


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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