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Chapter I 

Introduction 

 

It was a blistering April afternoon in Karawang when I first met Nani 

at the Yayasan Pelita Ilmu (Light of Science Foundation – hereafter 

YPI) village post in 2005. The small-framed woman seemed quiet 

and shy. She, along with three others, had come to participate in a 

focus group discussion for HIV-positive women. Nani, a divorcee, 

was from Cianjur, a region in the southwest of Karawang district. 

She had come to Karawang after a YPI volunteer, whom she met in 

Bandung (the capital city of West Java province), had asked her to 

join YPI. After one year of working as a volunteer, she was recruited 

by another NGO as an outreach worker for their HIV/AIDS 

prevention program. In the focus group, Nani and two other women 

revealed their desire to have children. But they worried about the 

risks of transmitting HIV to the child.  

When I started this study, Nani had just remarried – with 

Rusdi, a bus driver from the next district. Having undergone ARV 

therapy since 2005, Nani was looking forward to the future. Her 

desire to become a mother was so strong that she had decided to 

remarry. Her first pregnancy miscarried, but a few months later she 

was pregnant again. She carried the second pregnancy to term until 

she underwent a caesarian section as part of the prevention of 

mother-to-child transmission (PMTCT) program at the national 

hospital. Nani gave birth to a baby boy in February 2008. When I 

visited her in her rented room, she was delighted. She said her 

dream had come true.  

Six months later, after she finished her contract in Karawang, 

she returned to her village. I sometimes sent her an SMS to know 

what she was up to. Nani was happy because her son was growing 

up. He was healthy and had tested HIV-negative. Then, in early 

November 2010, I received an unexpected SMS from her husband 

informing me that Nani had been severely ill for the past three 

months. He told me that she had stopped ARV treatment since 

experiencing difficulties obtaining medicines on time at Karawang 

district hospital. She was upset and desperate in the face of 
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uncertainty. In the middle of November 2010, Nani passed away, 

leaving her beloved child to her younger brother.  

In September 2005, I met Olivia, a nine year old girl from 

Cilamaya sub-district. She had come to the YPI village post with her 

grandmother. Olivia’s mother, who was HIV-positive, had died not 

long after giving birth to her. Olivia was the first case of PMTCT in 

Indonesia, when free ARV treatment was not yet available. She was 

born through C-section, handled by doctors from YPI. She is HIV-

negative.  

My initial acquaintance with Nani and my meeting with Olivia 

raised many questions: How does being HIV-positive influence one’s 

desire to have children? Will the spouse/partner consent to conceive 

a child by risking infection (for HIV discordant couples) and the baby 

being infected at birth? If the partner refuses to conceive, does 

he/she breach the reproductive rights of his/her partner? Whether or 

not the couple wants to have a child, how do they meet their sexual 

desires? What are their sexual and reproductive practices? How do 

they negotiate to avoid the risk of infection? These questions made 

me realize there have been many blind spots in previous studies of 

HIV and AIDS in Indonesia. As far as I know, most HIV/AIDS-related 

research has focused on high risk groups and behavior, the cultural 

construction of HIV/AIDS, and program interventions, while 

overlooking people living with HIV/AIDS (PLWHA) or Odha (Orang 

dengan HIV/AIDS). Specifically, the sexual and reproductive desires 

of PLWHA have gone unstudied. But my research shows that young 

HIV positive men and women in Karawang are struggling to continue 

their lives, including their family lives. They want a reproductive 

future. 

Further questions came to mind. Why did Nani have to die? 

Could it have been prevented? How does the state address the 

needs of PLWHA? To what extent do the poverty and stigma 

surrounding PLWHA hinder their access to health services? How do 

people live with HIV? Why do they die when treatment is available? 

These questions place this study in the wider socio-cultural context 

of Karawang society.  

In any society, we need to consider the role of gender and 

sexuality in determining vulnerability, particularly in the realm of 

sexual and reproductive health. Men’s concerns are often neglected 

despite their influence over couples’ reproductive decision-making 

(Hardon 1995:122). In Indonesia, the reproduction and sexuality of 
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HIV-positive people is ignored; the reigning assumption is that once 

people are infected with HIV, they no longer have sexual intercourse 

and/or should not have children. The idea of parenthood fades away. 

As Paiva states, “HIV infection does not fit the meaning of wife-

mother or husband-father…. At the same time, those who are HIV-

positive are rarely thought of as fathers, mothers and spouses” 

(Paiva et al. 2003:98).  

For HIV-positive young people, the situation is even more 

problematic. Young people are often regarded as asexual, though 

the reality is clearly different. A survey in Jakarta showed that 53% of 

male injecting drug users (mostly between the ages of 16 and 25) 

have had sexual intercourse with more than one partner, while 20% 

have had sex with sex workers. Most do not use condoms (Family 

Health International 2005). This not only puts their sexual partners at 

risk of HIV; it risks unwanted pregnancy. The sexual and 

reproductive needs of HIV-positive young people thus need to be 

addressed to reduce the risks of transmission to their partners, which 

in turn will reduce transmission from mothers to children. 

Nevertheless, changing sexual practices remains difficult as it 

intertwines with gender, class, religion, and other cultural factors 

(Adrina et al. 1998; Dumatubun 2003; Lake 1999; Sumiarni, 

Wardhana, and Abrar 1999).  

The rapid increase in the number of HIV-positive people in 

Indonesia – particularly among male injecting drug users – has 

increased rates of vertical transmission, necessitating a PMTCT 

program in the country. Indonesia’s relatively new PMTCT program 

is integrated into existing health services, particularly maternal and 

child health and family planning. Yet, such clinics are typically not 

designed to cater to men, let alone young people. As HIV/AIDS-

related information and services are primarily provided through 

family planning and maternal and child health clinics, men and young 

people are less likely to be informed about HIV/AIDS prevention, 

care, and support as well as options for treatment.  
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Fertility, marriage, gender, and sexuality: the Indonesian 

context 

 

While fertility remains highly valued in Indonesian society, the recent 

decline in fertility rates due to family planning has been dramatic. 

The estimated total fertility rate declined from 5.6 births per woman 

in 1968 to 2.6 births per woman in 1996, a drop of over 50%. 

Indonesia Demographic and Health Survey data from 1997 reveal 

that women in urban areas have fewer children (2.4) than women in 

rural areas (3.0). Nationally, the contraceptive prevalence rate 

increased from 52% in 1994 to 55% in 1997 (Ministry of Health and 

WHO 2003: 37-38).  

 Fertility is embedded in marriage. Men and women are 

expected to marry, and if they do not, negative labels are attached to 

them. The labels for women are associated with their sexual 

morality; the labels for men to their sexual potency. As is generally 

known, to be married is a powerful norm throughout Indonesia. It is 

reflected in one of the basic principles of Indonesian state ideology, 

the azas kekeluargaan, or ‘family principle’, which holds that the 

heterosexual family is the fundamental unit of the nation (Boelstorff 

1999:491). The imperative to marry is invariably related to the 

obligation to have children. It is common for Indonesians to ask 

someone whether they are already married and have children.  

For an Indonesian woman, being a mother is considered 

essential for fulfilling the ideal of womanhood. Having children 

provides her with a social identity and guarantees her social status 

within family and kinship groups. Motherhood also has an economic 

basis for it guarantees women support from their husbands, 

especially in the event of divorce, though in reality this is not always 

the case. For men, marriage and fathering children demonstrate 

masculinity and virility. 

For HIV-positive people, particularly women, reproduction is 

a complicated matter. In case of pregnancy, women can obtain free 

antiretroviral (ARV) medicines and caesarian deliveries. As HIV-

positive pregnant women often learn their serostatus late during 

antenatal care or after their husband/child has been tested, abortion 

is hardly an option. In any case, abortion is morally and legally 

unacceptable in Indonesia, though illegal abortion services – 

traditional as well as modern – are available. HIV-positive women 
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thus require information to make informed choices about their 

reproductive futures, such as the best time to get pregnant (if they 

want this), antenatal care, caesarian versus normal delivery, 

abortion, breastfeeding versus formula milk, ARV treatment, and 

condom use as protection against reinfection. For discordant couples 

(where one partner is HIV-positive and the other is negative), 

reproduction means greater risk of infection. Some HIV-positive 

individuals do not disclose their status to uninfected partners for fear 

of losing the marriage or relationship (Ford et al. 2004).  

How do HIV-positive people deal with such powerful norms of 

fertility, marriage, and reproduction? How do they decide whether to 

marry and whether to have children? If an HIV-positive couple wants 

to have children, how would they go about fulfilling this desire? Do 

PMTCT services provide them with proper counseling concerning 

their sexual and reproductive health?  

Gender inequality is an important factor in the spread of HIV 

in many countries. Women are more vulnerable to HIV for biological, 

economic, political, and socio-cultural reasons. Indonesian women 

are less educated and have lower incomes than men in the same 

social circumstances. The disparity is greater among poor families. 

Poverty and lack of education hamper women’s negotiating power, 

which extends to control over their bodies and sexual relationships. 

Women are doubly burdened by HIV/AIDS: if a family member gets 

infected, they must care for the ill person in addition to earning an 

income and doing the domestic work.  

Power relations between men and women are produced and 

perpetuated by beliefs and practices about the appropriate behavior 

and treatment of men and women. In contemporary Indonesia, 

religion is the primary standard guiding gender roles and 

expectations. Religion reinforces the position of the husband as the 

head of the family (and breadwinner) and the wife as housekeeper, 

set forth in the 1974 Marriage Law promulgating the New Order 

ideology on manhood and womanhood (Katjasungkana and 

Wieringa 2003).  

Different ethnic groups in Indonesia have their own gender 

traditions. For instance, among the Minangkabau, a matrilineal 

society in West Sumatra, property is inherited through the mother’s 

line. Minangkabau men, however, retain their power since family and 

community decision-making are in the hands of ninik mamak – the 

brothers of female property holders. In contrast, the Batak in 
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Northern Sumatra and the Balinese are patrilineal societies where 

women are unable to inherit, are economically dependent on men, 

and are excluded from public decision-making. In Java and 

Kalimantan, most ethnic groups have bilateral kinship systems that 

provide greater equality between the sexes; women play prominent 

roles in commerce and agriculture though they are traditionally 

excluded from political life. Alongside such differences, some ethnic 

groups do not clearly differentiate between male and female. The 

Bugis of South Sulawesi, for example, recognize more than two 

genders and have a more fluid understanding of sexuality (Blackburn 

2004:8). The Ponorogo of East Java accept same sex relationships 

between warok (older men with magical powers) and young boys 

(Oetomo 1991). 

Colonial regimes, the bureaucratic state, religious institutions, 

and global capitalism have affected Indonesian notions of gender 

and sexuality. Hence there may be substantial differences among 

women and men from different classes, religions, ethnic groups, and 

geographic regions. Before the reformasi – the reform period that 

followed the downfall of President Soeharto in May 1998 – the New 

Order regime’s gender ideology sought to control women through 

their roles as wives and mothers. Two state-run women’s 

organizations – Dharma Wanita and, at the community level, 

Pembinaan Kesejahteraan Keluarga (PKK) – organized and trained 

women in their roles as caretakers of house and family 

(Suryakusuma 1991; Wieringa 1998). Women were deemed the 

gatekeepers of family morality to guarantee the morality and 

orderliness of society as a whole. Women were supposed to be 

sexually passive, obedient, and caring towards their husbands as 

well as devoted mothers. This gender ideology was entrenched in 

legislation; the role of women was seen as kodrat (destiny) 

(Katjasungkana and Wieringa 2003).  

 The reformasi movement challenged this gender ideology, 

with NGOs, religious groups, women’s organizations, and 

international organizations demanding greater gender equality. 

Some political parties and religious groups, however, have espoused 

views more conservative than the dominant ideology. Islamic-based 

local regulations to control women in public space have sought to 

stamp out prostitution and institute curfews and dress codes for 

Muslim women (Noerdin and Aripurnami 2005). Recent years have 

witnessed more complex formulations of gender, showing that the 
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roles and identities of men and women are subject to change under 

the dynamics of social, economic, political, and cultural forces.  

Sexuality is a social domain in Indonesia, with particular 

attention to the virginity of unmarried women and the fidelity of 

married women. Nevertheless, recent studies have revealed that 

more liberal sexual attitudes and behaviors are common among 

urban youths. For instance, the pecun (perempuan cuma-cuma or 

women free of charge) are young urban women – either students or 

teenagers – who provide boyfriends or clients with sexual services in 

exchange for gifts or cash. The pecun phenomenon fits within this 

broader sexual discourse, where the dominant view of women as 

good wives, mothers, and citizens is being challenged by the 

behavior of educated urban youths (Surtees 2004). 

HIV/AIDS in the Indonesian archipelago can be characterized 

as a relatively invisible epidemic. Given the low official number of 

cases, it is not surprising that for most people, HIV/AIDS remains a 

distant reality. A focus group discussion among male community 

leaders in Rawa Bunga district in Jakarta in September 20051 

revealed that their knowledge of HIV/AIDS remained superficial. This 

is not to suggest, however, that people are unaware of the presence 

of HIV/AIDS, which has been the subject of public awareness 

campaigns and controversial debate. 

Ideas about HIV/AIDS are closely related to ideas about 

gender, sexuality, and the body. This can be seen in how female sex 

workers are blamed for HIV/AIDS; the body of the female sex worker 

has indeed become the locus of the disease (Pisani 2008), pitting 

premarital and extramarital sex against sexual morality. The 

Indonesian state has moreover always contended that ketahanan 

keluarga or family resilience – religiosity, monogamy, and harmony – 

is the best way to avoid moral deficiency and physical disease.  

 

 

 

 

 

                                                 
1 The focus group was part of action research on PMTCT in Jakarta, where I was 
one of the team members. The project involved the YPI and the University of 
Amsterdam, supported by Medisch Committee Nederland–Vietnam (MCNV).  



Irwan M. Hidayana 

 8

Research setting  

 

Karawang district is located on the northern coast of West Java, 

approximately 70 km from Jakarta. Traditionally, the main source of 

livelihood has been agriculture and fisheries; in the 1970s and 80s, 

Karawang was known as the ‘rice granary’ of West Java. Rapid 

industrialization over the past twenty years has transformed rice 

fields into industrial zones, attracting more people – particularly rural 

women – to work in factories. Migration to the big cities, especially 

Jakarta, is another means for people to improve their living 

standards. Many rural women have also ventured abroad, 

particularly to the Middle East where they serve as domestic 

workers.  

 Karawang is one of the five lowest ranking districts in West 

Java on the Human Development Index. The district ranks fourth in 

terms of cumulative HIV/AIDS cases in West Java. As of 2004, 54 

cases of HIV/AIDS had been reported, including Indonesia’s first 

case of an HIV-positive pregnant mother in 1996. 

 Prostitution in Karawang can be traced back to the time 

when, prior to Dutch colonization, Javanese kings practiced 

concubinage. Koentjoro (1994) states that the areas that endorsed 

concubinage among the royal Javanese families were Indramayu, 

Karawang, and Kuningan in West Java; Pati, Jepara, Grobogan, and 

Wonogiri in Central Java; and Blitar, Malang, Banyuwangi, and 

Lamongan in East Java (cited in Hull, Sulistyaningsih, and Jones 

1997). These areas are still renowned as ‘suppliers’ of sex workers 

to the big cities.  

 Although West Java consists of Muslim communities – 

ethnically they are called the Sundanese – with various levels of 

religiosity, the people of Karawang are culturally distinct from the rest 

of West Java. In general, the people of West Java can be divided 

into three distinct groups: those living in Banten in its western part, 

those living in the highlands (Priangan), and those living on the north 

coast (pesisir) (Jones 2001:69-70). The pesisir region includes 

Cirebon, Indramayu, Subang, and Karawang. In this area, and West 

Java more generally, age at first marriage for females tends to be 

lower than in other areas, with the exception of East Java. Jones 

(1994) states: 
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In rural West Java, among cohorts born between the early 
part of the twentieth century and the end of the 1940s, one-
quarter of girls were married by their fifteenth birthday, one-
half by their sixteenth birthday, and three-quarters by their 
eighteenth birthday. These patterns were very stable over 
time…. By the late 1960s and early 1970s, a slight rise in 
marriage ages was detectable, but it was a very modest 
rise, adding less than a year to the earlier prevailing age at 
marriage (cited in Jones 2001:68). 

 

Not surprisingly, divorce was common in these pesisir communities. 

Divorce could occur at any time, sometimes soon after marriage, and 

could be followed by another marriage and divorce. Divorce was, 

and remains, one of the push factors for young widows entering sex 

work.  

 Karawang district is also vulnerable due to its accessibility 

from the north coast highway, the main East to West artery linking 

the big cities on Java. Large mobile populations of for example truck 

and bus drivers – the usual customers of sex workers – ply this 

highway. Sex workers await clients at the many food stalls along the 

road. Karawang can be considered a high risk area for HIV/AIDS.  

 The Karawang people are sexually more expressive than the 

other Sundanese peoples of West Java. Sexuality is openly 

displayed in their traditional dance performance, the dombret, often 

performed after harvest time. Erotic movements of the hips, breasts, 

and buttocks are performed by female dancers who usually wear 

kebaya (traditional clothing) to attract male audiences; the latter can 

dance along to create a more sensual atmosphere and usually give 

money to the dancers in exchange for kissing, touching, or even sex. 

From the point of view of other Sundanese, urang Karawang or 

Karawang people are ‘more rude’ in their attitudes and language. 

 

Notes on methodology 

 

This thesis makes use of the personal narratives of women and men 

– their ideas, feelings, experiences, and behavior as PLWHA or 

Odha. These narratives are complemented by my observation of 

their non-verbal gestures, silences, and expressions in different 

circumstances. Observation is particularly important to fully 

understand interviews in context. As in any ethnographic study, 
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establishing rapport is essential for creating trust to allow informants 

to speak openly – particularly regarding their seropositive status, a 

sensitive topic to disclose to others. Since my entry point into the 

lives of Odha was through Pantura Plus, an NGO which had 

established a support group for Odha, I encountered few difficulties 

finding informants and conducting interviews.  

Pantura Plus was initially a support group run by the Jakarta-

based NGO, YPI. YPI opened its first branch in Karawang town in 

1998 after the first case of AIDS was found there in 1996. Pantura 

Plus was set up in 2004 to empower PLWHA to access health 

services and to take part in the HIV/AIDS control program. In 2006, 

Pantura Plus legally became an NGO in order to implement a harm 

reduction program among injecting drug users. This program was 

funded by Family Health International (FHI), a USAID-funded 

international NGO. During this research, Pantura Plus also obtained 

support from Badan Narkotika Nasional (National Narcotics Board) 

to conduct an anti-drugs campaign and lobbied the local government 

to improve health services for PLWHA.  

Early interviews were carried out at the Pantura Plus office 

where many of my research participants gathered. Subsequent 

interviews took place in different locations, including informants’ 

homes, an eatery, the YPI village post, on public transport, and in 

workshops and meetings. When possible, I recorded the interviews 

with the consent of the interviewees. If the interview was not 

recorded, I immediately wrote field notes after the meeting. 

 My research relationships with some of the participants 

developed into friendships over time. Knowing that I came from the 

university, they often saw me as a source of information, especially 

concerning HIV. I was asked about ARV side-effects, the effects of a 

low CD4 count,2 medicines for opportunistic infections, the effects of 

taking ARVs and using drugs at the same time, etc. Some 

participants perhaps perceived me as a counselor. I felt awkward 

when I could not properly answer their questions, though I always 

suggested that they ask the right person – the physician or the 

counselor. A few participants asked me for direct help, usually to 

borrow money. My interactions with my informants thus produced 

                                                 
2 CD4 cells are a type of white blood cell that fights infection. The CD4 count 
measures the number of CD4 cells in a blood sample to gauge the strength of one’s 
immune system. It indicates the stage of one’s illness, guides treatment, and 
predicts how one’s disease may progress.  
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anthropological knowledge in a more dialogical way than merely 

‘extracting’ it (Spronk 2006:34). 

 Being male, married, non-Sundanese, over forty, and an 

academic influenced the research in particular ways. First, being an 

outsider provided space for participants to speak openly about their 

personal lives and problems, since they assumed I would not judge 

them according to their social norms. They called me ‘elder brother’, 

which meant they could ask my opinion on certain issues and expect 

me to provide advice.  

Second, being a man made it easier for me to approach men 

than women; I needed more time to build rapport with women to be 

able to discuss their intimate experiences. Yet, perhaps the barrier 

was with me, as a male researcher cautious to avoid offence. 

Despite these constraints, the stories of female interlocutors are 

salient in this thesis. As for my male interlocutors, they seldom 

shared their intimate lives with other people. I found that men had 

greater difficulty showing their feelings, particularly regarding their 

drug addictions.  

An important ethical issue in this research is confidentiality, 

not limited to the information I obtained from my interlocutors but 

also to their seropositive status. Every Odha has the right to disclose 

or not disclose their status to others. Since my entry was through an 

NGO that had launched a support group for Odha, I knew who was 

HIV-positive without them voluntarily disclosing it to me. Often I 

learnt someone’s seropositive status from others who deliberately or 

accidentally disclosed it, since they knew I was doing research on 

HIV/AIDS and considered me a trusted person. I maintained the 

confidentiality of my interlocutors’ seropositive status even to other 

Odha. In certain circumstances, I pretended not to know a person’s 

status unless he/she voluntarily disclosed it to me, even if I already 

knew from another source. Breaching confidentiality among Odha 

seemed an ordinary thing, however. They perceived it as internal to 

their own group, despite the fact that not all Odha agree on this 

issue.  

 I have used pseudonyms to protect my interlocutors, 

although a few had already publicly disclosed themselves as Odha. 

In certain passages, details have been removed or altered to further 

protect their identities. In presenting their life stories, I have, when 

necessary, used two or three different pseudonyms for a single 

interlocutor to protect his/her privacy.  
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Significance and limitations 

 

This study fills the blank spot in our knowledge on the lives of 

marginalized PLWHA in West Java society, presenting how they 

negotiate their lives through silence, stigma, activism, marriage, 

care, and death. As an ethnographic study, it looks beyond the 

numbers and reveals how limited the figures are in explaining the 

socio-cultural context of the HIV/AIDS epidemic in Indonesia. Many 

AIDS deaths are not counted in national statistics; I thus strive to 

give a face to people living with HIV/AIDS – their rights, desires, 

practices, and confusion. I also try to convey how it feels to be an 

Odha: the options they face, the limitations they encounter, and how 

they live with the stigmatized illness.  

 I am aware that the limited number of case studies presented 

here does not facilitate comparison. Although a similar picture of the 

HIV/AIDS epidemic may emerge in different settings, this study only 

represents a certain cultural setting. Its findings are not intended to 

be generalized to other socio-cultural contexts.  

  

Dissertation outline 

 

This thesis consists of eight chapters. This first chapter has focused 

on the research questions as well as the theoretical and 

methodological considerations that direct this study.  

Chapter 2 describes the evolution of HIV/AIDS policy in 

Indonesia, and its constraints and gaps in practice. I examine current 

policies by focusing on the contextual factors that affect policy-

making and implementation. This chapter reviews the socio-cultural 

factors surrounding HIV/AIDS and reproductive health issues in 

Indonesia, and problematizes the ‘risk’ approach of current HIV/AIDS 

programs that focus on sex workers and condom use while failing to 

reach the majority of young men and women at risk of contracting 

HIV. 

Chapter 3 addresses the context of the HIV/AIDS epidemic in 

Indonesia, focusing on Karawang district where I conducted my 

study. I examine the social, cultural, and political drivers of the 
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epidemic in Karawang society by focusing on prostitution, migrant 

workers, injecting drug users, and prisoners.  

 Chapter 4 presents the life stories of Odha to understand 

how they were infected, often without knowing that they were at risk. 

These accounts illustrate how self-stigma and silence prevent them 

from obtaining family support and care. 

Chapter 5 examines how people living with HIV confront ill 

health and how their narratives of illness intersect with stigma, 

economic hardship, family support, and efforts to maintain their 

health.  

Chapter 6 examines HIV within marriage. It describes the 

roles and responsibilities of spouses, their fertility desires, the 

difficulties of disclosure, and how couples negotiate risks within 

sexual practice.  

Chapter 7 highlights the struggles of HIV-positive women in 

pregnancy and delivery. Through marriage and having children, HIV-

positive women contest stigma from families and communities, and 

pave the way to normalcy in their lives.  

The final concluding chapter reflects on the themes and 

issues raised in this study and places them in the wider context of 

Indonesian society.  
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Chapter 2 
 

HIV/AIDS Policy in Indonesia 
 

 
 

By way of introduction, I relate an event that affected my 

understanding of HIV/AIDS policy in Indonesia. It took place in 

Jakarta, in December 2006. I was attending the seminar ‘Cegah, 

Penularan dari Ibu ke Bayi’ (Stop Mother-to-Child Transmission), 

held to mark World AIDS Day. One of the speakers was the Head of 

the HIV/AIDS Sub-Directorate of the Ministry of Health, who was to 

address PMTCT policy in Indonesia. He began by stating that the 

HIV epidemic has been complicated by tuberculosis (TB) and 

injecting drug use, often resulting in the double infection of HIV and 

TB. In addition, perinatal transmission had now become a threat. He 

asked, ‘What is the effective way to prevent mother-to-child 

transmission risk?’ He then answered, ‘By not getting pregnant’. His 

statement struck me. Of course it did not represent official 

Indonesian PMTCT policy. Nevertheless, such ‘unstated policy’ 

(Singer and Castro 2004:xi) affects people’s lives. A post from a 

member of the AIDS-ASIA mailing list provides another example:  

 

Dear All, 

Unlike RSCM [Cipto Mangunkusumo referral hospital] 
many other hospitals and doctors don't want to deliver 
surgery for PLHA in Indonesia. 

 

The Indonesian national guideline is no use, because the 
local government has their own autonomy, this will open 
more space for Human Rights Violation. For example 
yesterday there was one PLHA who just got turned down to 
have a surgery. What should he do now? Is there still a 
doctor who works for humanity in Indonesia? 

Sincerely, 
Donny (27 June 2007) 

 

These two examples reveal the gap between codified policy and 

practice. The second quote points to the unmet needs and rights of 

HIV-positive people due to stigma, fear, and denial among 
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healthcare providers – issues which will be discussed further in 

Chapter 5. As will be seen below, the implementation of HIV/AIDS 

policy in Indonesia is hampered by inconsistency between levels, 

problems of decentralization, and the personal views of government 

officials.  

 

The epidemic in numbers 

 

The HIV/AIDS epidemic in Indonesia is now in its third decade. In 

2006, when I began fieldwork, the country was home to an estimated 

193,000 PLWHA. The first case of AIDS was officially recognized in 

Indonesia in 1987. HIV spread slowly in the following years, with the 

government relying on passive surveillance and a case reporting 

system. As Figure 2.1 shows, the cumulative number of reported 

HIV/AIDS cases was around 2,500 at the end of 2001, while 

neighboring Malaysia, with a much smaller population, reported 

more than 40,000 cases in the same year.3 By the end of 2006, 

Indonesia counted 13,424 cumulative cases, compared to 76,389 in 

Malaysia.4 Many NGOs fear that the numbers for Indonesia are only 

the tip of the iceberg.  

Until 1999, more than 80% of HIV/AIDS cases were sexually 

transmitted. Since 2000, transmission through injecting drug use has 

been rising rapidly, representing 2.4% of all reported HIV infections 

in 1999, 15.6% in 2000, and 38.9% in 2005.5 There were an 

estimated 190,000 to 247,000 injecting drug users (IDUs) at the end 

of 2006, many of them youths (Departemen Kesehatan 2007:29). 

The sharing of unsterilized needles among them has resulted in the 

rapid spread not only of HIV but of Hepatitis C. The testing of IDUs 

treated at drug rehabilitation centers in Jakarta has revealed 

extremely high HIV prevalence (45-48% in 2001).  

 

                                                 
3 Malaysia combines passive and active HIV surveillance through sentinel 
surveillance and routine screening activities. HIV screening is conducted among 
both high and low risk groups (UNGASS Country Progress Report Malaysia 
Reporting Period: January 2006-December 2007).  
4
 http://www.unicef.org/malaysia/hiv_aids.html  accessed on September 12, 2007. 

5
 I collated data from the statistics of HIV/AIDS cases released every year by the 

Directorate General of CDC & EH, Ministry of Health. These reports were 
downloaded from http://www.aids-ina.org. 
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Cumulative cases of HIV/AIDS 1987-2006
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Figure 2.1. Cumulative cases of HIV/AIDS in Indonesia, 

1987-2006 

Source: Yearly Statistics for HIV/AIDS cases 1994-2005, Directorate 
of CDC & EH, Ministry of Health. Figure created by the researcher. 

 

With the prevalence rate among sentinel groups (i.e. female and 

transgender sex workers) surpassing 5% in 2000, the World Health 

Organization re-categorized Indonesia as entering the ‘concentrated’ 

stage of the epidemic. Sentinel surveillance results and studies of 

vulnerable groups suggested that between 90,000 and 130,000 

individuals had contracted HIV by 2002 – a quarter of them women 

(Riono and Janzant 2004:79).  

The 2007 national estimate based on available data indicates 

that there are between 164,000 and 278,000 active female sex 

workers in Indonesia, and that their male clients number between 6.9 

and 9.6 million (Departemen Kesehatan 2007:32). The 2007 

Integrated Biological and Behavioral Surveillance reported HIV 

prevalence among female sex workers to be 10.4%, and among 

transgender sex workers, 24.4% (Departemen Kesehatan 2009: 38).  

The number of infected women who are not sex workers is 

also increasing. Women accounted for almost 17% of all reported 

AIDS cases in the country in 2006, and 25.8% by the end of 2009 

(National AIDS Commission Republic of Indonesia 2009:26). 
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Overlapping behavioral risks allow HIV to spread across 

groups. The high prevailance rate among IDUs entails increased 

risks for their partners and children. The bridge between female sex 

workers, their male clients, and the latter’s female partners is clear. 

Many male clients of waria also have female partners. Men who 

have sex with men (MSM) are another route of transmission to the 

general population, for homosexual men and male sex workers are 

also likely to have female sexual partners. Figure 2.2 depicts in 

simple terms the possible risks of HIV transmission between at-risk 

sub-populations.  

 

Figure 2.2. Potential mechanisms for the sexual 

transmission of HIV 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Source: Adapted from Riono and Jazant (2004:90) 
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Of the reported 13,424 HIV/AIDS cases in Indonesia at the end of 

2006, 1.7% were among 15-19 year olds; 33.4% were among 20-29 

year olds; 16.6% of cases were among 30-39 year olds; and 4.8% of 

cases were among 40-49 year olds.  

Nationally, West Java province ranks third in cumulative 

HIV/AIDS cases after DKI Jakarta and Papua province: 940 by the 

end of 2006. In December 2006, Karawang district, with a population 

of 1.9 million, recorded 123 cases, the third highest in West Java 

province (Radar Karawang 2 December 2006). But national 

estimates suggest that the real figure was closer to 730 cases 

(Departemen Kesehatan RI 2007). In general, statistical reporting in 

Indonesia must be treated with caution. There are always 

discrepancies between government institutions. At the district level, 

local health offices often have difficulties collecting data due to late 

reporting, lack of coordination between sectors, and inaccuracy in 

recording.  

 Crisovan (2006) has argued that the relatively low number of 

women with HIV in Indonesia suggests that Indonesian women are 

either at lower risk of HIV than women in other parts of the world, or 

that they are not testing for HIV due to lack of knowledge, lack of 

empowerment (ibid. 2006:94), or lack of access to services. My 

study found that many HIV-positive women learnt their serostatus 

during antenatal care, just before giving birth, when their children 

became severely ill with HIV-related illnesses, or when their 

husbands/partners suffered severe opportunistic infections. Most 

women were infected by husbands who were IDUs and/or engaging 

in unsafe sex without their knowledge.  

 

History of HIV/AIDS policy in Indonesia 

 

This section describes the evolution of HIV/AIDS policy in Indonesia, 

and its constraints and gaps in practice. In contemporary societies, 

policy impinges on all areas of life so that it is virtually impossible to 

ignore or escape its influence. Policy increasingly shapes the way 

individuals construct themselves as subjects (Shore and Wright 

1997:4). For anthropologists, policy can be considered a cultural 

phenomenon incorporating social processes and human action on 

different levels – local, national, and global – entailing power 
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relations between actors, institutions, and discourses across time 

and space (Shore and Wright 1997:14). Previous anthropological 

studies of HIV/AIDS in Indonesia, however, have often skirted the 

effects of policy on broader society – though they do outline the 

policy implications of their studies (Kroeger 2000; Crisovan 2006).  

The following sub-sections present the history of HIV/AIDS 

policy in Indonesia, which can be divided into three periods: the 

period preceding the first National Strategy (1985-1993); the period 

of the first National Strategy (1994-2002); and the period of the 

second National Strategy (2003-2007). While my analysis focuses 

on policy up to 2007, many of the issues remain relevant today.  

 

Prior to the first National Strategy, 1985-1993 

 

Indonesia’s response to the epidemic precedes the first identified 

case of HIV in the country. In 1985 the Ministry of Health (MOH) 

created a working group to monitor the development of the epidemic 

in Southeast Asia and the world, and to gather epidemiological 

information. This working group was later expanded to involve other 

ministries as well as NGOs. After the first case of AIDS was reported 

in Bali in 1987, the MOH released a new regulation stating that 

reporting AIDS cases was obligatory for all health services. 

Laboratories were appointed for HIV testing. In 1987, the MOH 

formed the Komisi Penanggulangan AIDS (hereafter KPA)6 or 

National AIDS Commission, chaired by the Directorate General of 

Communicable Disease Control and Environmental Health (CDC & 

EH). Following this, the KPA developed the Short and Medium Term 

Guideline for AIDS (1988/89-1991). In June 1988, the Directorate 

General of the CDC & EH issued a guideline for reporting people 

with AIDS-related symptoms, including their identity. 

In the early 1990s, the surveillance of certain sub-populations 

– e.g. sex workers – and the screening of blood donors revealed that 

HIV was spreading to provinces with previously very low prevalence. 

                                                 
6 In line with decentralization after the fall of the New Order regime, KPA was also 
established at the provincial and district levels, which were called KPAD (Komisi 
Penanggulangan AIDS Daerah).  
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The surveillance of sex workers7 took place without proper 

counseling. When individuals were found to be HIV-positive, they 

were immediately isolated in hospitals; the mass media sensationally 

delivered the news in stigmatizing ways (Latuihamallo 1994). In 

response, NGOs began developing IEC (information, education, and 

communication) materials on HIV/AIDS to raise public awareness 

about the rights of PLWHA. Several NGOs focusing on HIV/AIDS 

were founded in this era (Komisi Penanggulangan AIDS Nasional 

2003:4). The epidemic in Indonesia now entered its exponential 

stage, with 18 reported cases in 1991, 36 cases in 1992, and 187 

cases in 1993 (found in 11 provinces) (Kompas 10 April 1994).  

Prior to 1994, HIV/AIDS was a distant reality for the 

Indonesian government and society alike. The first AIDS case8 

formally recognized by the government was a foreign tourist in Bali in 

1987, which generated the image of AIDS as a ‘foreigner’s disease’.  

The Indonesian government’s initial response to combat 

HIV/AIDS – from the Ministry of Health, especially its Directorate of 

Communicable Disease –appeared in 1987 following the unveiling of 

the WHO’s Global AIDS Strategy. The latter outlined the objectives 

of local, national, and international action to prevent and control 

HIV/AIDS, and the need for all countries to work towards supportive 

and non-discriminatory social environments. This international 

context as well as the growing number of cases inside Indonesia 

convinced policy-makers that something had to be done. 

In February 1994, the government decided that foreigners 

working in Indonesia would need a certificate declaring them to be 

free of HIV/AIDS. The number of AIDS cases among foreigners was 

(perceived to be) higher than among Indonesians (Kompas 19 

February 1994). Protests came from some NGOs but many other 

groups supported the policy. It clearly showcased the government’s 

confusion in dealing with the new ‘disorder’.  

 

 

                                                 
7 Surveillance targeted female sex workers, though there are also waria 
(transgender) and male sex workers. Starting in 2004, a behavioral surveillance 
survey was also conducted for waria and male sex workers.  
8 According to Zubairi Djoerban, one of the first physicians to study HIV/AIDS and 
founder of the Pelita Ilmu Foundation, the first AIDS case in Indonesia was actually 
discovered in 1985, a 25 year old mother of three children who very likely was 
infected with HIV through a blood transfusion (Djoerban 1999:21). 



Life and Death with HIV/AIDS 

21

 

The first National Strategy, 1994-2002 

 

In the midst of this haziness about how to deal with the epidemic, 

Indonesia adopted its first National Strategy for HIV/AIDS. 

Presidential Decree no. 36 on the National AIDS Commission was 

issued on 30 May 1994; it was followed on 16 June by Ministerial 

Decree no. 9 on the National Strategy for HIV/AIDS Control. The 

latter was intended as a guideline for all government ministries, local 

governments, NGOs, and the private sector. The basic principles of 

the national strategy were:  

1. Partnerships between government, NGOs, and society, the latter 

being the main actor with government support; 

2. All efforts to fight HIV/AIDS must reflect religious and cultural 

values, maintaining and strengthening family welfare; 

3. HIV/AIDS prevention must aim to change high risk behavior; 

4. Everybody has the right to obtain proper information to protect 

him/herself and other people from infection; 

5. All policies and programs must respect the dignity of PLWHA and 

their families; 

6. Informed consent and confidentiality in HIV/AIDS testing; 

7. All regulations at every level must be consistent with the National 

Strategy; 

8. Health service providers must not discriminate against PLWHA. 

The above principles clearly show that the government, at least on 

paper, embraced a rights-based approach to control the epidemic. 

But more than anything else, this reflected the influence of a handful 

of NGOs. The National Strategy outlined the scope of the response, 

consisting of IEC, prevention, testing and counseling, treatment, 

services and care, research, and monitoring and evaluation. It further 

discussed the role and responsibility of government and society, 

highlighted the need for international cooperation, and addressed 

issues of funding.  

   As is well known, the Soeharto regime was authoritarian in 

the implementation of its development programs. The first National 

Workshop on AIDS was held in August 1994 to draft a Plan of 

Action. The Five Year Plan for 1995-2000 was immediately 

questioned by NGOs for its inconsistencies in basic principles. The 

government, for instance, designated a single gatekeeper to oversee 

both funds from abroad and internal resources, which NGOs 
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perceived to be inconsistent with the partnership principle (Kompas 8 

September 1994).  

The KPA was charged with coordinating the HIV/AIDS control 

program, both nationally and locally. The Coordinating Ministry of 

People’s Welfare, aided by several other ministries, headed the 

KPA. To implement Presidential Decree no. 36, the Department of 

Internal Affairs issued a Circular Letter in July 1994 instructing all 

provincial governments to issue monthly reports on their local 

HIV/AIDS situation. Concerned that this could lead to the identity-

tracing of PLWHA, some NGOs and members of parliament 

questioned the policy (Kompas 26 August 1994).  

Implementation of the National Strategy progressed slowly in 

the period 1994-2002. The only department that seemed serious 

about dealing with HIV/AIDS was the Ministry of Health, while other 

ministries played only minor roles.9 The Ministry of National 

Education, for instance, was only in the planning stages for including 

HIV/AIDS in elementary and secondary school curricula.  

 
As of now there is no special program for PLWHA. In our 
planning, perhaps in the budget for next year there will be 
training for PLWHA. Dinsos (Dinas Sosial or Social Affairs 
Office) is usually only doing HIV/AIDS campaigns for the 
public (Dinas Sosial officer, August 2006). 

 

The lackluster performance of the KPA at both central and local 

levels can be attributed to its lack of human resources and 

commitment. It was thus up to NGOs and international donors to 

tackle the problems – from HIV testing to ARV therapy to PMTCT – 

in many parts of the country. As a staff member at the district health 

office commented: 

 
Though HIV/AIDS is before our eyes, threatening… it does 
not make them prioritize it. The priority is still routine works 
from Bupati (District Head).… Ideally, KPAD

10
 is for those 

who really care, have concern, are committed…. As of 

                                                 
9 KPA members represent related ministries such as the Ministry of People’s 
Welfare, Ministry of Health, Ministry of Social Affairs, Ministry of National Education, 
National Family Planning Coordinating Board, Ministry of Labor and Transmigration, 
Ministry of Tourism, Ministry of Women’s Empowerment, Ministry of Religious 
Affairs, Ministry of Internal Affairs, Ministry of Communication and Information, 
Ministry of Foreign Affairs, and Ministry of Justice and Human Rights.  
10 KPAD is Komisi Penanggulangan AIDS Daerah or Local AIDS Commission.  
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now, KPAD will work if there is a budget…. They do 
activities only to spend the budget. For example, 
undertaking meetings for socialization with more than 100 
million rupiah (US$ 11,000). I think it’s just a waste of 
money but no result… no action that touches the issue… 
(Staff of Dinkes

11
 Karawang, September 2006). 

 

The economic crisis in 1997 hit government budgets, which in turn 

affected public health services. Simms and Rowson (2003) have 

shown that government spending on primary healthcare declined by 

25% per capita between 1996/1997 and 1999/2000 (cited in 

Kristiansen and Santoso 2006:248). According to the Susenas 

(Survey Sosial Ekonomi Nasional or National Socio-economic 

Survey), household spending on health in 1998 was approximately 

twice that of the government (Kristiansen and Santoso 2006:249). 

The slow government response can be seen in the 

availability of medicines for HIV/AIDS patients. The Directorate 

General of Food and Drugs could not keep up with the rapid 

development of medicines for opportunistic infections; each new 

drug had to be registered before being made available in pharmacies 

and drug stores. Up to the end of 1995, only Zidovudine12 was 

available in pharmacies, while others (e.g. Didanosine, Lamivudine, 

or Zalcitabine13) had to be obtained from multinational companies. 

The Pokdisus AIDS (Kelompok Studi Khusus AIDS or Special Study 

Group on AIDS) at the University of Indonesia’s Faculty of Medicine 

thus worked with international NGOs to make these medicines 

available in their clinic, though the cost was still high (Kompas 15 

December 1995). At the local level, many Local AIDS Commissions 

remained inoperative due to the lack of human resources and funds. 

Most had neither organizational structure nor programs, and paid no 

attention to HIV/AIDS issues (Kompas 2 August 2001).  

Despite the stigma surrounding HIV/AIDS, a number of 

Muslim leaders joined in the efforts to stem the epidemic. The 

                                                 
11 Dinkes is Dinas Kesehatan or Health Office at the provincial/district level.  
12 Zidovudine is a drug used for antiretroviral therapy, the first approved to treat 
HIV. Taking zidovudine with other ARV drugs reduces one’s viral load to extremely 
low levels and increases one’s CD4 counts 
(http://www.aidsinfonet.org/fact_sheets/view/411) accessed on August 2, 2011. 
13 Didanosine, Lamivudine, or Zalcitabine are drugs used in ARV therapy, with 
similar functions as Zidovudine. 
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Indonesian Ulama Council14 (Majelis Ulama Indonesia) met to 

discuss HIV/AIDS issues, including condom use. The Council agreed 

that persons who are single and HIV-positive must abstain from sex, 

while those who are HIV-positive and married to an HIV-negative 

partner should disclose their status and use condoms. 

With prevalence in certain risk groups exceeding 5% (see 

Chapter 3), the WHO in 2000 declared the epidemic in Indonesia to 

be at a concentrated stage. Prevalence among female sex workers 

in Riau, West Java, and Papua was 6.4%, 5.5%, and 24.5% 

respectively, while a significant increase among IDUs showed that 

the means of infection had shifted from sexual intercourse to drug 

use. The Department of Health at the end of 2002 estimated that the 

number of IDUs in the country was between 124,000 and 169,000 

(Riono and Jazant 2004:79). 

As the number of infected people increased dramatically, the 

government declared the Gerakan Nasional Penanggulangan 

HIV/AIDS or National Movement to Fight HIV/AIDS in April 2002. 

The KPA was revitalized by involving more stakeholders, including 

NGOs, researchers, experts, and civil society organizations. The 

MOH now estimated that between 90,000 and 130,000 Indonesians 

were infected with HIV (Kompas 24 April 2002).  

In this period, we see government emphasis on prevention 

through IEC (information, education, and communication) for certain 

high risk groups. Such materials usually focused on the ABC15 

approach – avoiding premarital sex, enhancing family resilience, and 

religiosity. Condom use campaigns primarily targeted female sex 

workers and their clients as well as other risk groups such as 

seafarers and truck drivers. But the focus remained on female sex 

workers. The government’s approach also reflected gender bias: the 

term used for prostitute in the first National Strategy was wanita tuna 

susila (or WTS), literally ‘amoral woman’. HIV/AIDS was very much 

ascribed to them.  

 
 
 
 

                                                 
14 Ulama are Muslim scholars, the plural form of the word alim, which means the 
learned one.  
15 ABC stands for Abstinence, Be faithful, and Condom use – a global approach to 
prevent the spread of HIV. 
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Figure 2.3. Campaign posters:  
condom use for sex workers (left);   

avoiding premarital sex for adolescents (right)  
 

     
 

  
 

 

 

 

 

 

 

 

 

 

 

 

 

The first National Strategy (1994-2002) gave lip service to human 

rights, democratization, and civil society. Policy papers routinely 

mentioned the necessity of including diverse participants to reach all 

layers of society: individuals, groups, social organizations, the 

private sector, and international institutions. But little happened in 

practice. 

The Special ASEAN Summit on HIV/AIDS in June 2001 

declared the fight against the epidemic a priority. On the world stage, 

the United Nations General Assembly Special Session (UNGASS) 

on HIV/AIDS adopted the declaration ‘Global Crisis–Global Action’, 

re-emphasizing the commitment of UN member states to fight the 

epidemic, to enhance collaboration between them, and to fundraise 

globally (Kompas 7 July 2001). Indonesia signed the UNGASS 

Declaration in June 2001, thereby committing itself to implementing 

its recommendations. The declaration stated that strong leadership 

Don’t lose your teen life! 
Starting with touching, you 
can lose your studies, your 
play and your social life. 

Guest has a lot of money, 
but no guarantee he is free 
of HIV/AIDS. 
Ask him to use a condom.
  
Safe and OK…!   
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at all levels of society was essential, and called for the active 

participation of civil society as well as the private sector. 

 

The second National Strategy, 2003-2007 

 

The rapidly changing epidemiological situation required revision of 

the original National Strategy, leading to the formulation of the 

second National Strategy on HIV/AIDS for 2003-2007. Indonesia 

also supported policies and international statements on HIV/AIDS 

including the UNGASS ‘Declaration of Commitment’ which resolved 

that, by 2003, regulations and other provisions should be ratified to 

eliminate all forms of discrimination and confirm the basic human 

rights and freedoms of PLWHA and members of other vulnerable 

groups.  

In the 2006 Country Report on the follow-up to the UNGASS 

Declaration of Commitment on HIV/AIDS, the Indonesian 

government reported: 

 
Indonesia is stepping up the response to the epidemic. In 
2004, the government allocated US$ 13 million, a 106% 
increase over the HIV/AIDS budget for 2003.... The 
National AIDS Commission was reorganized and 
strengthened. Twelve ministries and local governments 
have translated the National Strategy into strategic plans 
and annual work programs.  
 
The Ministry of Health is taking steps to revive the national 
sentinel surveillance program which had not functioned 
properly since administrative decentralization was 
introduced in 2001. Most high prevalence provinces now 
also have reliable estimates of the number of people at 
high risk who are living with HIV/AIDS. A unified monitoring 
system, AIDS Info (the HIV/AIDS Joint Database), was 
launched in October 2005. The information within AIDS Info 
will eventually cover all HIV/AIDS programs in Indonesia as 
well as HIV/AIDS data that is updated on a monthly basis, 
HIV estimates, HIV prevalence and behavioral surveillance 
data.  
However, there are not enough people at risk being 
reached by prevention programs (less than 10%), and too 
few have access to VCT (18% of IDUs and 14% of sex 
workers). Among vulnerable groups, knowledge about 
HIV/AIDS is improving, but it is still inadequate: just 43% of 
men who have sex with men and 24% of female sex 
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workers could correctly identify ways of preventing sexual 
transmission of HIV… (National AIDS Commission 2006:7). 

 

The ‘Sentani16 Commitment’ serves as Indonesia’s overarching 

vision for addressing the epidemic. The statement was adopted on 9 

January 2004 during a meeting between the Coordinating Minister 

for People’s Welfare and ministers and provincial leaders from the 

six provinces most affected by HIV/AIDS. It established seven 

objectives: 

1. Promoting condom use in every high risk sexual activity; 

2. Preventing HIV among IDUs; 

3. Providing antiretroviral therapy to at least 5,000 PLWHA by the 

end of 2004; 

4. Reducing the stigmatization and discrimination of PLWHA; 

5. Establishing and empowering provincial/city/district AIDS 

commissions; 

6. Developing laws and regulations conducive to HIV prevention, 

care, and support programs; 

7. Scaling up efforts for information, education, and communication.  

Like UNGASS, the Sentani Commitment was not a legally binding 

document.  

The second National Strategy of 2003-2007 added some new 

principles, namely gender equality and equity, harm reduction for 

IDUs, condom use as dual protection,17 and HIV/AIDS as a social 

problem. The strategy outlined seven priority areas: 1) prevention; 2) 

care, treatment, and support for PLWHA; 3) HIV and sexually 

transmitted infection surveillance; 4) operational studies and 

research; 5) creating an enabling environment; 6) multi-stakeholder 

coordination; and 7) sustainable response.  

The second National Strategy recognized that ‘infection-risk 

groups are groups of people who are linked to high-risk behavior, 

such as sex sellers [penjaja seks, a more neutral term than the 

previous WTS] and their clients, IDUs, and people detained in 

correctional centers’ (Komisi Penanggulangan AIDS Nasional 

2003:10). It also stated: 

                                                 
16 Sentani is the capital city of Jayapura District, Papua Province. It is located about 
45 km from the provincial capital, Jayapura.  
17 Condoms as dual protection means they can be used against HIV infection as 
well as pregnancy.  
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Vulnerable groups are groups of people who, because of 
the nature of their work, their environment, low level of 
family support and welfare, or health status, are vulnerable 
to HIV. These groups may include highly mobile people, 
women, youth, street children, poor people, pregnant 
women, and blood transfusion recipients (ibid.).  

 

In accordance with the Sentani Commitment, the KPA launched a 

national program – the Acceleration of Comprehensive HIV/AIDS 

Response – in 100 districts/cities in 21 provinces in 2005. Each 

district/city was to provide a minimum standard of service based on 

its specific problems. The minimum standard was defined as follows:  

• Behavioral change communication, including promotion of the 

condom use program;  

• Prevention of HIV/AIDS through combating STIs; 

• Prevention of HIV/AIDS among IDUs; 

• VCT services; 

• Care, support, and treatment; 

• PMTCT services; 

• Public communication about HIV/AIDS. 

The second National Strategy also endorsed measures for improving 

PMTCT, noting that ‘use of ARV during pregnancy, safe delivery, 

and the use of breast milk substitutes can all help to prevent MTCT’ 

(Komisi Penanggulangan AIDS Nasional 2003:12). It also called for 

improving infrastructure for health services, VCT, PMTCT, care of 

PLWHA, and home-based care (ibid.). In August 2006, the National 

Guidelines on PMTCT were released by the Directorate of Family 

Health within the MOH. It clearly emphasized the rights of HIV-

positive women to reproductive health: the latter must have access 

to health services offering various (reproductive) choices such as 

ARV treatment, normal delivery, caesarian delivery, and 

contraceptives – but not abortion, which remained an illegal (though 

ambiguous) practice. The statement in the guideline is as follows: 

 
It would be better if HIV-positive women are not forced or 
advised not to get pregnant or to terminate their pregnancy 
(abortion). They must obtain accurate information about 
HIV transmission risk to the baby, so they can make up 
their mind after consultation with their husbands and 
families (Departemen Kesehatan RI 2006:22).  



Life and Death with HIV/AIDS 

29

 

 

International funding agencies have been central in the development 

of Indonesia’s HIV/AIDS control program. In 2002, Indonesia 

became a recipient of the Global Fund, which then appointed the 

Ministry of Health as the principal recipient to coordinate the funds 

for the six identified priority provinces. A number of NGOs were 

designated sub-recipients, allowing them to strengthen and expand 

their activities. Two other bilateral agencies, AusAID and USAID, 

were involved through two implementing organizations, IHPCP 

(Indonesia HIV/AIDS Prevention and Care Project) and FHI (Family 

Health International) respectively. These two agencies influenced 

government policy and programs both nationally and locally, 

conducting research, surveillance, interventions, and advocacy in 

several high prevalence provinces. The main focus was on high risk 

populations such as sex workers, MSM, IDUs, and more recently, 

prisoners. In Karawang district, FHI collaborated with Dinkes (Dinas 

Kesehatan or Health Office) to conduct interventions among female 

sex workers, and with local NGOs to undertake harm reduction 

programs for IDUs, prisoners, and MSM. 

International agencies such as the WHO, UNDP, UNICEF, 

ILO, UNESCO, and UNFPA18 also addressed HIV/AIDS issues in 

their programs. For instance, the ILO encouraged prevention 

programs for migrant workers and in workplaces, while the UNFPA 

supported a prevention program for adolescents in and out of school. 

The Global Fund in 2003 put its weight behind a PMTCT pilot project 

in Jakarta through its collaboration with the NGO YPI, while UNICEF 

in ensuing years pushed the Ministry of Health to address PMTCT by 

providing training and undertaking rapid assessments in several 

provinces. UNICEF was also involved in the formulation of the 

National Guidelines on PMTCT.  

Indonesia’s HIV/AIDS policy has evolved since its initial 

impulse to blame foreigners in the country. Due to the influence of 

NGOs, the first National Strategy (1994-2002) embraced a rights-

based approach to control the epidemic, though implementation was 

hampered by conflicting interpretations among government 

                                                 
18 World Health Organization; United Nations Development Program; United 
Nations Children’s Fund; International Labor Organization; United Nations 
Educational, Scientific, and Cultural Organization; and United Nations Population 
Fund, respectively.  
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institutions. Implementation lagged behind until early in the twenty-

first century, when the number of HIV/AIDS cases skyrocketed. The 

second National Strategy (2003-2007) therefore aimed to establish a 

more comprehensive approach to fight the epidemic, with strong 

support from international donors (Komisi Penanggulangan AIDS 

Nasional 2003).  

 

Socio-cultural context of policy  

 

Understanding how health policies change – or do not change – 

requires analysis of the context in which policies are made and 

implemented (Buse, Mays, and Walt 2005:11). Policy-making and 

implementation were heavily influenced by the Indonesian socio-

cultural context, including the country’s bureaucratic culture. This 

section outlines the political, religious, and moral factors that have 

affected HIV/AIDS policy in practice.  

 

Democratization  

 

The New Order regime was authoritarian and centralized. Public 

policies were initiated by the central government, mostly by 

President Soeharto himself. Hence there could be no comprehensive 

policy on HIV/AIDS until Soeharto himself gave orders to tackle the 

epidemic. Yet, given the nature of Indonesian bureaucracy, 

cooperation between different departments was difficult; each had its 

own agenda. The KPA needed inter-departmental coordination but 

this was difficult to achieve, as can be seen from its less than 

impressive performance in implementing the first National Strategy 

for HIV/AIDS. The head of the Planning Division of the Health Office 

(Dinkes) in Karawang stated in an interview: 

 
Sector egocentrism at Dinkes is high. Therefore, compared 
with dengue fever, diarrhea, bird flu, etc., it is difficult to do 
advocacy for HIV issues. The emphasis is still on curative 
rather than preventive [interventions]. In addition, [there is] 
lack of leadership in determining the priority of Dinkes 
programs.  
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Though the first National Strategy seemed progressive and 

innovative, critics conjectured that this was only on paper. In 

practice, the government was more swayed by moral and religious 

ideas that Islamic nations do not engage in HIV/AIDS-related risky 

behavior (Kroeger 2000). Fortunately, NGOs – the Kusuma Buana 

Foundation, the Pelita Ilmu Foundation and the Mitra Indonesia 

Foundation to name a few – were able to continue their prevention 

efforts, even though the government often perceived them as 

‘opposition’ parties. Physicians from Pokdisus AIDS at the University 

of Indonesia were also available to explain prevention and treatment 

methods to civil society groups. These NGOs worked to meet the 

needs of PLWHA and spread awareness of HIV/AIDS among the 

general population.  

The downfall of the Soeharto regime in May 1998 altered the 

political landscape. The new government espoused political 

democratization and decentralization; especially the latter gave 

significant powers to local governments to pursue their own policy 

agendas. ‘Less state’, however, did not automatically imply ‘more 

democracy’ (Schulte-Nordholt 2003:580). Moves towards 

democratization coexisted with continuities from the old regime.  

The 1999 presidential elections brought Abdurrahman Wahid 

– a prominent figure from Indonesia’s largest Muslim organization – 

to power. A moderate Muslim democrat, his administration 

encouraged civil society organizations to work as partners and 

watchdogs of government. The number of NGOs working on 

HIV/AIDS issues now grew, their activities encompassing prevention, 

testing, care, support, treatment, and advocacy. Wahid was 

impeached in mid-2001 and replaced by his vice president, 

Megawati Soekarnoputri, the first woman to become president of 

Indonesia.  

The new policy of decentralization entered into effect in 

January 2001. Managerial and financial responsibility for public 

healthcare, previously with the central government, now devolved to 

the districts. Healthcare became increasingly privatized. Kristiansen 

and Santoso (2006) have argued that local healthcare services’ lack 

of transparency and accountability turned them into for-profit 

enterprises, while the greater role of the private sector has shifted 

attention away from preventive healthcare and the health concerns 

of poor people. 
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Given the rapid pace of decentralization, national, provincial, 

and district officials often lacked clarity on their policy-making 

authority as well as on how local efforts should be funded and 

implemented. Nevertheless, provinces and municipalities issued 

their own regulations (Peraturan Daerah), decrees (Surat 

Keputusan), and strategies to combat HIV/AIDS. East Java and Riau 

provinces passed provincial regulations, while a district head (bupati) 

in Riau decreed condom use and routine check-ups for at-risk 

groups. Two districts in East Java – Banyuwangi and Malang – 

passed local regulations in 2007 and 2008 respectively; three 

districts in Papua – Maumere, Merauke and Jayapura – already did 

so in 2003.  

Though Karawang has – as yet – no local regulations on 

HIV/AIDS, its government has cooperated with an international NGO 

to establish an HIV/AIDS health service. As a staff member of the 

local Aids Control Counsel stated: 

 
There is a KITA

19
 clinic, an information clinic on AIDS. I 

was suggesting at that time [that there should be] 
information and therapy in the AIDS clinic. It’s collaboration 
between Dinkes and FHI, there is funding support (KPAD 
staff).  

 

In a meeting attended by Pantura Plus and Karawang district officials 

on 1 September 2006, the Vice-District Head agreed to take steps to 

meet the needs of PLWHA.  

 
 

We are going to discuss this problem in the next few days. 
Mr. Sumantri is suggesting that we write a letter to RSUD

20
 

to provide a medicines service, so you don’t have to go to 
Jakarta. We will try… hopefully we can meet your 
expectations (Mrs. Eli, Vice-District Head).  
 
If possible, tomorrow we write a letter to Bupati [District 
Head]. With these data Bupati can give orders to RSUD to 
fulfill the needs of friends here… KPAD has authority to do 
that… RSUD has been trained, but still there is hesitation 
or maybe lack of commitment… (Vice-Head of KPAD). 

                                                 
19 KITA stands for Klinik Informasi tentang AIDS or AIDS Information Clinic, which is 

located at the Puskesmas Karawang.  
20 RSUD is Rumah Sakit Umum Daerah or Provincial/District Public Hospital. 
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In this ‘more democratic’ political landscape, NGOs are important 

advocates of public policy. Pantura Plus organizes meetings and 

workshops with local civil servants to keep HIV/AIDS on the agenda. 

It also approaches individual government officials who are 

concerned about HIV/AIDS, involving them in its activities.  

This informal approach is often quite effective in bolstering 

local government support for HIV/AIDS programs. In an interview in 

early October 2006, a local health official showed me the Dinkes 

Karawang budget for 2007, which included budgets for HIV testing, 

CD4 testing, and medicines. While he was the Head of the Planning 

Division, he often voluntarily helped Pantura Plus to provide health 

services to PLWHA. Good personal relationships between NGOs 

and local officials can affect local policy on HIV/AIDS.  

 

Religion, morality, and the ‘safety of marriage’  

 

Indonesia is the largest Muslim country in the world. Though Islam is 

not the state religion, about 90% of Indonesia’s citizens are 

registered as Muslim. This means that Islamic views on various 

aspects of life have a strong influence on state policy. For instance, 

regarding the husband-wife relationship, Marriage Law no. 1/1974 

states: 

Article 31  

1. The rights and status of the wife are equal to those of the husband 
in the household and the community. 

2. Each party is entitled to pursue legal action. 
3. The husband is the head of the family and the wife is the 

housewife. 

Article 34 

1. The husband has an obligation to protect his wife and provides for 
the household based on his ability.  

2. The wife is responsible for taking good care of the household. 
3. Should the husband or wife neglect his/her obligations, each can 

petition the court.  
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We see that husbands as household heads, breadwinners and 

protectors have higher status than their wives, who must respect and 

serve their husbands and attend to domestic work. The law also 

allows for polygamy within the limits set by Islamic conservatives 

(Katjasungkana and Wieringa 2003). Unequal gender roles are thus 

reinforced by the state. 

The HIV/AIDS epidemic in Indonesia is colored by Islamic 

views on gender, sexuality, and disease. Until very recently, those 

infected with HIV were perceived as depraved individuals. Two 

recent studies in Indonesia have confirmed that the dominant 

discourse on HIV/AIDS blamed two main groups: white male 

foreigners and female sex workers. Even the latter often avoided 

foreign clients (Kroeger 2003; Crisovan 2006). The mass media 

played a key role in the construction of HIV/AIDS in society: it was a 

‘foreigner’s disease’ and a ‘homosexual disease’. When two female 

Indonesian sex workers were found to be HIV-positive in November 

1991, this caused a media sensation. Since then, HIV/AIDS has also 

been seen as a ‘prostitute’s disease’ (Sciortino 1999:197-223). Being 

HIV-positive in Indonesia means being an immoral, sinful, and 

accursed individual. HIV/AIDS is a disease of the ‘other’. 

The common perception is that HIV is transmitted through 

‘free sex’.21 Crisovan (2006), who conducted research in Yogyakarta, 

uses an example to illustrate this. There are four people who have 

tested negative for HIV and are engaging in ‘free sex’, but only within 

their circle. Crisovan asked 20 students and five professors if any of 

them will contract the disease. All answered, ‘Yes’. Crisovan 

continued by asking, ‘How?’ Most of the replies mentioned ‘free sex’, 

God/Allah, and/or showed a complete lack of understanding of 

transmission routes (ibid.:154).  

The image of HIV/AIDS as a fearful disease is evident in 

government and some NGO educational materials for prevention, 

which employ images of human skulls, coffins, ghosts, etc. This was 

particularly true in the 1990s. Quite apart from the debate over 

whether such fear campaigns actually work, they reflected the 

prevailing social construction of HIV/AIDS in Indonesia.  

Social attitudes towards sensitive and controversial issues 

became more liberal in the reform era, regarding for example 

                                                 
21 Among Indonesians, the common term is seks bebas – literally translated as free 
sex. It refers to promiscuous sexual practices, particularly premarital and 
extramarital sex, often associated with young people.  
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condom use and harm reduction approaches for IDUs within 

intervention programs. Yet conservative forces in society remained 

opposed to these programs, which were considered incompatible 

with Indonesian cultural and religious values. For example, it was 

assumed that the condom use campaign would encourage ‘free sex’. 

Condoms were also associated with the longstanding and unpopular 

family planning campaign. The following observation from the field 

sheds light on the problem: 

 
I attended an HIV/AIDS educational campaign for high 
school students held by Pantura Plus in Karawang. Around 
25 students – male and female – participated. A few were 
from the nursing academy. Each student obtained a 
package of IEC materials on HIV/AIDS. One of the 
resource persons was a program officer from Family Health 
International–West Java Province. She was the first 
speaker, and explained what HIV/AIDS is all about, 
particularly modes of transmission and ways to prevent 
infection. When she explained the ABCD

22
 approach to 

prevention, the slide showed only the letters AB_D. The 
letter C was covered up. In her explanation, she did not 
mention condoms. In contrast, one of the IEC brochures 
clearly depicted the ABCD approach (including condoms). 
Almost all students read it. In the discussion, a student 
asked whether condoms were guaranteed to prevent 
transmission. The woman’s spontaneous response was, 
‘Finally, here we are! Earlier, I didn’t want to talk about it’ 
(‘Akhirnya sampai juga ke situ! Padahal tadi maunya gak 
disinggung’). 

 

The above example reveals the awkwardness of promoting condom 

use to adolescents, despite the fact that the speaker was working for 

an international NGO that distributes condoms to its target groups. 

The awkwardness is three-fold. First, promoting condoms means 

talking about sex in public. Second, adolescents are not supposed to 

be having sex before marriage. Third, adolescents are not perceived 

to be a high risk group. These so-called cultural and religious values 

are also routinely invoked by bureaucrats, who are often far removed 

from the daily realities of Indonesian people. 

 

                                                 
22 The letter D stands for ‘no Drugs’, considering the rapid increase of HIV infection 
among IDUs in recent years.  
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I don’t agree with the condom use campaign to prevent 
AIDS. That is not the objective, but how our young 
generation can stay away from free sex.... The condom use 
campaign is not appropriate for Indonesia.... It’s an 
international standard. We have our own way with our 
religious and national principles.... What’s happened is 
moral decadence. So don’t lead them to condom use 
(Minister of Youth and Sports, Kompas Cyber Media, 12 
August 2005).  

 
Families and communities find it very difficult to talk openly about 

sexuality. Parents rarely discuss sexuality with their children due to 

cultural, psychological, and communication barriers, and also 

because parents have never had the experience of receiving such 

information from their own parents (Utomo 2003:9). Parents cannot 

openly discuss sexual health issues due to lack of knowledge and 

feelings of malu or shame (Hidayana 2000). Hence sexuality is often 

regarded as a ‘natural’ thing, which everybody will eventually learn in 

marriage. It is hardly surprising that young people get most of their 

information about sex through gossip, friends, movies, foreign and 

porn magazines, and the internet. Their knowledge of sexuality is 

limited since sex education – apart from the biological aspects of 

reproduction and abstinence – is generally not taught in schools.  

Sexuality, then, rightfully belongs to marriage. State and 

religion affirm sexual relationships within marriage as ‘legitimate’, 

thereby implying it is ‘safe’ and ‘healthy’ (Sciortino 1999:218). 

Nevertheless, open communication about sex between husbands 

and wives is discouraged by prevailing religious and gender norms. 

An informant told me that although she found it disgusting, she 

obeyed her husband when he asked for oral sex; she reassured 

herself that it was the wife’s duty to pleasure her husband in bed. 

Jacubowski (2008) has argued that women’s lack of power and self-

esteem – and their economic dependence on men – limits their 

ability to negotiate for safer sex. And given contemporary marriage 

patterns in Indonesia – particularly in contexts of polygamy, early 

marriage and contract marriage – marriage is no guarantor of safe 

sex (Jacubowski 2008:94).  
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Condoms for sex workers: rethinking risk 

 

Since the onset of the HIV/AIDS prevention program, female sex 

workers (FSW) have been the main target group,23 particularly in the 

lokalisasi (brothel or red light district). Numerous interventions – from 

education on HIV/AIDS to life skills courses to promoting condom 

use – have targeted this ‘high risk’ group. While the condom use 

campaign has been the ‘star’ among the interventions, its results 

have been disappointing. The 2002 Behavioral Surveillance Survey 

for West Java reported that 45.8% of ‘indirect FSWs’ (women who 

work in massage parlors, discotheques, bars, nightclubs, saunas, 

karaoke lounges, etc.) had used a condom in their last encounter. 

For ‘direct FSWs’ (women who work in the lokalisasi or brothel), the 

figure was only 19% (Biro Pusat Statistik 2003:23). In addition, there 

are freelance sex workers floating on the streets, at railway stations, 

food stalls, etc. Among male clients, only about 5% had used a 

condom in their last encounter (Biro Pusat Statistik 2003:23).  

We have to be cautious with the above numbers, which refer 

only to commercial sex workers’ latest encounters. The 2002 

Behavioral Surveillance Survey for West Java revealed that only 

20% of indirect sex workers and 3% of direct sex workers had used 

condoms over the past week. The same survey found that 62% of 

indirect sex workers and 31% of direct sex workers were aware of 

how condoms prevent transmission.  

Condoms in Indonesia were first introduced through the family 

planning program in the early 1970s but had limited success there. 

Condoms became a politically and religiously sensitive topic when 

HIV prevention programs began promoting them to prevent disease 

rather than conception, for ithis implied premarital and extramarital 

sex.  

The question is why promoting condom use – a strategy that 

has dominated HIV/AIDS prevention efforts for two decades – has 

had almost no impact.  

 
I asked Zaki – an outreach worker from Klinik KITA – about 
promoting condom use among female sex workers. He said 
it was difficult to raise awareness among them and their 

                                                 
23 Other high risk groups like MSM and IDUs only later became target groups of 
HIV/AIDS programs, in 2002.  



Irwan M. Hidayana 

 38

clients. When he distributed condoms freely, FSWs were 
enthusiastic to accept them. But Zaki believed they had 
economic motives, to sell the free condoms to their clients.  
 
I met Yuni at lokalisasi SR in Karawang town one evening. 
She comes from a village in Subang and has been a sex 
worker for four years. Yuni admitted that she has had 
gonorrhea twice. Offering condoms to her clients is almost 
like mission impossible. Most customers do not like to use 
them, and Yuni thinks that money comes first. After sex 
without a condom, she cleanses her vagina with soap and 
scrapes out all the fluids with her fingers. She uses regular 
soap or betel vine soap. Yuni believed such practices 
protect her genitals from itches and sexual diseases.  

 

One of the answers, perhaps, lies in the problem of translating the 

notion of ‘risk’ into concepts that can be understood by members of 

so-called ‘high risk groups’ who tend to be poor and less educated. 

Many if not all NGOs working on HIV/AIDS have ‘unconsciously 

adopted Western notions of disease and “risk” through their 

utilization of Western funds, programs and texts’ (Crisovan 

2006:191; see also Fordham 2005). In a workshop on HIV/AIDS 

prevention for MSM24 in 2002, I criticized the simple translation of the 

concepts used in the programs. ‘Risk’ is one of the terms that is 

simply transliterated as ‘resiko’. I questioned how waria or FSWs 

who had probably never learnt English could understand such a 

term. How do you explain resiko to your target group? Why do you 

promote safe sex to avoid the ‘risk’ of HIV transmission? The 

meaning of resiko remains abstract. Perhaps the word ‘bahaya’ 

(danger) would be more concrete for many people. Hewat (2008) 

found that HIV/AIDS and STIs were labeled as a ‘danger’ among 

young people in Manokwari, Papua. Danger is associated with 

something visible, with physical pain, and is avoidable. Another 

example is the term ‘infection’, transliterated as ‘infeksi’ for STIs – 

which in Indonesian becomes IMS (infeksi menular seksual). The 

term infeksi, however, is too medical even for well-educated people. 

I would suggest the term ‘penyakit’ (disease), which is more 

understandable and keeps the term PMS (penyakit menular seksual) 

as a synonym for STD or STI.  

Risk analysis has become a technique within public health 

discourse to produce particular kinds of subjects and to govern 

                                                 
24 This prevention program is part of Aksi Stop AIDS (ASA).  
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populations such as the homeless, the poor, single mothers, and so 

on (Nguyen and Peschard 2003:457-458). On the basis of her 

research in Yogyakarta, Crisovan (2006:188) has criticized the 

dominant Indonesian approach to HIV/AIDS prevention for under-

utilizing indigenous knowledge and perceptions. Crisovan argues 

that breaking down Western assumptions of ‘risk’ would allow 

HIV/AIDS programs to better direct information to the general public.  

Fordham (2005:44-45) reflects on the Thai experience: 

 
Just as normative AIDS discourses define the parameters 
of the AIDS epidemic, the language and concepts in which 
these discourses are couched have become second nature 
for many working in the AIDS arena: a description of real 
essentialised realities of ‘risk’, ‘risk behaviour’, ‘promiscuity’ 
and of an underclass of villagers with ‘low knowledge’ and 
‘no morals’, of ‘indirect’ commercial sex workers…. 
Critically, this language began as little more than simple 
descriptive ‘shorthand’ concepts, yet… these became 
essentialised to constitute a world of danger, 
powerlessness and promiscuous behaviour that is ‘really’ 
out there, and one in which the intervention of outside 
experts is necessary if the underclass is to negotiate it 
successfully.  

 

Focusing on ‘risk groups’ and ‘risk behavior’ often decontextualizes 

the real lives of people.25 For instance, the public health approach 

assumes that waria sex workers are similar to gay and bisexual men 

(Joesoef et al. 2003:609). But in reality, ‘Men who have sex with 

waria are not considered homosexual by the general public, waria, or 

by themselves’ (Oetomo 1991:94). Moreover, people do not 

necessarily identify with the risk groups that they allegedly belong to. 

Nor are they necessarily concerned about their future health, 

prioritizing day-to-day survival instead.  

 

 

 
                                                 
25 Schiller, Crystal, and Lewellen state: ‘In the construction of AIDS risk groups, 
“culture” has been used as a distinguishing criterion defining membership in “high 
risk groups” and as an explanation of why members of these groups continue to 
practice “risky behavior”. …the widespread interest in culture as an explanatory 
variable… has tended to reflect a usage of culture that distances and subordinates’ 
(1994:1337). 
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HIV/AIDS and reproductive health 

 

Structurally, in terms of the health system, HIV/AIDS programs and 

reproductive health programs are separate from one another. 

HIV/AIDS programs are directed by the Directorate General of 

Communicable Disease, particularly the Sub-Directorate of 

HIV/AIDS, while reproductive health programs are directed by the 

Directorate General of Public Health, specifically the Directorate of 

Family Health. Although STIs and HIV/AIDS have their place within 

reproductive health programs, they are the least addressed issues in 

the various sexual and reproductive health services. Conversely, 

HIV/AIDS programs emphasize prevention and treatment among 

high risk populations and generally fail to address the reproductive 

and sexual health needs of PLWHA.26  

 The history of reproductive health policy in Indonesia can be 

traced back to the 1950s when the government implemented 

Kesehatan Ibu dan Anak (KIA) or the maternal and child health 

(MCH) program, integrated into community health centers or 

Puskesmas. The family planning program27 was initiated in the early 

1970s, and in a decade it encompassed all provinces in Indonesia. 

With its two-child norm, the program was internationally acclaimed 

as a success despite internal criticism from women’s and human 

rights activists. The question was whether the family planning 

program paid attention to women’s health, or whether it was solely 

used to control population growth.  

The principles of the 1987 Nairobi Conference on Safe 

Motherhood were adopted in Indonesia’s national program. The 

majority of rural women in Indonesia deliver at home with assistance 

from traditional birth attendants or midwives. The village midwife 

(bidan desa) program, launched in 1989, had trained and placed 

                                                 
26 In the years immediately following the 1994 International Conference on 
Population and Development (ICPD) in Cairo, many AIDS activists felt excluded and 
ignored by the sexual and reproductive health and rights (SRHR) community. This 
perception was heightened by a sense that the SRHR community was trying to ‘take 
over’ HIV/AIDS, while not taking the issue seriously (O’Malley 2004:60; Gruskin, 
Ferguson and O’Malley 2007).  
27 In the Old Order era (1950-1965), family planning activities were initiated by 
individuals through non-profit organizations such as Perkumpulan Keluarga 
Berencana Indonesia (PKBI) (see Sarwono 2003).  
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about 50,000 midwives in villages across the country by 1997.28 The 

program was implemented primarily by the Ministry of Health, with 

cooperation from other ministries, especially the Ministry of Internal 

Affairs and the Ministry of Women’s Roles, and with support from 

various international donor agencies such as the World Bank, 

UNICEF, the WHO, and AusAid. This was followed by Gerakan 

Sayang Ibu (GSI), or the Mother Friendly Movement, which 

emphasized community participation to decrease the maternal 

mortality rate. It received strong backing from the New Order 

government and had significant impact (Shiffman 2003:1202). 

In the wake of the 1994 International Conference on 

Population and Development (ICPD) in Cairo, the Indonesian 

government convened the National Workshop on Reproductive 

Health to reaffirm Law no. 7/1984 on the Ratification of CEDAW 

(Committee on the Elimination of Discrimination against Women) 

and Law no. 23/1992 on health. Following this workshop, the 

Reproductive Health Commission was formed in 1998 to develop an 

appropriate reproductive health package, to enhance routine data 

collection, and to support men’s involvement in reproductive health. 

The commission was placed under the Ministry of Health, which had 

limited authority to coordinate the related sectors (Departemen 

Kesehatan RI 2005:31). Like the KPA, the commission involved 

government officials who usually prioritized their own work. 

The Reproductive Health Service Package of 1996 consisted 

of two major programs: 1) the Essential Reproductive Health 

Package, which encompassed safe motherhood, family planning, 

STIs and HIV/AIDS, and adolescent reproductive health; and 2) the 

Comprehensive Reproductive Health Package, which included all 

the programs in the Essential Reproductive Health Package, plus 

programs for older adults. 

In the footsteps of the safe motherhood program, the 

government launched the ‘Making Pregnancy Safer’ program in 2000 

to decrease maternal and infant mortality rates. Its three aims were 

that: 1) every delivery should be attended by a skilled health 

                                                 
28 The midwives were recruited from three-year nursing academies and were given 
an additional year of midwifery training. Once assigned to the community, midwives 
were paid a salary for three to six years by the government. They were then 
expected to start private practice after having built up a client base in the village. 
They had public practice during normal working hours, and were allowed to practice 
privately after hours. 
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provider; 2) every obstetric and neonatal complication should obtain 

adequate aid; and 3) every woman of reproductive age should have 

access to unwanted pregnancy prevention and post-miscarriage 

complication treatment. Family planning in this period also saw a 

paradigm shift from fertility control towards quality of family life and 

reproductive health rights.  

 Adolescent reproductive health (ARH) is the field least 

addressed by Indonesian reproductive health policy. Following the 

ICPD, the government slowly developed a health program for 

adolescents in the Puskesmas and schools. A National Task Group 

on ARH was formed in 1998, led by the Ministry of National 

Education. Although educational materials were developed, their 

distribution has fallen far short of target. ARH in schools is 

addressed primarily through extracurricular activities and as part of 

biology, physical education, and religion. The focus is on the biology 

of reproduction and not on sexual practices within social contexts 

(Utomo 2003:17). As discussed earlier, sexual activity is only 

sanctioned in marriage while extramarital and premarital sex is 

strongly discouraged. Sex education for students in school is largely 

avoided.  

Again, NGOs played a key role in providing reproductive 

health education to adolescents, though their coverage was mostly 

limited to urban areas. NGOs are usually more innovative and 

progressive in providing information to young people, whether in or 

out of school. The national family planning program, for example, 

only provides information on contraceptives to married couples and 

ignores issues such as unwanted pregnancy and dating violence. 

As with the HIV/AIDS program, political decentralization has 

affected the implementation of policy as local governments have 

limited resources and capacities. Commitment towards the family 

planning program, for example, has weakened (Radar Karawang 18 

November 2006; Kompas 13 December 2006). I asked about its 

implementation in Karawang: 

 
Absolutely… it’s not as strong as before. Now it’s 
marginalized. It depends on the district head to put it under 
a certain institution.… In Karawang it is under the Office of 
Population and Civil Registration… not independent like in 
the past.… I liked how it was before because it really 
helped us. Honestly, now it’s not focused for they don’t 
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have capacity at the local level… (Mr. Jajang, Family 
Health division, Dinkes Karawang). 

 
Generally speaking, sexual and reproductive health programs are 

now a lower priority for governments while budgets for health at all 

levels – central, provincial, and district – have stagnated. 

 

Integrating HIV/AIDS into maternal and child health programs 

 

“51 housewives in Biak infected with HIV/AIDS” 

The Vice District Head of Biak, Adrianus Kafiar, appealed 
to all people in Biak Numfor district, Papua province, to 
actively participate in promoting HIV/AIDS disease 
prevention. As many as 51 housewives have been infected 
by the deadly disease. 

‘I’m very concerned with the HIV and AIDS infection in this 
area. Till end of July 2006, it’s already 192 cases and 51 of 
them are housewives’, said Adrianus Kafiar, in Biak on 
Tuesday (8/8/2006).  

As the head of Local KPA Biak Numfor, Adrianus appealed 
to all elements in society, religious leaders, adat 
(customary) leaders, women, and youth to continuously 
campaign on disease prevention.  

Adrianus Kafiar stated the number of HIV infected 
housewives is higher than commercial sex workers in Biak 
Numfor district. Certainly, it has happened because they 
have no knowledge about the danger of this disease.  

According to Adrianus, HIV/AIDS infection among 
housewives can have happened because their husbands 
have multiple partners. This situation is worrying, so there 
is a need to involve all stakeholders to disseminate 
information on HIV/AIDS to the community, particularly in 
the family. 

To detect whether someone is HIV/AIDS infected needs 
accurate medical research. As the head of KPAD Biak 
Numfor, Adrianus promised to recheck these data.  

As of 31 July 2006, the Health Office of Biak Numfor district 
reported 192 HIV/AIDS cases. The detail is 44 HIV and 148 
AIDS, while 82 of them died (Media Indonesia Online, 8 
August 2006). 
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This news piece from 2006 sends an alarming message about the 

HIV/AIDS epidemic in Indonesia: it is now affecting ‘low risk’ 

populations, including housewives and children. Papua province has 

the highest prevalence rate in the archipelago: 2.4% of the general 

population aged 15-49 in 2007, far surpassing the estimated national 

average of 0.22% (National AIDS Commission Republic of Indonesia 

2009:2).  

 The second National AIDS Strategy for 2003-2007 prioritized 

preventing the mother-to-child transmission (PMTCT) of HIV. The 

National Guidelines for PMTCT clearly stated that PMTCT services 

should be integrated into existing mother and child health and family 

planning (MCH-FP) services at all levels (Departemen Kesehatan RI 

2006:3). As most elements of the PMTCT program – antenatal care, 

normal labor and delivery, prevention and management of 

emergency obstetric complications, postpartum care, family 

planning, and infant feeding – ran parallel to the safe motherhood 

program, the idea was that with some additional resources and 

training, existing personnel could implement an expanded program 

in existing facilities. All women visiting MCH-FP sites were to obtain 

information on HIV/AIDS and be offered voluntary counseling and 

testing. 

The WHO initially promoted a three pronged strategy to 

reduce the mother-to-child transmission of HIV: 1) prevention of new 

infections among parents-to-be; 2) prevention of unwanted 

pregnancies among HIV infected women; and 3) prevention of 

transmission from infected mothers to their infants. More specifically, 

the PMTCT program consists of the voluntary counseling and testing 

of pregnant women, antiretroviral therapy for HIV-positive pregnant 

women to protect their unborn children, and provision of breast milk 

substitutes after delivery. These programs prioritized preventing 

transmission to the unborn child; they often disregarded the mother’s 

right to be informed and to choose what is best for her and her child 

(WHO 2003:13). Realizing that a more comprehensive strategy was 

necessary, the WHO and UNAIDS have since added a fourth 

objective: care and support for HIV-positive mothers and their 

children and families. While PMTCT has improved in recent years, 

care and support services for HIV-infected women have lagged 

behind. In addition, PMTCT programs generally do not encourage 

male involvement or responsibility. 
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HIV/AIDS and MCH programs are structurally separate in 

Indonesia though both are under the Ministry of Health. The 

integration of PTMCT into MCH programs requires effective 

coordination between the Directorate of Family Health and the Sub-

Directorate of HIV/AIDS. But experience shows that coordination, 

whether within or between institutions, is a weakness of Indonesian 

bureaucracy. While NGOs and local staff complain about this lack of 

coordination, officials tend to speak as if all is going according to 

plan. 

 Another challenge in integrating PMTCT into routine maternal 

and child health programs is the social stigma surrounding HIV/AIDS 

and the need to ensure confidentiality in testing, counseling, and 

care. The social stigma surrounding AIDS has proven to be one of 

the most formidable barriers to slowing the spread of the disease. 

MCH health providers may themselves be hesitant to work with 

PLWHA, while their other clients may not want to be associated with 

a facility that provides HIV/AIDS services. Health providers’ 

knowledge of HIV/AIDS also often remains limited. In the PMTCT 

campaign for village midwives in Rawamerta sub-district, Karawang, 

which I observed in 2006, it was obvious that their knowledge about 

mother-to-child transmission was almost non-existent: their 

questions concerned how health workers can avoid infection and the 

kinds of symptoms exhibited by HIV-positive persons. 

  

Conclusion  

 

Influenced by NGOs in the field, President Soeharto’s government 

embraced a rights-based approach to combat HIV/AIDS. But this 

was only on paper. The downfall of the New Order regime and 

subsequent decentralization did little to improve policy 

implementation. While decentralization gave NGOs more space to 

advocate and collaborate with local governments (some provinces 

and districts issued local regulations on preventing HIV/AIDS), local 

political commitment to tackle the epidemic has often been weak.  

A key constraint facing HIV/AIDS programs in Indonesia is 

the taboo on the public discussion of sexuality. Sex in Indonesian 

society has its legitimate place in marriage – and with the 

assumption of fidelity, marriage has been seen as a safe haven to 

avoid HIV infection. Nevertheless, the more recent increase in the 
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number of HIV-positive pregnant women has forced PMTCT onto the 

agenda. Implemented through existing programs of antenatal care, 

PMTCT services in theory are now available to all women. But again, 

implementation lags behind, in part due to the socio-cultural 

resistance of policy-makers to admit that marriage is no longer a 

safe haven.  

Integrating HIV/AIDS within Indonesia’s reproductive health 

services poses new challenges for policy and programming. But as 

the epidemic advances, blame, stigma, and denial are still coloring 

the responses of both government and society. The dominant 

approach to controlling HIV/AIDS – which focuses on ‘high risk’ 

groups such as sex workers and their clients, injecting drug users, 

and men who have sex with men – has been unable to stem the 

epidemic. The focus on ‘high risk’ groups furthermore overlooks the 

role of men, despite men being the obvious bridge between ‘high’ 

and ‘low risk’ populations. While governments and NGOs often 

unconsciously and uncritically employ Western notions of disease 

and risk, there remains a need to translate scientific terms into more 

readily understandable, culturally and socially appropriate concepts.  
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Chapter 3 
 

The Structural Drivers of HIV in Karawang 
 
 

This chapter focuses on the context of the HIV/AIDS epidemic in 

Indonesia, focusing on Karawang district where my study was 

conducted. I first discuss the blame, stigma, and denial that surround 

the disease. I then outline the ‘risk’ factors in Karawang society: its 

social, cultural, and political features that have accelerated the 

epidemic. Finally, I describe how PLWHA can gain access to health 

services in this resource-poor setting.  

Since its inception, HIV/AIDS has been associated with moral 

blame. The common perception in many parts of the world is that 

HIV/AIDS is a curse on immoral behavior – homosexuality as well as 

premarital, extramarital, and commercial sex. HIV/AIDS in Indonesia 

was first ‘foreignized’ and then ‘feminized’ by blaming Western 

foreigners and then Indonesian female sex workers (Kroeger 

2000:4). As the epidemic progressed, the discourse focused on 

prostitutes as the main cause of transmission. As I discussed in 

Chapter 2, the danger of focusing on ‘high risk’ groups and 

behaviors is that it both stigmatizes the people who belong to these 

groups and breeds complacency among those who consider 

themselves ‘safe’, such as monogamous couples, housewives, and 

adolescents. 

Blame fuels stereotypes and stigma against people who are 

already marginalized because they fall outside of the moral 

standards of society. Many studies of HIV/AIDS stigma find its roots 

in processes of ‘othering’ (Posel 2004:1). For female sex workers, 

the stigma is twofold. First, they suffer stigma as wanita tuna susila 

or WTS (literally ‘woman without morals’) or perempuan nakal 

(naughty women).29 Second, they are stigmatized as the locus of 

disease or, to use Schoepf’s term, ‘a reservoir of infection’ that 

constructs HIV/AIDS as ‘a disease of women’ (2001:341). This 

                                                 
29 The term wanita tuna susila is gradually being replaced by pekerja seks or sex 
worker. Women’s and human rights activists prefer to use pekerja seks, though 
some activists use the term perempuan yang dilacurkan (prostituted women) since 
they perceive female prostitutes as victims. Local terms to address sex workers 
such as cabo, sundal, perek, lonte, jablay, and lontong have derogatory 
connotations.  
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notion that HIV/AIDS is ‘a disease of women’ is strong among the 

male clients of female sex workers. When I conducted an in-depth 

study of men who have sex with men in Jakarta in 2002, contracting 

HIV from waria (transgender) sex workers was thought to be a near 

impossibility. Some men said that after visiting female prostitutes 

they would go to waria sex workers for oral sex, explaining that this 

would ‘clean’ their genitals to prevent infection from female sex 

workers (they used the term ‘cuci mulut’, literally meaning 

‘mouthwash’). More importantly, they did not regard oral sex as ‘sex’. 

Blame and stigma are also attached to junkies and injecting 

drug users, who are often perceived as unemployed, criminal, and 

untrustworthy trash. Junkies are a closed group and are difficult to 

reach in intervention programs. Most harm reduction programs 

employ ex and active junkies as outreach workers as they have 

access to this group. Although harm reduction programs are now 

widespread, needle exchange and methadone substitution programs 

remain controversial.  

HIV/AIDS stigma can take various forms in different cultural 

contexts. In many parts of the world, stigma leads to discrimination 

against marginal groups whose ‘perverted’ behavior should be 

punished. Fear of stigma and discrimination in turn fuels denial and 

concealment among PLWHA. Denial also often comes from families 

and communities ashamed that one of their members is HIV-

positive. Numerous cases have shown that PLWHA experience 

exclusion and ostracism from their own families and communities.  

Official denial generally invokes morality and religion. In the 

early years of the epidemic, government officials argued that 

Indonesia was protected by its religious and cultural values, family 

resilience (ketahanan keluarga) and strong faith (keteguhan iman). 

While the central government may now recognize the problem, 

denial persists among local governments and certain (mainly 

religious) groups in society.  

 This chapter outlines the factors driving the epidemic in 

Karawang society. I briefly describe the transformation of Karawang 

into an industrial zone. This is followed by a discussion of marriage, 

family, divorce, and local norms concerning gender and sexuality. I 

then turn to prostitution, migration, and drug use – the drivers of the 

epidemic in this changing society.  
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From rice granary to industrial zone  

 

Karawang district is located on the northern coast of West Java, 

approximately 70 km from Jakarta.30 While agriculture and fisheries 

were traditionally the main sources of livelihood, Presidential Decree 

no. 53/1989 declared Karawang an industrial development zone, 

allocating about 20,000 hectares of land for this purpose. Rapid 

industrialization over the past two decades has transformed rice 

fields into roads, factories, warehouses, restaurants, and housing. 

The chemical, textile, electronic, pulp and paper, and automotive 

industries moved in, as did job seekers, not only from Karawang but 

from other areas of Java. Karawang natives thus have to compete 

with migrants who often have more education. Migration to the big 

cities, especially Jakarta and Bandung, is another option for the 

people of Karawang to improve their fortunes.  

 
 
 
 
 

                                                 
30 The total population of Karawang district in 2005 was 1,907,483, with a density of 
1,083 people per square kilometer (BPS-Statistics of Karawang Region 2006). 

Figure 3.1. Map of Indonesia and Java Island 
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Rice production declined between 1990 and 2005 as rice fields 

shrunk from 103,000 to 92,000 ha. Nevertheless, Karawang remains 

one of the leading rice producing districts in the country. But as the 

population has increased, the average size of land holding has 

decreased (at present to less than 0.5 ha). The income31 of small 

farmers has dwindled accordingly, while a growing number of 

landless laborers now suffer from unemployment and under-

employment.  

 
Early August 2006 was harvest time in Karawang. Before 
noon, I visited a village in Cilamaya Wetan sub-district. The 
paddy harvest had started two days ago. I saw laborers – 
men and women – working in the fields, cropping paddy, 
pounding and weighing rice. Many laborers came from 
other sub-districts and districts. They slept in the rice fields 
in tiny plastic tents or under unused rice bags and coconut 
leaves. Land-owning farmers have several options when 
harvest season comes. First, they can sell their paddy to a 
broker (tengkulak) before it is harvested; the broker then 
hires laborers to harvest it. Second, farmers can use 
laborers in a share- cropping system where the laborers 
get a sixth (or less) of the yield. Third, farmers can hire 
laborers and pay in cash. The need for labor often puts 
farmers in a difficult situation. Ahmad (aged 50) 
complained, ‘It’s difficult not to involve many laborers when 
harvesting. The times have changed. Each hectare 
harvested means a blessing for tens of laborers’. He also 
admitted that he could not control the yield. Due to low pay 
or shares, laborers manipulate the system. For example, 
they pound paddy only two or three times instead of four or 
five times, which means not all of the grains fall off the 
straw. When they harvest at night to avoid the heat of day, 
farmers think it’s a way for them to gain more rice than their 
share. Ahmad said that it is a part of the picture of poverty 
in Karawang. There are few ways to make a living in this 
rice granary of West Java. 

 

Unemployment among young people in rural Karawang has 

contributed to rampant premanisme in the last few years. The word 

‘preman’ is derived from the Dutch word ‘vrijman’ (free man), a term 

for seventeenth century merchants who were not employed by the 

                                                 
31 The average monthly income of farmers in Karawang is between Rp. 500,000 
and 700,000 or US$ 55-78 (Radar Karawang 25 August 2006). This is below the 
minimum standard salary of Rp. 854,373 (US$95). The classic problem is that rice 
production costs outstrip harvest income (Radar Karawang 1 December 2006).  
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Dutch East India Company but were permitted to continue trading 

(Ryter 2001:130). The meaning of preman nowadays is similar to 

thugs and hoodlums: men who do what they want, regardless of the 

law.  

 Population growth, high unemployment, and poverty have 

taken their toll. Karawang is one of the five lowest ranking districts in 

West Java on the Human Development Index (HDI). During the 

monetary crisis, between 1996 and 1999, Karawang’s HDI dropped 

from 63.80 to 60.9. The 2003 Susenas (National Socioeconomic 

Survey) reported Karawang’s HDI to be 64.3; in 2004 it had 

improved to 65.04. In 2005 the index was 66.35, still below the 2005 

HDI of West Java province at 69.35 (Badan Pusat Statistik 

Kabupaten Karawang 2006). 

 

Figure 3.2. Map of West Java and Karawang 

 

Karawang district is particularly vulnerable to the spread of HIV due 

to its proximity to the north coast highway, the main East-West artery 

linking the big cities on Java. Large mobile populations of truckers, 

bus drivers and other motorists – the usual customers of sex workers 

– ply this highway. Sex workers await clients at the many food stalls 

and restaurants along the road.  

                                         Karawang 

 West Java province 
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Marriage, family, divorce  
 
 

Maryam is the eldest daughter of a peasant family. She 
was a migrant worker (tenaga kerja wanita or TKW) in 
Saudi Arabia in 1986-1989 and again in 2000-2002. Her 
younger sister, Mimin, is following in her footsteps as a 
TKW. Maryam married Akang in 1992 and had two 
children. When she was a domestic helper in Saudi Arabia 
for the second time, she regularly sent remittances to her 
family. But Akang spent the money for his own amusement 
and even married another woman. Maryam was upset and 
divorced her husband when she returned home. She 
remarried with Johan in 2004. She was tested for HIV when 
she applied again to be a TKW in a labor company in 
Jakarta; she tested positive. Nevertheless, sometime after 
her marriage she became pregnant. Maryam never 
understood how she was infected. Her work application 
was declined due to her seropositive status. Maryam was 
then referred to the YPI post in Karawang. Before the 
delivery of her baby, Maryam learnt that Johan already had 
a wife. For the second time, she filed for divorce. In August 
2005, she went to Jakarta, accompanied by YPI staff, to 
give birth at Cipto Mangunkusumo public hospital. She 
entered the PMTCT program and underwent a caesarian 
section to prevent transmission to her baby. Maryam then 
returned to her village. When her baby was 7 months old, 
Johan reappeared, wanting to take care of his child. She 
agreed. But over the next few weeks, the baby started 
vomiting and had diarrhea, and died soon after. Her eldest 
daughter, 14 years old, is now working as a domestic 
worker in Saudi Arabia. 

 

The above story reflects the state of marriage in Karawang, and to a 

wider extent, in the Pantura (north coastal area) region of West Java. 

To understand the effects of HIV/AIDS on marital and familial 

relations, I first discuss the meanings of marriage, family, and 

divorce in the local cultural context. 

 Although West Java consists of Muslim communities with 

various levels of religiosity, the people of Karawang are known for 

their lack of religious devotion. In this area, and West Java more 

generally, the age at first marriage for females tends to be lower than 

in many other areas. Jones (2001:68) states that in the early 

twentieth century, rural girls in West Java were married between the 

ages of 15 and 18. This pattern of early marriage has been stable 

over time; by the early 1970s, the average age at marriage had risen 
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by less than a year. Girls who are married off at a very young age 

usually grow up in traditional patriarchal households and have limited 

autonomy and access to resources. They generally have no 

influence over when they get married.  

 Early marriage, arranged marriage, and family structure all 

contribute to the high divorce rate in these communities. Divorce32 

can occur at any time, sometimes soon after marriage – a few 

months, a year, or after the birth of the first child. This can be 

followed by another marriage and another divorce. Jones’ study 

reveals that Kelantan (Malaysia) and West Java in the 1950s had the 

highest divorce rates in the world; in the mid-1960s, 59 out of 100 

marriages in West Java ended in divorce (Jones 1997:96). The 1976 

Indonesian Fertility Survey further found that a quarter of all 

marriages in West Java dissolved within 26 months (Jones, Asari, 

and Djuartika 1994:395-396). Although divorce rates declined 

sharply in the 1980s, the highest rates still centered on Indramayu 

and neighboring Kabupaten, and the northern coastal areas of 

Central and East Java (Jones 1997:100). Most divorces continued to 

occur in the early years of marriage, and were more common among 

the poor and less educated.  

 Based on survey data, the dramatic decline in divorce rates 

in the 1980s was related to the rising marriage age, the greater 

incidence of self-arranged or ‘love marriages’, higher educational 

attainment, enactment of the 1974 Marriage Law, and more 

fundamentally, changing family norms towards nuclear families and 

economic independence from parents (Heaton, Cammack, and 

Young 2001; Jones, Asari, and Djuartika 1994; Jones 1997).  

More recently, observers have expressed concern over West 

Java’s once-again rising divorce rate.33 Sociologist Munandar 

Sulaeman in a 2004 study found the high incidence of divorce in six 

                                                 
32 Before the enactment of the 1974 Marriage Law, divorce could be registered in 
the Kantor Urusan Agama (Religious Affairs Office) at the village level. There are 
two categories of divorce: talak (husband’s request) and cerai (wife’s request). 
Since 1974, all requests for divorce have to be taken to the Pengadilan Agama 
(Religious Court) at the district level. The procedure is cumbersome as it involves 
counseling and a court hearing; fees must be paid. This has undoubtedly led to 
lower divorce rates.  
33 A 2005 survey in seven big cities revealed that almost 70% of divorce cases were 
filed by women. The causes of divorce were disharmony, economic reasons, 
intervention of relatives, and incompatible character 
(http://www.solopos.com/2009/channel/nasional/angka-perceraian-meningkat-10-
kali-lipat-515) accessed on 1 August 2011. 
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study sites – namely Indramayu, Purwakarta, Garut, Cianjur, 

Majalengka, and Sukabumi – to run parallel to the number of early 

marriages (Pikiran Rakyat 4 February 2006). High divorce rates thus 

remain associated with the ‘classic variables’ of poverty and early 

marriage. In Karawang – a primary sending area of female migrant 

workers (TKW) to the Middle East – the high divorce rate is also 

informed by mobility. 

 
I visited Panyingkiran, one of the villages producing 
countless TKWs, in early October 2006. There I met 
Dedeh, an ex-TKW, and Asnah, a volunteer teacher. I 
asked them about the history of women villagers becoming 
migrant workers. The first villager, Dedeh told me, went to 
Saudi Arabia to work as a domestic worker in 1982. Her 
success encouraged other women to try their luck. The 
peak was during the ‘krismon’ era in the late 1990s. Dedeh 
was in Saudi Arabia when the Rupiah collapsed and her 
salary soared from Rp. 350,000 to Rp. 2,500,000. One 
TKW brought home 50 million Rupiah and was able to buy 
one hectare of rice field. Like Dedeh, most TKWs went to 
the Middle East to improve their fortunes. Dedeh pointed 
out that she now has a better house.  
 
Asnah said that female children are now considered assets 
as potential family breadwinners. When a woman delivers a 
baby girl, neighbors will say, ‘Well, it’s an Arab candidate’. 
It means she is a prospective TKW. Asnah and Dedeh said 
that men in their village tend to be lazy. When a wife works 
as a TKW and sends home remittances, the husband 
spends the money on other women, gambling, and buying 
unnecessary things. Many returned TKWs filed for divorce 
when they found out that their husbands were squanderers. 
But the husband can then demand money as he is not the 
one asking for divorce. Asnah said that in Panyingkiran, the 
husband can get 8-10 million Rupiah in compensation.  
 
Samsul, an NGO staff member working on trafficking, 
added that Karawang men preferred putting their feet up. 
They don’t have regular jobs and are perceived as ‘lazy’ 
and ‘consumerist’ by outsiders. ‘It’s difficult to find a man 
who wants to work’, said Dedeh. 

 
Rapid remarriage after divorce is encouraged in Sundanese culture. 

However, second (and subsequent) marriages tend to be more 

unstable than first marriages (Jones, Asari, and Djuartika 1994:399). 

The combination of women’s mobility, men’s behavior, divorce, and 
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remarriage increases women’s vulnerability to HIV infection. 

Marriage is no longer a safe haven for either women or men. 

 

Prostitution 

The 2002 Behavioral Surveillance Survey in West Java covered 

Bekasi city, Bekasi district, and Karawang district. Karawang district, 

which contains a number of lokalisasi (brothels or red light areas), 

was selected due to its concentration of prostitution (Biro Pusat 

Statistik 2003:3). Some lokalisasi have as many as 100 sex workers 

– for example, Betok Mati in Cilebar sub-district, Sungai Buntu in 

Pedes sub-district, and Kobak Biru in Teluk Jambe sub-district. 

Karawang city has one lokalisasi, called SR (read: se-er), beside the 

train station.34 A female sex worker is usually called dongdot, though 

the new popular term is jablai (from ‘jarang dibelai’ or ‘rarely 

caressed’). Alongside lokalisasi, one can easily find street sex 

workers at night, particularly around bus terminals and railway 

stations. In some poorer fishing villages in the north coastal area, 

prostitution is practiced openly. Gumilar, an ex-field coordinator at 

Klinik KITA, told me that sex workers in some villages in Tempuran 

sub-district work from their own homes. People call it an ‘open 

house’. The customers come to the house and the sexual 

transaction takes place in the bedroom, whether or not other family 

members are present. About this, Gumilar commented, ‘How can 

you get turned on?’ 

 
One evening Zaki and I rode his motorbike to lokalisasi 
Kobak Biru. It took 20 minutes from Karawang city. Kobak 
Biru lines one side of the road that connects Karawang to a 
neighboring district, Bekasi. On the other side of the road is 
a small river. The road is bumpy and there are many 
overloaded trucks. There are no public lights on the road. 
The lights come from a row of semi-permanent small 
houses where dongdot or jablai (sex workers) hang out, 
waiting for their customers. Each house has three to six 
sex workers. Some houses also function as small stalls 
selling beer, soft drinks, cigarettes, snacks, instant noodles, 
and other simple daily needs. Dangdut and house music 

                                                 
34 Lokalisasi have typically been situated around train stations since the Dutch 
colonial era: Pasar Kembang in Yogyakarta, Saritem in Bandung, and Jatinegara in 
Jakarta to name but a few.  
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blare from the houses. The sex workers usually sit in front, 
chatting, joking, and texting on their cell phones. When 
motorbikes, cars or trucks pass by, the sex workers try to 
attract them by calling out, ‘Aa’, mampir a’ (Brother, please 
stop by) or ‘Aa’, ka dieu heula’ (Brother, come here). 
According to Zaki, most of the sex workers come from 
other parts of Karawang, Subang, Indramayu, and Bekasi.  
 
We stopped at a house where three sex workers were 
sitting on a wooden bench. They knew Zaki as an outreach 
worker from Klinik KITA’s HIV/AIDS intervention program. 
Zaki introduced me and I tried to talk with Tari while Zaki 
chatted with the others. Tari came from Subang, the fifth 
child of seven. Her parents were poor agricultural laborers 
who could not afford to send their children to school. Tari 
only reached grade 4, then quit. She married at the age of 
14, but her husband left when she was 8 months pregnant. 
Her daughter, now 11 years old, stays with her parents in 
the village. Tari had already been married three times. 
Each marriage had ended in divorce. ‘Where to go if not 
here?’ she asked. She not only worked in Kobak Biru, but 
moved between different lokalisasi. During our 
conversation, Tari kept holding her cell phone, talking to 
her two friends about new ring tones.  
 
I asked Tari about what Zaki did in this place. She 
answered that he explained how to avoid diseases like 
syphilis, gonorrhea, and AIDS. He also distributed 
condoms. ‘Are you using condoms?’ I asked her. Laughing, 
she said, ‘The guest often does not like it’. Even though 
she was afraid of getting infected, she could not refuse her 
customers. When I asked whether she had already been 
examined at Klinik KITA, she replied, ‘Not yet. I don’t have 
a complaint’. One of Zaki’s tasks is to encourage Tari and 
her peers to check up on their health, particularly for STIs 
and HIV.  

 

Tari’s story is not uncommon among sex workers from the Pantura 

region: poor family, dropping out from school, early marriage, 

divorce, remarriage, and so on; it is the ‘classic story’ in the 

prostitution world. Divorce is clearly one of the push factors leading 

young women into sex work.  
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Figure 3.3. Lokalisasi in Karawang district 

        

Pakisjaya sub-district 
(Sompek, Pantai Pakis) 

Tirtajaya sub-district 
(Tambak Sumur) 

Cibuaya sub-district 
(Cemara Jaya) 

Cilebar sub-district 
(Betok Mati) 

Tempuran  
sub-district (Banir) 

Cilamaya Kulon sub-district 
(Bedeng, Kebon Kelapa, 

Cigobang) 

Cilamaya Wetan  
sub-district 

(Tegal landak, Cika-
long, Sutil, Dulpo)

Purwasari sub-district 
(Darawolong, Tamelang) 

Kota Baru sub-district 
(Kali Asin, Jomin, 

Pangulah)

Cikampek sub-district 
(Terminal Cikampek) 

Klari sub-district 
(Pancawati, Walahar, 
ABC, Tanjakan Geol) 

Rengasdengklok  
(Cikelor, Pos Banjir) 

Karawang Barat sub-district 
(Adiarsa, GOR, Cihuni, Buah 
Haseum, terminal 163, SR)

Karawang Timur sub-district 
(Johar, Bestin, Aneka Baru) 

Majalaya sub-district 
(Babakan Ece) 

Pedes sub-district 
(Sungai Buntu) 

Teluk Jambe 
sub-district 

(Kobak Biru) 

Source: Mapping of lokalisasi in Karawang, Klinik Kita, FHI-ASA program, 2006 
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Migrant labor 
 

In accordance with Indonesian government policy, many rural 

women have become migrant workers, particularly in the Middle East 

where they serve as domestic laborers. The number of documented 

migrant workers sent overseas between the onset of the krismon35 in 

1998 and the end of 1999 was greater than all those sent under the 

country’s first five 5 Year Plans (Pelita I-V). West Java in particular 

produced the majority of these migrant workers (Hugo 2002:159). 

Surveys of female labor migrants from Indonesia, both documented 

and undocumented, reveal that these women tend to be in their 20s 

or early 30s and have relatively little education (Hugo 2002:164). 

 Since the 1980s, Karawang district has been the main 

supplier of TKI (tenaga kerja Indonesia or Indonesian migrant 

workers) and TKW (tenaga kerja wanita or female migrant workers) 

to the Middle East, especially to Saudi Arabia. Their remittances 

between January and September 2009 reached US$ 24,140,000.36 

In the period between 2006 and 2010, 13,273 migrant workers37 

from Karawang were officially working in the Middle East 

(Kompas.com 24 November 2010).  

 Migrant labor has been feminized. Enclaves of TKW in 

Karawang include Jatisari, Lemahabang, Tempuran, Telagasari, 

Rawamerta, Pangkalan, and Tegalwaru. Most Karawang women 

have little education; only 20% have finished junior high school. 

Though industrialization has created job opportunities, companies 

want high school graduates; Karawang women are thus 

marginalized in their own hometown. Agriculture no longer attracts 

the younger generation. To find work, many women have to migrate, 

either to the cities or abroad.  

Maryam, whom I introduced above, is an ex-TKW who worked 

in Saudi Arabia on two separate occasions. The last time was in 

2000-2002, though she did not remember her exact time of return. 

She only mentioned that Ramadan (the fasting month in the Islamic 

                                                 
35 Krismon means krisis moneter or monetary crisis, the popular term to describe 
the difficulties of making a living at that time.  
36 Source: http://www.surya.co.id/2009/10/02/9-bulan-kiriman-uang-tki-asal-
karawang-mencapai-rp-2414-miliar.html.  
37 The real number of TKW is hard to know since the local government only records 
those with legal documents. Many TKW go abroad illegally and are thus 
undocumented.  
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calendar) had come four times since her return. When I spoke to 

Maryam, her sister had already been in Saudi Arabia for two years, 

and would come home soon. Maryam’s eldest daughter, 14 years 

old at the time, was already working through a labor supplier firm in 

Jakarta. She also wanted to work abroad. Maryam recounted, ‘She 

said, if mother can’t go to Saudi, let me go to work’. As she was too 

young, her age was falsified on the documents. ‘Money talks’, 

Maryam added. Fortunately her daughter appeared physically 

mature, which eased administrative procedures.  

 
Waisah binti Acik (35) – a TKW candidate from Turimulya II 
village, Lemahabang – had a long-suffering experience. 
She intended to work in Saudi Arabia, but in the end was 
sold to a pimp in Batam. For two weeks, this mother of two 
children was confined in the pimp’s barracks and would be 
sold as a sex worker along with 40 women from West Java 
(Pikiran Rakyat 2 July 2007).  

 

This is but one example of how rural women are vulnerable to 

human trafficking.38 Reported cases of trafficking in the Pantura 

region have grown rapidly in recent years. I spent some time with 

Sidik, an outreach worker from Yayasan Kesejahteraan Anak 

Indonesia (YKAI) or Indonesia Child Welfare Foundation, in 

Panyingkiran village, Rawamerta sub-district. According to Sidik, 384 

TKW were working in the Middle East in 2004, about 10% of the 

Panyingkiran population. But the demand for domestic workers in the 

Middle East was creating another problem in the village, namely 

child trafficking. Brokers and sponsors of TKW applicants could 

easily manipulate administrative requirements such as age, parent’s 

consent, ID cards, etc. In this village there were at least four 

sponsors. YKAI had run an intervention program to combat child 

trafficking, using community radio to raise awareness and providing 

scholarships to primary and junior high school students to reduce the 

drop-out rate. Sidik admitted that interventions at the family level 

were difficult. Some parents refused the scholarship and preferred 

their children to work.  

                                                 
38 The many ‘creative’ modes of human trafficking in Indonesia include bride order, 
child adoption, baby selling, and the recruitment of domestic workers, art 
performers, and undocumented migrant workers. More recently, street children have 
become the targets of pedophiles and human organ traffickers (CEDAW Working 
Group Initiative 2007).  
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Being a TKW increases one’s vulnerability to HIV/AIDS. Dedeh 

and Asnah, two female villagers, told me about the extramarital and 

unwanted pregnancies of some TKW in the village. They had 

probably had consensual or coercive sexual relationships with their 

employers or other men while in Saudi Arabia. According to Asnah, 

some TKW delivered babies who looked Arab, without clear legal 

status such as a birth certificate. Newspapers, radio, and TV often 

carried stories of TKW who were raped, tortured, cheated, trafficked, 

unpaid, etc., and even some who died. These stories, however, did 

not deter Karawang women from wanting to become migrant 

workers in the Middle East.  

The threat of HIV/AIDS is not limited to when TKWs are 

abroad. Dedeh introduced me to the local term ‘duda bodong’, 

referring to husbands whose wives are working abroad as TKW. 

‘Duda’ means widower and ‘bodong’ means ‘without letter’; thus 

duda bodong means ‘temporary widower’. The term implies that 

husbands will invariably look for new sexual partners: mistresses, 

prostitutes, even marrying other women (often secretly). More 

generally, these cases describe the ‘looseness’ of sexual norms in 

Karawang society compared to other communities in Indonesia.  

 

Drug use 

 

Let me begin with the story of Tatang, an injecting drug user and 

outreach worker for Pantura Plus. 

 
Tatang, 25 years old, was born and grew up in Karawang. 
He is a high school graduate, and has used drugs since he 
was in primary school, in grade 6. At first, he took pil BK 
(benzodiazepine).

39
 Slowly he started to smoke gele 

(marijuana). At parties, his friends sometimes offered shabu-
shabu (methamphetamine). 

In 1998, he was in the second grade of high school when his 
friends introduced him to putauw

40
 (heroin). Initially, he 

snorted it and its effect came about 30 minutes later. Later, 
his friend taught him to inject (nyipet) it as this is more 
economical and has faster effect. A pack of putauw can be 

                                                 
39 Benzodiazepines are a type of tranquilizer. 
40 Putauw is a slang word, from the word ‘putih’ (white).  
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used by two or three people. They always shared a needle. In 
September 2000, he was arrested by the police in Jakarta 
when buying putauw. For one year Tatang was locked up in 
Karawang penitentiary. Afterwards, he still used drugs. In 
2005 he tested for HIV and was found to be positive.  

 

Interviews with junkies revealed that injecting drug use entered 

Karawang in 1998, along with the economic crisis that smashed 

Indonesia. Most of the HIV-positive IDUs I interviewed admitted that 

they were highly addicted between 1998 and 2000 when they were 

in high school.41 Drug pushers were easy to find, either in Karawang 

or Jakarta. In recent years, pushers have entered the coastal area of 

Karawang, relatively far from Karawang town (Radar Karawang 7 

September 2006).  

A 2005 survey among IDUs in ten West Java cities (including 

Karawang) showed that they were most often in the 15-22 year old 

bracket upon first use. In general, they began with marijuana and 

pills. The survey revealed that most IDUs in Karawang spent 

between Rp. 100,000 (US$ 11) and Rp. 500,000 (US$ 55) per month 

on drugs. It was thus very likely that they used drugs in groups for 

economic reasons (Skepo 2006:38-42). A strip of 20 koplo pills 

(koplo means stupid and is associated with the pills for obvious 

reasons) could easily be had for just a few thousand Rupiah. 

Rohypnol was good for ‘forgetting’. Mogadon and Rohypnol can 

totally incapacitate their users for two to three days at a time. 

 
I have used drugs since the first grade of senior high 
school. First, nyimeng [smoking marijuana]. Then, I took 
drugs. From cimeng [marijuana], it goes to anything (Rudi, 
age 25). 
At first it was dragged, burned. But it’s too much. If you 
injected, you only need a little, and you are flying high fast. 
It was six months after I used it for the first time. I was in 
grade three of junior high school (Tono, age 26). 
 
I began in the second grade of junior high school. I first 
drank liquor, then drugs, marijuana, finally putauw… 
injected…. The first time I was scared to see the blood. But 

                                                 
41 Although it only tested between 50 and 60 people a year, the major drug 
treatment centre in Jakarta found no cases of HIV between 1996 and 1998; there 
were then few needle users among those in treatment. In 2000, 39 out of 247 
injecting drug users tested positive for HIV. Two years later, HIV prevalence among 
injectors at this site was 48% – by far the highest among Indonesia’s high risk 
groups (Pisani 2006:35). 
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after I used it, I felt relaxed… it’s more practical (Iwan, age 
24). 

 

The effects of drug abuse are readily visible in Karawang society: 

dropping out of school, unemployment, TB and HIV infection, to 

name a few. While job opportunities are crucial for these young men, 

many have no marketable skills. Some HIV-positive IDUs have 

worked as outreach staff for Pantura Plus on a contract basis. 

Several IDUs were trained by the Social Affairs Office in T-shirt 

printing but did not have the capital to start their own businesses. 

Drug rehabilitation centers are not available in Karawang; most 

therefore continue to use drugs. In addition, their health is 

deteriorating.  

 

The penitentiary 

 

Unknown to politicians, bureaucrats, and the general public, 

penitentiaries can be key sites for HIV transmission. The social 

construction of HIV/AIDS in Indonesia has focused on transmission 

through (predominantly heterosexual) sex and injecting drug use. 

Prisoners as a result have not been considered a high risk group.  

 The growing number of IDUs in the general population has 

attracted the attention of law enforcement. Selling and using 

narcotics is illegal in Indonesia, and it much easier for the police to 

find and arrest drug users than pushers. In Karawang, many IDUs 

buy putauw in Jakarta to reduce the risk of arrest. The number of 

incarcerated drug users increased rapidly between 2000 and 2005; 

almost a third of prisoners in many penitentiaries were convicted of 

drugs-related offences.42 Many jails are also stretched beyond 

capacity, as is the case with Karawang’s Warung Bambu 

Penitentiary. In October 2007, this penitentiary, designed for 300 

inmates, contained 800 individuals. Firman, an IDU, told me that he 

had to share a cell with three others when he was imprisoned there 

for one and a half years.  

 IDUs can continue to nurse their addictions in jail. Drugs and 

needles are available so long as they ‘coordinate’ their actions with 

                                                 
42 In 2005, there were 101,036 inmates throughout Indonesia. 22,372 (23%) were in 
jail due to drugs-related offences (Departemen Hukum dan HAM 2006:1). 
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the penitentiary’s officers. In Pisani’s survey of 1,500 IDUs in 5 cities, 

nearly 30% had been in jail, while one in three had injected while 

they were inmates. Drugs were actually cheaper within the 

penitentiary’s walls. Needles, however, were more difficult to obtain, 

leading to the sharing of needles among inmates (Pisani 2008: 451-

452). Mirza, a 25 year old IDU and prison outreach worker, admitted 

that inmates in Warung Bambu penitentiary could secretly obtain 

drugs from pushers in the jail.  

 Another risk of HIV transmission is anal sex among inmates. 

Although there is scant hard evidence on this, living in crowded 

quarters does not prevent sexual activity.  

 This precarious situation for inmate health is exacerbated by 

the policies governing the penitentiary system. Amang, the Pantura 

Plus manager, told me that the annual health budget for Warung 

Bambu penitentiary is Rp. 1,000 (US$ 0.10) per head, which 

obviously would not cover costs even in the puskesmas, the 

country’s least expensive health service. A Department of Law and 

Human Rights report found the average annual health budget for 

penitentiaries to be 1-2 million Rupiah (US$ 100-200) (Departemen 

Hukum dan Hak Asasi Manusia 2006:3). In Warung Bambu, two 

paramedics with limited equipment must handle hundreds of 

inmates. Pantura Plus thus began work in Warung Bambu in 2007, 

with some inmates taking advantage of voluntary HIV counseling 

and testing. 

 The situation in the penitentiary is a good example of why we 

need to rethink HIV/AIDS prevention efforts which focus on changing 

individual behavior. Strategies that focus on ‘high risk’ behavior and 

groups encourage complacency among those who consider 

themselves ‘safe’ (Altman 2001; Patton 2002). But rather than 

looking at individual behavior, the penitentiary must be seen as a 

risky place.  

  

Access to healthcare 

 

The first AIDS case in Karawang was identified in 1996, a woman 

from a northern village in Tempuran sub-district who had been a sex 

worker in the Riau Islands. YPI established a branch in Karawang 

town in 1998. Beginning with educational campaigns among the 
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people, YPI has conducted advocacy through Dinkes Karawang and 

built up a network among local government institutions to address 

HIV/AIDS. With limited human resources, YPI offers VCT services 

and a support group for PLWHA in Karawang district. The support 

group Pantura Plus was founded on 1 December 2004 and legally 

became an NGO in 2006.  

Karawang district has seven hospitals (six are private), 43 

puskesmas, 72 pustu (support puskesmas), and 1,905 posyandu 

(pos pelayanan terpadu or integrated service posts at the village 

level). Private midwives play an important role within maternal and 

child health services in the villages, though many women still resort 

to paraji (traditional birth attendants) for delivery (Radar Karawang 

26 August 2006). Numerous private health services – clinics, 

physicians, midwives, medical labs, places offering alternative 

treatments – can be found in the urban sub-districts. 

Given the lack of urgency in the local government’s response 

to HIV/AIDS, Odha (PLWHA) and people who need information and 

services have been turning to YPI and Pantura Plus. These NGOs, 

however, have limited staff, facilities, and funds. People often have 

to wait for free HIV testing from YPI or Pantura Plus; testing in 

private labs is expensive – about US$ 10. Until 2006, YPI sent the 

blood to RSUP43 Cipto Mangunkusumo in Jakarta for analysis. In 

2007, Pantura Plus arranged a discount for HIV testing with a private 

medical lab in Karawang. 

The local government’s first real contribution came in mid-2006 

when it established Klinik KITA at Puskesmas Karawang, a 

collaborative effort between Dinkes Karawang and the Aksi Stop 

AIDS program aimed at sex workers. Klinik KITA offers voluntary 

counseling and testing (VCT) for HIV, medical examination for STIs, 

and care, support and treatment services. Since it is part of 

Puskesmas Karawang, other wards can refer patients to this clinic. 

Yusuf, a young doctor working in Klinik KITA, told me that the mother 

and child health division and the TB division have referred patients 

for VCT.  

RSUD44 Karawang, the main public hospital, has also begun 

serving HIV/AIDS patients. The hospital appointed an HIV/AIDS 

working group in November 2006. In a KPAD meeting in March 

                                                 
43 RSUP is Rumah Sakit Umum Pusat or Central Public Hospital. 
44 RSUD is Rumah Sakit Umum Daerah or Provincial/District Public Hospital. 
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2007, a doctor from RSUD Karawang revealed that the hospital was 

treating opportunistic infections but not yet prescribing ARV drugs. 

For ARV treatment, patients were referred to Dharmais hospital in 

Jakarta. For ELISA (Enzyme-Linked Immunosorbent Assay) tests, 

the hospital sent samples to a private medical lab, which was quite 

costly.  

 The growing number of Odha implies increasing need for 

appropriate health services. They include CD4 tests, particularly for 

Odha who are under ARV treatment and suffering opportunistic 

infections. The problem, again, is that the costs are too high for poor 

people. A doctor at Dinkes Karawang who often provides health 

services to Odha admitted: 

Most Odha came late for treatment due to the cost factor 
and the unprepared existing health service. For instance, 
the CD4 test is still expensive…. In general, [their] diseases 
are cough, fever, diarrhea, and candidiasis…

45
 which can 

be treated by public health services. 

 
I asked the same doctor whether the CD4 count could be replaced 

by other tests.  

He replied: 

 
Relatively it is possible. [CD4] is equivalent to a third of the 
lymphocyte total. I’ve never suggested the lymphocyte 
test…. But it is cheaper. The other day there was a patient 
who asked for ARVs because he always felt weak.… I 
suggested to him to take a CD4 test but he said he had no 
money…. 

 
 

The CD4 test is one measure to determine whether Odha should 

start ARV treatment. But since CD4 tests are costly, doctors 

sometimes prescribe ARVs based on disease symptoms without 

conducting them. In its 2007 budget plan, Dinkes Karawang had 

allocated funds for CD4 testing – a good step towards improving 

existing HIV/AIDS services.  

 The availability of ARV drugs is another problem. Presently, 

Odha can access ARVs through Pantura Plus. Every month, a 

                                                 
45 Candidiasis or thrush is a common, opportunistic fungal infection. 
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Pantura Plus staff member goes to Dharmais hospital in Jakarta to 

collect them, thereby reducing travel costs for Odha. A doctor from 

RSUD Karawang explained in an interview: 

 
We are already trained, but limited to basic things. ARV 
prescription must be done by an authorized doctor. We are 
general physicians on the front line. ARV prescriptions are 
referred to the specialist.… The problem is we don’t have 
ARVs in this hospital. 

 

Pantura Plus has been pressing RSUD Karawang to make ARVs 

available. In early 2007, Pantura Plus proposed a memorandum of 

understanding to the hospital to provide Care, Support, and 

Treatment (CST) services to Odha. Pantura Plus held CST training 

for health providers in the hospital in mid-2007; unfortunately, ARV 

medicines were not available at the hospital until the end of the year.  

More generally, the readiness of health providers and the 

quality of services to tackle the epidemic remain inadequate. Some 

health providers admit to lack of knowledge, fear of infection, and 

prejudice against Odha. When I observed a PMTCT promotion event 

for midwives at Puskesmas Rawamerta in August 2006, it was 

apparent that their knowledge of HIV transmission was still very 

limited.  

In a meeting with the Vice District Head held by Pantura Plus 

in September 2006, Endo, an outreach worker for IDUs, voiced his 

expectations: 

 
Access to [health] services in Karawang is less good. Many 
hospitals refuse Odha with IDU backgrounds. Perhaps you 
can appeal to RSUD officials to accept Odha patients and 
have a supply of ARVs. Access to ARVs is still difficult…. 
Many Odha are already in stage III or IV

46
 and need 

treatment… 

 

The attitudes of health providers towards Odha need to be 

addressed as part of any HIV/AIDS prevention program. So long as 

they stigmatize and discriminate against Odha, HIV/AIDS prevention 

and treatment efforts will remain ineffective.  

                                                 
46 Stage III usually includes chronic diarrhea, severe bacterial infections and 
tuberculosis; stage IV shows more severe symptoms such as toxoplasmosis of the 
brain, Kaposi’s Sarcoma and other lungs diseases. 
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Conclusion  
 
 
Industrialization, poverty, migration, changing marriage patterns, 

prostitution, proximity to the northern highway, stigma, denial, 

inadequate information and services – all have all contributed, either 

directly or indirectly, to the HIV/AIDS epidemic in Karawang district. 

These factors create risky situations for sub-populations like injecting 

drug users, the clients of sex workers, migrant workers, penitentiary 

inmates, and men in general. The case of Karawang district also 

shows how HIV transmission has accelerated in the general 

population. People generally are not aware of the risks of HIV and do 

not identify with risk group terminology, while health services are 

unprepared to deal with Odha. Primary prevention programs to 

control the spread of HIV are not adequately reaching the general 

population as the emphasis is still on high risk sub-populations. 
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Chapter 4 
 

Becoming Infected  
 
 
 

Human bodies are ‘carriers’ not only of 
pathogens but also of stories that explain our 
lives (Epstein 1995:19). 

 
This chapter presents the lives of four Odha to show what it means 

to live with HIV on a daily basis. Individually, their narratives underlie 

‘the ways we construct the so-called normal and aberrant, and the 

ways we explain disjunctions between the two’ (Epstein 1995:19). 

The experiences of the human body with HIV/AIDS are seen as 

social aberrations; the lives of many Odha have been shattered by 

the accompanying stories, as well as by physical difference and 

illness. In the family context, HIV/AIDS challenges ‘normal’ family 

functioning. These accounts illustrate how self-stigma and silence 

have limited the ability of Odha to receive the family support and 

care they need. 

 

Dina’s story  

  
Dina is an ordinary housewife who was probably infected with HIV by 

her late husband. I met her for the first time at a YPI Karawang 

workshop in May 2005. At the time, Dina was an outreach worker 

who made home visits to other Odha. She was a cheerful and easy-

going girl, always dressed in pants or jeans, long sleeve t-shirts, and 

a head cover (kerudung) worn by Muslim women. She was 27 years 

old at the time of this study.  

Dina was born and grew up in a peasant family in the eastern 

neighboring district of Subang, the eldest of two siblings. Her parents 

divorced when she was 7 years old, after which she stayed with her 

mother in Ciliman village, where her mother remarried. From her 

step-father, Dina has a step-brother and a step-sister. She only 

finished primary school though her step-brother managed to finish 

high school. Her step-father and mother were landless agricultural 
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laborers; in the harvest season they worked anywhere in the Pantura 

region. During the fallow period, her step-father worked as a 

construction worker in the city, an off-farm occupation for many rural 

landless men. But in the last few years, Dina’s mother was often ill. 

Dina had therefore stopped working in the rice fields.  

I visited Dina’s house for the first time in late September 

2006. From Karawang town, it took Nani – my other informant – and 

I about two hours to reach her village by public transportation. Dina 

lived in an old bamboo-walled house in Ciliman village. Flower-motif 

plastic tile covered its dirt floor. The house had three bedrooms on 

the left side, a living room, and a kitchen on the right side at the 

back. The living room had no furniture except for a single wooden 

cabinet housing a TV, audio tape recorder, and VCD player. The 

cabinet was also the partition between the living room and dining 

room. Her brother and sister used the first bedroom, her parents 

used the middle bedroom, and Dina, her husband, and her son used 

the third bedroom.  

Dina remembered her childhood as being an ordinary life in a 

village. She went to public school in the morning and attended 

madrasah (Islamic school) in the afternoon. In between she helped 

her mother with domestic chores, looked after her little brother, or 

played with her friends in the village. When her parents divorced, her 

father went back to his own village in Sukabumi. Dina remembered 

that her grandmother, who lived next door, helped to take care of her 

little sister and often cooked for the whole family. She finished 

primary school at the age of thirteen and did not continue to junior 

high school due to economic reasons. Although her mother 

remarried, the income of an agricultural laborer could not keep up 

with the increasing cost of basic daily needs. Her mother often had 

to borrow money from the stall owner when they were in need of 

basic necessities such as sugar, cooking oil, or gasoline.  

 
Although we keep some chicken in our home garden, we 
do not consume these. Instead we sell them, because my 
[step] brother needs more funds to study at school. 
Especially during the crisis, not only the price of food and 
other basic necessities increased. School fees did too. 
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Despite living a subsistence lifestyle, Dina recalled her childhood 

and teenage years as being happier than her present life. She was a 

happy child. As far as she could remember, there were no bad 

memories. Or only one that she remembered clearly, which was 

when her parents divorced, and her mother cried and was sad for 

some time. Dina was upset and hated her father, who left for another 

woman. As she grew up, her hatred faded. Her father, who lived in 

Sukabumi, only occasionally contacted her, asking about her 

condition.  

 When she reached adolescence, her parents demanded that 

she support the family income, as other young girls did in the village. 

Many of her friends left the village to look for work. She finally went 

to Jakarta with some friends. Dina first worked as a domestic worker. 

After a year, she changed jobs to be a shop keeper in a grocery 

store owned by a Chinese family. She worked there for more than a 

year and went home only on Ied Fitr, the day after the Ramadan 

month. Dina was cheerful and nice to everybody, which probably 

attracted the nephew of the store owner, who also worked in the 

grocery. He was almost ten years older than Dina, and she called 

him Ko Afung (‘ko’ is from the word ‘koko’ which means older 

brother). They fell in love and decided to get married in mid-1999. 

Dina resigned from her job and became a housewife. Although she 

rarely visited her parents, every month she sent some money to 

them. When she became pregnant in early 2000, Ko Afung fell sick. 

Their son, Andre, was born in November 2000 when Ko Afung could 

no longer work.  

In 2001, she could not remember which month, Dina 

submitted an application to a labor company in Jakarta to be a TKW, 

or overseas migrant worker in the Middle East. She knew neighbors 

in Ciliman who had enjoyed success as TKWs and wanted to follow 

in their footsteps. She had to get a job since her husband was 

severely ill. As one of the requirements, Dina had to undergo a 

medical check-up, including an HIV test. 

 
I went to PT Amri [a labor company] to do blood and urine 
tests. Then I waited for the result. My name was called and 
I was happy because I thought I had passed [the test]. But 
when I was inside, the doctor asked, ‘What is your work?’ I 
was confused because I had no work. The doctor 
suggested taking blood one more time. Then I waited for 
two hours. That was Friday, because there was Friday 
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prayer till 1:00 pm. The result was HIV-positive…. I was 
sad because I’m a housewife and can get it, HIV infected. I 
was afraid that [there is] no medicine for HIV… I will die. 

 

Her application was declined due to the medical test result, and she 

received no further information on HIV/AIDS from the labor 

company. She went home feeling gloomy. But gradually, she 

stopped thinking about her HIV status. Taking care of her severely ill 

husband and the baby boy made her life hard. For their daily needs, 

her husband’s family supported them. Yet, a few months later, her 

husband passed away.  

 Shortly afterwards, Dina decided to return to her parents in 

Ciliman village as she felt more comfortable there. She actually did 

not want to depend on her parents, but Andre, her son, was still too 

small to be trusted with someone else. Fortunately, her husband’s 

brother sent money every month to meet Andre’s needs. She did 

almost all the domestic work at home, but kept thinking about 

working to support her family, particularly her brother and sister who 

were still in school. Dina said in a focus group discussion among 

female Odha: 

 
Maybe in the family the burden falls on me, because I’m 
the first child. And I have to make a living for the whole 
family, also helped by my husband’s relatives in Jakarta. 

 

Dina began looking for work, asking friends, neighbors, and family 

members for leads. She realized that with little education and no 

skills, it would not be easy. Many of her friends and neighbors were 

looking for jobs in the city or abroad. A girlfriend then offered her a 

job as a waitress in a restaurant in Karawang. When she got there, 

her friend told her the truth. The job was as a freelance sex worker 

near a brothel.  

 
I got that job from my friend… and at first I was so 
embarrassed and shocked… but what can I say? Life 
demands it…. After a month or two… I’m getting used to it. 
I realized that living a life like this… the money we earn… 
easy goes… 

 

Dina shared a room with her friend and each month she managed to 

go home to see Andre and give money to her mother and younger 
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brother. From her friend, she learned how to look for clients and 

tactics to attract them. She was mobile between Karawang and 

Purwakarta, and often looked for clients in the hotels rather than on 

the streets. 

Dina was in Karawang when she started to fall sick. She 

recalled it was about seven months after she began working as a 

freelance sex worker. Dina told me that she experienced continuous 

diarrhea for two months, which worsened when lesions started to 

appear, which then developed into skin peeling – later diagnosed as 

Stevens Johnson syndrome. She remembered that she felt like 

dying, due to the indescribable pain. Nani, our mutual friend and 

another of my informants, told me that Dina’s family and neighbors in 

the village feared that she would die. Dina recounted her experience: 

 
I was hospitalized five times. The first hospital was Sari 
Husada Cikampek. Three times I was confined because of 
continuous diarrhea, for about one year. Once was in the 
puskesmas. The last one was Hasan Sadikin hospital, 
because I took the wrong medicine, Bintang Tujuh,

47
 four 

times. It’s overdose. Before I was already injected by a 
paramedic…. My condition was getting worse, my skin [on 
my] face [looked] like [it was] burned…. In Hasan Sadikin, [I 
faced] a lot of discrimination… 

 

Her CD4 count was only thirteen. The hospital then referred her to 

PKBI (Perkumpulan Keluarga Berencana Indonesia or Indonesian 

Planned Parenthood Association) Bandung. Afterwards, she went 

home to Ciliman, though she was still suffering from diarrhea. 

However, a PKBI health worker visited her every two weeks. She 

recovered in two months and started ARV therapy right away. In 

addition Dina took a supplement pill, ‘Wheatgrass’ – made in 

Malaysia under the license of Nulife, a US-based company – that 

she received from her brother-in-law. Dina felt that the supplement 

enhanced her appetite and she seldom fell sick, so she kept taking it.  

 
First, ARV was very hard to get. [I] had to go to Pokdisus at 
RSCM. The difficulty was between medicine costs and milk 
for my child…. So I had to choose: getting money for 
medicines or for milk. Thank God, there are people who 
want to help me. Until now he (her brother-in-law) still helps 
me. At that time I bought medicine that cost about Rp. 

                                                 
47 Bintang Tujuh (Seven Stars) is a brand of jamu or traditional herbal medicine.  
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400,000 [US$ 45] in RSCM. After several months, I began 
[to] actively involve [myself] in [AIDS] public education. I 
asked for free treatment and I got it. Only registration fee is 
expensive, about Rp. 35,000 (US$ 4). In addition, the cost 
from house to hospital, how much? I take medicines in 
Bandung. 

 

Since 2005, Dina and other Odha do not have to go to Bandung or 

Jakarta to get ARV medicines. YPI and Pantura Plus now bring the 

ARVs each month. The ARVs are free and Dina only has to pay Rp. 

15,000 (US$ 1.60) to travel to Pantura Plus. But according to Dina, 

there was something lacking in the ARV therapy procedure. When 

she had taken ARVs in the hospital in Bandung, she was examined 

by a doctor, who asked if she had complaints or symptoms. The 

doctor recorded the complaints and prescribed ARVs and other 

medicines as necessary. In Pantura Plus there was no doctor; Odha 

could simply pick up the ARVs when needed. They only had to fill in 

an adherence form which, in her opinion, was useless because there 

was no monitoring program. 

Dina admitted that ARVs had saved her life. She had never 

thought that she would recover, gain weight, and even look chubbier 

than before. The side-effects that she experienced most were 

nausea and headaches. Even after two years of therapy, the nausea 

sometimes returned. I asked her if she ever grew tired of taking 

ARVs each day. She was sometimes late to take the medicines, 

though she knew that if this happened too often it could cause 

resistance. She also told me that if the ARVs are not cocok anymore, 

symptoms would reappear. Cocok means two entities fitting or being 

suitable for each other, a common expression among Indonesians to 

explain whether a treatment is effective or not. You may not cocok 

with Dr. X, but cocok with Dr. Y. 

Dina felt that the HIV in her body made her vulnerable. When 

she experienced dizziness, cough, fever, stomach ache, or other 

common illnesses, she often thought that it was caused by HIV. Dina 

tried to avoid stress and fatigue in her life. She did not regularly test 

her CD4 count due to the cost. In her last test, her CD4 count was 

284. She remembered a doctor explaining that if she wanted to have 

a child, her CD4 must reach 500.  

After her contract as a volunteer at YPI ended in late 2005, 

Dina went to Jakarta to look for another job. With the help of 

relatives, she found work in a small cellular phone shop in Cibubur. 
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She then met Alim, a widower who owned some small businesses. 

After about six months they got married. Dina became a housewife 

again for her husband prohibited her to work, even though she 

wanted to. Alim, a widower with three children, had a very different 

background from Dina. He was born to a Betawi48 family in Jakarta 

and grew up there, was a university graduate, and liked to do 

business. All his children lived with his ex-wife. He seemed to be a 

devout Muslim and well off. He had a small cellular phone shop in 

the outskirts of Jakarta as well as some reflexology massage outlets. 

After their marriage, he gradually moved into Dina’s house and 

planned to plant jarak trees in a 500 square meter rented lot just 

across from Dina’s house.  

 When I visited Nani in Karawang hospital in mid-April 2007, I 

met Dina, who was no longer wearing a head cover. She appeared 

cheerful, smiling. I did not ask her about Alim. A few days later, Nani 

told me that Dina had decided to run away from her husband and 

was staying with a girlfriend in Cikampek. After attended a training 

session in Bandung, she quarreled with him again and felt she could 

not stand it anymore. I later lost contact with Dina when she changed 

her mobile phone number. Nani did not know her whereabouts, 

though Dina would occasionally drop by at Pantura Plus or at Nani’s 

rented room. One day in November 2007, Nani told me that she had 

met Dina somewhere in Karawang. She seemed to have returned to 

sex work.  

 Dina’s story reveals a woman struggling to survive after the 

death of her husband, herself suffering from AIDS. She found out 

that she was HIV-positive without having any idea about the disease. 

Like a drifter, as her friends said, Dina continued her life without 

much support from her family.  

 

 

Nani’s story 
 
When I first met Nani, she was a childless 29 year old divorcee who 

had been married several times in the course of her life. I first met 

her in April 2005 at YPI Karawang office, when she participated in a 

focus group discussion for PLWHA. She looked rather small 

                                                 
48 Betawi is the indigenous ethnic group of Jakarta. 
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compared to the other female participants. She was about 5 feet 2 

inches tall, slender, and had a tan complexion and hair down to her 

shoulders. Nani is a Sundanese from Cianjur, a district in the 

southwest of Karawang. She moved to Karawang in early 2004 

when she joined an HIV/AIDS prevention program run by YPI. In the 

focus group, she told us about the time when she found out that she 

was HIV-positive: 

 
I found out [I was] positive in 2002. In the beginning I didn’t 
know. Every night I felt continuous fever until one week, 
two weeks, one month…. I just stayed at home until I heard 
on radio Pasundan that there is a clinic on Soekarno-Hatta 
Street.

49
 I wanted to know what illness I have. [I was] 

treated with medicines by the doctor but [I] didn’t recover…. 
In the hospital the doctor asked me to do a test. I don’t 
know what kind of test.… Its result was I’m positive… I 
[was] confused about what [the] disease was and about my 
life afterwards… 

 

Nani was born in 1975 and grew up in a peasant family in Cianjur 

Wetan. She had one elder and two younger brothers. Her elder 

brother was married and lived in Cianjur as an agricultural laborer. 

One younger brother had stayed and worked in Bandung as a shop 

keeper. The youngest brother had stayed with their parents in the 

village. She had attended both public school and madrasah. She 

stopped her schooling after finishing primary school and helped her 

parents with domestic work. Her parents then arranged for her to 

marry when she was thirteen years old. Nani told me that she did not 

understand what marriage was because she was too young. She 

remembered that on the wedding day she kept playing with her 

friends in the backyard. Her husband was a bit older than her. 

Although she and her husband shared the bed, there was no 

intimate sexual relationship. She felt her husband a stranger. Less 

than a year later, they divorced.  

The following year, her parents arranged a second marriage 

for her. As with the first one, Nani did not care much about this 

marriage. I asked why her parents wanted her to marry. She said 

because of community tradition and perhaps to lighten their burden 

of raising children. Her family only had a small rice field for their 

subsistence. In this second marriage, she again had no intimate 

                                                 
49 The street is located in Bandung, the capital city of West Java province.  
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sexual relations with her husband; she felt too young and felt no 

emotional connection to him. Nani told me that she did not even 

remember the events of her two marriages. She divorced for a 

second time.  

 When she was eighteen years old, her parents encouraged 

her to marry again. She finally married for the third time, with a man 

from a neighboring village. This time she got pregnant and delivered 

a baby girl in 1995. Sadly, however, the baby died within 17 days. 

Nani recounted that her baby was tiny, less than two kilos. Probably 

its low birth weight was one of the reasons her baby did not survive. 

Afterwards, her marital life was in jeopardy. It ended with divorce.  

Nani decided to look for a job to help her family’s finances. 

With the help of her neighbor she went to Bogor – a town south of 

Jakarta – to work as a domestic helper. Her salary was Rp. 50,000 

(US$ 22) per month. She sent some money home to her mother, 

though not every month. After almost two years she quit the job with 

the expectation of finding a better one. A friend in Cianjur Wetan 

persuaded her to look for a job overseas. She followed her friend’s 

advice and went to Jakarta to submit an application to an overseas 

labor company. Her parents had to borrow money from a neighbor to 

pay for her passport, medical check-up, agent fees, etc. Nani stayed 

for about four months in the company’s shelter before she departed 

to Riyadh, Saudi Arabia, in early 1998. Over lunch in a food stall, she 

recounted:  

 
I worked in a family with nine children. I didn’t imagine it 
before. I was so tired working there. No time to rest! I 
couldn’t take care of nine children. Only seven months then 
I asked to go home. I was thin at that time. The cost to go 
home was [paid for] by me. Fortunately, my employer gave 
me my salary. But it was for the travel costs, the agent, and 
a little to pay my debts. So I went home with nothing.  

 

 

Afterwards, Nani stayed at home for a few months. She decided to 

go to Jakarta and worked with an employer who sold fruits in 

Chinatown. After about one year in the capital city, Nani married a 

Sundanese man from Garut. He was a vegetable seller. One day 

she went home to Cianjur Wetan because her father was sick and 

she had decided to take care of him. When her husband came to the 

village and stayed for a couple of weeks, Nani realized that, ‘He was 
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a drinker and [had a] temper. He quarreled with a neighbor and 

almost wanted to kill him. Therefore I finally asked for divorce’. 

After this fourth divorce, she stayed in the village to help her 

mother and brother cultivating the rice field. Less than a year later, 

Nani met a man from Sukabumi in Cianjur town, a street vendor. A 

few months later they married in her village. But her husband did not 

always stay at her house because of his work. He went back and 

forth between Cianjur and Sukabumi. Their marriage lasted about six 

months and ended in divorce.  

 Nani now felt that she had to look for a job in the city to get a 

higher income. Coincidentally, a female friend invited her to come 

and work in a restaurant in Bandung. Nani was interested and 

decided to accept the offer. Once in Bandung, she realized that her 

friend actually worked in a brothel. Though feeling deceived and 

reluctant, she began to work as a sex worker in a lokalisasi. She 

recounted her first experience with a client. She was scared, 

trembling, and disgusted. She closed her eyes tight and did not think 

she could do it. For one long week she was in shock and her heart 

beat rapidly whenever a client approached her. A few months 

passed and she grew accustomed to serving clients without being 

frightened. 

  After about six months, Nani went home to look at her mother 

who had gotten sick. She then met a man from her village who 

worked in Pontianak, West Kalimantan. A few months later they got 

married, just before her husband left for Pontianak. Nani stayed to 

take care of her mother and waited for her husband to return. One 

day her husband called from Pontianak to say that he was suffering 

from liver disease and could not return soon. Economic pressure to 

meet daily needs forced Nani to return to the lokalisasi in Bandung. It 

was December 2002 when she started to fall sick, as she described 

in the focus group. Recurring fever and no effective treatment 

brought her to a clinic, which she later knew was PKBI Bandung. 

She was referred to Hasan Sadikin public hospital for HIV testing 

and eventually found out that she was positive. Her condition 

worsened as she suffered from herpes. When she decided that it 

would be better to go home, a PKBI staff member accompanied her 

to Cianjur Wetan.  

 
I was taken home by PKBI. For two months I could not get 
up, just laid down. In the village I went to a paramedic 
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twice, but [was] not injected because of high fever. I only 
got paracetamol and ointment. They [PKBI] came from 
Bandung when my family called to inform [about] my 
condition. For one year I only stayed at home. Nothing to 
do, [I was] stressed… desperate. 

 

Her husband refused to return to Cianjur. Nani proposed a divorce.  

Being an HIV-positive woman led Nani to a different path in 

life. Afraid of stigma, she did not disclose her seropositive status to 

her family. After almost a year in the village, PKBI staff invited her to 

participate in the HIV/AIDS training for Odha in Bandung, where she 

met Dina for the first time. For almost three months, both lived in the 

PKBI shelter, learning about HIV/AIDS and volunteering with PKBI 

activities. Nani was assigned to a telecommunications stall. She 

often mentioned Ibu Nunik (‘Ibu’ literally means ‘mother’), a PKBI 

paramedic, who was attentive to her and Dina.  

In mid 2004 she began ARV therapy, provided by PKBI staff. 

Ibu Nunik gave her a great deal of information about ARV medicines, 

which affected her decision to start this lifelong therapy.  

 
First time taking ARV medicine, there were side effects… 
nausea and dizziness. It’s like no appetite, [I] wanted to 
throw up. After a few days, it’s normal again. The worst 
effect of Duvi Nevi

50
 was migraine. Even now it’s not 

gone… 

 

The side effects were initially frustrating and she even considered 

stopping the medication. Slowly she became accustomed to the 

therapy, particularly when she grew more involved in the HIV 

prevention program.  

In one of the trainings she attended in Bandung, Nani met 

Budi, a volunteer at YPI Karawang. Budi invited her and Dina to join 

the YPI program in Karawang. She was interested and participated 

in the training. By mid-2004, Dina and Nani were working as 

volunteers and staying in a room at the YPI Karawang office. Their 

job was to go on regular home visits to Odha living in the villages 

surrounding Karawang. To do so, they rode a motorbike. Nani 

enjoyed her activities without fear of stigma and discrimination; her 

colleagues had a good understanding of HIV/AIDS.  

                                                 
50 Duvi is the short term for Duviral (lamivudine + zidovudine); Nevi is for Neviral or 
nevirapine.  
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During her voluntary work at YPI, she met Rusdi, a company 

bus driver. Every two weeks or more, Nani visited Dina’s house in 

Ciliman village. To save on transportation costs, Nani and Dina 

usually hitchhiked in one of the company buses bound for Cikampek, 

transferring there to a public minibus headed for Ciliman. Rusdi 

served the Bekasi-Cikampek route in the morning and afternoon. 

Nani fell in love with him, even though Rusdi had a wife and children. 

She described him as mature, tender, and patient. They decided to 

get married in April 2006, with permission from Rusdi’s first wife. 

The HIV/AIDS program ended after one year. Nani now 

stayed at Cianjur Wetan or at Rusdi’s house in Purwakarta. A few 

months later, a colleague from YPI called and asked her to come 

back to Karawang. She was offered a place in a new HIV/AIDS 

prevention program – funded by Family Health International – as an 

outreach worker for sex workers. Nani told me that she was happy 

and immediately accepted the offer. She then rented a room in 

Cikampek since it would be easier for Rusdi to stay with her, 

although not every day.  

 In mid-March 2007, I received a text message from Rusdi 

informing me that Nani was pregnant. I called her and suggested 

that she see a doctor at puskesmas Karawang to check on her 

pregnancy. In early April 2007, after two days of hemorrhaging, Nani 

miscarried. She was hospitalized for a night and the doctor advised 

her not to get pregnant for some time. For about a month she tried to 

reduce her activity, and in June became pregnant again. At the end 

of September 2007, she had a CD4 test with support from Dinkes 

Karawang. The result was similar to her previous test, 274. Nani 

grew worried about whether the ARV therapy was working properly. 

She told me that the result made her restless and she found it hard 

to sleep. She was anxious because of her pregnancy too. Despite 

her anxiety, the pregnancy was in good condition and she had no 

complaints or medical problems. She routinely visited doctors and 

midwives in the puskesmas. Nani knew that a higher CD4 count 

would be better to reduce the risk of transmission to the baby. She 

told me that she wanted to see Professor Samsuridjal, a prominent 

doctor and famous figure in HIV/AIDS activism since the beginning 

of the epidemic.  

One Saturday morning in early November 2007, I 

accompanied her to see Professor Samsuridjal at Dharmais hospital. 

After getting her weight and blood pressure checked, we waited for 
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about 30 minutes until her name was called. Nani had consulted with 

Professor Samsuridjal about three years before, when she had her 

first CD4 test. The doctor asked what her complaint was. Nani told 

him that she was five months pregnant and wanted to know what to 

do next. He pointed to the examination bed and asked her to lie 

down. I did not see what the doctor did, but the examination took 

less than 30 seconds. He then asked for her latest CD4 count, which 

was 274. Professor Samsuridjal said she had to check her viral load, 

since it would give a better picture than a CD4 count alone. He 

called a nurse and told her to inform Nani about whether a free viral 

load test was available at RSCM hospital. He wrote a referral letter 

to Pokdisus RSCM to prepare PMTCT services for Nani. Some 

vitamins were also prescribed. On the way to the cashier, Nani 

looked relieved.  

 In February 2008, Nani underwent a cesarean section at 

RSCM hospital. After a month in Cikampek, her baby boy was taken 

to be raised by her sister in her village in Cianjur. Nani finished her 

contract at Klinik Kita in July 2008 and returned to her village. Once 

in a while I called her or sent an SMS to say hello. She was happy to 

know that her son was HIV-negative. Then unexpectedly, in 

November 2010, I received an SMS from Rusdi, her husband. He 

told me that Nani had been severely ill for the last three months, 

after stopping her ARV therapy. I was startled to hear this; I knew 

that Nani had previously adhered to treatment. A few days later, sad 

news came from Rusdi. Nani had passed away in her house.  

 Nani’s life story illustrates how one woman became 

vulnerable to HIV infection. She never found out how she was 

infected. It also shows how cultural norms that increase risk can be 

imposed on individuals. The frequent marriages in Nani’s life must 

be seen as such a risk factor.  

 

 

Tika’s story 

 

This is the story of a female injecting drug user who has surfed the 

wave of life upside down. I knew her through a friend who worked in 

an NGO in Jakarta. Tika was born in September 1982 in Bandung 



Life and Death with HIV/AIDS 

81

 

and grew up in Purwakarta,51 the district adjacent to Karawang. 

Twenty days after her birth, she was adopted by a family who 

desperately wanted a daughter. Her unmarried biological parents 

were in junior high school when her mother became pregnant. Both 

families agreed that the mother and father should get married until 

the delivery, at which point the baby could be given away. After she 

was born, her parents divorced and a neighbor helped her parents to 

look for a family who wanted a child. Tika was adopted by a middle 

class family. She recounted her childhood: 

  
Since I was little till primary school, I was rarely taken care 
of by my mom. She was a career woman, always working. 
My father too. So I was tended to by a neighbor next door. 
Every morning before they left for work, I was entrusted to 
my neighbor.… When my mom returned from work, she 
took me. The next day it was like that again until I entered 
primary school. 

  

She never had contact with her biological parents, except once, 

when she was 22 years old. Tika met her true mother with feelings of 

anger and hatred. ‘It’s like I met a stranger… I don’t care anymore, 

she is nothing!’ she recounted.  

 Her step-parents worked in the same company but in 

different positions. Her mother was a secretary, her father a janitor. 

When they met, both were already married and each had a child. 

Tika thus has a step-brother from her mother and a step-sister from 

her father. In the family, she felt that only her mother really loved her. 

Her father and brother were always unpleasant towards her. Since 

kindergarten, her father often beat her. Tika vividly remembered the 

first time her father beat her.  

 
There was no toilet in the kindergarten so I asked my maid 
to go home… I had stomach ache. Just arrived at home, 
my father was absent from work. He thought I did not go to 
school, then he beat me with a wooden stick that made 
[me] swollen in my legs and I couldn’t walk.… The reason 
my father beat me [was] because I’m naughty…. 

 
As she grew up, Tika realized that her father was not a good 

household head. Almost all household needs were fulfilled by her 

                                                 
51 I would like to thank Enrico for doing this interview.  
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mother, who had a good position, unlike her father who was then 

working as a security guard in another company. She was a spoiled 

child as her mother could afford to buy a house, a car, and a 

motorbike, and to employ a housemaid. Her disappointment towards 

her father grew as she learnt that he was a womanizer. Later, she 

learnt from her brother that her father frequented brothels.  

Tika had no respect for her father and was traumatized by his 

misdemeanors towards her and her mother. She felt stressed at 

home. The family atmosphere affected her character; she became 

rude, and a tomboy. In junior high school she had more male than 

female friends. Yet, she was interested in and admired a girl in her 

class. Tika was still hanging out mostly with male friends in senior 

high school when she started to use drugs. Many of her male friends 

were IDUs. At first, she used pills like nipam52 and ecstasy, then 

marijuana and shabu-shabu (methamphetamine). One day, two 

friends persuaded her to inject putauw (heroin), saying it would give 

her self-confidence and peace. Thinking of the tension whenever she 

saw her father, Tika decided to try it. She started by using it once a 

week, which slowly became three times a day. At that time, money 

was no problem as she could spend one million rupiah (US$ 110) 

per week to buy putauw. ‘Since I used it, if [I] met [my] father [I] felt 

relaxed. If I didn’t use it, I was stressed as usual. I felt self-

confidence’. 

Her drug use had an effect on her sexual desire. Tika shared 

her experience: 

 
I felt so horny every time I used [putauw]. When I had no 
boyfriend, I masturbated. In the second grade, I had a 
boyfriend. He was handsome and a user too.... With him, I 
began ML [making love]. My first ML was with him. I felt 
good. Every time we met, I could ML three or four times. 
The most pleasure [was] after [we] used [putauw], because 
I [was] so horny! 

Approaching her final exam in the third grade, Tika became 

pregnant. She was depressed, confused, and frantic. Her parents 

were shocked and upset when she told them. As usual, her father 

beat her back so hard that it made a permanent scar. They 

suggested she have an abortion, which she initially refused. Her 

father promised to finance her college education if she aborted the 

                                                 
52 Nipam or Nitrazepam belongs to the group of drugs known as benzodiazepines.  
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fetus. After learning that her boyfriend did not want to be 

responsible, she finally agreed to the abortion on 3 April 1999.  

She graduated from high school when her mother stopped 

working, which reduced her family’s income. One day her mother 

caught Tika using drugs in her room. Her mother’s first reaction was 

to cry. Tika felt sinful and regretful as she apologized to her mother. 

Although her mother became uncaring towards her, she still 

encouraged her to continue her studies in college. The first semester 

went smoothly until she used her tuition fees to buy putauw again. 

Tika was expelled. She felt extremely guilty about disappointing her 

mother again, who was often sick.  

After dropping out of college, she seldom stayed at home and 

spent time with her peers in a hangout. There Tika met Dadang and 

they became sweethearts. When they agreed to get married, 

Dadang’s mother opposed it. But Tika and Dadang insisted on tying 

the knot.  

 
His name is Dadang. We often chat and I like him because 
he is handsome and he doesn’t use drugs like me. He only 
gets drunk. He is a Muslim but his family is Christian…. But 
his parents [are] divorced. One day he ‘shoots’ me and we 
become lovers. After a while, he asks me to get married. I 
agree because of love. I tell this to my parents, they agree 
too, especially my father. I know he agrees only to let me 
go. But Dadang’s mother disagrees because he is 
unemployed and has only graduated from high school. If 
we are married, how can he feed me, that’s her thought. 
Finally she gives up. We got married on 9 November 2000. 
His elder sister doesn’t like me, so I decided to stay in my 
house. 

 

Her new life after marriage was disappointing. Dadang had no 

intention to look for a job and often got drunk with his friends. Tika 

started to doubt his seriousness about having a family. Her 

pregnancy and delivery passed without attention from Dadang. After 

both her baby and her mother died, she got a job, but this only lasted 

for four months because she unexpectedly became pregnant again. 

Dadang, who was then working as a driver, gave her Rp. 15,000 a 

day for her daily needs. During this second pregnancy, she only 

once went to the doctor because Dadang had no money. She 

delivered with a private midwife nearby the house. Underneath her 

happiness about having the baby, she worried if something would 
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happen, like with her first child. But actually she was the one who fell 

sick: 

 
After delivery, suddenly I started to get sick. From hot, 
continuous fever, hemorrhage, and other things. Those 
made me drop [feeling weak] and stressed. I had difficulty 
looking after my child. Luckily, my mother-in-law helped 
me. My illness was better when my child was three months. 
When I felt better, my mother-in-law took me traveling to 
Puncak…  

 

After four months, her baby girl, Asih, fell sick with symptoms similar 

to her first child. The baby was confined for a week in a private 

hospital due to acute pneumonia. At the same time, Tika’s condition 

declined. This raised suspicions in her father, who began looking for 

information. He then suggested that Tika should go to a hospital in 

north Jakarta. In the hospital, the doctor asked whether she had ever 

used drugs, and he suggested a blood test. The doctor assumed she 

was HIV-positive: 

 
Three days later I went back to the hospital to pick up the 
result. First, I was counseled. Then, [they] informed me that 
I was HIV-positive. I was notified this HIV had led to AIDS. I 
had to take medicine everyday. My God, I just cried at that 
time. 

 

Gravely worried about whether Asih was infected, Tika could not 

bear to get her tested. When Dadang and his family learnt of her 

seropositive status, they treated her like an orang haram (orang 

means people, haram means something forbidden). She was 

isolated, which forced her to move back to her father.  

 At first Tika did not disclose her status to her father. She was 

afraid of his reaction. But after a while she decided to inform him. 

She was surprised with his reaction: ‘There was medicine for HIV, 

right? I knew you got it (HIV)…’ He continued, ‘Go to hospital again. 

Ask about the medicine, how much. If affordable, just buy it…’ Her 

father was supportive and told her not to worry about her daily 

needs. When she decided to test Asih, her husband also took the 

test. Asih was positive and Dadang was negative. Later, Dadang 

proposed a divorce and she agreed. Tika felt relief after the divorce 

and her condition improved somewhat. She also started ARV 

treatment, though it was quite expensive, about Rp. 380,000 per 
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month (US$ 44). Asih’s condition, however, deteriorated and she 

died in November 2003.  

 
I was so sad. I felt deep loss. I just kept crying…. My father 
too, it was the first time I saw him cry. He loved Asih very 
much. He often cuddled her…. At that time I felt guilty to 
my child. Because I used drugs, she became [a] victim. 

 

The deep sorrow that engulfed Tika made her stay at home. Her 

neighbors knew her seropositive status and that her daughter had 

died of AIDS. Tika felt their disgust. She understood that most 

people did not know much about HIV. When her father could no 

longer afford it, she stopped taking ARVs. In a month, her health 

declined. Her father called a doctor to the house but the doctor could 

do nothing. Her illness was too acute: hair loss, hemorrhoids, white 

patches, and wasting made Tika barely able to speak. Her neighbors 

said that she looked like an insane person. She just nodded or shook 

her head when talking to someone.  

In her dying state, two people – Johan and Hari – from a 

hospital support group visited her. They encouraged her to fight the 

illness, maintain her spirit, and avoid becoming desperate. Three 

times a week they visited her, nourished her, and told her about the 

support group for Odha. Tika was relieved to know that she was not 

alone and began attending the support group meetings at the 

hospital. She learned a lot about HIV/AIDS and received free ARVs53 

that helped her condition. Sharing her experiences in the group 

made her feel comfortable and relieved. She decided to join as a 

volunteer. 

 
My experience as [a] motivator makes me understand the 
meaning of life. Before we die, we don’t stop trying. Odha 
really need support because it has [a] deep effect that 
makes us [want to] stay alive. I received Rp. 350,000 per 
month, plus meal and transport costs to do home visits… 

 

Her relationship with Johan grew closer until one day she learnt that 

he was still using drugs. It was a secret since in the support group 

nobody was allowed to use drugs. One day over lunch she told 

Johan that she liked him. Johan was rather startled for he was a 

                                                 
53 The free ARV treatment program began in January 2004.  
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passive and shy man. Their intimate relationship resulted in 

pregnancy. Tika panicked and thought about abortion, but Johan 

disagreed. They talked to their parents and eventually both agreed to 

marry. Due to religious differences, they did kawin sirri.54  

 Tika’s story reveals that coming from a middle class family 

and having a relatively good education does not protect one from 

HIV. As a drug user, Tika never knew about the risks of her behavior 

until she and her baby suffered recurrent illness caused by AIDS. 

Stigma and discrimination from her husband and his family created 

an even heavier burden. Fortunately, in the critical stage, members 

of a support group were able to wean her from desperation.  

 

 

Firman’s story 

 

Firman’s story is that of a male injecting drug user struggling against 

his addiction and trying to cope with his seropositive status. I first 

met him as a new outreach worker for a harm reduction program at 

Pantura Plus. We were introduced by Amang, the manager, on my 

second visit to the Pantura Plus office. Firman, 26 years old at the 

time and the eldest of two siblings, was quiet and soft-spoken.  

 
I started use [injecting] drugs in high school, second grade. 
That was in 1997. At that time I went to a friend’s birthday 
party. It was getting late at night when I wanted to go 
home. But my friend whose birthday [it was] and two other 
friends insisted that I stay. Then we entered his bedroom. 
There I saw them injecting themselves. First, I was a bit 
scared looking at [the] needle. I remembered in the past [I] 
had been afraid of injection for smallpox. Let alone seeing 
blood that shook [in the syringe]… 

 

He stayed at his friend’s house for five days and eventually tried 

putauw. His parents were angry when he returned home, pale and 

disheveled. He said it was only lack of sleep.  

 Firman’s father is a Sundanese, his mother a Javanese. 

From the age of two he lived with his maternal uncle in Madiun, East 

                                                 
54 Kawin sirri literally means ‘secret marriage’. It is a legal marriage according to 
Islamic law, but is not registered in civil law.  
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Java, until he finished the first grade of junior high school when he 

was 13 years old. His uncle was married for several years but had 

no children. There is a belief among Javanese that a couple who has 

no child after several years of marriage must raise a relative’s child 

in order ‘to hook’ their own. Firman felt that his uncle and aunt loved 

him as their own. He vividly remembered the good days of his 

childhood in Madiun. Although he spoke Sundanese in Karawang, 

he did not forget the Javanese that he had learnt in primary school.  

 When he returned to Karawang and entered public school, 

Firman was shocked by the atmosphere. His new friends were 

straight to the point when talking to each other. For Firman, who had 

internalized Javanese norms, Karawang people often seemed ‘rude’. 

His friends called him ‘Jawa’ because of his ‘Javaness’. 

 Firman became addicted to putauw and it deeply affected his 

life. He began using drugs (marijuana, pills) and drinking liquor in 

junior high school. In the second grade of high school he started 

using putauw, but not through injection. Between 1998 and 2000 he 

was heavily addicted, injecting putauw three to four times a day. He 

said that he was only thinking about himself and did not care what 

his parents told him. His younger brother, Endang, was addicted too. 

The only thing on his mind was how to get money to buy putauw 

since he was only a high school student.  

 
[The] daily stipend from my parents was not enough. So I 
started [to] take things from my house. First, from my own 
room, then other rooms… whatever I could sell. But I never 
took from other houses. Sometimes I asked for money from 
friends or somebody I knew. 
 

Firman bought putauw either in Karawang or Jakarta. One day, in 

September 2000, police arrested him while buying putauw in Jakarta 

and locked him up for three months. At that time, drug raids were not 

as frequent as they are now. Later on, his brother was also arrested 

during a drugs transaction. His time in jail led Firman to think about 

his life. After getting out of jail, he kept asking himself whether he 

would be like this forever. He did not know why, but getting putauw 

became difficult in 2001. It was expensive; he had to share it with 

friends. He decided to ‘pasang badan’ (tame the body) and go clean. 
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Firman stayed at home for more than a month, avoiding his 

friends. It was painful, particularly when he was sakaw55 (suffering 

from withdrawal symptoms). He even fell sick with diarrhea. In 2002 

he was ‘clean’ and stayed with his uncle in Madiun. When he 

returned to Karawang, he got a job at an optical shop for a year until 

he was fired when his employer caught him using drugs. He 

relapsed and became unemployed. Firman admitted that it was hard 

to stay away from putauw when it was right there in front of him. His 

neighborhood was not a good environment since many unemployed 

young people were using drugs. Nevertheless, his addiction was not 

as intense as before.  

 Being unemployed did not deter Firman from having a 

girlfriend. She worked in a company and lived in a boarding room. 

He often stayed overnight at her place. She knew that he was an 

IDU. He remembered his sexual relationship with her to be 

wonderful, full of passion and love. Yet, their relationship ended after 

a year when she decided to return to her hometown in Bandung. 

Sometime in 2005, Firman was introduced to Tanti by a friend. She 

worked in the optical shop where he used to work. Tanti, 20 years 

old, was cheerful, witty, and easy-going. Firman liked her very much; 

in a few months, they were lovers. He considered the relationship 

serious and thought of marrying her someday.  

 One day, Firman’s friend Santosa asked him to visit YPI. 

Santosa had not said anything about HIV. At YPI, Firman was 

confronted by posters and brochures on HIV and drugs. After this 

first visit, he came to YPI several times with Santosa. He began 

asking a counselor questions and was offered an HIV test. Not 

feeling ready for it, he declined. But Santosa continued to inform him 

about HIV/AIDS and persuaded him to get tested. Some of Firman’s 

friends had already done so. In January 2006, he agreed. He told his 

parents that he may have contracted hepatitis and wanted a lab test. 

After a week, during post-test counseling, Firman was informed that 

he was HIV-positive.  

 
When I found out, I was shocked and didn’t believe it. For 
about a month I contemplated. Why I got it… slowly I tried 
to accept it. I often shared with friends, for example with 
Leo who had already disclosed to his parent. How he did it, 

                                                 
55 Sakaw is derived from ‘sakit’ which means ‘sick’. 
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what he felt, etc.… Because I had friends with the same 
fate, I felt calmer. 

 

His brother was infected too, but neither told their parents. In mid-

2006 Firman joined the Pantura Plus harm reduction program as an 

outreach worker. He brought home brochures and leaflets about 

HIV/AIDS and deliberately put them in places where his parents 

would see them. He used similar tactics with Tanti. Tanti knew that 

he worked at an HIV/AIDS organization. Firman expected her to 

understand that as a drug addict, he was at risk. But she did not 

respond as he expected.  

 
I’m confused. Her parents are pushing me to marry her. 
Yeah, they consider me as their own child. But I’m not 
ready. I am still hesitating whether to tell her [about my HIV 
status] or not. [I am] afraid of her response. I often talk to 
friends or the counselor, but I don’t know... I’m confused. 

 

Firman further stated that if he married Tanti without disclosing his 

seropositive status, he would use condoms. But he would find it hard 

if Tanti asked him why he always used them. Perhaps he would tell 

her he wanted to delay having children until their finances were in 

better shape. In the midst of his confusion, Firman decided to 

disclose to his girlfriend and ask her to do an HIV test. He would re-

test too. If they married he would also do a CD4 test to reduce the 

risk of transmission to his wife, and use condoms. He also said he 

would understand if Tanti decided to end their relationship.  

 Firman finally married Tanti in late December 2006 without 

disclosing his seropositive status. He said he had to avoid hurting 

Tanti’s feelings.  

 
At that time I didn’t think about my status. I felt glad, so 
happy. Friends gave me advice [to disclose]… but the time 
was not right. Invitations had already been sent… you can’t 
do that when everybody is happy. 
 
 

Firman was happy when his wife immediately became pregnant. But 

Tanti grew suspicious and asked him whether he had tested for HIV 

or not. She had seen some of his junkie friends pass away, although 

she did not know that their deaths were caused by AIDS. Firman 

remained indecisive about disclosing to her.  
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 When Tanti’s pregnancy reached its seventh month, the 

police apprehended Firman while he was hanging out with two 

friends. One of them had putauw in his pocket and they were all 

locked up. He looked gloomy when I interviewed him in prison in 

early December 2007. He had already been sentenced: one year 

and six months. Firman told me that Tanti had taken an HIV test at 

Pantura Plus before she delivered. He was very relieved to learn that 

the result was negative. His younger brother, however, died when he 

was in prison. His wife and baby stayed with his parents.  

Despite being able to think positively about his seropositive 

status, certain symptoms caused him to worry. When he 

experienced throat pain or skin rashes, he would wonder whether 

these were the initial symptoms of AIDS. Firman had seen some of 

his IDU friends die from overdose and severe illness. Although it was 

not certain whether they had died of AIDS, he assumed this was the 

case; their symptoms had included swollen lymph nodes and 

wasting. Firman felt lucky he had never suffered serious illness. After 

he tested positive, he tried to change his bad habits, such as 

begadang (staying awake at night) and drinking. He forced himself to 

go to sleep early, took walks in the morning, and began eating a 

healthy diet. But one thing that he could not completely stop was 

using drugs.  

Firman’s story describes a typical male IDU introduced to 

drug use through peer pressure. His story reveals the dynamics of 

stigma and silence that appear so often in the stories of Odha, 

particularly concerning their relationships and reproductive desires.  

 

 

Conclusion 

 

Dina, Nani, Tika, and Firman are ordinary people who were unaware 

of the risks of HIV infection. Their stories show that young people in 

Indonesia are not receiving adequate information about HIV/AIDS, 

and that the lack of prevention initiatives among the general 

population makes family members of high risk individuals more 

vulnerable. Many of the women in this study found out their 

seropositive status only when they or their husbands and children 

became severely ill. Indonesian society is thus witnessing a silent 
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epidemic. Stigma and shame surrounding being an Odha are salient 

in these stories, forcing Odha to adopt tactics to avoid disclosure in 

their social relations.  
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Chapter 5 

Confronting Ill-Health and Stigma 

 

 

This chapter presents the illness narratives of several Odha. It 

identifies how they cope with HIV/AIDS in the context of their 

families, their peers, and the community at large. How does 

HIV/AIDS affect their daily lives? How do Odha living on the margins 

of society respond to the challenges of making a living? In this 

chapter, I argue that the intersection of ‘deep illness’, fear of stigma, 

the vagaries of family support, economic hardship, and fragmented 

healthcare leads to Odha leading precarious lives, which can result 

in death. These intertwining concerns will be revealed through the 

illness narratives of four Odha whom I followed during fieldwork.  

I first present the illness narratives of several Odha and 

analyze them using Arthur Frank’s framework of deep illness (1998). 

Fear of stigma and disclosure are dominant themes in the narratives, 

along with fear of sickness, which is always linked to economic 

hardship. I therefore discuss the tactics (de Certeau 1984) 

developed by Odha to cope with economic hardship in their daily 

lives. I also discuss how stigma and disclosure intertwine with social 

support from the family, and how economic hardship hinders access 

to healthcare.  

 

 

Narratives of illness  

 

Illness is the subjective experience of physical or mental states, 

whether or not they are based on underlying disease pathology. The 

experience of illness is not limited to the symptoms but includes 

reactions from one’s social environment, such as stigma, 

discrimination, and exclusion. Perceptions, feelings, and responses 

to sickness are discussed as the meaning response, ‘the 

psychological and physiological effects of meaning in the treatment 

of illness’ (Moerman 2002:14, original emphasis). Kleinman states 

that illness is polysemic or multivocal – it carries more than one 
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meaning (1988:8). ‘Emphatic witnessing… of the patient’s and 

family’s stories of the illness’ (1988:10) should therefore be central to 

clinical work.  

Frank (1998:197) defines deep illness to be: 

…perceived as lasting, as affecting virtually all life choices 
and decisions, and as altering identity. The essence of 
deep illness is to be always there for the ill person, and the 
ill person believes it always will be there.  

 

Frank suggests that there are three dominant stories told by people 

who suffer ‘deep illnesses’. The first is the popular restitution 

narrative, whereby an individual becomes ill and, through the 

efficacy of medical intervention, regains health. The second, the 

chaos narrative, is filled with uncertainty and confusion as the ill 

person is unable to portray his/her life as a story with any narrative 

ordering of beginning, middle, and end (1998:202). It reveals a 

series of negative life events that contribute to the experience of 

illness or are exacerbated by its presence. Third, the quest story 

implies transformation through illness. Illness here is lived as ‘a 

condition from which something can be learned, and this learning 

can be passed on to others’ (1998:203). For instance, many people 

who have suffered cancer are not happy that they had it, but are 

grateful that it changed their lives (Frank 1998:203). In the quest 

story, it is not always necessary to regain health, as it is in the 

restitution narrative. These three kinds of stories are not clear cut; in 

most illness narratives they intertwine.  

We begin with Nani’s case (see Chapter 4 for her life story) 

as an example of a quest narrative. ARV treatment was obviously 

effective for her: it helped her stay healthy. Her CD4 count was 75 

after recovering from severe opportunistic infections at the end of 

2003. In February 2004, she took another test when she attended 

the Fourth Odha National Meeting in Surabaya; the result then was 

275. Nani was constantly concerned about her CD4 count, though 

she could not afford to have it checked regularly. Like most Odha in 

Karawang, she waited for free CD4 testing, either from an NGO or a 

government program. After almost two years, she did another test 

and the result was 276. ARV adherence was crucial for Nani, and 

influenced her perception of health. One day in September 2006, I 

met her in Klinik Kita. We sat on a sofa in the middle room and she 
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told me about the chest pain and wheezing she had experienced that 

morning.  

 
Yesterday afternoon I forgot to take [my] ARVs. [I] just 
remembered this morning when I took them. I’m afraid that 
the pain [is] because I was late to take the medicines. I 
think [that is] why my body is… 

 

I asked Nani what she felt besides chest pain. She said she also 

experienced cold sweats, pain in her bones, and difficulties sleeping. 

She had already talked to Idham, a counselor at Pantura Plus, and 

he had said that she probably needed to replace her ARV 

combination – Duviral and Neviral – with another one. The way she 

told me about her illness and her facial expressions revealed that 

she was quite worried. Later, Idham came to the clinic and Nani 

asked him to do acupressure to ease her pain.  

A few days later I asked about her illness via text message. 

She replied, ‘It’s worse. My chest is so painful’. When I visited her 

rented room in Cikampek – about one hour from Karawang town – 

she was sitting on the mattress on the floor, pale and a bit thinner. 

She was coughing and wheezing; sometimes her breath sounded 

heavy. Several times she spat into a small bowl which she kept 

under a wooden box next to the mattress. She said she had no 

appetite. The previous Friday, Nani had met a doctor in puskesmas 

Karawang who prescribed some medicines and a lab test. The result 

showed her hemoglobin and leukocyte levels to be below normal, 

and she interpreted this to mean that her CD4 count was going 

down. She only bought one prescribed medicine – though the doctor 

had prescribed two – because she had no money. She would 

receive her transportation fee the following week and would buy the 

other medicine then. Her friend, Gumilar, bought her Sangobion pills 

for increasing hemoglobin.  

 
I never felt drop (fragile) like this time. Is it because of low 
CD4? I want to see Dr. Samsu…. When [I] wake up I feel 
dizzy. Always sweating, like when I started to take ARVs. 
Sometimes [I] throw up after eating or in the morning. [My] 
hair starts to fall [out]. No appetite, my mouth feels bitter. 
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Three days later, I called her and she sounded happier. She said 

she felt better, and was even ready to do outreach work. I asked 

whether she had finished her medicines. She replied, ‘I didn’t finish 

them. The smell is bad. [They] make me nauseous’. 

 During my research, I only once saw Nani fall sick for more 

than a week. Sometimes she got a mild cold or headache, which she 

treated with popular medicines such as Panadol or Poldamic 

(analgesics). Besides ARVs, she consumed vitamins – Stimuno 

(immune booster) and Curcuma (turmeric) – to maintain her stamina 

as she was often doing outreach until late in the evening. Curcuma is 

also good for maintaining appetite. One morning in October 2006, 

we talked in her room and she recounted a recent experience.  

 
I experienced stigma at puskesmas Karawang. A few days 
ago I was drop [fragile], sick, because of it [the stigma]. 
Initially only Dr. Ana knew [her status]. While the nurses, 
like Ibu Yani, didn’t know. When they found out who I am, 
their attitude changed… I can’t accept it. Suddenly I 
dropped. Gumilar said, ‘Don’t worry about it’.… I even told 
Dr. Andi when I met him… 
 
(Me: What was their attitude?) 
 
Usually we chat, now they keep distance. We [used to] 
wear mukenah

56
 together, now they use other mukenah. It 

means [they] don’t accept [me]. So I feel like how can.… 
They don’t know who I am. They only know about Atma 
[another Odha].  

 

Though she tried to ignore it, she had to meet the people whom she 

felt were stigmatizing her almost every day in her outreach work.  

 Nani’s story is a quest narrative: she had regained her health 

through medical treatment and this had transformed her life into one 

focused on HIV activism. She tried to lead a ‘positive life’, an idiom 

always echoed to Odha by NGOs. Yet, Nani’s narrative also reveals 

the workings of social stigma surrounding HIV/AIDS. The change in 

attitude of some nurses affected her psychological and physiological 

state. She only disclosed her seropositive status to a limited circle – 

her family, her husband, some friends and colleagues – but kept 

silent to others for fear of stigma. Silence is also a form of narrative 

which, using Drakos’ term (2008), can be seen as a ‘broken 

                                                 
56 Mukenah is a white head-to-toe cloak worn by female Muslims when praying.  
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narrative’, revealing the tension between the demand for silence and 

the desire to talk. In this context, perceived stigma57 is embodied in 

silence, an expression of how people in certain situations feel 

prevented from speaking openly about their experiences of illness 

(Drakos 2008:101). 

Nani believed that ARVs were effective, helping her lead a 

positive life. Her desire to get married and have children was 

encouraged by the efficacy of ARV therapy and the other benefits 

derived from NGOs such as YPI, Pantura Plus, and Klinik Kita.  

Rudi, an ex-junkie, found out that he was HIV-positive in 

March 2005 when he fell sick for about two months. He initially 

thought that his illness was caused by sudden withdrawal from 

drugs. Before testing for HIV, he saw a doctor in a private hospital 

and was diagnosed as having typhoid and pneumonia. But though 

he took all the prescribed medicines, he did not recover. A YPI 

outreach worker for IDUs then suggested that he get tested for HIV. 

Following post-test counseling, a doctor immediately prescribed 

ARVs – a combination of Duviral and Neviral – simply based on his 

symptoms. In December 2005 he took his first, free CD4 test. The 

result was 92. What did he feel about the ARVs? 

 
When I found out the result, I only thought one [thing], 
medicine… how to get healthy. [I] can [keep] working, 
thinking, planning… that’s all. If there is medicine [to be] 
healthy, it means you can think, play… 

 

The effect [of ARVs] is good. I [am] seldom sick now. Its 
side-effect is [to be a] little itchy… I feel itchy though I can 
hold [myself] not to scratch… then nausea. Sometimes I 
get headaches when I feel tired… 

 

For the itchiness, Rudi used hand and body lotion. One day he 

consulted the doctor from Family Health International and asked why 

he still experienced nausea after almost a year of taking ARVs. The 

doctor advised him to take the ARVs about half an hour after eating 

(in the morning and evening). He followed this advice and the 

                                                 
57 Thomas (2006) suggests three kinds of HIV/AIDS-related stigma. The first is self-
stigma, which occurs through the self-blame and self-deprecation of those living with 
HIV/AIDS. Perceived stigma refers to the stigma individuals think they will 
experience if they disclose. Enacted stigma refers to the active discrimination 
individuals face due to their HIV status.  
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itchiness subsided; the nausea persisted. To maintain his health, 

Rudi also took multi-vitamins like Fatigon,58 Redoxon,59 and 

Neurobion.60 

Rudi perceived HIV to be like any other disease; the main 

difference was that it was a lifelong condition. ‘I just get along with it. 

I don’t think about HIV’, he said. He did not automatically associate 

coughing, flu, fever, or other illnesses to HIV weakening his 

immunity. Rudi had disclosed his seropositive status to all members 

of his nuclear family. He argued that PLWHA must not keep their 

status secret; this only keeps lay people misinformed about HIV and 

AIDS. If people learn enough about HIV, it will reduce the 

stigmatization of Odha. Despite this, Rudi remained ambiguous 

about disclosure. I asked him, ‘If you fall sick and need to go to the 

hospital, would you disclose your status to the health provider?’ He 

replied:  

 
I don’t think so… I don’t think so. 
 
(Me: Why?) 
 
…let them serve us like any other patient without… without 
reluctance… rather than constraining the service.  

 

 
His answer reveals his doubts about healthcare providers, who often 

discriminate against Odha.  

In his first year of ARV therapy, Rudi maintained relatively 

good adherence, though sometimes he was late or forgot to take the 

medicines. He felt in good health and was active as an outreach 

worker for IDUs at Pantura Plus. Later he became the case 

manager. Once a month he went to Dharmais hospital in Jakarta to 

pick up ARV medicines for Odha in Karawang. He was also in 

charge of referring Pantura Plus clients to the puskesmas or hospital 

when necessary. In the meetings between Pantura Plus, other 

NGOs, and local government officials, he often expressed his 

opinion on HIV prevention matters. I once asked him whether he 

worried about his current life. He replied: 

                                                 
58 Fatigon is a food supplement to maintain one’s stamina and health.  
59 Redoxon is a combination of vitamin C and zinc to maintain a healthy immune 
system. 
60 Neurobion is a multi-vitamin to maintain the nervous system.  
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What I’m worried about… mmm… now I feel [my body is] 
good but [it] is not impossible that someday [I] will fall sick. 
My hope is there are other ways to get more income. That’s 
all to prepare… Euis [his wife] is afraid of [getting] sick, I’m 
afraid of [getting] sick, and Wawan [his son] has not tested 
yet.… That’s all my hope. 
Now medicines are no problem, but if there is [a] change of 
government, change of people, I’m afraid the medicines will 
not be free anymore… 

 

His answer reflected his uncertainty about his economic status, his 

health, and the quality of HIV/AIDS treatment in the future.  

In his second year of treatment, Rudi still experienced side-

effects and began missing his ARV doses. In addition, he 

occasionally relapsed and injected drugs. He did not tell his wife Euis 

about this. When I met him in December 2007, Rudi looked thin and 

pale. He had done a CD4 test a few weeks before, and the result 

was 10. I was unable to question him further since he was in a hurry 

to take someone to the hospital. The cause of the declining CD4 

count, as Euis told me later, was Rudi stopping ARV therapy. 

 
He isn’t frank with me. He used to be disciplined [in taking 
ARVs]. Then he stopped… I don’t know for how long. I 
often ask, ‘Have you taken [your] ARVs?’ He says yes… 
but he often lies. I [was] shocked when [I] heard his CD4 
[was] only 10. From 38 to 10. I couldn’t sleep all night 
thinking about him… 
 
(Me: Why did he stop?) 
 
Well, he said nausea, itchiness… its side-effects…. He has 
thrush too. So I told him, get the therapy now… and keep 
your health. 

 

 
Adherence to ARV therapy is difficult for many Odha who are still 

injecting drugs. They are often preoccupied by their addiction or are 

struggling to stop. 

At the onset of ARV therapy, Rudi’s narrative reflected his 

optimism for the future: he disclosed to his family, felt in good health, 

and was active in HIV prevention work. In Frank’s terms, Rudi’s story 

was a quest narrative. But his story gradually shifted to one of 

uncertainty: of concerns about future income, fear of sickness, and 
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the availability of medicines. This change must be understood in 

relation to the context of unemployment and the sustainability of the 

HIV/AIDS program in Karawang. Rudi was aware that international 

funding agencies were the main supporters of HIV/AIDS prevention 

programs in Indonesia. According to the Country Report on the 

Follow Up to the Declaration of Commitment on HIV/AIDS 

(UNGASS) 2008-2009, 39% of expenditures were borne by the 

domestic/public sector and 61% by international sources (National 

AIDS Commission Republic of Indonesia 2009). Rudi’s concerns 

over income were inseparable from his worries about falling ill. 

Accessing health services requires money; 53% of health financing 

in Indonesia in 2008 came from private sources, of which 67% was 

out-of-pocket payment (WHO 2009). A recent study in Yogyakarta 

and Jakarta found that Odha spent, on average, respectively 68% 

and 96% of their monthly health expenditure on HIV-related care – a 

heavy burden for many ARV patients (Riyarto et al. 2010).  

The supply of ARV medicines fell behind several times in 

2007 and 2008. Rudi revealed that in November and December 

2007, the stock of ARV medicines at Pantura Plus was only enough 

to last one week; this meant that Odha on ARV therapy had to come 

to Pantura Plus every week, not every month as usual. But in some 

places delays were worse. An Odha from Jember town, East Java, 

complained via AIDS-INA,61 the Indonesian AIDS mailing list, that his 

therapy was interrupted for two weeks because ARV medicines were 

out of stock in the local hospital. In April 2008, Budi, already under 

ARV therapy for four years, calmly told me that he had not received 

his medicines for a week. If universal access to treatment is to be 

attained, the government will need to address problems in the supply 

chain for ARVs.62  

 Taufik’s story showcases another kind of narrative. A high 

school graduate, unemployed, and an active IDU, I met him for the 

first time when he joined Pantura Plus’ harm reduction program in 

October 2006. He was assigned as an outreach worker for inmates 

in Karawang district prison, a place he knew well. In 2000, the police 

                                                 
61 AIDS-INA is the most popular mailing list for HIV and AIDS issues in Indonesia. 
Its website is www.aids-ina.org.  
62 President Bambang Susilo Yudhoyono admitted in April 2010 that three 
Millennium Development Goals would be difficult to attain by 2015: improving 
maternal health; combating HIV/AIDS, malaria, and other diseases; and ensuring 
environmental sustainability.  
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had arrested him for carrying 10 mg of putauw (heroin); the court 

sentenced him to a year in prison. The time in jail did not curb his 

drug use. In 2003 his parents sent him to a pesantren (Islamic 

boarding school) for rehabilitation. This did not work either; he 

escaped after a week. One day he met Rudi, who introduced him to 

YPI and provided him with information on HIV and AIDS. Taufik was 

tested for HIV at Pantura Plus in April 2005. The result was positive. 

‘What did you feel at that time?’ I asked him.  

 
Normal. This is real, not [a] dream… inside myself [I] said, 
what you face is real life, you have to move on…. You don’t 
give up…. Don’t give up because HIV-positive [people] are 
not sick people…. Do something while my body still has 
immunity. 
 

I just accept it. No regrets or else. [I] share [my status] with 
friends too. I have enough information to disseminate to 
other people. Don’t spread the virus to other people… 

 

Being HIV-positive did not stop Taufik’s drug addiction, though he 

began using drugs less frequently. He told me that he had yet to fall 

sick. Nevertheless, he felt fragile when he saw his friends die of 

illness or overdose.  

 
It’s in (my) mind…. if I’m dying like the other boys. Thin 
body. [I am] afraid that my parents can’t afford the cost of 
[me falling] sick. If you have money it’s no problem. 

  

Taufik generally had a positive attitude. In interviews, he emphasized 

the importance of disclosure to raise awareness. A year after testing 

he disclosed to his immediate family members, who were already 

well informed about HIV/AIDS. Nor did he hesitate to disclose his 

status to the IDUs in the outreach program. Nevertheless, I recall a 

time in November 2006, in the midst of an HIV/AIDS workshop in the 

penitentiary, when Taufik sat down next to me. He was nervous; he 

had been asked to give a testimoni (testimony) as an Odha to the 

penitentiary’s officers. This was his first testimoni to an audience 

outside Pantura Plus. When he came forward to do the testimoni, 

Taufik’s voice was soft; he was stammering. But his conviction that 

sharing correct information about HIV/AIDS would reduce stigma 

and discrimination spurred him on to relate his life story.  
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 His CD4 count was 156 when he took the test in January 

2007. He started ARV therapy a month later. 

 
After [the] CD4 test, I was persuaded by Amin [a counselor] 
to take ARVs. I observed my friends. I assumed that if you 
take ARVs when you’re sick, the side effects appear. But if 
you take them when you’re in good health, there are no 
side effects. So I decided to take them…. 
 
I took Duviral Neviral for three months. The first two months 
I observed [adhered]. The last one month was not 
regular….  
 
(Me: Why did you stop?) 
 

Well, perhaps influenced by [the] question, what is the 
efficacy of ARVs? What are ARVs for? What is attacked by 
ARVs? What’s treated? I started to not believe [in] ARVs, 
so [I] just stopped. I’m okay till now, thank God… 

 

Since he was still injecting drugs, Taufik started subutex 

(buprenorphine) substitution therapy, delivered by a private 

physician. This reduced his weight from 65 to 59 kilos. When he was 

taking ARVs, he had enjoyed a good appetite and gained weight.  

More recently, Taufik had entered into a relationship with a 

girl from his neighborhood. She knew he was a junkie, and as they 

became more intimate, he disclosed his seropositive status to her. 

Her positive reaction was unexpected; Taufik had thought she would 

break off the relationship.  

 In the beginning, Taufik’s narrative was similar to Rudi’s: both 

approached their illness with a positive attitude. Taufik’s involvement 

in the harm reduction program allowed him to care for others. But his 

illness changed his behavior only slightly: he began using sterilized 

needles, but continued with his late nights of drinking and drugs. 

Taufik’s testimoni are central to his narrative, illuminating the 

dynamics between stigma and disclosure. During my fieldwork, I met 

only one other individual who had given testimony to audiences 

outside Odha support groups. Very few Odha – even those active in 

HIV/AIDS prevention work – risk disclosing their status to the 

broader public, especially in their communities. Taufik’s nerves 

before giving testimony were probably triggered by the fear that 

penitentiary officers who knew him as an outreach worker would now 

know he had HIV, for which he could be stigmatized.  
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Although he accepted his fate as an Odha and cared for 

others through the harm reduction program, Taufik did not seem to 

care for himself. By stopping ARV therapy, he revealed uncertainty 

about his future, though he surely knew that ARVs worked well for 

other people. Like Nani and Rudi, economic concerns and fear of 

illness came together in Taufik’s narrative; he was well aware that 

his parents could not afford expensive treatments. There is an 

expression in Indonesia, sadikin, which is short for sakit sedikit jadi 

miskin; it literally means ‘you have sickness, you become poor’. 

Taufik and Rudi witnessed Atma, a fellow Odha, die of AIDS at home 

because he had no money to access the health service. When the 

poor fall sick, they have no access to care. 

Atma, a 25 year old ex-junkie with a wife and two children, 

had been an outreach worker in lokalisasi SR (the brothel in 

Karawang). An injecting drug user between 1998 and 2003, he 

relapsed in June 2004 when he was working as a waiter in a bar, 

using ecstasy and shabu-shabu (methamphetamine). After he quit 

the bar job in August 2005, his friend introduced him to YPI. In 

October 2005, he was tested for HIV and found to be positive. Atma 

fell sick in September 2007; the doctor diagnosed severe TB, a 

common disease among IDUs, the so-called double infection of TB-

HIV. His friends in the support group took care of his Gakin (short for 

Keluarga miskin or ‘poor family’) card63 so he could be admitted to 

the district hospital. When he returned home, Atma was not fully 

recovered. He had no income for his daily needs and often asked 

Rudi and other friends for food. Though his condition was 

deteriorating, he could not afford hospitalization. Rudi said that the 

Gakin card could not be used for a second time for in-patient 

services. When he could only lie down in bed and it was difficult for 

him to eat, Euis made him jelly. In mid-November 2007, I received a 

text message from Bahrul: ‘Our friend Atma passed away this 

morning. May God bless him’. Afterwards, I learned that his wife and 

children were living with his parents.  

Atma had kept silent to his family about his seropositive 

status, and had only told them he was suffering from TB. Some 

Odha told me that Atma was in denial about his seropositive status 

from the very beginning, which made him refuse medicines. His CD4 

                                                 
63 The Gakin card for poor families allows them to access all public health services 
from puskesmas to provincial/national hospitals for free.  
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count was 78 when he fell sick, the only test he took after he found 

out he was HIV-positive in 2005. Though the doctor advised him to 

begin ARV therapy and Rudi tried to persuade him numerous times, 

he always refused.  

 

Coping tactics in daily life 

 

Being Odha in West Java is a daily struggle for survival. As most 

Odha come from poor families, earning an income is essential to 

meet one’s basic needs. Without special skills, many are engaged in 

NGO activities as outreach workers. People living in environments 

that limit their choices still exercise agency; they develop what de 

Certeau terms tactics (de Certeau 1984; Scheper-Hughes 1993). As 

we will see below, these tactics allow turning the events of daily life 

into opportunities.  

At 4:30 pm on a blistering afternoon in September 2006, 

outreach workers and staff at Klinik Kita were preparing to go home. 

Nani and Atma, both outreach workers, looked upset as their pay 

had been delayed. The financial officer had not returned to Klinik 

Kita after running errands outside the office. I saw Atma approach 

Gumilar and ask for Rp. 2,000 for the bus fare. Nani likewise didn’t 

have enough money to get home by bus. She asked Gumilar if she 

could have a ride, for he also stayed in Cikampek. Gumilar, however, 

was not going home right away. Nani then left Klinik Kita and told me 

that she would hitchhike in one of the company buses, whose drivers 

she knew. She had to manage her daily expenses with care; her 

salary barely met her monthly needs. Nani rented a room for US$ 

13.50 per month and often sent money to her mother in Cianjur. 

Rusdi, her husband, also had a small income and had to support his 

first wife and son.  

At Klinik Kita, I often saw Nani and her friends share food 

during lunch. When she had just received her salary, Nani would 

sometimes order a meal for herself; nevertheless, minimizing her 

expenditures on food and transportation was an ever-present 

concern. She and her friends usually ordered food from one of the 

eateries behind the clinic: a plate of rice with vegetable/chicken 

soup, or fried fish/chicken and a few slices of fried tempe (fermented 

soybean); a bowl of noodles with meatballs or egg; or a plate of 
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gado-gado (mixed vegetables with peanut sauce) with rice or lontong 

(rice wrapped in banana leaves). A meal shared with Zaki, Atma, or 

Inung cost her about Rp 5,000 (US$ 0.60). Sometimes she jokingly 

asked the field coordinator or VCT counselor to treat her to lunch, 

which they sometimes did.  

One day when I was visiting Klinik Kita, Nani asked me for a 

favor. Her mother was sick and needed money to see a doctor. She 

asked whether she could borrow Rp 500,000 (US$ 55), which she 

would repay in installments. That weekend she would go home to 

take care of her mother. As a friend, I lent her the money. Nani had 

no savings to cope with adverse circumstances.  

Unemployed, Atma decided to volunteer at YPI and joined 

the Pantura Plus support group. When Klinik Kita began its 

HIV/AIDS intervention program for female sex workers in early June 

2006, Atma was recruited. Like most Odha I knew in Karawang, 

Atma came from a poor family and never had a steady job. As a high 

school graduate with no special skills, getting a job was no easy 

task; his involvement with Klinik Kita allowed him to escape the 

immediate pressures of daily survival. He received about Rp. 

1,000,000 (US$ 110) per month as an outreach worker, not really 

enough to meet his family needs. In February 2007, Atma decided to 

buy a motorbike, on installments of Rp. 459,000 (US$ 50) per month. 

This meant that almost half of his salary was used for the motorbike.  

 Due to his poor performance over the first year of the 

HIV/AIDS prevention program, Atma’s contract was terminated in 

May 2007. Disappointed and confused, Atma now had difficulties 

supporting his family; his motorbike installments were taken over by 

someone else. Though he received some money from Klinik Kita for 

two months to meet his family needs, in August 2007 he had to start 

asking his friends for help. Rudi, the case manager at Pantura Plus 

and a good friend of Atma, told me that he often came to his house 

to ask for rice, food, and money. One day, Rudi attended a harm 

reduction training in Bandung. Atma knew that Rudi would be 

reimbursed that day and waited for him at his house. Rudi 

understood Atma’s intention and gave him Rp. 50,000 (US$ 5.50). 

But Atma reacted angrily. He shouted, ‘What? It’s not enough for my 

family!’ and threw the money back. Rudi gave him another Rp. 

50,000. Rudi could understand Atma’s frustrations over meeting his 

daily needs; his own condition was hardly any better. Rudi 

complained to me about how he often had to help other Odha meet 
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their basic needs. As an activist and case manager, HIV-positive 

junkies turned to Rudi for help. Euis, Rudi’s wife, told me that Atma 

was experiencing depression particularly because of his financial 

problems.  

 Budi’s story is one of survival. In 2004, he was fired as a 

security guard in an automobile company after a severe bout of HIV-

related illness revealed his seropositive status. As an active IDU 

turned AIDS volunteer, his life was not easy. His income was 

inadequate to support his wife and son and to meet his drug habit. 

After he divorced Neneng and remarried with Leni – an HIV-positive 

woman from Jakarta – in March 2007, Budi rented a room in 

Cikampek, next to Nani’s room. A month later, he and Leni were 

sharing a 2.5 x 4 meter room with Inung, another outreach worker 

from Klinik Kita, to minimize expenses. In September 2007, as Leni’s 

pregnancy progressed, Budi decided to move to Karawang town for 

easier access to healthcare. They rented a 2 x 2.5 meter room for 

Rp. 125,000 (US$ 14) per month. Though he still worked at Klinik 

Kita as a case manager, he also looked for other sources of income. 

He often worked as an illegal roadside parking guard, not far from 

the Pantura Plus office. He could get between Rp. 10,000–20,000 for 

half a day, which was enough, according to his friends, to buy a 

small amount of putauw. Less than a month after Leni delivered a 

baby girl in December 2007, Leni’s mother took the baby to her 

home in Jakarta. Though free formula milk was available from YPI, 

Budi told me that he could not afford to feed the baby. He and Leni 

were fortunate that Leni’s mother was taking care of their baby girl.  

 In Indonesia, it is common for grandparents to be involved in 

the raising of grandchildren. The HIV/AIDS epidemic, however, has 

added another dimension to this custom. When parents fall severely 

ill or pass away, grandparents must take full responsibility for their 

grandchildren. Both Budi and Leni moved into Leni’s parents’ house 

in Jakarta when Budi could not find a regular job. Less than a year 

later, Leni prematurely delivered another baby girl. One month after 

the baby’s birth, I arrived at their house just when Budi was about to 

leave. Looking skinny and gloomy, he clutched a guitar in his right 

hand. Later, Leni told me that Budi did ngamen (singing in public 

places) to make a living. She seemed to be suffering from a 

respiratory infection, indicated by shortness of breath. Her newborn 

lay on a mattress on the living room floor, warmed by a light bulb. 

She and Budi slept in the living room as well. 
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In November 2006, I had a conversation with Rudi, Firman, 

and Arif – a VCT counselor – about the harm reduction program at 

Pantura Plus. After discussing its constraints in the field, Rudi and 

Firman changed the subject. They were worried about the Family 

Health International-funded program ending next month. Nani was 

likewise worried that the HIV prevention program for female sex 

workers, also funded by Family Health International, was scheduled 

to end in December 2006. Over lunch at a small eatery, Bahrul – 

another VCT counselor at Pantura Plus – shared his observations 

about the many Odha engaged in the HIV prevention program.  

 

They easily feel insecure about their jobs, particularly when 
they hear that the program [is] almost finish[ed]. It turns 
them down, in spirit, in doing outreach…. [I] can 
understand because they don’t have other resources. For 
some, no job means no money to buy (illegal) drugs… 

 

Bahrul often had to listen to the complaints of Odha at Pantura Plus. 

As we saw in Chapter 3, many IDUs had begun their addictions at a 

young age. Most of them had only finished high school and had 

difficulties finding work in Karawang’s industrial zone. Migrants with 

better educations even took the blue collar jobs.  

To make ends meet, Budi, Nani, and Atma shared living 

arrangements and food, turned to their social networks of relatives, 

peers, friends, and colleagues, and looked to the informal sector for 

cash earning opportunities. Not having enough resources to maintain 

their health and support their families often led to frustration and 

depression; daily survival remained in question even as their 

physical health improved. This economic hardship, intertwined with 

the fear of stigma, loss of family support, and fragmented healthcare, 

often results in Odha leading precarious lives.  

 

 

Support from family  

 

The dynamics of stigma and disclosure must be seen against the 

background of death from AIDS. Some Odha who disclosed their 

seropositive status to their families encountered no discrimination 
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from other family members. Nani, Rudi, Dina, Budi, and Taufik were 

accepted by their families as Odha. Disclosure within families, 

however, has its boundaries; usually it is to the nuclear but not to the 

extended family. Emotional support from family members may 

enable Odha to live positively, particularly if they have acquired 

understanding about HIV and AIDS, as was the case with Nani, 

Dina, and Budi.  

 Chandra’s case illustrates how some families devote their 

resources to the care of AIDS patients. I met Chandra in one of the 

support group meetings in Pantura Plus in September 2006. He was 

25 years old, a college student from a middle class family. He was 

good looking, tall, and slender. He had learnt his HIV status in July 

2006 and joined Pantura Plus as a volunteer. He was easy going, 

often joking when I saw him among friends. Chandra never disclosed 

his HIV status to his family, though he felt close to his mother. In 

November 2007, he married Yuni, an administrative staff member at 

a private computer academy. 

After more than a month of not seeing him, Rudi told me in 

late January 2007 that Chandra had fallen ill. A week earlier, 

Chandra had seen a doctor in a private hospital who advised him to 

go to Dharmais hospital. On a rainy day, Rudi and I visited him; his 

house was just 300 meters from the Pantura Plus office. His mother 

welcomed us and we followed her to the living room. Chandra was 

lying on a mattress in front of the TV. Next to him, his younger 

brother was watching a film. Chandra’s eyes were shut when Rudi 

called to him; his hand felt warm when I shook it. He closed his eyes 

again and covered himself with a blanket. Black blotches (probably a 

symptom of Kaposi sarcoma)64 were apparent on his face and arms. 

‘His CD4 is 19’, Rudi said to me. His mother told us that Chandra 

was finding it difficult to eat and often vomited, so she had to blend 

fruits for him. ‘He doesn’t open [up] to me’, said his mother, despite 

her expressed readiness to accept whatever was wrong with him. 

The next day Rudi accompanied her as she took Chandra to 

Dharmais hospital in Jakarta. The following day Rudi informed me 

that the doctor had prescribed a TB test and some medicines to treat 

opportunistic infections.  

                                                 
64 Kaposi sarcoma is ‘a cancer that causes patches of abnormal tissue to grow 
under the skin, in the lining of the mouth, nose, and throat or in other organs’ 
(http://www.nlm.nih.gov/medlineplus/kaposissarcoma.html) (accessed 31 August 
2011). 
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About two weeks later I heard that Chandra had been 

admitted to Dharmais hospital. His mother, his wife Yuni, and his 

younger brother were in the room when I visited him. Chandra tried 

to sit up in bed with his brother’s help; he looked pale and thin, and 

stared blankly at me. His left arm was shaking when he raised it. An 

infuser was attached to his left hand and a nasogastric tube to his 

nose. He did not say a word. Yuni said that the family had not known 

that Chandra was HIV-positive; they only found out in the hospital 

when the nurse told them. Yuni asked, ‘Why didn’t Rudi and other 

people at Pantura tell us about the disease? Are they afraid we will 

be shocked? If we knew from the start, we could have done better to 

help him’. She told me that if Chandra’s friends at Pantura Plus 

knew, there should be no more secrecy. ‘But why don’t they tell the 

family? If he died, wouldn’t they regret it?’ she asked. In a week in 

the hospital, she saw and learned more about HIV/AIDS from the 

family members of other patients. Yuni sounded optimistic that her 

husband would recover; she had seen patients in the room recover 

after suffering severe illness like Chandra.  

Five weeks after being hospitalized, Chandra was back at 

home. Rudi told me that Chandra’s family had spent tens of millions 

of rupiah for medical and other costs since they had no health 

insurance. He looked better when I visited him at the end of March 

2007, though he walked slowly and was still thin. The black botches 

on his face and arms had disappeared. His hand trembled as he 

poured water into a glass. He said the doctor had prescribed nine 

kinds of medicine and that he had to see the doctor the following 

week. I was in Amsterdam when I heard the news that Chandra had 

passed away in September 2007. Rudi told me that Chandra had 

fallen ill again and had been admitted to Dharmais for a month. His 

parents could not afford the medical costs and had to apply for 

SKTM65 to obtain benefits from Askeskin66 for free healthcare at 

public hospitals. Chandra’s case shows how his family provided 

emotional and social support, although they only learnt his HIV 

status indirectly when he became severely ill. His family did not shun 

                                                 
65 SKTM (Surat Keterangan Tidak Mampu) is a letter certifying that the bearer is 
poor. SKTM is formally released by the village head and is legitimized by the sub-
district head.  
66 Askeskin (Asuransi Kesehatan untuk orang Miskin) is health insurance for the 
poor. A patient must have SKTM to obtain benefits from this insurance when he/she 
needs free health services at a public hospital.  
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him as he had feared. With such positive support from his family, 

Chandra’s story could have been different if he had disclosed his 

HIV status from the very beginning.  

 

 

Fragmented healthcare 

 

Atma and Chandra’s deaths were preventable – testaments to the 

fragmented healthcare system for HIV/AIDS. Why did Chandra have 

to go to the hospital in Jakarta? Why could Atma not use the Gakin 

card for a second time? In theory, Karawang’s public district hospital 

has the capacity to handle AIDS patients; some of its doctors have 

been trained at the provincial level for this purpose. Nevertheless, 

doctors there felt they lacked experience to adequately treat AIDS 

patients. As I discussed in Chapter 2, the local government’s 

response to the epidemic has been hampered by lack of 

commitment, inconsistencies in policy implementation, and lack of 

coordination among related institutions.  

NGOs such as Pantura Plus and Klinik Kita are crucial in this 

resource-poor setting as they provide care, support, and treatment. 

Nevertheless, NGOs have their limitations. First of all, they rely on 

international funding. They make ARV medicines available, but 

without regular doctors to monitor adherence; they recruit Odha as 

outreach workers but are unable to care for all of their needs. NGOs 

also facilitate support groups for Odha, known as KDS (kelompok 

dampingan sebaya or peer support groups). These groups meet 

irregularly for members to share their experiences of illness, ARV 

therapy, drug addiction, disclosure, and encounters with the health 

services. Doctors sometimes join in, providing information on 

HIV/AIDS and possible treatments. When asked what benefits they 

derive from these support groups, most Odha refer to the knowledge 

they gain. They also felt that, to a certain extent, meeting others in 

the same predicament fostered a collective identity among them. As 

Euis said to me, ‘[I have] many friends like this. [I’m] not alone’. 

Nevertheless, these support groups do not (yet) function as self-help 

groups.  

Mol (2008) states that the broad, ongoing process of care 

involves bodies, technologies, knowledge, and people – all of which 

have to interact effectively to achieve the desired result. Care for 
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Atma, Chandra, and their fellow Odha involved healthcare providers, 

medicines, their families, NGOs, and support groups. Still, the result 

was often not the desired one. In some cases, families and support 

groups provided ‘good care’ but the health services lacked capacity; 

in other cases, support groups helped Odha access the health 

services and healthcare providers did their best to treat them, but the 

family lacked resources to buy proper food and medicines. In still 

other cases, healthcare professionals provided good treatment and 

the family took good care of the patient, but the patient refused to 

take the medicines due to self-stigma and denial.  

The healthcare system for HIV/AIDS in Karawang is 

fragmented. The public hospital is slow to respond to the treatment 

needs of Odha, the local Health Office has a limited budget for 

HIV/AIDS prevention and treatment, the local AIDS Commission 

does not coordinate prevention efforts, the NGOs rely on 

international funding agencies, support groups remain under the 

shadow of the NGOs, and most Odha live in economic hardship and 

suffer from self-stigma, limiting their access to health services. 

These intertwining variables lead to the precarious lives of Odha. At 

the end of the day, many Odha are on their own in their daily battle 

for survival. Many AIDS deaths in Karawang are not officially 

recorded, which means that they are not counted in the national 

statistics.67  

 

 

Conclusion 

 

This chapter has recounted the ‘deep illness’ narratives of four 

Odha. Most combined Frank’s ‘quest’ and ‘chaos’ narratives – the 

latter dramatically ending in death for Atma and Chandra. Their 

narratives revealed the dynamics of stigma and disclosure in daily 

life, and how illness relates to economic hardship. We further saw 

the tactics Odha use to cope with economic hardship, such as 

sharing food and living arrangements and making use of their social 

networks.  

                                                 
67 Odha who die at home are not recorded as having died of AIDS-related diseases. 
Most Odha learn their status through the VCT services of NGOs, which report all 
cases to the KPAD and Dinas Kesehatan.  
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Although self-stigma was salient, it sometimes lost its power 

through disclosure. Disclosure to family members did not always 

result in stigmatization, as many Odha feared. Some cases revealed 

the significant roles played by family members and support groups in 

caring for Odha who had fallen ill. Nevertheless, the fragmented 

healthcare system in Karawang continued to lead to premature and 

preventable deaths. 
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Chapter 6 
 

Managing Marital Relationships 
 
 
 
HIV/AIDS is not only an individual illness, but an illness of the family. 

The presence of HIV/AIDS has different consequences for different 

families, just as illness progressions differ. I observed that the impact 

of illness was felt in some families even before the diagnosis of HIV. 

This affected the lives of couples as well as their extended families.  

 Nani was a divorcee when, before knowing her seropositive 

status, she suffered opportunistic infections. Dina did not know that 

her husband had died of AIDS until she took the required medical 

test to be an overseas migrant worker, which confirmed her own 

HIV-positive status. Being the eldest daughters in their families, both 

Nani and Dina had to provide for their younger siblings by working 

outside the village.  

Gender inequality often puts the wife in a disadvantaged 

position vis-à-vis the husband. Gender norms prescribe that the 

husband is the head of the family, whether or not he fulfills the 

expectations associated with this role. Wives often find it difficult to 

speak up; they have been taught to obey and keep silent, to uphold 

family harmony (Sciortino 1999:236-237). As we will see below, 

being HIV-positive can further disadvantage the position of wives.  

Tika, an ex-junkie, talked about her family life with her first 

husband, who was also a junkie. She came from a middle class 

family whose fortunes declined after her mother (the main 

breadwinner) passed away.  

 
After [I] married, I stayed at [my] parents-in-law’s house, 
though not for long because I was uncomfortable with my 
husband’s sister. She didn’t like me getting married 
because her brother was not ready and had no job. I 
couldn’t stand it, so I finally moved to my house. I felt 
uneasy with my parents-in-law because she [mother-in-law] 
was so kind…. Staying at my house, my husband didn’t 
look for a job, though he promised me that he would. It was 
a shame to my parents that my husband had no job. But it 
seemed he had no motivation, only wanting to hang out…. 
He was kind to me when he wanted to make love. 
Sometimes I felt reluctant, but a wife must obey her 
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husband. So what can you do? It made me upset! (Tika, 
age 24). 

 

Tika’s husband, Dadang, preferred hanging out with his friends. 

Even the birth of their first baby had little effect.  

 
He kept drinking. He promised to look for a job, but what? I 
was happy with him only for the first five months. He cared, 
our sexual relationship was very good…. But when he 
started drinking, I was feeling ill because I was pregnant.… 
I was stressed because my daily needs were on my mom’s 
expense. I was ashamed! I often talked to my husband, but 
he never seemed to understand and had no shame. 
Though we lived in my house, we were like guests. It 
sucks! When I was about to deliver, my husband was not 
around.… I expected he would take care of me, but it was 
my mom, again, who bothered. I felt so sinful. I was taken 
to the hospital. My family worried about my baby because 
the doctor said she gulped my water. My water was green, 
but finally my baby was safe and healthy after [she was] 
admitted for seven days. I gave birth in September 2001. 
My parents-in-law and mine were so happy. But when she 
was four months, she suddenly fell sick. The doctor said 
she had acute lung disease. Her chest looked blue. 
Eventually she died, on 11 January 2002. I was deeply sad. 
My parents too; she was their first grandchild… I was so 
stressed, shocked! My first child, who suddenly died. 

 

A month later, Tika’s mother passed away. Tika recounted her 

sorrow at this time; her mother was a figure who had always loved 

and protected her.  

 
She passed away before my eyes. I was whispering 
istigfar

68
 in her ear because she looked so severe. She had 

kidney failure. She started hemodialysis, but just once.… I 
wanted to repay my mistakes, always disappointing [her] 
and making her sad. When she passed away, I felt a deep 
loss. 

 

 

Tika now followed Dadang and moved back to her parents-in-law’s 

house. Dadang’s sister remained unwelcoming. Tika decided to look 

                                                 
68 Istigfar is a chanting prayer that usually addresses a dying Muslim. Generally, 
istigfar is an expression of remorse for misconduct according to God’s law.  
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for a job, finally finding work as a garment factory worker. Dadang 

subsequently found a job as a driver. Confident of a better future, 

they rented a small house near her workplace. But while Tika saved 

money for their future, she felt Dadang was being dishonest about 

his income, which he did not divulge to her. Tika then became 

pregnant. 

 
When I had been working for four months, I quit because I 
was pregnant again. My mother-in-law forbade me to work. 
She worried about my baby. Actually, I seldom made love 
to my husband…. He didn’t want to use [a] condom, but I 
also [did] not use contraceptives. I asked him to ejaculate 
outside, but at last, it happened. 

 

When Tika was about to deliver, Dadang quit his job without clear 

reason. Her parents-in-law took care of the hospital costs, and she 

gave birth to a baby girl, Asih. Shortly thereafter, Tika’s health 

started to deteriorate. One day she noticed that her tongue had white 

patches and she spoke to Dadang. He said, ‘You know, that’s a 

symptom [of] people with HIV. Before you used it [injecting drugs], 

right? That must be HIV’. While she did not believe him, she was 

afraid. Her four months-old baby girl also suffered from recurrent 

illnesses.  

Tika experienced numerous symptoms, from fever to 

hemorrhoids to wasting. Suspicious about her worsening condition, 

her father advised her to go to the hospital. The doctor suggested 

she do an HIV test, and the result turned out to be positive. Knowing 

her status, Dadang reacted bluntly: ‘I don’t want to be with you 

anymore. If I’m infected, I still have five years to have fun. I don’t 

want to take care of sick people like you’. Dadang’s family – except 

her mother-in-law – also discriminated against her, forcing Tika to 

live with her father again. She decided to test her baby; Dadang 

agreed to test as well. Tika’s daughter Asih was HIV-positive, her 

husband negative. Shortly thereafter, Dadang came to her house 

and proposed a divorce, to which Tika agreed. After the divorce, 

Asih’s condition declined rapidly. After a week in the hospital, she 

died. Mourning, repentance, and feelings of sin engulfed Tika.  

Tika’s married life reveals the difficulties many wives 

experience communicating with their husbands. Gender inequality in 

their relationship forced Tika to assume the couple’s economic 

responsibilities, and she had no autonomy over her reproductive 
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destiny. Her seropositive status further made her the target of stigma 

and discrimination from her husband and his family.  

As we saw in Chapter 4, Dina became a housewife after she 

remarried since her new husband Alim prohibited her to work. She 

had disclosed her HIV status to Alim before they got married, and he 

had accepted her condition. During a visit to her house in Ciliman 

village in late January 2007, she looked gloomy and sad. She also 

appeared thinner than a few months ago. Dina quietly told me that 

Alim had strictly disallowed her to engage in any activities outside 

the house. A few months before, Pantura Plus had offered her a 

place in an ARV treatment advocacy program, which she had to 

decline. Alim would look for her even when she visited the 

neighbors. She felt depressed: ‘I’m tired. Tired of many things’. Other 

aspects of Dina’s behavior suggested a poor marital relationship. For 

instance, she had a cellular phone that she hid from her husband 

and only occasionally turned on. I knew that if Nani or I received a 

text message from her, it meant that Alim was not around. Once she 

asked me not to let Alim know her mobile number.  

 Dina and Alim’s relationship seemed even worse when I met 

Dina at Nani’s place in late March 2007. She had just returned from 

Cikampek market with Nani. She was planning to join the four-day 

life skills training for Odha in Bandung; a staff member at PKBI 

Bandung had invited her. Alim, however, had not given his 

permission. This made Dina desperate. They had quarreled and it 

seemed that Alim had hit her; Dina showed Nani the bruise on her 

back. She now ran away from home and stayed at Nani’s place. 

After the training she returned to her house, but her marriage was in 

dire straits.  

One day in October 2007 I got a text message from Dina. 

She told me that she had diarrhea and that she had stopped taking 

ARVs for three months. When I called her, her voice sounded sad 

and weak. She was in Sukabumi, a town in southern West Java. She 

had been away from home for three months because her 

relationship with Alim had deteriorated. She told me that she was 

longing for Andre, her son. Several weeks later, I heard from Nani 

that Dina had returned to her village after Alim left her house to avoid 

debt collectors.  

 Dina’s married life illustrates her husband’s authority. She 

was afraid to openly oppose his wishes, fearing his anger and 

violence. Alim was the family head and breadwinner, and demanded 
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Dina’s obedience. Dina could only show her autonomy by running 

away. 

Budi, 29 years old, was an ex-junkie who used to work as a 

security guard in a Karawang factory. He suffered from diarrhea, 

thrush, and toxoplasmosis until he was tested for HIV without 

counseling in early 2004. The result was positive. All the medical 

costs at the time were charged to the company, but afterwards he 

was fired due to his HIV status. Unemployed and not yet fully 

recovered, Budi joined the YPI village post as a volunteer and 

became an HIV/AIDS activist. He felt fortunate that his wife and four 

year old son were HIV-negative.  

His wife, Neneng, slowly came to understand HIV/AIDS as 

Budi shared his knowledge from the various trainings. However, his 

income as a volunteer was uncertain. To meet their daily needs, 

Neneng opened a small stall in their rented house; later she worked 

as a shopkeeper in the mall. Budi spoke positively of his marriage. I 

noticed that Neneng often joined YPI and Pantura Plus trainings, 

workshops, and campaigns, although only as an observer or 

volunteer. The first time I met Neneng in 2005, she told me that she 

wanted to participate in YPI activities to know more about HIV/AIDS. 

Budi reported: 

 
Some time ago when I relapsed and drop [felt weak], 
support from [my] family was good for me to stand up 
again. Yeah, until now family support is good, particularly 
my wife who also knows about HIV [because of the 
information] that I shared. 

 

Sometime after this, however, their marriage went into decline. It 

started when Budi relapsed and started using drugs again in 

November 2006. I got the story from Euis. Neneng had told Euis that 

her bank savings were almost depleted, though she had never 

withdrawn from them. Her ATM card was only used by her and Budi. 

Neneng had never imagined that Budi would withdraw money 

without her consent. She had also assumed that Budi stayed away 

from drugs. According to Euis, Budi had relapsed heavily and was 

injecting drugs every day. When I met Budi in late January 2007, I 

asked about Neneng. He answered briefly, ‘I don’t know. She didn’t 

come home for several days. I don’t care [if my] wife goes away, I 

can look for another one’.  



Life and Death with HIV/AIDS 

117

 

Sometime in March, I learned that Budi had just married Leni, 

an HIV-positive woman from Jakarta. Probably they did kawin sirri.69 

They rented a room in Nani’s place in Cikampek. Budi and Neneng’s 

relationship remained unclear as they were not legally divorced. 

Later, Budi told me that he divorced Neneng verbally, which for him 

was legitimate under Islamic law. 

 These vignettes all reveal aspects of the inequality between 

husbands and wives. As wives, as mothers, and often as 

breadwinners too, women shoulder most of the family 

responsibilities. Their HIV status does not affect relationships within 

the family. Men – whether they are HIV-positive or not – perceive 

themselves to be the heads of families, regardless of whether they 

fulfill their socially expected roles.  

 

Negotiating identity: between silence and disclosure  

 

Studies in many parts of the world have shown that accusation, 

stigma, and discrimination are the dominant social responses to HIV 

and AIDS (Sontag 1989; Farmer 1992). These responses can be 

considered the primary social problems of the pandemic. Accusation, 

stigma, and discrimination are also experienced by caregivers, family 

members, and close friends due to their relationships with Odha. 

Stigma and discrimination must be understood in terms of power 

relations in society that reflect and reproduce the inequalities of 

class, gender, age, race, ethnicity, sexuality, and sexual orientation 

(Paiva et al. 2003; Parker and Aggleton 2003). Gross differentials in 

power fuel stigma and discrimination, for instance against lower 

class sex workers. As I discussed in Chapter 3, HIV/AIDS in 

Indonesia is largely seen as a ‘prostitute’s disease’, one that 

symbolizes sinfulness, amorality, infidelity, and promiscuity. Hence 

sex workers are often raided by police who perceive them as a social 

pathology, or by conservative Islamic groups who see them as 

destroyers of morality.  

                                                 
69 Kawin sirri literally means ‘secret marriage’. It is a common practice among 
Indonesian Muslims. Though religiously legitimate, it is not registered at the 
Religious Affairs Office (KUA), and is usually witnessed by close relatives or friends. 
Kawin sirri is also practiced by men who already have a wife but who do not want to 
openly practice polygamy. The phenomenon also occurs among university students 
in Yogyakarta as a way to avoid premarital sex and sin (Nurhaedi 2003). 
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Fear of stigma and discrimination deter Odha from disclosing 

their seropositive status. In almost all the cases I came across, 

disclosure was limited to an inner circle of parents or siblings, a 

spouse or current sexual partner, one’s closest friends, peer group, 

or support group.  

This section examines the problem of disclosure, particularly 

in the context of the spousal relationship, and how being HIV-

positive influences one’s sexual and reproductive practices. My 

respondents perceived the term Odha (i.e. PLWHA in Indonesian) as 

encapsulating the identity of being an HIV-positive person. 

Nevertheless, the term is used almost exclusively within the world of 

HIV/AIDS activism, and is still not widely understood by the general 

public (Boellstroff 2009:358). How does an Odha decide whether, 

when, what, and to whom to disclose? As we will see, Odha employ 

various strategies to deal with their stigmatized identity.  

 
It depends on us. My neighbors don’t know… I think other 
people don’t need to know. People are not always 
accepting of us with this disease. Our child [is] 
discriminated [against], isolated by people… so don’t let 
people know (Vera, age 28). 
 
Until now I still keep secrecy, my family doesn’t know. They 
only know I have lung disease. I also said just lung disease 
(Nani, age 31). 
  
I don’t want to disclose… until the end of my years. Just me 
who knows. My family won’t accept it (Yetti, age 30). 

 

I asked Jaya whether his neighbors knew he was HIV-positive. He 

thought that they might, perhaps from other people. I asked how he 

knew whether other people knew. Jaya told me that sometimes 

when he hangs out and drinks with his friends, the head of the RT 

(neighborhood unit) scolds him: ‘Jaya, you’re already sick, [and] still 

hanging out. You better go home’. However, he said that he did not 

feel any stigma or discrimination from his neighbors. Although there 

were instances of involuntarily disclosure by someone else, most 

Odha in this study avoided voluntarily disclosing their status in their 

community. In Jaya’s case, he only assumed that his neighbors 

knew. As an activist, Jaya was perhaps more self-confident than 

other Odha. Still, he did not voluntarily disclose his status.  
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 I asked Firman whether his parents knew his HIV status. He 

answered, ‘Not yet. When I wanted to test, I only told them that I 

might have hepatitis. So they only know I did [a] hepatitis test’. When 

he became more active in Pantura Plus, he often brought home 

HIV/AIDS brochures and put them on the table in the living room. He 

expected his parents would read them.  

I talked to Jajang’s mother while sitting beside his mattress in 

the living room. His mother said that Jajang did not want to talk 

openly about his illness, though she could understand and accept his 

condition. Sometimes she sought information from his friends in 

Pantura Plus, but this angered Jajang. His father did not know much 

about his condition, his mother said.  

One strategy for concealing one’s serostatus is to ‘cover’ 

HIV/AIDS with other illnesses. But such ‘covering’ only works until 

the illness progresses to reveal the truth. Later during my fieldwork, 

Firman explained to me that his parents probably knew he was at 

risk due to his drug use. In addition, his younger brother – also an 

IDU – suffered severe illness and was bedridden for more than a 

month until he died of AIDS. 

Some Odha who disclosed their HIV status to immediate 

family members found it less difficult. Jaya talked to me one 

afternoon at the Pantura Plus office. He recounted that when he 

decided to go for HIV testing, he already had enough information. He 

was suffering from opportunistic infections when he took the test, 

and after receiving the result he immediately told his parents. His 

father reacted by saying, ‘You have to accept it. That’s the risk’. I 

asked Jaya how his father could so easily accept his son being an 

Odha. Jaya said it was probably the media, which carries news 

about drug use and HIV. Other Odha also experienced few 

difficulties disclosing to close family members: 

 
Everybody knows. My mom also knows. I’m the youngest. I 
have an older brother and an older sister. They know (Yuni, 
age 32). 
 
My family knows. Father, mother, younger brother. Even 
my niece often reminds me to take medicine…. My sister 
also supports me (Rudi, age 28). 

 

A few Odha disclosed to their parents-in-law instead of their own 

parents. Euis told me that her parents-in-law were kind and open to 
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her because they were already informed about HIV/AIDS; however, 

she kept silent to her own parents. Tika also felt comfortable with her 

mother-in-law, who always cared for her.  

 Disclosing one’s HIV status can disrupt relationships. This is 

most obviously the case in the intimate relationships Odha have with 

lovers, partners, and spouses. In large part, this is because HIV is 

perceived to affect only those who fall short of the norms of 

respectable behavior (Korner 2007:146). The fear is to be labeled as 

‘promiscuous’ or worse. For example, Randy was a widower whose 

wife had died of AIDS but wanted to remarry. He had a girlfriend who 

did not know his HIV status; he was afraid that she would run away if 

she knew. I asked Firman, one month after he got married, whether 

he had disclosed to his wife. He replied, ‘Not yet. I’m still confused. [I 

am] afraid that she will react, “Why didn’t you tell me before?”’. 

Though she knew he had injected drugs and that he worked as an 

outreach worker in an HIV/AIDS program, it seemed she had no idea 

that he could himself be infected.  

After learning that he was HIV-positive, Atma, an ex-junkie, 

needed time to disclose to his wife. He said he was not sure about 

the test result and told me he wanted to take a second test. Atma 

also questioned the level of confidentiality at Pantura Plus. At first, 

only he and the VCT counselor knew; Atma also knew he had the 

right to choose whether to disclose his HIV status to others or not. 

But shortly thereafter, everybody active at Pantura Plus knew his 

serostatus. He commented that it was ‘perhaps because they are my 

peer group’. Atma eventually disclosed to his wife. She reacted by 

asking, ‘How about me? Am I infected? Our children?’ Atma tried to 

explain that he was infected when he was a junkie. He also gave his 

wife brochures about HIV/AIDS. His wife nevertheless worried 

because she had previously been addicted to marijuana. She 

thought any kind of narcotic could transmit HIV.  

  The story of Tati70 reveals the difficulties experienced by an 

HIV-positive woman to identify as an Odha. Tati was an ex-junkie 

who had passed through hard times in her life – from a happy middle 

class family to career woman to drug user to street singer. She 

contracted HIV by sharing needles. She found out after divorcing her 

first husband, but told no one about it. A divorcee for four years with 

                                                 
70 I would like to thank Enrico for doing the in-depth interview with Tati. 
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two children, she met her soul mate, Jodi, and remarried in June 

2002. She recounted her feelings when Jodi asked her to marry him. 

 
I was in his mother’s house. We were chatting, and he 
suddenly said that he wanted to marry me… I was 
speechless, didn’t know what to say… I was confused 
because I was thinking only one thing, the fact that he 
doesn’t know I’m HIV infected. That’s all! But Jodi has told 
his mother everything about me. Ex-junkie... blah blah… 
and he said his mother didn’t mind… I only thought, be 
honest… no… be honest… no… that’s it. Finally I decided 
to strictly keep my secret. I didn’t know what the reason 
[was] at that time. I just did not want to be honest. If he had 
to know, not from my lips… I was really scared. 

 

Their honeymoon was the beginning of an agonizing period.  

 
I was so scared at that time. What should I say if I have sex 
with him? He didn’t know I’m HIV [positive]… I felt so 
agonized. If I have to be honest, I’m scared… I lied to him. I 
said that I was ‘getting it’

71
… What should I do? Being 

honest is impossible. Having sex with him, though the risk 
was low, I was afraid he would [be] infected. At that time he 
looked disappointed, but we didn’t quarrel. He understood 
that’s [my] monthly period… I felt guilty. Not comfortable to 
keep lying. My life was uneasy at that time.  

 

This story reveals how Tati felt self-stigma as an HIV-positive 

woman. She feared that her partner would reject her, even though 

he had accepted her as an ex-junkie, divorcee, and street singer. 

She felt guilty for lying to her husband, and was afraid of infecting 

him. Her background as a junkie, which had ruined her family life – 

she was divorced and abandoned – was the reason she did not 

disclose her seropositive status. She feared being abandoned again.  

Disclosing one’s identity as an Odha always involves 

interpretation and negotiation in different social contexts. Disclosure 

must be perceived as a process that requires gradual adjustment on 

the part of Odha vis-à-vis their spouse/partner, family, peer group, 

and community. The result of disclosing one’s HIV status remains 

                                                 
71 ‘Aku bilangnya lagi dapet’. The phrase ‘lagi dapet’ literally means ‘getting’. 
Women usually use this term when they are menstruating.  
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uncertain. Some instances led to acceptance and support; others led 

to stigmatization, rejection, and blame.  

 

Negotiating risk: sexual and reproductive practices  

 

An important discourse in the international AIDS community favors 

the rights of individuals to ‘just say no’ to routine HIV testing in 

healthcare settings and, if found positive, to not inform their sexual 

partner(s) if this can result in personal harm (Dixon-Mueller 

2007:285). This discourse is problematic as it disregards the 

responsibilities within the sexual rights of individuals, and also 

ignores the rights of sexual partners to be informed of the health 

risks to which they may be exposed. This section focuses on how 

Odha negotiate the risks of infection within their sexual and 

reproductive practices. Fear, shame, and ambiguity are again central 

to the story. 

Atma had two children and did not intend to have more. His 

wife, Atik, used the contraceptive injection. I asked what would 

happen if the contraception failed. Atma said that a child is a gift 

from God, so he would accept it. Since Atik had not yet been tested, 

I wondered whether they used condoms. He told me:  

 
I use them when having intimate relations. But my wife said 
it’s uncomfortable. So I use condoms only occasionally. If I 
feel weak and less healthy I will use a condom. Because 
I’m worried if the many viruses in my body can infect my 
wife. I [would] feel sorry if she were infected.  

 

As an outreach worker for sex workers, Atma had attended several 

training sessions on HIV/AIDS. He knew that the lower the viral load 

in the body, the lower the risk of HIV transmission. Hence he 

believed that whenever he felt ‘badan lagi enak’ or that ‘the body 

[was] in good condition’, he had a low viral load and condoms were 

unnecessary. When I asked about the rash on his arms and legs, he 

said it was an itchy skin disease that was not caused by HIV. Atma 

was in partial denial. In March 2007, he did a CD4 test and the result 

was 75. But he still refused to take ARVs when the doctor prescribed 

them. 
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 I interviewed Firman for the first time in late August 2006. He 

had found out that he was HIV positive in January of that year. 

Firman had a girlfriend whose parents were encouraging him to 

marry. But he was hesitant due to his seropositive status. As he did 

with his own parents, he started to indirectly ‘disclose’ to his girlfriend 

by telling her of his past as a junkie and giving her leaflets about 

HIV/AIDS and drug use. He expected that she would realize the risks 

of infection, but it seems this was not the case. As I talked to him, it 

became clear that he intended to marry her without disclosing. In late 

December 2006, Firman married Tanti in a modest wedding 

ceremony. Before the marriage, he told me that he would delay 

having children and would not mind using condoms. When I inquired 

about Tanti at the end of January 2007, Firman said that she was 

already two weeks pregnant. Was the pregnancy planned? ‘No 

actually. I was thinking that if [it was] only the first time having sex 

[she] would not get pregnant’, he said a bit shyly. I asked him why he 

did not use a condom at that time. ‘I don’t know. I’m so happy that 

finally I got married. I just didn’t think about the risk that time. Maybe 

I’m so glad’. He added that his condom use was inconsistent, but 

that ‘I am also often coming outside’. So he practiced coitus 

interruptus. For the time being, Firman said, he was not having 

intimate relations with his wife due to her pregnancy.  

Firman’s case shows us that emotions – feelings of 

happiness, intimacy, and love – intertwine with reproductive beliefs 

and influence sexual practices. Firman’s belief that having sex for 

the first time does not lead to pregnancy is common among 

adolescents in Indonesia. Lack of sexual and reproductive 

knowledge is still the norm among young people.  

 As I recounted in Chapter 4, Nani delivered her first baby in 

1995, which then died after seventeen days. Towards the end of my 

research period, at the age of thirty-one, she wanted to have another 

child. After marrying Rusdi, she used the injection contraceptive but 

it was ‘gak cocok’ (literally meaning ‘not a match’) because it made 

her bleed. She stopped using it and did not replace it with other 

contraceptives. Nani told me several times that to be pregnant she 

had to have a high CD4 count. The last time she did a CD4 test was 

in 2005.  
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I really, really want to have [a] child because my only child 
died… If we want to have [a] child the CD4 is important… 
I’m confused. 

 

She also had irregular periods, which made her anxious about 

whether she was pregnant. Nani shared her feelings with me: 

 
Once Gumilar [her friend] asked me, ‘What happened with 
you?’ I said, ‘I’m stressed. May I share with you?... 
Honestly, I didn’t get [my] menstruation since the fasting 
month’. ‘Maybe you’re pregnant’, Gumilar said. ‘You don’t 
use condoms?’ he asked. I said to him, ‘Honestly, I want to 
have a child’. 

 

The point of her answer was that she wanted a child. She did not 

reply directly to Gumilar’s question, though she did reveal that she 

was not routinely using condoms, despite knowing that this placed 

Rusdi at risk. Nani did not disclose her HIV status when she married 

Rusdi. She was afraid that it would jeopardize their relationship. A 

few months later, she decided to disclose for she felt Rusdi would 

understand her condition.  

 
First, mas

72
 Rusdi was startled. But he didn’t have any idea 

what HIV is all about. I tried to explain it. HIV is like this and 
this…. He then tried to understand and said he can accept 
me as I am. I felt relieved. Slowly I also encouraged him to 
take the test. 

 

I noticed that Rusdi was supportive of Nani when he came to an 

Odha gathering night held by KPAD Karawang. It was the first time 

for him to attend such an event. He told me that he did not know 

much about HIV/AIDS and mostly received his information from 

Nani. I asked about Nani’s desire to have children. Rusdi said that 

he had told her to consult a doctor. He did not mind having another 

child though he already had one with his first wife. He also agreed to 

undergo HIV testing if it was for free.  

 In mid-March 2007, I received a text message from Rusdi 

informing me that Nani was pregnant. I called Nani on Rusdi’s 

mobile and asked her how she knew she was pregnant. She had 

                                                 
72 Mas is a Javanese term of address for elder brother. A wife can call her husband 
‘mas’ if he is older than her.  
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used a pregnancy test kit available in any pharmacy. Nani said she 

was confused and had been crying. She really wanted to have a 

child, as her first baby had died. She asked me what she should do, 

and what about the ARVs. I suggested she go see a doctor at 

puskesmas Karawang, to confirm that she was pregnant. On 12 April 

2007, I called Nani to just say hello. Dina answered. She was at 

RSUD Karawang, taking Nani to see a doctor because she had 

miscarried. When I arrived, I saw Nani sitting in the corner of the 

waiting room. She was with Budi, Dina, and a young woman whom I 

later knew as Nani’s contact person in her outreach work. They were 

waiting for the paperwork before proceeding to the maternity ward. 

Nani sat with her legs stretched out on the bench. She looked pale, 

gloomy, and weak. I asked her what she had experienced. She told 

me that the hemorrhaging had started on Monday night, two days 

earlier. On Tuesday she only rested in her room, but the bleeding 

continued. Gumilar had then advised her to go to the hospital.  

Unlike Firman, Nani finally disclosed her seropositive status 

to her husband after they got married. Her desire to have children 

was her main reason to do so. By disclosing, Nani fulfilled her 

personal responsibility to protect (in so far as was possible) her 

partner’s health and well being. 

 Tati’s case also shows how she negotiated risk with her 

husband, who did not know that she had HIV. Tati realized that she 

could not keep lying to Jodi. One day after her period was over, Jodi 

wanted to make love. Tati recounted: 

 
Finally I made love to my husband. Yeah, I couldn’t refuse. 
What other reason could I give? Anyhow, it’s my obligation 
as his wife to accept his request. I tried to offer him [a] 
condom, but he didn’t want it because he wanted to have 
[a] child from [me] soon…. I couldn’t enjoy it that time. I 
was pretending that I enjoyed it…. Actually I was stressed 
because [I was] afraid he would be infected. Every day was 
restless… 

 

After this encounter, Tati often refused to make love to her husband, 

giving various reasons – feeling tired, sick, or wanting to go to sleep 

early.  

 
I refused, not only [because I was] afraid he would get 
infected but because I didn’t plan to have [a] child from him. 
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I was afraid the child would get infected too! ... My other 
kids still did not know about their fate [i.e. HIV status]…. 
Because I was afraid, I used contraceptives but he didn’t 
know it. He didn’t want to use condoms when we made 
love.  

 

One day Tati felt nauseous, which she thought could only be ‘masuk 

angin’.73 She took medicines but the nausea continued. Fearing that 

she was pregnant, she and Jodi went to a doctor. Although the 

pregnancy, which the doctor confirmed, was unexpected, she also 

felt happy despite her fears. Jodi was very happy for he would have 

his first child. She delivered the baby boy through caesarian surgery. 

Tati was elated when she saw her chubby baby and Jodi being so 

caring; he did everything for them. But fear, anxiety, and guilt 

eventually returned as she worried about her baby’s HIV status. She 

decided that she needed more information. A doctor then informed 

her about an AIDS organization in the Dharmais hospital in Jakarta, 

which she joined.  

 
What made me worried was when I found out that 
breastfeeding can transmit HIV and the risk was quite high. 
I breastfed Miki since he was born till about five months, 
when I received this information. Scary, right? So I stopped 
breastfeeding. I replaced it with formula milk. I told my 
husband that my breasts were painful if [I] breastfed. 

 

Encouraged by the counselor, Tati decided to do an HIV test for her 

three children without Jodi knowing. She recounted how restless she 

was while waiting for the results. She prayed and begged for a 

miracle. All of her children were HIV-negative. She said it was an 

indescribable feeling; her burden lifted.  

 Tati’s sexual life declined post delivery for she had no desire. 

She made love only when Jodi initiated it, without using condoms. 

Early in 2004, Tati fell sick with acute pneumonia and was 

hospitalized for almost four months. One day the doctor told her that 

she was HIV-positive. She pretended to be shocked. When the 

                                                 
73 Masuk angin literally means ‘wind enters the body’. It is a local term to describe 
certain symptoms like nausea, dizzyness, or gas in the stomach due to decreasing 
stamina. 



Life and Death with HIV/AIDS 

127

 

doctor asked for her consent to disclose to her husband, she agreed. 

It was a chance to let Jodi know her HIV status through somebody 

else. 

 
When he was informed, he [was] stunned. But afterwards 
he gave me spirit, [he] hugged me. I told him if he wanted 
to leave me, I was sincere…. But he said that he would 
never leave me…. He also told his mother… and she 
reacted similarly to Jodi. Lucky me, right? ... I just told 
them, don’t tell my family. Let it [be my] secret life, and till 
now my family doesn’t know. 

 

Tati’s case reveals powerful gender norms to be a good woman, a 

docile wife, and a dutiful mother. Her history as a junkie – leading to 

her being divorced and abandoned – was a bitter one that made Tati 

extremely secretive about her identity as an Odha. Her perception of 

HIV/AIDS as a stigmatized disease further encouraged secrecy, 

which made her life restless and unhappy.  

Negotiating the risk of infection takes on a different dynamic 

when both partners are HIV-positive. Tika was divorced by her 

husband Dadang when he found out she was HIV-positive. After the 

death of her baby girl, she stopped taking ARVs and her health 

rapidly declined. She was hospitalized for two months and was 

wasting away when suddenly her condition started to improve. This 

happened after two Odha from the hospital support group visited her, 

encouraging her to keep up her spirits. When she returned home, 

they kept visiting her three times a week. One of them, Johan, was 

handsome and very kind. She joined the support group and became 

a volunteer like Johan. Their relationship grew closer, Tika taking the 

lead. Johan told me: 

 
I was shocked when she told me that she liked me because 
I never realized that she liked [me]. I was confused. I’m a 
shy guy. Never close to girls, let alone [a] girl who tells 
first… 

 

Johan accepted her as his sweetheart and their relationship grew 

stronger. One day they made love for the first time. Tika shared her 

story: 
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The first time I made love to him, it was in [a] warehouse! 
Hee... hee... I was so horny. When I asked him, he refused 
because he [had] never ML [made love], so he was shy. I 
said I will teach you. Because it was in a hurry, I didn’t use 
[a] condom, I didn’t have [one]. He was afraid to ML 
because of it. [It’s] funny, he was ‘coming’ so fast… hee… 
hee... I was worried, his ‘coming’ inside [me], it could make 
a baby.  

  

After this, they made love frequently, Tika always the initiator. Johan 

admitted that he learned a lot from Tika. Since both were Odha, 

Johan always wanted to use condoms. Both tried to communicate 

openly about sex. Tika said: 

 
Johan wanted us to use condoms when ML, to avoid 
exchange of the virus. Actually, I rather dislike using 
condoms because [I feel] less pleasure. Besides, 
afterwards it feels dry, don’t know why… sometimes pain in 
[my] vagina. 

 

Panic engulfed Tika when she realized she was pregnant. She 

thought about having an abortion, but Johan was against it. She was 

still traumatized by the loss of her previous children, and was afraid 

that she would not be able to marry Johan because of their different 

religions: she was Muslim, he was Catholic. After intense discussion, 

they decided to inform their families about their plan to get married. 

Johan said to me: 

 
I [was] shocked when she said she was pregnant. Huh, I 
was confused! I thought [we] played safe. But it’s destiny, 
what can you say? She wanted [an] abortion, but it’s crazy! 
So I forbade her. But if we wanted to marry, I have [a] 
different religion…. But I think I’m selfish if [I] only think 
about religion while she is carrying my child…. So we 
talked to our families. They agreed. Finally we got married 
in August. 

 

They married kawin sirri and Johan kept his faith as a Catholic. After 

marrying, they lived in Tika’s house together with her father. During 

the pregnancy their sexual life was good, though less frequent. They 

consistently used condoms to protect the fetus.  
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Religion played an important role in the reproductive decisions 

of Tika and Johan. A pregnancy out of wedlock is considered a sin in 

both Islam and Catholicism. Tika’s immediate response was to have an 

abortion, allowed in Islam up to four months after conception (Anshor et 

al. 2002: vii). She feared passing HIV to the child, as had happened 

with her late child. In Catholicism, abortion is prohibited; Johan 

perceived the child as destiny. Getting married was therefore a way to 

conform to socially accepted behavior. 

  

Conclusion 

 

This chapter has discussed the dynamics of the spousal relationship 

among HIV discordant and concordant couples, particularly when 

negotiating the risks of transmitting the HIV virus. In a society where 

HIV/AIDS is highly stigmatized, silence and secrecy are common 

strategies for Odha to circumvent rejection and discrimination. 

Disclosure is a social process; its effects are often hard to predict. 

But as we saw in Chapter 5, many of my informants found that 

disclosure to their families was met by more acceptance and support 

than they had initially expected.  
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Chapter 7 

 
Children are the Future 

 
 

The desire to become parents 

 

Reproduction among Odha is a poorly addressed issue, largely due 

to the notion that parenthood is not appropriate for them (Paiva et al. 

2007). As Paiva and colleagues argue, being HIV-positive does not 

fit the image of spouse, wife-mother, or husband-father (2003:98). In 

the context of health services, Berer (2003:8) states: 

 
AIDS treatment centres rarely provide or refer HIV-positive 
women for contraception or abortion services or even 
recognize that men and women whom they identify as at 
risk of HIV/STIs, such as injecting drug users or sex 
workers, may need a broader range of sexual and 
reproductive healthcare. HIV-positive men, meanwhile, are 
often not seen as fathers with children or as having needs 
of their own for information and support in this regard by 
AIDS referral centres.  

 

Motherhood is the socially sanctioned ideal for Indonesian women. 

Having children provides a woman with a social identity and 

guarantees her status in her family and kin group. To a certain 

extent, motherhood also has an economic basis in that it guarantees 

support from her husband, especially in the event of divorce. For a 

man, marriage and having children are status symbols; he 

demonstrates his masculinity and virility and is recognized as the 

family head.  

The effectiveness of ARV treatment brings hope to many 

Odha to lead normal lives, from working to marriage to having 

offspring. In the focus group discussions conducted for this research, 

almost all Odha – particularly those who were of reproductive age – 

revealed their intention to have children: 

 
 
I want to have [a] child because it’s a gift. A gift from God. 
A blessing, right? I’m a widow, wanting a spouse, [to be] 
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married again. Why not… also to have a child, though we 
are HIV-positive? We are moving forward! (Vera, age 28). 
 
My friends told me just to get married, if finally I find my 
mate, having kids is easy... they will help. I think it may 
prevent infection by not breastfeeding my baby when he’s 
born. Well, caesarian section. I actually want to ask you, if I 
take the medicine during the pregnancy, is there any 
directions for use? How can the HIV infect the baby? Does 
my baby need to take the medicine as well? (Dina, age 26). 
 
I want to have another child, especially a girl.... Because 
my husband is positive and I’m positive, how can I have 
another child? I’m afraid my child will be infected. So, I am 
just rethinking it now. I want to have two children (Euis, age 
24). 
 
I’m worried if I have a child. I really want to have a child, 
but [I am] still worried. I’m afraid because I don’t know 
[whether] my CD4 is high or low. If we are pregnant our 
CD4 must be high. If it is low we can’t get pregnant, right? 
That’s why I’m worried (Nani, age 31). 

 

The excerpts above illustrate the worries and confusion among HIV-

positive women regarding their desire to have children. They need 

more information on how to meet their desire for parenthood without 

transmitting HIV to the child.   

Similar fears and confusion were evident among HIV-positive 

men, whether they were married or single:  

 
I have plans to have one more child. But waiting till my CD4 
count [is] high. Last time I checked it was 375. My wife 
doesn’t mind to have one more child as long as [it is] not 
HIV-positive (Budi, age 29). 
 
For the second marriage I want to have [a] child. I was 
married in 2002. It broke off because her parents found me 
injecting [drugs]. But thank God my wife and kid were not 
infected… (Arief, age 28). 

 
I’m thinking that too. How [about] if we get married? It’s 
impossible to be covert about our status. That’s what 
makes us confused. I want to [be] married. They said if [I] 
want to have [a] child the CD4 must [be] above 400, and 
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viral load
74

 must [be] some million copies, undetectable 
(Yoyo, age 25). 
 
Actually, Luki doesn’t want to have children because he’s 
worried that he will infect his wife and the baby later. But 
his wife really wants to have children even though she 
knows the risks of getting infected herself. Luki hasn’t 
completely understood the PMTCT program. He’s only 
heard about sperm washing to prevent HIV infection from 
mother to child. Frankly speaking, if there is a chance to 
have children without HIV, he wants to have a baby girl. At 
this moment, his CD4 count is still lower than 200, if it is 
higher than 400, they may try to have a baby (focus group 
notes). 

 

The desire to have children coexists with worries of infection, 

concerns about one’s CD4 count, and a rights-based consciousness 

often encountered among networks of Odha, particularly within 

support groups and NGOs. All Odha I met and interviewed had been 

affiliated with the Pantura Plus support group and YPI, though the 

extent of their involvement varied. Becoming informed about 

HIV/AIDS, counseling and treatment, and talking and interacting with 

other HIV-positive individuals exposed them to the possibilities of 

living normal lives. The trainings, workshops, and meetings also 

indirectly became places for Odha to seek and find their soul mates, 

particularly for those who were single or widowed. Some Odha 

perceived that having an HIV-positive spouse would simplify things. 

The support group moreover influenced their desires for parenthood; 

though PMTCT services were not yet available in Karawang, YPI 

provided updates on the advances in PMTCT technology.  

Odha who doubted or had no intention to have children – 

whether their partner was HIV-positive, negative, or had an unknown 

status – gave various reasons for not wanting children of their own. 

Poor understanding of HIV/AIDS, the priority to raise existing 

children, and fears of infecting the child were among them.  

 
I’m afraid my child will [be] infected with HIV. My husband 
asked, ‘Do you want to have more children?’ I answered, 
‘No, I’m afraid’. My husband doesn’t like to use condoms. 
‘Not comfortable’, he said. I said, ‘You use [a] condom with 

                                                 
74 Viral load is a blood test that measures the amount of active HIV in one’s blood. 
The higher the value, the more active HIV is present.  
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me’. But he still doesn’t believe I’m positive. I used injection 
contraceptive before (Juariah, age 32). 
 
Not any more. I already have three children from [a] former 
marriage. Now there is Pendi [his wife’s son] (Alim, age 
35). 
 
Not any more. I’m more inclined to [focus on my existing] 
children. After knowing my husband is HIV [positive], [I] 
don’t want sexual intercourse any more (Sinta, age 26). 
 
For example, I told him I don’t want to have more children. 
So if he marries me, we won’t have children because I 
know how it feels, I’m afraid my baby will get HIV too. It’s 
true there’s a prevention program, but it doesn’t give a 
100% guarantee to what will happen in the future (Yati, age 
32). 

 

These worries and ambiguities reflect the need for more appropriate 

information.  

 Reproduction is a complex issue for Odha, particularly 

women. HIV-positive pregnant women in Indonesia can in principle 

obtain free ARV medicines – nevirapine, for instance – and are 

offered caesarian deliveries. Since they often find out their 

serostatus late in their pregnancies, abortion is rarely an option 

(while abortion is illegal and considered morally unacceptable in 

Indonesia, traditional as well as modern services are informally 

available). HIV-positive women thus face a string of reproductive 

choices: whether to get pregnant, the right time to do so, regarding 

abortion, antenatal care, caesarian versus normal delivery, 

breastfeeding versus formula milk, ARV treatment, and condom use 

as protection against re-infection. For HIV discordant couples 

(couples in which only one partner is HIV-positive), reproduction 

entails greater risks of infection.  

The HIV epidemic has clearly medicalized the reproductive 

lives of Odha. They have to learn about biomedical technicalities 

such as the CD4 count, re-infection, caesarian section, and ARV 

treatment to be able to make informed decisions. Though many 

could not afford to take the test, the CD4 count was a key marker of 

health among the Odha I interviewed. It represented leading a 

‘positive life’, particularly for those on ARV treatment keen on having 

children in the future.  
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 The desire of Odha to have children has significant 

implications for the transmission of HIV to sexual partners and 

newborns. Current estimates indicate that women now account for 

about 52% of the 33.4 million people living with HIV worldwide, 

compared to 41% in 1997 and 35% in 1985. The proportion of 

women living with HIV in Asia rose from 19% in 2000 to 35% in 2008 

(UNAIDS 2009). In Indonesia, the cumulative number of reported 

AIDS cases grew from 2,682 in 2004 to 19,973 in December 2009, 

with women making up 25% of all reported cases (National AIDS 

Commission Republic of Indonesia 2009:1). These trends mean that 

there are now many more HIV-positive women of reproductive age, 

leading to increased numbers of HIV-positive children. However, 

advances in prevention of mother-to-child transmission (PMTCT)75 

technologies have meant that, when followed, the probability of 

transmission can be cut to about 2%. PMTCT programs have hence 

been implemented worldwide.  

 Critics in recent years have argued that PMTCT programs, by 

focusing on the prevention of transmission to children, have provided 

insufficient care and support to mothers. Critics have also debated 

the pros and cons of mandatory and voluntary testing, and opt-in and 

opt-out schemes for pregnant women (Zivi 2005).  

 As discussed in Chapter 2, the local implementation of 

Indonesia’s national PMTCT policy, launched in 2006, has been slow 

and uneven. PMTCT services in Indonesia have been donor and 

NGO-driven; even before the national policy was released, the 

Jakarta-based NGO YPI took the lead in a pilot project providing 

comprehensive PMTCT services in several provinces. Before this 

pilot project, PMTCT services were primarily available in a few 

national hospitals in Jakarta, which focused on prong 3 (preventing 

HIV transmission to the child) and prong 4 (care, support, and 

treatment for HIV-positive mothers and their families) of the World 

Health Organization’s guidelines. 

Chapter 3 recounted how HIV/AIDS-related health services in 

Karawang remained limited during the time of this study. Odha 

therefore turned to YPI and Pantura Plus for information and 

services, though they often had to travel to hospitals in Jakarta to 

receive them. For HIV-positive women, pregnancy means that they 

                                                 
75 PMTCT technology became central in the global public health discourse in the 
late 1990s, though at that time it was still expensive and often unavailable in third 
world countries.  
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must seek health services to prevent transmission to their children. 

This chapter discusses the pregnancy and delivery experiences of 

several HIV-positive women, and the factors that informed their 

decisions. I argue that pregnancy and giving birth are ways for HIV-

positive women to contest HIV/AIDS-related stigma in the family and 

community; through marriage and having children, they regain 

control over their reproductive lives and pave the way to ‘normalcy’.  

 

Safe pregnancy, safe delivery 

 

The reproductive desires of Odha must be understood within wider 

kinship, gender, and social contexts. Both HIV-positive men and 

women in this study sought recognition as ‘normal’ people. For HIV-

positive women, pregnancy and giving birth meant meeting the 

socially expected gender roles for adult women. HIV-positive men 

desired to become household heads and fathers, to prove their 

virility and to be recognized as adult men. Marriage and reproduction 

were thus arenas of contestation to challenge HIV/AIDS-related 

stigma. 

The absence of a PMTCT program in Karawang during the 

study period encouraged HIV-positive women to look for information 

and services from different sources. Some participated in prevention 

programs or trainings and workshops delivered by Pantura Plus and 

YPI, where they could obtain up to date information on HIV/AIDS. 

Nevertheless, the services delivered by YPI, Pantura Plus, and Klinik 

Kita – VCT, STI screening, needle exchange for IDUs, ARV therapy, 

and support groups – did not really address the needs of HIV-

positive pregnant women. Family planning and sexual and 

reproductive health services for Odha were virtually unavailable; 

counseling services for HIV-positive couples was far from adequate. 

The three VCT counselors in Karawang lacked the knowledge and 

skills to deal with the problems and questions of Odha’s sexual and 

reproductive health, including the prevention of mother-to-child 

transmission of HIV.  

One day, Arif – a counselor at YPI – told me about his 

difficulties in answering questions from a female Odha. She had 

asked him what she should do if she wanted to have a child. Arif 

could not really answer. He admitted that he knew little about 
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PMTCT and reproductive health, even though as an HIV counselor 

he was expected to give such advice. Bahrul – a Pantura Plus 

counselor – faced a similar situation when questioned during post-

test counseling about whether the client’s six month-old baby was 

likely to be infected, and how the baby should be tested. His client 

had just found out that she was HIV-positive – she was likely 

infected by her husband – and had been breastfeeding her baby 

from the start. Bahrul answered that the baby might be infected and 

advised her to switch to formula milk. But he did not know how the 

baby should be tested. He promised that he would look into the 

matter.  

 Mother and child health services are widely available in 

puskesmas, hospitals, private clinics, and through private midwives. 

But for HIV-positive women, these services do not adequately meet 

their family planning and/or routine prenatal care needs, as we will 

see below in the stories of Maryam, Leni, and Nani. Ensuring a safe 

delivery that prevents the transmission of HIV from mother to child 

requires greater effort.  

 Budi and Leni – both HIV-positive – married in early March 

2007. Leni immediately became pregnant but miscarried after two 

weeks. Before marrying Budi, Leni was a widow and had an HIV-

positive son. Her first husband, an IDU, had died of AIDS several 

years before; she learnt her seropositive status a week after her 

husband passed away. Leni wanted to have another child because 

she was afraid that her son would not survive for long. Shortly after 

her miscarriage, she became pregnant again. During this pregnancy, 

she was regularly examined by a private midwife.  

 
I just go to [a] midwife near [my] house. It’s cheaper than 
the doctor. As long as my pregnancy is fine, I don’t go to 
[the] doctor. I don’t disclose my [HIV] status though I ask 
her how Odha who want to deliver are treated. It seems 
she knows about it. She said that as long as UP [Universal 
Precautions] is practiced [there is] no problem. 

 

Leni sometimes visited the midwife at puskesmas Karawang, where 

Budi worked as a case manager for the HIV/AIDS prevention 

program. Leni herself had been engaged in YPI’s TOP Support 

group in Jakarta, which made her knowledgeable about PMTCT. 

She and Budi were convinced that they could have an HIV-negative 

child if they had access to PMTCT. Leni had also been on ARV 
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treatment since mid-2006. At the onset of pregnancy, she contacted 

YPI Jakarta asking if they could help her to access PMTCT services, 

particularly for the delivery and post-partum care. YPI, however, had 

no more funding to deliver PMTCT services; the Global Fund had 

temporarily halted its aid due to mismanagement and a conflict of 

interest at the Ministry of Health. YPI could only promise to provide 

formula milk for one year.  

 At the end of September 2007, Leni’s four year old son died 

of AIDS in Jakarta. She seemed to accept her son’s destiny. She 

had no complaints with her new pregnancy and, with Budi’s consent, 

decided to deliver with the help of a private midwife. They chose a 

normal delivery simply because they could not afford a caesarean 

section, which would cost about Rp. 5 million (US$ 555); a normal 

delivery with a midwife was about Rp. 800,000 (US$ 88). One day in 

December 2007 I received a text message from Leni: 

 
Brother, how are you? This is Leni. I want to let you know 
that I delivered on Monday, at 5:30 AM, in the normal way. 
Though there was a little problem.  

 

I replied to her message by asking where she delivered the baby. 

Her answer:  

 
At [the] midwife near [my] house. The sex is female. But 
[I’m] a bit worried about [the HIV] status of the child 
because at 18 months [she] will be tested. Her name is 
Risa Putri. 
 

The next day I visited her. Leni and Budi lived in a cramped 2 x 2.5 

meter rented room, too small for two adults and a baby. A mattress 

lay on the floor, a basket for clothes in the left corner, and some 

cooking pots in the right corner near the door. Posters with HIV/AIDS 

information were on the walls. Leni told me that on Monday at 3:00 

AM she had felt pains in her stomach as if she needed to go to the 

toilet. Budi immediately took her to the midwife and in less than an 

hour she delivered the baby. She said that her water had not yet 

broken when the baby came out. 

 Although Leni made use of her AIDS activist network to try to 

access better services, this did not materialize except for formula 

milk. Her limited financial means limited her choices for delivery, 

excluding the option of a caesarean section. She resorted to a 
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private midwife who was perceived as accessible, affordable, and 

safe despite the risk of transmission during delivery. She and Budi 

only hoped that her ARV treatment would lower the risk of 

transmission during pregnancy. Budi once told me that if an HIV-

positive woman has good ART adherence and becomes pregnant, 

the baby is less likely to be infected even through normal delivery. 

He knew Leni had good ART adherence. Leni was aware that her 

decision was a gamble and a reproductive risk. Fortunately, her 

gamble paid off. When I visited Leni at her parent’s house in Jakarta 

in October 2008, her daughter looked healthy and active. Budi told 

me his daughter had tested HIV-negative.  

 Nani’s quest to access PMTCT services had a different 

trajectory. After miscarrying in early April 2007, she became 

pregnant again in June. Her desire to have a child was undeniably 

strong and she immediately began searching for information on 

PMTCT. Nani had high hopes that YPI could provide the service. 

From what she had learnt, she believed that the best solution was a 

caesarean section, though she remained unsure about her course of 

action – normal or caesarean delivery – until her pregnancy’s third 

trimester. Nani also often worried about her CD4 count, which was 

never above 300 despite her rigorous adherence to ARV therapy 

since 2004. Every month she went to a midwife, whom she knew 

through her outreach work, to check up on her pregnancy in 

puskesmas Karawang. She also drank Prenagen formula milk for 

pregnant women. Alongside YPI, Nani sought PMTCT services at 

PKBI Bandung, where she had a good relationship with a staff 

member.  

 
I called Mrs. Nunik in PKBI Bandung, asking if I can get 
PMTCT. But she said [the] PMTCT [program] has stopped 
because there are no more funds from [the] Global Fund. 
She promised if there is a new program she will let me 
know. 

 

In early November 2007, I accompanied Nani to consult with 

Professor Samsuridjal at Dharmais hospital. She was relieved when 

the doctor wrote a referral letter to Pokdisus AIDS at RSCM hospital 

to provide PMTCT services for her delivery. In addition, the doctor 

asked her to do a free viral load test. Two weeks later, Nani, 

accompanied by a staff member from Pantura Plus, went to 

Pokdisus AIDS to register for the PMTCT service. But the hospital 



Life and Death with HIV/AIDS 

139

 

could not provide free delivery services for HIV-positive pregnant 

women. Nani would have to pay Rp. 4.1 million (US$ 455) if she 

wanted a caesarean delivery. She was disturbed. ‘Where can I get 

the money?’ was her text message to me.  

 Nani’s colleagues at Klinik Kita advised her to arrange for 

SKTM (a letter certifying her low income status) so that she could 

obtain benefits from Askeskin (health insurance for the poor) in the 

hospital later. Although she was not a legal resident of Karawang 

district, her colleague was able to arrange the SKTM. In the second 

week of January 2008, she went to Pokdisus AIDS again to obtain 

free medical services. 

 
I felt pain in [my] stomach three days in a row. Perhaps I’m 
too tired. My legs are swollen. Then I told Arif. He said it’s 
better [to] go to Jakarta than stay here…. The doctor 
suggested caesarean on the 17

th
, last Thursday, before he 

saw the USG
76

 result…. But my pregnancy is only 34 
weeks. My Hb [hemoglobin] is also low. 

  

The doctor suggested to Nani that she stay in Jakarta until the time 

was right for a caesarean. The ultrasound showed that the baby had 

low weight; the doctor advised her to wait a few weeks. She 

remembered that her first baby was only 1.5 kilos at birth. Nani 

stayed at the YPI office in downtown Jakarta. Once a week she went 

for a check up at the hospital, accompanied by YPI staff. Finally, on 

12 February 2008, she delivered a baby boy named Rizki Maulana; 

Rizki means ‘fortune’ and Maulana means ’honor’. Over time I lost 

contact with Nani because she returned to her village in Cianjur. One 

day in 2009, I received a text message from her out of the blue. I 

called her up. She said that everything was fine in her life and that 

her son had been tested. He was HIV-negative and was growing up 

well.  

Several factors contributed to Nani’s choice for a caesarean 

delivery. First was her knowledge about PMTCT, obtained through 

two years’ engagement with a support group and HIV/AIDS 

prevention program. Second, she made use of her professional 

network which helped her to obtain SKTM and Askeskin for free 

medical services. Third, social and psychological support from 

                                                 
76

 USG stands for ultrasonography, a diagnostic imaging technique to visualize 
internal organs. 
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Pantura Plus and YPI helped her to navigate hospital bureaucracy. 

Fourth, she received financial support from her employer during her 

maternity leave, including full salary and transportation costs when 

returning home from the hospital.  

Leni and Nani had something in common: their first child had 

died of  AIDS. They felt the cultural imperative to be a wife and a 

mother – and to produce a child right after marriage, despite other 

factors that might influence their reproductive decisions. 

Childbearing would result in a fulfilling life for them and their children. 

As Van Hollen (2007: 40) states, HIV-positive women are: 

 
entitled to motherhood as was any other women and their 
children should have the opportunity to live lives that were 
just as satisfying as those of any other children.  

 

Allen (2004) argues that the biomedical perspective on maternal 

health differs from that of individual mothers for it focuses on the 

risks of motherhood – witness the Indonesian Safe Motherhood 

Strategy (2004:10) – and not risks to motherhood. Following this 

distinction, the prenatal care practices observed by Leni and Nani 

concerned risks to motherhood, with ‘conditions that prevented them 

from carrying a pregnancy successfully to term…’ (ibid. 2004:186). 

Nani had previously miscarried; both women had lost a child to 

AIDS. Attaining motherhood was thus a way for both to contest 

HIV/AIDS related stigma: as HIV-positive women, they demonstrated 

their ability to construct lives that looked ‘normal’ to their partners, 

family, and community.  

 

Sterilization: between coercion and consent  

 

Female sterilization, though unpopular, is among the methods used 

in Indonesia’s family planning program. Doctors have been advising 

post-partum sterilization to HIV-positive women since before the 

inception of the national PMTCT program in 2006. In my research, I 

came across several HIV-positive women who had consented to 

sterilization after undergoing caesarean section at Jakarta’s RSCM 

hospital.  
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Candra from Jakarta – a mother who ran a small store – 

recounted that after giving birth to her second child a year ago, a 

doctor in the central hospital advised sterilization. ‘The doctor said 

that I should be sterilized because my husband and I were both [HIV] 

positive’, she said. But instead of asking her opinion, the doctor 

talked to her husband in private. Since her husband was concerned 

they would face difficulties accessing the PMTCT service otherwise, 

he signed the consent form without Candra in the room.  

In contrast to Leni and Nani, who were engaged in AIDS 

activism and exposed to information on PMTCT, Maryam – a single 

mother of two daughters – only rarely came to support group 

meetings. She knew almost nothing about PMTCT when she 

became pregnant. Maryam went to puskesmas Rawamerta for 

antenatal care from the third to the fifth month of her pregnancy; in 

the eighth month, she came to YPI Karawang to inquire about 

delivery options for HIV-positive women. Maryam recounted her 

experience when she underwent a caesarean section at RSCM 

hospital in early August 2005.  

 
I was eight months pregnant when [I] went to Jakarta for 
caesarean. I stayed at [the] YPI workshop. I was asked to 
take neviral medicine before [the] caesarean. I had to take 
it at 6 AM, 9 AM, and 12 PM…. Once I made [a] mistake 
when taking [the] medicine. I was scared of [the] operation, 
scared of dying. I had two children but [had] never been 
operated. I just prayed. It’s frightening. I was sedated but 
only half [of my body]. So I [was] awake, could feel what 
was happening. My husband didn’t come. He already had 
another woman. I felt scared when the baby was taken, like 
my heart was pulled. [I was] breathless. Oh, I’m dead, I 
was scared… 

Right before the caesarean section, the doctor asked her whether 

she agreed to be sterilized after the surgery. Maryam recounted her 

experience: 

 
No, I was sterilized with the consent of YPI…. But the 
doctor said ‘You [will] not [be] totally sterilized. Only tied up 
a bit. Probably you can have [another] child, sometimes 
you can’t. Yeah, only half… not totally tied up…’ I signed it 
[informed consent form] when [the] operation was about to 
[be] carried out. I signed [it] because my husband was not 
there. 
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Nani had a similar experience when she underwent caesarean 

surgery. Before she entered the operating room, the doctor asked 

about sterilization and briefly explained tubal ligation. Nervous about 

the impending operation, Nani simply agreed with this medical 

recommendation without further consideration. 

 The national coordinator of Ikatan Perempuan Positif 

Indonesia (Indonesia Alliance of Positive Women), speaking to the 

Kompas newspaper on 3 December 2010, stated that advice for 

post-partum sterilization was common in city hospitals when both 

husband and wife were HIV-positive. In a similar vein, two studies in 

Brazil revealed that respectively 51% (n=154) and 36% (n=130) of 

HIV-positive women who attended prenatal clinics in São Paolo 

(Hopkins et al. 2005) and Ceara (Oliveira et al. 2007) were sterilized 

post-partum. In Thailand, this figure was 56% (cited in Oliveira et al. 

2007:1261). In all of these studies, the woman’s HIV status was the 

main reason for sterilization, while healthcare providers played an 

important role in influencing women’s decisions.  

Maryam and Nani’s ‘decisions’ were likely made or strongly 

influenced by their doctors, since they themselves were not well 

informed about – or planning to undergo – sterilization. Nani, who 

had been involved in the HIV/AIDS prevention program for two 

years, had little knowledge of this procedure, perhaps reflecting the 

lack of contraceptive counseling in HIV/AIDS services more 

generally (Berer 2003). Institutional and medical cultures also played 

important roles. Doctor-patient relationships tend to be unequal, and 

the ‘advice’ of doctors very often takes precedence over the patient’s 

own wishes and expectations. Candra hoped that HIV-positive 

women in the future would never have to endure her ordeal. ‘Don’t 

force women to be sterilized. Women have the right to have a family, 

children, and grandchildren’, she said. 

 Regarding the mode of delivery, Indonesia’s PMTCT 

guidelines recognize the right of HIV-positive pregnant women to 

decide for themselves after counseling (Departemen Kesehatan RI 

2006:31). Medical discourse, however, strongly encourages health 

providers to recommend caesarean section. Mr. Jajang, a doctor 

from the Family Health Division of Dinkes Karawang, stated: 

 
If an Odha gets pregnant, wants to have a child, [it’s] no 
problem. To keep the baby from getting infected, there is 
[a] delivery program. Delivery must [be] caesarean section. 
It’s a must…. With c-section the baby may not [be] infected 
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because there is [the] placenta barrier.… Therefore, it’s 
absolutely with c-section.… When talking about PMTCT, 
first, [a] hospital for delivery must [be] available. Then milk 
substitution, ARVs for babies, ARVs for mothers, it’s 
complex. 

 

The above suggests that although their right to decide on the mode 

of delivery is formally recognized, HIV-positive pregnant women in 

reality have little choice. 

 

Discrimination in the health services 

 

Studies in different countries have shown that Odha often encounter 

stigma and discrimination in the health services (Li 2007; Poindexter 

2007; Gogna et al. 2009). Forms of discrimination vary, ranging from 

refusal to treat Odha to differential treatment, physical isolation, or 

disclosure of their HIV status to others in breach of confidentiality. 

Odha in Indonesia can be discriminated against in two ways: as an 

Odha, and for being poor if he/she uses Askeskin to obtain free 

health services. As I have shown in previous chapters, many Odha 

in Karawang come from lower socio-economic classes, whether they 

are sex workers, IDUs, migrant workers, gays, waria, or the sexual 

partners of Odha.  

Discriminatory behavior in the health services was admitted 

by some healthcare workers in this study. Some said they were not 

prepared to treat Odha, citing lack of medical equipment, but it more 

often had to do with their lack of knowledge on HIV/AIDS and their 

perception of the illness. One day I came to RSUD Karawang to 

meet Bahrul, a VCT counselor at Pantura Plus. He had been called 

by a health worker from a TB ward, who asked him – as a favor – to 

provide VCT to a patient suspected of HIV. The patient was a 

woman, an ex-migrant worker, who was severely ill. Bahrul told me 

that he had done VCT for ‘HIV suspect’ patients several times in this 

hospital. How the health workers viewed these patients was evident 

in how they communicated to them. To the men they often asked, 

‘Did you ever use it?’ – referring to injecting drugs. To the women, 
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they asked, ‘Are you TKW?’77 or ‘Where do you work?’ – the latter 

implicitly referring to sex work. A male nurse in a TB ward stated: 

 
We are afraid of [getting] infected too. We don’t know who 
is positive, only suspects…. Yeah, we also [have] less skill 
to take care [of] Odha. Lack of information. For services I 
think there’s also limited budget…. Like for disposable 
gloves or masks… 

 

Although RSUD Karawang appointed an HIV/AIDS working team 

(kelompok kerja or pokja) in 2006, a doctor in the emergency unit – 

and a member of the team – explained why the hospital could not 

test for HIV. 

 
No, not available yet. We don’t have reagent for [the] test. 
There was an offer for [the] rapid test. We declined it…. 
This is about [a] decision for somebody that until now there 
is no medicine yet [to cure HIV]. It is expected that our 
decision is closest to the truth. So we decide to send 
[blood] to Prodia

78
 for Elisa

79
 test and its cost [is] charged 

to [the] hospital. 

 

An official at Dinkes Karawang argued that the local government 

could not address HIV/AIDS alone; it needed the aid of NGOs, 

particularly for care and support.  

 
We have to sit together. Like KPAD.… Now when there is 
[an] HIV-positive case we argue [with] each other…. Where 
[the] ambulance [comes] from, what hospital, who will pay, 
then how about home care…. We don’t have [a] standard 
procedure yet. That’s what we need… 

 

 

 

                                                 
77 TKW (tenaga kerja wanita) is a female migrant worker. I discussed this issue in 
Chapter 3. Karawang is a leading sending area of TKWs to the Middle East. 
78 Prodia is a private laboratory.  
79 Elisa (enzyme-linked immunosorbent assay) is usually the first test used to detect 
HIV infection. If antibodies to HIV are present, the test is usually repeated to confirm 
the diagnosis (http://www.webmd.com/hiv-aids/human-immunodeficiency-virus-hiv-
test) (accessed 1 August 2011).  
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Odha shared their experiences with health services in a focus group:  

 
Usually health workers don’t know their own regulations. 
UP [Universal Precautions] for example, they have to wash 
their hands first. That’s for their own sake too. Or when 
taking blood [they] must wear gloves. I think it’s because of 
lack of information and education for paramedics… (Budi, 
age 29). 
 
I went to Doctor X. My CD4 [was] still 350 but I didn’t feel 
good. [I] often felt weak. I had [swollen] lymph nodes, so I 
checked with Doctor X. He said that I must take ARVs 
because I had [swollen] lymph nodes. When I returned to 
the first doctor, he said don’t take it because my CD4 [is] 
still above 200. I’m confused! (Robby, age 25). 

 

These excerpts point to inconsistencies in the treatment of HIV-

positive patients. When Nani experienced her miscarriage, she was 

referred to the maternity ward at RSUD Karawang. I stayed outside 

while Budi accompanied her inside the ward. When he came out, he 

told me that a nurse had wanted to take Nani’s blood without 

wearing gloves. Budi questioned her about this; the nurse asked him 

why. Budi replied curtly, ‘That’s the rule, right? UP.’ The nurse 

nodded and used gloves.  

 Leni’s experience with the midwife also revealed much about 

healthcare providers’ responses to HIV cases. Before the midwife 

handled the delivery, Budi had told her to practice Universal 

Precautions. Leni delivered at about 7 AM. After the delivery, the 

midwife received a call from someone who informed her that Leni 

was HIV-positive. The midwife was startled and became angry. She 

snapped, ‘Why didn’t [you] tell [me]?’ She left the delivery room 

without even washing the newborn. At about midday, the midwife 

returned to ask them to leave, and to settle the costs later. I heard 

from Nani that the midwife had actually gone to puskesmas 

Karawang to verify that Leni was HIV-positive. Later, the midwife 

called Budi and demanded that he replace all the equipment she had 

used during the delivery – scissors, forceps, underpads, gloves, 

clothes. He initially refused and said that medical equipment can be 

sterilized. The midwife insisted by saying that if the situation became 

known she would lose business. Budi finally agreed and had to 

reimburse about Rp. 1.2 million (US$ 133).  
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This case also illustrates the midwife’s lack of knowledge 

about HIV/AIDS, which I observed among other midwives in 

Karawang when I attended an HIV/AIDS educational campaign at 

puskesmas Pasirkaliki in Rawamerta sub-district in September 2006. 

A village midwife asked two questions to the Pantura Plus speaker, 

who had just explained the risks of HIV transmission. The first was 

about when HIV symptoms appear; the second was how one can tell 

whether a baby is HIV-positive. Similar questions were raised in a 

meeting of midwives at puskesmas Rawamerta in August 2006; one 

midwife asked how she could protect herself from her patients. 

These are basic questions which healthcare providers in general 

should be able to answer.  

 

Social support  

 

In all parts of the world where the HIV epidemic has taken hold, 

networks for HIV-positive people have emerged to combat stigma 

and discrimination at home, in the workplace, at schools, in the 

health services, and in communities in general. Through the idioms 

of ‘self-help’ and ‘empowerment’, NGOs have created support 

groups to encourage the ‘greater involvement of people with 

HIV/AIDS’ (Vinh-Kim 2005:127-128).  

In Indonesia, NGOs – international, national, and local – were 

the first to establish support groups and organizations for Odha; 

prominent among them was the Jakarta-based NGO, YPI. After the 

first case of HIV in a pregnant woman was found in Karawang in 

1996, YPI established a village post in the town. In its public 

campaign for HIV/AIDS prevention, YPI provided VCT services 

through which it could identify Odha. As many Odha as possible 

were involved in its meetings, trainings, seminars, workshops, and 

campaigns. Their growing number over the years informed the 

creation of the KDS (kelompok dampingan sebaya or peer support 

group) Pantura Plus in 2004. Registered as a legal entity in 2006, 

Pantura Plus serves Karawang as well as the districts of Purwakarta 

and Subang. The group aims to empower Odha to overcome their 

problems, enhance their involvement in HIV/AIDS control and 

prevention, create non-discriminatory environments, enhance their 

access to health services, and uphold their human rights.  
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 As with other support groups, Pantura Plus spreads the 

message that one can ‘live positively’ with HIV – that the diagnosis 

does not mean imminent death. Through talking, sharing, and 

interacting with other Odha, HIV-positive women and men can see 

new horizons for their lives. The role of support groups is one of the 

factors informing women’s decisions regarding their sexual and 

reproductive health.  

Arif, a counselor at Pantura Plus, recounted his experience of 

accompanying Maryam to deliver at RSCM hospital. He saw that 

Maryam was upset: her husband was not present while the 

caesarean section was her first experience of surgery. Arif comforted 

her by chatting and joking. Other women stated in a focus group: 

 

We as Odha [are] sometimes unstable, depressed. [We] 
need moral support. We can call, share or even complain. 
If there is [a] counselor, it’s good because there’s someone 
who’s supporting, taking care of [us]… (Sinta, age 27).  

 
I want to know more about how to take care of my child. 
YPI knows more about pregnant mothers and children.… 
Support makes us enthusiastic about life (Yanti, age 28). 

 
Sometimes [a] nurse doesn’t understand us as Odha. It 
seems they serve us insincerely. When I delivered, I was 
asked to bring [the] baby’s needs from home… so [my] 
buddy [from the support group] helped me a lot in this 
situation (Ani, age 30). 

 

Alongside access to important information, becoming a support 

group member creates a sense of belonging. HIV-positive individuals 

gain the opportunity to meet others in the same situation, to talk 

freely without worries of discrimination.  

Euis – an HIV-positive mother of one child and the wife of 

Rudy, a case manager at Pantura Plus – was recruited in early 2007 

as an outreach worker for a program funded by the Finnish 

Embassy. Her job was to undertake home visits to Odha who were 

not actively involved in the Pantura Plus program. Despite getting 

only her transportation costs reimbursed, Euis was happy with her 

work; it meant she could mingle with other Odha and provide them 

with support. Once she attended an IPPI national meeting in 

Surabaya, representing Odha in Karawang. She felt that the support 

group helped reduce Odha’s sense of isolation. In the support group, 
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being Odha becomes a collective identity to fight against the stigma 

and discrimination they encounter in society (Liamputtong, 

Haritavorn & Kiatying-Angsulee 2009:866).  

 Almost all female Odha interviewed in this study were 

incidentally, partially, or fully engaged in Pantura Plus activities; the 

NGO has taken the principle of greater involvement of PLWHA to 

heart. Between 2005 and 2008, its main program focused on harm 

reduction for IDUs and prisoners, with funding support from ASA-FHI 

and the National Narcotics Board (BNN). On top of this, Pantura Plus 

has pursued advocacy work with local government institutions – the 

local Health Office, the district hospital, KPAD, the penitentiary, and 

the local police – on access to health services, CD4 testing, ARV 

treatment, life skills, drug substitution therapy for IDUs, and the 

commitment to fight HIV/AIDS.  

 As I discussed in Chapter 3, many Odha come from low 

income families. Most are unemployed. Involvement in HIV/AIDS 

programs thus provides them with an income, though only enough to 

subsist. The support group also becomes a place for Odha to seek 

help, both formally and informally. The harm reduction program, for 

example, employs outreach workers and case managers. An 

outreach worker receives Rp. 1 million (US$ 112) as an honorarium 

and Rp. 300,000 (US$ 33) for transportation costs – slightly higher 

than the district minimum wage of Rp. 854,373 (US$ 95) for formal 

workers. While these individuals depended on Pantura Plus for their 

livelihoods, they were also well aware that the harm reduction 

program was temporary, lasting only so long as ASA-FHI provided 

funding.  

One day in February 2007, Nani, who worked for the HIV 

prevention and STI screening program for sex workers between May 

2006 and June 2007, expressed her anxiety about the future of her 

position. She asked me whether I had a project that I could involve 

her in if her contract ended. At that time she did not know whether 

ASA-FHI would extend the program. In March, after monitoring and 

evaluation, ASA-FHI agreed to provide another one year grant. Nani 

told me that she was relieved to hear the news; she felt secure for 

the near future.  

  

 

 



Life and Death with HIV/AIDS 

149

 

Conclusion  

 

This chapter discussed how HIV-positive women deal with 

reproductive risks, particularly in pregnancy and delivery. In the 

resource-poor setting of Karawang, and with little family support, 

these women have to rely on their social networks – friends, NGOs, 

and support groups – to access PMTCT services in order to secure 

safe deliveries and to prevent vertical transmission of HIV to their 

babies. The PMTCT services offered in urban centers are often 

prohibitively expensive for low income HIV-positive women. Their 

options thereby constrained, their decisions reflect the kind of 

‘ambivalence coupled with pragmatism’ (Lock and Kaufert 1998:2) 

characteristic of women’s engagement with the medicalization of 

reproduction.  

 We saw that physicians often recommend the post-partum 

sterilization of HIV-positive women, a practice also seen in other 

countries such as Thailand and Brazil. Although there was – in 

theory – consent from patients, their ‘decisions’ were strongly 

influenced by medical professionals. Nor were patients well informed 

about sterilization.  

 In navigating HIV in pregnancy and delivery, the role of 

NGOs and support groups is crucial, not only for disseminating up-

to-date information but also for helping HIV-positive women access 

PMTCT services. However, the dependence on international funding 

agencies makes the provision of PMTCT services, even in urban 

areas, highly uncertain. 
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Chapter 8 
 

Conclusion 
 
 
 
This study has focused on the everyday lives of PLWHA or Odha in 

Karawang district, West Java: how they cope with poverty and 

stigma, conduct their intimate relationships, marry, bear children, 

learn about their illness, hide or disclose their HIV status, become 

activists, care for each other, fall ill, and die. It has also directed 

attention to the factors fuelling the epidemic in Indonesia and 

government policies to contain it.  

This study has aimed to fill a blank spot in our knowledge 

about the lives of marginalized Odha in West Java society. Its 

ethnographic approach looked beyond the figures provided by 

government statistics. Not only are such figures unable to explain the 

socio-cultural contexts of the HIV/AIDS epidemic in Indonesia; they 

also grossly under-report the problem. As an ethnographic study, my 

research was based not only on documents and reports, but on a 

detailed case study of one NGO – Pantura Plus – and the narratives 

of a small number of young, sexually active Odha, both men and 

women, whom I followed closely over a number of years. Through 

this, we saw the precarious lives of PLWHA in an industrializing rural 

and small town district in Indonesia, as well as the intersection of 

local, national, and global influences on their everyday practices.  

Policies for HIV/AIDS prevention and control in Indonesia 

emphasize patients’ rights and partnerships between government, 

NGOs, community-based organizations, and other civil society 

stakeholders. While this may look promising on paper, the 

implementation of HIV/AIDS policy in the era of decentralization has 

suffered from lack of political commitment by local governments, 

poor coordination among stakeholders, and moral and religious 

conservatism surrounding sexuality – towards sex work, condom 

use, and sexual minorities.  

The government-propagated notion of ‘marriage as a safe 

place’ is a false promise; cultural beliefs and practices related to 

gender and sexuality place married people in Indonesia at risk as 

well. Cultural prescriptions against behaviors that make adolescents 

vulnerable to HIV place this group in a particularly precarious 
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position, due to lack of both information and support. Fortunately, 

NGOs have stepped in to combat the epidemic, with support from 

international donors. The global players – e.g. UNAIDS, USAID, 

Ausaid, and the Global Fund – have had a significant influence on 

Indonesian government policy at both the national and local levels. 

Decentralization has given NGOs greater leeway to work with local 

governments.  

The HIV/AIDS epidemic in Indonesia has now entered its 

‘concentrated’ stage. Blame, stigma, and denial, however, still color 

the responses of the government and the general public. The fall of 

the authoritarian Soeharto regime in 1998 and the coming to power 

of a series of democratic governments in the so-called ‘Reform Era’ 

have not drastically changed society’s values regarding sexuality, 

though more NGOs are now active in the field. Poverty remains 

widespread.  

Over the last two decades, the Indonesian government’s 

approach to HIV/AIDS control and prevention focusing on ‘high risk’ 

groups – sex workers and their clients, injecting drug users, and men 

who have sex with men – has been unable to change the trajectory 

of the epidemic. The focus on ‘high risk’ groups overlooks men in 

general, though we know that men are the bridge linking so-called 

‘high risk’ and ‘low risk’ populations. Intervention programs in the 

lokalisasi, for instance, focus on female sex workers rather than their 

male clients, though we know that the latter have much greater 

power to negotiate condom use.  

The focus on high risk groups ignores the threat to the 

broader population; recent statistics show that more and more 

housewives are being infected by their husbands. The failure of the 

‘risk group paradigm’ in Indonesia is partly due to its use of ‘foreign’ 

terminology. The government and NGOs often unconsciously 

employ Western, academic notions of disease and risk without 

translating them into less abstract concepts comprehensible to those 

who are vulnerable to HIV. I suggest that there is a particular need to 

translate the notion of ‘risk’ into terms that are more culturally and 

socially accessible in the Indonesian context. Furthermore, people 

do not necessarily identify themselves with the designated ‘risk 

groups’ if, for example, they are in denial about their behavior.  

This study was conducted in Karawang district, West Java, a 

region where numerous factors have contributed to the spread of the 

epidemic: industrialization, poverty, migration (both to surrounding 
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cities and abroad), marriage patterns, prostitution, and proximity to 

the northern highway. These factors have heightened risks for 

certain sub-populations, including injecting drug users, sex workers 

and their clients, migrant workers (mainly women), and prison 

inmates. The case of Karawang district also reveals the epidemic’s 

transmission routes into the general population.  

The consequences for adequate healthcare provision are 

serious. The under-reporting of AIDS cases, the unpreparedness of 

the health services to deal with HIV/AIDS, and discrimination 

towards Odha by healthcare providers all undermine adequate and 

effective care. The fragmented healthcare system in Karawang, its 

slow response to the needs of Odha, limited budgets, the weak role 

of the Local AIDS Commission, NGOs’ continued dependence on 

external (international) funding, and widespread poverty all intertwine 

to lead to the premature and preventable deaths of Odha. 

Many Indonesians are unaware of the risks of HIV infection. 

The life stories of the Odha in this study show that adequate 

information is not reaching the general population, particularly 

adolescents. The stigma of being an Odha and tactics to avoid 

disclosure in their social and sexual relationships were salient in their 

stories. Many women in this study – particularly those who were 

most likely infected by their husbands – found out their seropositive 

status only when they or their husbands and children became 

severely ill. 

The life stories told by the Odha in this study focused on fear 

of stigma, lack of family support, economic hardship, ignorance 

about their medical condition and the risks of transmission, and 

difficulties accessing adequate healthcare. The stories revealed the 

precariousness of their lives, often ending in deaths that might have 

been prevented under more auspicious circumstances. Access to 

ARV medicines was limited by the government’s erratic supply. 

Adherence to ARV therapy was a challenge for those still addicted to 

drugs. The dynamics of stigma and (fear of) disclosure, bodily 

illness, and economic hardship all cast a shadow over their daily 

lives.  

The self-stigma of Odha was salient, only gradually 

diminishing through disclosure. The notion of disclosure has largely 

been popularized by NGOs and other support groups where Odha 

learn about their illness. But in societies such as Indonesia, where 

HIV/AIDS is enshrouded in social stigma, silence and secrecy 
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remain common. Disclosure is a social process; its impact is often 

hard to predict. But contrary to their fears, some of the Odha in this 

study were accepted by their families. In some cases, families and 

support groups played key roles in caring for Odha who had fallen 

sick or were dying. Other stories, however, revealed experiences of 

stigmatization, rejection, and blame.  

Stigma, silence, and ambiguity were also recurring themes 

within spousal relationships, among both HIV discordant and 

concordant couples. Many of the Odha in this study, as they were 

still young, desired to have children. But they lacked adequate 

information on the prevention of mother-to-child transmission of HIV. 

They also lacked information on technicalities such as the CD4 

count, ARV treatment, and caesarean delivery. Unfortunately, 

existing NGOs do not address the issue of Odha wanting to raise 

families. People struggling with these kinds of questions do not have 

enough information – and often also lack the financial means – to 

make informed decisions. 

 Access to PMTCT services is crucial for HIV-positive women. 

As the services available in urban centers are prohibitively 

expensive, the Odha in this study had to make use of their social 

networks – friends, NGOs, and support groups – to secure safe 

deliveries and to prevent the vertical transmission of HIV. In 

navigating HIV in pregnancy and delivery, the role of NGOs and 

support groups proved indispensable – not only for disseminating up 

to date information, but for helping Odha access PMTCT services. 

The reliance on international funding agencies, however, makes the 

availability of PMTCT services, even in urban areas, highly 

uncertain.  

 This research also revealed cases of the post-partum 

sterilization of HIV-positive women by physicians, consistent with 

findings in others countries such as Thailand and Brazil. Although 

there was – in theory – consent from patients, their ‘decisions’ were 

strongly influenced by medical professionals, while patients were not 

well informed about sterilization. This is a hitherto under-addressed 

issue regarding the reproductive rights of Odha in Indonesia. 

 This study has traced the contours of a silent epidemic: how 

– in a country with a relatively low overall prevalence rate and 

significant social stigma surrounding HIV/AIDS – people are 

becoming infected without knowing they are at risk. Despite the 

enormous resources available at the global level for programs to 
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prevent transmission from parents to children and to provide care 

and support to people living with HIV/AIDS, young people in 

Indonesia are still dying from AIDS. They are beyond the reach of 

the information that they so desperately need, and are unable to 

afford those services that are available. 
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SUMMARY  
 
The government of Indonesia has stated its aim to decrease the rate 
of new HIV cases as part of its commitment to achieving the 
Millennium Development Goals (MDGs) by 2015. Over the last two 
decades, the Indonesian government’s approach to HIV/AIDS 
control and prevention focusing on ‘high risk’ groups – sex workers 
and their clients, injecting drug users, men who have sex with men 
and male transgender – has been unable to change the trajectory of 
the epidemic.  
 
 Indonesia’s HIV/AIDS policy has evolved since its initial 
impulse to blame foreigners in the country. Due to the influence of 
NGOs, the first National Strategy (1994-2002) embraced a rights-
based approach to control the epidemic, though implementation was 
hampered by conflicting interpretations among government 
institutions. Implementation lagged behind until early in the twenty-
first century, when the number of HIV/AIDS cases skyrocketed. The 
second National Strategy (2003-2007) therefore aimed to establish a 
more comprehensive approach to fight the epidemic, with strong 
support from international donors. 
 
 The focus on high risk groups ignores the threat to the 
broader population; recent statistics show that more and more 
housewives are being infected by their husbands.This study found 
that many HIV-positive women learnt their serostatus during 
antenatal care, just before giving birth, when their children became 
severely ill with HIV-related illnesses, or when their 
husbands/partners suffered severe opportunistic infections. Most 
women were infected by husbands who were IDUs and/or engaging 
in unsafe sex without their knowledge.  
 

 A key constraint facing HIV/AIDS programs in Indonesia is 
the taboo on the public discussion of sexuality. Sex in Indonesian 
society has its legitimate place in marriage – and with the 
assumption of fidelity, marriage has been seen as a safe haven to 
avoid HIV infection. Nevertheless, the more recent increase in the 
number of HIV-positive pregnant women and children has forced 
PMTCT onto the agenda. Implemented through existing programs of 
antenatal care, PMTCT services in theory are now available to all 
women. Integrating HIV/AIDS within Indonesia’s reproductive health 
services poses new challenges for policy and programming. But 
again, implementation lags behind, in part due to the socio-cultural 
resistance of policy-makers to admit that marriage is no longer a 
safe haven. As the epidemic advances, blame, stigma, and denial 
are still coloring the responses of both government and society. 
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 This ethnographic study conducted in Karawang district of 
West Java province, a rice granary rapidly turned into industrial area 
as I explained in chapter 3. Karawang district is spatially vulnerable 
to the spread of HIV due to its proximity to the north coast highway, 
the main East-West artery linking the big cities on Java. Large 
mobile populations of truckers, bus drivers and other motorists – the 
usual customers of sex workers – ply this highway. But more 
important is a structural driver of HIV epidemic in this district: pattern 
of marriage, long history of prostitution, mobility and migration, drugs 
use, and penitentiary system.  These drivers intertwine each other 
which place everybody in Karawang district vulnerable to HIV 
infection.  
 
 In the chapter 4 I present life stories of four Odha (people 
living with HIV/AIDS). They are ordinary people who were unaware 
of the risks of HIV infection. Their stories show that young people in 
Indonesia are not receiving adequate information about HIV/AIDS, 
and that the lack of prevention initiatives among the general 
population makes family members of high risk individuals more 
vulnerable. Stigma and shame surrounding being an Odha are 
salient in these stories, forcing Odha to adopt tactics to avoid 
disclosure in their social relations. Their stories reflect how silent 
epidemic occured in Indonesia society.  
 
 Through illness narratives of Odha I argue that the 
intersection of ‘deep illness’, fear of stigma, the lack of family 
support, economic hardship, and fragmented healthcare leads to 
Odha precarious lives, which can result in death. Fear of stigma and 
disclosure are dominant themes in their narratives, along with fear of 
sickness, which is always linked to economic hardship. Disclosure to 
family members did not always result in stigmatization, as many 
Odha feared. Some cases revealed the significant roles played by 
family members and support groups in caring for Odha who had 
fallen ill. I also discuss the tactics developed by Odha to cope with 
economic hardship in their daily lives, how stigma and disclosure 
intertwine with social support from the family, and how economic 
hardship hinders access to healthcare. In addition, intertwining 
variables --  limited budget for HIV/AIDS service, poor coordination 
among related institutions, NGO’s dependency to international 
funding, economic hardship, self-stigma – cause a fragmented 
healthcare in Karawang district. 
 
 HIV/AIDS is not only an individual illness, but an illness of the 
family. The presence of HIV/AIDS has different consequences for 
different families, just as illness progressions differ. In the sixth 
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chapter I reveal aspects of the inequality between husbands and 
wives. As wives, as mothers, and often as breadwinners too, women 
shoulder most of the family responsibilities. Their HIV status does 
not affect relationships within the family. Men – whether they are 
HIV-positive or not – perceive themselves to be the heads of 
families, regardless of whether they fulfill their socially expected 
roles. 
 
 Fear of stigma and discrimination deter Odha from disclosing 
their seropositive status. In almost all the cases I came across, 
disclosure was limited to an inner circle of parents or siblings, a 
spouse or current sexual partner, one’s closest friends, peer group, 
or support group. In this chapter I also examine the problem of 
disclosure, particularly in the context of the spousal relationship, and 
how being HIV-positive influences one’s sexual and reproductive 
practices. Disclosing one’s HIV status can disrupt relationships. This 
is most obviously the case in the intimate relationships Odha have 
with lovers, partners, and spouses.  Disclosing one’s identity as an 
Odha always involves interpretation and negotiation in different 
social contexts. Eventually, disclosure must be perceived as a 
process that requires gradual adjustment on the part of Odha vis-à-
vis their spouse/partner, family, peer group, and community. The 
result of disclosing one’s HIV status remains uncertain. Some 
instances led to acceptance and support; others led to 
stigmatization, rejection, and blame. In a society where HIV/AIDS is 
highly stigmatized, silence and secrecy are common strategies for 
Odha to circumvent rejection and discrimination. 
 
 Motherhood is the socially sanctioned ideal for Indonesian 
women. Having children provides a woman with a social identity and 
guarantees her status in her family and kin group. For a man, 
marriage and having children are status symbols; he demonstrates 
his masculinity and virility and is recognized as the family head. 
Many Odha in this study revealed their intention to have children. 
The effectiveness of ARV treatment brings hope to many Odha to 
lead normal lives, from working to marriage to having offspring. The 
desire to have children coexists with worries of infection, concerns 
about one’s CD4 count, and a rights-based consciousness often 
encountered among networks of Odha.  
 
 Reproduction is a complex issue for Odha, particularly 
women. HIV-positive women face a string of reproductive choices: 
whether to get pregnant, the right time to do so, regarding abortion, 
antenatal care, caesarian versus normal delivery, breastfeeding 
versus formula milk, ARV treatment, and condom use as protection 
against re-infection. In this seventh chapter, I argue that pregnancy 
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and giving birth are ways for HIV-positive women to contest 
HIV/AIDS-related stigma in the family and community; through 
marriage and having children, they regain control over their 
reproductive lives and pave the way to ‘normalcy’.  In navigating HIV 
in pregnancy and delivery, the role of NGOs and support groups is 
crucial, not only for disseminating up-to-date information but also for 
helping HIV-positive women access PMTCT services.  
 
 This study has traced the contours of a silent epidemic: how 
– in a country with a relatively low overall prevalence rate and 
significant social stigma surrounding HIV/AIDS – people are 
becoming infected without knowing they are at risk. Despite the 
enormous resources available at the global level for programs to 
prevent transmission from parents to children and to provide care 
and support to people living with HIV/AIDS, young people in 
Indonesia are still dying from AIDS. They are beyond the reach of 
the information that they so desperately need, and are unable to 
afford those services that are available. 
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SAMENVATTING 
 
De Indonesische overheid heeft zich als doel de afname in nieuwe 
HIV gevallen gesteld als onderdeel van  haar voornemen de 
Millenium Development Goals (MDGs) vóór 2015 te halen. De 
aanpak die de Indonesische overheid de afgelopen twee decennia 
heeft gehanteerd met betrekking tot HIV/AIDS controle en preventie 
en die zich richtte op ‘risicigroepen’ – prostituees en clienten, 
injecterende drugsgebruikers, mannen die seks met mannen hebben 
en mannelijke transgenders – is niet in staat gebleken het traject van 
de epidemie te veranderen.   
 
 Indonesië’s HIV/AIDS beleid is gegroeid sinds de 
aanvankelijke impuls buitenlanders in het land als schuldige aan te 
wijzen. Onder invloed van NGO’s, omarmde de eerste Nationale 
Strategie (1994-2002) een rights based approach om de epidemie te 
beheersen, hoewel implementatie werd gehinderd dor conflicterende 
interpretaties tussen overheidsinstellingen. Implementatie bleef 
achter tot aan het begin van de 21e eeuw, toen het aantal HIV/AIDS 
gevallen omhoogschoot. Om deze reden had de tweede Nationale 
Strategie (2003-2007) als doel een meer omvangrijke aanpak om de 
epidemie te bestrijden, ondersteund door internationale donoren. 
 
 De focus op risicogroepen negeert de dreiging voor de 
algemene bevolking; recente statistieken laten zien dat huisvrouwen 
in toenemende mate worden geinfecteerd door hun echtgenoten. 
Deze studie bevond dat veel seropositieve vrouwen hun serostatus 
te weten kwamen tijden prenatale zorg, vlak voor de bevalling, 
wanneer hun kind ernstig ziek werd door HIV-gerelateerde 
aandoeningen, of wanneer hun echtgenoten leden onder ernstige 
opportunistische infecties. De meeste vrouwen waren geinfecteerd 
door echtgenoten die IDU waren en/of die onbeschermde seks 
hadden zonder hun medeweten.  
 
 Een belangrijke beperking van HIV/AIDS programma’s in 
Indonesië is het taboe op publieke discussie van seksualiteit. De 
legitieme plaats van seks in de Indonesische samenleving is binnen 
het huwelijk – en met de verondersteling van trouw, wordt het 
huwelijk gezien als veilige haven ter bescherming van HIV 
besmetting. Desalniettemin heeft de recentere toename in het aantal 
seropositieve zwangere vrouwen and kinderen PMTCT op de 
agenda gezet. Geimplementeerd door bestaande prenatale zorg, zijn 
PMTCT services in theorie beschikbaar voor alle vrouwen. De 
integratie van HIV/AIDS in bestaande Indonesische reproductieve 
gezondheidsservices vormt nieuwe uitdagingen voor beleid en 
programmering. Maar alweer blijft implementatie achter, deels door 
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de socio-culturele weerstand van beleidsmakers tegen het toegeven 
dat het huwelijk niet langer een veilige haven is. Terwijl de epidemie 
zich uitbreidt, worden overheid en samenleving nog steeds gekleurd 
door schuld, stigma, en ontkenning. 
 
 Deze etnografische studie is uitgevoerd in het district 
Karawang van de provincie West Java, een rijstschuur die zich snel 
heeft ontwikkeld tot een industrieel gebied, zoals ik uiteen heb gezet 
in hoofdstuk 3. Het district Karawang is ruimtelijk kwetsbaar voor de 
verspreiding van HIV, omdat het dichtbij de noordkust-snelweg 
gelegen is, de voornaamste oost-west ader die de grote steden op 
Java verbindt. Grote, mobiele populaties vrachtwagenchauffeurs, 
buschauffeurs en andere bestuurders – de gebruikelijke cliënten van 
prostituees – maken gebruik van deze snelweg. Belangrijker echter  
zijn de structurele factoren van de HIV epidemie in dit gebied: 
huwelijksvormen, een lange geschiedenis van prostitutie, mobiliteit 
en migratie, drugsgebruik, en het penitentiaire systeem. Deze 
factoren zijn onderling verbonden en plaatsen daarmee iedereen in 
het district Karawang in een kwetsbare positie voor infectie.  
 

In hoofdstuk 4 presenteer ik de levensverhalen van vier Odha 
(mensen met hiv/aids). Het zijn gewone mensen die zich onbewust 
waren van de risico’s van HIV-besmetting. Hun verhalen laten zien 
dat jonge mensen in Indonesië geen adequate informatie over 
HIV/AIDS ontvangen, and dat het gebrek aan preventie-initiatieven 
onder de algemene bevolking de familieleden van ‘high risk’ 
individuen kwetsbaarder maakt. Stigma en schaamte omtrend het 
zijn van een Odha zijn saillant in deze verhalen, en dwingen Odha 
tot tactieken om openbaring in hun sociale relaties te vermijden. Hun 
verhalen reflecteren hoe een stille epidemie tot stand kwam in de 
Indonesische samenleving. 
 
 Door illness narratives van Odha beargumenteer ik dat de 
intersectie van ‘deep illness’, het gebrek aan steun van familie, 
economische ontberingen, en gefragmenteerde gezondheidszorg 
leiden tot Odha precaire levens, wat kan resulteren in dood. Angst 
voor stigma en openbaarmaking zijn dominante thema’s in hun 
verhalen, samen met angst voor ziekte, hetgeen altijd verbonden is 
aan economische ontberingen. Openbaring aan familieleden heeft 
niet altijd geleid to stigmatisering, zoals vele Odha vreesden. 
Sommige cases onthullen de belangrijke rol gespeeld door 
familieleden en steungroepen die zorgen voor zieke Odha. Ik zal ook 
de tactieken die Odha hebben ontwikkeld om om te gaan met 
economische moelijkheden in hun dagelijkse levens behandelen, en 
hoe stigma en openbaring toegang tot gezondheidsservices hindert. 
Aanvullend zorgen onderling verbonden variabelen – een beperkt 
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budget voor HIV/AIDS services, slechte coördinatie tussen 
gerelateerde instellingen, de afhankelijkheid van NGO’s van 
internatonale financiering, economische ontberingen, zelf-
stigmatisering – voor een gefragmenteerde gezondheidszorg in 
Karawang.   
 
 HIV/AIDS is geen individuele ziekte, maar een ziekte van de 
familie. The aanwezigheid van HIV/AIDS heeft verschllende 
gevolgen voor verschillende families, net zoals de voortgang van de 
ziekte verschilt. In het zesde hoofdstuk onthul ik aspecten van de 
ongelijkheid tussen echgenoten en echtgenotes. Als echtgenotes, 
als moeders, en vaak ook als kostwinners, nemen vrouwen het 
grootste gedeelte van de familieverantwoordelijkeheden tot zich. 
Hun serostatus heeft geen effect op relaties binnen de familie. 
Mannen – of ze seropositief zijn of niet – ervaren zichzelf als het 
hoofd van de familie, ongeacht of ze hun sociaal verwachtte rol 
vervullen.  
 
 Angst voor stiga en discriminatie weerhouden Odha van 
openbaarmaking van hun seropositieve status. In bijna alle gevallen 
die ik tegenkwam was openbaring gelimiteerd tot een intieme kring 
van ouders of broers en zussen, een echtgenoot of huidige seksuele 
partner, de beste vrienden, peer group, of steungroep. In dit 
hoofdstuk onderzoek ik ook het probleem van openbaarmaking, met 
name in de context van de echtelijke relatie, en hoe seropositief zijn 
iemands seksuele en reproductieve praktijken beinvloedt. Het 
openbaarmaken van iemand serostatus kan relaties ontwrichten. Dit 
is met name het geval in intieme relaties die Odha hebben met 
minnaars, partners, en echtgenoten. Openbaarmaking van iemands 
identiteit als Odha brengt altijd interpretatie en onderhandeling in 
verschillende sociale contexten met zich mee. Uiteindelijk dient 
openbaring gezien te worden als een proces dat geleidelijke 
aanpassingen voor de Odha ten opzichte van hun 
echtgenoot/partner, family, peer group, en gemeenschap vereist. Het 
resultaat van de openbaring van iemands serostatus blijft onzeker. In 
sommige gevallen leidt het tot acceptatie en steun; in andere tot 
stigmatisering, afwijzing, en schuld. In een samenleving waar 
HIV/AIDS zeer gestigmatiseerd is, zijn stilte en geheimhouding 
gebruikelijke strategieën voor Odha om afwijzing en discriminatie te 
ontwijken.   
 
 Het moederschap is het sociaal gesanctioneerde ideaal voor 
Indonesische vrouwen. Het hebben van kinderen geeft een vrouw 
een sociale identeit en garandeert haar status in haar familie en 
verwantschapsgroep. Voor mannen zijn trouwen en het hebben van 
kinderen statussymbolen; zo tonen zijn hun mannelijkheid en viriliteit 
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en worden ze herkend als hoofd van de familie. Veel Odha in deze 
studie onthulden hun intentie kinderen te hebben. De effectiviteit van 
ARV behandelingen geeft vele Odha de hoop op een normaal leven, 
van werk tot huwelijk tot het hebben van nageslacht. Het verlangen 
kinderen te hebben bestaat samen met zorgen om infectie, 
bezorgdheid om hun CD4-telling, en een rights based bewustzijn dat 
vaak wordt gezien in Odha netwerken. 
 
 Reproductie is een complex probleem voor Odha, met name 
voor vrouwen. Seropositieve vrouwen worden geconfronteerd met 
een scala aan reproductieve keuzes: om zwanger te worden, het 
juiste moment daarvoor, aangaande abortus, prenatale zorg, 
keizersnede of gewone bevalling, borst- of flesvoeding, ARV 
behandeling, condoomgebruik als bescherming tegen 
herbesmetting. In dit zevende hoofdstuk beargumenteer ik dat 
zwangerschappen en bevallingen manieren zijn voor seropositieve 
vrouwen om HIV/AIDS gerelateerd stigma te betwisten in de familie 
en de gemeenschap; door te trouwen en kinderen te krijgen 
hervatten zij de controle over hun reproductieve levens en bereiden 
zij een pad tot ‘normaliteit’. Om HIV te navigeren in zwangerschap 
en bevaling zijn NGO’s en steungroepen van cruciaal belang, niet 
alleen in het verstrekken van actuele informatie, maar ook om 
seropositieve vrouwen te helpen toegang te krijgen tot PMTCT 
services. 
 
 Deze studie heeft de contouren van een stille epidemie 
getraceerd: hoe – in een land met een relative lage algemene 
prevalentie en significante sociale stigmatisering omtrend HIV/AIDS 
– mensen besmet raken zonder te weten dat ze risico lopen. 
Ondanks de enorme bronnen die op globaal niveau beschikbaar zijn 
voor programma’s om besmetting van ouders op kinderen te 
voorkomen, en voor het verstreken van zorg en steun voor mensen 
met HIV/AIDS, sterven jonge mensen in Indonesië nog steeds aan 
AIDS. Zij zijn buiten het bereik van de informatie die zij zo dringend 
nodig hebben, en zijn niet in staat de services die beschikbaar zijn te 
betalen. 
 
 
 




