptio n an d attitude s relate d t o moralit y 

and societa l values . Th e SHI P projec t i n Sonagach i ha s trie d t o empha -

sise tha t th e struggl e o f th e se x worker s i s no t ver y differen t fro m th e 

struggle o f poo r wome n i n th e informa l sector . Th e struggl e i s essentiall y 

against patriarch y an d domination . Ther e ar e certai n nuance s i n thes e 

struggles whic h ar e different , bu t th e overal l spiri t an d thrus t remai n th e 

same. Bot h th e struggle s hav e questione d powe r relations , bot h hav e 

explored an d identifie d vulnerabilities , bot h hav e trie d t o brea k dow n 

structures tha t ar e oppressive . Th e se x worker s o f Sonagach i hav e toda y 

re-examined thei r situatio n vi s à  vi s mainstrea m societ y an d hav e com e 

up wit h som e ver y powerfu l observation s an d insights . Mal a Sinh a refer s 

to the women o f mainstream societ y as well as the sex workers of her com -

munity a s 'Dogs -  it' s just tha t on e i s a dog wit h a  colla r an d on e i s with -

out it'.  Sadhn a reflect s o n th e simila r level s o f violenc e i n th e live s o f 

women i n mainstrea m societ y an d wome n i n Sonagachi . Accordin g t o 

her, mos t relationship s fo r wome n ar e abusive , th e onl y differenc e i s tha t 

sex workers can openly figh t an d thro w th e partne r out , whereas a  marrie d 

woman suffer s i n silence. And a s they explore edge s over women i n main -

stream society , Minot i Dut t remarks , 'W e ar e mor e liberate d an d free  i n 

many ways . Those husband s a s passports t o ou r identit y ar e irrelevant. ' 

Over the las t 7  years, the project ha s regularly celebrated Internationa l 

Women's Day , World Environmen t Day , World AID S Day , participated i n 

book fairs , floo d relie f programmes , sen t delegation s t o Nepa l an d 
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Bangladesh, and to World AID S conferences . Durin g thes e exposure s the 

sex worker s hav e me t wit h a  rang e o f partner s fro m women' s groups , 

government departments , media bodies, donors, etc. and have evolve d the 

above-mentioned discours e on thei r situatio n withi n mainstrea m society . 

They hav e move d fro m th e periphery t o the centre, and in this process of 

negotiating thei r empowermen t an d safet y hav e contribute d ver y defi -

nitely toward s maintaining wellbein g in the larger society. How have the y 

done this ? The Sonagachi movemen t ha s successfully intervene d i n stop-

ping chil d traffickin g i n Wes t Bengal . Th e self-regulator y board s se t up 

this year are the mechanisms tha t enforc e this . A number of children traf -

ficked hav e bee n returne d bac k t o their home s and in this way the organ-

isation i s reducing vice and violence i n the larger society. Thus persuasive , 

not confrontational , approache s hav e brough t abou t rea l change s a t 

multiple level s -  th e leve l o f the self, th e level o f the peers and the leve l 

of deepl y embedde d structures . Thei r han d o f friendshi p an d suppor t i s 

now stretchin g furthe r an d further -  'eve n th e housewives nee d t o buil d 

their own organisation and join hands with us, otherwise they are not safe'. 

Dreaming Utopia 
The se x workers of Sonagachi had dreamed a  dream 7  years ago. A drea m 

to have a  community san s violence, sans HIV, sans STDs, sans oppression . 

They ha d dream t thi s drea m a t a  tim e whe n i t seeme d Utopia n t o mos t 

development workers . Thi s wa s because th e drea m di d no t fi t int o th e 

larger developmen t contex t o f the country an d the region . 

India i n 199 2 was entering it s second mediu m ter m pla n fo r AID S 

control. The epidemiological analysi s done by W HO at that poin t i n time 

projected a  bleak pictur e fo r the epidemic i n the country. I n 1994 , at the 

World AID S Conferenc e i n Yokohama, Indi a wa s being projecte d a s the 

AIDS capita l of the world. With overal l prevalence rate s still as low as 0.8 

per cent , th e country wa s emerging with a  sexual networking patter n tha t 

was quite alarming. The migration o f labour both withi n and without, the 
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high proportio n o f a  sexuall y activ e population , th e widenin g socio -

economic disparities , th e vulnerabilit y o f a  par t o f it s borders t o th e dru g 

trade, all pointed toward s an explosive epidemic i n the country . The high -

risk behaviou r studie s commissione d b y th e nationa l AID S Contro l 

Organisation i n 6 5 citie s o f th e countr y i n 1994-9 5 onl y validate d an d 

confirmed th e abov e trends . 

The existenc e o f the abov e factors di d mak e th e drea m of the wome n 

of Sonagach i rathe r unreal . Bu t b y 1996 , researc h dat a i n thi s oldes t an d 

largest red ligh t distric t o f Calcutta showe d indicator s tha t wer e different . 

The knowledg e o f STDs i n Sonagachi improve d fro m 6 9 per cent i n 199 2 

to 97.4 per cen t i n 1996 ; the knowledg e o f HIV/AIDS ros e from 30. 7 pe r 

cent i n 199 2 to 96.2 per cent i n 1996 . Condom usag e shot u p from 2. 7 pe r 

cent i n 199 2 to 81.7 per cent i n 1996 . The percentag e o f sex workers wit h 

genital ulcer s decreased fro m 6. 2 pe r cen t i n 199 2 t o 2. 9 pe r cen t i n 199 6 

and th e percentag e o f VDRL positivit y fel l fro m 25. 4 pe r cen t i n 199 2 t o 

14.3 per cen t i n 1996 . Above all , HIV/AIDS prevalenc e level s plateaue d 

at 5  pe r cen t whe n othe r re d ligh t area s i n th e countr y wer e recordin g a 

rate of 55 per cent. I n fact, o n 1 8 September 1995 , the Telegraphy  a leadin g 

daily of the country , hailed Sonagach i a s the bigges t brothe l i n Asia , wit h 

a recor d negativ e growt h rat e o f HIV/AIDS . 

The drea m i n fac t wa s no t quit e unreal . A s w e talke d t o th e wome n 

of Sonagachi , i t becam e clea r tha t thei r drea m wa s onl y partl y fulfilled . 

They wer e stil l dreamin g o f a  world wher e se x wor k woul d b e recognise d 

as labour , wher e a  majorit y o f the m ove r tim e woul d hav e entere d stabl e 

marital relationships again , where th e world would have redefine d se x an d 

sexuality fro m a  feminist perspective . 

Sonagachi for me came to symbolise the very best i n the human spirit' s 

search fo r survival , fo r recognition , fo r respect . I  lef t Sonagach i wit h a 

number o f visions i n my mind -  a n oasi s in a  desert, a  flame  continuin g t o 

flicker i n a  storm , a  mountainee r scalin g height s an d worth y wome n 

carving a  niche fo r themselves , declarin g themselve s a s women o f worth . 
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Chapter Fiv e 

'I Know I am a Woman of Worth' 

I am reminde d o f Robert Benigni' s portraya l i n hi s Oscar winnin g fil m 
Life is  Beautiful  Tough , disturbin g circumstance s i n a  concentratio n 

camp an d ye t lif e coul d b e beautiful . That , o f course , wa s on celluloid . 
The focus moves to Mexico - rea l life, real women and a real life threat -
a viru s calle d AIDS . Th e repor t o f th e community-base d researc h 
entitled, 'Mexican Women and the HIV/AIDS Epidemic; the intersection 
of Gender, Power and HIV/AIDS in Mexico', has significantly delved into 
what the researchers have called 'lives of challenge and achievement' . 

Life with HIV/AIDS ca n be beautiful . Thi s i s what work i n Mexic o 
is beginning to highlight. The result s of a participatory community-base d 
research i n thi s Centra l America n countr y hav e bee n quit e revealing . 
Forty-six women living with HIV/AIDS were interviewe d separately an d 
in groups. With ages ranging from 2 2 years to 54 years, this group of pos-
itive women with positive approaches represented a  range of experiences, 
a spectrum of perceptions and motley of feelings. Nineteen wer e married 
or living with a  partner, 1 2 were widowed an d 1 5 women were single or 
separated. Al l ha d a t leas t 6  year s o f forma l education , wit h 7  havin g 
reached universit y leve l Mos t o f th e wome n interviewe d describe d a 
process of growing self-value and self care in spite of their commitment t o 
taking care of their male partners and thei r children . 
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I value my life  more and I  try not to  expose myself to  getting sick, I see my 
life with more  caring  eyes. 1  think life  is  beautiful.  1  take care  and value 
myself more  as a woman because  I know I  am going to live longer and 1 am 
well. .  .  I  love  myself more. 

I know  1  am a  woman  of  worth.  1  exercise more and  try  not  to  become 
depressed. I take  care of my health  and my son's  health. He  is  not infected. 

1 know that  there are no victims or guilty parties. This  happened  to me and 
1 have to  know how  to  live with dignity and quality of  life. 1  am more  care-
ful about  what  I  eat, I  don't drink , I  smoke less.  When 1  am not depressed , 

that is. 

1 take care  of myself  first.  Before  1  thought of  my  family  first , but  now  1 
understand that  if I am well,  they  will be too. 1  value myself  much  more.  1 
think, now  that  1  know 1  have HIV,  all  of us  need to  value our  body  and 
our feelings. 

These voices seem to indicat e tha t women are coping exceptionally wel l 
with a n otherwis e rathe r debilitatin g diseas e -  debilitatin g socially , 
economically, physically and emotionally . 

Changes in her emotional lif e 
What filled me with amazement as I read and re-read these quotations was 
that thi s leve l of self-esteem wa s not commo n i n the genera l populatio n 
in Mexico. And I  say thi s from empirical , no t anecdotal , knowledge . A 
comparative survey with 211 respondents in five provinces of the country 
covering rural and urban populatio n use d a  self-esteem inde x to measure 
this aspect. Only 27.7 per cent of the women and 45.4 per cent of the men 
had a  high self-esteem. Mor e women (68. 6 per cent) tha n me n (43. 1 per 
cent) had lo w self-esteem. 

An inde x t o measur e depressio n wa s also used , based o n a n instru -
ment that had been validated and used extensively in Mexico. Over twice 
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as many women as men were severely depressed (28. 6 per cent of women 
and 13. 3 pe r cen t o f men) . Wome n als o ha d a  highe r proportio n o f 
moderate depressio n (54. 5 per cent) a s compared t o men (38. 8 per cent). 
In general , the conclusio n reache d wa s that a  general lack of self-estee m 
and a depressed emotional state made negotiation of safer sexual practices 
much more difficult fo r women. This no doubt increased their vulnerabil-
ity to HIV/AIDS i n Mexico. 

However, as we worked with a sample of women who were all infecte d 
with HIV/AIDS , th e percentage s o f th e depresse d an d th e dejecte d 
seemed t o be much lowe r i n thi s sample of women wh o for al l practica l 
purposes wer e facin g a  muc h toughe r se t o f circumstances . Th e wome n 
living with HIV/AIDS in Mexico, unlike the women living with the virus 
in some other countries , were depicting a  higher leve l of self-esteem an d 
confidence. A s brought ou t i n th e tabl e below , 36 out o f the 4 6 women 
interviewed sai d tha t the y too k greate r car e of themselves and 1 4 out of 
the 4 6 women said tha t the y value d themselve s muc h more . Only 5  out 
of the 4 6 said tha t the y did not tak e care of themselves and thre e out of 
the 46 said that the y felt depressed due to rejection . 

Table 1 

Change 

Takes care of herself more 

Values herself more 

Values life more 

Is careful to prevent infection of others 

Takes care of hersel f less 

Becomes depressed due to rejection 

Has difficulty finding a partner 

Has lost independence or become isolated 

Number 

36 

14 

5 

5 

5 

3 

3 

2 
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The question , therefore , tha t kep t arisin g wa s how wa s i t tha t Mexica n 
women wer e displaying a n increase d leve l o f self-esteem onc e the y wer e 
diagnosed a s HIV-positive? 

Compassion by the community 
The answers surfaced a s we delved int o the rich body of information tha t 
this participator y researc h provided . Wherea s rejectio n an d prejudic e 
towards people living with HIV/AIDS was common, Mexico could simul-
taneously boast of a show of compassion and solidarity by the communit y 
towards people livin g with HIV/AIDS . A numbe r o f respondents i n thi s 
study mentione d solidarit y fro m famil y neighbour s an d friends . On e 
woman described th e show of solidarity she received from he r neighbour . 
'My neighbours all talk to me, encouraging me. They ask me if 1 am going 
to the doctor . When m y husband died , since I  wasn't working , they gave 
me milk for my son. They came over to talk; they invite me to their homes 
and come over for lunch to my house. They ask me to watch their kids for 
them. A t firs t 1  was afrai d the y woul d rejec t me . I  eve n though t the y 
would chas e m e ou t o f th e neighbourhood , bu t i t wa s exactl y th e 
opposite.' Th e table s belo w brin g ou t th e level s o f rejectio n an d socia l 
inclusion i n th e Mexica n communit y toward s peopl e livin g wit h 
HIV/AIDS. Out of a sample of 46, 1 8 women had to face rejection by the 
community. However , wha t i s heartening t o note i s that a n almos t equa l 
number of people living with HIV/AIDS - abou t 1 5 in number - ha d also 
experienced a  fair amount of social inclusion and solidarity i n the face of 
the debilitatin g disease . Thi s findin g wa s differen t fro m th e finding s i n 
some othe r countrie s wher e compassio n b y th e communit y i s an excep -
tion rathe r than a  rule. 
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Table 2. Rejection encountered b y people livin g with HIV/AIDS * 

Offensive comment s 

None, because they don' t kno w her diagnosis 

Stigma related to homosexuality 

From her partner's family (toward s her) 

From her family, towards her partner 

Rejection by nurses 

No one donated bloo d when her husband neede d it 

Someone was forced to move out of the community 

5 

4 

3 

2 

1 

1 

1 

1 

* These included reactions the women themselves encountered, or which they observed 

in relation to others 

Table 3. Solidarity show n towards people living with HIV/AID S in the 

woman's communit y 

From the seropositive woman's own famil y 

Support from NGOs 

Support from neighbour s 

General support and solidarity from the community 

Existence of a home for seropositive peopl e without thei r family' s suppor t 

Recommendations by friends of which doctors to go to 

Support from the husbands famil y 

Support from affected and infected peopl e 

4 

3 

2 

2 

1 

1 

1 

1 

Access to counselling services 
Another kin d o f support whic h wa s a source of resilience t o women in 
Mexico was the availability of and acces s to treatment, alon g with coun -
selling services. In most countries, receiving the diagnosis is the most dif-
ficult momen t fo r th e patien t becaus e i t i s don e withou t providin g 
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adequate informatio n abou t th e disease . Healt h provider s hav e littl e 
training and skill s in counselling. They are , at best, able to provide some 
very basi c clinica l information . Th e doctor s o r nurse s someho w fin d i t 
difficult eve n t o hid e thei r ow n prejudice s relatin g t o thi s epidemic . 
'When I  went t o the hospita l .  . . the nurses put i n the I.V . (intravenou s 
equipment) an d they said something like "I am going to take a bath righ t 
away."' 

Counselling fo r HIV/AID S i s predicated o n a  number o f principle s 
and values including confidentiality, privilege d communication and inter -
personal relationshi p betwee n th e counsello r an d th e client . Besides , 
counsellors an d healt h car e provider s nee d t o b e equippe d wit h well -
presented an d accurat e informatio n o n non-clinica l issue s relate d t o 
HIV/AIDS, for example - ho w can a woman take her HIV status back t o 
the community ? Wh o shoul d sh e tel l withou t losin g lov e an d support ? 
How will she be able to break an abusive relationship in order to deal with 
her disease in an empowered fashion ? 

During the data collection process, one woman described her experi-
ence: The diagnosi s was difficult, principall y because I knew that i t was a 
fatal diseas e but I  knew nothing abou t th e process . But as the very sensi-
tive doctor gave me the result he said to me, "Don't worry, not everythin g 
is lost".' People living with HIV/AIDS need t o know tha t not everythin g 
is lost i f they contract th e virus. 

Access to medicines 
In Mexico , ther e i s a n enablin g polic y environmen t i n relatio n t o th e 
health car e o f peopl e livin g wit h HIV/AIDS . I t i s due t o thi s tha t th e 
governmental healt h services , especially th e Mexica n Institut e o f Socia l 
Security, a s well a s the Ministr y o f Health , provid e th e essentia l servic e 
of distributio n o f anti-retrovira l medication s t o peopl e livin g wit h 
HIV/AIDS. Over hal f th e wome n interviewe d durin g thi s researc h ha d 
access t o socia l securit y services , whic h mean t tha t the y woul d hav e 
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access to the anti-retrovira l treatmen t -  a n access that i s still a  dream for 
large numbers of women livin g i n Asia , Africa an d i n many other coun -
tries o f Latin Americ a an d th e Caribbean . Thi s acces s has undoubtedl y 
increased th e hope and th e self-esteem o f women living with HIV/AID S 
in Mexico . Receivin g informatio n abou t managin g HIV/AID S throug h 
medication an d sel f care, and i n general th e hope of living quite a  while 
after th e diagnosis , i s of fundamental importance . However, a t thi s june-
ture, it is necessary to point out that a  matter of concern expressed by the 
researchers was that 1 3 out of the 46 women interviewed were not receiv-
ing anti-retroviral treatmen t of any kind. This occurred when neither th e 
woman nor her partner were formally employe d and so were not covere d 
by social security benefits. The study has pointed out the need that access 
to medicatio n fo r peopl e livin g wit h HIV/AID S need s t o b e de-linke d 
from thei r employment status as this would otherwise enshrine economi c 
inequalities an d gende r biases , leavin g larg e masse s o f th e populatio n 
disadvantaged, especiall y a s the epidemi c progresse s an d mature s i n th e 
country. 

Thus, wha t i s critical i s to provid e wome n wit h acces s t o resource s 
which ca n enabl e the m t o figh t stres s an d depressio n an d t o procur e 
adequate treatment so that thei r vulnerability i s reduced. In fact, access to 
treatment and care where available i s making the HIV infection a  chronic 
disease that ca n be controlled fo r increasing  periods of time. 

'I am a woman.' 'I think life is beautiful.' These sentences continue to 
amaze me . The pictur e i n m y mind ha d bee n quit e different . Today , my 
mind is filled with impressions that resurface again and again as I read the 
report. I  remember I  had heard women with HIV, not so long ago, say in 
one countr y o f South Asia , T o b e alone an d dying , yet t o care for one' s 
own HIV-infecte d chil d i s a tragedy , th e dimension s o f which fe w o f us 
can trul y comprehend' , an d 'som e people ar e imprisone d fo r lif e becaus e 
they are HIV-positive'. 'As positive women, we are probably dealing with 
multiple losse s and ho w difficul t tha t ca n be whils t a t th e sam e time we 
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are coping with the possibility of our own shattered lif e spans.' Women i n 
Mexico were coping much better with the epidemic. 

No doubt, this conclusion tha t I  was drawing was based on empirica l 
averages and did hide a lot of disparities. Nevertheless, as I looked at th e 
sample o f th e study , th e reason s fo r thi s 'mor e positiv e positivity * wer e 
clearer. Wome n wh o participate d i n th e stud y cam e fro m al l incom e 
levels. The sample was taken with the intention of overcoming any biases 
relating t o economi c disparities . Th e sampl e include d wome n fro m th e 
formal sector , from th e informa l sector , with lo w incomes as well as high 
incomes. Ove r hal f th e wome n ha d pai d employment , abou t one-thir d 
had additiona l job s (othe r tha n thei r primar y employment ) whic h wer e 
usually informa l an d par t time . About one-quarte r o f th e sampl e had t o 
quit working due to some cause related to their HIV status, either because 
they became sick frequently o r because they migrated from a  rural area to 
a state capita l t o obtain bette r medica l services . Three wome n los t thei r 
jobs becaus e o f discriminatio n bu t di d receiv e a  pensio n an d medica l 
treatment throug h the social security health care system. 

Access to employment 
Simultaneously, analysi s o f th e sampl e an d th e result s o f th e stud y als o 
revealed that i n Mexico women living with HIV/AIDS could lead lives of 
dignity, positivit y an d enrichment , eve n i n th e mos t disturbin g an d lif e 
threatening circumstances , becaus e a  numbe r o f the m wer e gainfull y 
employed. Abou t 6 0 pe r cen t o f th e respondent s ha d pai d employmen t 
and another 25-3 0 per cent had work in the informa l sector . 

It seem s from th e abov e tha t th e ke y t o enabl e wome n t o rid e th e 
waves of th e epidemi c i s for policy-maker s an d planner s t o ensur e tha t 
women continu e t o be visibl e i n th e labou r market . Women' s economi c 
empowerment, manifeste d throug h thei r wor k participatio n rate , wil l 
need t o someho w b e increase d t o enabl e mor e wome n t o joi n i n th e 
crescendo - ' I am a woman of worth' . 
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Table 4 

Situation 

Women with employmen t 

Women with an additional jo b 

Women who stopped working due to living with HIV/AID S 

Women who los t their jobs due to discriminatio n 

Women who bega n to work du e to reason s related to livin g 

Someone else in the family bega n working related to livin g 

Someone else in the family bega n working related to livin g 

with HIV/AID S 

with HIV/AID S 

with HIV/AID S 

Women with young children who also had access to day care 

(through thei r ow n employer o r spouse) 

Number 

27 

17 

12 

3 

6 

3* 

1 * * 

Yes/ No 

*Two male partners stopped working because of thei r ow n healt h problems , while on e 

lost hi s job becaus e of discrimination . 

* * Th e daughter o f a  woman who was interviewed, who was 16 years old, left school 

after finishin g junior hig h school and bega n working to hel p support th e family . 

The tas k i s no t easy , fo r th e macroeconomi c environmen t tha t w e ar e 

facing toda y i s producing a  growth o f joblessness i n th e wak e o f structura l 

adjustment policies . Peopl e livin g wit h HIV/AID S wil l continu e t o nee d 

jobs an d s o policy-maker s an d planner s wil l nee d t o loo k agai n a t th e 

criteria fo r selectio n tha t the y ha d hithert o outline d fo r incom e generat -

ing programmes . Thes e wil l no w nee d t o someho w includ e th e need s o f 

people livin g with HIV/AID S an d on e wa y could b e t o includ e househol d 

dependency ratio s a s a  ke y elemen t i n th e selectio n o f participant s fo r 

income-generating an d economi c empowermen t programmes . I n fact , 

learning fro m th e experience s o f ou r partner s an d neighbour s an d build -

ing on th e lessons already generated, i t becomes imperativ e t o remind our -

selves of a  warning fro m a  well-known developmen t worke r wh o i s now a 

political figur e fro m Thailand , M r Jo n Unphakor n wh o a s earl y a s 199 3 

remarked, T h e mai n root s o f th e HIV/AID S situatio n i n Thailan d li e i n 
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the extremel y successfu l nationa l developmen t policie s o f th e las t thre e 
decades, which have focused o n a  rapid economic growth at th e expens e 
of all other considerations . This has brought abou t a  widespread increas e 
in economi c an d socia l disparities , a  grou p o f jobles s citizens , a  rapi d 
depletion of natural resources and the wholesale disintegration and degra-
dation o f the rura l society wit h it s traditiona l qualitie s of economic an d 
environmental sel f survivability, family an d community cohesio n an d a n 
in-built social welfare system. ' 

The way s i n whic h w e respond t o th e epidemi c no w wil l influenc e 
the ways in which women will participate and contribute to development 
in this twenty-first century . But national development wil l be conditiona l 
on human surviva l and on th e surviva l of those who reproduce an d nur -
ture th e huma n race . This, i n fact , need s t o be th e primar y focu s o f our 
attention today . The work in Mexico has shown us that women with HIV 
believe tha t lif e ha s t o b e live d an d live d well , tha t i t require s a  wil l of 
steel and a resilience tha t make s a woman. Even when they are no more, 
the world will say, 'She died with dignity after teachin g us what humanity 
is all about!' . 
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Chapter Six 

'She Died with Dignity after 
Teaching us what Humanity is 
All About' 

he die d afte r passin g he r HI V t o he r husband / Thi s i s an often -
'Srepeated sentenc e i n Zimbabwe. The echoes can be heard i n homes 

in workplace s an d i n graveyards , a t time s shrill , a t time s i n a  hushe d 
whisper. The tone , though, i s always accusatory. 

The corollary t o this statement, i.e . 'He died after passin g HIV to his 
wife*, i s seldom heard, perhap s only i n lo w whispers i n support group s of 
women livin g wit h HIV/AIDS . I  assume d th e reaso n fo r thi s stat e o f 
affairs la y i n th e fac t tha t sinc e tim e immemoria l wome n hav e bee n 
blamed for th e spread of STDs. The literatur e o f the early 1990 s pointed 
towards thi s analysis . Amon g certai n group s i n Thailan d an d Uganda , 
STDs wer e know n a s women' s diseases . I n Swahili , th e wor d fo r STD s 
literally means 'disease of women'. Essays on HIV/AIDS written by Ugandan 
school childre n showe d ho w dee p th e prejudic e wa s rooted . I n thei r 
writings, a s earl y a s 1992-93 , 40 youngster s expresse d th e opinio n tha t 
women were mainly responsible for spreading HIV, while only three named 
men. Thes e view s wer e hel d b y girl s a s wel l a s boys , highlightin g th e 
tendency o f the Victims ' of prejudice t o accept it s assumption a s natural. 
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In particular , femal e se x workers ha d almos t universall y bee n charac -

terised a s Vectors ' o f th e disease , a  descriptio n tha t completel y ignore d 

the rol e playe d b y th e customer . I n th e USA , i n th e earl y stage s o f th e 

epidemic, man y me n diagnose d wit h HI V blame d thei r infectio n o n a 

female se x worker . Onl y whe n interviewe d a t lengt h di d the y admi t t o 

injecting drug s o r havin g se x wit h men . Th e hars h judgemen t extende d 

even t o wome n wh o wer e sic k an d dying . 'I f yo u hav e AIDS , th e societ y 

rejects you . Whe n yo u di e yo u wil l no t eve n b e misse d becaus e yo u hav e 

died o f a  shamefu l disease' , a  marrie d woma n i n Zair e tol d researchers . 

'They wil l not see that mayb e she remained faithfu l whil e her husband ha s 

strayed.' Give n th e statu s o f wome n i n mos t societies , AID S i s doubl y 

stigmatising fo r mos t women . 

Women in the forefront 
As I  rea d th e repor t o n th e community-base d researc h undertake n b y a 

team o f researcher s i n Zimbabw e th e sentenc e 'Sh e die d afte r passin g he r 

HIV t o he r husband ' stoo d ou t a s a disturbing paradox . Wh y i s the deat h 

of a woman bein g echoed s o much i n a  society wher e mor e me n ar e dyin g 

because o f HIV/AIDS ? Th e stud y carrie d ou t amongs t 41 2 respondent s 

recorded tha t 10 9 ha d los t thei r spouses . O f thes e 10 1 (92. 7 pe r cent ) 

were wome n compare d t o 8  (7. 3 pe r cent ) wh o wer e men . An d jus t fiv e 

pages further int o the repor t I  found a n answe r t o my query. Though mor e 

men were dying of the epidemic i n Zimbabwe, i t was the women who wer e 

at th e forefront . Th e caregiver s interviewe d durin g th e researc h note d 

that t o enabl e a  change o f attitude o f the community , a  number o f peopl e 

living wit h HIV/AID S wer e disclosin g thei r statu s -  a  majorit y o f thes e 

were women . Wome n accepte d thei r HI V statu s an d trie d t o ensur e tha t 

the communit y knew . Men , however , preferre d t o di e i n silence . Thi s 

courageous approac h manifeste d itsel f i n th e compositio n o f th e suppor t 

groups o f peopl e livin g wit h HIV/AIDS , wher e ther e wer e mor e wome n 

as compare d t o men . Wome n wer e i n th e forefron t everywhere . A  larg e 
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majority o f th e participant s i n income-generatin g project s fo r familie s 
affected b y HIV/AIDS were also women. 

Caring in the face of adversity 
The profile of community caregivers also gave the epidemic a female face . 
As hospital infrastructur e wa s proving to be inadequat e an d family insti -
tutions, both nuclea r and extended, were burning out with the burden of 
disease an d sickness , group s o f caregiver s fro m th e communit y wer e 
springing up to respond t o the needs of the hour . These caregive r groups 
were composed of the women of the community, young girls taken out of 
school t o look afte r patient s an d som e young boys too! With littl e o r no 
resources available from th e city council for the execution of their duties, 
these group s were improvisin g an d respondin g o n a  day-to-day basis . I n 
the absenc e o f gloves an d fac e masks , the y wer e makin g d o wit h empt y 
plastic sugar packets. With no linen or soap available from th e loca l gov-
ernment, the y wer e straining thei r ow n household budget s t o cop e wit h 
the demands of the disease. From morning till evening they were bathing, 
feeding, cheering the sick, doing their laundry, talking about death to the 
children, helping in writing wills, and all this with no monetary remuner -
ation whatsoever ! 

Wilson, living in the Insiza district of Zimbabwe, had been a charmer, 
a flirt.  Bu t the n AID S dulle d hi s sparkl e an d confine d hi m t o hi s bed . 
That was when Sibongile Ndlovu increased her visits to his home, coming 
every day with food an d carin g for hi s bed sores . 'The whol e ski n on hi s 
side was coming off' , sh e says 'and i t filled his hut with a smell of sickness' . 
She persuade d th e clini c t o give her medicin e an d sh e rubbe d th e oint -
ment o n hi s ra w bedsore s ever y da y fo r tw o month s unti l h e died . Fou r 
years hav e passed , bu t despit e tha t ordea l Ndlov u i s stil l carin g fo r 
patients. How many has she assisted? 'Forty-two', she says, checking a tat-
tered ledger with hand-written notes . How many have died? 'Sixteen. ' 

With littl e training in home-based care , these caregivers were in fact 
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working i n 'high-ris k environments' , wit h littl e t o protec t themselve s 

against infection . An d ye t whe n aske d wha t the y woul d prefer , give n a 

choice -  t o continu e carin g fo r th e perso n livin g wit h HIV/AID S i n th e 

homes o r t o pu t the m i n institution s -  th e caregiver s immediatel y 

responded tha t the y preferre d t o tak e car e o f the patien t i n his/he r home . 

This, the y said , wa s becaus e th e HIV/AID S patient s wer e no t receivin g 

enough car e i n th e hospitals . 

Dr. Lul u Muhe , headin g a  paediatri c sectio n o f a  hospita l i n Africa , 

provided a  stark description o f the conditions i n the hospitals . Working i n 

a ward ful l o f children livin g with HIV/AIDS , Dr . Muhe ha d hi s hands i n 

the air . 'Shortage of glove s an d disposabl e syringes ? W e don' t eve n hav e 

enough ne w razo r blades t o shav e th e head s o f children befor e settin g u p 

a drip . I  don't thin k peopl e hav e an y conceptio n o f th e condition s w e ar e 

working under . W e hav e t o perfor m lumba r puncture s an d bloo d trans -

fusions withou t gloves . An d t o to p th e shortage s ther e i s th e workload , 

which i s ever increasing . W e ge t tire d an d the n w e ge t careless. ' The lab -

oratories lack the necessary equipment, reagent s and skill s to make effectiv e 

diagnoses. Without prope r diagnosi s treatmen t become s difficult an d sick -

ness i s prolonged. Fo r instance , 'we often don' t kno w exactly wha t i s caus-

ing the patient' s diarrhoea' . The implication s o f this state of affairs fo r th e 

women caregiver s ar e enormous . I n persona l interviews , wome n hav e 

informed u s tha t i f the HIV/AID S patien t ha s diarrhoea , whic h i s a com -

mon symptom, they need 2 3 buckets of water per day to keep him/her clean . 

Time-use studies have shown tha t o n averag e a  woman require s 45 minute s 

to fetch tw o buckets of water i n th e rura l area s of Asia an d Africa . Despit e 

all thes e conditions , committe d caregivers , i n institution s o r ou t o f them , 

were doing al l the y coul d t o relieve sufferin g an d safeguar d huma n dignity . 

And a s I read th e report , m y eyes blurred. I  stood u p i n salutation an d 

began t o wonde r onc e agai n -  wha t i s i t tha t make s a  woman ? Courag e 

and steadfastness , compassio n an d love , innovation , perseveranc e -  th e 

list coul d g o on . 
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Will traditional structures revive? 
It wa s interestin g t o not e fro m th e repor t tha t ther e ar e a  numbe r o f 

traditional suppor t structure s tha t ar e no w bein g revive d t o help commu -

nities cop e wit h th e epidemic . Th e 'Zu n d e Ramambo/Isiphal a Senkosi ' 

was cited a s one o f the practice s which had die d ou t bu t wa s being revive d 

in som e areas . According t o thi s practice , th e chie f o f a  village o r a  trib e 

donated a  piece o f land fo r communa l use . Villagers too k turn s t o work o n 

that piec e o f land . Th e produc e wa s distribute d t o th e destitut e an d th e 

needy o f the village . This practice , which ha d die d wit h colonisatio n an d 

the introductio n o f socia l welfare , wa s no w bein g revive d i n som e 

provinces o f Zimbabw e suc h a s Chirumang u an d Tshelanyemba . Th e 

threads of revival of such a  valuable practic e are , however, stil l quite weak . 

A prerequisit e t o the successful implementatio n o f this practice i s a healthy 

work force, abl e to produce for th e sick , the elderly and th e orphaned. Bu t 

the wor k forc e i s in fac t bein g depleted . A s a n indicativ e windo w o n th e 

situation i n Zimbabwe , th e respondent s offere d a  disma l picture . 'Mor e 

husbands ru n awa y from thei r home s i n orde r t o avoi d th e burde n o f car e 

giving to the family . Mal e spouses are known t o come back when th e part -

ner i s showing sign s o f recovery . O n th e othe r hand , i f he fall s sic k whe n 

he i s away, he come s bac k fo r car e t o hi s wif e an d remain s ther e unti l h e 

dies.' 

This situatio n wa s creatin g a  'negativ e incom e shock' , a s th e 

researchers pu t it , i n th e Zimbabwea n community . Negativ e incom e 

shock indicate d suc h lo w level s o f incom e reache d b y a  househol d i n a 

short spa n o f time tha t the y wer e lef t i n a  state o f shock an d helplessness . 

Of th e 26 8 respondents wh o wer e experiencin g thi s shock , 20 8 (77. 6 pe r 

cent) wer e women . Th e majo r cause s o f th e incom e shoc k wer e cite d a s 

HIV-related illnes s by 2 8 per cen t o f the respondents , deat h i n th e famil y 

by 2 3 pe r cen t an d inflatio n b y 2 0 pe r cen t o r th e respondents . Othe r 

causes o f thi s incom e shock , quote d b y a  smal l percentag e o f th e stud y 

participants, include d unemploymen t an d incom e los s throug h car e 
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giving. I f this wa s happening a t th e leve l o f th e household , th e challeng e 

that wa s arising was how coul d thi s b e reduce d o r alleviate d b y th e intro -

duction o f suitabl e measure s a t th e macroeconomi c level . I n Zimbabw e 

the pictur e a t th e macr o leve l wa s also very blea k an d dismal . Th e pligh t 

of th e household s wa s i n fac t a  reflectio n o f th e situatio n a t th e macr o 

level. 

Zimbabwe i s on e o f th e souther n Africa n countrie s tha t i s severel y 

affected b y th e HIV/AID S epidemic , wit h a  nationa l adul t prevalenc e 

rate o f 2 5 per cent . Th e epidemi c ha s alread y reverse d har d wo n nationa l 

health gain s and continue s t o threaten th e ke y development indicator s o f 

per capit a income , lif e expectanc y an d literacy . Zimbabwe' s econom y 

today record s a  lo w economi c growt h rat e o f 2  pe r cent , a  hig h double -

digit inflatio n o f 5 0 pe r cen t an d lo w capita l acces s wit h interes t rate s a s 

high a s 45 per cent . A  hig h unemploymen t rat e of 40 per cent i s therefor e 

a natura l consequence . Wit h 25 0 peopl e dyin g ever y da y du e t o HIV / 

AIDS, lif e expectanc y i s hitting a  low . Withou t HIV/AIDS , th e averag e 

life expectanc y i n Afric a i n th e yea r 200 0 woul d hav e bee n 6 2 years . 

Instead i t has fallen t o 4 7 years . The combinatio n o f a  deteriorating eco -

nomic base and th e onslaught o f the AIDS epidemic has promoted a  sharp 

increase i n chroni c poverty , tha t i s increasingly becomin g feminised . 

Zimbabwe offer s usefu l insight s fo r countrie s o n th e threshol d o f th e 

AIDS epidemic . Ever y indicato r o f developmen t i n thi s sub-Sahara n 

nation i s entangle d wit h th e mutatin g virus . Th e gri p o f th e viru s i s 

pulling i t back , awa y fro m progress , awa y fro m development , awa y fro m 

prosperity. B y the year 2010 life expectancy i n Zimbabwe wil l be les s by 2 5 

years. The chil d mortalit y rat e wil l hav e bee n pushe d u p b y 15 0 per cent . 

And i n spit e o f thes e pull s an d entanglements , th e countr y ha s mad e 

progress i n reducin g povert y an d i n achievin g a  Huma n Povert y Inde x 

(HPI) valu e of 25 per cent. The HP I provides an aggregate human measur e 

of the prevalenc e o f poverty i n a  community. Th e HP I draw s attention t o 

deprivation i n thre e essentia l element s o f huma n life , namel y longevity , 
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knowledge and a  decent standard of living. The HPI also reveals depriva-
tion tha t would be masked i f poverty was measured only by income. The 
scales an d indice s o f th e UND P Huma n Developmen t Repor t o f 199 9 
clearly sho w how , amids t suc h dir e threat s t o development , th e 
Zimbabweans ar e moving up in the human poverty index . This indicate s 
that i n spite o f very littl e capita l availabilit y b y way of incomes , and 5 0 
per cent o f the population bein g income poor , i n viewing poverty from a 
broader perspective of longevity, knowledge and a decent standard of liv-
ing only 25 per cent of the Zimbabweans are poor. 

In the light of the epidemic these rather redeeming statistics, brought 
out i n the Human Developmen t Report , have been made possible by the 
work o f th e caregivers , th e wome n o f Zimbabwe , wh o mov e lik e th e 
angels o f care , th e apparition s o f strengt h wh o ar e i n fac t th e shoc k 
absorbers. I n Zimbabwe , therefore , th e sentenc e 'Sh e die d afte r passin g 
her HIV to her husband', will no longer be meaningful. Folklor e will have 
it that 'she died with dignity after teachin g us what humanity i s all about'. 
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Chapter Seven 

They Learnt about the Condom 
after they were Infected 

The attitud e o f th e India n communit y toward s AID S i s strongly remi -

niscent o f the Roma n empero r Nero who fiddled whil e Rome burn t t o 

ashes. Marth a an d Assumptha , th e tw o gende r activist s wh o undertoo k a 

collaborative researc h i n Tamil Nadu on gender and HIV/AIDS, have mad e 

a strong statement i n their report entitled 'Communit y Researc h on Gende r 

and HIV/AIDS' . I n a n indicative , no t exhaustive , stud y i t i s the y wh o 

pointed ou t tha t th e governmenta l an d non-governmenta l intervention s 

were not extensive enough . This seems a glaring lacunae a t a  time when a n 

estimated fou r million Indian s are suspected t o be carriers of the HIV virus , 

a situation which th e development communit y shoul d be geared up to. The 

study also pointed ou t tha t informatio n abou t th e protective aspect s of th e 

condom wa s becomin g availabl e t o wome n afte r the y ha d bee n infected . 

These were wasted effort s a t a  time i n development histor y when every ste p 

needed t o be calculated an d intentional . The servic e providers targeted onl y 

those a t 'hig h risk ' fo r providin g informatio n o n condo m us e an d thi s lim -

ited the access of the general population t o this kind of crucial information . 

The painful refrai n 
Martha an d Assumptha ar e in fact echoin g th e common an d painfu l refrai n 

of a large number o f men an d wome n i n India . A  woma n responden t fro m 
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Chennai, age d 2 8 years , pu t th e situatio n i n a  nutshell . ' I di d no t kno w 

much abou t HIV/AID S befor e testin g positive . The knowledg e tha t I  had 

about AID S wa s tha t AID S i s a  dreadfu l diseas e o f promiscuou s people . 

You can get i t even by touching a  person with HIV . People with AIDS ar e 

thin, with skin diseases and die soon.' A mal e respondent, aged 25, expressed 

the sam e concern : 'I  go t t o kno w abou t th e us e o f th e condo m onl y afte r 

acquiring HIV. ' Whethe r th e researc h wa s undertake n i n souther n Indi a 

or i n th e norther n part s o f the country , whethe r dat a wer e collecte d fro m 

the eas t o r from th e wester n part s o f India , th e concer n wa s th e same . 

A 37-year-ol d graduat e livin g i n Kanpu r ha d n o knowledg e abou t 

HIV prio r t o acquiring th e infection , whic h wa s just some 1 4 months ear -

lier, whe n h e wa s 35 year s old . These example s ar e onl y indicativ e o f th e 

larger picture . Abou t 6 0 pe r cen t o f th e respondent s questione d i n 

community-based researc h i n Indi a di d no t kno w abou t th e cause s an d 

consequences o f th e epidemi c unti l the y wer e infecte d o r affected . Thi s 

finding hold s acros s ages , acros s literac y levels , acros s socio-economi c 

states an d acros s gender . Me n an d women , youn g an d old , ric h an d poor , 

educated o r illiterate , ar e bein g caugh t unawares , a s th e epidemi c enter s 

its second decad e i n th e country . 

Awareness creation - ca n it be the ultimate goal? 
The initia l case s o f HIV/AID S i n Indi a wer e reporte d amon g th e se x 

workers o f Mumba i an d Chenna i an d th e intravenou s dru g user s o f 

Manipur, i n th e mid-1980s . Sinc e then , th e diseas e ha s sprea d int o th e 

general population, i n both urban and rura l areas. Recent statistic s put ou t 

by th e Nationa l AID S Contro l Organisatio n (NACO ) indicat e tha t 9 0 

per cen t o f th e reporte d case s ar e occurrin g i n th e sexuall y activ e an d 

productive ag e grou p o f 18-4 0 year s (NAC O 1997-98) . N A C O ha s 

estimated tha t ther e ar e 3. 5 millio n peopl e livin g wit h HI V i n India . 

Until 1991 , 95 pe r cen t o f th e nationa l budge t fo r HIV/AID S wa s spen t 

on testin g services . Since then , althoug h 'awarenes s creation ' ha s seeme d 
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to be th e primar y goa l of a  number o f efforts i n th e country , th e overal l 
awareness in various sections of the population still remains very low. This 
low awareness about the causes and consequences of the epidemic in India 
could b e du e t o th e cultura l sensitivit y an d inhibition s tha t hinde r a n 
open discussion about sexuality in the country. But it could also be attrib-
uted to the limitations of the awareness-raising approaches being adopted 
in th e countr y b y variou s developmen t agencies . No t enoug h attentio n 
has been given t o monitoring th e quality o f material produce d an d eve n 
less t o assessin g th e impac t o f th e differen t awareness-raisin g materials , 
media interventions and other approaches. Most of the visual material has 
failed t o make th e lin k betwee n wha t wa s seen a s a blood-borne diseas e 
and th e us e of condoms. The socio-cultura l context , value s and custom s 
have no t bee n adequatel y explore d an d programm e implementer s hav e 
failed t o draw the link between these social realities and the information , 
education an d communicatio n (IEC ) strategie s tha t the y develope d t o 
spread awareness about the epidemic . 

As a  result , blatan t message s promotin g condo m use , on billboard s 
along th e highways , o r o n th e rea r bodie s o f buse s an d othe r publi c 
vehicles have failed t o catc h th e attentio n o f the India n adolescent . A s 
one responden t i n ou r researc h rightl y remarked , 'Eve n afte r gettin g 
HIV/AIDS, my husband bring s home man y girls and sleep s with them . I 
myself have seen it , but I  cannot say anything about it . Since he has tied 
my 'tali' or wedding thread, I  cannot spea k agains t him. Being a woman, 
I have to accept i t when he compels me to have sex with him.' And eve n 
if the anti-AIDS messages did make an impact on the young minds of boys 
and girls in India, could they be sure that such information woul d be ade-
quate t o guard them agains t th e mutating virus when the y were living in 
a worl d wher e youn g girl s hav e littl e choic e i n th e selectio n o f thei r 
spouses? Revathy's testimony brings out the dilemmas and vulnerabilitie s 
of young women in India trying to live precariously in the twilight zone of 
the old traditions and the new social order . 
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Revathy wa s fro m a  poo r famil y marrie d int o a n uppe r middl e clas s 

family. Unabl e t o gathe r enoug h resource s t o provid e fo r th e necessar y 

'dowry', Revathy' s mothe r marrie d he r of f t o a  ma n whos e proposa l fo r 

marriage ha d com e throug h a  marriag e broker . Revath y wa s neithe r pre -

pared fo r th e marriag e no r like d it , but ha d n o choice . After he r marriage , 

Revathy had jus t one unprotecte d sexua l encounter wit h her husband. O n 

the thir d da y o f her marriage , he r husban d starte d fallin g il l an d ha d per -

sistent fever . A  routin e HI V tes t wa s don e an d h e teste d positiv e fo r 

HIV/AIDS. H e no w remain s i n a  semi-conscious stat e bu t i s looked afte r 

day an d nigh t b y Revathy , wh o doe s thi s no t ou t o f lov e o r affectio n fo r 

the ma n bu t mer e consideration . Revath y i s convinced tha t he r in-law s 

knew abou t th e HI V statu s of thei r so n eve n befor e h e wa s married whic h 

is wh y the y ha d go t hi m marrie d i n a  hurr y withou t askin g fo r dowry . 

Revathy crie d bitterl y th e da y she learn t tha t sh e had als o tested positive . 

She ha d hope d tha t th e resul t o f her bloo d tes t woul d b e negative , a s th e 

only exposur e sh e ha d ha d t o th e viru s wa s th e on e unprotecte d inter -

course wit h he r husband . Revath y i s i n lov e wit h anothe r man , bu t doe s 

not wan t t o remov e he r 'tali' , o r weddin g chain , a s she fear s tha t suc h a n 

act woul d caus e th e deat h o f her husband . 

I fel t a  sudde n stin g o f pain , o f anger , o f hopelessnes s a s I  rea d 

Revathy's testimony . I t was real. I  had me t an d see n a  number o f Revathy s 

in India bu t her words lingered i n the ai r around m e with a  heaviness tha t 

is difficul t t o explai n o r pu t dow n i n words . Fact s an d figure s abou t th e 

epidemic kep t appearin g an d reappearin g i n my  mind . Ther e i s usually a 

less tha n on e pe r cen t chanc e o f gettin g infecte d pe r unprotecte d inter -

course provide d th e woma n ha s a  health y genita l trac t withou t cut s o r 

lesions. Cut s an d lesion s ar e normall y cause d b y sexuall y transmitte d 

infections. Suc h infection s i n Indi a ar e rampant , especiall y amongs t 

people livin g i n povert y a s the y ca n b e cause d b y th e inabilit y t o us e a 

clean clot h durin g menstruatio n an d lac k o f cleanlines s i n th e genita l 

areas i n condition s o f wate r scarcity . STD s i n Indi a ar e th e thir d larges t 
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cause o f deat h afte r tuberculosi s an d malaria . An d i n spit e o f knowin g 
that, w e a s developmen t worker s hav e faile d t o empowe r wome n wit h 
information an d othe r resource s tha t coul d help t o guard the m from th e 
onslaught of the epidemic. 

Still in the same pit 
In 13 states surveyed in 1992/93, only one in six women said that they had 
heard o f HIV/AIDS . I n 1992 , th e leve l o f AID S awarenes s amongs t 
women in three fairly densely populated states, where the so-called aware-
ness efforts ha d been going on for more than half a decade, was dismal. 

Table 5 

West Benga l 

Maharashtra 

Tamil Nad u 

Population i n million s 

68.1 

78.9 

55.9 

% who had heard of HIV/AID S 

10 

19 

23 

Source: World Vision Relie f an d Development , Quarterly Repor t 1992 . Article by Asha 

Bhende 

Today, 8 years later, we are stil l stuck i n the sam e mud pit . The researc h 
has revealed tha t i n Assam 98.5 per cent of respondents have littl e or no 
knowledge about HIV. Reports from fou r India n states read as follows: 

'He left his job and broke all contact with his colleagues. One day he 
was found dea d on a footpath.' Cas e c-10 - Assam . 

'The firs t clien t tha t I  me t i n th e hospita l informe d m e tha t h e i s 
HIV-positive an d soo n I  foun d ou t tha t h e wa s no t sur e wha t "bein g 
positive" entails . Th e hospita l staf f neglecte d him , nobod y wante d t o 
inject him , the injection s ar e still lying there.' Case c-1 - Assam . 

'His famil y member s di d no t tur n u p whe n h e wa s admitted t o th e 
hospital for treatment. She [hi s wife] alone had to take care of him. Afte r 
his death, her mother-in-law asked her to leave the house and denied he r 
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any shar e i n th e property . He r mother-in-la w als o tol d he r t o kil l he r 
three-year-old daughter . Eve n no w sh e ha s t o hea r he r neighbour s say , 
"Your husband wa s a bad an d dirt y man". ' To avoid hearing this , and t o 
stay away from unnecessary fights, she prefers staying indoors and has iso-
lated herself. Her children do play with the other children but the neigh-
bours fear tha t thei r house i s infected.' Cas e 24 - Delhi . 

'My aunt consulted the astrologer who informed us that someone had 
administered witchcraf t t o our family. Las t time whe n I  went t o th e vil -
lage, I was asked to drink the juice of drumstick leaves. 1 vomited and they 
said the witchcraft wa s now out. 1 do not know whether to believe i t or to 
doubt it. ' 25-year-old woman - Andhra . 

These instance s ca n al l be clubbed unde r on e majo r concer n -  tha t 
of misinformation an d disempowerment. Ho w long will women and me n 
continue t o accept tha t thei r basic human right s can be ignored by those 
in position s o f responsibilit y an d a t th e cuttin g edg e t o mak e chang e 
happen? In a world where rights are seen as entitlements the blame for the 
number of lives and livelihoods at risk today lies squarely on the doorsteps 
of the change-makers, be they from th e government o r from th e commu-
nity. Armchair criticism may be an intoxicatin g pastime; it cannot be an 
antidote. We need to act and demand an adherence to ethical and human 
rights principles. We need t o create a  critical mas s of empowered rights -
seekers. With more and more women getting infected th e women's move-
ment will need to take this challenge by the horns - demandin g informa -
tion where information i s due. Without thi s more mothers will be infected , 
more girl s wil l be uneducated , mor e households wil l witnes s a  feminisa -
tion o f poverty . Mor e wome n wil l b e pushe d ou t o f familie s t o liv e a s 
single and deserted women . 

This would be a rational attitud e t o adopt . Instead  hysteria  prevails . 
Outraged holier-than-thou moralist s twist the entire argument with thei r 
chant - 'God' s plan was for Adam and Eve, not for Adam and Steve!' All 
we hea r i s peopl e arguin g abou t homosexuals , prostitute s an d highe r 
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morality. W e nee d t o tal k abou t ho w t o provid e succou r t o th e patient , 
about pre-emptiv e measures , abou t ho w t o figh t a  fata l disease , abou t 
institutional healt h car e an d a  long-term polic y t o enable peopl e t o liv e 
and die with dignity. We need t o revisi t our own stereotypes, we need t o 
reconceptualise th e definitio n o f th e famil y t o includ e thos e wh o ar e 
marginalised like , homosexuals and single women. Above all, we need t o 
acknowledge tha t HIV/AID S i s a structural proble m -  a  problem arisin g 
out o f deep-rooted cultura l settings in the society . Awareness creation i n 
keeping with the individual' s right to information i s merely a first step . A 
series o f initiative s need s t o b e launche d t o brea k an d rebuil d gender -
friendly an d mor e egalitaria n structures . Thes e requir e ne w alliances , 
expanded partnership s an d innovativ e approache s tha t ca n creat e th e 
ripples of change. 
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Chapter Eigh t 

Ripples of Change 

An activ e involvemen t wit h th e women' s movement sinc e th e earl y 
1980s had over time created a  sense of arrogance and concei t with -

in me . As gender wa s a cross-cutting issue , we who considered ourselve s 
the 'gende r experts ' assume d w e kne w everythin g abou t developmen t 
once w e had acquire d th e skil l of mainstreaming gende r concerns i n th e 
various development sectors . A rude shock jolted me as I moved int o th e 
area of HIV/AIDS. Work on thi s rather 'unrecognised ' spher e required a 
very dee p understandin g o f se x an d sexuality . I t wa s no t lon g befor e I 
realised how little I  knew, or in fact had ever wanted t o know, about thi s 
aspect of a woman's life. It seemed strange how both from within and from 
without there was a resistance - a  feeling of bearing an illegitimate child . 
It required a n effor t an d a  deliberate breaking down of inhibitions . How 
could I  be seen working with sex workers and gay men? How could I  use, 
or eve n read , th e rathe r obscen e an d degenerat e words , b e the y three -
lettered o r four-lettered . I t wa s quit e a  chang e fro m bein g th e Utopia n 
sociologist, a  part o f a  large movemen t workin g ou t detail s a t th e micr o 
and th e macr o level s o n ho w th e revolutio n woul d transfor m th e 
oppressed status of women, envisioning a society in which the distinctions 
between th e 'masculine ' an d th e 'feminine ' woul d b e eliminated . Now I 
was moving int o working with a n unknown o r at best marginalised con -
stituency o f peopl e livin g wit h stigm a an d shame , isolate d an d abused . 
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Any discussio n wit h possibl e partner s seeme d s o valu e loaded , s o 
emotional, s o culturall y mediated . Searchin g inwards , I  soo n realise d a 
secrecy, a  discomfort an d a  denial relatin g t o my own perception s abou t 
my sexuality. Was I in a position t o exercise good judgement i n this field 
of HIV/AIDS? Was sexuality intertwined i n my mind with morality? Was 
I i n agreemen t wit h an d wa s I  promoting th e concept s outline d b y th e 
gender-based constructio n o f sexuality? 

As I explored and as I meditated on these issues 1 realised that I  needed 
to unlear n an d the n relear n th e concept s o f se x an d sexualit y befor e I 
could wor k wit h peopl e livin g wit h HIV/AID S i n a  manne r tha t wa s 
meaningful an d accountable . Concei t an d complacenc e crumple d unde r 
the strai n o f ignoranc e an d th e rebuildin g began , slowly , brick b y brick , 
layer by layer. My education bega n with visit s to red ligh t areas , in Indi a 
and i n the Philippines , which opened m y eyes to a vista of issues regard-
ing women. These issues seemed so alien; I had not even considered the m 
in m y entire caree r i n developmen t work . Lesson s wer e imparte d t o m e 
over luncheo n discussion s wit h ga y me n i n ghetto s o r i n globa l confer -
ences. Gliding throug h ga y bars i n Sydne y thre w u p posers which I  had 
not addresse d before . I  spen t hour s observin g de-addictio n processe s i n 
the dru g rehabilitatio n centre s i n Myanmar , worke d wit h peopl e livin g 
with HIV/AIDS on quilt projects i n Hong Kong and moved i n the slums 
of Nairobi amongs t shackle d an d dilapidated house s housing women liv -
ing with HIV/AIDS . I  visited wome n infecte d wit h th e viru s i n th e vil -
lages of Nepal. I  held discussions with researchers . All thi s became a  part 
of the process of rebuilding and reconstruction. Once this had been done, 
a search for partners began. 

By the mid-1990s, the lessons learnt from th e epidemic in Africa ha d 
shown that NGOs were perhaps the critical change agents in this area of 
HIV/AIDS. Outpatient advic e and home care was the model that seemed 
to be delivering the greatest benefits fo r people affected b y the epidemic . 
Communities neede d t o be mobilised an d supported an d i n thi s the rol e 
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of civi l societ y organisation s wa s o f prim e importance . Th e reality , how -

ever, was quite different . M y search for partners reveale d tha t les s than on e 

per cen t o f th e NGO s workin g o n developmen t wer e workin g o n 

HIV/AIDS. The situation was the same in practically every country in Asia. 

In Indi a i n 1994 , we could identif y 72 8 NGOs workin g on th e issue , out o f 

over 100,00 0 registered NGOs. I n Nepal, the figure stoo d a t 90 of the 600 0 

registered civi l society bodies . In th e Philippines , only aroun d 2  per cent o f 

development NGO s wer e includin g HIV/AID S concern s i n thei r work . 

Country afte r countr y revealed a  similar picture. What, then , was the futur e 

of th e issu e withou t th e activ e participatio n o f civi l society ? Th e futur e 

looked dismal ; w e neede d t o prob e th e cause s of thi s blea k reality . 

A questionnair e sen t ou t t o a  numbe r o f NGO s enquirin g abou t th e 

reasons for thi s lac k o f interes t i n HIV/AID S resulte d i n some interestin g 

revelations. 'W e d o no t wan t t o wor k o n th e issu e o f HIV/AIDS becaus e 

it affect s ver y few individuals' , said some N GO partners . Others remarke d 

'It i s a health issu e an d NGO s dealin g wit h healt h ca n dea l wit h it . Wh y 

should al l o f u s b e workin g o n it? ' Yet other s proclaime d 'I f w e wor k o n 

this issue , the polic e wil l b e afte r u s - afte r al l ho w ca n w e be see n work -

ing wit h ga y me n an d se x workers? ' Anothe r revelatio n emerge d a s th e 

NGOs explained , 'W e d o no t hav e th e skill s t o wor k o n th e epidemic* . 

The issue s raised were not onl y revealing , the y were essentially intriguing . 

What wer e the kinds of skills required? I enquired throug h a  series of focus 

group discussion s i n 8  countrie s o f Asi a an d cam e t o th e conclusio n tha t 

skills o n ho w t o tal k abou t se x an d sexuality , ho w t o hel p HIV-affecte d 

households t o take sound financia l decision s when diseas e sets in and ho w 

to manage an HIV-positive perso n with loca l resources at home were som e 

of th e ke y issues . 

The issue s t o b e deal t wit h wer e becomin g clear , a s thoug h th e mis t 

was lifting . Ther e wa s misinformatio n i n civi l societ y regardin g th e 

HIV/AIDS virus . More tha n a  decade int o th e epidemi c i t was stil l bein g 

perceived a s a  healt h issue . Th e epidemiolog y o f th e viru s remaine d a n 
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enigma to large numbers of development workers . The numbers of identi-
fied AIDS victims still continued t o deceive human understanding abou t 
the magnitud e o f th e problem . Ther e wa s a  nee d t o shif t th e focu s o f 
understanding o f the epidemic from th e 'individual ' t o th e 'community' , 
as risk-associate d behaviours  suc h a s unprotecte d sexua l intercours e o r 
sharing equipmen t amon g injectin g dru g users were largel y see n a s indi -
vidually not socially driven. 

With thes e challenges , a  pilo t initiativ e i n India , entitle d 
'Strengthening Community Base d Responses to HIV/AIDS in India', was 
launched. Th e histor y o f thi s projec t date s bac k t o 1995 , when a  situa -
tional and needs assessment of NGOs in India in relation t o the epidemic 
was conducted. The report drew attention to the need for increasing part-
nership between government and NGOs and also to the need for capacity 
building amon g NGOs. Thi s wa s critical t o expan d th e respons e t o th e 
epidemic. The situatio n an d need s assessmen t als o clearly reveale d tha t 
80 pe r cen t o f th e fund s channelle d throug h NGO s ha d bee n use d fo r 
awareness-building an d condo m promotio n programme s fo r ove r hal f a 
decade an d ye t ther e wa s littl e evidenc e o f an y kin d o f behavioura l 
change among the communities. It was clear that the approaches adopted 
had relie d o n th e assumptio n tha t th e fundamenta l problem  t o b e 
addressed wa s one o f lack o f knowledge an d tha t th e provisio n o f infor -
mation i n itself would lead to a change of behaviour. 

Hence, drawin g upo n th e experienc e o f othe r healt h an d develop -
ment issue s suc h a s populatio n an d reproductiv e health , countrie s ha d 
invested i n large-scal e 'IEC ' campaigns, sometimes i n combination wit h 
more focused educationa l campaign s for specifi c susceptibl e groups . Th e 
large-scale nature of these activities resulted i n content whic h tende d t o 
be general , rather tha n specific , simple , rather tha n complex , an d exter -
nally determined , rathe r tha n locall y generated . No t surprisingly , th e 
impact evaluation of these efforts consistentl y revealed significant poten -
tial i n term s of creating change s i n awarenes s bu t muc h les s convincin g 
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evidence t o demonstrate impac t on behaviour . 
Another broa d conclusio n wa s that th e ris k o f HIV associate d wit h 

behaviour wa s 'social ' i n nature , involvin g mor e tha n on e perso n an d 
occurring withi n specifi c social , cultura l an d economi c settings . A n 
enhanced understandin g of the socio-economic cause s and consequence s 
of th e epidemi c amon g th e communit y wa s necessar y t o reduc e ris k 
behaviour within both social and economic contextual realities . 

By 1996, many NGOs i n India, frustrated ove r the lac k of effective -
ness o f IE C an d awareness-raisin g campaigns,  wer e willin g t o explor e 
alternative educationa l approache s base d o n participator y principle s 
which coul d sustai n th e learnin g proces s an d rende r i t mor e usefu l i n 
creating capacities to prevent the spread of HIV/AIDS in the country. As 
Prakriti, an NGO i n India , put it : To mak e people accep t thei r vulnera -
bility, acceptanc e ha s t o com e fro m withi n themselves . Tim e an d tim e 
again, a n empatheti c non-judgmenta l democrati c approac h ha s worke d 
where no amount of top down teaching has succeeded. ' 

In an environment tha t was receptive, the charming and convincin g 
Lyra Srinivasan partnered us in our efforts an d visited a number of NGOs. 
During 1996-9 7 attentio n wa s draw n t o th e potentia l o f participator y 
approaches in influencing human behaviour by enhancing understandin g 
about HIV/AIDS in India. In her subtle, unassuming yet persuasive style, 
Lyra developed an d demonstrate d t o a  group of NGOs a  number o f par -
ticipatory learnin g tool s o f relevanc e t o th e epidemic . Abov e all , sh e 
explained th e principles of participatory learning . 

The firs t an d th e foremost tene t wa s respect for th e individua l a s an 
adult with experience, ideas and concerns of his/her own. In line with this 
principle, substantive content i s not impose d on adults but opportunitie s 
are provided fo r the m firs t t o tap thei r own ric h experienc e an d the n t o 
identify issue s an d situation s requirin g furthe r analysis . The y ar e thu s 
participants in a process in which, in lieu of an instructor , there i s a facil-
itator wh o encourage s grou p participation , an d learn s muc h mor e fro m 
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the group's sharing of experience. To ensure that thi s happens, the facili -
tator avoids beginning the session with a  lecture, but instea d engages the 
participants wit h a  tas k whic h the y ca n al l freel y engag e in . Thi s ma y 
include defining thei r own ground rule s on attendance an d participatio n 
in the sessions. 

The secon d tene t wa s ensuring a n enablin g environmen t i n whic h 
the participants felt comfortabl e i n expressing their idea s and i n support-
ing or challenging each other if they so wished. This is particularly impor -
tant i n a  sector such as HIV where sensitive issue s are likely t o come up 
concerning se x and sexuality , stigma, gender power relations , blame an d 
hostility, persona l incom e losses , famil y crisi s an d pain . T o creat e an d 
maintain this type of enabling environment, i n which all the participant s 
can feel safe in being open and honest, th e facilitator make s sure that al l 
vestiges o f hierarchica l relationship s ar e removed . Thi s applie s eve n t o 
the roo m arrangemen t an d t o th e positionin g o f table s an d chairs , thu s 
allowing the participants to move around and constitute sub-groups of dif-
ferent size s more easil y tha n i f they wer e al l facin g a  head tabl e a s th e 
focus of control. 

The thir d tene t wa s the us e of non-conventiona l discussio n media , 
i.e. pictures, cut-out figures , 'chits ' prop s or other aids which the partici -
pants themselves can manipulate, sort out, prioritise, modify and interpre t 
as they wish. This i s another mean s of equalising communication oppor -
tunities an d helpin g t o uncove r talent s withi n th e grou p whic h migh t 
otherwise no t b e disclose d i n a  more forma l stratifie d set-up . The tool s 
give all members of the group a chance to be involved i n some way since, 
for example, it takes many different talent s to create a mural, take part i n 
role playing , o r activel y engag e i n grou p problem-solving . Th e aid s also 
help to liven up the session, providing scope for creativity,  analysis, plan-
ning and sometimes even humour . 

The informal consultatio n led to the organisation of a training work-
shop fo r NG O representative s o n HI V an d development . Th e informa l 
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consultation enriche d a  group of NGOs working on HIV/AIDS issue s in 
India with concepts relating to participatory approaches and the HIV and 
development worksho p provide d informatio n o n th e socio-economi c 
causes and consequences of the epidemic to a large group of NGOs in the 
country wh o have bee n workin g o n participator y approache s fo r ove r a 
decade but not essentiall y on th e epidemic . This suddenly expande d th e 
pool of partners in India who could work effectively o n the epidemic with 
an in-depth understanding about HIV/AIDS using participatory method s 
and approaches . 

I could actuall y feel th e expandin g ripple s as I prepared fo r th e HI V 
and developmen t worksho p for ou r NGO partner s i n India . The proces s 
had begun ; th e smalle r ripple s wer e no w producin g large r ripples . Th e 
interest in the issue was overwhelming. I sat there in the conference roo m 
struck with amazement and wonder. These were the very NGOs who had 
categorically informe d m e not to o long ago that HIV/AID S was not tha t 
important a  developmen t concer n an d aske d 'Wh y shoul d al l o f u s b e 
working on it? ' And ye t the us e of participatory methodologie s a s learn-
ing tool s had generate d a  unique interes t an d commitmen t i n th e sam e 
group of our partners. With barely a skeletal support from donor agencies, 
amounting t o just $400 , driven b y motivation, th e NGOs too k ove r th e 
process t o expan d th e ripples . Simila r workshop s wer e organise d i n 7 
states of the country, not by facilitators recruited by the donors, but by the 
NGOs themselves . These event s soon galvanised th e creatio n o f a plan-
ning group for the initiative within the country. This planning group was 
composed of 8-10 umbrell a NGOs who became th e driving force fo r th e 
effort a s more and more trainers were oriented i n the use of participatory 
learning tools. 

The tools were exciting and innovativ e but, above all, were prepared 
and owne d b y the plannin g team . The too l entitle d 'Se x an d Sexuality ' 
imparted th e much-neede d skil l o f how t o tal k abou t se x an d sexuality . 
Coupled in pairs, the participants discussed the most intimate part of their 
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lives a s they responde d t o th e followin g ke y questions : 

• Recal l th e firs t tim e yo u hear d th e wor d 'sex' . Ho w ol d wer e yo u an d 

how di d yo u fee l abou t discussin g th e subject ? 

• Recal l th e firs t tim e you aske d someon e abou t se x and unde r wha t cir -

cumstances? 

• Hav e you ever seen yourself naked i n front o f a mirror? What wer e your 

feelings abou t you r body ? 

And a s the y complete d thei r conversatio n wit h th e facilitator , freel y 

expressing thei r views , further reflectio n wa s provoked b y issues like 'wha t 

sexual informatio n d o you stil l lac k today? ' 

The learning tools used were amazin g 
Whether i t wa s th e 'Flee t o f Hope ' o r th e 'Stor y o f Maya ' o r th e 

'unserialised posters' , th e trainin g session s stimulate d ver y activ e light -

hearted an d non-confrontationa l discussions . Th e 'Women' s Balloo n 

Exercise' promote d grou p reflectio n o n th e man y interrelate d factor s 

which determin e th e impac t o f HIV/AIDS . 

Discussions were held on women' s wellbeing and productivity , and o n 

ways o f empowerin g the m t o pla y a n optiona l rol e i n th e epidemic' s 

collective preventio n an d suppor t effort . Perhap s th e tool s tha t evoke d 

maximum interes t an d fascinatio n wer e th e 'Demographi c Silhouettes' . 

Through multipl e set s o f cardboar d cut-outs , silhouett e figure s o f men , 

women an d childre n representin g 9  different ag e groups, an awareness was 

generated abou t th e gender-focuse d cause s an d consequence s o f 

HIV/AIDS. I n th e spiri t o f participatio n an d acknowledgemen t o f th e 

pool o f learnin g availabl e i n th e country , Lyr a had remarked , 'thes e tool s 

are no t perfec t an d wer e neve r intende d t o be . The y ca n onl y b e sharp -

ened an d perfecte d throug h experience . Eac h tr y ou t bring s ne w insight s 

and point s t o mor e excitin g possibilities . Question s wil l alway s provok e 
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healthy inquiry , wh y us e thre e discussio n group s instea d o f tw o or eve n 
one? Do discussions in a lighter vein tend to belittle the seriousness of the 
issues arising from th e epidemic ? Questions o f thi s kind an d mor e awai t 
experimentation an d feedback b y trainers everywhere . The onl y require -
ment i s that the y tak e the tim e t o document an d share the insight s the y 
acquire in the process. ' 

Lyra's words ring true. Today, in 6 states of India, NGOs have frame d 
dynamic actio n plan s strengthenin g thei r counterpart s i n th e govern-
ment, i n civil society and i n other trainin g bodies with these techniques . 
The initiativ e i s no longer a  capacity development effort , i t has acquired 
the statu s o f a  movement . Large r issue s relatin g t o government-NG O 
partnership i n preventin g th e sprea d o f HIV/AID S ar e bein g discusse d 
and debated . Releas e o f fund s i n suppor t o f th e propose d actio n plan s 
when i t i s being processed i n large bureaucratic set-ups , be they nationa l 
or international bodies , has taken time . But the work goes on. 

Looking back a t th e serie s of events tha t culminate d i n the trainin g 
of trainer s an d th e formulatio n o f stat e actio n plan s t o expan d th e 
community-based response to the epidemic, the entire process seems long, 
tedious and cumbersome . Perhaps thi s was so because we chose the con -
sultative processe s ove r to p dow n approaches . Cajoling , convincing , 
encouraging ou r partner s ha s no t bee n easy . Movin g awa y fro m IE C 
approaches to mobilisation for social change has taken it s toil of individ-
ual capacities in spite of this tradition being particularly rich in India. But 
what I  keep asking myself as I write is : 'Could i t have been any way other 
than this? ' 

The initiativ e i s not devoid of problems and dilemmas. Government 
support for this initiative has been surprisingly low. It is often said that th e 
forces tha t activel y wor k toward s protectin g th e statu s qu o resis t an y 
attempt t o brin g abou t systemi c changes . Howeve r ther e ar e example s 
where stron g an d dynami c leader s i n organisation s hav e bee n abl e t o 
make a  beginning. I t al l depends on our ability t o build a  strong pressure 
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group to force the leadership to acknowledge the need for change in order 
to achiev e it s ow n state d objectives . Th e processe s se t i n motio n hav e 
created ripple s of change. We hope tha t th e tool s prepared an d dissemi -
nated wil l empowe r th e disempowere d t o no t onl y analys e an d expres s 
their realit y but , a s Robert Chamber s ha s said , '  t o pu t th e realit y first' . 
Unless this is done the epidemic is on track to dwarf all other catastrophes. 
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Chapter Nine 

On Track to Dwarf every 
Catastrophe 

Not too long ago, in early 1997 , I was working closely with th e Unite d 

Nations Developmen t Programm e an d th e Nationa l AID S 

Programme o f Nepal . Th e numbe r o f AID S case s writte n i n whit e chal k 

on a  smal l blackboar d i n th e roo m o f th e Directo r o f th e Nationa l AID S 

Programme wa s 546 . I  remember th e light-hearte d laug h o f th e Directo r 

as he commented , 'M s Nath, HIV/AID S i s just on e bu s accident fo r us . I t 

is no t a  catastrophe' . Perhap s countrie s i n othe r part s o f th e worl d wer e 

experiencing simila r manifestation s o f th e 'denia l syndrome' . A  stud y i n 

1997, undertaken b y UNAIDS an d Harvard , showe d tha t i n tha t yea r th e 

international dono r countrie s devote d onl y $15 0 millio n t o AID S pre -

vention i n Africa . Thi s wa s les s tha n th e cos t o f makin g th e Hollywoo d 

extravaganza, calle d The  Wild  West ! Thi s wa s i n fac t th e cos t o f buildin g 

12 kilometer s o f a  doubl e trac k motorabl e highwa y i n th e Unite d State s 

of America . 

Today, i n th e morgu e o f Parirenyatw a Hospita l i n Zimbabwe , hea d 

mortician Pau l Tabvemhin i open s th e doo r t o th e larg e col d roo m tha t 

holds dea d bodies . Bu t i t i s impossible t o wal k i n becaus e s o many bodie s 

lie o n th e floor ; wrappe d i n blanket s fro m thei r deathbed s o r dresse d i n 

the clothe s the y die d in . Alon g th e walls , corpse s ar e packe d tw o t o a 
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shelf I n a  secon d col d storag e are a th e shelve s ar e narrower , s o 
Tabvemhini faces a  gruesome choice. He can stack the bodies one on to p 
of each other, which squashes the face an d make s i t hard fo r relative s t o 
identify th e body or he can leave them out i n the hall unrefrigerated. H e 
refuses t o defor m th e bodie s s o a  pai r o f corpse s lie s outside o n gunny s 
behind a  curtain. The odou r of decomposition i s faint bu t clear . This i n 
fact i s the leve l of the AIDS catastrophe i n Africa . 

There i s no reason why the tragedy or catastrophe should be any dif-
ferent i n the other regions - i t i s perhaps only a matter of time.The wide 
crescent of east and southern Africa tha t sweeps down from Mount Kenya 
and aroun d th e Cape o f Good Hop e i s the hardes t hit . Here th e viru s is 
cutting dow n mor e an d mor e o f Africa' s mos t energeti c an d productiv e 
people aged between 15-49 . 

According t o a  recen t analysi s undertake n b y th e Worl d Ban k i n 
Africa, AID S wil l hav e kille d 15,00 0 teacher s i n Tanzani a b y th e yea r 
2010 and th e trainin g of new teachers to replace them wil l require $37.8 
million. I n Côt e d'Ivoir e a  teache r die s ever y schoo l day . I n Zimbabw e 
half o f th e patient s i n hospital s ar e infecte d b y HIV/AIDS . Keny a wil l 
need to spend half of its national budget to treat HIV/AIDS. Households 
in Côt e d'Ivoir e ar e alread y experiencin g a  67 pe r cen t dro p i n incom e 
because o f HIV/AIDS . Betwee n 20-3 0 pe r cen t o f worker s i n Sout h 
Africa's gol d mining industr y -  th e mainsta y of the country' s economy -
are estimated to be HIV-positive; replacing these workers will cut into the 
industry's productivity . 

Catastrophes an d challenge s hav e riddle d huma n histor y ove r th e 
ages. The challeng e tha t thi s epidemic i s posing i s unique. For example, 
the slave trade also targeted people in their prime, killing or sending int o 
bondage perhap s 2 5 millio n people . Bu t tha t happene d ove r fou r cen -
turies. Seventeen years have passed since the AID S virus was first foun d 
in Africa o n th e shore s of Lake Victoria, ye t th e viru s has already kille d 
more than 1 1 million people i n Africa alone . Close to 23 million peopl e 
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in Afric a ar e no w livin g wit h th e virus . 

War an d conflic t ar e n o doub t catastrophic . Las t yea r th e combine d 

wars i n Afric a kille d 200,00 0 people . AID S ha s kille d te n time s tha t 

number i n th e sam e regio n ove r th e sam e spa n o f time . 

Other catastrophe s -  floods,  famines , earthquakes , volcanic eruption s 

- kil l large numbers o f people i n one swif t sweep , leaving behind pai n an d 

agony, bu t i n th e wak e o f th e HIV/AID S epidemi c thes e environmenta l 

disasters seem, t o me, much easie r t o cope with . They hav e a  certain leve l 

of in-buil t resistanc e fo r th e affected . Foo d aid , rehabilitatio n opportuni -

ties lik e credi t assistance , medica l assistance , settin g u p o f refuge e estab -

lishments, above al l a  kind o f sympathy, love , concern an d affectio n mak e 

reconstruction possible . I  hav e me t victim s o f disaster s cause d b y earth -

quakes, floods  an d famine , an d the y do reminisc e abou t th e traged y o f th e 

past, bu t the y see m t o b e abl e t o loo k a t i t a s a  pai n lef t behind . Th e 

tumultuous moment s face d a s a  resul t o f mas s dislocations o f population s 

amidst massacr e an d terro r ar e relate d b y th e victim s o f suc h tragedie s 

with a n almos t anecdota l valu e an d spirit . Th e event s ar e usuall y drama -

tised an d tol d b y grandparent s t o thei r grandchildren , an d ofte n use d t o 

stir a  sens e o f gratitud e i n th e nex t generatio n fo r no t havin g gon e 

through thos e moments . Thes e tragedie s ofte n brin g wit h the m a n in -

built resilience . A s I  relate thi s m y min d i s conjuring u p th e visio n o f th e 

Indo-Pak conflicts , th e storie s of the partitio n o f the tw o countries relate d 

to me by my grand-uncles, wh o live d throug h i t all , los t a  lot bu t regaine d 

all tha t wa s los t i n les s tha n a  generation . I  do no t se e thi s kin d o f resis -

tance i n households and nations reeling under th e shock of the HIV/AID S 

epidemic. Th e epidemi c i s trul y o n trac k t o dwar f ever y catastrophe . I n 

other catastrophe s th e wors t consequenc e i s death , i n HIV/AID S th e 

worst consequence i s not jus t th e dead , bu t th e livin g who ar e lef t behind . 

According t o Geof f Foster , th e founde r o f th e Famil y AID S Carin g 

Trust (FACT) : 'Th e orphan s o f th e AID S epidemi c ar e mor e likel y t o b e 

poor, mor e likel y t o b e deprive d o f education , mor e likel y t o b e abused , 
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neglected an d stigmatised an d when the y get HIV and die who will care 
for thei r children? Nobody, because they will be children of orphans with 
no grandparents.' The immensity of this catastrophe was brought out with 
stark data analysis by Dr. Mechai Viravaidya on the floor of the UN whe n 
he declare d tha t ther e ha d bee n a  40 0 pe r cen t increas e i n orphan s i n 
Cambodia, a  300 per cent increas e i n Vietnam and Myanmmar, and tha t 
in his own country, Thailand, by the end of the year 2000 there would be 
90,000 orphans. I  heard Mecha i i n astonished silence . The adag e that 'i t 
took a village to raise a child' seemed to fade away from my consciousness. 
The projection s g o on . M s Eim i Watanabe , th e Assistan t Secretar y 
General o f the UNDP highlighted th e catastroph e o n World AID S Day 
in 1999 : 'Before HIV/AID S was on th e horizon one i n 50 children wer e 
orphaned, but today i t is one in 1 0 and by 2010 it has been projected tha t 
in some countries i n sub-Saharan Afric a on e i n every three children wil l 
be orphaned. ' Sh e was quoting from empirica l work recently undertake n 
by the World Bank i n the African region . 

In 2000, the South African researcher , Martin Schontiech publishe d 
a pape r tha t begin s b y notin g 'I n a  decade' s tim e ever y fourt h Sout h 
African wil l be aged 15-24 . It is in this age group that people's propensity 
to commi t crim e i s a t it s highest . Whil e som e cause s o f crim e ca n b e 
curtailed, othe r cause s such a s large numbers o f juveniles i n th e genera l 
population an d a  hig h proportio n o f childre n brough t u p withou t ade -
quate parenta l supervision , ar e beyon d th e contro l o f th e state . N o 
amount o f stat e spendin g o n th e crimina l justic e syste m wil l be abl e t o 
counter thi s harsh reality. ' 

More AID S an d mor e crim e ar e amon g th e mos t dramati c con -
sequences o f th e orpha n explosion . A n increasingl y poo r populatio n 
experiencing intergenerationa l povert y an d les s investmen t b y th e 
capitalists in countries with mature epidemics is crippling any possibilities 
for the alleviation of human suffering . 

Today, ever y minute , 5  mor e peopl e unde r th e ag e o f 2 5 ar e bein g 
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infected. Mor e tha n hal f o f thes e ar e wome n livin g i n th e developin g 

world. Thes e wome n ar e facin g a  hos t o f ethica l dilemma s a s the y con -

front th e HIV/AID S epidemic . I  echo a  fe w o f thei r concern s an d anxi -

eties. Shoul d the y ris k givin g birt h t o a  sic k child ? Ca n the y eve r ge t 

access t o protoco l 07 6 tha t coul d preven t thi s fro m happening ? Woul d 

they b e cheate d an d use d a s a  placeb o i f the y volunteere d t o participat e 

in researc h trials ? Will thei r chil d di e i f they di d no t breas t fee d him/he r 

for fea r o f mother-to-chil d transmission ? Wil l thei r communit y forgiv e 

them fo r no t breast-feedin g thei r child ? I f the y d o op t fo r no t bringin g a 

sick chil d int o thi s worl d wh o wil l ensur e tha t the y hav e acces s t o a  saf e 

medical terminatio n o f pregnancy ? 

What give s meanin g t o our wor k i s that thes e ar e only dilemma s an d 

not dea d ends . Th e dilemma s d o hav e answer s an d thes e answer s ca n b e 

found i f w e decid e t o re-enginee r developmen t wit h th e richnes s o f th e 

perspectives o f peopl e livin g wit h HIV/AIDS . Fo r me , th e stor y o f th e 

epidemic i s non e othe r tha n a  stor y o f live s shattere d b y tragedie s an d 

lives rekindle d wit h hope . 

Esther's Story 

Working with  development  issues  there comes a time when  one  gets a little frus-
trated. It's  difficult  to  mark  success.  Sometimes  we  do  not  know  for  years 
whether the  work done  has  made a  change or touched a life. That  is  one reason 
why Esther's  story has  so much meaning  for  me.  But  that , of  course, is  not the 
only reason.  Esther's  story  is  perhaps  the  landmark  milestone  from  tragedy 
towards hope. 

Esther's story is  real. 
The year  - 1998.  The  place  - a  doctor's clinic. The  purpose  - a  check up 

for her  sick child . . .  and it  was then  that  lightning struck. Her  sick  child needed 
a blood  transfusion  and  she  gave  her  sample.  The  sequence  of  events  seem 
almost like  a third-class  soap opera.  The  doctor  informed  her  that  she  and her 
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child were both HIV-positive. Bewildered  and scared, she asked him what to do. 
He callously replied that she could not do much as AIDS could  not be cured and 
anyway she would not live  long. Esther's nightmare  was  far from over.  She 
turned to her husband for solace and support but he left her after coming to know 
that she was  HIV-positive. Esther  spent the next four years in  agony, in pain, 
in despair. Until  she came across a newspaper clipping which read 'HIV/AIDS 
- THER E IS  HOPE'.  There  was a phone number and a name beneath the 
heading. Esther  wasted no time and spoke on  the number to Linda Francis, a 
social worker at the organisation called 'THE  CENTER' . 

Then life changed. She  was told categorically that  being HIV-positive does 
not mean that one was dying. After  long hours of counselling Esther emerged a 
much stronger and a more positive human being. Today  Esther is employed as a 
counsellor. She  is not dead as had been predicted, instead  she is more alive than 
many of us. 

Esthers story is not hers alone  -  this  is the story of many AIDS victims 
across the divide. They  have lived through it all - pain,  rejection, desolation and 
fear. They have triumphed over them, to move from tragedy towards hope. 
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Chapter Ten 

Lives Shattered by Tragedy and 
Rekindled with Hope 

Armchair philosophising i s an intoxicating pastime. We often ten d to 
argue ove r pas t tragedies , hoping t o draw lesson s from event s tha t 

have passed. Could the lives of more than 6  million Jews have been saved 
had the railway tracks that led to Auschwitz been bombed? Could the par-
tition of a strong south Asian nation have been prevented by timely coun-
selling of the headstrong leader? Could the Vietnam war have been short-
ened b y th e creatio n o f stron g lobbie s i n th e civi l societ y o f th e USA ? 
Could th e tw o million Cambodians wh o were slaughtered b y a mad dic-
tator have been saved by aiming to eliminate the political dictator Pol Pot 
and hi s party , th e Khme r Rouge ? I  hav e ofte n wondere d wh y thes e 
discussions are held afte r th e wors t i s over and solution s offered i n hind-
sight. Discussion s hel d afte r th e even t ca n onl y b e intellectua l debates . 
They canno t b e a n antidote . I n searc h o f a n answer , I  hav e ofte n 
pondered an d fel t tha t thes e kind s o f humanitarian tragedie s bring wit h 
them a  sense of responsibility an d an ensuing guilt for us all. 

The situation i s no different i n the case of HIV/AIDS. The epidemi c 
is constantly and repeatedly asking us just one question, 'Are you human?' 
We try to put up all our defences, snap out of our apathy, but the query is 
relentless. 'Are you human?' 'What verdic t wil l your descendants pass on 
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you i f you stand by silently while a generation of children i s reduced t o a 
biological underclass by this sexual holocaust?' In sheer tiredness and guilt 
we hav e bee n stirre d int o action . Perhap s thi s explain s th e upswel l o f 
interest afte r mor e than a  decade of relative apath y toward s the issu e of 
the HIV/AIDS epidemic. 

Propelled b y th e sam e compulsion , o n th e tent h da y o f th e firs t 
month o f th e ne w millennium , th e U N Securit y Counci l turne d it s 
powerful attentio n t o the epidemic . I t signalled a n internationa l recogni -
tion tha t th e problem of the AIDS epidemic could no longer be ignored . 
The Securit y Counci l ha d neve r befor e deal t wit h a  healt h issue . Th e 
issue of HIV/AIDS was proclaimed a s an issue of human security and no t 
just an issue of health alone . The Security Council was now signalling t o 
the national leader s and the heads of private corporations tha t the y must 
get thei r prioritie s right . Live s had bee n shattere d b y tragedies , but no w 
these lives needed to be rekindled with hope. 

I sat in the Security  Council listening to the statements being made. 
The Executive Director of the UN Joint and Co-sponsored Programme on 
HIV/AIDS, Dr . Pete r Piot , outline d th e enormit y an d urgenc y o f th e 
problem. Ambassado r Holbrooke , th e Permanen t Representativ e o f th e 
USA t o the UN, stated , 'In my view the first requiremen t i s to destigma-
tise the disease. All Americans wil l remember when Nancy Reagan held 
the AID S baby ; i t wa s a  majo r ste p toward s destigmatisation . Th e 
epidemic threaten s no t onl y huma n live s bu t als o th e entir e huma n 
community.' Vice President Al Gore declared that his participation in this 
unprecedented even t wa s du e t o hi s lon g trac k recor d o f arguin g tha t 
national securit y i n th e post-Col d Wa r worl d wen t muc h beyon d it s 
narrower definition . Th e Healt h Ministe r o f Zimbabw e questione d th e 
logic of the developed world in spending $600 billion on the millenniu m 
bug, a virtual virus , and only $150 million i n Africa o n th e HI V virus , a 
real viru s tha t wa s growin g exponentiall y an d shatterin g th e live s an d 
livelihoods of men, women and children. In the same august chamber, the 
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representatives o f developing countrie s wer e raising questions filled wit h 
anger and indignation , 'Wh y was treatment fo r HIV/AIDS concentrate d 
in the countrie s of the north , when th e patient s were i n the countries of 
the south? Was this not another form of ethnic cleansing? When and how 
would pharmaceutica l companie s tak e responsibilit y an d mak e drug s 
accessible and affordable t o those who needed the m the most? A fund fo r 
this kind of therapeutic solidarity needed to be created, suggested France . 
When woul d a  vaccine be developed, considerin g tha t th e internationa l 
donor communit y ha d allocate d $30 0 millio n a  yea r fo r thi s purpose ? 
Heated debates , arguments and counter arguments were put forth o n very 
pertinent issues . 

The chambe r o f th e Security  Counci l i n th e U N buildin g i n Ne w 
York is a chamber tha t fo r m e had alway s been voi d o f any rea l humani -
tarian feeling . It s membership, I  had felt , wa s politically orchestrated , it s 
discussions wer e politicall y manoeuvre d an d it s conclusions wer e politi -
cally biased. But on 1 0 January 2000, my impressions underwent a  sudden 
transformation. I  could see a new Security Council emerging in this era of 
HIV/AIDS. It is axiomatic that predictions of humanitarian tragedy rarely 
compel th e worl d t o mas s action . O n 1 0 January thi s axio m wa s bein g 
proved wrong . Th e chambe r o f th e Securit y Counci l ha d suddenl y 
become aliv e a s mere fact s an d figure s wer e transforme d int o a  cal l fo r 
action. Hope was once again being rekindled . 

For me the event had astronomical implications . Earlier, as an activis t 
and the n a s an employee of the United Nations , trying to champion th e 
cause of people livin g wit h HIV/AID S ha d alway s been a n uphil l drive . 
Lack of political commitmen t ha d alway s been th e bottlenec k t o sincer e 
efforts an d thei r sustainability . Thi s even t ha d finall y pu t th e issu e o f 
HIV/AIDS on the world's radar screen. 

My elation o n thi s day was, however, tarnished . I t was not absolute . 
Why? Because the entire debate remained blind to the gender dimensions 
of the epidemic . Excep t fo r th e 'readin g out ' o f some ver y basi c data o n 
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prevalence disaggregate d b y gender , ther e wa s no attentio n draw n t o th e 

unquestionable nee d t o pu t th e concern s o f women o n th e globa l agend a 

in a  worl d wher e th e epidemi c wa s no w empiricall y provin g t o affec t 

women mor e negativel y tha n men . Gende r inequalitie s wer e bein g exac -

erbated b y th e epidemi c an d i t wa s no w growin g an d takin g root s i n th e 

cracks an d crevice s o f thes e inequalities . Wha t wa s mos t disturbin g wa s 

that a  numbe r o f th e membe r state s presen t i n th e Securit y Counci l o n 

this momentous da y had als o been associate d no t to o long ago, in fact les s 

than a  yea r earlier , wit h a  resolutio n o n th e gir l chil d an d HIV/AIDS , 

passed an d endorse d b y 4 5 U N membe r states , a s a  resul t o f a n activ e 

intergovernmental process , a t th e forty-thir d sessio n o f th e Commissio n 

on th e Statu s o f Women, i n Marc h 1999 . 

In it s resolution 43/2 , dated Marc h 1999 , on 'Women , th e Gir l Chil d 

and th e Huma n Immunodeficienc y Virus/Acquire d Immunodeficienc y 

Syndrome', th e Commission o n th e Status of Women had noted th e grow -

ing proportio n o f wome n bein g infecte d wit h HI V i n ever y region , 

especially amon g th e younge r ag e groups . Th e Commissio n ha d aske d 

governments, relevan t U N agencies , fund s an d programmes , inter -

governmental an d non-governmenta l organisations , individuall y an d col -

lectively, t o mak e ever y effor t t o mak e combatin g HIV/AID S a  priorit y 

and t o implemen t effectiv e preventio n strategie s an d programmes . I t ha d 

called, i n particular , o n th e internationa l communit y t o intensif y it s 

support o f nationa l effort s agains t HIV/AIDS , particularl y i n favou r o f 

women an d girls . Th e intergovernmenta l bod y ha d invite d th e U N 

Secretary Genera l t o repor t t o th e Commission o n th e statu s of women i n 

its forty-fourt h session . Th e Commissio n ha d urge d governments , wit h 

the assistanc e o f th e relevan t U N agencies , fund s an d programmes , t o 

adopt a  long-ter m timel y an d coheren t AID S preventio n polic y wit h a 

public informatio n an d educatio n programm e specificall y tailore d t o th e 

needs o f women an d girl s within thei r socio-cultura l contexts , keepin g i n 

mind th e sensitivitie s an d specia l need s i n thei r lives . 
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Why the n wa s so little attentio n bein g paid t o the gende r dimension s 

of th e epidemi c a t th e U N Securit y Council ? Th e onu s o f blam e an d 

responsibility fall s o n us , a s we hav e perhap s underestimate d th e leve l o f 

advocacy neede d t o mak e thes e issue s central t o an y discourse . 

The resolutio n o f th e forty-thir d sessio n o f th e Commissio n o n th e 

Status o f Wome n an d th e discussio n i n th e Securit y Counci l o n th e 

HIV/AIDS epidemi c ha s create d a  normativ e environment . Thi s ca n 

enable affirmativ e actio n t o refocu s th e monitorin g o f th e epidemi c int o 

different groups , wit h attentio n t o th e implici t gende r biase s i n curren t 

surveillance procedures . Th e ne w focu s shoul d definitel y includ e th e 

younger ag e group s wit h a  systemati c gende r disaggregation . Th e lowe r 

average ag e o f infectio n amon g wome n a s compared t o me n make s thi s a 

priority. Similarly , a  close r integratio n o f th e monitorin g o f th e 

HIV/AIDS epidemi c with data collectio n o n materna l an d chil d mortalit y 

will highligh t area s wher e AIDS-relate d death s ar e currentl y bein g 

missed. Thi s i s because ther e i s a possibility tha t femal e death s cause d b y 

AIDS ar e marke d b y mortalit y associate d wit h othe r cause s o f materna l 

death, an d infan t mortalit y ma y g o similarly undetected , leadin g t o inac -

curate assumption s abou t HI V amon g mothers . A t presen t th e detectio n 

of the epidemi c i s biased. Me n livin g with HI V ar e detected mor e readil y 

than wome n are . Thi s i s becaus e wherea s sero-prevalenc e survey s reac h 

men i n th e genera l populatio n throug h sample s draw n fro m th e military , 

prisoners, etc. , suc h survey s fo r th e detectio n o f th e numbe r o f wome n 

living wit h HI V ar e conducte d onl y i n antenata l clinics . Thi s doe s no t 

take int o accoun t fertilit y difference s betwee n HIV-positiv e an d HIV -

negative women . I t als o ignore s th e realitie s tha t surroun d sexua l net -

working pattern s withi n th e framewor k o f a  gender-based constructio n o f 

sexuality, fo r exampl e th e assumptio n tha t housewive s ar e no t a t ris k o f 

contracting th e virus . 

The above-mentione d internationa l instrument s an d histori c event s 

have als o cleared th e groun d fo r a  gender sensitiv e re-examinatio n o f th e 
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legal an d ethica l environmen t surroundin g th e live s of people livin g wit h 

HIV/AIDS. Toda y ther e i s reason t o believ e tha t th e creativ e us e o f law , 

based o n a n appreciatio n o f comple x socia l values , ma y b e abl e t o brin g 

about change s s o tha t th e abus e o f huma n right s i s minimised , i f no t 

altogether eliminated . Th e la w can , therefore , pla y a n importan t rol e i n 

seeking t o chang e th e underlyin g value s an d pattern s o f socia l inter -

actions tha t creat e vulnerabilit y t o th e HIV/AID S epidemic . 

At th e ver y onset , w e nee d t o examin e wit h a  gender-sensitiv e len s 

the law s relating t o th e preventio n an d suppressio n o f sex work ; th e law s 

that reduc e women' s acces s t o productiv e assets , for example , th e law s o n 

inheritance, marriage , divorce and traditiona l sexua l practices; the policie s 

or law s regulatin g se x educatio n i n schools ; an d th e rule s relatin g t o th e 

professional an d ethica l orientatio n o f servic e providers . Th e process , w e 

are convinced, wil l not be an exercise i n futility. Wha t i s needed i s to mak e 

the discussio n a s broad-base d a s possible . I t wa s thi s kin d o f broad-base d 

dialogue tha t le d t o th e declaratio n o f rap e a s a  wa r crim e i n Vienn a i n 

1994. I t wa s such a n exercis e tha t le d t o th e Tha i governmen t proclama -

tion o f law s requirin g brothe l owner s t o insis t upo n condo m us e b y th e 

clients o f se x workers . Simila r successe s hav e bee n recorde d i n Australi a 

where se x wor k ha s bee n deregulate d o r i n th e Philippine s an d forme r 

Hong Kon g wher e a  conventio n o n HI V an d th e workplac e ha s bee n 

endorsed b y th e legislature . I n Sout h Africa , th e constitutiona l right s o f 

homosexuals hav e bee n upheld . Thi s has been possibl e becaus e th e voice s 

of men and women have been able to break out of the silence tha t has been 

enshrouding th e intriguin g are a o f sex and sexuality . 

And a s hop e i s rekindled , th e issu e o f bette r acces s t o curativ e an d 

palliative medicine s wil l need t o be confronted . Ver y recently th e leadin g 

US daily , The  New  York  Times,  carrie d th e headline , Tai n Relie f 

Underused fo r Poo r - Stud y Says' . The new s ite m highlighted ho w a  study 

conducted recentl y b y th e Internationa l Narcotic s Contro l Boar d 

revealed a  sever e shortag e o f morphin e an d othe r pai n killer s i n poo r 
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countries. The 1 0 largest consumer countries accounted for as much as 80 
per cen t o f th e analgesi c morphin e consumptio n o f th e world . W e wil l 
need to tilt thi s balance because 90 per cent of HIV infections ar e occur-
ring i n countrie s tha t ar e resource poo r an d consum e a  small fraction o f 
the world' s resources. People living with HIV/AIDS nee d t o live and die 
with dignit y throug h continue d acces s t o a t leas t th e basi c medicine s 
required to treat opportunistic infection s -  OR T packets, drying powders, 
bandages, pain killers etc. In addition cheap antibiotic s nee d t o be made 
available t o wome n an d me n t o trea t STD s suc h a s chlamydi a an d 
gonorrhoea whic h mak e the m mor e susceptibl e t o HIV/AIDS . Studie s 
suggest that treatin g such conditions with cheap antibiotics can cu t new 
HIV infection s b y as much as 40 per cent . 

I do not feel comfortable takin g the discussion t o a more compelling 
and aggressiv e advocacy of access to AZT, or to vagina l microbicide s or , 
for tha t matter , eve n t o th e rathe r costl y femal e condom . Fo r i f I  do, I 
would be moving onto an unreal though desirable plane. The cost of triple 
drug therap y amount s t o $500 per perso n pe r yea r even afte r th e recen t 
reductions negotiate d wit h th e dru g companies . Th e prospect s o f 
resources being available t o treat each case of HIV/AIDS pe r year in th e 
less advantaged par t of the globe i s dismal. 

Table 6 

Botswana 

Kenya 

Malawi 

Mozambique 

Namibia 

Rwanda 

Zambia 

Zimbabwe 

$14.27 

$13.43 

$8.94 

$2.40 

$8.00 

$27.63 

$8.07 

$9.32 

Source: Jeffrey Bartholet , Newsweek,  1 7 January 2000 
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As flickering flame s ar e rekindled, need s assessments of orphans an d care -

givers i n th e wors t affecte d countrie s ar e bein g undertaken . Emotiona l 

and practica l suppor t i s being promised t o thos e wh o come ou t wit h thei r 

HIV statu s an d a  spiri t o f socia l inclusio n i s being fostered . Effort s hav e 

begun t o empowe r wome n t o b e abl e t o negotiat e saf e se x wit h thei r 

partners. Adolescent s ar e bein g helpe d t o mak e informe d sexua l choices . 

Data collectio n processe s an d procedure s o n th e epidemi c ar e bein g 

revised. I n some o f the wors t affecte d countrie s AIDS i s being declared a s 

a nationa l disaster , backe d b y th e establishmen t o f Crisi s Managemen t 

Committees. The mandat e o f these committee s i s to crest th e epidemi c a t 

a lowe r leve l tha n projected . 

Some option s see m t o be closing . Believin g tha t HIV/AID S i s some-

one else' s problem i s no longer an option. Believing that HIV/AID S i s just 

another diseas e i s no longe r a n option . Th e onl y option s ar e acknowledg -

ing tha t HIV/AID S i s a  crim e agains t society ; acknowledgin g tha t th e 

orphans o f th e ne w generatio n hav e a  boundles s horizo n befor e them ; 

acknowledging tha t th e walls of sexual oppression need t o be scaled, i f not 

torn down ; acknowledgin g tha t th e wa y ahea d need s t o b e buil t o n 

expanded partnership s compatibl e wit h nationa l priorities , sensitiv e t o 

local contexts , drive n b y innovatio n an d abov e al l ethicall y unassailable . 

Only the n wil l w e be abl e t o translat e huma n traged y t o human hope . 
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Glossary 

Babu - permanen t or long term clients of sex workers 
Chokri - youn g girl 
Dowry - pric e paid by the girl's father to her in-laws at the time of marriage 
Didi - elde r sister 
Gishiri - a  salt cut 
Jekem - a  material fermented fro m human faece s 
Malkins - femal e brothe l owner s 
Mukhiya - chie f 
Panchayat -  loca l self government 
Shambha -  farmlan d 
Tali - weddin g thread 
Valliakappu -  a  ritual performed durin g pregnanc y 
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