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Chapter 7

The Reworking of HIV Positive Identities

Many articles have shown that people are stigmatized and 
discriminated against for having HIV/AIDS. However, some 
people are able to benefit from HIV/AIDS programs through 
their therapeutic identity as a PLWHA. A story from a ‘friendship 
centre’ created by Jeunes sans Frontières (Youth without Borders) 
in Ouagadougou, Burkina Faso, shows how people there made 
use of a local tactic for mobilizing resources through proximal 
networks of social relations (Nguyen, 2005). As part of their 
advocacy work and efforts to reduce HIV/AIDS related distress 
amongst themselves, the members of the friendship centre 
created a self-help group called a ‘talking group’, where they 
shared stories to cope with their experiences of HIV/AIDS. 
They came up with the concepts of ‘living positively’, ‘taking 
responsibility’, and ‘caring for others’, through testimonials 
and confessionals. This confessional technique is advocated 
by the global AIDS movement. The key to survival is the ability 
to tell your story to the people. Nguyen, describing the talking 
groups in Ouagadougou, shows how this ability to tell their 
story enabled some of the active members who regularly came 
to the group to receive medical benefits. More than that, some 
of them were able to migrate to European countries following 
seminars and conferences, or to obtain sponsorship from their 
fellow European activists. These individuals live as therapeutic 
migrants who gain a decent job, usually at an NGO working 
in the field of HIV/AIDS, and receive free medical treatments 
assured by the government, leaving their unlucky fellow 
patients behind in their hometown. In his article, Nguyen shows 
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how some members of the friendship centre use their therapeutic identity as a way 
to legally migrate to a better-off country, and live as therapeutic citizens (Nguyen, 
2005, p. 142).

Similar to the members in the friendship centre, some TOP Support members 
use their biomedical condition to construct a therapeutic identity through testi-
monials and confessionals at seminars and conferences in order to gain material 
benefits. Instead of identifying themselves as PLWHA first and foremost, they 
make use of their bio-social identity as innocent and victimized housewives and 
devoted mothers, who were infected by their ‘badly behaved’ husbands, and in 
some case unfortunately transmitted the disease to their offspring. This identity is 
locally constructed through the image of PMTCT as a part of women’s reproductive 
health, and disregards the question of an individual’s risk behaviour. This identity is 
collectively shared among the members of the support group.

TOP Support members face stigma and discrimination for having a ‘whores’ 
disease’. However, PMTCT helps change that, by shifting the image of HIV/AIDS as a 
disease of badly behaved people to a disease of innocent and devoted housewives 
and mothers. Given this, it is interesting to examine to what extent the construction 
of a collective social identity by TOP Support members, based on their therapeutic 
identity, has generated a bio-social grouping; and how this collective social identity 
benefits TOP Support members, as individuals and as members of the support 
group.

First of all, I discuss how the TOP Support members construct the image of good 
housewives and devoted mothers and how they get benefits by ‘playing the victim’. 
I also describe how some individuals’ use of the group for their own interest has 
changed the role and focus of the group from one of social support to one with 
commercial interests. Finally, I describe the dynamic of deciding to disclose or not 
to disclose their HIV status for the sake of their family’s welfare. 

 
7.A. Being Innocent and Having HIV: Identity Shifts

This was part of Vina’s story that was broadcasted on one of Indonesia’s cable TV 
channels in 2006. The program was highlighting the discrimination against people 
with HIV/AIDS in accessing medical services and getting a job. Vina was one of the 
guests. I watched the rerun a few days later. Vina was sobbing as she was telling the 
audience her touching story on the live talk show, especially when she was talking 
about Uti, her daughter. The audience felt sympathy for Vina, an ‘innocent’ housewife 
who got HIV from her husband, a drug user. After her husband left her, she had to 
struggle on her own to make a living for her HIV positive daughter and herself. Vina 
told the audience how hard it was for a seropositive woman like herself to get a 
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job. It seemed to her that most employers did not want her. However, Vina never 
told the audience about her poor educational background or the fact that she lacks 
skills, both of which have also made it difficult for her to get a job. She also never 
shared her risky behaviour in the past which took her to her IDU husband. Rather, 
she was repeating the same touching story of an innocent and unlucky housewife, 
which she had told in many seminars and conferences, even some international 
ones. Vina is one of the TOP Support members who has disclosed her HIV status to 
the public. This was not her only TV appearance; she also shared her story on a news 
program on another cable TV channel in 2005. 

Vina is not the only TOP Support member who has been invited onto a live talk 
show. Recently, another TOP support member, Lina, was also invited to the same 
show in 2008. Here is the story that Lina shared on the program:

Lina, who was pregnant with her second baby when she was interviewed, 
got HIV from her husband. She did not have any suspicion about his illness 
although he was having a health problem at that time and got hospitalized 
because of it. The doctor then suggested to her to let his blood (be) tested. 
She found out that her husband was HIV infected. Later on, she found out 
that she got infected as well. Her first baby boy also got infected and died at 
the age of three (Kick Andi, 2008).

On the program, Lina appeared with Ben, her second husband whom she 
had recently married. Just before this TV appearance, Lina and Ben were also 

Figure 1: 
Vina on a Talk Show, 2006 

‘The application is closed’, said a 
man on the phone. A while ago, the 
man just asked Vina to come and 
bring her application. But after Vina 
confessed that she had HIV/AIDS, 
the man changed his mind right away 
and tried to reject her softly. Most 
employers that she contacted by 
phone had refused her softly or even 
rudely when she confessed that she 
had HIV/AIDS. Another interesting 
question for us is how it is going with 
Uti, Vina’s daughter, who is also HIV/

AIDS infected. The woman whose husband died because of the same disease told us that she 
just knew that she is HIV/AIDS infected after Uti, her daughter, was regularly sick. When tested, 
it was clear that her only daughter had HIV/AIDS. When Vina had herself tested, she knew that 
her daughter was infected by her and that she was infected by her husband, who was a drug 
user (Kick Andi, 2006).
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interviewed on another TV channel. They were interviewed at Ben’s parents’ house 
and were showing their harmonious relationship as husband and wife. Lina did not 
tell the audience that Ben was her second husband who had three children from 
his previous marriage. Ben’s ex-wife is not HIV positive, nor are his three children. 
Ben and Lina got married because she became pregnant, though at the time Lina 
also had another boyfriend. Lina’s first son from her late husband passed away in 
2007 at the age of three after treatment was sought too late when he was sick. 
By that time, Lina was so in love with Ben that she neglected her son, who was 
taken care of by her mother instead. Ben is a drug user and has relapsed several 
times. Lina has told me that she also still uses drugs occasionally. Lina and Ben have 
two daughters together. Their second daughter was born prematurely due to an 
opportunistic infection which Lina contracted during her pregnancy. During the TV 
interviews, Lina mentions her late husband and son only occasionally, and she gives 
only very brief explanation so no one actually notices this part of the story. Instead, 
she puts herself in the position of an unlucky wife who had surrendered herself to 
be infected by her late husband and therefore unfortunately infected her baby.

The TOP Support members do not only appear on TV; their stories are also 
frequently written about in magazines and newspapers. Yuna is one of the members 
whose story appeared on an online magazine in December 2008. Yuna presented 
an image which is not much different from her two fellow members above, i.e. the 
image of a wife who has devoted her life to taking care of her HIV positive husband 
from whom she contracted the disease. Luckily, in Yuna’s case her baby is HIV 
negative.

I got infected by my beloved husband. 
Everything started when my husband had typhus symptoms. Confusingly, 
after more than a month, he was not getting better. The doctor advised us to 
visit Persahabatan Hospital to have a blood test done. The result was really 
shocking. My husband is HIV/AIDS positive! 

My husband is an ex-IDU. 
The blood test said that I was also infected. I was devastated. During six years 
of our marriage, as far as I remember, he never acted or showed any strange 
behaviour. Finally he confessed that he used to be a drug user but had never 
used drugs since four years ago. 

The virus attacked my body immune system. 
I had quit working as I was too busy taking care of him; I didn’t even pay 
attention to my unborn child. A doctor had reminded me that the HIV/AIDS 
virus could infect the innocent child in my womb. A month after my husband 
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died, I decided to join Medicine sans Frontièrs (MSF), an NGO from France. I 
was given further information on HIV/AIDS completely so that I understand 
more about the virus which has no medicines yet. Then, a doctor advised 
me to have a CD4 test done. As I expected before, my CD4 level was 169; it 
should be between 500-1000. My body is very fragile to infection. 

God has given me help. 
Praise the Lord, there are actually people who want to help me. At the 
beginning, I felt insecure because I knew it would cost a lot, from the ARV 
medicine therapy to the caesarean section that I needed. My baby had to 
be born with a c-section to minimize the risk. When I was seven months 
pregnant, I was appointed to Yayasan Pelita Ilmu (YPI) which has a PMTCT 
program. YPI has given me such enormous help. They paid all the birth 
expenses; they even gave a subsidy for the formula milk for a period of a 
year’s time. 

My child is HIV negative.
I am very thankful my baby was born safely. When he was eight months old, he 
had the HIV/AIDS test done and the result  was negative! For all the mothers-
to-be living with HIV/AIDS, don’t give up. Remember that your children need 
you. That’s why you should get as much information as you can on HIV/AIDS 
so that your children can be saved (Mother and Baby, 2008). 

Almost all of the TOP Support members have given testimonials, including 
Vina, Lina, Yuna, Winta, Sinta, Wanda, and others. The interesting point is how they 
disclose their HIV status and create an image of themselves, reconstructing their 
identity as victims and implicitly blaming their husbands who had wicked behaviour. 
They choose a role as innocent and passive housewives who are powerless. This role 
is accepted well in the public eye. Indonesian women are socialized as domestic 
partners who have to listen to and obey their husbands, are not allowed to ask 
questions, and have to anticipate what their husbands needs are without asking 
(Kroeger, 2000). On one hand, this is a shortfall for women, but in the case of the 
seropositive women at TOP Support, they have occupied this role to manipulate 
their image to their benefit. People will not have sympathy for an HIV positive 
woman who was infected because of her own risky behaviour; however, they will 
have sympathy for the never-ask-questions housewife who was being responsible 
for her family, and faithful and obedient to her husband.

In order to emphasize their image as innocent women, they also change their 
appearance. Many of them wear a hijab (see Vina’s picture above), the traditional 
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covering for the hair and neck that is worn by Moslem women. Moslems make up 
the majority in Indonesia, thus the hijab is a common thing to wear in Indonesia. 
Lately, many Indonesian (Moslem) women wear the hijab to present themselves 
as fine and religious women. Research conducted by Smith-Hefner in Yogyakarta 
mentions that between 1999 and 2002, the number of women wearing a hijab 
increased by more than 60% (Smith-Hefner, 2007). According to Wikipedia, in 
popular use, hijab means head cover and modest dress for women among Moslems, 
which most Islamic legal systems define as covering everything except the face and 
hands in public. However, many Indonesian Moslem women wear a hijab to cover 
only their neck, hair, and ears. 

Based on my observation, I noticed that TOP Support members wear the hijab 
in order to present themselves as good women. These members also believe in the 
stereotype that HIV is a cursed illness which only infects badly behaved people. 
From their point of view, it is clear that some people therefore believe that they 
are the ones who have behaved badly. Indonesian women are socialized and 
expected by society to identify themselves as religious, innocent, and virginal, until 
they become mothers and housewives, and caregivers who serve and nurture. By 
wearing a hijab, the women in TOP Support hope to present this image expected 
of women by society. In other words, they wear the hijab because they do not want 
to be seen as people with bad behaviour. Some of the women told me that they 
started wearing the hijab when they knew they were HIV positive, in order to hide 
their so-called bad behaviour which was considered shameful and inappropriate. 

Research by Lindquist (2001) conducted among female migrant workers in 
Batam found that the women wear a hijab during the day, but take it off at night 
when they work as prostitutes. Why is wearing a hijab and appearing as pure and 
religious so important? If women fail to appear this way, they cannot get access 
to certain facilities as they are regarded as ‘bad’ women. Lindquist’s study shows 
that female migrant workers in Batam wear the hijab in order to break from their 
prostitution identity or to get rid of sexual harassment during the day when they 
do a regular job, which they need in order to financially support their families in 
the villages. But the money they earn is not enough, so at night they have to take 
over their husbands’ role as the breadwinner and work as prostitutes. Working as 
a prostitute for them is shameful, since by doing so they cannot function as the 
‘expected Indonesian women’. TOP Support members also wear the hijab to cover 
their shame. They are ashamed of themselves and they understand that they have 
(and perhaps still do) engaged in high risk behaviour. The shame, then, creates a 
feeling of guilt, as admitted by Wiwid. She became a religious person as soon as she 
found out about her HIV status. She feels and believes that wearing the hijab can 
bring her closer to God. It also makes her more relaxed and lessens her shame.

For these TOP Support members, the hijab is worn to get attention and to 
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support their collective identity as innocent housewives and proper Indonesian 
women. Some of them wear the hijab when they go out of their home, in accordance 
with Moslem rules, however, some of them wear the hijab only occasionally when 
they have to give testimonials at seminars, to meet the community doing advocacy 
work, or to welcome the ‘guests’ at YPI who come to visit TOP Support, especially the 
guests who are offering assistance or funds for them. 

If we talk to the guests, for example to the women, I can’t say the 
word gue (a slang word for ‘I’, usually used by young people in big cities in 
Indonesia) because it doesn’t really show respect. Sometimes I wear... for the 
Ngobras (Ngobrol santai informal chat, a weekly meeting program), because 
there are a lot of people coming, I wear hijab so that they can’t see the real 
me, I’m actually bad (I have bad behaviour). But I’m confident to talk. (Asti, 
30 years, remarried)

Asti is an ex-drug user, but she found out that she was HIV positive when her 
husband, who was also an IDU, got severely ill and passed away soon afterwards. 
She feels that her extrovert attitude brought her to bad environments, and therefore 
she got the disease as a curse for being a bad girl.

The advocacy work of TOP Support not only gives the participants a degree of 
celebrity status in Indonesia, it also brings them to places they never thought they 
could ever visit, or to meet very important people whom they would otherwise 
never have met. For example, Vina was able to participate in AIDS International 
conferences as a representative of seropositive young women from Indonesia. Last 
year, she participated as a Unilever ambassador for HIV/AIDS. In 2007, Vina went to 
Canada. This is her comment on it in an FGD:

Maybe, getting the disease can have a positive effect. This is like what 
my sister told me. When I was about to go to Canada, my sister told me, ‘If 
you weren’t sick, it would be impossible for you to go abroad’. It might be 
true. It means there’s an advantage of being a PLWHA. I can make others 
happy. Even if I’m sick, I don’t bother others. For sure, I can be independent 
and can still earn money by myself. (Vina, 29 years, widow)

According to Winta, aside from having participated in an international se mi nar, 
her identity as a seropositive mother allowed her to meet the President of Indo-
nesia. As Winta told me in an FGD:

... (I) can go abroad, I can meet SBY (Susilo Bambang Yudoyono - the 
president). If I didn’t get the disease, it wouldn’t be possible to know a lot of 
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people. It means I take the positive side of having this disease. If I wasn’t sick, 
I wouldn’t know people from abroad... If I kept being angry at my husband, I 
would only focus on him. If my husband was alive, he would say, ‘It is because 
I infected you that you can go to another country’. I can meet a lot of people. 
That’s why this accident brings a positive side, I focus now on my child, and I 
take care of him. (Winta, 18 years, remarried)

7.B.  Economic Benefits

Nguyen (2005) shows how in the friendship centre in Burkina Faso, the members of 
the talking group use a confessional technology to get access to medical treatment. 
TOP Support members, by contrast, use testimonials and confessionals to get an 
income rather than to gain access to treatment. In their case, free treatment is 
provided by YPI, therefore collective action for treatment is not necessary. 

As an NGO, YPI has very much depended on international funding agencies. 
Unfortunately, the international support is not always available. Whenever there 
is a shortage in the budget, YPI will cut the expenses for transportation fees for 
the members who work at the secretariat or do home or hospital visits. From 
2007 onwards, due to limited funds, they hardly do any hospital or home visits. 
Furthermore, meetings are only conducted when needed. YPI has also rearranged 
the routine secretarial activity in order to be able to save the remaining budget for 
transportation fees, because without the transportation fee, usually no one comes. 

The TOP Support group functions as an access to charity for these women, an 
information centre about ‘jobs’ on seminars and in the mass media. Almost every 
time I visited the TOP Support secretariat where they usually have their meeting 
every Wednesday, I saw TV crews filming the activities of the TOP Support members, 
capturing their daily activities there. Unfortunately, the crews did not capture any 
other parts of their lives, for example the struggle the group members have to face 
in supporting themselves and their families.

It is not only being able to go abroad and meeting important people that brings 
benefits; more importantly, the advocacy work gives them an opportunity to earn 
money, especially when they are invited to either local or international seminars or 
talk shows. One of the YPI staff, Sundari, functions as a coordinator. She is the one 
who takes orders from other institutions or the media for giving testimonials and 
distributes them among the TOP Support members. According to Vina, she received 
2 million IDR (US$200) for one appearance on a talk show. Sinta and Wanda have 
had similar experiences. In addition to getting acknowledgment, they usually get 
some amount of money for sharing their experiences as seropositive mothers. 
In almost all appearances, they present themselves as innocent housewives, the 
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identity they have received from the PMTCT program. Because of the money they 
get, they consider it as working and call it a ‘job’. 

I don’t get any regular salary; the transportation fee is only 25,000 (IDR) 
each time (she comes to YPI). But I depend on another job besides it (the 
support group), for example by being a speaker. We get 500 (500,000 IDR). 
I even received 1 million because it’s a foreigner who invited me. I only 
depend on it, so I never have a target for a month. Sometimes, I get nothing 
for a month. Only 50,000 of the transportation cost. That’s it. (Sinta, 26 years, 
remarried)

Sometimes I join the training, just like the other day, not bad, I got 50 (50,000 
IDR) per day. There’s not always the chance to give a testimonial. In November, 
December, I got a lot; I don’t know in January or in the future... If we’re not active 
(regularly coming to the secretariat), we can’t be invited as a speaker etc... The other 
day I bought my kids Pampers (diapers), the money’s from the testimonial. It’s not 
bad for a week. All my life, I’ve never worked. I never felt the joy of earning money. 
I feel pity towards my parents; they’ve paid so much for my sickness and for my 
children. (Wanda, 27 years, widow)

Note how Sinta points to the larger fee given by foreign donors. Foreign donors 
are vital for HIV prevention programs in developing countries such as Indonesia. 
Although the government budget for HIV/AIDS intervention rose from US$6.3 
million in 2003 to US$10.6 million in 2004 and then to US$13 million in 2005, the 
budget only covers thirty percent of the total budget used for the national HIV/AIDS 
program. The other seventy percent comes from foreign donations, as much as 
US$19.5 million in 2003 and US$22.8 million in 2004. During 2003-2005, in addition 
to the government budget of US$30.9 million (25% of national spending on HIV/
AIDS), the national AIDS prevention program received funds from several sources, 
such as bilateral donations of as much as US$80.8 million (66%), UN core funds of 
US$10 million (8%), and from international NGOs US$1 million (1%). The sources 
of the bilateral donations are IHPCP (Australia), FHI (USA), DFID (United Kingdom), 
GFATM, DKT/KFW (Germany); the UN core funds came from UNICEF, UNFPA, UNDP, 
WHO, ILO, UNESCO, UNV, World Bank, UNHCR, and UNAIDS; the fund sources of 
the international NGOs were Save the Children, Cordaid, MSF Belgium, and Church 
World Service (National AIDS Commission Republic Indonesia, 2005). Foreign donors 
usually come in with several programmed activities and will only give funds to the 
activities that have coherence with their programs. 

Wanda’s story above shows how proud she was when she, a woman who never 
had had a job before, was able to buy diapers for her daughter. The money could be 
used to fulfil her family’s needs and it made her feel that she had value for herself 
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and for her daughter. Winta shared a similar story. According to Winta, she is the 
backbone of her family, and her mother frequently asks her for money after finding 
out that she has had a ‘job’. Winta lives in a five square metre sub-standard house in 
a crowded slum area with her husband, daughter, mother, and siblings. Her father 
was a tukang parkir27 before he died and earned 1000 to 2000 IDR for every car he 
helped. Since her father’s death, her mother has had to do many different kinds of 
work to make a living, including doing laundry for other households28. Winta thinks 
that she owes her family a lot. She is now married again, to a driver. Her husband 
has never been tested, so they do not know if he has been infected with HIV or not. 
They have a daughter who does not have HIV. Since getting married, however, her 
financial condition has not improved. She has still been helping her family (including 
her mother and siblings) with the money she gets from the public testimonials.

Figure 2: 
Winta’s Family Tree

Mbak Ati (a YPI staff) also said, ‘Winta, if you become a speaker or get 
money from YPI, save the money, don’t be too open to your mother’. My 
mother, she’s happy if I go to YPI, she thinks I always get money from YPI, 
because last year I became the speaker too often, maybe because my story’s 
the most unique one, that’s why I am always invited. My mother thinks if I go 

27 A tukang parkir is someone who helps car drivers park their cars by using his hands to give signs as to 
which parking spaces are free and by giving signs to the cars on the street when a car is leaving the 
parking lot. 

28 Laundry is done manually by Winta’s mother at her clients’ homes.
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with Mbak Ati, I always get money. The other day when I had an interview 
with a magazine, I didn’t get a lot of money, I didn’t ask for it either. If I 
become a speaker, I expect to get a lot of money, but for the interview I don’t 
really. I think for them it is good to get the info from us. My mother thought 
I was a speaker, like the other day at the Grand Hotel, my mother thought I 
brought money home. ‘I didn’t get money, I haven’t been paid. Are you sure 
they haven’t paid, are you lying?’ My mother didn’t believe me, so when I 
got the money from my husband, I gave it to her and said, ‘This is the money 
from yesterday, I just received it this afternoon’. I put it in an envelope with 
a note written by my neighbour, ‘Your fee as a speaker, 100 thousand’. If I 
come home today, if I don’t get money, she’d ask, ‘Don’t you get any money?’ 
(Winta, 18 years, remarried)

In Sinta’s case, the money she receives is more than enough to fulfil her daily 
needs. It even saved her from her abusive husband. A few years ago, Sinta decided 
to leave her prosperous life with her parents. She preferred to marry her boyfriend 
instead of continuing with her studies by going to a university in Singapore. She is 
the only child of a well off family. Her father is a Singaporean who lives in Singapore 
and her mother is a Chinese Indonesian who lives in Batam. Sinta is closer to her 
mother than to her father, as she always lived separately from her father. Her mother 
did not allow Sinta to have a (serious) relationship, especially to an Indonesian. As a 
Chinese, her mother believes in the stereotype that Indonesians have bad behaviour 
and are lazy. 

Sinta met her husband, Arjuna, when she was in high school. They met through 
a friend when there was a band performance in Batam in which he was one of the 
performers. They started to have a secret relationship since it was forbidden by 
Sinta’s mother. After she graduated from high school, Sinta ran away with Arjuna and 
lived in Jakarta with his family. Later on, they got married and she was converted to 
a Moslem. Arjuna did not come from a well off family. His father was a construction 
worker who worked by order, which only came once a year or once in six months. The 
family always had some debt in order to survive. Arjuna had a lot of siblings, so they 
always lived jostling in a house which was shared by fifteen people. Nevertheless, 
Arjuna’s mother often wasted money without thinking of saving. When Sinta had 
some money, she had to ‘deposit’ it to her mother-in-law or else the in-laws would 
say something cruel. 

At the beginning, the marriage went well. But after their first child was born, 
eight years ago, Arjuna started to become rude. Sinta was frequently beaten and 
yelled at in abusive language. Then she found out that Arjuna was a drug user and 
had many sexual affairs. Sinta had to accept it when her husband abused her and 
she did not dare to save herself. She did not have any legal documents; she had left 
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her identity card, her school diploma, and her birth certificate in Batam. She did not 
dare to go back home to get those documents and never had enough money to 
get legal documents from the local government in Jakarta. Later, she unexpectedly 
had a second child. She had tried a few times to get rid of the baby when she was 
pregnant but it did not work. Luckily, in spite of this, the baby was born safely; 
furthermore, both of her children are HIV negative. 

Sinta decided to move out when she received some income from the ‘job’. 
Through the TOP Support network, Sinta now has a more stable job as the 
coordinator of Ikatan Perempuan Positif Indonesia (Indonesian Seropositive Women 
Affiliation). Arjuna passed away and Sinta remarried another PLWHA whom she met 
in a support group meeting. She has also been able to get her children from her ex-
mother-in-law and take them to live with her; previously, her ex-mother-in-law had 
kept her children in order to get money from her. Now, even though her ex-mother-
in-law still calls her by phone almost every day in order to get more money, she is 
quite happy living with her new husband and children.

Figure 3: 
Sinta’s Family Tree 

At eighteen I ran away, at ninteen I was pregnant. The first and second 
year was fine. Our family was ok. Since five years ago, things have gotten 
worse. One day I got...received a letter from his office, from a woman, his 
lover. Of course I was angry. I thought that’s what he did after everything I 
did. From then on, things were getting worse. He kept saying there’s nothing 
between them, at least they didn’t have sex. He’s got a belief that if one cares 
about him, loves him, she should know what he likes and what he doesn’t 
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like. But I said if he tried to hide it, there must have been something wrong. 
He kept it secret. Later on he told me they were only friends and he only 
used her money. It’s always been his reason, but I can’t accept the reason. 
It creates revenge. I did also have a relation with a man, but only friendship. 
But, he was so angry by then. I didn’t have anybody there, I had a dead card, 
and I could do nothing. I couldn’t say no, couldn’t ask for a divorce. I had to 
listen to what they said. Then, we found out about the disease. I still took care 
of him. At that time I was pregnant with my second child. That was actually 
an unwanted pregnancy. I didn’t have money; I couldn’t have protected sex. 
Arjuna absolutely didn’t want the pregnancy since he was not sure whether 
it was his child or not. I told him, ‘In the name of Allah it’s your child’. My 
stomach was kicked, beaten, he asked me to have an abortion, I was told 
to take medicines to kill the baby. I took the most expensive medicines 
from the pharmacists; they said the medicines from abroad, hundreds of 
thousands we spent. But, this child wanted to live. I took a decision, I didn’t 
care whether he could accept the child or not. I didn’t want to die taking 
the medicines on and on, I said it’s easy for him he could marry again. After 
that we had a fight. I kept the child. Luckily, the child is ok. No defects or 
anything. I was often beaten by him and abused by him. His parents put me 
in a home to stay together with my children because they couldn’t stand it 
anymore witnessing me being abused. He kept promising me to change, 
but he never did. He still has a free sex life, but every time he comes and 
apologizes, I can’t resist him. I wanted to come to my parents’ home, but I 
couldn’t because I would have to leave my children. I wanted to rent a house, 
I didn’t have money. I had nowhere to go. I was their backbone meaning that 
I did all chores at home. I washed the dishes every day as if they were having 
a party. His mother used to have a nice life with servants, so her children are 
not used to work. If I get money, his mother always asks, I always give. If she 
doesn’t get money, she’ll be very angry. Since knowing YPI, his mother sees 
only my money. My father-in-law works, but how dare her ask money from 
me who earns only that little. I’m not stingy. I’m easygoing, but she always 
asks and always says, ‘Don’t forget to give me 200 (200,000 IDR)’. She also 
likes to borrow money. ‘I want also to borrow extra money, I’ll pay you later’. 
Usually what she borrows is paid back. But then all my money is in her hands, 
I have to give to her and to lend to her. I don’t keep the money, my God! 
Sometimes I try to be patient. So, every time I get a job, my husband wants 
something, my mother-in-law wants another thing; I don’t get anything for 
my children. I’m stressed out; my husband depends on me, as well as my 
mother in-law. (Sinta, 26 years, remarried)
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In contrast to Winta, it is interesting to see that in Sinta’s case, instead of her own 
mother it was her then mother-in-law who demanded money. This is because she 
used to live with her. At that time her own mother did not know she was infected 
with HIV. Both these women were expected not only to be good housewives, but 
also to earn money for their own and/or their husband’s parents. The money earned 
from giving testimonials is a valued economic resource for the infected women, as 
well as their extended family. In addition to the fact that most TOP Support members 
do not have adequate educational backgrounds or skills to get a decent job, they 
usually come from families with low socioeconomic backgrounds; then to make it 
worse. PLWHA are discriminated against when it comes to applying for a job. It is 
then understandable that whenever they have a chance to earn some money, they 
will prioritize how they spend it according to what they consider as important. In 
Wanda’s and Winta’s cases, the money was used for fulfilling daily needs. In Sinta’s 
case, the money was used for her family and parents-in-law. That is why there was 
no money left for Sinta to take care of the documents she needed to free herself 
from her abusive husband before he died. 

In my opinion, Sinta’s case is a complicated one. She could have used her money 
to get away from her abusive in-laws, but she did not do that because as a good 
daughter-in-law and devoted wife she believed she had to serve them. Sinta could 
only eventually free herself from her parents-in-law after Arjuna passed away. She 
could finally use the money she earned to take care of her documents and marry 
her current husband. As far as I am concerned, none of the women considered 
using the money they made to treat their illness or to save it for their children’s 
future, although they know they will not live for a very long time because of their 
illness. The reason behind them not using the money to treat themselves is possibly 
because of the norms dictating that women should put their families first before 
themselves. 

On one occasion, Vina sent me a text message to ask whether she and the other 
TOP Support members would receive some transportation fee if they participated 
in an income generating activity. I was part of a research team at the university 
that supported the members to develop empowerment activities. For the activity, 
we provided some funds to buy sequins to be applied to hijabs. To welcome Eid 
ul-Fitr29 we thought that the hijabs would sell well, and even better if the sequins 
were applied. Tasks were then divided. Some of them would buy the sequins and 
decorating beads, some would learn how to stick the sequins to the hijabs, and the 
rest had the task to sell the decorated hijabs. The idea was that this collective activity 

29 Eid ul-Fitr or Id-ul-Fitr (Arabic: رطفلا ديع ‘Īdu l-Fiţr), often abbreviated to Eid, is a  Moslem holiday that 
marks the end of Ramadan, the Islamic holy month of fasting. It is celebrated starting on the first day of 
the Islamic month of Shawwal.
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would generate income for the group. However, what happened in practice was 
that the women sold the hijabs individually and used the money for their individual 
needs. 

TOP Support is seen mainly as a source of income. However, as the ‘jobs’ are 
not always available for everyone, it can trigger conflict among the members. Not 
everyone can get the chance to do them. Those who have an extrovert personality, 
who dare to disclose their status and have a unique background, are the favoured 
ones. Vina and Winta are the members most frequently asked to give testimonials 
in seminars, and have been invited several times to international HIV/AIDS 
conferences. They were among the first six participants of TOP Support to disclose 
publicly, long before the other members dared to do so. Moreover, Winta’s unique 
background as a teenage mother with HIV has led her to be a representative at 
the Youth International Conference, regardless of her risky behaviour, while Vina is 
invited as a leader of a seropositive women’s group. Both of them were promoted 
by YPI through its network and are used as icons for the PMTCT project. This is the 
reason why the media and the public know them better than the others.  

The members only get ‘jobs’ when they regularly come to the secretariat and 
actively involve themselves in the group’s activities, as already mentioned by Wanda. 
At the friendship centre in Burkina Faso, the group applies a triage system, whereby 
members who are active and regularly come to meetings are able to get better 
access to treatment than other members who are not active and do not regularly 
come to meetings. The reason behind this triage system is the idea that these active 
members can help others better than those who are not active (Nguyen, 2005, p. 
132). The system is more or less the same in TOP Support. In fact, it is clear from 
what I observed that in most cases, the decision about who gets the ‘job’ depends 
very much on the content of their story; the more dramatic the story, the higher 
the chance they have of being selected to give testimonials. In Vina’s case, she was 
one of the first to disclose her HIV status, and in Winta’s it is her being a teenage 
mother. However, they have to come regularly to the secretariat to get invited to 
give testimonials, even though, it is not a guarantee that they will get the ‘job’, as the 
jobs are not always available. 

Instead of mobilizing resources and disseminating information to create 
mutually beneficial collective action, the members of TOP Support compete against 
each other. A simple matter can trigger a conflict among them, as Wanda describes 
below:

I was close to Vina, but she is not professional in my opinion. Sometimes 
private problems between us can influence our professional relationship. 
Actually, Unilever offered a position for both of us (Vina is also a part 
time volunteer for Unilever – she does the same advocacy work by giving 
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testimonials whenever Unilever offers the ‘job’, which also means that she 
gets an additional income from Unilever), but she kicked me out without 
any confirmation. I was mad at her, but she told others that I was angry 
because she had a relation with my ex-boyfriend. Dr Joni from Unilever 
contacted her but she never told me about it. What I know then is that she 
works for Unilever and I do not get the job. It is not clear to me. She should 
have told me what Dr Joni had told her, even if it is not good news for me. 
I met the director of Unilever in Cikarang, and Dr Joni always asks for Vina 
and me whenever there’s training for their staff, but when we had to discuss 
about the contract the other day, Vina did not tell me because we had a 
fight about my ex-boyfriend. From now on, I won’t tell her anything about 
me. Some members share their stories, Lina, Sinta, Yuna, but they do not tell 
Vina, because their stories will be passed on to everyone when they have a 
fight with her. Sometimes, I think it is because Vina is the senior among us. 
(Wanda, 27 years, widow)

Sinta had this to say on the same conflict:

None of us agrees to have Vina as the leader. But she always feels like she 
is our leader, so she becomes the leader. We, then, tell her our objections… 
Yesterday, Mbak Sundari (YPI staff) said that there’s a cut on the TOP Support 
transportation fee; it will no longer be given. They used to allow each person 
to come three times a week but now they cut it to twice a week, it means 
each person will only get 50,000 (IDR) a week. Vina told me, ‘I may not be too 
active and to participate because they no longer give me money. It costs me 
a lot to come here’. It makes sense to me since she lives quite far from here. 
But, she still wants to be the leader because she counts on the job, just like 
we had yesterday at the hotel. That’s what she’s counting on. Vina has no 
skills. She counts every cent she’s got and we should report all the events 
we have joined or will be joining. She’ll get mad if we don’t tell her though 
we’re the ones who are being appointed. However, she never tells us if she’s 
being appointed. She wants to take all the jobs offered. I told her to share 
the jobs. I said, ‘You’re not the only person who needs it’. I feel sorry for the 
other members because Vina is too greedy. They are mad at her. I told them 
not to be too hard with her, so I should text Vina tonight and tell her that I’m 
invited to Trans TV. Otherwise, there will be another conflict and then she 
has a reason to get mad again. (Sinta, 26 years, remarried)

What has happened at TOP Support brings about a negative impact on group 
solidarity, whereby the success of one member of the group weakens the solidarity 
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among the members as they do not feel on the same level (Portes A. , 1998, p. 15). 
As a result, the group can only remain as an information channel for commercial 
interests, and used for individual benefit. The collective identity given by TOP 
Support as a biosocial group is only used pragmatically by the individuals. TOP 
Support is seen mainly as a source of income:

There will be no use to stay at YPI. I want to leave YPI and get a job at the 
(shop ping) mall; I’ll work to make a living. I really need it to survive. In my 
calcu lation, trans portation fee (to come to TOP Support) is 25 (25,000 IDR) 
a week, my house  hold expense is more than that, also for my mom and my 
brothers... more than 25 (25,000 IDR) ... It was hard when I was single. I was 
short of money badly, but I was patient and waited for the interview (for 
which she gets paid), wanted to be the speaker for YPI. What you get is what 
you spend. (Winta, 18 years, remarried)

Furthermore, the network developed by YPI only benefits the members as indi-
viduals and not as a group. Considering this, it may be difficult to encourage TOP 
Support to engage in collective action for a social movement that fights for the 
needs of its members. As a group they could fight for better medical treatment, for 
exam ple free ARVs for all seropositive mothers and babies, or free PCR tests for 
new born babies. The findings presented here, however, suggest that their primary 
concern is everyday survival, i.e. having a job and avoiding the stigma attached to 
HIV. 

7.C. Back to Family Life

In Indonesia, there is a decline in trust, altruism, mutual reciprocity, social solidarity, 
and tolerance at the community level (Hasbullah, 2006; Suwardiman, 2008). Those 
factors are perhaps reflected in the weak solidarity among the members of TOP 
Support. Additionally, as women, they are not used to working in a group, fight-
ing for their rights, or fighting for others outside their (extended) family. Like 
many Indonesian women, their lives are dedicated to their husbands and families 
(Kroeger, 2000). This may result in a lack of solidarity among them. Though some of 
the TOP Support members do engage in the testimonial activities, these activists 
stop their activities when confronted with stigma and when they find out that 
disclosing their HIV status may harm the lives of their husband and family. If their 
involvement in TOP Support stigmatizes their spouse and family, for example, they 
leave the group peacefully, without considering the impact on, or importance of, 
the group. Avoiding the risk of having their family discriminated against is a greater 
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concern. For Indonesian women, a family’s dignity and prestige come first be fore 
material benefit. Some are willing to lose the access that membership to the group 
gives them in terms of material benefit as long as their family is saved from the 
stigma of HIV.

Especially for those who have been remarried, a harmonious life with their new 
husband and in-laws is their main concern. They usually feel angry and resent ful 
towards their ex-husbands because they infected them with HIV, and that is why 
they usually think that the marriage with their new husband has set them free. In 
addition to being taught to serve her (extended) family, an Indonesian wo man is 
also taught to believe that her life is only complete once she gets married. To be 
loved by her parents-in-law is a plus. Being a woman with a so-called ‘cursed illness’, 
many fear that they will never be a complete woman because no man will want to 
marry a ‘badly behaved woman’ with HIV. When there is a man who will accept her 
the way she is, she will do anything for him and his family. 

After getting remarried to her second husband, who was himself HIV positive, 
Sinta preferred to focus on her work as the coordinator for the Indonesian Sero-
positive Women Affiliation. She still works for the TOP Support secretariat and is 
able to do advocacy work, but does fewer confessionals. She gets less income and 
sometimes she does not get the payment for several months, but she considers it 
a better job since her new husband, who works as a civil servant at a District Office 
in the area where they now live, is not involved. Once she appeared on a talk show 
and one of her neighbours recognized her. After this her mother-in-law asked her 
not to appear on talk shows anymore, because she did not want the neighbours to 
know about the status of her son. Sinta’s own mother, soon after finding out about 
her status, also requested her not to appear on talk shows. Sinta has to respect her 
mother and parents-in-laws, although she says that it is against her own will.

The other day I was on TV. My neighbour recognized me on TV. My (new) 
husband was angry. His mother also says I shouldn’t do it again because he 
hasn’t disclosed his status. My family doesn’t approve of it either, my mother 
is afraid my aunts will find out about it (that she has HIV). This is actually not 
what I want because I actually want to let others know more about HIV in 
relation to IPPI (Ikatan Perempuan Positif Indonesia- Indonesian Seropositive 
Women Affiliation). I can still do seminars. Most seminars are usually about 
presentation and to let them know about PLWHA, but no testimonials. The 
other day, I was at a seminar at the cabinet secretariat with the officers. 
(Sinta, 26 years, remarried)

Similar to Sinta, Winta never refused to be interviewed and did not mind peo  ple 
taking her picture whenever she was interviewed. But now, she refuses to show her 
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face in public, as requested by her new husband. Winta tells me that she is afraid that 
her new husband and her newborn baby will be stigmatized if she dares to show 
herself in public. Her first son is stigmatized because she used to be open about her 
status. Winta does not do any testimonial ‘jobs’ now and her family depends only on 
her husband’s income. In an FGD Winta spoke about this:

I was on a talk show on Trans TV, all my neighbours knew about that, 
almost all of them knew it from ---, even though I was covered with a hijab (on 
TV), they still knew it was me and started to discriminate me. I’m sad every 
time my child wants to play. My parents were told by Pak RT (neighbourhood 
association leader) that my child shouldn’t play outside for a while. He told 
my mother, but didn’t directly tell me. My sister, the one who took me to YPI 
the first time I took an HIV test - she took me to YPI - I mean she’s my own 
sister. She should know more than my parents who are sort of short minded, 
she should understand more. She still discriminates my child! For example, 
if my child shares a drink with her child, she’d say, ‘No, no, don’t do that’. She 
says my child has a lung disease. That’s what she tells her child. Even the 
neighbours know that my child has a lung disease; I tell them intentionally 
that my child has a lung disease so that they won’t discriminate him because 
he actually has HIV. I hide my child’s status from that sister. We have different 
spoons. She should know better. So, if she wants to ask for food, I finish the 
food fast. If not, I don’t eat in front of her child because she’ll ask for food. If I 
don’t give it, it’s not nice, if I eat and she’s there I’ll tell her not to disturb me. 
So, I try to ignore her, but actually my heart hurts. If she wears my towel, I’d 
say, ‘Don’t do that, you can get infected, the saliva can do this blah blah blah’. 
The one who is not smart is the one who acts exaggerated. Actually, it’s not 
infected through sweat, so many times Mbak Atik (YPI staff) has told us it’s 
not infected through sweat, but my sister tells my mother it can be infected 
through sweat. (Winta, 18 years, remarried)

Yuna was asked by her in-laws not to give any more testimonials after her story 
appeared in an online magazine (as shown at the beginning of the chapter). Yuna 
does not agree with this, for she needs the money she gets from giving testimonials. 
However, Yuna did decide in the end not to give any more testimonials and instead 
works as a voluntarily peer educator for another NGO and she has opened a small 
grocery store. 

The TOP Support members who have stopped giving testimonials and con-
fessionals, including Sinta, Winta, and Yuna, because they want to protect their 
family from stigma and discrimination, reveal a complicated situation. They can get 
good money from such activities, which can in turn be an opening door for them 
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to get access to a decent job. As far as I am concerned, the material benefits are not 
unimportant for them. However, they do not want to publicly expose themselves 
further as they are worried about the harm it could bring to their family. Sometimes 
they have no other choice and must take such ‘jobs’, but only because of the money 
they can get. As soon as they can find another source of income, they will stop 
altogether. Other sources of income are, for example, their (new) husband’s income 
or income from a less well paid but more secluded job. However, as soon as they 
realize that the financial support from their husbands or salary cannot support their 
family, they have to start again giving testimonials and confessionals, despite the 
concern about the stigma and discrimination their family will face. 

I asked for a confirmation from Sundari, a staff member from YPI, whether it was 
true that some TOP Support members have refused the testimonial ‘jobs’ because 
they are afraid of stigma affecting their families. According to Sundari, some of them 
have in fact refused to give testimonials in the public media, such as talk shows on 
TV. However, there are not fewer members who ask for ‘jobs’ from YPI.  Even Winta 
has been back to YPI lately and has asked for a ‘job’.

Of course they still want the job. The other day, Winta came here and 
asked me whether there’s a job available or not. I heard her husband is now 
in jail. (Sundari, YPI staff) 

According to Sinta, there must be another reason behind their refusal to give 
testimonials on talk shows. According to her, they refuse not because they are 
afraid of the stigma, but most likely because they are offered just a small amount 
of money.

If they refuse, you should ask why. Maybe it’s because they don’t get 
much money or because they don’t get paid at all. If the money is ok, they 
usually won’t refuse. Just ask them. (Sinta, 26 years, remarried)

I find it interesting to know from the cases mentioned above that the decision 
to disclose or not to disclose their status is based on their concern for their family’s 
safety and comfort rather than their concern about themselves or about the 
support group. On the one hand, they disclose their status to earn some money 
from the testimonials, which is certainly useful to support their family. On the other 
hand, they hide their status if they feel that their openness is harming their family. 
This behaviour illustrates the ideal of ‘a real Indonesian woman’. Women are never 
taught to work or speak for themselves or their group, but for their family. 
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7.D. Discussion

In this paper I have shown how members of TOP Support have reconstructed their 
bio-social identity based on their HIV status in order to get some material benefit 
through giving testimonials and confessionals in public. As HIV is stigmatized as a 
disease of whores, the seropositive women involved in the group adopt the safer 
identity as innocent housewives, who may be powerless but inherently have a power 
to destigmatize HIV/AIDS. TOP Support was set up as part of the PMTCT program of 
YPI, which focuses on mother’s health and is automatically considered a program 
for women. Seropositive women can benefit from this, as women and mothers who 
take on the identity of innocent housewives. Being part of the PMTCT program 
enables TOP Support members to shift their identity from being a ‘bad woman’ who 
contracts HIV because of her ‘immoral behaviour’, to an innocent housewife who 
gets infected by her husband whom she respects and obeys even though he has an 
‘improper attitude’. 

The image of PMTCT as being for mothers and housewives contributes to these 
seropositive women’s identity reconstruction, and the network provided by YPI 
enables them to make use of this bio-social identity. However, there is very little 
collective action, and the resources are used for individual gain. The collective 
identity given by TOP Support to its members, and supported by the network 
provided by YPI, is used pragmatically to fulfil individual needs. They do not use 
their identity to access treatment, as in Nguyen’s case from Burkina Faso. They do 
not become therapeutic citizens. Rather, they use the group to rework their bio-
social identity and play the role of victim – not women with ‘bad morals’ – to access 
income generating activities, which is a priority need for them. 

PMTCT may not result in collective action or a social movement since TOP Support 
is only used for individual, commercial goals. There is even competition between 
those who give more testimonials and those who do not have as many chances to 
give testimonials. They do in fact fight collectively to diminish stigma by promoting 
their bio-social identity as innocent and devoted mothers through their testimonials. 
However, there is a lack of core activities at TOP Support, as well as alliance building 
in their system, that could lead to real collective action. Everyone has their own 
interest. Dissemination of information based on interpersonal communication is 
used as the tool to spread the information about the availability of testimonial work 
to the members of TOP Support. If there are no offers for testimonials, they do not 
feel there is any importance in attending the group. 

Diani says that mutual trust and mutual recognition, which are the indicators 
of social capital owned by the actors involved in a relationship, an organization, or 
group, do not necessarily imply the presence of a collective identity (Diani, 1997, 
p. 129). In the TOP Support case, it happens the other way around; a collective 
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identity drawn from the image of PMTCT is used by the members of TOP Support. 
The women’s presentation of themselves as victims is their collective identity, and 
is used to gain trust and recognition from other people in order to individually 
access economic benefits. Thus, the word ‘mother’ in ‘Prevention of Mother to 
Child Transmission’ has been very significant since it gives a positive image to the 
members of TOP Support. Motherhood is a socially strong and respected identity 
for Indonesian women (Sidharta, 1987). It is believed that a mother does not have 
a bad attitude, and even if she has HIV, it is most likely that she is innocent and 
contracted the virus from her husband. 

However, the image of caring, loving, and nurturing mothers who always put 
their families before themselves and who do not demand anything in return, is also 
reflected in TOP Support. Therefore, when confronted with stigma, or when there 
is a risk of negatively involving their husbands and families, they turn back to their 
family life and seek other means of income and choose not to be too open in public. 
Their bio-social identity as mothers can give access to testimonial work, but it also 
means that they have to quit the job when it harms the family they are supposed 
to serve. Moreover, their bio-social identity as mothers prevents them from fighting 
collectively for the group as they are supposed to be passive and not supposed 
to demand their rights, since the family comes first. Yet, when they know that any 
other source of income available to them is not enough to make a living, they are 
not reluctant to go back to giving testimonials in public. They do not care about the 
stigma or discrimination they have to face as long as they have considered both the 
benefits and the risks. 
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