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My interest in AIDS and gender issues started in 1992 when I was living in 
New York and documented performances of gay and lesbian gender benders 
for almost a year. Most of them were black, Hispanic and poor men making a 
living doing odd jobs, including sex work, with little or no protection. At the 
time AIDS medicines were just being developed. By the mid-nineties many of 
my friends had died of AIDS or violence, suggesting that documentary film 
making was not particularly useful in actually improving the lives of the poor 
and disenfranchised. This experience led me, although with a quite a few 
detours, to pursue a career in international health. 

The topic of this thesis reflects my professional experiences and interests, 
but is also very personal. I was pregnant with my first child when I started to 
work on care and support for HIV- infected mothers in Togo, West Africa. One 
of the first strategies to be applied in countries with increasing rates of infec-
tion of HIV but limited resources is prevention of mother to child transmission 
(PMTCT). PMTCT is a commonly used term for programs and interventions 
designed to reduce the risk of mother-to-child transmission (MTCT) of HIV. 
PMTCT was introduced at the global level at a time when anti-retroviral drugs 
(ARV) were still so expensive that treatment access in poor countries was 
problematic. The use of ARV to reduce transmission from mother to child was 
considered feasible, but ARV for the mothers was not yet available. Few preg-
nant women visited the PMTCT services because there was little incentive. In-
ternational organisations encouraged people to “live positively”. But because 
ARV medicines for mothers were not available, AIDS workers involved in care 
and support programs, such as myself, watched young mothers die while 
expensive PMTCT facilities were underutilized. 

In Vietnam, my current home, I was pregnant again when my Vietnamese 
colleague and I initiated a care and support program for HIV-infected young 
mothers. In Vietnam ARV were available but these were not accessible for 
women at the time. Our mission was to improve comprehensive care and sup-
port for HIV+ pregnant women and young mothers, using very concrete indi-
cators to measure program progress. We started the first Vietnamese self-help 
group for HIV+ mothers, the Sunflowers, with a group of four HIV+ women. 
This pilot project has developed into a large program involving hundreds of 
active, healthy and vibrant HIV+ women. Dozens of similar and not-so-similar 
self-help groups have now sprung up all over the country. 

Preface
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This thesis was inspired by my professional work with HIV+ women and 
their families. During my work it became very clear that cultural notions con-
cerning gender roles and family lineages shape not only the medical practices 
designed to prevent mother-to-child transmission of HIV, but also the ways 
in which agency of the target population of women is circumscribed, as well 
as empowered. With this research I hope to examine these issues while also 
contributing to a growing body of academic work on gender, power, agency 
and HIV/AIDS. 

I also hope to share some of the lessons learned in PMTCT programs with 
international health professionals so that the quality of life of HIV+ women 
and their families can be improved. 

Public health and medical anthropology are both multidisciplinary fields, 
and HIV/AIDS has long ceased to be considered just a medical problem. Hav-
ing received academic training in political science, anthropology, public health 
and media studies, I feel uncomfortable claiming to belong or represent one 
discipline, and feel more comfortable working in an interdisciplinary fashion.  
The cross-disciplinary approach is reflected by the different backgrounds of 
my promoters.  Prof. Anita Hardon is a medical anthropologist with a sci-
ence background. Dr Pamela Wright was trained in molecular biology and 
then moved on to public health education, while Prof. Dr. Frances Gouda is 
a historian. 

Many people have supported me in the pursuit of this project. I am grate-
ful to the partner organisations of Medical Committee Netherlands Vietnam 
(MCNV) who generously gave their time to share information and provided 
valuable assistance in the organisation of fieldwork. They are: in Hanoi, the 
Dongda Red Cross, DongDa District Health Centre, DongDa Hospital, Dong-
Da Maternity Ward, Kham Thien Health Station, Tho Quan Health Station, 
DongDa Women’s Union, the National Obstetric Hospital, the National Pediat-
ric Hospital, Bach Mai Hospital, Hanoi Obstetric Hospital, Saint Paul Hospital, 
Maternity Ward ‘A’, Hanoi Department of Social Evil Prevention, and Reha-
bilitation Camp 02. In Thai Nguyen: Thai Nguyen Health Service, Thai Nguyen 
General Hospital, ‘A’ Hospital, the Provincial Preventive Medicine Centre, Thai 
Nguyen Health Centre, Phan Dinh Phung Health Station, Quang Trung Health 
Station, the Provincial Red Cross, the Provincial Women’s Union, the Depart-
ment of Labour, Invalids and Social Affairs, and the Rehabilitation Camps. 

I greatly appreciated the technical advice of my promoters Anita Hardon, 
Frances Gouda and Pamela Wright. Pamela also deserves credit for mentoring 
me patiently and with relentless optimism throughout the work in Vietnam. 

I’d like to thank my MCNV colleagues, first of all Thu Anh Nguyen, who 
has been my complementary ‘other half’ in the operational and academic 
work, Pham Ngoc Yen for invaluable organisational support, Ms Nguyen Thi 
Thu Huong for taking care of many logistical issues, Ms Willie Ruckert for 
identifying funding opportunities, and many others who have all made vari-
ous contributions to this research. 
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This publication is a result of the hard work of the research team, which 
included Dr Vu Thi Bich Diep, Ms Vu Thi Kim Dung, Dr Nguyen Thi To Uyen, 
Dr Pham Cong Chinh, Ms Ngo Thuy Hanh, and Dr Do Quan Ha. Thank you all 
for your administration, data collection and analysis, and comments on drafts 
of the publications.

Very special thanks to the members of the Sunflower, Cactus Blossom, For 
You and For Me, Bright Future and Sympathy Women groups. Thank you so 
much for allowing me into your lives and confiding your life stories.

I also want to thank my colleagues in other international organisations 
working directly and indirectly on HIV and gender programs in Vietnam for 
practical and moral support for this project. Diana Measham, Ger Steenber-
gen, Steve Mills and Luisa Brumana deserve special mention for reading the 
first draft of the whole PhD and providing very detailed comments. I also want 
to express my gratitude to my editor Joanna White for correcting my English 
language and making the texts flow more smoothly. 

Without the financial support of the Dutch Ministry of Foreign Affairs 
(DGIS), the research would never have been possible. 

On the home front, Nguyen Thi Thao and Hoang Kim Dung have taken 
wonderful care of my family and house which has liberated me to work on 
this research. My own parents and my parents-in-law need to be mentioned 
for taking loving care of me and my family at various stages of writing. Last 
but not least, I received invaluable moral and practical support from my hus-
band Matt Steinglass, who has spent considerable time helping me to clarify 
my thoughts and connect them to feelings.

I can only add that any shortcomings and mistakes are entirely my own 
responsibility. 

Preface
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 AIDS Acquired Immunodeficiency Syndrome
 ANC Antenatal care
 ART  Anti-retroviral therapy
 ARV  Anti-retrovirals (drugs)
 BCC Behaviour change communication
 CDC Center for Disease Control
 DOLISA Department of Labour, Invalids, and Social Affairs
 FHI Family Health International
 FSW Female sex worker
 GIPA Greater Involvement of People living with HIV/AIDS
 IDU Injecting drug user
 IDI In-depth interview
 IEC Information, Education and Communication
 HAART  Highly active anti-retroviral treatment 
 HCW Health care worker
 HIV Human immunodeficiency virus
 IGA  Income generating activities
 MCH Maternal and child health
 MCNV Medical Committee Netherlands Vietnam
 MOH Ministry of Health
 MOLISA Ministry of Labour, Invalids and Social Affairs
 NGO Non-governmental organisation
 OI Opportunistic infection
 PCR  Polymerase chain reaction
 PDP Personal development plan
 PEPFAR President’s Emergency Plan for AIDS Relief
 PLHIV People living with HIV
 PMTCT Prevention of mother-to-child transmission
 RTI Reproductive tract infection
 SARS Sever acute respiratory syndrome
 SD-NV  Single-dose Nevirapine
 SRV Socialist Republic of Vietnam
 STD Sexually transmitted disease
 STI Sexually transmitted infection
 SSI Semi-structured interview
 TB Tuberculosis
 UNAIDS United Nations Program on HIV/AIDS
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 UNDOC United Nations Office against Drugs and Crime
 UNGASS United Nations General Assembly
 VAAC Vietnam Administration of HIV/AIDS Control
 VCT Voluntary counselling and testing
 WHO World Health Organisation
 WU  Women’s Union

Glossary of Vietnamese terms

 Thiên chức Sacred Motherhood
 Gia đình văn hóa Cultural Family
 Tệ nạn xã hội Social Evils
 Đổi mới Renovation
 Câu lạc bộ Đồng cảm Sympathy group
 Họ/Hụi Local savings and credit association
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Lines of inquiry

Thu is a young Vietnamese mother with a healthy two and a half year old 
year old son just like mine. We were pregnant at the same time; she was six 
weeks ahead of me.  We discussed ordinary topics that pregnant women 
like to discuss, such as sleeping at night, morning sickness, mothers-in-law 
and whether your husbands want sons or daughters. One big difference 
between her and me though, was that she was HIV infected and I was not. 
She was worried that she would infect her child and that she would not live 
to raise him. 

Women like Thu can have a 95% or even higher chance of having a 
healthy child with PMTCT. PMTCT was introduced at the global level at a time 
when ARV were still so expensive that treatment access in poor countries was 
problematic. The use of ARV to reduce transmission from mother to child, 
however, was considered feasible. (Connor et al., 1994; Dabis et al., 2000) 
In Vietnam the government program has officially provided a single dose of 
Nevirapine regimen (SD-NV) since 2002. 

In 2003 when I started to assess the needs and gaps in HIV/AIDS pro-
grams in Vietnam, I learned that most women like Thu were infected by 
injecting drug users (IDUs). Both drug use and HIV infection are socially stig-
matised. Health workers often could not contact HIV+ women after a posi-
tive test result because they had given a false address. Doctors mentioned 
that women with severe AIDS just refused to stay in a hospital bed for fear 
of being seen; in the matrilineal and patrilocal structure of the Vietnamese 
family these women seemed to sacrifice themselves to save the face of their 
families, and died alone.

Even as the global prices for were ARV falling, Vietnamese women were 
excluded, or excluded themselves, from accessing the increasingly available 
ARV. At that time health workers, academics, policy makers and AIDS activ-
ists in other countries had come to similar conclusions. Many people on the 
ground knew that women avoided the services because the “M” in PMTCT 
programs was being ignored. Somehow this idea had not reached Vietnam. 
Vietnam’s strong state, its cultural reverence of the mother role, its strong 
economic growth, its robust health system (which had just successfully com-
bated Severe Acute Respiratory Syndrome; SARS), and its pilot ARV pro-
grams made me very hopeful that a mother-oriented approach to PMTCT 
was feasible. During the assessment I met a Vietnamese medical doctor who 

Introduction
Gender, Fertility and Prevention of Mother to Child 
Transmission of HIV in Vietnam
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agreed with my belief that more women would access the PTMCT medicines 
available if we could offer high quality social, medical and economic services 
that would help both the mother and the child. We believed that the state 
would also be willing to provide these services, if it received feedback from 
these women and saw results. 

In 2004, together with a group of authorities who were willing to try a 
new approach, we therefore initiated the first support group for Vietnamese 
HIV+ mothers and pregnant women, the Sunflowers. Thu was one of our first 
four members.  

Like most mothers, Thu thought that she was the best person to care 
for her child. The emphasis on saving the child in PMTCT programs raises 
questions, however, about the moral implications of choosing to treat the 
mother only to help the child, and about the cultural attitudes that make this 
approach not only acceptable but even perhaps preferable to other possible 
interventions as part of a more comprehensive approach to HIV control. 

Until 2004 the World Health Organisation promoted a three-pronged or 
three-pillared approach: the prevention of (a) new infections in parents-to-be, 
(b) unwanted pregnancies in HIV infected women, and (c) transmission from 
an HIV infected mother to her infant. But the postnatal care and support 
needs for the young mothers themselves, such as access to ART, economic- 
and psycho-social support, were conspicuously absent from this approach. In 
the same year that we started our group, WHO and UNAIDS added a fourth 
pillar: care and support for HIV-positive mothers and their children and fami-
lies. (WHO & UNAIDS, 2004) This fourth care and support “pillar” is built 
upon the other three.

Within weeks after we met, Thu showed us that we had been naïve in our 
assumption that the third pillar, medical intervention for PMTCT, was acces-
sible. PMTCT programs and medicines existed on paper, and the medicines 
were available in hospitals with trained staff.  But they were still somehow not 
given to women like her who needed them. Thu had been to a national hos-
pital but had not been given information about PMTCT by the various services 
that she visited. The two of us, with our pregnant bellies, and accompanied 
by a delegation of Vietnamese and international colleagues, then went to 
the national hospital in Hanoi to discuss how we could help the hospital to 
improve PMTCT treatment, especially Thu’s treatment. 

We made an offer to the obstetric hospital: we would take care of the 
post-delivery care in the new support group so that women would be able 
to live longer and healthier, while the hospital could follow up the effective-
ness of their medical intervention to prevent the transmission of HIV from 
the mother to the child. The hospital management informed us that hospital 
workers were confused by all the new ideas and technologies they had been 
presented with. They were concerned that staff would give incorrect informa-
tion about the illness of the mother, or raise expectations about the postnatal 
care available when giving a prospective HIV+ mother the name card of the 
HIV+ mothers’ support group for referral. They wanted more training for vari-

Pressure to Bear: Gender, Fertility and Prevention of Mother to Child Transmission of HIV in Vietnam
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ous staff members from the various departments that have a role to play in 
PMTCT. We expected to train a limited number of counsellors and staff from 
the infectious disease department. 

When we saw the list of staff that was involved we were flabbergasted; 
it seemed like we were being asked to train almost every department in the 
whole hospital. We learned that the main reason for this was that staff in 
many departments was both afraid and uninformed about HIV transmis-
sion, and both women patients and staff might move between depart-
ments depending on medical needs.

Mother to child transmission (MTCT) can take place 1) during pregnancy, 
2) during labour and delivery, or 3) through breastfeeding. Even without an 
intervention, almost two-thirds of children will not be infected, but the risks 
of transmission differ considerably according to circumstances. Because the 
risk of transmission is highest during labour and through breastfeeding, most 
PMTCT interventions target the peripartum period and replacement feeding. 
(Mofenson & McIntyre, 2000; Piwoz & Preble, 2002) Prevention of mother to 
child transmission of HIV was, and still is, often presented as a simple interven-
tion. Medical authorities agree that a simple combination of a single dose of 
Nevirapine at the right time and replacement feeding can dramatically reduce 
the risks of HIV transmission. (Center for Disease Control, 2001; Lepage & 
Hainaut, 2000; Mofenson & McIntyre, 2000)

However, program managers in other health projects found, as we did, 
that actually implementing this relatively straightforward treatment regime is 
not so simple. (McIntyre & Gray, 2002; Piwoz & Preble, 2002) The technologies 
are multifaceted and subject to change, and they interfere with a wide range 
of reproductive practices, such as where and when to give birth and how and 
whether to breastfeed. (Piwoz & Preble, 2002) In fact, all PMTCT technologies 
are complex. Interventions to directly prevent mother-to-child transmission 
during pregnancy, labour, and delivery and during the postpartum period in-
clude voluntary counselling and testing (VCT), ARV prophylaxis, antenatal care, 
optimal obstetric practices, and intense postnatal support, including counsel-
ling and support for safe infant feeding and comprehensive child health serv-
ices.  Hence the very long list of departments that required training. In order for 
PMTCT to work effectively, practically an entire obstetric hospital has to know 
where to send an HIV+ pregnant patient, and when. But what would a PMTCT 
program that pays attention to mothers actually look like? 

This thesis takes as a point of departure that Vietnamese cultural notions 
about gender roles and lineage are underlying PMTCT practices that do not 
advance the rights of mothers to live as long as possible. This lack of attention 
to mothers’ needs is problematic for medical and ethical reasons as it results, 
for example, in lower adherence to and attendance of PMTCT programs. But 
women also make active choices and interpretations regarding the use of 
PMTCT technologies, whereby they negotiate between collective and indi-
vidual gendered rights and duties. 
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They also exhibit agency in their quests to find information about living 
with HIV after a positive test result, in negotiating access to public schools 
for their children, by speaking out in public about stigma, and by working 
with health care and other social service providers to improve these services. 
PMTCT technologies might reinforce existing gender imbalances, but I will 
explore how women can also use their gender roles to actively negotiate ac-
cess to material and non-material resources that can enhance their longevity 
and quality of life. 

The development of our pilot program required hours of discussion, and 
tours along crowded halls and through waiting rooms and wards with two to 
four pregnant women in each bed. We learned that healthcare providers had 
their own perspectives on PMTCT, which needed to be acknowledged and 
taken into account. Each of the PMTCT technologies presents health work-
ers and patients with difficult medical, ethical and social choices. There are, 
for example, options in terms of the kinds of ARV that can be prescribed; 
some are given immediately before delivery, while others are provided several 
weeks earlier. There are advantages and disadvantages to routine testing, 
natural deliveries, and breastfeeding. Who makes the decisions about each of 
these interventions, how, and why?  

Health workers are presented with changing technical demands and con-
flicting political and socio-cultural opinions. International recommendations 
such as voluntary counselling and testing might not be feasible, not only be-
cause of financial reasons, but also due to cultural constraints. The cultural re-
quirement of ‘saving face’ can for example affect both health workers’ ability 
and willingness to make recommendations as well as patient responses, such 
as asking for and following up on appointments for medical procedures. In 
theory, a VCT program includes pre- and post-test counselling, with assurance 
of confidentiality and privacy, which takes space, staff and time that are often 
not affordable or available in resource-poor settings. When men and women 
all seem to agree that all pregnant women should be tested, but at the same 
time say that they themselves would never ask for an HIV test, then one starts 
to wonder for whom VCT, according to which people have to explicitly ask for 
a test is “appropriate”. Further, we found that health workers were not only 
worried about making medical mistakes but were concerned about their own 
and their families’ health. A pregnant health worker whom we met in those 
first days, for example, disclosed that she was scolded by her mother in-law 
for working with HIV+ pregnant patients. She was accused of not protecting 
her own unborn child from this very stigmatizing disease. 

The people who looked scary and acted rude to Thu appeared to us also 
confused, defensive and scared. We managed to establish a relationship with 
the relevant departments at the hospital where Thu delivered. This allowed 
us to understand who was responsible for what aspect of PMTCT and learn 
about concrete treatment obstacles that individual staff faced, such as getting 
test results from the laboratory and obtaining ARV prophylaxis from the phar-

Introduction
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macy in time to provide effective treatment. Many problems were related to a 
lack of communication between and within departments and could be solved 
by setting up a better referral system. 

As a result of the relationship we established with the hospital, Thu was 
able to receive ARV prophylaxis and she had an otherwise uneventful de-
livery of an HIV- son. As we became more deeply involved in reforming the 
PMTCT program, we were increasingly forced to ask ourselves some provoca-
tive questions. 

Do these health workers, who are part of the same culture with its very 
strong preference for male offspring, understand HIV+ women’s desire for 
children? Most group members argued that they would never have chosen to 
become pregnant if they had known their HIV status. Health care workers also 
unanimously agreed that HIV+ women should not have babies, for the sake of 
the child. But at the same time, both patients and health staff also maintained 
that all Vietnamese women have to have a child. So what does motherhood 
mean to all of these women? Thu contracted HIV through trying for a child. 
Was she “vulnerable” because pressure to become a mother had put her at 
risk for HIV, or “empowered” by motherhood as it gave her status and rights 
in the family she married into (a status which radiated also into her own fam-
ily), or both? Why did some women become pregnant after they knew their 
HIV+ status? Were they exercising their “reproductive rights”?  

The activities we conducted in our support groups outside of the health 
care delivery setting also began to provoke profound questions about the 
role which the social and cultural constructions of gender roles and relation-
ships play in structuring HIV+ women’s options. Volumes of books, guidelines 
and decrees have been written about “involving men in reproductive health”.  
When we started with the group I thought that most women would be rather 
resentful of their husbands because they had infected the women with HIV. 
Further, some men seemed to want to control their wives. Several women 
had been rather badly beaten up, or complained about physical and mental 
abuse when they came to the group. We saw husbands waiting in front of the 
building during group meetings. Their wives reported that this was because 
their husband did not trust them and wanted to make sure that they knew 
where they were. In contrast, other men supported their wives by bringing 
them personally to the group so that they were more comfortable and did 
not have to wait for the bus. We learned that women were very concerned 
about the health of their husbands. When Thu’s husband, a recovering drug 
user, became ill with AIDS, she made it very clear that she had to keep him 
alive and she seemed willing to pay almost any price to do this. In Thu’s case it 
was clear that there was real affection between the two. But did all the other 
women push us to advocate for better treatment for their husbands because 
they loved them?

It is commonly understood that Vietnamese women still have to follow an-
cient Confucian patriarchal rules of submission to their fathers, husbands and 
eldest sons, and that women have to provide care and support to the family.
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But if this is the case, then why did Thu’s husband, as well as numerous other 
husbands of HIV+ women, show up at a cooking class to learn to cook for his 
son? Did his HIV infection change traditional dynamics in the family? 

What is the “practical” meaning, i.e. the effects of, HIV in the day-to-day 
experiences and distribution of power in intimate relationships, and can wom-
en use these relationships to their “strategic” advantage? What is the role of 
men in the success of some of these women? And what happens to women 
who lose their men and become widows, especially widows without a son?  

As we began to provide micro credit programs for the women in the 
group, we were forced to confront an issue which many studies have exam-
ined: the relationship between poverty, gender and HIV in different cultural 
contexts. A large number of studies have highlighted how HIV epidemics 
might differ in their main modes of transmission but that they are also con-
centrated among poor and marginalized populations. Within these popula-
tions certain infected and affected groups, notably women, also become 
more impoverished than others as a consequence of the epidemic. (Ogden, 
Esim, & Grown, 2004b; Smith, 1994; UNAIDS, 2006b; UNDP, 2005a) Ac-
cordingly, the subsidy granted by the Netherlands government to fund this 
project was explicitly provided for research dedicated to clarifying the re-
lationship between gender, poverty and HIV/AIDS. Since the International 
Conference on Population and Development (ICPD) in Cairo in 1994, more 
attention has been paid to the empowerment of women as a pre-condition 
to their increasing their control over their bodies and fertility. Many studies 
have investigated the impacts of micro-credit and have reported positive 
health effects for women and children. (Chávez, Pimentel, Dohn, Dohn, & 
Saturria, 2004; Hadi, 2001; Nanda, 1999; Tesoriero, 2006)  It is therefore not 
surprising that recently some policy makers and academics have proposed 
that micro-credit might also help to empower HIV infected women. (Kim & 
Watts, 2005) Therefore, one obvious line of inquiry of this study is whether 
micro-credit can help to empower HIV infected women, who bear special, 
often costly, health needs of their socially stigmatizing disease. What is the 
relationship between micro-credit, access to AIDS care, gender relations and 
empowerment? To what extent can access to micro-credit empower HIV+ 
women, particularly in the sphere of reproductive health?

Since we started, the Sunflower support group has become the largest 
group of HIV-infected mothers in Vietnam. We now have six groups in four 
provinces supporting around 1000 women, care givers and children. The 
groups are successful in mobilizing access to ARV and PMTCT treatment for 
the women. We have lost only two women in three years; in both cases the 
groups had just been started. The death of members was used by both groups 
to remind authorities to speed up access to the available medicines. The group 
has received both international and national attention; its members have met 
the wife of Kofi Annan, Jackie Chan and many other high profile visitors from 
around the globe. They have addressed Vietnam’s National Assembly, and co-
facilitated lectures at universities and hospitals. The National Women’s Mu-
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seum has hosted performances and an art show on the right of these women 
to raise their children themselves. 

It would seem that the women in the Sunflower groups have been “em-
powered”. But what exactly is empowerment and how can it be measured? 
How is female empowerment constrained and enhanced by the norms and 
values of Vietnamese patrilocal and patrilinear family structures? 

Almost all of the pioneering members are still with us; most have become 
active in improving HIV/AIDS prevention, testing, detection, care and treat-
ment in the community. Quite a few of our members make a living now as 
peer educators. For some time Thu was a peer counsellor at the same hospital 
where she delivered, for example. Some women, including Thu, have started 
their own groups. These days there are many groups for HIV-infected women. 
What does it mean for these women to be involved in the fight against AIDS 
while they are infected themselves? Are they lobbying for care and support 
in their own right, or are they mobilised as mothers to provide care to people 
whom the state is not able or willing to support?

The research problem

The overall objective of this project is to enhance understanding of how gen-
der roles and identities reinforce medical and social practices of PMTCT that 
do not advance the right of mothers to live as long as possible in Vietnam, and 
yet how these same roles and identities are also used by women to increase 
their ability to make strategic life choices. I will explore, for example, how 
cultural notions regarding gender and lineage, such as ideas about mother-
hood, are a double-edged sword that women can also use to increase their 
options and quality of life. I will examine these ‘double edges’ of motherhood 
at different temporal points, as well as how motherhood itself can be trans-
formed during the course of the PMTCT process in both the private and public 
spheres. Women’s ability to make strategic life choices at key moments in the 
course of a PMTCT program, at the individual, household and support group 
levels, is explored through the following research questions: 

1. How do women find out that they are HIV positive, and what are the so-
cial consequences of different testing models that are offered to pregnant 
women?

2. Why do HIV infected women want to become or stay pregnant, and how 
and why can these women and their families realize their fertility ambi-
tions in the health system? 

3. What is the contribution of micro-credit, offered through a support group, 
to women’s empowerment at household level?

4. What are the actual opportunities for HIV+ AIDS widows to set up a new life 
for themselves in a patrilinear and patrilocal setting where HIV is stigmatised?

5. What is the role of self-help groups in transforming the private needs of 
women into collective action?
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“Pressure to bear”: some personal insights into the social duties 
of Vietnamese women 

Vietnamese women are burdened by many familial and reproductive duties. 
Some of these duties, such as having a happy family, i.e. a family with two 
children, are both culturally constructed and imposed by the state and state 
agencies such as the Women’s Union. 

Other normative injunctions, such as that these children should be an elder 
girl and a younger boy, or that babies (of a certain sex) should be planned for 
certain lucky years, yet also within the first year of marriage, are additional 
imperatives grounded in folk wisdom. A married couple is not regarded as a 
real family, and is considered “incomplete”, without children. During preg-
nancy and early motherhood the social pressures on women are intense. It is 
hard to describe to people who are not familiar with Vietnamese culture how 
exhausting these pressures can be and how difficult they are to resist because 
their verbal and physical manifestations are so profuse and widely shared. Not 
only HIV+ mothers, but all of my colleagues, including trained medical doc-
tors, have shared stories about how during pregnancy and breastfeeding they 
felt pressurised to comply with some rule or belief they did not agree with, 
such as not eating chocolate because “the child will be dark” or not drink-
ing coffee because “the child will have a hot temper”. I have seen women 
from all walks of life complain with tired smiles how their own mothers, their 
mothers-in-law, the neighbours and even complete strangers in the market 
have been actively mobilised or felt compelled to participate, uninvited, in 
discussions aimed at convincing them of the importance of conforming to 
prevailing social norms of motherhood. 

The pressures are created not simply by what people say, but also by 
what they do not say. As a foreigner who was pregnant and raised young 
children in Vietnam, I have only experienced a fraction of these pressures. 
But I have many examples of situations where I became so tired with all the 
advice that I either conformed to the “Vietnamese way” or fled and hid. 
One sunny autumn day for example, I was happily swimming laps in the 
pool of a large hotel with my sleeping three-month-old baby strapped in his 
chair next to the pool. In one of the neighbouring rooms a large wedding 
was going on with hundreds of guests. I was just getting started on my laps 
when a group of fifteen older female wedding guests in exquisitely deco-
rated áo dài appeared on the poolside with towels gesturing and pointing 
at my child.  The child was still asleep but his facial muscles were twisting 
suggesting that he would wake up soon. I climbed out of the pool to meet 
the delegation. The ladies informed me politely but firmly that I was spoiling 
my milk and my health by exposing my body to the cold water. The water 
was at least 23oC and thus warm by Dutch standards. My husband was sit-
ting in an armchair observing the session amusedly, with our two-year old 
daughter standing next to him. The ladies looked at him and complimented 
me on his young good looks. 
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Then they looked at each other, nodded, looked at my husband again 
and the oldest said with a concerned voice that exercise in cold water would 
make the skin of Vietnamese women age. Then with the same concerned 
polite expression their eyes moved to a gorgeous young Vietnamese woman 
by the pool in a leopard skin bikini and high heels. More and more women 
appeared to join in the health counselling session. They turned to my husband 
and informed him about Vietnamese beliefs about the dangers to my milk for 
my child caused by exposure to cold water. The conversation was conducted 
with the nicest of smiles, and with many references to cultural differences and 
compliments on Dutch tulips. But within minutes I left the pool with my child 
to hide in the dressing room hoping that they would disappear. 

This is one of the situations where I felt that I understood what Vietnam-
ese women mean when they say that any discussions is pointless and exhaust-
ing and that the best solution is to thank profusely, smile politely and exit the 
scene. I have many such examples of being “counselled” on pregnancy, how 
to raise my children and how to treat my husband, by well meaning, caring 
and concerned strangers. It has made me and my family feel very safe and 
cared for. But I have also become frustrated when my explanations and ideas 
have been dismissed with silent, knowing looks that made me feel like a be-
loved, naughty and rather slow child.  

As a foreigner I am always visible, always an outsider in public spaces, 
but at least I have the luxury of being able to disappear into my house, if not 
without passing the neighbours and their many different kinds of smiles that 
may signify emotions as diverse as happiness, disapproval, complicity, and 
embarrassment. Unlike Vietnamese women I have my own room where I can 
be invisible. It seems to me that for Vietnamese women, gendered normative 
pressures are omnipresent. Over the last four years, I have spent hundreds 
of hours talking with women from all ranks of life about the pressures re-
lated to marriage, having babies, feeding children, children’s sleep habits, and 
keeping one’s in-laws happy. As a non-Jewish woman married to a Jewish 
American, I have had to contend with my own mother in-law on some of 
these same issues. Many Vietnamese women have given me their heartfelt 
and wise advice, helping me to laugh and deal with pressures in my own fam-
ily. Women, especially HIV+ women, have to contend for almost every inch of 
personal space in Vietnamese families. Yet over the years I have seen women 
transform their relationships in their families and communities to share their 
many care and support tasks. One thing that will become abundantly clear 
over the course of this thesis is the multiplicity of techniques HIV+ Vietnamese 
women have developed for coping with all the pressures of being a mother 
while also managing their own health problems. 
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Structure of the thesis 

A central theme of the research presented in this thesis is how Vietnamese 
cultural notions concerning gender roles and family lineages mould and shape 
not only the medical practices designed to prevent mother-to-child transmis-
sion of HIV, but also the ways in which the agency of the target population of 
mothers is circumscribed or empowered. 

The thesis is divided into several sections. The first three chapters present 
the socio-political background of the HIV epidemic and a theoretical and 
methodological framework that informs the five empirical chapters. 

In Chapter 1, “HIV Control Under Renovation,” I provide the reader with 
an outline of the socio-political context and the key epidemiological character-
istics of the HIV epidemic in Vietnam during the Đổi mới (renovation) period. 
Although the transition to a market economy has been effective in alleviating 
poverty, the state also faces new challenges such as increasing crime, inject-
ing drug use and HIV. The Vietnamese state in transition approaches women 
as moral and physical reproducers of the nation, with population policies that 
aim to both limit population growth and assure a healthy future generation. 
In their role of reproducers women are made responsible for protecting the 
family and the nation from “social evils” (tệ nạn xã hội), notably illicit drugs 
and working in prostitution, as these are seen to bear serious consequences 
for subsequent generations. These moral and practical responsibilities can be 
simultaneously understood as burdens and sources of status and power for 
women.

In Chapter 2, “A Double-edged Sword: Theoretical Concerns”, I explain 
my theoretical framework and introduce key concepts and themes such as 
gender inequity, resistance, families living with HIV, new reproductive health 
technologies, mobilization and collective action. 

Chapter 3, “Methodology and Methodological Issues”, provides the 
reader with an overview of the types and methods of data collection and 
data processing which were undertaken. I also discuss some of the advan-
tages and challenges of conducting qualitative action-based research on 
gender issues, including gender-based tensions and conflict, in a transitional 
socialist country and within a cultural context in which considerable value is 
placed upon the maintenance of harmonious relations. 

The subsequent five chapters present empirical case studies. Each chapter 
explores different temporal points before and after the delivery of a child, 
when HIV+ women have to make life- changing choices. The chapters are 
presented as articles, most of which have been published or are under submis-
sion for publication by international peer reviewed journals. The five chapters 
highlight various issues of PMTCT in a drug-driven HIV epidemic and in a cul-
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tural context of family preference for sons, which matches the environment 
of several other emerging HIV epidemics in East and South-East Asia (such as 
China and Indonesia), but differs from other HIV epidemics, such as that in 
East Africa, for example. The HIV epidemics in Asia and the technologies avail-
able to cope with them are changing rapidly, and the issue is urgent. 

I have therefore chosen a thesis format that allows my busy colleagues 
either to access the findings in smaller, thematic portions or to read them in 
their entirety, organised within the larger theoretical and conceptual frame-
work of this thesis. This approach reflects my personal and intellectual com-
mitment to engaged academic practice. The five empirical chapters are as 
follows:

Chapter 4, ”Dealing with a Positive Result: Risks and Responses in Rou-
tine HIV Testing Among Pregnant Women in Vietnam”, examines the differ-
ent ways in which women find out that they are HIV positive and the social 
consequences of different testing models that are offered to pregnant wom-
en. Prenatal screening technologies such as HIV testing are part of national 
population policies, including policies to prevent transmission of HIV from 
mother to child that target women in their roles as future mothers. Because of 
the stigma attached to HIV both patients and health care workers feel uncom-
fortable asking or recommending HIV tests, and prefer routine “blood” tests. 
When the test results are positive health workers are ill-prepared to inform 
the women and instead rely on the official notification system, according to 
which local officials have to inform the patient. This chapter shows that the 
immediate social, economic and health consequences of these policies for 
women and their children are mostly negative. However, prenatal screening 
also makes HIV+ women visible, a necessary step for both accessing treatment 
and collective action for better services.

Chapter 5, “Holding the Line: Vietnamese Family Responses to Pregnancy 
and Child Desire When a Family Member has HIV”, explores the cultural rea-
sons why HIV infected women want to become or stay pregnant, and how 
and why these women and their families realise their fertility ambitions in 
the health system. Medical guidelines for HIV positive women who are preg-
nant, or who want to become pregnant, and for women with HIV-infected 
partners, often pay little or no attention to the role of the family in fertility 
decisions. This chapter shows that both HIV+ women and men want children 
for many different reasons and are also pressurised to have (male) children by 
their close family due to the perceived importance of honouring the ancestors 
and continuing the ancestral lineage. PMTCT provides families living with HIV 
with new opportunities to have healthy children, and continue the lineage, 
just like other people. PMTCT also raises new moral and socio-economic ques-
tions about the relationship between fertility choices, women’s status in the 
family, and the spread of HIV.

Chapter 6, “Zest for Life: Micro credit, Medicines and Women’s Empow-
erment in North Vietnam”, explores the contribution of micro-credit offered 
through a support group to a number of different dimensions of women’s 
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empowerment at the household level. It is demonstrated that women actively 
use the gendered roles that assign care to women to mobilise resources for 
their famiies and themselves in a private setting. Although Vietnamese wom-
en cannot escape the caring roles assigned to them by their society, they can, 
however, subvert these roles within the limits of Vietnamese motherhood. 

This chapter also shows that access to ART and changing gender roles may 
be a condition to the empowerment of HIV+ women through micro-credit, 
instead of a result. No clear relationship was identified between increased 
income and increased reproductive freedom, suggesting that socio-cultural 
fertility expectations and gender roles within the family are key factors in 
women’s (dis)empowerment. 

Chapter 7, “Recreating Kinship: Stigma, Support groups and Coping Op-
tions of AIDS Widows in North Vietnam” looks at how their HIV+ status not 
only stigmatises and marginalises AIDS widows but also allows them to create 
new family arrangements that avoid some of the limitations of the patrilinear 
and patrilocal system. This chapter follows the life trajectory of Vietnamese 
HIV+ AIDS widows in their families over a period of two years after the death 
of their husbands. Before the loss of their husbands, these women faced nu-
merous challenges while living at their in-laws’ homes, in a situation they 
could not change by themselves, not only because of patriarchal and patrilo-
cal cultural norms but also because of economic constraints, the criminali-
sation of drug use and HIV-related stigma. In some households the lives of 
women of different generations revolve around the support they provide to 
male drug users, reinforcing their roles as mothers/caretakers and depleting 
them financially. Although widows have very low socio-cultural status, for 
some HIV+ women the death of their spouse can be a relief or a liberation, as 
it forces them to create a new living situation.

Chapter 8, “Contested Motherhood: HIV+ mothers Organising in Viet-
nam”, examines how support groups for HIV+ women employ motherhood as 
an aspect of identity which helps members organise themselves to fulfil their 
practical and strategic needs. Although women are vulnerable to contracting 
HIV in their roles as wives and mothers, motherhood also provides women 
with social status and an identity that can be used to develop a collective 
form of organisation and a strategy to access the social, economic, and health 
services that they and their family members need. Our findings suggest that 
women’s practical and strategic gender needs in relation to PMTCT are best 
conceived of as a continuum, rather than as hierarchical, separate needs. 

In the final chapter “Conclusions: Resisting the Pressures”, I analyse 
the individual case studies presented in the five preceding chapters within the 
wider theoretical framework that was outlined in Chapter 1. Although HIV 
in many ways reinforces gendered inequities, the disease also creates new 
opportunities for transforming relations between men and women within 
families and allows women to organise themselves and enter into strategic 
alliances with the state that alter the relationship between patients and the 
(medical) establishment.
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Presentation of the thesis

Working as a social scientist in a medical setting means working with different 
academic publishing styles and traditions that needed to be addressed for the 
publication of results in this thesis. Following medical publishing rules, most 
of the chapters in this thesis are the same texts which have been submitted 
to various journals. I have abided by the formats and styles required by these 
journals, such as the number of words, the structure and referencing systems, 
and mention in each chapter where they have been submitted or published. 
In medical science it is acceptable to present the texts exactly as they were 
published in the journal in a PhD thesis even when fonts, font size end line 
spacing in the different journals are different. But while this makes it visible 
that the articles have been published and peer reviewed, it can also create a 
format that “divides” a PhD thesis, rendering it less consistent. To illustrate 
that the empirical chapters are part of a coherent argument in a PhD thesis in 
the social sciences I therefore use the same font, font size, alignment and line 
spacing in all the chapters of the thesis. For the chapters which have not been 
submitted to journals I follow the format and style of the journal AIDS Care. 
For the literature references throughout the thesis the names of Vietnamese 
authors are given in full because many authors have the same last names. The 
tables have the same numbers as submitted and/or published in the journals.
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Economic transition 

Vietnam is still a communist state with only one legal party, the Communist 
Party of Vietnam. The launch of Đổi mới or “renovation” in 1986 marked the 
beginning of the country’s transition from a centrally planned economy to a 
market economy, along with a range of other social and political changes. 
Social and health indicators, such as literacy and maternal and child mortal-
ity rates, are relatively good in Vietnam compared to the country’s level of 
economic development. In 2005, Vietnam ranked 109th out of 177 countries 
according to the Human Development Index (United Nations Development 
Program, 2007) - well above what would be expected from its gross domestic 
product (GDP) of less than USD 400 per capita per year. Life expectancy is 68 
years and adult literacy has been maintained at over 90%. Maternal mortality 
is declining slowly, while neo-natal infant and under-five mortality were 19 
and 42 per 1,000 live births respectively in 2003. (United Nations Country 
Team Vietnam, 2005) A number of international donors support health pro-
grams aimed at improving the coverage and quality of health services, but the 
main contribution to the health system still comes from the national budget.

Although studies by the national authorities and international donors 
do not all use the same definition of poverty (Nguyen Nguyet Nga & Rama, 
2004), there is consensus that the incidence of poverty has fallen dramatically 
nationwide since Đổi mới. (General Statistic Office, 2007; Ministry of Foreign 
Affairs, 2005; World Bank, 2004) However the rate of decline and the inci-
dence of poverty vary greatly across the different regions in the country, and 
are now a largely rural phenomenon concentrated in the Northern Uplands, 
Central Highlands and North Central Coast. Moreover, increasing migration 
of poor unskilled labourers from the countryside to large cities such as Hanoi 
and Thai Nguyen poses new challenges to urban areas to provide for these 
new populations of poverty-stricken settlers. Many of the rural migrants are 
not registered in the urban centres and therefore face barriers to accessing 
social services, including health care (Ministry of Plan and Investment, 2006). 

In the urban areas, a range of negative side effects of the Đổi mới process 
are evident in burgeoning crime rates, an increase in the illicit drug trade and 
rates of drug addiction, and a growing sex industry. Rapid economic growth, 
socio-cultural changes, and the relative availability of heroin are factors which 
have contributed to increased drug use among young Vietnamese males in 
the study sites. (Tran Thu Minh et al., 2006) Further, greater use of drugs and 
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the spread of HIV/AIDS have been explicitly correlated with Đổi mới. (Werner 
& Belanger, 2002) 

One study found that about half of male 
IDUs are employed in industries that have 
thrived under Đổi mới such as mining, construc-
tion, or trucking, activities which place them at 
particular risk for drug addiction and the con-
traction of HIV. (Nguyen Tran Hien, 2002)

With the advent of Đổi mới, men encoun-
tered many more opportunities for commercial 
extramarital sex. (Phinney, 2005b) In urban ar-
eas, various hospitality and personal care service 
providers, such as (karaoke) bars, hairdressers, 
and massage parlours also offer sexual services 
for men. Often the women who provide these 
services are migrants from rural areas. (Nguyen-
Vo Thu Huong, 2002; Walters, 2004)

The study reported in this thesis took place 
in two urban areas which are illustrative of 
the changes that occurred under Đổi mới. The 
study was conducted in Thai Nguyen province 
and the capital Hanoi, both in the Northern 
part of Vietnam, close to the Golden Triangle, 
and a hub on the routes of drug trafficking to 
the coastal ports and China.

 

Gendered inequities 

Women play a central role in the ongoing capitalist transition. The Vietnamese 
state, like other socialist states such as Cuba and Bulgaria, has taken strong 
measures to support gender equity, some of which have been very successful. 
For example, the proportion of female members of the National Assembly 
fluctuates between 26-27%, the 16th highest the world, and in the Asia and 
Pacific Region, only slightly below Australia with 26.5% and New Zealand 
with 30.8%. (Nation Master.com) An ambitious gender equity law was ap-
proved at the 10th meeting of the National Assembly in 2006 (SRV, 2006b) 
The gender effects of changing public expenditures, such as the privatiza-
tion of state companies and the introduction of direct and indirect taxes do 
not appear to have been systematically measured, however. (H. Akram-Lodhi, 
2002). While the 2006 gender equity law aimed to provide for actual affirma-
tive action measures to improve the position of women, at the same time 
public utilities and state companies were privatized, reducing the number of 
jobs, especially for women, who were overrepresented in the state sector. 
Several authors have argued that gender inequities are increasing under Đổi 

Figure 1: Thai Nguyen and Hanoi,  
both located in North Vietnam
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mới. (Bousquet & Taylor, 2005) Others reported that the welfare of women 
in Vietnam has generally improved, although there are significant differences 
amongst women depending on their age, education, ethnicity and relation-
ship to the market economy. (Le Anh Tu, 2006)

This study focuses on the người Việt or người Kinh people, the dominant 
ethnic group and culture in Vietnam originating from what is now northern 
Vietnam and southern China. They are the majority ethnic group of Viet-
nam, comprising 87% of the population, and are officially known as Kinh to 
distinguish them from other ethnic groups in Vietnam. (Communist Party of 
Vietnam, 2007) The Kinh are patriarchal and patrilocal, essential characteris-
tics which are not found amongst all of the other ethnic groups which reside 
in Vietnam. Various forms and levels of matriarchy and matrilineality exist 
among a number of groups such as the Cham, Chu Ru, Ede, Gia Rai, Mnong, 
and Raglai, for example. (Vietnam News Agency, 1996) 

Care should be taken to avoid simplifications and generalizations, but 
studies suggest that Vietnamese women, like women in many other countries 
including the Netherlands, are paid less and educated less than men in the 
same social circumstances, and that the gender gap is even wider among 
poor families. (United Nations Development Program, 2004) Women’s lack of 
education contributes to communication difficulties with health care workers, 
which are often amplified by health care staff’s limited interest in women’s 
concerns. Women tend to have less access to credit than men. (United Na-
tions Expert Group on Women and Finance, 1995) Vietnamese women have 
fewer opportunities to borrow money from formal institutions and, indeed, 
are more likely to borrow from informal sources such as relatives, moneylend-
ers or Họ/Hụi (local rotating savings and credit associations) than from formal 
institutions. (Fyles & Vu Thi Thao, 2001) 

The amounts that can be borrowed through such self-help savings institu-
tions are relatively small, and often short term (with loan cycles of less than 
one year) thus providing members with limited opportunities for investing in 
capital-intensive sectors or businesses which require a longer term investment 
to generate income.  

Women’s reproductive roles 

Gender roles within families may vary and change during a lifetime, but tak-
ing care of a child is considered the responsibility of women in a Vietnam-
ese family, as is illustrated by popular expressions such as “A child becomes 
naughty because of his mother; a grandchild becomes naughty because of 
his grandmother” (con hư tại mẹ, cháu hư tại bà). Vietnamese women seek 
to have children for many social and family reasons, such as to cement their 
relationship with their husband and to bond with their mother in-law and 
their new family in-law. Motherhood gives a Vietnamese woman status, but 
infertility has serious social consequences. (Pashigian & Melissa, 2002) Viet-
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namese women are expected to have children in their first year of marriage. 
This means that once a couple is married they will likely have unprotected sex, 
which increases the risk of STI and HIV among newly married women. 

Son preference has a long tradition in many countries, and is particularly 
pronounced in South and South East Asia, where it has been well document-
ed. (Goodkind, 1999; Gu & Zhenming, 1998; Miller, 1981, , 1983; R. Murphy, 
2003; Pande & Astone, 2007; UNFPA, 2005) Although the Vietnamese state 
has promoted gender equity, some recent research suggests that son prefer-
ence is still widespread in Vietnam, and is possibly on a par with Bangladesh 
and China. (Haughton & Haughton, 1995) Sons are more desirable as an in-
vestment, because they provide labour and economic security to their parents, 
while after marriage daughters leave home to become members of their in-
laws’ families. (Haughton & Haughton, 1999) According to Confucian tradi-
tion, it is sons who are responsible for ancestral offerings and continuing the 
family line; failure to have children, especially a son, is, therefore, a disgrace 
to the ancestors and considered shameful. (Handwerker, 1998) In the words 
of a well known Confucian saying, “If you have a son, you can say you have a 
descendant. But you cannot say so if you have even 10 daughters.” (Haugh-
ton & Haughton, 1995) A woman who marries the only son in a household 
is strongly pressured to have (male) children. In addition, in some rural areas 
folk beliefs hold women responsible for the sex of their children. (Bélanger, 
2006)  Biological children are strongly preferred over adopted children, which 
adds to the pressure on women to bear their own (male) child. (Phinney, 
2003, 2005a)

Some cultural groups with strong son preference developed solutions for 
families without a son such as uxorilocal marriage among the Han in Central 
China. (Pasternak, 1985; A. P. Wolf, 1989) In this system, parents usually ‘call 
in’ a son-in-law for one of their daughters, and either the son-in-law assumes 
his new family’s surname as an adopted son or one of the son-in-law’s sons is 
assigned this family’s surname to carry on the lineage. 

This solution for families without a son has also been reported in Vietnam, 
but it is not common and most men who agree to take on filial duties are poor 
and of low social status. (Bryant, 2002; Gammeltoft, 1999) Son preference is 
responsible for well documented sex ratio imbalances in China, Korea, Viet-
nam, India and Myanmar. (Goodkind, 1999; Gu & Zhenming, 1998; Miller, 
1981, , 1983; R. Murphy, 2003; Pande & Astone, 2007; UNFPA, 2005) For the 
cultural preference for sons to result in imbalanced sex ratios, women need 
to have access to prenatal screening technology to detect the sex of a child 
and have access to abortion. In many Asian countries, therefore, improved 
antenatal care and prenatal screening facilities, especially ultrasound technol-
ogy, contribute to imbalances in sex ratio. (UNFPA, 2007) In Vietnam, sex 
selection is relatively easy because ultrasound and other technologies for im-
proved prenatal screening, including sex determination, are widely available. 
(Gammeltoft & Nguyen Thi Thuy Hanh, 2007) While sex selective abortion is 
illegal, it nonetheless occurs. 
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Reproductive health policies in Vietnam, as in many other countries, have 
focused more on population control than on women’s health. (Lynellyn, Le 
Ngoc Hung, Truitt, Le Thi Phuong Mai, & Dang Nguyen Anh, 2000) Vietnam 
adopted an official policy to reduce rapid population growth as early as 1963. 
(Knodel, Mai Van Cam, Nguyen Van Phai, & Hoang Xuyen, 1996) Until 2003 
Vietnam had a two-child policy, to curtail population growth. Although the 
official policy has been relaxed in recent years, families are still expected to 
be small and most authorities still pressure women to restrict the number of 
children they have. 

Recent population control campaigns still recommend having only two 
children even if both are girls (see Figures 2 and 3). 

Figure 2: Hanoi 2006 
“Stop at two children to raise them well”

Figure 3: Hanoi 2006
“Boy or girl, two is enough”

Family planning services are widely available, and are easily accessible 
to married women, providing them with a number of different options for 
contraception. The state, often through the Women’s Union, has encouraged 
women to participate in reproductive health programs by linking family plan-
ning programs to micro-credit. (Committee for Women’s Development, 2006) 
The Intrauterine Device (IUD) is the preferred family planning mechanism in 
Vietnam. In some urban and rural areas an estimated 80% of women use 
one, although many women report side-effects. (Gammeltoft, 1999) Ante-
natal care in is widely available in Vietnam, and includes blood testing for 
diseases such as HIV, although these blood tests are not universally provided 
to pregnant women. (Piwoz & Preble, 2002) 

The burden of family planning is on Vietnamese women who, when they 
have problems with an IUD, and fail to convince their husband to wear a 
condom, end up having an abortion in order to control the timing and the 
numbers of children. While induced abortion is rarely discussed publicly, Viet-
nam has one of the highest abortion rates in the world. (Gammeltoft, 2002) 
Not only is abortion legal in Vietnam, but it is carried out on a large scale by 
married- and increasingly also unmarried women (estimates based on MOH 
data from 1998 suggest that unmarried women accounted for 30 percent of 
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the total abortions). Eighty-two percent of women of childbearing age have 
had at least one abortion. (General Statistic Office, 2005) Annually, 40% of 
all pregnancies in Vietnam end in abortion. (UNICEF, 1999) Abortion is so 
common that it can be safely assumed that almost all women who come 
for antenatal care want to have their baby, otherwise they would have gone 
directly to the abortion service. There are, however, exceptions. A newlywed 
woman can be refused an abortion if she cannot prove that her in-laws and/
or husband approve, for example. Cultural constraints are thus translated into 
administrative barriers in public health services.  

Reproducing the happy family

Women play essential roles in the family as mothers, enjoying thiên chức, a 
“sacred motherhood mandate”. There are many national policies designed 
to protect this role and support women as wives and mothers. (SRV, 1984, , 
2002) thiên chức provides women with some policy benefits that men do not 
enjoy, such as extended maternity leave and leave to take care of sick family 
members, but also brings with it many familial, collective duties which are not 
borne by men. Vietnam’s early population policy, like that of China, linked 
family planning policy to socialist development policies. Families who com-
plied were rewarded with material and immaterial rewards such as being able 
to borrow money through “clubs for families with two children” or “good 
mother clubs”, while those with larger families would face barriers or restric-
tions such as being unable to become a member of the Communist Party. 

The ideal “happy” family was understood to be composed of two parents 
and two children, an older daughter and a younger son, all leading productive 
lives and abstaining from what are considered “social evils”, such as gam-
bling, drugs, theft, prostitution and pornography. The preference for an older 
daughter was so that the daughter could help to raise her younger brother. 
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Figure 4: Certificate of a “cultural” family awarded to a family by the People´s Committee, 
the executive arm of the government, responsible for formulating and implementing policy. 
This certificate is awarded by the People’s Committee at the “ward” level, a unit two layers 
below “district” level, in the city of Hanoi. 

The gia đình văn hóa, or cultural family concept, is still important for the 
communist party and for some members of the older generation, it may 
have less relevance for young people, for whom early marriage and family 
life may have less importance. While pre-marital sex is generally frowned 
upon by the older generation, for example, one in three single urban males 
(33.4%), aged 22-25, reported premarital sex (compared to 3.7% of their 
female counterparts), while 26% of rural males aged 22-25 reported pre-
marital sex (compared to 3.3% of their female counterparts). (Ghuman, Vu 
Manh Loi, Vu Tuan Huy, & Knodel, 2006) If young Vietnamese couples are 
having sex before marriage, sex counselling for young sexually active people 
would seem logical from a public health perspective. This is however not the 
practice as it remains culturally unacceptable for young people to have sex 
before marriage. 
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The National Health care system: strong vertical public 
health policy approach 

Vietnam’s health system is far stronger than those in many other countries 
already highly impacted by HIV/AIDS. As in many Asian countries it is the state 
and not civil society or national or international non-governmental organi-
sations (NGOs) that provides most social and health services. (Levine, 2004) 
Vietnam has a strong vertical health care system that reaches the village level 

Translated from: Decision 62/2006/QĐ-BVHTT of President of the Ministry of Culture and Infor-
mation about promulgation “Regulations to acknowledge the award “Cultural Family”, “Cul-
tural village”, “Cultural population group”. 23/6/2006

Cultural families need to meet the three sets of standards below

Point 4: Regulations for award “Cultural Family” 

1. To be an example of the law and policy of the Party and the State; participate actively in 
local improvements; 

a) Uphold citizen’s duties; don’t break the State’s law and village’s convention;
b)  Maintain social security, preserve a clean environment and a good lifestyle;
c)  Don’t consume forbidden cultural products; abstain from social evils; don’t break the 

rules for a modern, cultural lifestyle during weddings, funerals and festivals. 
d)  Participate in all community events and competitions. Join mass movement, attend local 

meetings and preserve historical-cultural monuments and landscapes 

2.  Modernize and keep harmony and happiness in the family; help other people in the com-
munity:

a)  Maintain equality between husband and wife; love each other, take responsibilities in 
raising children, observe filial duties

b)  Children are given the opportunity to go to school and at least complete primary 
school. 

c)  Each couple has 1 or 2 children, no third child. 
d)  Prevent diseases; keep clean sanitation, toilets and water. Every member of the family 

has a healthy way of life, including physical exercise.
d)  Keep neighborhood solidarity, participate in: conflict mediation, help each other in 

production, business, difficult situations, poverty alleviation, and provide charity in the 
community. 

3.  Effective organisation of work, business, and study and with high quality. 

a)  Have a stable economic status and spend money reasonably. Have a plan for the house-
hold’s economic development that will increase the quality of material and mental life 
for all members. 

b)  All members in the family fulfill their duties at work and/or study. 

Box 1: The “cultural family” award
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(see diagram below). (MOH, 1996) The Vietnamese state has an excellent 
track record in implementing policies once leaders have agreed on health 
priorities, which was demonstrated in the successful combating of outbreaks 
of SARS and avian flu, or behaviour change interventions such as the promo-
tion of helmet-wearing on motors and scooters. However, foreign funding for 
HIV/AIDS interventions is considerably larger than national investment. The 
President’s Emergency Plan for AIDS Relief (PEPFAR) provided around USD 67 
million in 2007, for instance, compared with a little over USD 6 million which 
the national government invested in the same year. Multi-sectoral collabora-
tion and coordination across the various vertical programs (such as the HIV/
AIDS and the family planning programs, for example), in order to establish a 
more comprehensive approach, are weak.  

 

National level
■  Policy, rules and regulations
■  Universities, teaching hospitals

Provincial level
■  Preventive medicine, medical schools, provincial hospitals,  

local supplies
■  Coverage: 8-12 districts; 1,2 million people

District level
■  Primary and 1st level curative and preventive services
■  Team of hygiene and epidemiology (8-15 staff, medical doctors, assitant 

doctors, nurse) supporting vertical programs, disease surveillance and 
prevention in the districts 

■  Coverage: 10-20 communes; 100,000-150,000 people 

Commune level
■  Primary health care services, including maternal care 
■  In general: 3-4 health staff: medical doctor, assistant doctor, nurse, midwife or pharmacist 
■  Policy: each centre headed by a medical doctor, reality: 40%
■  Coverage: average of 6,000 people

Figure 5: Vietnam’s health system structure

Decentralization and socialisation of health 

At first glance, it might appear that the well-established hierarchy and lines of 
authority in the Vietnamese state system would conflict with decentralization, 
including the participation of patients in the health care system. However, 
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there have been many significant changes in the national health policies for 
and at the grassroots level over the past decade. A hallmark resolution was 
passed at the 4th conference of the Central Party Committee in 1993, stat-
ing that health care is the collective responsibility of the whole society and 
that a focus on the grassroots level of health care, as well as a multisectoral 
approach, was needed to strengthen the health care system as a whole. This 
meant that increasing attention was paid to the health needs of the popula-
tion, including the rural population, outside the hospitals

The vision of primary health care was subsequently developed further 
through a series of decrees and decisions. (SRV, 1995c) Primary health care 
fits with what is known as the “socialisation of health” in Vietnam, which 
originates from the idea that several sectors should be involved in the provi-
sion of health services. (SRV, 1989) Further, a number of decrees and circulars 
support a multi-sectoral approach to health. (SRV, 1999) These decrees reflect 
international discourses and developments in public health such as the Alma 
Ata declaration of 1978 which emphasized the importance of primary health 
care. To a certain extent they also mirror a communist vision of the relation-
ship between the state and society, and the utopian ideal that the state is 
responsible for creating absolute equality between all citizens. 

Lack of consensus and even rivalry between sectors, such as that which 
exists between the Ministry of Health (MOH) and the Ministry of Labour and 
Social Affairs, and rivalry within the health sector (such as that between the 
reproductive health and HIV departments in the MOH), can pose obstacles to a 
coordinated multi-sectoral and decentralised approach. The State Budget law 
of 2002 provided the National Assembly (at central level) and People’s Com-
mittees (at local levels) authority to decide on the budget allocation among 
different sectors. (SRV, 2003a) In addition, the primary role of the People’s 
Committee at all levels makes it hard for specific sectors, such as the health 
sector, to call meetings or coordinate activities involving other sectors. 

Public/private mix: The commodification of health services 

In spite of the extensive state health system, most health costs in Vietnam are 
paid for privately. As part of liberalization efforts, the state health sector is under 
reform and health care services increasingly require user fees. The introduction 
of user fees has generated substantial additional income for the public health 
sector, to the tune of US$ 0.40 per capita per year in 2001, for example. (United 
Nations Country Team Vietnam, June 2003) The use of new medical technolo-
gies, such as ultrasound and other prenatal screening technologies, and the use 
of private services are both proliferating. They fulfil the needs of both patients 
and health care providers for reassurance, and also provide health services with 
extra income. (Gammeltoft & Nguyen Thi Thuy Hanh, 2007) 
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The introduction of indirect taxes such as user fees for education and health 
services reportedly affects women disproportionately, as in their gendered roles 
of caretakers women are considered responsible for the payment of such fees. 
(Tran Tuan, 2001) Moreover, a study on HIV/AIDS-related expenditures and in-
come losses found that the total health care expenditure for households having 
a person or people living with HIV (PLHIV) was 13 times higher than the average 
household’s spending on health. (United Nations Development Program, 2005) 
In many provinces in Vietnam, ARV are increasingly available for free especially 
through internationally funded programs, but anti-retroviral treatment (ART) 
also requires expensive tests. As a result, ART is still too expensive for most 
people with HIV (MOH, 2006e), as it requires the payment of formal user fees 
such as routine testing and CD4 tests, informal payments to public and private 
service providers, self-medication, and prescribed medicines. 

Characteristics of the HIV-AIDS epidemic in Vietnam 

The first HIV case was reported in Vietnam in 1990, four years after the in-
troduction of Đổi mới. Since then the HIV epidemic has continued to grow 
in all population groups under surveillance. (Avert, 2006) Although the na-
tional prevalence of HIV is low, at an estimated 0.5% in 2006, prevalence 

Table 1: Trends in private expenditure on health as % of total health expenditure

Source: World Health Report, 2004. *data for 1995 and 1996 from World Health Report, 2002

1995* 1996* 1997 1998 1999 2000 2001

Cameroon 79.2 79.4 78.8 80.8 77.2 66.3 62.9

Kenya 73.4 72.7 78.3 75.9 81.3 76.2 78.6

Malawi 50.6 54.8 64.4 64.5 62.2 63.1 65.0

Rwanda 52.4 50.1 51.2 48.7 46.0 47.1 44.5

Tanzania 44.6 51.2 54.1 52.9 56.6 52.9 53.3

Bangladesh 66.1 64.2 66.3 64.0 63.1 54.7 55.8

Cambodia 79.0 76.7 89.8 89.9 89.9 85.8 85.1

India 83.8 84.4 84.3 81.6 82.1 82.4 82.1

Indonesia 62.7 72.1 76.3 72.8 72.0 76.3 74.9

Nepal 73.6 74.0 68.7 66.7 70.2 69.9 70.3

Pakistan 75.2 77.0 72.8 70.9 74.4 75.5 76.6

Philippines 60.1 58.6 56.6 56.6 55.2 51.8 54.8

Vietnam 59.6 65.2 68.5 67.3 67.3 71.5 71.5

Russian Federation 18.5 21.9 27.1 31.1 35.3 30.1 31.8
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rates increased from 0.02% in 1994 to 0.37% in 2005. Some provinces such 
as Hanoi and Quang Ninh have reportedly higher rates, at more than 1%, 
while the province of Thai Nguyen has a prevalence rate of approximately 
2%. (MOH, 2006d) By international standards a prevalence rate of more than 
1% is considered a generalized epidemic However, it seems clear that the 
mean age of PLHIV in Vietnam has been decreasing; currently young adults 
between the ages of 20-29 account for 50.5% of all HIV infections. (Nguyen 
Tran Hien, 2007) Sixteen percent of reported HIV cases were among females 
including sex workers and drug users. (UNGASS, 2005) The overall prevalence 
rate among female commercial sex workers in 2005 was 6.5%, but many 
female sex workers (FSW) are also IDUs and have much higher infection rates. 
(SRV, 2005) Moreover, figures on HIV+ women are greatly under reported. 
(Nguyen Thu Anh, Oosterhoff, Hardon, Nguyen Tran Hien et al., 2007) Wives 
and girlfriends of IDUs, many of whom have or are planning to have families, 
are increasingly infected and affected. Many of these women are not using 
drugs and have not worked in prostitution. 

Similar to other countries in South East Asia such as Thailand and In-
donesia, HIV prevalence has risen rapidly among IDUs in Vietnam. (Birowo, 
Djoerban, & Djauzi, 2003) The epidemic is still concentrated predominantly 
among young male IDUs in urban areas, at borders, and in seaports. (MOH, 
2006b) Needle-sharing among drug users is common, with rates ranging from 
20-70%. (UNAIDS & WHO, 2004) Although the use of heroin strongly re-
duces the sexual drive and IDUs have much lower levels of sexual contact than 
their non-IDU peers, male IDUs have sex, including unprotected sex. A study 
among IDUs aged 16-29 in Hanoi indicated a low proportion of condom use 
in the 30 days previous to the study: 35.8% reported using condoms during 
vaginal sex. (Nguyen Tran Hien & Nguyen Minh Son, 2005) 

Additional, concentrated HIV epidemics among IDUs are located in reha-
bilitation camps, which are Soviet-style reeducation centres for IDUs and com-
mercial sex workers (camps are numbered O6 and O5, respectively, for these 
two social groups). A significant proportion of the IDU population in Vietnam, 
spends time at one of these camps. Persons are confined for mandatory peri-
ods as a result of judicial/police action, family and community referrals and in 
some cases voluntary enrolment. The total number of persons residing in such 
rehabilitation centres in Vietnam is unclear; estimates range between 40,000 
and 80,000 persons. (CSIS, 2006b) The 05-06 centres in Ba Vi, the catchment 
area for Hanoi, accommodate 7-8,000 residents, 10% of whom are female. 
Thai Nguyen has two 05-06 camps which can accommodate around 1,000 resi-
dents. The conditions in the camps vary; some provide vocational trainings and 
sport and recreational activities while others are rather basic and lack activity 
programs. Screening for HIV is compulsory for residents; and between 30-60% 
of the camp populations may be infected. The health facilities in the camps are 
generally poor. (CSIS, 2006b) This may partly be because these facilities lack the 
technical support of the MOH as they fall under the jurisdiction of the Ministry 
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of Labour, Invalids and Social Affairs (MOLISA). Relapse rates amongst former 
IDUs released from the centres are high, at between 70-90%. (Crofts, 2005)  

Most residents in 06 camps are male. As camp residents move in and out of 
their local communities, HIV and other infectious diseases such as tuberculosis 
(TB) move with them. Inadequate TB and HIV control in such institutionalized 
settings, combined with lack of integration and follow up in the community, 
has resulted in well known international public health risks, such as multi-drug 
resistant TB. (Kazionny, Wells, Kluge, Gusseynova, & Molotilov, 2001) 

Most HIV+ women in Vietnam do not have a known history of drug use 
and have probably been infected through heterosexual contact with male 
IDUs. They have recurring health problems that bring extra expenses, and suf-
fer from different forms of HIV related stigma from within the family and the 
society. (Khuat Thu Hong, Nguyen Thi Van Anh, & Ogden, 2004) Vietnamese 
women are reported to have less access to ART than men. (WHO, 2006)

Characteristics of the HIV epidemics in the study sites

The trends in HIV prevalence at the study sites in Thai Nguyen and Hanoi prov-
ince are comparable. The highest prevalence of HIV is found among IDUs; in 
both provinces about a third of IDUs are infected (Tables 2 and 3). The tables 

Hanoi 1997 1998 1999 2000 2001 2002 2003 2004 2005

IDUs 2.39 3.25 13.25 17.50 22.25 25.25 30.50 31.25 27.50

Female sex workers 0.84 3.75 6.50 10.00 11.50 14.50 15.00 15.50 13.00

Pregnant women <0.1 <0.1 <0.1 0.50 0.38 0.38 0.63 0.25 1.25

Military recruits  - 0.13 0.25 0.75 0.50 0.75 0.50 0.50 0.00

STD patient <0.1 <0.1 0.75 3.00 7.00 3.00 4.00 3.50 4.75

TB patient <0.1 <0.1 1.50 1.00 2.50 7.00 0.63 8.25 7.75

Table 2: HIV prevalence among sentinel populations in Hanoi (%)

Source: Administration of HIV/AIDS Control. Report on HIV Sentinel Surveillance Survey 1994-2005

Thai Nguyen 1997 1998 1999 2000 2001 2002 2003 2004 2005

IDUs 12.27 6.71 7.97 9.70 27.49 28.40 29.20 32.00 33.25

Female sex workers <0.1 0.24 <0.1 <0.1 <0.1 0.88 1.95 1.67 2.95

Pregnant women <0.1 <0.1 <0.1 <0.1 <0.1 0.50 1.13 1.38 2.00

Military recruits <0.1 0.10 0.44 1.60 <0.1 1.25 0.99 1.25 -

STD patients <0.1 0.10 <0.1 <0.1 2.99 9.75 6.50 8.25 9.64

TB patients <0.1 <0.1 0.75 1.73 3.00 2.98 10.50 11.25 12.54

Table 3: HIV prevalence among sentinel populations in Thai Nguyen (%)

Source: Administration of HIV/AIDS Control. Report on HIV Sentinel Surveillance Survey 1994-2005



Pressure to Bear: Gender, Fertility and Prevention of Mother to Child Transmission of HIV in Vietnam

38

presented below also show a rapid increase in the percentage of HIV infec-
tions among high risk groups and an overall trend of rising infection rates 
among women over the past decade. The large differences between the HIV 
prevalence rates among sex workers in the two provinces can be explained by 
the distinct methods of administration at the two locations. In Thai Nguyen 
sex workers who use drugs are registered as IDUs while in Hanoi they are reg-
istered as sex workers. In both provinces the trends among pregnant women 
are clear, and indicate that there is little room for complacency in implement-
ing the PMTCT program.

National response: competing discourses in HIV policy

Although the Communist Party, the National Assembly and the government 
are paying increasing attention to HIV/AIDS, a closer examination of the his-
tory of the institutes and policies pertaining to the epidemic in Vietnam over 
the last 25 years reveals a dynamic of competing policy discourses on HIV/
AIDS and social deviance. These conflicting policy dynamics reflect Vietnam’s 
attempts to control criminal activities, especially illicit drug use and sex work, 
to contain the HIV/AIDS epidemic, and to provide care and treatment to per-
sons infected and affected by HIV/AIDS. 

The use of illicit drugs and working in prostitution are considered to be 
“social evils” that undermine the “moral and traditional customs and habits 
of the nation, which bring negative influences on the health, offspring, mate-
rial and spiritual life of the people and social security, and which cause seri-
ous consequences for subsequent generations. All forms of these social evils 
should be prevented, and violating persons should be severely punished.” 
(SRV, 1995b)  As noted earlier, the best-known and controversial punishment 
for drug addicts and prostitutes is compulsory “rehabilitation” in isolated 
05-06 centres outside the cities. Many HIV information, education and com-
munication (IEC) campaigns linked engagement in “social evils”, notably drug 
use and sex work, with HIV, propagating the notion that increased control 
over drug abuse and sex work could increase control over the HIV epidemic. 
(Khuat Thu Hong, Nguyen Thi Van Anh, & Ogden, 2004)

Among the nine objectives of the Vietnamese HIV/AIDS strategic plan 
2006-2010, harm reduction accounts for nearly 20% of the total funds of the 
government HIV/AIDS budget, while PMTCT is allocated approximately 8% 
and the program to prevent sexually transmitted infections (STIs) is scheduled 
to receive only 5% of the funds allocated. (MOH, 2006a) As the HIV epidemic 
has evolved in Vietnam, the government has prioritized prevention and sur-
veillance activities. 

HIV/AIDS policy and programming practice aims first and foremost to con-
trol the spread of the virus, and are less concerned with providing care and 
treatment to individuals already affected. This emphasis on the containment 
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of epidemics has worked for the health system in the past in the combating 
of other infectious diseases such as polio, SARS and, more recently, avian flu. 
(SRV, 2005) Although the national response has evolved over time, and PLHIV 
have also been involved in important policy changes, such as the development 
of the new HIV/AIDS law of 2007, an important element of both public AIDS 
and drugs campaigns is “shock tactics” regarding drug use, as illustrated by 
the billboards below (Figures 6 and 7).

Figure 6: Hanoi Billboard, “Drugs, AIDS,  
do not try drugs, not even once”

Figure 7: Hanoi Billboard,
“Drugs are the devil”  

National PMTCT policy

Vietnam’s national PMTCT policy dovetails with both international political 
and medical developments. Vietnam has been remarkably swift in its recogni-
tion of the need to prevent HIV transmission to children. The PACTG trial 076 
showed a reduction of MTCT of HIV-1 by 70% with Zidovudine. (Connor et 
al., 1994) To assess the safety and efficacy of Zidovudine for the prevention 
of maternal-infant HIV transmission, the Pediatric AIDS Clinical Trials Group 
conducted a multi-centre clinical trial (Protocol 076) in the United States and 
France. The results of the trials resulted in important public health policy rec-
ommendations regarding the integration of prevention of mother-to-child 
transmission of HIV using Zidovudine within the basic health and MCH serv-
ices of selected countries. (Dabis et al., 2000) Within a year of the publication 
of the results of this ground-breaking trial, Vietnam established a PMTCT sub-
committee located in the National Obstetric Hospital.
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But the Zidovudine regime was costly and complex, which might be one of 
the reasons why there were no directives for the operation of the PMTCT sub-
committee. (SRV, 1995a) In 1999, the HIVNET 012 trial in Thailand demon-
strated that a single dose of Nevirapine lowered the risk of HIV-1 transmission 
during the first 14–16 weeks of life by nearly 50% in a breastfed population. 
The policy conclusion was that this simple and inexpensive regimen could de-
crease mother-to-child HIV-1 transmission in less-developed countries. (Guay 
et al., 1999) A year after this landmark trial, Vietnam issued the “Guideline on 
diagnosis and treatment of HIV/AIDS”, the first legal document which directly 
addressed PMTCT. (SRV, 2000) The guideline provided instructions on pro-
phylactic treatment, procedures for birth attendants and postnatal treatment 
for mothers and children in obstetric departments at the provincial or national 
level. (SRV, 2000)   

In June 2001 the Vietnamese government signed up to the international 
agreement to “reduce the proportion of infants infected with HIV by 20% by 
2005, and by 50% by 2010” in the United Nations General Assembly. (UN-
GASS, 2005) In 2003, the Prime Minister issued a Directive instructing the 
MOH to improve the quantity and quality of PMTCT. (SRV, 2003c) PMTCT was 
included as one of nine core action programs for the National Strategy on HIV/
AIDS Prevention up to 2010. (SRV, 2004) PMTCT was described as a compre-
hensive program that included: (1) raising awareness among women of repro-
ductive age about the risk of HIV transmission and the possibility of mother-
to-child transmission; (2) raising the capacity of the system engaged in PMTCT; 
(3) intensifying activities related to early PMTCT; (4) care for HIV-infected and 
affected children. Men and fathers are not mentioned in this document.

The Vietnamese government has faced a challenge deciding who should 
coordinate the whole PMTCT process, as well as who should be assigned 
the responsibility and authority to implement the different elements of the 
program. Is PMTCT largely an HIV/AIDS intervention or is it part of the repro-
ductive health program? The Department of Reproductive Health in the MOH 
was assigned responsibility for developing a detailed action plan for PMTCT and 
this was finalized in 2006. However, the PMTCT guideline was only finalized 
in 2007, partly because the department dealing with HIV/AIDS, the Vietnam 
Administration of Aids Control (VAAC), and the Department of Reproductive 
Health were not clear about their respective rights and duties.1  The National 
Strategy on Reproductive Health for the period 2001-2010 aims for a reduction 
of sexually transmitted infections, including HIV/AIDS, but does not specifically 
mention PMTCT. 

1 I followed these discussions closely because I was personally involved in the development of these 
procedures.
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Civil society involvement

In the one-party communist state the distinction between the state and civil 
society and political and non-political organisations is unclear. Vietnam has a 
system of mass organisations which are linked to the People’s Committee of the 
ruling party. Several decrees and policy documents stipulate that all mass organ-
isations have to be mobilised in the fight against AIDS at all levels. (SRV, 1995c, 
, 2006a) In Vietnam and Laos, which have similar political systems, mass organi-
sations such as the Youth Union, the Women’s Union and even the National 
Red Cross are referred to as both NGOs and part of the state although non-
governmental organisations are usually not considered state bodies. (In China, 
this ambiguous relationship between the state and civil society is captured in 
the term “GONGO”; Government Owned Non Governmental Organisations). 
Founded in 1930, as a women’s section of the Vietnamese Communist Party, 
the Women’s Union has more than 13 million members, a significant propor-
tion of the population of 84 million, and thus possibly representative of most 
adult Vietnamese women. (WU’s website, 2007) 

Mass organisations, especially the Women’s Union, have been very active 
in efforts to control HIV/AIDS. One role of the National Women’s Union is to 
preserve and improve the moral values, (good) traditions of the nation and 
Vietnamese women and to lead and assist women to organise equal, modern 
and happy “cultured families”. (WU’s website, 2007) The Women’s Union 
and the Red Cross, have not only worked on IEC under the guidance and with 
the support of the Vietnamese government, but they have also been involved 
in care and support activities at the community level, mostly with international 
financial support.  

The participation of clients or patients in health and health care, including 
the establishment of self-help groups of HIV infected and affected persons, is 
consistent with recent national policies on the democratization and socializa-
tion of health. (SRV, 2003b) From the perspectives of health care providers, 
donors and policy makers, it can be attractive to promote patients’ associa-
tions. If the growth of such groups leads to the increased self-reliance of indi-
viduals, it could reduce some of the burden on the state, for example. 

In many countries there has been a shift from hospital based care to com-
munity and family based care, notably palliative care reflecting both the cost 
concerns of the state and the desires of patients and their families. (British 
Columbia Centre of excellence for women’s health, 2003; Greaves et al., 
2002; Hendrick, 2000; Ogden, Esim, & Grown, 2004b; Smith, 1994; Timery 
et al., 1994) Patient associations can also be attractive for prevention activi-
ties; members can be mobilised for preventive strategies among the general 
population through “outreach” or “peer education.” For international health 
workers, often working with funding for a limited duration, an emphasis on 
self-reliance can also be related to the need for sustainability and associated 
“exit strategies”. Within a context of economic liberalization, however, ironi-
cally the socialization and democratization of health can end up burdening 
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families and communities, who may or may not be organised in civil society 
groups, with new financial and practical responsibilities. 

PLHIV support groups in Vietnam have rapidly expanded in number and 
membership over the last few years. The number of self-help groups that are 
not directly under the authority of the state has more than doubled between 
2006 and 2007, from 34 to 74. (Health Policy Initiative, 2007) Some are sup-
ported through international organisations as part of international efforts for 
the Greater Involvement of People Living with HIV/AIDS (GIPA), while national 
mass organisations, especially the Women’s Union, have also actively sup-
ported families with HIV infected members. For example, the Women’s Union 
supports over 300 sympathy groups (câu lạc bộ đồng cảm) with over 6,000 
members, mostly mothers or caregivers (grandmothers) with HIV-infected 
sons. (CSIS, 2006a) There is considerable variation among these groups in 
terms of their aims, their size, the level of control by the group itself, and 
members’ backgrounds.  

International response to HIV 

Vietnam has received generous international support from the UN system, the 
World Bank, the Asian Development Bank, and many bilateral donors includ-
ing PEPFAR, AUSAID, and DGIS. Prevention, IEC and surveillance have been 
priorities, but care and treatment now receive increasing funding. Care and 
support is a priority under PEPFAR, which is the largest international donor, 
providing USD 67 million in 2007 and an estimated USD 84 million in 2008. 

In 2001, there were few opportunities for anyone in Vietnam to be tested 
for HIV but by 2006 national and local health authorities were supporting 
more than 50 VCT sites with trained counsellors who have provided services 
to thousands. (CSIS, 2006a) Antiretroviral therapy was unavailable in 2001, 
while in 2007 a reported 10,678 PLHIV are being treated with ARV. (MOH, 
2007) In addition, small-scale harm reduction pilots reported a reduction in 
the use of shared needles by 50%. (The PSI Dashboard, 2005) Several smaller 
programs focus on GIPA in the development, implementation and evaluation 
of HIV/AIDS policies and programs. This dovetails with an overall increased 
attention to civil society and democratization by donors and bilateral agencies 
working in developing countries and former communist states. 

But these positive developments of increased focus on and funding for 
treatment, care and support, in addition to prevention, are counterbalanced 
by a national policy that continues to criminalize sex work and drug use and by 
an increasingly conservative international climate, typified by (but not limited 
to) PEPFAR policies that restrict the activities of HIV programs working with sex 
workers and IDUs. There is ample international evidence on the effectiveness 
of harm reduction to reduce the spread of HIV and the failure of the “war 
on drugs” or criminalizing approaches. (Wood, Montaner, & Kerr, 2005) But 
international and bilateral donors and NGOs have to respond to their own indi-
vidual and international collective constituencies. It is a considerable challenge 
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for each of these actors to conceptualize rational interventions that not only ad-
dress drug use, sex work and 05-06 centres, but are also politically acceptable. 
National and international coordination is a serious problem in this area.

In the current international and Vietnamese political climate women are 
particularly appealing in their role as mothers. Pregnant women have an addi-
tional advantage that they often have increased contacts with health services 
during pregnancy, which has contributed to the recent focus by large interna-
tional organisations such as the Global Fund, the Center for Disease Control 
and Family Health International (FHI) on offering, respectively, HIV testing as 
part of antenatal care (ANC), highly active anti-retroviral treatment (HAART) 
for pregnant HIV+ women, and infant feeding advice, including free formula, 
for six months. Identifying HIV+ pregnant women and offering them antiret-
roviral prophylaxis and infant feeding advice is politically acceptable and fits 
with disease-specific programs such as the Global Fund for Malaria, HIV and 
Tuberculosis. A focus on secondary prevention, however, conflicts with the 
need to strengthen and promote synergy between the various parts of the 
health system. (D. B. Evans et al., 2005) 

There is now international agreement that a PMTCT strategy should have 
four pillars: 1) primary prevention of new infections; 2) the prevention of un-
wanted pregnancies in HIV infected women; 3) the prevention of transmission 
from HIV infected mothers to children and 4) the provision of care and sup-
port for HIV-positive mothers and their children and families. What should be 
included in each pillar is not yet specified, however. 

What needs to be done to ensure primary prevention of new infections 
depends on the context. Drug-fuelled epidemics centred on injecting drug 
use, such as those in Indonesia and Vietnam, require different primary pre-
vention strategies than epidemics centred on commercial sex work, such as 
that in Cambodia. Both of these scenarios require very different prevention 
strategies than those usually employed in a generalized epidemic situation. 
IDU-fuelled-epidemics concentrated among young men require harm reduc-
tion interventions such as clean needle distribution and exchange and the 
provision of substitution drugs. Epidemics related to commercial sex work 
require the prioritizing of condom use among sex workers and their clients. 
Generalized epidemics caused by multiple, long-term partners demand a 
focus on increased condom use among long-term partners or reducing the 
number of partners. 

If the different steps in a four pillared PMTCT process are already complex 
and context-bound, it should be clear that the whole PMTCT process is by 
no means a simple program to implement. It requires collaboration between 
prevention and care programs, and between HIV/AIDS, family planning and 
reproductive health programs.

A key question for national and international policy makers in Vietnam, 
as in other countries, is where to draw the conceptual boundaries around 
“PMTCT”. (Holmes, 2005) There is agreement that the prevention of HIV in-
fection in men and women is the best way to prevent infection in children, but 



Pressure to Bear: Gender, Fertility and Prevention of Mother to Child Transmission of HIV in Vietnam

44

also that HIV+ mothers need care and that the focus on secondary prevention 
has had limited results. (McIntyre, 2005) Adherence to and attendance of 
PMTCT programs that focus on secondary prevention without making clear 
links to mothers’ own treatment care and support is often low.

It is not yet clear how PMTCT should be organised in Vietnam, which na-
tional agency should have what kind of responsibility, for example, and how 
national and international efforts can best be linked. Who should be the main 
“PMTCT agency” is not just a difficult question for the Vietnamese national 
authorities but also for international organisations. Should UNICEF be involved 
in ARV treatment for mothers and blood safety for emergency deliveries, or 
are these activities more appropriate for WHO? Can harm reduction be con-
ceptualized as part of the first pillar of PMTCT or is it part of the work of the 
United Nations Office Against Drugs and Crime (UNDOC) on drug control? 

These issues are related to organisational mandates and budgets and thus 
to politics that divide donors’ and recipients’ attention and time in the many 
coordination meetings and fora which have been established in Vietnam. 
Should PMTCT be discussed at the Technical Working Group on HIV/AIDS, 
the Gender and HIV Sub-group, the Care and Support Sub-group or the GIPA 
Sub-group or in the context of the National Plan of Action on Children and 
HIV/AIDS, or all of these?  

Coverage of PMTCT programs

Despite the existence of routine testing and notification procedures in ANC, 
relatively few women seem to be actually detected in the current system. 
In 2005, 659 HIV positive women were detected by the health care system, 
while the number estimated from surveillance data was 7,000-8,000. (MOH, 
2006b) Nationwide, 16.5% of women were tested for HIV during antenatal 
care visits. (General Statistics Office 2006) This reflects not only a lack of mate-
rial and human resources in the health care system, but also the distribution 
of these resources. Whatever the underlying reasons for this distribution, the 
consequence is that HIV+ women in need of care and support are both lost to 
and under-reported in the present health care system. 

The governmental response has focused on high risk populations (IDUs, 
sex workers), paying limited attention to both the risks of exposure to HIV of 
women not identified as high risk, and the needs of HIV+ women who are 
neither IDUs or sex workers. (Nguyen Thu Anh, Oosterhoff, Hardon, Pham 
Ngoc Yen et al., 2007) According to the 2007 AIDS law all pregnant women 
should get free HIV testing, but HIV testing is not yet offered universally. It 
is, however, provided to women who come for delivery at provincial and na-
tional obstetric hospitals and clinics, and in some districts. 

Usually, testing only takes place at a late stage of pregnancy, in the 7th 
or 8th month. (Nguyen Thu Anh, Oosterhoff, Hardon, Pham Ngoc Yen et al., 
2007) Late HIV testing limits women’s choices of treatment but it is still in 
time to reduce the risk of transmission of the virus to the child and to inform 
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and prepare health workers who are assisting with the delivery. However, 
most women go to commune health stations for antenatal care, and testing 
is not available at this level. District hospitals and clinics use rapid tests, and all 
positive tests have to be confirmed, which can only take place at higher level 
hospitals and national institutes. 

It is unlikely that the Vietnamese state can afford free universal testing for 
pregnant women, and this may not be cost-effective in a low-income country 
where the epidemic is not generalized. The national budget for HIV is around 
one hundred billion VND (6,250,000 USD). Testing costs are around 50,000 
VND a test, and with some 2 million women who deliver each year, a rough 
calculation shows that the state would have to allocate half of its national 
budget for HIV/AIDS to HIV testing as part of ANC. With support of the Glo-
bal Fund and PEPFAR free testing is available at some sites in 20 provinces, 
but these tests are also to be used for blood donors, health staff and military 
recruits. When free tests are not available, which is still the case in most of 
the 64 provinces of the country, HIV test costs the user 30,000 – 50,000 VND 
(2-3 USD) fee.  

The first Vietnamese program offering a standard single dose of Nevirap-
ine at the time of delivery started in 2000. In 2002, an estimated 25.4% of the 
estimated total of 4,900 HIV positive pregnant women received Nevirapine 
for PMTCT, of whom 2.35% received HAART. (UNGASS, 2005) HIV infected 
women receive subsidized ARV prophylaxis but they have to pay full hospital 
fees. HIV+ pregnant women also need to have access to CD4 tests, to deter-
mine whether they need ART themselves. These tests and the ART they may 
need are expensive, although increasingly, due to international funding, free 
testing and ARV medicines are available.

Current PMTCT programs in Vietnam aim to save the lives of children; 
treatment, care and support for the mothers receive less attention. Until 2007 
there were no explicit procedures for PMTCT but in November 2007 the gov-
ernment approved new procedures which clearly mention mothers’ rights to 
(postnatal) care and support in line with the four-pillared PMTCT process. 

On World AIDS day 2007 the Vice-president of Vietnam together with a 
number of high-level policymakers from the MOH, the Ministry of Social Af-
fairs, the National Red Cross and the Secretariat of the People’s Committee 
visited the Sunflower group and their national counterparts that this thesis 
describes in more detail. Impressed with their strength, beauty and evident 
health the Vice-president declared that this model that had been introduced 
in Hanoi, Thai Nguyen, Quang Ninh and Cao Bang should be introduced na-
tionwide. Given the capacity of Vietnam to implement policies once they are 
agreed upon, and once leadership decides to prioritize implementation, it is 
possible that postnatal care and support of HIV+ women will improve in more 
provinces. However, women still encounter many problems in accessing post-
natal care and support and interventions relating to the first three pillars, 
such as the provision of: clean needles, substitution drugs, HIV testing for 
pregnant women in the first trimester, condoms for teenagers etc., remain 
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limited. Moreover, how can a woman realistically avoid infection when she 
is supposed to get married, premarital HIV testing is frowned upon, and she 
cannot control her (future) husband’s sexual behaviour? How can youth, in-
cluding drug-using youth, protect themselves against STIs (including HIV) and 
unwanted pregnancies? How can an HIV-infected couple make an informed 
decision on pregnancy when HIV testing is currently only offered to pregnant 
women at 7-8 months? A number of these issues will be explored in detail in 
the empirical chapters of the thesis.
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Gender inequalities 

Several medical anthropologists such as Paul Farmer and Nancy Scheper-
Hughes have argued that medical anthropologists have both a professional 
duty and a moral obligation to reveal, discuss and address the broader socio-
economic, cultural and political contexts in which health inequities are (re)
produced. (Farmer, 2005; Scheper-Hughes, 1992) Gender roles and identities 
are an important part of the broader context that affects health. Globally AIDS 
is a disease which affects women disproportionately. In various parts of the 
world it has been reported that women’s reproductive roles and identities as 
mothers and wives contribute to their biological vulnerability to contracting 
HIV, for example. (Amaro, 1995; S. Clark, Bruce, & Dude, 2006; Hirsch et al., 
2007) There are, however, many obvious differences among women based 
on class, ethnicity, and age that are also relevant in the analysis of AIDS as 
they shape women’s ability to protect their bodies from HIV, control their 
reproductive health choices, and organise their maternity and maternal roles 
(Browner & Lewin, 1982; Farrant. W., 1985; Ginsburg & Rapp, 1991; Koenig 
& Moore, 2000) 

In Vietnam HIV is still concentrated among male IDUs, which suggests 
that men can also be vulnerable to the disease because of male gender roles. 
Men can be at risk of contracting HIV because of the relationship between 
masculine identity and risk taking, including injecting drug use, the use of sex 
workers, drinking, and the expression of homosexual desire, for example. (Ca-
naan, 1996; Doyal, 2001) Moreover, professions such as truck driving require 
men to spend time away from their families, and provide easy opportunities 
for them to engage in (unprotected) commercial sex. In other types of work in 
Vietnam, such as (illegal) mining, it is common for men to use drugs to help 
them endure the harsh conditions. (Nguyen Tran Hien, 2002)

The reproduction of gendered inequalities and vulnerabilities can be 
studied at different levels. Earlier feminist works focused on structural caus-
es, such as how socio-political institutions, legislations, and macro-econom-
ic structures shape the opportunities available to women. (O’ Barr, 1982) 
However, these classic approaches did not always sufficiently recognise 
changes (or the lack of them) which are important for an understanding of 
reproductive health and fertility choices at different levels, such as socio-
economic changes in communities, families, or within couples. (Chen, Phil-
lips, Kanouse, Collins, & Miu, 2001; Europrofem Organisation, 2003; FHI, 
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2004; IPPF Inter-Regional Workshop Group Meeting, 2002) It is therefore 
useful to recognise the dynamic links between macro-economic changes 
and the transformation of gender roles and identities at the community and 
household levels in the Vietnamese context. 

As a result of Đổi mới, male demand for commercial sexual services has 
risen, and the number of women working in factories and as domestic staff 
has increased, all of which has contributed to female migration from the 
countryside to urban areas and changing household compositions and gender 
roles in both urban and rural areas. (Nguyen-Vo Thu Huong, 2002; Walters, 
2004) It has been suggested that men and women’s roles might no longer be 
clearly defined and that contemporary Vietnam family relationships have been 
profoundly changed by socio-economic progress, resulting in the gradual dis-
appearance of the traditional social hierarchy, which ensured high levels of 
respect for men and little for women. (Le Thi Nham Tuyet, 1996) This sup-
ports the notion that if macro-economic and social relations are transformed, 
altered gender roles and definitions of “woman” and “man” emerge. (P. 
Brown & Jordanova, 1982)  

Yet in Vietnam and elsewhere, traditional gender roles can be seen to be 
closely related to the impacts of HIV/AIDS upon women, and many of the spe-
cific HIV/AIDS related problems that make women more vulnerable to HIV are 
located in the family. These include: domestic violence (Dunkle et al., 2004; 
Garcia-Moreno & Watts, 2000; Maman, Campbell, Sweat, & Gielen, 2000) lack 
of support and increased expenses for informal care givers, (Ogden, Esim, & 
Grown, 2004b; Smith, 1994) inequality in marriage, (S. Clark, 2004; S. Clark, 
Bruce, & Dude, 2006; Glynn et al., 2001; Hirsch, Higgins, Bentley, & Nathanson, 
2002; United Nations, 2000) and lack of access to education for girls. (UNDP, 
2005b). Women’s social roles in their families and communities have important 
health effects, influencing, amongst other things, women’s ability to live posi-
tively with HIV or other (chronic) diseases. (Gielen, McDonnell, Wu, O’Campo, & 
Faden, 2001; Moneyham, Sowell, Seals, & Demi, 2000; S. K. Plach, Heidrich, & 
Waite, 2003; S. K. Plach, Stevens, & Heidrich, 2006) Moreover, in Vietnam, as in 
many other countries, families bear most of the burden of illicit drug addiction. 
(S. Murphy & Rosenbaum, 1999; United Nations, 2003; Vu Manh Loi, Vu Tuan 
Huy, Nguyen Huu Minh, & Clement, 1999)

The specific differential burdens of the HIV epidemic on women may not 
be easy to recognise. Women are under-represented in, and are sometimes 
noticeably absent from, the fora where AIDS policies are decided and funds 
are allocated. (UNAIDS, 2006a) Both women’s informal work (be it agricul-
tural work, commercial, or domestic) and wage labour is largely invisible and 
consistently undervalued, by women themselves and others. (Fruzzetti, 1985; 
Moore, 1988)  Examining the value of women’s labour is important because 
work is not just what people do in order to survive but there are also social 
values attached to particular kinds of work, which in turn, relate to the dis-
tribution of power. In Vietnam, as in others parts of the world, women are 
responsible for most household tasks, mothering and other caretaking work 
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such as tending to the sick and elderly, often have to forego paid work due to 
their domestic duties, and their unpaid work receives little recognition. When 
Vietnamese women run a business near the home, such as a food stall or a 
shop, and hence contribute to family income, this is still considered part of 
their “household work”. (Fyles & Vu Thi Thao, 2001) Women in Vietnam are 
also expected to pay for costs related to health and education for the whole 
household. (Tran Tuan, 2001)

HIV+ women might isolate themselves and hide their problems because of 
their fear of stigmatisation. Health-related stigma involves social disqualifica-
tion of individuals and populations identified with a particular health problem, 
such as HIV infection. (Weiss, Ramakrishna, & Somma, 2006) The negative im-
pact of stigma against HIV-infected persons on public health efforts to slow the 
epidemic has been well documented. (L. Brown, Trujillo, & Macintyre, 2001; 
Gerbert, Maguire, Bleecker, Coates, & McPhee, 1991; Herek & Glunt, 1988; 
Malcolm et al., 1998) Women and men may experience HIV-related stigma 
differently in some contexts, however. In Vietnam, for example, women may 
be blamed more than men for their HIV+ status. (Bond et al., 2003; Paxton 
et al., 2005; Voluntary Services Overseas-Regional AIDS Initiative of Southern 
Africa (VSO-RAISA), 2005) Fear of HIV related stigma has been found to cause 
women to avoid reproductive health services including antenatal care, VCT 
and formula feeding. (de Bruyn, 2004; Shapiro et al., 2003)

A number of authors have argued that HIV related stigma is part of a 
larger process that works to produce and reproduce power relations, rein-
forcing existing social inequalities, such as gender inequalities. (R. Parker & 
Aggleton, 2003; R. Parker, Aggleton, Attawell, Pulerwitz, & Brown, 2002) 
Stigma against HIV-infected persons often builds upon many other prejudices 
towards those infected, related to their economic status or race. In Canada, 
for example, HIV/AIDS disproportionably affects black women, women in 
prisons and “first nation” aboriginal women. In addition to coping with the 
stigma of HIV, these women also face racism, poverty and single parenthood. 
(Hough, Magnan, Brummitt, Templin, & Gedelrab, 2005) 

Self-exclusion or self stigma is a psychological process that is not only relat-
ed to a person’s HIV status but also to their social status and their other experi-
ences of being excluded. The complex psychological and social ways in which 
power inequities are reproduced, resulting in the acceptance of the legitimacy 
of the unequal order by the “underdogs”, who become implicit accomplices to 
their continued exclusion from power, have been analysed by influential politi-
cal thinkers such as Paulo Freire (Freire & Macedo, 1998), Amartya Sen (Sen, 
1990) and Antonio Gramsci. (Gramsci, 1971; Paulo, 2000) An acknowledg-
ment of the individual mental process which leads to socio-economic exclu-
sion, including self-exclusion, is useful in that it recognises power as something 
that emerges, at least partially, from within individuals and hence is something 
that individuals themselves have the ability to transform. 

The recognition of a process that involves women’s own agency and abil-
ity to act and to accomplish change is central to contemporary feminist dis-
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cussions of empowerment. Naila  Kabeer, (2001) for example, defined em-
powerment as “the expansion in people’s ability to make strategic life choices 
in a context where this ability was previously denied to them.” This dynamic 
approach to gender-based power relations, and the recognition of the need 
to build self-esteem to fight immobilising “victimhood” has received consid-
erable interest among academics and development practitioners. (S. Evans, 
1980; Gillis & Perry, 1991; Kling, Shibley-Hyde, Showers, & Buswell, 1999; 
Malhotra, Schuler, & Boender, 2002; Raphael, 1993; Schrijvers, 1985) Accord-
ingly, an examination of a range of theoretical perspectives concerning the 
nature of female agency within the particular constraints of both the medical 
establishment and patrilinear family organisation in contemporary Vietnam 
will be included in this thesis. 

Unlocking the “power within” in order to transform personal needs into a 
collective demand is both an implicit and often explicit view of power which 
is fundamental to self-help and grass roots groups of PLHIV and an underly-
ing premise for interventions aimed at providing “psycho-social support”. As 
we will see in the empirical chapters, gender inequalities are reinforced and 
reproduced by HIV/AIDS at many levels, but the disease has also opened the 
door for the creation of groups of PLHIV that can help women overcome 
social isolation and to change the dynamics of their relationship with medical 
authorities as well as with their male partners and families. 

Families living with HIV

Perhaps because of the original historical emergence of the AIDS epidemic 
among gay men in the developed world, HIV interventions have primarily fo-
cused on individuals rather than families. (Rotheram-Borus, Flannery, Rice, & 
Lester) Interventions typically placed particular value on individual justice and 
freedom, and were designed to focus on at-risk individuals, with programs 
that were age and gender segregated. Studies on social support in the rich 
northern countries during the early phase of the HIV epidemic, when it was 
concentrated among gay men and IDUs, revealed that friends provided most 
of the care and social support. (Burgoyne & Saunders, 2000; Friedland, Ren-
wick, & McColl, 1996; Johnston, Stall, & Smith, 1995) But the situation in 
some of these resource-rich settings has changed, with the epidemic moving 
and spreading to different groups, often to poor persons of colour with mar-
ginalised socio-economic positions and very different life styles and household 
arrangements from the gay community. (Williams et al., 2005) That change 
implies that different strategies are needed to reduce the magnitude of the 
epidemic amongst the (relatively) newly affected populations. 

The progress of the epidemic within the developing world, where PLWHIV 
live not only as individuals, but are firmly located within a familial context, 
raises theoretical and practical concerns about how both families and individu-
als are living with AIDS. In developing countries, families usually bear the costs 
of HAART and the burdens of care and support for AIDS orphans. Households 
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which have an infected family member invariably suffer from depleted savings 
and increased indebtedness. (Heymann, Earle, Rajaraman, Miller, & Bogen, 
2007; Tatek & Aase, 2007). All over the world, being an informal palliative 
caregiver is reported to bring considerable economic costs because it means 
missing out on income-generating activities while experiencing high out-of-
pocket expenses. (British Columbia Centre of excellence for women’s health, 
2003; Greaves et al., 2002; Hendrick, 2000; Ogden, Esim, & Grown, 2004a; 
Smith, 1994; Timery et al., 1994) 

Although women tend to do most of the raising of children, the roles of 
men (including their desire for children) in the reproductive health decisions of 
women have gradually become recognised. (Sauer, 2003), which has increas-
ingly led to recommendations to involve men more effectively in reproductive 
health programs. (Chant & Gutmann, 2002; Doyal, 2001; Greene & Biddle-
com, 2000; Hawkes & Hart, 2000; Mane & Aggleton, 2001; Ostlin, George, & 
Sen, 2001) Much of the daily care and support work in a Vietnamese house-
hold is done by women whose essential roles in the family as mothers are, as 
noted earlier, mandated by thiên chức, although this mandate is also a burden 
to women because they may be held responsible for problems over which 
they have little control, such as the drug addiction or HIV+ status of their chil-
dren. Some studies in Vietnam suggested that men do play important roles 
in reproductive health decisions such as abortion. (Johansson, Ngo Thi Nham 
Tuyet, Nguyen The Lap, & Sundstrom, 1996; Johansson, Nguyen Thu Nga, 
Tran Quang Huy, Doan Du Dat, & Holmgren, 1998) Men and women’s gender 
roles and the consequent distribution of power within Vietnamese families 
could be conceptualised as a “paradox of power”. At one level, men’s social 
identity may be defined by the power they have over women and the power 
and status they compete for against other men. But at another level, men 
may have very little power over their own lives. (Pleck, 1981) In some contexts 
Vietnamese men might feel as dominated by their wives and children as their 
Western counterparts. (Harris, 1998)   

Vietnamese couples are part of a larger family where men also have prac-
tical, social and symbolic roles. In the Confucian tradition, men pray to the 
ancestors, provide support to parents in their old age and guarantee the con-
tinuity of the family line. Men have specific responsibilities to the extended 
family, which includes maintaining relationships with other male family heads 
(such as uncles and brothers) and taking care of the family lineage. In these 
roles Vietnamese men can be empowered or, alternatively, shamed, humili-
ated, or dominated by other men. (Harris, 1998) When a man is addicted to 
drugs or infected with HIV he might have less economic power in the family 
and lack interest in marriage and children, but he is still part of the family. If he 
is the eldest or the only son he has to cope with certain fertility expectations 
about continuing the lineage in his family to avoid the shame and humiliation 
of failing to nourish the ancestors, in addition to the pressures of providing 
his parents with financial security and social respect in their old age. In a Viet-
namese context we therefore need to look at the whole family in order to un-
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derstand fertility decisions among couples. (Gammeltoft, 2007) Obviously this 
also applies in relation to couples in which one or both party is HIV-positive. 

The possibility that a partner might be HIV+ does not necessarily change 
couples´ fertility expectations. A study among marriage license applicants in ru-
ral China, for example, showed that only 36.8% of the couples agreed that 
they would not plan to have a baby on discovering that one or both of them 
was HIV+. (Liu et al., 2005) Studies in several culturally different countries such 
as the United States and Brazil also revealed that many HIV-positive men and 
women who know their status have fertility desires and intend to have chil-
dren. (Chen, Phillips, Kanouse, Collins, & Miu, 2001) Personal health, which is 
improved by access to ARV, has been found to significantly affect HIV+ women 
and men’s desire for and expectation of children in the future. (Chen, Phillips, 
Kanouse, Collins, & Miu, 2001; Panozzo, Battegay, Friedl, & Vernazza, 2003)

The epidemic in which Vietnamese families are living is driven by IDUs. In 
practice this means that affected families are coping with HIV+ male adults 
who are often using drugs and paying for these drugs through criminal activ-
ity or by selling family property. Several studies in Vietnam have also reported 
a link between drug use and drug-related domestic violence against women 
in families with male addicts. (United Nations, 2003; Vu Manh Loi, Vu Tuan 
Huy, Nguyen Huu Minh, & Clement, 1999) However, what was initially a male 
epidemic is becoming increasingly feminised due to the growing care and 
support burdens, as well as infection risks among women. Because Vietnam-
ese women are considered responsible for the behaviour of their children 
and the moral image of their family, women are most affected when families 
meet difficulties because male members are IDUs; they have to work harder 
to increase the family income and try to prevent their husbands and sons from 
committing crimes in order to obtain drugs. Fathers may also be shamed by 
the problems in their family but thiên chức protects them from being seen 
as equally responsible for raising their children. Although people in the com-
munity understand the difficulties of women whose husbands or children are 
drug users, they rarely provide them with practical help. (Vu Manh Loi, Vu 
Tuan Huy, Nguyen Huu Minh, & Clement, 1999) 

How such gender roles and family situations can be changed is a complex 
question in many cultures, not least in Vietnam. A study in the US found that 
among HIV+ women, those who were married or who lived with a partner 
reported higher levels of anxiety and more HIV-related symptoms than those 
who were single. This might be due to the demands of carrying out the multiple 
roles of spouse/partner, homemaker, and in some cases mother, which may be 
particularly difficult when women themselves are sick and struggling to man-
age their own health problems. (Sowell et al., 1997). In addition, HIV-infected 
women reported feeling guilty about what their families had gone through 
because of their diagnosis. (Goggin et al., 2001; van Servellen et al., 1998). 
Several studies have suggested that women with chronic health problems 
such as HIV, who feel that they are able to function socially, also experience 
better health, especially less depression, than women who feel they are failing 
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as mothers, relatives and grandmothers. (S. K. Plach, Heidrich, & Waite, 2003; 
S.K. Plach & Heidrich, 2002) 

A study among HIV+ women showed that the social roles for which re-
wards most clearly outweighed concerns were those of volunteer, friend and 
grandmother; the concerns of being a mother were particularly stressful. (S. 
K. Plach, Heidrich, & Waite, 2003) This may indicate that the dual aspect of 
motherhood – which can be understood as both repressive as well as provid-
ing social status – is manifested in the way that HIV+ women experience their 
physical and psychological health. 

Because of women’s need to move beyond their social role as mothers, 
and share common concerns in order to help them cope better with family 
problems, I am particularly interested in the question of whether and how 
women use PLHIV support groups to transform their usual social role(s), and 
how this influences their well-being. This issue will be examined in some of 
the empirical chapters.

Are women disempowered by new reproductive 
technologies?  

Feminist agree about the importance of reproductive freedom, but opinions 
about new reproductive technologies are divided. A growing body of femi-
nist work has examined the social and political implications of changing birth-
ing practices and new technologies such as in-vitro fertilization, amniocente-
sis, ultrasound and prenatal screening technologies, for example. (Browner & 
Press, 1995; Erikson, 2003; Gammeltoft & Nguyen Thi Thuy Hanh, 2007; Rapp, 
1997) A number of authors have argued that new prenatal screening technolo-
gies medicalise pregnancy and child birth and are harmful to women because 
they expose women to unnecessary physical and psychological stress.  In-vitro 
fertilization for example, is an expensive, physically invasive and emotionally 
stressful technology and is often unsuccessful. Some feminists argue that new 
reproductive health technologies also disempower women politically because 
they place a natural process into the hands of (male) medical experts. (Arditti, 
Duelli-Klein, & Minden, 1984; Corea, 1985; Spallone & Steinberg, 1987) Other 
points of concern are the voluntary nature of these medical interventions and 
the risks of transforming pregnancy into an “abnormality”, a disease. These 
new reproductive technologies are often considered as rather neutral objects 
that are transferable from one socio-cultural context in one part of the globe 
to another, ignoring some of the cultural and socio-economic differences be-
tween these countries, and burdening women with difficult moral choices yet 
without providing adequate support. (Gammeltoft, 2007; M. C. Inhorn, 2002) 
Although ultrasound technologies are increasingly available in many poor coun-
tries, where they are known to contribute to important demographic changes 
such as sex ratio, nearly all existing anthropological research about prenatal 
screening has been conducted in liberal countries of the affluent West. See, for 
example, (Browner & Press, 1995; Erikson, 2003; Rapp, 1999)
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As reported earlier, the Vietnamese state, like neighbouring China, has 
taken a strong interest in fertility and population issues and has promoted 
family planning since 1963, partly as a response to concerns about land scar-
city and food security. Reproductive health and family planning policies have 
been directed at women as mothers, have slowed down population growth 
and reduced maternal mortality, but have not necessarily served women’s 
broader interests. The Vietnamese government’s concern with both popula-
tion growth and quality is reflected in a strong interest in science and technol-
ogy, including prenatal screening technologies, such as ultrasound, and in-
terventions to prevent HIV transmission to children, such as VCT and PMTCT. 
These technologies are increasingly available and accepted by women and 
health workers, because they make both parties feel more secure about chil-
dren’s health. However, the changing sex-ratios suggest that these technolo-
gies are also used to determine the sex of unborn babies. 

Vietnamese PMTCT policies have focused on detecting HIV+ pregnant 
women in order to prevent transmission of the virus to the child and have, 
like some other population policies, paid less attention to the health and social 
needs of the mother. The PMTCT process involves several relatively new medical 
technologies such as HIV testing of the mother, CD4 counts and the provision 
of ARV to the mother and polymerase chain reaction (PCR) tests for children. 
HIV testing during pregnancy is a good example of a supposedly neutral and 
“globalisable” technology. Although HIV disproportionately affects developing 
countries, little is known about the ways in which opt-out and VCT models of 
testing play out on the ground in the developing country context. Internation-
ally, routine testing is increasingly being seen as a way to increase uptake of 
testing by those at risk and has been found to be acceptable in ANC services 
in African countries such as Botswana and Zimbabwe. (Etiebet, 2004; Perez, 
2006) Opponents argue that routine testing is problematic because without 
one-to-one counselling prior to testing the individual’s right to informed con-
sent for testing might be violated.  However, this moral question might be dif-
ferent in a country such as Vietnam where the fertility choices of individuals are 
made within the context of the whole family. Asking an individual for their con-
sent without taking their need to consult with their family into account might, 
therefore, burden this person with significant, unwanted responsibilities.

Further, in Vietnam HIV surveillance mechanisms to detect HIV during 
pregnancy are not simply a medical challenge, but they also expose new social 
inequities among citizens which are largely a product of Đổi mới, the renova-
tion of the economy. Hence PMTCT interventions cannot just be considered 
medical interventions; they reproduce and (re)create socio-economic inequali-
ties among mothers when they involve practices such as applying HIV testing 
selectively to pregnant women who are judged by rumour or appearance to 
be sex workers, drug users or wives of IDUs.

A key question, in my view, is whether, how and when women in different 
life-worlds perceive their rights as being violated by new medical technologies 
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related to HIV. Women who are tested during ANC at provincial level or lower 
are not only informed about their test results in the facilities; they also receive 
their test results in their communities through the ‘notification’ system. All 
commune and district government health facilities in Hanoi have to notify the 
provincial authorities of suspected HIV+ cases. After confirmation, the provin-
cial authorities inform local health workers at the district and commune levels, 
who then inform the patient and her/his family with the purpose of providing 
care and support. This system makes HIV+ women highly visible, often against 
their will, and can have important, negative social consequences. 

A useful perspective at this juncture is Michel Foucault’s argument that 
diseases and women’s bodies have historically been (re)created and controlled 
by socio-political norms and practices which have been unconsciously inter-
nalised by both physicians and patients. (Sawicki, 1991) This suggests that 
women themselves have played a role in defining and (re)creating reproduc-
tive medical practices including prenatal screening. To understand the social 
meaning of, for example, different modes of HIV testing, the decision-making 
processes have to be examined from various perspectives – that of policy mak-
ers, patients, doctors, and the family - to understand how consensus is cre-
ated and perceived and how people deal with a positive test result. Part of 
the attraction of new technologies could be that women consider them as 
enabling, even though they might be part of state population policies that 
aim to control women’s fertility choices. Jana Sawicki proposed that control is 
not secured primarily through violence or coercion, but through a process of 
normalisation in which certain tests gradually become part of the expected el-
ements of women and motherhood, rendering particular processes the norm 
and excluding other options. (Sawicki, 1991) 

The acceptance of certain socio-political norms by patients and practitioners 
regarding gender roles, family and lineage make some health practices, includ-
ing harmful or medically useless practices, more acceptable than others. (Bha-
tia, 1993; Gammeltoft, 1999, 2003; M.C. Inhorn & Buss, 1994; Renne, 1993) 
A conceptualisation of reproductive health technologies, such as routine HIV 
testing and PMTCT, as normative, rather than coercive, may explain why both 
women and health workers in Vietnam accept and may prefer routine testing 
over individual opt-in models, which means that women do not have to make 
the choice of requesting a test, and justifying this to their families. I will examine 
the social dynamics underlying the acceptance of HIV testing in ANC from the 
perspectives of both the women who are tested and the health workers who 
conduct the state-run testing program. Recognition of the importance of the 
social-cultural norms and political context in which PMTCT technologies are of-
fered is also essential in understanding if and how these medical technologies 
empower or disempower women. HIV testing during ANC might burden wom-
en with information about a problem that they cannot solve or understand, but 
it also makes HIV+ persons visible and eligible for any available services and may 
lead them to join PLHIV groups that can help them to change their situation. 
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Mobilising HIV+ women 

In the 1960s and 1970s many theories of social and political change focused 
on larger structures; this focus was reflected in works that documented forms 
of collective political action such as revolutions, mass movements and insur-
gencies. (J. Scott, 1976; E. Wolf, 1973) The rise of middle class social move-
ments in the West in the seventies showed that deprivation alone did not lead 
to collective calls for social change. And, in contrast, poor people’s movements 
often failed because of a lack of resources and weak political leadership. (Piv-
en & Cloward, 1977) Consequently some theorists focused on identifying why 
some activists were more effective and demonstrated how successful activists 
were often better able to mobilise resources including manpower, finances 
and communication technologies. (McCarthy & Zald, 1977) 

Some argued that the emphasis which the new social movement theory 
placed on material resources was cynical and overlooked the psycho-social 
changes and emotional benefits that grassroots groups generate. Moreover, 
access to resources alone may not enable disenfranchised persons to change 
their situation. (Laverack, 2001; Malhotra, Schuler, & Boender, 2002; Rifkin, 
1986) There are many examples of development project that failed because 
of an overemphasis on material support, for example. Water and sanitation 
projects rarely improve health status unless these resources are combined with 
efforts to support critical thinking and problem-solving skills. (Rifkin, Muller, & 
Bichmann, 1988) It may be useful to conceptualise increased access to material 
resources such as ART and micro-credit for HIV-infected women in developing 
countries, and psychological and social changes, such as HIV+ women feel-
ing more confident and less stigmatised, as interlinked. ART and micro-credit 
can be considered material resources which enable HIV+ women to accomplish 
socio-economic change and enhance their social mobilisation. Yet once women 
have access to ART or capital they may gain more confidence and as a result 
of this they can express their ideas more effectively, which makes others, such 
as authorities and doctors, more willing to listen to their needs and concerns in 
other areas. 

Foucault’s assertion that “where there is power there is resistance” (Foucault, 
1976) has been central to increased attention to small forms of resistance, 
which are not clearly linked to larger emancipatory or revolutionary goals. The 
recognition of such forms of everyday resistance stimulated interesting research 
on the politics of daily life and (attempted) subversions of power by “muted” 
and vulnerable groups, such as factory workers carrying out small acts of sabo-
tage of equipment to win a few minutes of calm. As a result, it was proposed 
that rather than accepting their fate, the poor, though weak, have their own 
weapons and assume different identities in different contexts. (Craton, 1982; J. 
Scott, 1985; Taussig, 1993; Turton, 1986; Willis, 1981)

An acknowledgment of different manifestations of resistance is attractive 
to feminists because women’s movements and modes of organisation have 
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often taken place at community level and focused on practical issues rather 
than grand collective political action. (Boesten, 2004; Koven & Michel, 1993)  
The acknowledgement and documentation of women’s contemporary “invis-
ible” networks and subcultures is politically important, and also of theoretical 
interest, because it might reveal new aspects about collective political action. 
Such a documentation of women’s formal and invisible networks and record-
ing of their “muted” voices is part of a global dialogue among women all over 
the world that has lasted for decades. (Ramusack & Sievers, 1999) Whether 
these dialogues can and should be translated into joint global political action 
is another, rather tricky, issue, however, because of experiences of conflict be-
tween the theory of women’s solidarity and the differences amongst women 
which have been manifested in practice, which have placed the legitimacy 
and the possibility of women’s collective political action into question. 

A broader conceptualisation of resistance might also allow for an exami-
nation of mobilisation and organisation of civil discontent in one-party com-
munist states, where distinctions between the state and “civil society” are 
blurred. Within the socio-political and cultural context of contemporary Viet-
nam, HIV+ citizens are likely to avoid being seen in public expressing dissat-
isfaction and discontent, and instead find other ways to accomplish change. 
Moreover, within the cultural context of Vietnam the family might limit or 
enable women’s abilities for political action. HIV+ women, just like other Vi-
etnamese citizens, might need to formulate their problems in such a way that 
the historical ideals of harmonious relations between the state and citizens are 
maintained. This thesis includes a number of these issues through a detailed 
examination of the successful organisation of HIV+ mothers to access social 
and health services in Vietnam, and explores important questions such as how 
a group of HIV+ mothers managed to combine their desire to remain invisible 
with their need to access goods and services, including ART and loans.

In some Asian countries with epidemics concentrated among male IDUs, 
HIV+ women are currently a minority and need to make sure that their concerns 
are known. (Ainsworth, Beyrer, & Soucat, 2003; Beyrer et al., 2003; Birowo, 
Djoerban, & Djauzi, 2003; Celentano & David, 2003) Vietnam is an interesting 
context in which to study women’s self- help groups because millions of Viet-
namese women are already organised and represented in mass organisations, 
notably the Women’s Union. Yet the Women’s Union and other mass organisa-
tions, including the Red Cross, are linked to the communist party in a one-party 
state and there are still only limited opportunities available to independent local 
organisations and NGOs. While HIV remains largely associated with drug use 
and sex work, both sex work and drug use are criminalised, which means that 
sex workers and drug users cannot freely represent and defend their interests in 
public. One of the questions in Vietnam is whether and how support networks 
established for and by HIV+ mothers, whose families are often clearly different 
from the state’s “cultural family” (gia đình văn hóa) ideal, can become accepted 
by the state as a group who can organise themselves and access the same serv-
ices as other women who fit more readily with social norms. 
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There are many status differences between HIV+ women based on their 
presumed mode of infection (sex work, injecting drug use, heterosexual con-
tact, and in isolated instances, perhaps, occupational) that can undermine 
collective action. Women who think that they have been infected by their 
drug-using male partners resent receiving the same social rejection and stig-
ma as women who became HIV+ because of their own alleged drug use and/
or sex work. (Khuat Thu Hong, Nguyen Thi Van Anh, & Ogden, 2004; Lohar 
& Shrestha, 2002; MacGregor, 2001; Paxton et al., 2005) They are also of-
fended by having their role as a mother directly and indirectly questioned 
because of their and their partners’ health status, as well as the risk of trans-
mission to their child. Such antipathies weaken women’s capacities for col-
lective action. Such “identity politics” based on specific attributes of women 
(such as lesbian, black or aboriginal) have long raised conceptual and political 
problems because it “either leaves out some individuals who call themselves 
women or distorts the experience of some of them”. (Young, 1993) These 
thorny, gender-based “identity politics” can be immobilising, which might be 
one reason why the mobilisation of PLWHIV in policy and action frameworks 
such as “Greater Involvement of People Living with HIV/AIDS” a key policy 
area of UN and many international development agencies working on HIV, is 
conceptualised as gender neutral (see Table 1). 

Decision makers: PLHIV participate in decision making or policymaking bodies, and their inputs 
are valued equally with all the other members of these bodies.

Experts: PLHIV are recognised as important sources of information, knowledge, and skills who 
participate—on the same level as professionals—in the design, adaptation, and evaluation of 
interventions.

Implementers: PLHIV carry out real but instrumental roles in interventions (e.g., as caregivers, 
peer educators, or outreach workers). However, PLHIV do not design the intervention or have 
much say in how it is run.

Speakers: PLHIV are used as spokespersons in campaigns to change behaviour or are brought 
into conferences or meetings to “share their views” but otherwise do not participate. (This is 
often perceived as “token” participation, where the organisers are conscious of the need to be 
seen as involving PLHIV but do not give them any real power or responsibility.)

Contributors: Activities involve PLHIV only marginally, generally when the PLHIV is already well 
known. For example, using an HIV-positive pop star on a poster or having relatives of someone 
who has recently died of AIDS speak about that person at public occasions.

Target Audiences: Activities are aimed at or conducted for PLHIV, or address them as a group 
rather than as individuals. However, PLHIV should be recognised as more than (a) anonymous 
images on leaflets, posters, or in information, education and communication (IEC) campaigns, (b) 
people who only receive services, or (c) as “patients” at this level. They can provide important 
feedback which, in turn, can influence or inform the sources of the information.

Table 1: Levels of Involvement of PLHIV

Source: UNAIDS, 1999
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The view outlined in UNAIDS’ approach to GIPA, whereby public policy 
making is characterised as the highest form of involvement of persons in-
fected and affected with HIV, is certainly not limited to the UN. The Horizons/
Alliance study (Horizons, 2002) provided a similar hierarchical framework of 
involvement with four categories starting with 1) Access to Services, 2) Inclu-
sion, 3) Participation, and ending with 4) “Greater Participation”, the most 
“advanced” stage, in which PLHIV work in management and as significant 
actors in policy and strategic organisation. (Horizons, 2002) 

High level policy changes can have significant effects on both gender rela-
tions and health, as is evident from many communist states like Cuba, China 
and Vietnam which all took serious political and legal steps to promote gender 
equity and have promoted women’s involvement in mass organisations. (Mo-
lyneux, 2001) However, a focus on policy and national level decision-making 
may overlook the important work of women and their networks within their 
communities, where many women may play leading roles. 

Women all over the world have organised themselves in community based 
groups and networks which focus on the roles and tasks related to mother-
hood, despite the fact that maternalism has been criticized for celebrating 
self-sacrifice as an essential feminine attribute, and therewith reinforcing tra-
ditional gender roles. (M. Nash, 1995; Pedersen, 1993) States might empha-
sise the importance of motherhood and embrace maternalist discourses, such 
as thiên chức in Vietnam, that consider women as natural and unchallenged 
caretakers of the family and society. But states have also exploited women’s 
roles and identities as mothers and women’s networks for their own pur-
poses, such as in the provision of services without pay to prevent social un-
rest due to economic changes due to liberalisation. (Boesten, 2004; Koven & 
Michel, 1993) Yet in many countries both HIV-infected and affected women 
are stigmatised and excluded from existing women’s or mother’s clubs and 
other social networks. This gives these women strategic options, such as try-
ing to conform to accepted notions of motherhood, or trying to reform exist-
ing norms of womanhood, but at the same time such women are burdened 
by many practical HIV-related care and support tasks in addition to their other 
(unrecognised) household and income-generation work. 

Maxine Molyneux proposed a distinction between practical and strategic 
gender interests to distinguish between women’s needs arising from immedi-
ate necessity, such as access to social services, and their longer-term inter-
ests, namely transforming social relations and enhancing women’s status. This 
distinction suggests a hierarchical relationship between grassroots women’s 
organisations which deal with practical issues, and those oriented towards 
policy reforms. It has been argued that such a hierarchical division contributes 
to development planning which is either strategic but impractical, or practi-
cal but non-strategic. (Wieringa, 1994) Studies on grassroots organisations in 
Peru and Brazil have, however, illustrated that women’s practical issues are 
directly related to national, strategic socio-economic issues. (Boesten, 2004; 
Corcoran-Nantes, 2000) 
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For HIV-infected women, access to ARV prophylaxis and ART are practical 
needs that reflect national medical and pharmaceutical policies and are also 
instrumental to their participation at familial, community and policy levels. 
The empirical chapters in this thesis examine the interlinked dynamics of the 
mobilisation of these practical and strategical interests at different moments 
of the PMTCT process. It is shown that rather than separating practical and 
strategic interests, these should be conceptualised as a continuum of urgent 
and chronic health interests interlinked with other gender-based interests.
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An engaged medical anthropological approach 

As a medical anthropologist and political scientist working in a biomedical 
environment, I empathise with Byron Good’s description of his sense of him-
self as a “tiresome sceptic among medical staff while feeling like a remnant 
of outmoded enlightenment thinking among anthropologists”. (Good, 1994) 
Yet my fieldwork was not only shaped by my ambivalent sense of self within 
two disciplines. During fieldwork there are many potential tensions between 
the roles of engaged practitioner/activists and social researcher, for example. 
For many years anthropologists and other researchers working in poor and 
developing countries have described the difficulties they faced during their 
fieldwork including having to manage the expectations of vulnerable popula-
tions and authorities who expected (fast) measurable results of collaboration. 
(Malinowski, 1967 ; J. Nash, 1975; Powdermaker, 1970; S. Scott, Miller, & 
Lloyd, 2006; Stocking, 1983) Nowadays most social researchers acknowledge 
that fieldwork is not only shaped by their sense of self, but also specific local 
contexts, institutional cultures, as well as the position of the researcher and 
that it is a process that involves many negotiations. 

Nancy Scheper-Hughes described her difficulties in positioning herself as 
a researcher in a Brazilian community after she had lived and worked with 
the same people as a community organiser and social activist, for instance. 
(Scheper-Hughes, 1992) The community organisers with whom she worked 
neither understood nor were satisfied with her detached role as a researcher, 
and they expected her to continue to accompany them during their struggle 
for social justice. The women in her research gave her an ultimatum and she 
consequently assumed the double role of anthropologist and activist that was 
dictated to her by the men and women in “her” research site. 

Similarly, when embarking upon this study, interviewing people as a re-
searcher was a very different experience for me from meeting with these 
same people in my role of program manager, and required careful negotiation 
and reflection about these different roles. In addition, over the years I had col-
lected many personal stories from people during my program work, but using 
these stories would raise ethical questions about informed consent. For the re-
search I therefore used a consent form for individual interviews enabling peo-
ple to “officially” tell me the story that he or she felt ready to share with me as 
a researcher.  This formalized method of data collection is different from the 
long-term participatory observation that anthropologists conduct during field-

CHAPTER 3 
Methodology and Methodological Issues 
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work in other settings, but is a required method for researchers in a medical 
setting. In my role of researcher some people provided me with information 
that was interesting for me as a manager, such as political gossip about the 
promotion of certain colleagues, but the disclosure of such information could 
get them into trouble so I retained it for research purposes only. 

After each semi-structured interview had been completed I turned off 
the tape recorder and in many cases spent time discussing and attempting 
to address some of the problems that were raised during the interview, 
hence reverting to my role as program manager. HIV+ women and their 
families mostly asked questions about how to access free health services, 
but were also keen to discuss normally taboo subjects such as being suicidal, 
domestic violence and drug addiction. Health staff and other state authority 
representatives who had been interviewed often asked about our plans for 
the research, our opinions of their services, our experiences in other prov-
inces and suggestions to improve their own work or their relationship with 
other stakeholders. 

My dual role as researcher and program manager brought some advan-
tages. As the fieldwork for this thesis took place in the context of an operational 
program, I had access to data that independent researchers would not normally 
have. Such information included detailed budgetary information, minutes of 
meetings, contracts and activity plans. I also had daily interactions with repre-
sentatives of various levels and kinds of authorities, and was directly involved in 
many related trainings, workshops and media productions as part of my work. 
This allowed for intense observation of the interactions between the authorities 
and the beneficiaries, as well as for immediate feedback on preliminary research 
findings. Nevertheless, my dual role required me to make special efforts to be 
very clear at each interaction about my separate responsibilities as a researcher, 
reassure informants that criticism was welcome and limit any expectations con-
cerning the material and financial benefits of the research. 

OVERVIEW OF DATA COLLECTED

Timing of study

This study was linked to an operational program that was developed in late 
2003 and became operational in April 2004 when the first Sunflower group 
was established in Hanoi. The program observations and follow-up interview 
in the Hanoi sites continued until the end of 2007until the researchers had 
followed the experiences of each group member for two years. The develop-
ment of the research action plan and review of documents in Thai Nguyen 
started in November 2004. The in-depth interviews with health authorities 
and HIV+ women and their families in both sites were conducted between 
March 2005 and March 2006. HIV+ women in Thai Nguyen and the local 
authorities decided to start a Sunflower group in July 2006. The program 
observations and follow-up interview in the Thai Nguyen sites continued until 
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the end of 2007, again until we had followed each group member for one 
year. Program observations, notably micro-credit plans and results, and group 
discussions with Sunflower support groups during their weekly or bi-weekly 
meetings as well as individual interviews with women in the context of the 
operational program in Quang Ninh and Cao Bang took place between July 
2006 and December 2007. 

Site selection

Qualitative data were collected in Hanoi and in Thai Nguyen City. Both are 
similar urban areas and have relatively high HIV prevalence rates for Vietnam, 
a characteristic which is necessary to recruit enough women given the low 
overall prevalence nationally and the high stigma associated with an HIV epi-
demic that is mainly concentrated among injecting drug users. Thai Nguyen 
city is a rather sleepy provincial town with a rural feel while Hanoi is a bustling 
capital, hence allowing an exploration and comparison of the meaning of 
gender and the impact of HIV in women’s lives in two different settings. 

The sites have differences in the quantity and quality of HIV related services, 
including PMTCT. Hanoi has two hospitals that have offered ARV prophylaxis 
for PMTCT treatment since 2000 and several free ART sites; the oldest started 
in 1997. In Hanoi, women planning to deliver in a hospital are routinely tested 
for HIV at 7-8 months of pregnancy. Thai Nguyen is 80 km north of Hanoi; 
one free ART program was started in 2006. Hospitals in Thai Nguyen routinely 
test women just before delivery but may offer earlier testing when they sus-
pect HIV infection based on symptoms. At the time of the study, PMTCT treat-
ment existed only on paper and ART prophylaxis was not available there.

In each province the sampling of study sites was based on the availability 
of services in these sites and their level and function in the vertical state health 
care system. Six national and provincial state hospitals that provide ARV and 
PMTCT in Hanoi and one national and one provincial state hospital in Thai 
Nguyen were selected because they are the main providers. 

Within Hanoi and Thai Nguyen, each district with the highest HIV preva-
lence was selected. In these two districts we carried out interviews and ob-
servations at all levels of the health system involved in PMTCT; district health 
centre, district maternity ward, district project for family planning and mother 
and child health, and the preventive health care services, including the testing 
site. Within each of these two districts we also selected the two communes 
with the highest HIV prevalence and visited health care stations in these com-
munes to conduct further interviews and observations.

Research process

The research team which I led consisted of four members with medical back-
grounds and three with social science backgrounds. The team also included 
one translator and one field administrator.
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Interviews were conducted in Vietnamese, English or French. I am fluent 
in both English and French, hence I conducted interviews in these languages 
myself. Although I can understand quite a bit Vietnamese, especially when 
HIV/AIDS programs, maternal and child health and PMTCT are discussed, I al-
most always worked with a translator for the interviews which I conducted in 
Vietnamese as this was more efficient when more complex issues were being 
discussed. I communicated that I understood the progress of the conversation 
by making brief comments in Vietnamese. 

In this thesis I use both my own interviews and interviews that were con-
ducted by other team members. However, I only use qualitative data collected 
by others if I had met the person interviewed at least twice to check state-
ments and observations. The data presented in the thesis has been checked 
by the other research team members for factual inaccuracies.

Definition of PMTCT and its operationalisation

Table 1 lists the aspects of each pillar of PMTCT defined by WHO that were 
assessed for this study. In order to get a good overview of each PMTCT service 
and the relationship among the various players within the health system, I 
selected provider respondents for each of the services. Because of the verti-
cal fragmentation of the Vietnamese health system there are many units that 
provide services that are part of the four pillared model of PMTCT. As a result, 
a relatively large number of interviews (275) had to be conducted with health 
workers located at many different sites in the two cities. In order to under-
stand the linkages among and within service levels and health workers’ per-
ceptions of their roles, every semi-structured interview covered all four pillars. 
As harm reduction, psycho-socio care and economic support are provided by 
other sectors, representatives of DOLISA and the Women’s Union also had to 
be interviewed to get a complete picture of current services. 

 

Semi-structured interviews with health workers and other key 
informants

HIV-positive pregnant women, HIV-positive mothers, their partners, family 
members, and health workers were all interviewed about desire for children, 
HIV infection, PMTCT, ARV, health care, social and family support. In each dis-
trict the research team interviewed staff involved in PMTCT. Inclusion criteria 
for health workers were (1) responsible for and/or directly involved in services 
for women with HIV or women seeking PMTCT and (2) at least one year’s 
experience in their current job. 

We also interviewed Vietnamese policy makers, social service providers and 
other key informants and reviewed popular media. Again, only respondents 
who had at least one year´s experience in their post were selected. Collabo-
rating organisations and institutes provided the research team with private 
rooms in which to conduct all interviews. 
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1. Primary prevention 
of new infections 

2. Prevention of 
unwanted pregnan-
cies in HIV infected 
women

3. Prevention of trans-
mission from HIV 
infected mothers to 
children

4. Provision of care 
and support for 
HIV-positive moth-
ers, their children 
and families

■ Behaviour change 
communication on 
safer sex, how to 
use condoms, risk 
of mother to child 
transmission.

■ Testing services 
including pre- and 
post test counselling

■ Harm reduction 
programs (including 
needle-exchange, 
education about 
safe injecting and 
substitution therapy) 

■ Condom provision

■ Referral links be-
tween VCT and fam-
ily planning services.

■ Accessibility of safe 
abortion services

■ Good, functioning 
ANC services

■ Access to HIV testing 
early in pregnancy

■ Provision of safe 
and effective ARV 
prophylaxis

■ Counselling and 
support for safe 
infant feeding

■ Provision of optimal 
obstetric services

■ Involvement of men

■ Follow up medical, 
psycho-social care 
and economic sup-
port for HIV positive 
mothers and their 
partners

■ Follow-up medical, 
psycho-social care 
and economic for 
infants

■ Social support for 
PLHIV, their families 
and communities

Table 1: Elements of PMTCT assessed, in relation to each PMTCT “pillar” 

In-depth interviews with people infected and affected by HIV/AIDS

In Hanoi and Thai Nguyen, we interviewed a total of 153 persons. We inter-
viewed 56 seropositive women in Hanoi, and 28 in Thai Nguyen. In addition, 
34 HIV+ men in Hanoi and 13 in Thai Nguyen joined the interviews. In Hanoi, 
seven mothers in law and 10 in Thai Nguyen participated in the study. In 
Hanoi we also interviewed two fathers of HIV+ women, one sister, one sister 
in law and one brother in-law. Of these interviews we used different subsets 
to answer the different research questions which are discussed in each chap-
ter. The selection of the interviews to be used was directly related to their 
relevance to the study question. For example, in the chapter on testing we 
only selected HIV+ women in Hanoi who were pregnant or who had delivered 
in the last year. This is why only 38 of the 56 interviews in Hanoi were used 
for this chapter. For chapter five on lineage we included pregnant women or 
women who had delivered within the last year in Thai Nguyen and excluded, 
for example, women who had delivered before that, to reduce recall bias and 
because the situation in the health system had changed (notably access to 
ARV) which could also influence their responses. For the micro-credit chapter 
we only used the data from the first borrowers in Hanoi because it takes at 
least a year before one can assess if the micro-credit has made a change in a 
program in which loans are provided over a one-year period. For the chapter 
on widows, obviously we only included the widows in both provinces. And 



Pressure to Bear: Gender, Fertility and Prevention of Mother to Child Transmission of HIV in Vietnam

66

lastly for the chapter on the group development we used all available data 
concerning group progress.

Respondents were identified by different self-help groups such as the 
Sunflower support groups, Bright Future support groups, and the Women 
Union’s sympathy groups. Potential respondents were informed that they 
could also invite their partners or family members for interview. In addition, 
we invited newly infected persons who had not yet joined support groups to 
join the research by circulating an invitation leaflet through PMTCT services. 
They were advised that they could contact the team at a time and location 
at their convenience. All HIV-infected persons who participated in the study 
were provided with information about access to care and support services. 
Interviewees were given a small reimbursement for their time and travel 
expenses. 

All respondents except one, were of Kinh ethnicity, and hence belonged 
to the largest and dominant cultural group in Vietnam. Most of the HIV+ 
women interviewed were young, from 20 to 30 years of age, and all were 
literate. All the women had been or were still married, and all their husbands 
(alive or dead) had a history of injecting drug use, visits to sex workers, or 
both, and had probably infected their wives. 

Health site observations

We also conducted observational site tours at ANC, abortion, opportunistic 
infection (OI), ARV prophylaxis, ART treatment, and STI treatment depart-
ments in 19 health care service sites at national, provincial, district and com-
mune levels.  

Data collection tools: semi-structured questionnaires

We developed the semi-structured questionnaires in stages, beginning with 
loosely structured interviews around the study themes related to the four-
pillared continuum of care model. The whole team joined the first few in-
terviews, in order to exchange ideas and learn from the individual interview 
styles of each team member, before breaking up into smaller teams of two. 
Based on these loosely structured interviews, we developed question guide-
lines for health care workers and PLHIV, their partners and family members. 
The order in which themes were introduced depended on the flow of con-
versation, but all themes were covered during the interview. Researchers 
were also authorised to pursue any new, unexpected themes that emerged 
during interviews. 

 

Data recording and processing

Prior to starting any interview, researchers invited the respondent to read and 
sign the consent form, and asked their permission to record the interview on 
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tape. All interviewees were informed that they could stop the interview at 
any time they wanted. Almost all respondents agreed for their interview to 
be recorded. Those who did not were all males with a self-reported history 
of drug use. Notes were also taken during each interview. At the end of the 
interview, the tape recorder was stopped and researchers invited interviewees 
to ask questions and provide comments. Researchers shared experiences and 
note-taking skills in bi-weekly meetings. All tapes were transcribed and NVivo 
software was used for further in-depth analysis.  

Triangulation 

The data presented in this study were triangulated using information from 
a number of different sources. Economic data, for example information on 
income and capital assets, were collected every six months by the Women’s 
Union, core members of support groups, and a member of the research team. 
Bi-weekly participatory program observations also allowed researchers to fol-
low the wellbeing of the women, their partners, children and families.   

In addition, information from the following sources was also used for tri-
angulated analysis:
■ Secondary data, including policy documents, program reports, and re-

search studies on HIV, PMTCT, gender, and ART.
■ Household visits to observe income-generating activities engaged in by 

Sunflower support group members;
■ A review of Personal Development Plans (PDP). Each member of the Sun-

flower group makes a plan based on an analysis of her medical, social and 
economic needs and presents this to the authorities in order to receive 
formal support. All Sunflower members who participated in this study had 
made such plans. 

■ A review of five publications of the Women’s Union, and a qualitative 
analysis of all “help letters” received by these publications relating to sub-
jects relevant to the topics under study, in which readers wrote about their 
situations and difficulties and asked for advices from experts including 
doctors, social workers and especially psychologists. These letters were an-
swered through the publications in separate sections in which the whole 
or part of each letter was printed alongside the response. None of the 
names of the letters’ authors were published, in order to protect confiden-
tiality. This review took place over a one year period from June 2004 to 
June 2005.

In addition, we were able to observe and monitor group development, lead-
ership development and other trends with four further Sunflower groups in 
other non-research provinces on a monthly basis for one and a half years. 
These groups were established in the second half of 2006 and had a similar 
approach to accessing social, health and economic services to the original 
Sunflower group. This allowed us to explore the development of the group 
and its members in a broader context. 
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Ethical issues

As already noted, free and informed consent was obtained from all partici-
pants in the study. All interviewees signed consent forms that explained the 
purpose of the research and were informed that they were free to abstain from 
participating, and if they chose to participate could end the interview at any 
time. Respondents were not asked their names, addresses or any other iden-
tifying information, in order to ensure privacy and confidentiality, although 
it should be noted that in many instances we knew their names due to our 
earlier program work. However, no full names or addresses were recorded for 
the research. All data sets, questionnaires, and tapes were stored in a secure 
office. All names have been changed to protect confidentiality.

Challenges and limitations 

Several qualitative social researchers have discussed the specific negotiations 
and challenges of conducting fieldwork in transitional socialist countries like 
Russia and Vietnam. (DeSoto & Dudwick, 2000; Reid-Henry, 2003) Three par-
ticular concerns which have been highlighted are a powerful centralised state 
in control of the nation’s political culture, commodification (in other words 
the transformation of information and services into a commodity), and a dom-
inant positivist research culture.  

Obtaining official approval to conduct independent fieldwork can be a 
complex process in transitional socialist states. (Marr, 1993) Although some of 
these problems are common to the bureaucracies of other developing coun-
tries, there are particular problems in getting stamps and permissions in tran-
sitional states that reflect the shared political cultures and histories of these 
particular countries. Indeed, many senior scholars and high level officials in 
Vietnam were trained in Eastern Europe and the former Soviet Union and it 
may be the case that many of them have adopted the bureaucratic emphasis 
on formalities to which they were exposed overseas. Currently in Vietnam, 
as in some other communist countries that are suspicious of foreigners from 
“the west”, researchers cannot travel independently and talk to people with-
out the approval of a state official, hence we first had to obtain official per-
mission before conducting interviews. It is, perhaps, worth mentioning that 
getting permissions to visit places and talk with certain people is not a specific 
barrier posed to researchers. International development workers, diplomats, 
journalists and foreign officials also have to obtain permission and approval 
before they can visit and meet with state service providers, or interview citi-
zens, for example. Possibly a long history of aggressive foreign interference 
in Vietnam might also have contributed to a perceived need to both monitor 
and control foreigners. I personally did not feel controlled but I do, however, 
agree with other observers that the shared local understanding between older 
local “gatekeepers” of information and older researchers on the importance 
of approval systems can be challenging for the increasing number of foreign 
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and local researchers who have been trained in other parts of the world. (S. 
Scott, Miller, & Lloyd, 2006)

Although Vietnam’s HIV/AIDS policies are, as discussed earlier, strongly 
oriented towards public health, social control and surveillance, our research 
team found that authorities were open and cooperative. It helped that before 
we started the research we already had extensive knowledge of the state 
system as well as working relationships with important “gatekeepers”. The 
data collection for this study was linked to a pilot program providing com-
prehensive care to women infected and affected by HIV/AIDS and drugs, sup-
ported by MCNV since 2004. The project provides a wide range of PMTCT 
services to seropositive mothers and pregnant women through a network 
of national services that are linked together and made accessible through a 
support group. Because of this project, which was judged a successful pilot, 
government authorities knew us and may have trusted us more than if we 
had been attempting to establish a new relationship. Although we did have 
to do paperwork, such as sending letters to inform the head(s) of the various 
research sites about the purpose and needs of our study, this was also to our 
benefit because it allowed “gatekeepers” to plan ahead and set up appoint-
ments with the staff which we asked to meet. 

While conducting our fieldwork we moved around all levels of the frag-
mented, vertical health system. We quickly learned that workers in this sys-
tem are often ill-informed or ill-equipped to do the work which is assigned to 
them. For example, by law pregnant women should get free HIV tests but the 
health authorities who should implement this procedure have been given nei-
ther the budget nor the training nor the exact information about this law. We 
learned about many misunderstandings between PMTCT providers at national 
and provincial level. For example, the drug Nevirapine, for example, might not 
be available at national level because national agencies expect that provincial 
level institutions will request the medication directly, despite the fact that pro-
vincial agencies are unaware that they are required to submit such requests. 
When such medicine is dispatched it arrives at the Department of Reproduc-
tive Health which is in a different building and department than that in which 
women deliver, and both departments do not know how to proceed. All of the 
bureaucratic uncertainties which were uncovered taught the research team to 
ask very practical questions in order to assess what relationships health staff 
had which each other and how this affected the care and treatment of women. 
Rather than assuming that health workers are willing and able to refer patients 
to services, for instance, it is useful to check whether there is a (working) phone 
at a facility that a health worker could use for such a referral.  

A second particularity of research in transitional economies is that the 
privatization of state services has reportedly contributed to a “commodifica-
tion” of the data collection process. (Croll, 1994) This is in a context where 
the salaries of state health sector employees are insufficient to pay for some 
of the goods and services that used to be for free before Đổi mới and their 
options for earning money with private side-businesses, such as a private 
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clinic have increased (similarly, many Vietnamese researchers combine their 
academic work with the generation of extra income by tutoring, translations 
and other private businesses such as consultancies for development organisa-
tions). Hence, under the constraints of the market, authorities have less time 
and attention to cooperate with research without compensation. Following 
the new logic of the transitional market economy it is therefore common that 
state representatives, such as health workers, try to make extra money by ask-
ing a fee or a stipend for their participation in an interview. The problem of 
underpayment of state officials is also endemic in other non post-communist, 
countries in the region, such as Indonesia and Cambodia. However the ero-
sion of pride in being an official serving the country, and the depreciation 
of honourable but unpaid social work in mass organisations or community-
based associations are relatively recent changes in Vietnam.  

Further, all service providers and several HIV+ persons and their families in 
both provinces where research was conducted had experience with foreign 
projects that often provided remunerations at levels far beyond their salary and 
which were also beyond our project’s modest cost norms. We encountered a 
small group of individuals who could be categorised as “professional PLHIV”. 

The language and choice of discussion topics of these people living with 
HIV seemed targeted to convince us to provide them with material support, 
which we noted with interest, and could be the topic of a study in itself. Simi-
larly, certain higher-level officials gave the impression that they felt a pressure 
to “get a project out of us” in return for the time and work they invested in 
our research. Hence in some interviews, high level representatives of state 
authorities and leaders of PLHIV support groups tried to balance giving us an 
optimistic image about their institution and its accomplishments, with qualify-
ing statements which suggested that continuing or new development assist-
ance was still required. 

On several occasions lower level staff apologised to us following the inter-
views, for what they reported to consider as greedy and impolite behaviour of 
higher level staff (my response was to first thank them for their openness and 
add that as a manager I understand that bosses have to take care of the future 
of their institutions). In this sense, both research sites suffered from what has 
been called “project syndrome”. (S. Scott, Miller, & Lloyd, 2006) Like other 
researchers in Vietnam we were often at risk of being perceived as a donor as 
much as being a researcher. (Christoplos, 1995) 

Yet although a focus on material and financial benefits was one aspect 
of the interviews we conducted among state officials and civilians, it should 
be noted that both service providers and patients identified national PMTCT 
guidelines as an urgent need, which was strategic identification of an issue 
that provides no immediate material benefits to either interest group. In fact, 
in some senses the perception of the research team as a donor by the re-
spondents was justified because we helped support the national authorities 
to develop these PMTCT guidelines by providing funding and technical sup-
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port through the program with which the study was affiliated. Helping state 
service providers and end beneficiaries jointly identify a problem and develop 
better policies is an accepted element of participatory action research. (Hart & 
Bond, 1995; Meyer, 2000)  

A third particularity of fieldwork in socialist states in transition is the 
dominance of a strong positivist paradigm in empirical research. (E. Clark & 
Michailova, 2004; Mazurkiewicz, 1992) In practice this means that research-
ers and policymakers have a better understanding of and a preference for 
“apolitical” quantitative research methods. (Chuan & Poh, 2000) Both re-
searchers and state authorities are more familiar with methods such as ques-
tionnaires, mapping, and surveys and may prefer these to qualitative methods 
such as participatory observation, semi-structured interviews and the collec-
tion of oral histories. Though the preference for quantification is not exclusive 
to Vietnam, I have often been struck by the quantity of numbers that officials 
at all levels are required and actually manage to produce for various reports to 
higher level national authorities and international donors. At commune health 
stations I found myself interviewing staff whose desks, floors and cupboards 
were stacked with reports, all often neatly organized by names and numbers, 
containing hand-drawn and written tables of different colours. What has im-
pressed me most as a researcher and a program manager is not just the ad-
ministrative burden of producing such vast amounts of quantitative data, but 
people’s diligence in this work. 

In the field of HIV/AIDS the emphasis on surveillance has resulted in large 
numbers of quantitative studies and reports, but the quality of the data is, in 
spite of all the hard work that has gone into data collection and recording, not 
always reliable. We found irregularities in almost all health records. A com-
mon mistake, for example, was the conflation of the number of patient visits 
with the number of patients, which suggests that more people are reached 
than is actually the case. It is worth noting that sometimes resources are al-
located on the basis of such data, which means that data manipulation can 
have advantages. 

Given the lack of quality of many quantitative reports it is understandable 
that some have given up reading them, and dismiss them not only as inac-
curate, but superficial or “sweeping diversity under the carpet”. (Christoplos, 
1995) However, I think it is, in principle, more constructive to see quantita-
tive and epidemiological reports as diagnostic tools that help researchers to 
understand what is going on where, while qualitative tools help to under-
stand why this is taking place and to reveal conflicts of interests underlying 
larger trends. This thesis, therefore, treats quantitative and qualitative data as 
complementary. Only quantitative data which was found to be reliable and 
consistent was used for this study. I have checked the various quantitative 
data sources with several epidemiologists and public health experts. Most im-
portantly, the research involved collaboration with my Vietnamese colleague, 
Thu Anh Nguyen, with whom I also started the operational work with the 
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Sunflowers. She is an epidemiologist and a medical doctor and is specifically 
exploring some of the flaws in the quantitative data on PMTCT as part of her 
own PhD on PMTCT at the Amsterdam School of Social Science Research  and 
as part of her work at Hanoi Medical University, and so could advise on the 
relative validity of different data. Working regularly and directly with HIV+ 
women, their families and a wide network of social, health and economic 
service providers also helped to detect discrepancies between official report-
ing and the reality on the ground. 

A fourth aspect of fieldwork more particular to Vietnam is the Confu-
cian cultural heritage with its intense respect for authorities and teachers that 
contributes to a general reluctance to question and criticise. In Vietnam, as 
in most places, there are remarkable differences between policy and prac-
tice, but researchers have noted particular difficulties finding out whether 
statements describe actual situations or the “official” prescribed situation that 
ought to be in place. (Croll, 1994; Gammeltoft, 1999) We encountered many 
examples of idealised portrayals at first meetings and at the beginning of the 
conversations and interviews which took place as part of the study. Once a 
relationship was established it was often possible to learn about the actual 
situation by paying very close attention to both what was said and not said. 
Formal conversations with health officials about medical assistance to HIV+ 
pregnant women often started with a very impressive listing of available serv-
ices, for example. Rather than making the hasty conclusion that an official 
was trying to present things as they ought to be rather than as they were, 
researchers learnt to follow this opening by asking questions such as “How 
many pregnant women visited your service last year?” In many of my personal 
interviews with officials, asking probing questions about the actual coverage 
of services, following a description of the “on paper” situation, led to a long 
list of problems that required greater attention. 

A fifth challenge for researchers in Vietnam is the desire to keep harmony 
and maintain relations, another aspect of Confucianism that can reportedly 
affect the collection of data on conflicts, including conflicts between men 
and women, in focus groups or via other group methods. (S. Scott & Truong, 
2003) In the case of the women we interviewed, the “harmonious” picture 
which they presented of their lives in the group and when interviewed individ-
ually often meant that their husbands were not using drugs, but just “went to 
sex workers with their friends”. These same women decided who we would 
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interview from amongst their family. By inviting their husbands, who often 
openly admitted that they used drugs, these women were allowing us to dis-
cover the real situation while also maintaining harmony and their good image 
as women who were protective over their husbands. 

Some couples indirectly but decidedly put me in the middle of their con-
flicts, however. For example one couple had an infected child who was on 
ART. The boy was not supposed to know that he had HIV, and was being 
told that the medicine he was taking was for his lungs. The wife told me that 
she wanted to wait to inform the child of his HIV status until he was older. 
She also said that she kept her son indoors because children in the neigh-
bourhood called him “AIDS child”. In tears, the husband invited me to their 
house to “meet their child” and learn about the “real” situation after I had 
turned off the tape recorder. I felt that I was actually being asked to tell the 
child that he was HIV-positive. I did not know what to do and did not dare 
visit their house. Instead I asked their pediatrician to talk with them both 
about their child, which he did. A few weeks later the wife thanked me for 
my “Vietnamese solution”. 

How do women find out that they are HIV positive and what are the social consequences 
of different testing models that are offered to pregnant women? 

Data collection method Inclusion criteria

Interviews with 38 seropositive women, of whom 
36 recently delivered, in Hanoi. 

A convenience sample of women recently deliv-
ered in Hanoi. Recruited for the study from sup-
port groups and national and provincial level ob-
stetric hospitals in Hanoi

Separate interviews with 33 partners/ husbands 
or close family members. 

Women proposed (own parents and in-laws, 
grandparents and siblings)

Semi-structured interviews with 53 health care 
workers on the quality and quantity of services in 
PMTCT in Hanoi 

Doctors and nurse/midwives who had been work-
ing in PMTCT for >1 year at national and district 
hospitals and in commune health stations.

Interviews with 15 pregnant women; at national 
and provincial levels (4) and at district and com-
mune levels (6), as they exited the services.

A convenience sample of pregnant women pre-
senting at ANC sites 

Table 2: Overview of Data Collection Methods in Relation to Research Questions
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Why do HIV infected women want to become or stay pregnant, and how and why can 
these women and their families realize their fertility ambitions in the health system? 

Data collection method Inclusion criteria

Semi-structured interviews with 275 health staff 
involved in PMTCT.

A convenience sample of staff from all levels from 
the national to the commune level (1) responsible 
for and/or directly involved in services for women 
with HIV or women seeking PMTCT, and (2) at 
least one year of experience in their current job in 
Thai Nguyen and Hanoi.

In-depth interviews with 56 seropositive women, 
in Hanoi (38) and Thai Nguyen (18) 

Mothers in Thai Nguyen and Hanoi who recently 
delivered or had recently been pregnant or who 
planned to have children.

In-depth interviews with 42 partners/husbands or 
close family members of the seropositive women.

Respondents proposed by women interviewed 
(own husbands/partners, parents, parents-in-law, 
grandparents and siblings)

Eight semi-structured interviews with Vietnamese 
policy makers and social service providers. 

Key national and provincial level policy makers 
and social service providers with >5 years experi-
ence in HIV and/or drug addiction.

Follow-up interviews at the support group office 
and during program activities in different loca-
tions around the two cities. 

All 56 seropositive women, in Hanoi (38) and 
Thai Nguyen (18) 

Review of popular media. Five largest national publications of the Women’s 
Union; all “help letters” relating to child desire, 
HIV infection, family, PMTCT, drugs and sex.

Why do HIV infected women want to become or stay pregnant, and how and why can 
these women and their families realize their fertility ambitions in the health system? 

Data collection method Inclusion criteria

Regular follow up of 14 women who borrowed 
money through the support group between April 
2004 and January 2006 over a two year period 
after taking out the first loan.

Women who wanted to start a business could 
apply for an interest-free loan of up to 5 million 
Vietnamese dong (approximately 300 USD) for a 
period of nine months.

In-depth interviews with partners or husbands or 
first and second line family members.

Women signed for the loan themselves, but when 
the business involved their families’ property, time 
or other resources, the families had to be inter-
viewed to assess their agreement.

Each household visited bi-annually to monitor 
loan and business performance as part of loan 
program.

All 14 female borrowers.

Follow-up interviews at the support group office 
and during program activities in different loca-
tions around the two cities. 

All 14 female borrowers. 

Table 2: Overview of Data Collection Methods in Relation to Research Questions (Continued)
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Participatory observation of performances of three 
other micro credit programs for HIV+ women with 
58 loans. 

In 2006 new Sunflower support groups with 
the same services and procedures were founded 
in three new provinces. We interviewed these 
women, the staff of the Women’s Union and read 
progress reports based on household visits.

External evaluation of loan performance by means 
of household visits to all female borrowers and 
their businesses at which business results were 
observed and borrowers and their family mem-
bers were interviewed.

What are the actual experiences of and opportunities for HIV+ AIDS widows setting up a 
new life for themselves in a patrilinear and patrilocal setting where HIV is stigmatized?

Data collection method Inclusion criteria

Semi-structured interviews with 24 HIV infected 
AIDS widows, in Hanoi (17) and in Thai Nguyen 
(7).

A convenience sample of 24 widows, all of them 
infected with HIV and all recruited for the study 
from six PLHIV support groups under the umbrella 
of the Vietnamese Women’s Union (2) or the Vi-
etnamese Red Cross (2) or two independent self-
help groups for PLHIV (Bright Future).

Semi-structured interviews with 16 of the widows’ 
family members, in-laws and boyfriends. 

Women proposed the close family members. 

Follow-up interviews and participatory observa-
tion of the widows during two years of program 
activities in Hanoi and during one year in Thai 
Nguyen at the support group office and on differ-
ent locations in the two cities. 

All widows who were originally interviewed.

Semi-structured interviews with 8 Vietnamese 
policy makers and social service providers. 

Key national and provincial level policy makers 
and social service providers with >5 years experi-
ence in HIV and/or drug addiction.

Interviews with 27 ART providers/addiction ex-
perts, in Hanoi (18) and Thai Nguyen (9). 

A convenience sample of staff from national and 
provincial ART and addiction treatment sites in 
Thai Nguyen and Hanoi who were (1) responsible 
for and directly involved in ART, and (2) had at 
least one year of experience in their current job.
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What is the role of self-help groups in transforming private needs of women into 
collective action?

Data collection method Inclusion criteria

In-depth interviews with 15 government stake-
holders in Hanoi and 7 officials in two rehabili-
tation camps during rapid HIV/AIDS situational 
assessment.

A convenience sample of national level experts 
working in and nearby Hanoi. First key persons 
proposed by the director of the HIV/AIDS centre 
at Hanoi Medical University who proposed and 
introduced me to other national experts.

275 semi-structured interviews with health staff 
involved in PMTCT.

A convenience sample of staff from all levels from 
the national to the commune level (1) responsible 
for and/or directly involved in services for women 
with HIV or women seeking PMTCT and (2) at 
least one year of experience in their current job in 
Thai Nguyen and Hanoi. 

In-depth interviews with 56 seropositive women 
in Hanoi and 28 in Thai Nguyen 

Seropositive women in Thai Nguyen and Hanoi most 
of whom had recently delivered or had recently been 
pregnant or who planned to have children.

In addition, 34 HIV+ men in Hanoi and 13 in Thai 
Nguyen joined the interviews. In Hanoi, seven 
mothers in law and 10 in Thai Nguyen partici-
pated in the study. In Hanoi we also interviewed 
two fathers of HIV+ women, one sister, one sister 
in law and one brother in-law.

Women proposed (husbands/partners, own par-
ents and parents-in-law, grandparents and sib-
lings)

Semi-structured interviews with 8 Vietnamese 
policy makers and social service providers. 

Key national and provincial level policy makers 
and social service providers with >5 years experi-
ence in HIV and/or drug addiction

Follow-up interviews at the support group office 
and during program activities in different loca-
tions around the two cities. 

All 56 seropositive women, in Hanoi (38) and in 
Thai Nguyen (18). 

Review of popular media. Five largest national level publications of the Wom-
en’s Union, all “help letters” relating to child desire, 
HIV infection, family, PMTCT, drugs and sex

Participatory observation of interaction of Sun-
flower support groups with state authorities in 
three other support groups in Quang Ninh and 
Cao Bang provinces. 

In 2006 new Sunflower support groups with the 
same services and procedures as in Hanoi were 
founded in Thai Nguyen, Cao Bang and Quang 
Ninh (2). We interviewed these women, the staff 
of the Women’s Union and read the progress re-
ports on the social, health and economic services 
provided and received.

Table 2: Overview of Data Collection Methods in Relation to Research Questions (Continued)
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CHAPTER 4  
Dealing with a positive result:

Risks and responses in routine HIV testing 
among pregnant women in Vietnam

(Printed - AIDS Care- July 2008) 

Summary 

HIV testing is an essential component of PMTCT. It can be offered to pregnant 
women through different testing models, ranging from voluntary counseling 
and testing (VCT) to routine and mandatory testing. This study was conducted 
in Hanoi, Vietnam, where HIV prevalence is low among the general population, 
but high among young, urban, sexually active male intravenous drug users. 
Women who want to deliver in a state hospital are routinely tested for HIV, in 
the absence of well-defined opt-out procedures.  In-depth interviews with a 
convenience sample of 38 seropositive pregnant women and mothers and 53 
health workers explored the acceptability of routine testing. Patients and health 
care workers appeared to accept routine “blood” tests (including HIV tests), 
because they feel uncomfortable discussing issues specific to HIV-testing. 

To avoid having to inform women directly about their HIV status, health 
workers at routine testing sites rely on the official notification system, shifting 
the responsibility from the hospitals to district and commune health staff. The 
notification system in Hanoi informs these local officials about the HIV status 
of people living in their catchment area without patients’ consent. Our study 
shows that this non-confidential process can have serious social, economic 
and health consequences for the HIV positive women and their children. 

Introduction

Prevention of mother to child transmission (PMTCT) is a strategically impor-
tant intervention to slow the spread of HIV/AIDS. In Vietnam the national 
prevalence of HIV/AIDS was an estimated 0.5% in 2005. The epidemic is con-
centrated among young male intravenous drug users (MOH, 2006b), 50% of 
them are between the ages of 20-29 (Nguyen Tran Hien, 2007). 

This study was conducted in Hanoi, in the North of Vietnam, where rapid 
economic growth and rather easily available heroin are associated with increased 
intravenous drug use. HIV prevalence among male IDU is 20-70% (MOH, 2006c) 
National AIDS Stading Bureau and FHI, 2001; (Nguyen Tran Hien et al., 2001; 
Nguyen Tran Hien, Le Truong Giang, Phan Nguyen Binh, & Wolffers, 2000) The 
HIV rate among female commercial sex workers was 6.5% in 2005 (SRV, 2005; 
Tran Nam Trung, Detels, Hoang Thuy Long, & Hoang Phuong Lan, 2005) The 
prevalence rate among pregnant women increased from 0.02% in 1994 to 
0.37% in 2005 (MOH, 2006c) and is up to 1.25% in Hanoi. A pregnant woman 
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found to be HIV positive in ANC will be stigmatized as a possible sex-worker or 
drug user (Khuat Thu Hong, Nguyen Thi Van Anh, & Ogden, 2004). 

In Vietnam, pregnant women can be tested at ANC facilities or at volun-
tary counseling and testing (VCT) sites. By 2006, there were around 50 VCT 
sites in the country (MOH, 2006b). The new HIV/AIDS law (January 2007) le-
galizes a dual system of both voluntary and compulsory HIV testing (the latter 
in ‘certain’ still to be specified circumstances (SRV, 2006c) Government health 
facilities have had the responsibility to test for HIV among people who are at 
risk since 1995 (SRV, 1995c)

Current practice is that HIV tests are routinely offered to pregnant women 
in hospital before delivery and through ANC services in district health centers. 
HIV tests are one of a set of tests including blood count, hematocrit, blood 
type, blood sugar, hepatitis B, and syphilis, carried out when women are 7-8 
months pregnant. HIV testing is not available at commune level, so women 
who use the commune health center for both ANC and delivery will not be 
tested. When a HIV test is positive, health workers at district or commune 
are asked to inform the HIV-positive women in their communities. Despite 
such routine testing in ANC and delivery services, few women seem to be 
detected by this system: in 2005, 659 pregnant women were reported to be 
HIV-positive in the whole country. The number expected from surveillance 
data was 7,000-8,000 (MOH, 2006b; SRV, 2005) The World Health Organi-
zation (WHO), the Joint United Nations Program on AIDS (UNAIDS) and the 
US Centers for Disease Control and Prevention promote routine testing for 
HIV, now accessibility to anti-retroviral medication is increasing. They recom-
mend that such routine testing should be accompanied with clear opt-out 
procedure (CDC, 2006; WHO & UNAIDS, 2004)   As HIV programs scale up, 
documentation is needed on how opt-out and VCT models work in practice. 
This qualitative study examines how patients and their families, and health 
providers, experienced VCT and routine HIV testing, disclosure and notifica-
tion in the Hanoi health system, a low HIV prevalence setting with high ANC 
coverage, where both models are available but routine testing is promoted. 

Respondents and Methods 

We used semi-structured question lists to interview a convenience sample of 
38 seropositive women in Hanoi, 36 of whom had recently delivered. Because 
HIV prevalence is low, and interviewing women just before or after receiving 
a positive result is practically and ethically difficult, the women were recruited 
from support groups and from national and provincial obstetric hospitals. 
Pregnant women identified as HIV positive at government facilities in Hanoi 
are increasingly referred to support groups, where they receive medical, social 
and economic support. 

The first interviews took place at the support group office outside the 
hospital, after the women had signed consent forms. The bias in this sample 
is that all the women were active; they had come to a support group for care 
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after a positive diagnosis. HIV positive women who terminate their pregnancy 
may be more likely to keep their status secret, and less likely to join support 
groups: they are under-represented in our sample. 

The topics covered in our interviews were ANC, VCT, routine opt-out and 
mandatory HIV tests, counseling, disclosure, social-economic support, care 
and health. Partners or a relative of 33 of the women were interviewed sepa-
rately. The other women did not have partners or family members willing to 
be interviewed. 

The women and their partners came from a variety of social and economic 
backgrounds. Most (32/38) were 20-30 years old; five women were 30-35 and 
one was over 40. Only two had a history of sex work and injecting drug use. In 
contrast, all of the partners had a history of intravenous drug use, visits to sex 
workers, or both. Six of the women were AIDS widows.  Four women had been 
to university and all but two had completed a high school education. 

We also conducted semi-structured interviews with 53 healthcare workers 
on the quality and quantity of PMTCT services in Hanoi. Workers at all national 
and provincial hospitals providing PMTCT or anti-retroviral therapy (ART) were 
selected; all provide VCT and routine HIV testing before deliveries. The sites 
included the National Obstetric Hospital, Hanoi Obstetric Hospital, Bachmai 
hospital, Dongda Hospital, and the National Pediatric Hospital. We visited their 
VCT facilities and ANC departments. We interviewed the department heads 
and at least one lower level staff with at least one year’s relevant experience. 
To interview health workers at lower levels, we selected the district with the 
highest HIV prevalence, Dongda, where we included all district health facilities 
that provide HIV testing, ANC or maternity services. The district has 21 com-
munes; we selected four with the highest HIV prevalence. We interviewed all 
the department heads, who at this level also treat patients, if they had worked 
there >1 year. 

Our respondents had learned about their HIV positive status in the follow-
ing ways:
■  Through the notification systems, after testing in ANC:  18 women
■  At a VCT center attended after husband/child was 
 found to be HIV+:    19 women
■ Through mandatory testing at rehabilitation center  1 woman
The sample included only two women who had had an abortion after receiv-
ing a positive test result at a VCT center. All the other women were young 
mothers who had delivered within the last 30 months.

Acceptability of offering routine and mandatory tests for 
pregnant women

Eighteen women received results from routine testing at ANC facilities, which 
is usually done at 7-8 months of pregnancy. The pregnant women perceived 
the offering of both routine HIV tests during ANC as reasonable. Frequently 
heard arguments from women and their families were:  
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“Doctors need to know certain things in order to do their work.” 

“HIV tests are just like other tests.” 

“They need to know that to help me.” 

“Doctors need to be able to protect themselves during their work.”

The interviewed women saw no differences in principle between an HIV 
test and other medical tests, like that for hepatitis B.  

All hospitals, except the National Obstetric Hospital conduct mandatory test-
ing prior to delivery. Many women explicitly stated that mandatory testing was 
acceptable because of the association of HIV with socially stigmatizing behavior. 
They argued that women do not want to have to ask for an HIV test because 
that might suggest that they had socially unacceptable behavior. They said:  

“HIV tests should just be more normal.” 

“All women should be tested, not just a few based on their or their hus-

bands’ appearance.” (as drug user, authors)

“I would be afraid to ask for an HIV test, because the doctors might think 

something.” 

All 38 women stressed the importance of HIV testing during pregnancy for 
having healthy children, but the thought that the timing of the tests was too 
late in the pregnancy. 

“I would not have had a child if I had known that I was positive.” 

“I would not have taken that risk myself.”

A few of them commented that if the tests were voluntary, some patients 
might decline them to save money (a user-fee has to be paid for the tests).

Acceptability of routine and mandatory tests to health staff

The health workers interviewed were unanimously in favor of routine HIV test-
ing. They stressed the importance of testing for PMTCT 

“It is easier for us to prevent transmission if we know who among the pa-

tients is infected with HIV.” 

“We need to know who is infected with HIV in order to help them get 

treatment.”
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Only a few health care workers mentioned that patients needed coun-
seling.  In their view:

“Women should know what is included in an ANC check up, and how many 

tests they will have and why.” 

They did not see counseling as a way to enable women to decide for 
themselves whether or not they wanted a test. Health workers at district level 
and below liked routine testing at seven months’ gestation because testing 
at that time meant that they did not have to deliver HIV+ women at their 
clinic.  Without prompting, staff noted greater worry about hepatitis B than 
HIV, because hepatitis B is more contagious, and because they cannot refer 
pregnant women with hepatitis B to higher- level hospitals to avoid the risk of 
infection. Health workers at all levels also pointed out the normalizing effect 
of routine testing (as a standard set of blood tests) in an environment where 
HIV is socially stigmatized. 

“I am afraid to offer people HIV tests because they might get angry at me 

and think I am judging them.” 

Some health workers mentioned that in “suspicious” cases they would 
not want to wait for the routine tests late in pregnancy, due to concern over 
their own and the woman’s health.  Reasons for suspicion were: looking like 
a drug user, being accompanied by somebody who looked like a drug user, 
having certain jobs, such as “hotel work”, being married to “drivers”, simply 
“looking bad”, or medical symptoms such as opportunistic infections or very 
low weight. 

Six health workers in one hospital and two in the ANC clinic, mentioned 
doing blood tests on patients without informing them: 

“We only tell them we’re taking a blood test, because if we say ‘HIV test,’ 

they refuse to take the test…. Only in a few cases can we tell them directly 

that we are giving them an HIV test.”

All health staff argued in favor of offering HIV testing for free, so that cost 
would not be an obstacle. They mentioned technical and economic restric-
tions to offering HIV testing earlier in the pregnancy. 

“The results could change during the pregnancy, which could be dangerous 

for the woman’s health at the time of delivery. If we do separate or repeat 

tests early and late in pregnancy it is also very expensive.”

Acceptability of VCT

The 19 women who went to VCT centers after their husband or child became 
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sick considered VCT a very important service for people who want to know 
their status.  

Three of these women went for VCT early in pregnancy, two opted for 
abortion when the test was positive. Surprisingly, all 18 women who had ini-
tially found out they were HIV positive through routine testing subsequently 
also visited a free VCT site. 

“I just could not believe that I was positive. I went three times. After I kept 

getting the same result I had to believe it.”

“I know that my child must have received the virus from me. But I went for 

testing to be sure and to learn more about the disease.”

All the health workers considered VCT primarily an intervention targeting 
drug users and sex workers. They stress that VCT cannot replace routine test-
ing during ANC. 

Two parallel systems of counselling: counselling in the hospital 
and through notification 

Pregnant women tested at VCT centers and national sites also get their results 
there.  Those who are tested during ANC at provincial level or lower are not 
only informed about their test results in the facilities; they also receive their 
test results in their communities through the ‘notification’ system. All com-
mune and district government health facilities in Hanoi have to notify the pro-
vincial authorities of suspected HIV+ cases. After confirmation, the provincial 
authorities inform the local health workers at the district and commune levels, 
who then inform the patient and her/his family.  

Most of the 18 women who had ANC at a lower level received their 
results from a health worker through the notification system in their com-
munity (see Table 1).

Testing site Nr. of women who received 
counseling at a health facility about 
their test results

Nr. of women informed about their 
HIV status in their homes through  
the notification system

Yes No Yes No

VCT 19 0 1 18

ANC 13 5 14 4

Table 1: Modes of testing and counseling of first HIV test results among 37 HIV positive 
women in Hanoi

*One interviewee was not included in this table because she was first tested and counselled in a rehabilitation camp.
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In all cases of routine testing, women reported that one or several visiting 
family members were informed, without the woman’s consent, during hospi-
talization for delivery. Five women were, in fact, not informed about their status 
at all. Three of them said that they understood the staff’s decision not to dis-
close the HIV+ result to them. They emphasized that both their families and the 
health staff probably “wanted to protect” them.  Two of these non-informed 
women objected. One was told at the delivery table that she was positive:

“They gave my husband counseling but he did not tell me because he was 

afraid that I was too weak at that time. That’s why I breastfed my son until 

my husband told me the truth after two months.” 

Her son died of AIDS.

Family members reported that they did not feel prepared to inform their 
daughters-in-law.  

“I just could not bring myself to tell my sister in law that she was positive. 

Her husband had just died.”

Health care workers at routine testing sites did not have to use the commu-
nity notification system to inform their clients of their status, but found it difficult 
to inform and counsel patients about a positive HIV test result. They gave various 
reasons for avoiding informing women directly about their status. Some men-
tioned “the weak health” of the women. Being “too busy” to inform all patients 
because “staff has to focus on the delivery” was mentioned several times by both 
patients and health staff as a reason for the staff not to inform the patient. 

District and commune health workers stressed the public health benefits of 
the community notification system for both the community and the individual.

 
“How can you help people if you don’t know where they are or how many 

there are?”  

Women complained about the information provided by commune health 
counselors who came to notify them at home.  One woman was told not to 
eat at local food stalls and not to have her hair washed at a local salon. When 
she bought equipment to make fresh sugarcane juice, she was warned by 
health staff not to sell food or drinks. Another woman was told to use formula 
feeding, which she could not afford.

When health workers come to present test results in uniform, they are 
noticed in the community. 

“Whenever they visited my home, they still wore their white coats; that is 

unusual so it attracted attention from neighbors which is not good. I prefer 

to visit the clinics myself and only when somebody is really sick.”
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Several interviewees described negative effects on mental health from this 
public notification:

“I just lay in bed for three months after they came to the door.”

“My husband became depressed and escaped into drugs.” 

After notification by a healthcare worker, many young mothers, especially 
if the first to be diagnosed in a household, find that they and their husbands 
and children are treated differently by people around them. Almost all families 
introduced some segregation for both husband and wife, at least temporarily, 
after notification. For example, they and their partners could no longer eat at 
the same table, or share dishes or share the toilet; a few were thrown out of 
the house. Several women described feeling insecure about their own or their 
children’s future in the household. 

“My mother-in-law likes my sister-in-law’s baby more than my son. When 

the two children play together, she always wants to separate my son. She 

beats my son. She already told us that when we die our son has to go to an 

orphanage.”

Others described losing jobs after notification. A hairdresser who worked 
at the market was unemployed because: 

“Somebody who works in the market saw the health workers at my in-laws 

house to counsel my in-laws while I was at the market. My husband died 

and my in-laws do not pay for my food but I cannot work in the market 

anymore because now everybody knows.” 

Authorities are aware that many HIV+ people are poor and some started 
programs to help people listed as HIV+. However, women who needed these 
activities refused because they “cannot afford to be on the list” or were skep-
tical about the intentions of the social support programs. 

Some of our respondents said they tried to avoid notification, by giving 
the wrong address at the ANC site. One couple, of which the woman had 
tested positive during ANC at the provincial level, moved house immediately 
after they found out from the support group members about the notification 
procedure and the associated lack of confidentiality. 
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Discussion

The women in this study comprise two groups – women who see themselves 
at risk and go for VCT where their test results are treated confidentially, and 
women who are not aware of their risk, are detected at ANC sites and are 
notified in their community. Our findings suggest that health care workers 
and patients agree on the medical importance of offering the tests as a stand-
ard procedure, also because it allows both to avoid requesting tests for a 
stigmatizing disease. However, the HIV positive women, who are informed 
about their test results through the notification system, report that they feel 
stigmatized because their privacy is not respected.

Worldwide, increased access anti-retroviral medications have has led to 
policies that promote routine testing with opt-out procedures (Bayer & Fair-
child, 2006; CDC, 2006; Jayaraman, Preiksaitis, & Larke, 2003; Simpson, 
Johnstone, Goldberg, Gormley, & Graham, 1999; Walmsley, 2003; Weiser, 
Heisler, Leiter, Percy-de Korte, & Tlou, 2006) Routinization and normaliza-
tion of HIV testing is further enabled by the introduction of new rapid testing 
technologies (including oral tests)/. Health systems no longer need complex 
confirmation procedures that act as barriers to counseling, and lead to delays 
in notification and loss to follow-up (Bramson, 2003).

HIV prevalence is relatively low in Vietnam; the average woman has a low 
risk of receiving bad news, but our findings suggest that a positive HIV test 
can have very serious social and health consequences. The quality of post-
test counseling in the hospitals and district levels of health care is not good 
enough, yet. Rapid tests are also not yet used in Vietnam, so women have to 
wait for confirmation of their test results. 

When positive results are received from the confirmation centers, health 
workers are uncomfortable about informing women. This reflects their lack of 
communication skills and technical knowledge, but also the cultural values of 
saving face and showing care by protecting people from bad news. 

Technical knowledge may be improved quickly by training and routine ap-
plication of new rapid tests can facilitate the process, but the cultural norms 
of saving face and showing care by discretion are unlikely to change rapidly. 

The fact that many women went for repeated tests makes clear that good 
quality counseling and better collaboration between testing sites are needed. 
Our findings suggest that providing a combined system of routine testing 
in ANC with appropriate post-test procedures including good counseling, 
along with good quality VCT for women already concerned about their sta-
tus, would lead to a higher uptake of testing in Hanoi (and fewer repeats). It is 
essential that women who are at risk are more aware of the need to have HIV 
tests early in pregnancy, when abortion is still possible And it is essential that 
the system provides them with opportunities for testing in a non-threatening 
environment and with the counseling they need to make their own choices. 
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Abstract

Health services around the world offer many guidelines for HIV positive wom-
en who are pregnant or who want to become pregnant, and for women with 
HIV infected partners. These guidelines are addressed to women and increas-
ingly also to men but pay little or no attention to the role of other members 
of the family in fertility decisions. This study looked at factors influencing deci-
sions about fertility in families with an HIV positive member. In Vietnam, the 
whole family takes a crucial role in deciding whether a woman should become 
pregnant and whether she will keep her child. This decision is taken in the 
context not only of the close family but also under the influence of ancestors 
and the weight given to them within the culture. Key in this regard is the need 
for parents and grandparents to have male offspring. Health workers share 
these ideas about preferred family composition and support men and women 
in the quest for male offspring. Policies and guidelines should take into ac-
count these additional family factors and goals as a basis for the design of 
appropriate programmes to reduce HIV transmission.

Keywords: child desire, HIV, family, ancestors, Vietnam

Introduction  

Academics and health practitioners increasingly recognize the role of men 
and their desire for children in the reproductive health decisions of women. 
(Sauer, 2003) Many authors have argued that men need to be more involved 
in reproductive health programmes and HIV in order for these programmes 
to be effective. (Chant & Gutmann, 2002; Doyal, 2001; Greene & Biddlecom, 
2000; Hawkes & Hart, 2000; Mane & Aggleton, 2001; Ostlin, George, & Sen, 
2001) In Vietnam, men have important symbolic roles within the family. In the 
Confucian tradition that has influenced Vietnamese culture, sons make the 
ancestral sacrifices, pray to the ancestors and carry on the family line; failure 
to have children, especially a son, is a disgrace to the ancestors and therefore 
shameful (Handwerker, 1998). Sons guarantee the continuity of the family line 
and support in old age (Belanger, 2002). In Vietnamese families, women’s lives 
are usually considered incomplete if they have not produced at least one child, 
preferably male. A woman who marries the only son in a household is strongly 
pressured by the family to have male children to continue the lineage. 

CHAPTER 5 
Holding the line: Vietnamese family 

responses to pregnancy and child desire 
when a family member has HIV 

(Printed - Culture, Health and Sexuality, May 2008)



Pressure to Bear: Gender, Fertility and Prevention of Mother to Child Transmission of HIV in Vietnam

88

Injecting drug use among men has been an important factor fuelling the 
HIV epidemic in Vietnam. Since the first HIV case was reported in 1990, the 
HIV epidemic has continued to grow, albeit slowly compared to other coun-
tries. In 2005, an estimated 263,000 people were living with HIV nationwide 
and 22,000 children were orphaned when one or both parents died of AIDS. 
(UNGASS, 2005) 

Injecting drug users account for 53% of all reported HIV infection cases, 
but the HIV epidemic in Vietnam is moving into the population more gener-
ally. Indicators of this shift are the rising infection rates among women at 
antenatal clinics. The first HIV positive pregnant Vietnamese women were 
identified in 1993; HIV prevalence among pregnant women has subsequently 
increased from 0.03% in 1994 to 0.37% in 2005. The latest sentinel surveil-
lance for 2005 showed that HIV prevalence among this population in the 
Northern provinces of Thai Nguyen, Hanoi, and Quang Ninh had reached 
2.0%, 1.25%, and 1.0%, respectively (VAAC, 2005). Nationwide, 16.5% 
of women were tested for HIV at antenatal care visit antenatal care (GSO, 
NIHE, & ORC Macro, 2006). Although voluntary counseling and testing (VCT) 
is available, most pregnant women are identified as HIV positive in state hos-
pitals by routine blood tests that include a HIV test in the last trimester of their 
pregnancy. 

The mean age of people living with HIV in Vietnam is decreasing: young 
adults 20 to 29 years of age account for 50.5% of HIV infections. Many of 
these young people will either want children or will be strongly encouraged to 
have children by their families who are concerned about continuing the line-
age. Anti-retroviral therapy is increasingly available in Vietnam. Studies in oth-
er countries on the fertility desires of infected couples have shown that having 
access to anti-retroviral therapy influenced the choices made. (Panozzo, Batte-
gay, Friedl, & Vernazza, 2003) The prevention of mother to child transmission 
is therefore strategically important in Vietnam to slow both the spread of HIV 
and the shift from a concentrated to a more generalized epidemic. 

To improve our understanding of how and why the HIV transmission rates 
among young women continue to increase, it is important to understand the 
socio-cultural factors underlying child desires and their role in unprotected 
sex. It is also necessary to understand how decisions are made about having 
a child, in order to design appropriate programmes to reduce HIV transmis-
sion. In the Vietnamese context, this requires an investigation into how not 
only women and men, but also whole families respond to the desire to have 
children of their infected sons, daughters and daughters-in-law. This study 
provides some preliminary answers to this question and shows the importance 
of the family’s role in decision making about childbearing by HIV infected and 
affected women.
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Respondents and methods 

Qualitative and quantitative data were collected in Hanoi and in Thai Nguyen 
City, two urban areas in Northern Vietnam with relatively high HIV prevalence 
rates for Vietnam. Two Hanoi hospitals have offered prevention of mother to 
child transmission treatment since 2000; there are several free anti-retroviral 
therapy sites. In Hanoi, women planning to deliver their baby in a state hospi-
tal are routinely tested for HIV at 7- 8 months of pregnancy. 

Thai Nguyen is 80 km north of Hanoi; an anti-retroviral therapy programme 
for adults free at the point of delivery was started in 2005. Hospitals in Thai 
Nguyen test women just before delivery but may offer earlier testing when 
they suspect HIV infection. At the time of the study, anti-retroviral therapy 
prophylaxis was not available there.

HIV infected pregnant women, HIV positive mothers, their partners, family 
members, and health workers were interviewed about child desire, HIV infec-
tion, the family, prevention of mother to child transmission, anti-retroviral 
therapy, health care and social support. In each district, the study interviewed 
staff providing services for the prevention of mother to child transmission, re-
sulting in 275 semi-structured interviews with health care workers. Because of 
the vertical organization of the health care system, samples included all levels 
from the national to the commune level. Inclusion criteria for health workers 
were (1) being responsible for and/or directly involved in services for women 
with HIV or women seeking prevention of mother to child transmission and 
(2) having at least one year of experience in their current job. Health officials 
were also interviewed as stakeholders and key informants. 

In Hanoi and Thai Nguyen, we also interviewed 56 HIV seropositive wom-
en using semi-structured questionnaires. Fifty were mothers, two had had 
repeated abortions, two had miscarried, one was infertile and one did not yet 
have children. Most HIV positive women interviewed in Hanoi were detected 
late in pregnancy during routine HIV testing, while in Thai Nguyen most had 
discovered their status only after the illness of their child. 

All respondents were recruited from support groups and through health 
sites offering routine testing prior to delivery. HIV positive women at health 
sites were invited to join the groups, where they could receive medical and so-
cial support, including access to highly active anti-retroviral therapy for them-
selves and their family members. The first interviews with women took place 
at the support group office outside the hospital, after they had signed consent 
forms. The following interviews took place either there, or during group activi-
ties in different locations around the two cities. The mothers in Hanoi had ac-
cess to loans, vocational training, conflict mediation and legal support through 
a women’s group since 2004, while the support groups in Thai Nguyen were of 
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mixed sex and did not receive any economic support. The health and economic 
status of the women interviewed in Thai Nguyen was lower; five were aban-
doned widows, while in Hanoi, almost all of them lived with in-laws or their 
own family. In 42 cases, the woman’s partner or a relative of her choice was 
interviewed separately. The other women, all widows, had no new partners or 
family members able and willing to be interviewed. Participatory observation 
was continued through two years of programme activities. All respondents 
were Kinh, the largest ethnic group in Vietnam; their social and economic 
backgrounds were diverse. 

Forty-six of the women were aged 20 to 30 years old, eight were between 
30 and 35 and two were over 40 years of age. Twelve women had been wid-
owed as a result of AIDS. 

Only three had a history of sex work or injecting drug use; most were 
probably infected by their husbands or former boyfriends. All the husbands 
had a history of injecting drug use, visits to sex workers, or both. Six women 
had been to university; only two were not fully literate. 

As part of the study, and to provide contextual information, the research-
ers also interviewed policy makers, social service providers and other key in-
formants and reviewed popular media. 

The importance of children and son preference

Vietnamese people consider a marriage without children as sad and unful-
filled. Vietnamese women want children for many social and family reasons, 
such as to confirm their relationship with their husband and to bond with 
their mother in-law and their new family in-law. Infertility has serious social 
consequences for Vietnamese women (Pashigian & Melissa, 2002). Vietnam-
ese couples are expected to have children within the first year of marriage. 
Vietnam, like China, has a strong family planning policy linked to socialist 
development policies. Until 2003, families were allowed only two children, to 
curtail population growth. More recently, the state has promoted the ‘happy’ 
family with two parents and two children, one daughter and one son, leading 
modern productive lives and abstaining from ’social evils’ such as gambling, 
drugs, prostitution and pornography. Compliant families are rewarded with 
material and intangible rewards, such as a ’cultural family certificate’, while 
larger families are frowned upon.2

The state has tried to counter cultural long standing preference for boys by 
actively discouraging sex preference. Sex selective abortion is illegal; urban ar-
eas are full of billboards of a smiling family with two girls in front of modernist 
flats, with texts that discourage families from having more children just to have 
a son. However, sex selective abortion is relatively easy because ultrasound and 

2 The cultural family certificate is given to families who fulfill a number of social criteria including a 
maximum of two children, abstaining from quarrels and from drugs. Wards with high concentrations 
of these ‘cultural’ families are praised. 
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other technologies for improved prenatal screening including sex determina-
tion are proliferating (Gammeltoft & Nguyen Thi Thuy Hanh, 2007). In practice, 
it is difficult for authorities to monitor (ab)use of ultrasound by health workers 
and families, partly because health workers might agree and understand the 
family’s preferences. Although induced abortion is not discussed publicly, Viet-
nam has one of the highest abortion rates in the world (Gammeltoft, 2002).

Many families especially in urban areas do stop at two children, partly be-
cause of government family planning policies. It is common for Vietnamese to 
grade each other on their family composition; the ideal, worth ten points, is a girl 
followed after five years by a boy. Girls are appreciated, but families having two 
daughters are considered ‘unlucky’ because daughters cannot continue the line-
age. In a Confucian cultural context, families with two sons are not unlucky 
because they have ‘ensured’ their lineage. Biological children are preferred 
over adopted children (Phinney, 2003, 2005a). 

Uxorilocal marriage, a solution for families without a son, exists in China 
and Vietnam3 (Pasternak, 1985; A. P. Wolf, 1989)  But most men who agree 
to take on these filial duties are poor and have low social status (Bryant, 2002; 
Gammeltoft, 1999). In traditional and popular Vietnamese culture, many sto-
ries tell how infertile women or women with only daughters try to solve their 
lineage problem by finding a second wife for their husband. In the stories, 
the wife hopes to avoid a divorce and gain her in-laws’ respect if she man-
ages to find one, but usually ends up divorced if the other woman produces 
a son (Mai Hoa, 2004) (Quang Hoan, 2004). If for any reason the son in a 
family does not have children, it is considered a great tragedy for the preced-
ing generations. Every household has an altar for the ancestors, continuously 
reminding the members of their trans-generational duties.

HIV infected and affected men and women, health workers, and all other 
authorities responded with surprise or annoyance when we asked them why 
HIV positive people want children. Especially in smaller modern families, sons 
are under great pressure from their parents to perform well socially; this in-
cludes providing healthy male grandchildren. The HIV epidemic is concentrat-
ed in urban areas where families are smaller; here there is often only one son 
to carry on the family line. The authorities are aware of the challenges for the 
state to discourage HIV positive people from having children in this cultural 
context. As one health professional put it:

’There is no way to persuade people not to have a child. In the past, the 

state tried to discourage drug users and HIV infected persons from having 

children. This failed because of the culture and the concept of a happy fam-

ily, which means having parents and kids.’ (Senior level male health profes-

sional, 52 years-old, district level, Hanoi)

3 In this system parents usually call in a son-in-law for one of their daughters, and either the son-in-law 
assumes his new family’s surname as an adopted son or one of the son-in-law’s sons is assigned this 
family’s surname to carry on the lineage
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Findings

Familial reproductive processes

The couples in our study do not make decisions about reproduction on their 
own. The HIV positive man’s parents play a key role in encouraging him to 
have children. This can lead to much anxiety, because both the male and fe-
male partners need to consider not only their own future health and that of 
their children, but also the views of members of their extended families. 

The situation is most dramatic for families who have only one son to con-
tinue the lineage and he is a drug user infected with HIV. Not only do these 
families fear that their own desire for grandchildren will not be satisfied, they 
also fear that all their ancestors will become lost spirits without the nourish-
ing care of a male descendant. The wife of the HIV positive son is expected 
to produce a male heir as soon as possible, while she and her husband are 
still alive. 

The results in Table 1 show the relationship between the responsibility for 
carrying on the lineage and the pressure on HIV positive women to have a 
male child.  

Responsible for lineage Married 
to the eldest and/or only son

Pressure from family for a 
male child

No pressure from family for a 
male child

Had boy 
before HIV

Had no boy 
before HIV

Had boy 
before HIV

Had no boy 
before HIV

Yes 0 18 9 0

No 0 2 8 19

Table 1: Perceived pressure to have a male child by responsibility for male heir

In this complex arena, a clear pattern emerges: if a family does not yet 
have a male heir, there is pressure on the couple to produce a male offspring, 
regardless of the HIV status of the man and the woman. This applied in 18 of 
20 cases who experienced pressure from family for a male child among the 
total group of 56 women interviewed

When the couple was responsible for the lineage. If they already had a 
boy, they did not feel that pressure (9 cases). Couples who were not respon-
sible for the lineage also felt little pressure to produce a male child, whether 
or not they already had one. 

Two women were under pressure to have a child even though the couple 
was not responsible for the lineage. In one case, the husband was a farmer 
who wanted a son to keep the land that he hoped to inherit from his parents. 
In the other case, the woman was an artist who belonged to the family’s per-
forming troupe; they said they hoped that if she had a child, she would stay 
and take care of their son. That is, they wanted her to have a child to bind her 
to the family, for her services.
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How notions of lineage shape the fertility decisions of couples and their 
families is illustrated by the following three cases who were chosen from the 
56 women interviewed. These cases represent the fertility issues and choices 
related to the lineage that we found in our study. The first case is a family with 
two unmarried sons. 

Both sons became infected with HIV because they were sharing needles 
and drugs. The younger son died of AIDS, leaving only the elder son to con-
tinue the lineage.  Because it is difficult to attract a woman to marry an HIV 
infected man, the family hid this fact from prospective brides. He had taken 
an HIV test before marriage, but he claimed that health workers had told him 
he was negative.

’I think my husband tried to hide his HIV status. But I don’t blame him be-

cause I understand that he was ashamed. I asked my husband directly about 

his HIV test results in Bac Ninh Hospital and he confirmed it was positive. But 

he also said that his HIV test result in Hanoi was kept by my mother-in-law.’ 

(HIV positive mother, 25 years-old, with one infected and one uninfected 

son, Hanoi) 

Health workers mentioned that in some cases that they felt that the fam-
ily, especially the mother, should inform the individual members about their 
HIV positive status. Health workers explained that many young injecting drug 
users are male and still living at home; their mothers should be informed 
about HIV status so that they could take care of their sons. Mothers on the 
other hand considered it reasonable to conceal the status of their son until he 
was married. The bride-to-be in the family described above chose to believe 
the most optimistic scenario, which was that her husband could not possibly 
be HIV infected. 

’I thought, how could my young, handsome husband die of AIDS?’ (HIV 

positive mother, 25 yrs with one infected and one uninfected son, Hanoi) 

When she found out he was HIV positive, she believed that his mother had 
hidden his results from her son so that he could not inform her. She thought 
that he would not do that, but his mother would, to be sure that the girl 
would marry her son and have a child.  This same couple held rather different 
perspectives on his past. He claimed that his wife knew what kind of person 
he was – a man with experience in life. 

’I was a wild boy. I am a truck driver. I did a lot of drugs and had women all 

along the highway.’ (HIV infected father, 33 years-old, one infected and one 

uninfected son, Hanoi) 
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When the husband fell in love with his wife who he saw as ‘one of the 
most beautiful women in town’ her parents were, he said, ’not enthusiastic 
because of my reputation’. He therefore took an HIV test, which according to 
him was negative, and then the marriage took place. 

His wife offers a more sedate account, ‘My husband was not a serious 
drug user. Maybe he tried some. He may have had a girlfriend before’. 

Whether he told us a wilder story to make an impression, or his wife 
tried to protect them both from the public shame of being HIV positive, we 
do no know.

Both parents and their eldest child were infected with HIV. Because their 
first son’s health was very weak, the couple decided to have another child to 
continue the lineage:  

‘I need to give my parents a drop of my blood. I have to continue the family 

line. You know the story of our older son. He is a wonderful child but he’s 

infected, it‘s a catastrophe.’ (HIV infected father, 33 years-old, one infected 

and one uninfected son, Hanoi)

They decided to try again after they knew they could receive treatment for 
the prevention of mother to child transmission and thereby reduce the risk of 
having an HIV positive child. They were both very happy with their decision 
and the man adores his wife, ’I feel very lucky to have two sons. I feel lucky 
to have my wife. My wife is my best care and treatment.’ The couple has, 
however, moved away from the house of the mother in law and a younger 
sister-in-law of the wife, not the mother-in-law, has agreed to care for the 
children in case the parents die. 

A second case study illustrates how some women may be particularly vul-
nerable to the pressure to ensure a male heir. One local support group mem-
ber, a woman from outside Hanoi widowed as a result of AIDS, was living 
by herself with help of boyfriend(s). She escaped from the mistreatment of 
her former in-laws in Hanoi who agreed to care for her daughter but then 
expelled her from the household. Her rent is 300,000 VN dong per month, 
which is exactly what she can earn undertaking community outreach work to 
other infected women. In the course of her outreach activities, she met the 
family of a male injector living with HIV, the only son of a wealthy family. The 
family offered to pay her to produce a child for their lineage because they 
know that with current medical technology she has a very good chance of 
producing the healthy child they need. 

’I don’t know what to do. I am so worried about my health. His family is kind 

and he is willing to marry me and I can live in their house when he will die, 

but I will have to have a baby. I know that I can probably have a healthy 

baby, but what about my own health? What will happen to me?’ (HIV posi-

tive widow, 24 years-old, one daughter, Hanoi)
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When the family knows their son is HIV positive, his wife’s status in the house-
hold depends on whether or not there is another man in the family who can or 
who has already continued the lineage. The pressure on HIV-infected sons to 
have children can come from their own mothers and /or from their grandmoth-
ers. These women in turn may be under real or imagined pressure from their 
husbands. It has been argued that traditional ideas about the ‘three submissions’ 
(tam tòng) influence many aspects of Vietnamese women’s social lives today. 

The three submissions divide a woman’s life into childhood, marriage, and 
widowhood; she is commanded to obey three masters in sequence – father, 
husband, and eldest son (Marr D, 1984). 

In some contexts, men have been shown to play a key role in Vietnamese 
couples’ decisions on abortion, (Johansson, Ngo Thi Nham Tuyet, Nguyen The 
Lap, & Sundstrom, 1996; Johansson, Nguyen Thu Nga, Tran Quang Huy, Doan 
Du Dat, & Holmgren, 1998) but the male partners of the women in this study 
did not seem to have much power to decide about fertility issues. None of the 
women respondents mentioned older males (father-in-law or father) having 
any role or responsibility in the couples’ reproductive health decisions. 

Both male and female respondents described aunts, sisters, mothers, 
and grandmothers as having an important influence on fertility decisions. 
Older men were also not observed as visitors in the hospitals and did not 
figure in conversations with family members. Yet from their photographs on 
the family altars they clearly watch over their descendants’ actions and are 
accepted as having responsibilities as well as expectations for the family. In 
the third case study, the mother told us that she had found a poor woman 
from the countryside to marry her son shortly after she discovered that he 
was infected. 

‘There is a lot of stigma in Vietnam against HIV infected men. I decided to 

fight it. I was not going to abandon my son. I went to look for a bride for 

him. No, I did not tell her that he was infected - but I protect her health. 

She is pregnant now. I make sure she gets good antenatal care and HIV test 

every two months to make sure she is still not infected and everything is 

normal.’ (Mother, a Party official, of HIV positive son, 27 years-old, who has 

one son, Thai Nguyen) 

This family had three sons but only one was considered a social failure due 
to his history of drug use, crime and HIV infection. The family’s need to reha-
bilitate themselves, especially for the sake of two respectable sons, underlay 
the pressure on their youngest child to marry and have a child. Herself under 
pressure from the community for her failure to keep her son off drugs, the 
mother in turn put pressure on the son to marry a girl that she has found for 
him. The son argued that he was doing both his wife and his mother a favour. 
He was not greatly interested in his marriage, sex or his child. 
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’My wife is very poor. I helped her to escape from a poor household into my 

urban family which is very nice. She does not need to have sex with me any 

more now that we have a child. I don’t need to get married for sex. When I 

use drugs I lose interest in sex. Now my mother has somebody to talk to and 

a grandson. I am very lucky. My life looks normal now.’ (HIV positive man, 

27 years-old with one son, Thai Nguyen). 

The daughter in-law said that she would not have got married if she had 
known her husband was HIV positive. She says that she married him because 
of her  desire to help him stop using drugs. This may reflect both the ancient 
ideal of the self-sacrificing woman who cheerfully takes on the care of others, 
but also modern prescriptions on female behaviour. 

Once the couple was married, the mother attempted to limit the risk for her 
new daughter-in-law by advising her to use condoms. At first, the girl did not 
understand or appreciate the advice. Ten days after the marriage, the newlywed 
husband became sick and hospital staff told his mother, that he had AIDS and 
that if he had a wife she should be informed. The mother-in-law informed his 
wife of the result. The young woman then had herself tested and was found to 
be negative. The risk of contracting HIV did not stop her from wanting children. 

‘I wanted to have a baby and I became pregnant one month later. My moth-

er in law advised me to abort, but I felt sorry for my baby. I tested HIV again 

at six and at eight months.’ 

Her decisions to accept the risk of infection in order to become pregnant, 
and to keep the baby reflect the importance of having children for women. 

It is tempting to draw cynical conclusions about the attitudes of the moth-
ers-in-law towards the health of their daughters-in-law that would also fit 
with local stereotypes. But this mother in-law also tried to stop her daughter-
in-law from having a child. Her daughter-in-law chose to have a child in order 
to establish a relationship with her (uninterested) husband and his family and 
to establish herself in her new community. The young mother also reported 
having a good relationship with her mother-in-law. 

Individual desire to have a child 

HIV-positive women and men may experience a lack of autonomy in issues of 
reproductive health of interest to the family. The lack of pressure on women 
who already had a son suggests that women who have a male child may 
have more reproductive freedom than women who do not. But while some 
men and women have more independence than others, all of them display 
agency and make their own choices. All of the childless HIV positive men and 
women interviewed wanted children, but only if the child could be healthy 
and grow up. Both men and women were very concerned about both the 
physical health risks for their children and their emotional well-being in an 
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environment where HIV is stigmatized. They were all aware of the risks of 
transmission from mother to the child. 

HIV seropositive men and women were concerned about their own and 
their child’s health and mentioned both in relation to their desire to have 
children. Their responses also suggested that having access to medicines and 
feeling healthy were important for future parents. HIV seropositive men with 
a seronegative wife in a family that had a male grandchild were vocal about 
their priority to protect their wives. 

’I really want children. I am willing to sacrifice a lot, also financially, but I 

would never risk the relationship with my wife. She loves me even though 

she knows I am positive. I would not want to risk losing her.’ (HIV positive 

man, 32 years-old, childless at first interview, Hanoi)  

Some HIV negative men mentioned that they were not sure that they 
should stay with their infected wife. Only one man was willing to support 
his wife, who tested HIV positive at seven months into her pregnancy - if she 
was able to deliver a healthy child. He took an almost obsessive interest in 
the medical details of prevention of mother to child transmission and anti-
retroviral therapy before the delivery and afterwards through breastfeeding. 
After the birth of the child, the couple rushed out of the hospital to avoid 
being seen. 

In interviews after the delivery the husband talked of the stress of being 
caught between his loyalty to his wife and child and his fear of ‘losing face’ 
to his parents for having married a women who probably became infected 
because she had had sex with another man before marrying him. He also 
feared losing customers in his business if anybody should find out his wife’s 
HIV status. 

All seropositive women dreamed of having healthy children that they 
could raise themselves. The desire for children is a standard topic at the group 
support meetings in Hanoi, attended weekly by the authors for two years. 
Women in the support group could see encouraging examples of other wom-
en who were HIV infected but gave birth to healthy children and had access 
to anti-retroviral therapy. Especially older, well-informed women in a support 
group in Hanoi for women who had a husband but no children were very vo-
cal in their desire.  In practice, though, the women were hesitant to take the 
risk for the sake of their future child’s health. 

Among all women interviewed, only those HIV positive women married to 
the eldest or only son actually took the risk of having a child; they all delivered 
boys. With a small sample like this, care should be taken in drawing general 
conclusions, but it is noteworthy that these women could learn the sex of the 
foetus by ultrasound and boys were required in the family situation. It might 
be that families that need a son are willing to take the risks to have one, and 
that they decide to continue the pregnancy when they know the foetus is 
male, a risk they might not take for a girl child. 
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Few rights for the wife 

A male child, especially the oldest grandson, secures a woman’s position in 
the household of her in-laws and establishes good relationships between her 
biological family and her in-laws. Without a husband, a child and land rights 
to protect her, a woman can be expelled from the house by her in-laws, or 
simply ignored after a husband dies. 

‘Since my husband died and I cannot work to contribute food to my family-

in-law, they treat me with a cold heart. I cannot live there anymore. I still 

visit them sometimes. They do not care about me because I am childless. My 

mother-in-law sold the house that my husband and I built because it was 

not registered in our name.’ (HIV positive woman, 30 years-old, childless, 

Thai Nguyen) 

Even when a woman has a son, she can be expelled from the house of 
her in-laws if the child is HIV-infected. She might also not be welcomed by 
her own family because of enacted stigma by the family or the community, 
or she might herself choose to protect her family from possible stigma by the 
community by avoiding them. 

‘My family-in-law blamed me for my husband’s HIV infection. My husband 

was a drug user but he died without telling his family why he was infected. 

He did nothing to protect me; he did not register land in my name. I have a 

good relationship with my own family. They love me but they do not want 

me at home because they are afraid of discrimination by the community. I 

have some younger siblings who need to be clean to get married. I don’t 

know yet what to do and where to live. My son lives with my mother-in-

law. I couldn’t bring him to the city, but they don’t take good care of him 

because he is HIV-infected. I don’t want to burden my own family and I 

don’t think I can get any support from the in-laws.’ (Widowed mother, HIV 

positive, 27 years-old Hanoi)

Because of family and lineage duties, a husband may leave an infected 
woman while she is pregnant, even if he infected her. 

‘He infected me, but when I was almost ready to give birth, he took another 

women home and told me that he would marry her instead. My parents 

and grand parents-in-law seemed happy to have a new daughter-in-law. 

That woman even came to my room and said that I shouldn’t be selfish and 

should leave him to make him happy.’ (HIV positive woman, 26 years-old, 1 

daughter, Hanoi) 

One woman said her own mother pressured her to have a second child 
because her first child had been a girl. 
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‘I found out that my husband was a drug user after my marriage. I wanted to 

divorce him right away but my mother said that I am a woman and I should 

have a child so I had my daughter. I am not sure whether my husband was 

already HIV-infected at that time, but when I was pregnant again with the 

second child his habit was very serious, he was infected and I wanted to 

abort. My mother told me that I had to have another child so I should com-

plete my duty to the household. I was diagnosed as HIV-positive just before 

the delivery of my son. I am not angry with my mother because she has no 

power in her own or in my in-laws household... I just do what I have to do.’ 

(HIV positive mother, 31 years-old, two children, Hanoi)  

Women accepted such advice and acted on it, because they knew that 
their own family would not accept them back anyway. Only a few women 
reported being directly coerced or faced with concrete demands, but all re-
ported feeling that they could not refuse to have male children. Having a 
child, in spite of the health risks, was often a response to many issues, includ-
ing continuing the linage. 

Professionals’ assumptions 

None of the policy makers or the 275 health workers questioned the patients’/
clients’ desire to have a family, whether or not they are HIV-infected. Health 
workers knew families pressured women to have a child and they in turn feel 
pressured by their families. 

‘If a recently married woman comes here for an abortion, I am reluctant to 

do it until I know whether her in-laws approve.’ (Female health worker, 34 

years-old, district level, Hanoi) 

Health workers reinforced the role of the family, for example, by not always 
notifying the individual about an HIV test result, but leaving that responsibility 
to the mother (-in-law). Again, there was diversity in practice. Senior health 
staff in wards where HIV positive women delivered, reported counseling fam-
ily members to support the young mothers, but also mentioned that some 
families did not want to talk. According to official health policy (SRV, 2006c), 
all pregnant women are encouraged to go for early HIV testing and coun-
seling  This in principle should allow women to make informed choices about 
the risks to their child. In practice, however, informed choice is almost impos-
sible because pregnant women are not routinely tested until the 7th or 8th 
month, which is too late for them to receive a legal abortion. Besides practical 
obstacles to abortion by HIV positive pregnant women, health care staff and 
people living with HIV interviewed, stressed that remaining childless is simply 
not a realistic option for many HIV-infected couples. 
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’Most HIV positive women did not know that their husband was HIV posi-

tive or used drugs. After marriage they get pregnant and they find out too 

late that they have also been infected.’ (Female health worker, 51 years-old, 

national level, Hanoi)  

When asked whether HIV-infected women should have children, almost 
all health workers responded with statements like ‘A woman really wants a 
child, you know’, giving the idea that all women want children as almost an 
immutable and universal verity. 

Infected women, whether or not they had children, made very similar 
comments such as, ‘We are all women, you know, and we all want to be 
mothers.’ 

Health staff, patients and families shared a cultural discourse concerning 
the importance of having children and continuing the lineage even when this 
conflicts with official medical guidelines, their knowledge about HIV preven-
tion and their commitment to healthy children. No one ever said that HIV 
positive women did not have the right to have children. Everyone emphasized 
the interests of the child to have parents or the more general ‘suffering’ that 
should be prevented. 

‘HIV positive pregnant women should not have a baby, but most Vietnam-

ese women want to have a baby. The decision should be based on her point 

of view, her knowledge about HIV, and whether medication is available or 

not.’ (Doctor, female, national level, 37 years-old, Hanoi) 

Health care workers and patients agreed about the medical risks. Some 
health workers tentatively suggested that HIV-infected couples should adopt 
a child or become informal caretakers. But their voices were always soft and 
lacked conviction; they knew that these options did not solve the problem of 
continuing the lineage. Other voices were indignant but convinced. 

‘It’s hopeless to try to stop HIV-infected men from having their own children. 

If they do not accept our advice they will just hide from us. Their family might 

find them a nice poor rural girl who is happy to come to the city and have a 

baby for them.’ (Doctor, male, 48 years-old, district level, Hanoi)

Conclusion

A medical intervention for the prevention of mother to child transmission, in 
the Vietnamese cultural context, can also be used as a tool by families want-
ing to realize their lineage needs, even when this might conflict with the 
health interests of the mother. Study findings suggest that the HIV positive 
men are not the main person making fertility decisions in families. Couples 
more usually make these decisions within the context of the lineage needs of 
a family. An HIV positive couple who is responsible for the lineage and decide 
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to have a child are not just trying to make a difficult mother-in-law happy; 
they are aiming to serve the invisible but always present ancestors. Both liv-
ing relatives and the ancestors to whom the men are responsible shape the 
behaviour related to childbearing. 

To understand the fertility choices of HIV-infected couples, and the will-
ingness of individuals in a family to risk HIV infection of female members, it is 
necessary to understand these familial lineage obligations. 

Women who become HIV positive are in a vulnerable position, being at 
risk of being abandoned if they fail to have male heirs. Public health messages 
or interventions that aim to ’involve’ men as sexual partners in reproductive 
health might fail to address the situation of couples in a Vietnamese family 
where the male might have little say in  decision making. The mothers-in-law 
who pressure daughters-in-law to have children do not seem to consult their 
husbands about the continuation of his families’ lineage. 

Health workers are willing to talk with the family, but pregnant women in 
Vietnam are routinely tested for HIV only at 7-8 months, too late for a legal 
abortion. In future work it will be worthwhile trying to target younger men 
through VCT and harm reduction programmes, before they have a child. It is 
also important that HIV positive young men are able to protect their female 
partners when they find a woman who wants to be the mother of their child. 
This requires that HIV serodiscordant couples can access new technologies 
such as sperm washing, which HIV positive men can at this moment not legal-
ly access in Vietnam. Our results suggest that it would also be useful to learn 
more about how the mothers and fathers of these men can be reached with 
information about prevention of mother to child transmission, so that their 
influence can be used to the benefit of the HIV positive women as well.
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CHAPTER 6 
Can micro-credit empower HIV+women? 

An exploratory case study in Northern Vietnam 
(Printed - Women’s Health and Urban Life, May 2008) 

Abstract

Vietnamese women are subject to many restrictions related to gender and 
their position in the household that affect their ability to make strategic choic-
es. For example, they have unequal access to capital and other resources. 
Studies have shown how gender inequities cause women, especially poor 
women, to bear the brunt of the HIV/AIDS epidemic. Micro-credit through 
women’s groups has been reported to contribute to women’s empowerment. 
This raises the question of whether and how micro-credit programs for wom-
en in the special circumstance of living with an HIV infection can empower 
these women and improve their economic status and their health. This article 
describes how a small group of HIV+ women in Hanoi followed over a period 
of two years gained in five dimensions of empowerment at the household 
level by micro-credit offered through a support group. 

Keywords: Gender, HIV infection, micro-credit, empowerment, health and 
care, ARV

Introduction: linkages between access to micro-credit, women’s 
empowerment and HIV 

Women’s empowerment has been analyzed in economics, anthropology, 
demography, and development studies. Older theoretical work on em-
powerment focused on structures, such as how socio-political institutions 
and property ownership shape the opportunities available to women. (O’ 
Barr, 1982) However, this emphasis might not have sufficiently recognized 
women’s agency, their own capacity to act, to make choices; it might ig-
nore changes that alter power configurations at grassroots level. (Batliwala, 
1994) Terminologies may differ across disciplines, but there is a conceptual 
consensus that empowerment is a process involving women’s agency, start-
ing from a state of disempowerment. Women must claim power for them-
selves; it cannot be bestowed on them by others. Kabeer (1999) defines 
empowerment as:

“The process by which those who have been denied the ability to make 

strategic life choices acquire such an ability” (Kabeer, 1999); 437)
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Empirical measurement of a process requires documentation at least at 
two points in time. A review of 45 empirical studies on empowerment mostly 
in Asia showed that in spite of the theoretical consensus on the importance 
of process, only three studies used data from more than one point in time to 
assess empowerment. (Malhotra, Schuler, & Boender, 2002) 

Many studies have examined women’s empowerment in relation to micro-
credit, reflecting theoretical and empirical concerns about women’s ability to 
access and control resources that may enable them to make strategic choices. 
Globally, women tend to have less access to credit than do men. (Women’s 
World Banking, 1995) Micro-credit programs target women because they 
are poor and because evidence shows that women are more reliable than 
men in repayment of loans. (Yunus, 1984) Micro-credit programs for women 
in developing countries can contribute effectively to their empowerment. 
(Malhotra, Schuler, & Boender, 2002) By the late 1990s, more than 8 mil-
lion households in developing countries were receiving microfinance services. 
(Morduch, 1999)  

Micro-credit can change women’s lives. It can be a health intervention 
tool, increasing the demand for formal health care. (Nanda, 1999) Women 
in micro-credit groups can acquire greater health knowledge. (Hadi, 2001) 
Families where women can make independent decisions tend to spend more 
on their children, on schooling, vaccination and emergency health care. (D. 
Thomas, 1990) Women’s involvement in microfinance groups may stimu-
late collective action on broader public issues. (Velasco & Marconi, 2004) A 
women’s credit group gives women opportunities to exchange many other 
experiences, which can contribute to empowerment in other spheres of life. 
It can promote reproductive health, enable women to travel independently, 
and enhance their confidence. (Tesoriero, 2006) Combined micro-credit and 
health programs have yielded particularly good results. (Chávez, Pimentel, 
Dohn, Dohn, & Saturria, 2004)  

But the evidence is not conclusive.  Micro-credit sometimes fails to reach 
the poorest of the poor. (Navajas, Schreiner, Meyer, Gonzalez-Vega, & Ro-
driguez-Meza, 2000) Micro credit may not address the structural causes of 
poverty. (Ahmad, 2003; Buckley, 1997) Increased income does not necessarily 
lead to increased reproductive freedom. (Kabeer, 1998; R. Parker, 1994; Pop-
ulation Council, 2005) Differences in the empowerment potential of micro-
credit have been found even within one country. For example, while some 
studies in Bangladesh found that micro-credit programs empowered women, 
(Hashemi, Syed, Schuler, & Riley, 1996; Kabeer, 1998) others reported that 
they reinforced gender inequities, because men often controlled loans given 
to women. (Goetz & Gupta, 1996)

These differences might be related to different levels of analysis. Most stud-
ies on micro-credit and empowerment have looked at the household level. (Mal-
hotra, Schuler, & Boender, 2002) Micro-credit may give women more decision-
making power at household level, while larger structural determinants such as 



Chapter 6: Can micro-credit empower HIV+women? An exploratory case study in Northern Vietnam

105

access to labor markets remain the same. The effect of micro-credit may be to 
place more women in marginal positions in an informal economy. 

Recently, micro-credit has been promoted as an intervention to prevent 
the spread of HIV by empowering women. (Kim & Watts, 2005) HIV+ women 
may differ from other poor women in that their lives are shaped not only by 
their gender and poverty but also by their HIV status. (Paxton et al., 2005) 

Microfinance has been proposed as a form of social safety net for HIV/
AIDS-affected households, with more flexible repayment schedules to meet 
their extra expenses. (Mathison, 2004; J. Parker, Singh, & Hattel, 2000) But 
the links between HIV, empowerment and micro-credit are complex, as il-
lustrated by the IMAGE study in South Africa. (Kim et al., 2002; Pronyk et al., 
2005) That micro-credit intervention had positive effects (e.g. reported reduc-
tion of domestic violence), but intervention and control groups did not differ 
on several key indicators, including condom use with non-spousal partners 
and HIV incidence. (Pronyk et al., 2006) 

Given the high expectations and significant financial investments in mi-
cro-credit by the worldwide donor community, a framework is needed to 
investigate women’s empowerment in development practice. We have stud-
ied a micro-credit program made available to women’s groups and explored 
women’s empowerment at the household level. To do that, we have defined 
empowerment using the following framework of five dimensions:
1) Economic empowerment: Women and men have equal access to income 

and equal control over the means of production, including credit. 
2) Socio-cultural empowerment: Women and daughters are not discrimi-

nated against, and mothers share parenting duties with their romantic 
partners. 

3) Health empowerment: Women gain control over their own bodies, sexu-
ality and fertility.

4) Legal-political empowerment: Women are able to join groups to cooper-
ate, and can organize themselves to access, and contribute to the provi-
sion of, services. 

5) Psychological empowerment: self-esteem and positive gender concep-
tions which legitimize women’s sense of dignity and self-respect.

The setting: microfinance, gender and HIV in Vietnam 

Women in Vietnam, the study location, have fewer opportunities to borrow 
money from formal institutions than do men. (Fyles & Vu Thi Thao, 2001; 
McCarty, 2001) Vietnamese women are more likely to borrow from informal 
sources, such as relatives, moneylenders or Họ/Hụi (local savings and credit 
associations), than from formal institutions. Women work more than men, 
spending about twice as much time on household maintenance activities. (De-
sai, 2000) This gender division of labor restricts women’s opportunities for 
economic participation. 
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In 1986, shortly before HIV appeared in Vietnam, the country began the 
change from a planned to a market economy, the process called Đổi mới. 
Economic growth has been impressive, but research suggests that gender 
inequalities may have increased under Đổi mới. (Werner & Belanger, 2002) 
Others report that the welfare of women in Vietnam has generally improved 
(Le Anh Tu, 2006). 

The introduction of indirect taxes such as user fees in schools and health 
facilities disproportionately affects women, who are considered responsible 
for paying them. (Tran Tuan, 2001) Privatization of Vietnamese state com-
panies had gendered effects, because women work under better terms and 
conditions in the public than in the private sector, a discrepancy that does 
not exist for men. (H. Akram-Lodhi, 2002) The structure of the labor market 
is gendered, with higher concentrations of men in capital-intensive industries. 
(Akram-Lodhi & Haroon, 2000) Only 16% of women work in the formal sec-
tor in urban areas, even fewer (7.9%) in rural areas. (Pham Thi Thu Tra, 2007) 
The proportion of women in wage employment is 24.5%, among men, 39% 
(General Statistic Office, 2005) Đổi mới has reportedly also contributed to the 
increased use of drugs and the spread of HIV/AIDS in Vietnam over the past 
fifteen years. (Werner & Belanger, 2002) For example, migration, a key fac-
tor for young people, was limited by the state before Đổi mới and has since 
increased rapidly. (DiGregorio, Rambo, & Yanagisawa, 2003) 

A study on HIV/AIDS-related expenditures and income losses found that 
the total health care expenditure for households having a person living with 
HIV/AIDS (PLHA) was 13 times higher than the average household’s health 
spending. (UNDP, 2005a) Access to anti-retroviral therapy (ART) is increasing 
globally. In Vietnam, ART is available through international programs, but is 
still beyond the financial capacity of most PLHA. (MOH, 2006e) ART tends to 
be provided free of charge, but people still have to pay for tests, transporta-
tion and food. Vietnamese women have less access to ART then men (WHO, 
2006). HIV positive women are subject to strong social stigma, which also 
affects their employment opportunities. (Khuat Thu Hong, Nguyen Thi Van 
Anh, & Ogden, 2004) 

In this study we investigated the results of offering small but formal loans 
to HIV+ women in a mothers’ support group, both as an income-generating 
program and to contribute to their empowerment. We present here the re-
sults of the program according to the five dimensions of empowerment and 
other aspects related to the women’s HIV+ status. The pilot was aimed at 
women partly as an entry point to the family and its needs. We observed the 
HIV+ women in the group more closely than the other family members; they 
are the focus of the analysis. 

Respondents and Methods 

For two and a half years, we followed women in a support group for HIV+ 
mothers, members of the Sunflower support group in Hanoi, using participatory 
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observation during bi-weekly program activities. The 14 women who borrowed 
money through the support group between April 2004 and January 2006 were 
followed for up to two years after their first loan. The group is small but the 
information is detailed because data was collected at frequent intervals.   

Economic data such as income and capital assets were collected every six 
months. Bi-annual health examinations provided medical data such as body 
weight and CD4 count. Bi-weekly participatory program observation allowed 
researchers to follow the wellbeing of the women, their partners, children and 
families. In this period, the support group grew from 4 to 150 members. 

The findings from the 14 women followed intensively for this study were 
checked against participant observations during program work with other 
women in the group and in three similar groups established later in other 
cities, of whom 58 made loans through the groups. Participant observation 
included joining weekly group meetings, reading meeting minutes, making 
household visits, attending social events such as weddings and funerals, and 
observations at health care sites, workshops and public appearances by the 
group members.

In 2004 there were no programs in Vietnam for HIV-infected women to 
address the complex interactions between poverty, AIDS and gender. This 
program helped infected mothers to organize themselves and to access exist-
ing social, health and economic services including loans and ART. The support 
group operated under the umbrella of the Vietnam Red Cross. All respond-
ents were ethnic Kinh, the main cultural group in Vietnam. All except two 
were young, 20 to 30 years old, and all were literate.  All but three women 
had been diagnosed with HIV during antenatal care. One woman in the group 
came from a family of government officials and had attended college, but 
most came from families in lower educational and social classes, earning a 
living from small family businesses and informal private sector jobs. All of 
these women had married into households with marginal economic positions 
and often with histories of drug addiction. If their husbands worked, it was in 
areas such as construction or trucking, which reportedly put them at risk for 
drug addiction and HIV. (Nguyen Tran Hien, 2002)  

All of the women had been or were still married and all of the husbands 
had a history of intravenous drug use, visits to sex workers, or both; they had 
probably infected their wives. The husbands were usually in worse health than 
their wives because of their IDU status, with drug-related health problems and a 
longer history of infection with HIV. The men needed more expensive tests and 
treatments. The program offered loans to the women as an option for improving 
their own and their households’ incomes and thereby also their quality of life.

To qualify for a loan, each woman formulated a personal development 
plan describing and prioritizing their social, medical and economic needs. 
Women whose priority was to increase their income could get assistance to 
apply for a job or vocational training to improve their position in the labor 
market. Women planning to start a business could apply for an interest-free 
loan of up to 5 million Vietnamese dong (approximately 300 USD) for nine 
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months. Based on repayment, business performance and the proposed busi-
ness plan, women could borrow repeatedly up to a maximum of 58 million 
dong (almost 5,000 USD). All loan applicants had to accept assessment visits 
to their household and to the proposed location of the business, looking into 
individual and family income, assets, and business viability. 

Women signed for the loans themselves, but when the business plan in-
volved their families’ property, time or other resources, the families had to 
confirm agreement, signing off on the repayment of the loan and guarantee-
ing that the woman borrowers would have access to the profits. 

The first loan was interest-free but interest increased with each renewed loan 
until the women attained sufficient financial stability to join regular loan pro-
grams of Vietnamese credit institutions. External evaluation of the loan program 
was carried out in 2006, including visits to all households and businesses in-
volved, interviews with women and their families, and assessments of individual 
and family income and the assets and performance of the business. The names 
of the women in this report have been changed to protect their privacy.

Addressing gender, income and health inequities in HIV-infected 
households 

All of the original members of the Sunflower support group occupied marginal 
positions in the labor market. Two members worked in sales in the private sec-
tor, the others did housework, especially childcare. They contributed labor to 
small-scale family businesses, often belonging to their in-laws, as Vietnam is 
a patrilinear and patrilocal society, but they had no capital investment of their 
own in the businesses, which limited their access to and control over the busi-
ness and income. In addition, the women reported having financial problems 
specifically linked to their HIV status. They and their husbands had suffered 
loss of income or jobs, while their health expenses were high. In some cases 
the family-in-law had a business, but clients lost trust in the business after the 
women’s HIV+ status became known.

Women felt powerless economically and socially, as well as overburdened 
by their full responsibility for parenting tasks, which some felt resulted from 
their HIV status and their in-laws’ fear of contamination.  

“I have to do a lot of housework. Nobody helps me to take care of my child, 

because they are afraid of our disease” (32 year-old HIV+ mother) 

Women told us that they were able to join the group and meet other 
women because they explained to their families that the group was for moth-
ers, to help them raise their children properly. During the first three months of 
the program, not one Sunflower member dared to take out a loan. Discussing 
their economic situation as part of their personal development plans, mem-
bers said they were afraid to borrow because they believed they might die 
soon. They did not want to leave their families or in-laws with debts. 
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The Vietnam Women’s Union runs clubs for young mothers and sympa-
thy clubs for mothers of HIV-infected children, mostly adult IDU. When we 
started, there were no clubs for HIV+ women infected by male IDUs. These 
women felt that the existing clubs did not suit their needs.

“We are socially isolated by the neighborhood.  I do not think that the 

Women’s Union can accept members from households like ours.” (32 year-

old HIV+ mother) 

The sympathy clubs target the mothers-in-law. The women in our clubs 
often lived with their mothers-in-law, and often encountered difficulties with 
them, in part because the mothers-in-law usually had not informed their pro-
spective daughters-in-law that their sons were drug users. Peer educators for 
community outreach in Hanoi targeted IDU and sex workers, not HIV+ moth-
ers who were neither. With no organization to articulate their HIV-specific 
needs, these HIV+ women were legally and politically disempowered. 

Women were allowed by their in-laws to join the support group in their 
traditional capacity of mother and caretaker, but with special HIV-related 
needs. The women lacked self-esteem; during the first few group meetings, 
women did not help each other. Those who claimed their husbands had not 
used drugs felt superior to those whose husbands had. In the cultural context, 
HIV+ women feel obliged to keep their husbands and children alive and to 
stay with the in-laws. They were healthier than their husbands but struggled 
to pay for his treatment. 

“I have to keep him alive. His family does not take care of us because we are 

infected, but they cannot kick us out as long as he is alive. He is their son.” 

(26 year-old HIV+ mother) 

Key results of the loans in financial terms

Four months after the group was formed, the first loan taken out was used 
to buy pigs and chickens. During the next fifteen months, fourteen borrowers 
used their loans for various private small businesses: four food and beverage 
stalls, three animal husbandry projects, two garment businesses, and others 
including scooter-washing and repair and partnership in a real estate agency. 
Four women asked for a loan but did not receive it because the plans they 
made were not realistic, for example, the planned expenses exceeded the 
expected profits, or they needed permission from their families, or from the 
state, that could not be obtained.

The borrowers often mentioned that they “still felt healthy”. At the start, 
four borrowers had no income of their own and six had low incomes. Five had 
husbands who actively injected drugs, but two husbands were in a rehabilita-
tion camp at the time of the loan. Five other husbands reported that they had 
not injected for more than a year, and felt stable. 
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An evaluation of the program in early 2006 showed that of the 14 first 
women borrowers, all were still employed and their income had increased by 
an average of 50%. (Ngo Thi Le Thuy, 2005) Two women had not increased 
their income but had increased their autonomy because they used the loan 
to start a business independent of abusive relatives. Seven women paid the 
whole loan back on time; three were well ahead of time, at three instead of 
nine months. Two women had access to land belonging to their families-in-
law. Lacking education and job experience, they used the loans for livestock 
kept on their in-laws’ land.  Both women did extremely well, selling their ani-
mals in the nearby city. Four women asked for an extended repayment period. 
Three expected to repay either through their businesses or through new jobs 
they found through the group. Two did not repay at all, one because she used 
her loan for consumer goods instead of business, and the other because she 
died in a traffic accident. 

The women used the loans to create jobs, for themselves and for family 
members, in small-scale businesses, often in or in front of their in-laws’ hous-
es. They reported that profits were used to pay for medicines, diagnostic tests, 
treatment and appliances (such as refrigerators to store the medications, or a 
motor scooter). Other uses included buying life insurance, or clothing and toys 
for their children, and paying school fees. 

Six women started to work as peer educators in addition to running their 
businesses, and contributed that income to the loan repayment. Two peer 
educators repaid their loans, and used the increased disposable income from 
their businesses to pay for urgent family health expenses. When their health 
became stable, they decided to leave the businesses they had established, be-
cause making a living as peer educator was easier than running a business.

“I cannot stay in a shop all day to run the business; it is stressful also for 

my own health. I prefer to make money as a peer educator helping other 

women.”  (28 year-old HIV+ mother) 

These women were both tailors, a competitive industry with low wages, low 
profit margins and mostly female workers (Kabeer & Tran Thi Van Anh, 2006).  

Two others left their businesses to relatives, who failed to repay their loans. 
Of the three defaulters, only one is very clearly a defaulter as one died and the 
other one might still repay, though with a considerable delay.

N = 14 Paid all, on time Paid all, but late Partial repayment Not paid

HIV-infected, 1st time
 female borrowers
 <5,000,000 VND

8 1 2 paid 30% 1 died,
1 failed

1 got second 
extension

Table 1: HIV+ women borrowers and their repayment performance
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Effects of the loans on other dimensions of empowerment

The successful women were able to reduce some of the socio-culturally pre-
scribed burden of housework before they took out a loan. Nutrition coun-
seling and cooking classes were provided for group members and their fami-
lies. Women reported they had told their husbands that they could eat for free 
at the support group meeting room. 

When the husbands arrived for the free meals, they were told that project 
rules required everybody who joined meals also to either shop, cook, or clean 
up or have to leave the class. The result was that not only did the women and 
their husbands gain weight and improve their health, but the husbands also 
learned to cook. Some continued to prepare simple food at home which liber-
ated their wives to do other work, including starting their businesses. 

To gain time for business, women usually negotiated with their hus-
bands to take over some household tasks. The husbands’ acceptance might 
have been related to their own limited opportunities for paid work due to 
their weak health and poor reputations. While HIV+ women can sometimes 
hide their status from their communities; HIV+ men who are former IDU 
seldom can. Some couples were pragmatic in their division of labor. A father 
explained: 

“My wife sells vegetables and fruits that my parents grow on the market. 

But I cannot work at the market and I am too weak to be out in the sun. So 

I bring the kids to school and I can now cook a healthy breakfast.” (32-year-

old HIV+ father)

When husbands refused to share household work, the loan was welcome 
in the family, but it entailed a double burden. A widow who left her business 
to her in-laws reported:

“When my son was one year old, I had to look after him and wash motorbikes 

to earn money while my husband went out. When I said I was too tired and 

couldn’t do all this work, he hit me. When she heard me being beaten, my 

mother-in-law shouted from the first floor: “Đồ con đĩ” (What a whore!). I 

have a low position in the family”. (24-year-old HIV+ mother)

All women increased control over their own bodies when they obtained 
access to lifesaving anti-retroviral drugs through the group and its support 
network. None of the women dared to take out a loan before they had seen 
that group members got access to ART.

By 2007, in the third year of the program, 13 of the 14 women (the 14th 
died in a traffic accident) were in good health physically and mentally. The 
health authorities were able to offer husbands with serious health problems 
free ART, though two of the women’s husbands who began ART died be-
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cause of liver complications that prevented drug uptake. The loans helped 
these women to pay for the often very expensive lifesaving medical treatment 
of their husbands, which gave them more status in the household, as this 
mother-in-law reported:

“My daughter-in-law is a good woman. She has done everything to keep my 

son alive. I know I have treated her unfairly. I’ll do my best to support her 

now.”  (Mother-in-law of 32-year-old HIV+ mother) 

It is unlikely that the loans had impact on women’s control over their sexu-
ality and no progress was reported in this area. 

Two women who lost their children to AIDS decided to try for a healthy 
child, which could be seen as a sign of empowerment and increased confi-
dence. However in both cases they also felt pressured by their husbands and 
in-laws to have a child. Individual women gained access to services through 
the network of the group before they took out the loan. With increased in-
come, they could consider other options, especially peer education, which can 
provide HIV+ women with meaningful work and a reasonable income. 

“I was discriminated by doctors when I delivered my child because of my HIV 

status. Now I work with the same doctors to help other women like me. We 

have made such progress.” (28-year-old HIV+ mother) 

Peer educators are increasingly asked to comment on draft legal docu-
ments and policies regarding HIV/AIDS, which suggests legal and political 
empowerment. Several women have appeared in national and international 
public events. Five new groups were founded in three other provinces. But 
both peer education and the new groups depend on financial support by 
international projects of limited duration, over which women have very little 
political and legal control. It remains to be seen whether the groups survive 
once the projects are gone.

The Sunflower women have become a strong group with an increasing 
number of members, giving them a positive view of themselves as women, 
wives and mothers. Not all members want or need loans, but the fact that 
some have been successful makes other group members proud, as this com-
ment illustrates: 

“We all want to be like her. She worked hard and proved that an HIV+ 

woman can still be very useful in her family, the community and society.” 

(26-year-old HIV+ mother) 

Discussion

In this paper we report the results of a study on fourteen HIV+ women who 
participated in an income-generating project as part of a comprehensive pro-
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gram implemented through a support group. Economic and medical data 
were collected bi-annually, allowing us to gain an understanding of the proc-
ess of empowerment; we followed the women over time through participant 
observation in group meetings and repeated informal interviews. These bor-
rowers were among the first women to join the group and might therefore 
not have been typical. The findings were confirmed, however, by participant 
observation of the women who joined this and other groups through the fol-
lowing months and years. 

We proposed five key dimensions of women’s empowerment at the house-
hold level in a micro-credit program with women’s groups: equal access and 
control to the means of production including credit and to income; lack of dis-
crimination against women and daughters and shared mothering; control over 
own bodies, sexuality and fertility; ability to join and organize groups; and self 
esteem and positive gender conceptions. Looking at the loans’ effects on the 
lives of the women who borrowed money, we could see changes in almost all 
of the five dimensions of empowerment that we proposed in the introduction. 

1) Economic empowerment. Women and men have equal access and 
control to the means of production including credit and income. 

Before taking out loans only two women in this study were employed. The 
others contributed their labor to the family. Most women in this study repaid 
their loan on time and their income did increase substantially. Most women re-
ported more decision-making power in the household by the access to capital 
and technical assistance for business plans through the group. In a loan pro-
gram given through a woman’s group, women have more opportunities than 
men to create a business, which has gender equity benefits. These women all 
lived with their in-laws who increased their business opportunities when they 
supported her business with material and labor. 

When a husband and his family was supportive of his wife’s business plan, 
as was the case with most of the couples in the study, income and jobs for 
him, his family and even other people in the neighborhood also increased. 
Some families need time in order to be convinced of the woman’s capacities. 
But when the husband and his family are not supportive some women may 
be faced with a double burden and even lose their capital after the husbands 
death. This is consistent with findings in Malawi, Dominican Republic and 
Bangladesh about how aspects of gender relations, both within the household 
and more widely, at the same time facilitate and constrain access and control 
of micro-credit. (Johnson, 2005) Our findings also suggest that women who 
have no support from family cannot be reached with micro-credit, which con-
firms the critique that micro-credit does not reach the “poorest-of-the-poor”. 

Women also used the group to find work for their unemployed husbands 
either in the new business that was started with the loan or through the group. 
Twelve of the 14 women had created jobs for others, though these were not 
in formal employment. This small-scale micro-credit program did not try to ad-
dress the structural causes of poverty in the country, but only to investigate the 
effects of making credit available on the lives of these HIV+ women. 
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2) Socio-cultural empowerment. Lack of discrimination against women 
and daughters and shared mothering. 

Women they felt and described discrimination because of their HIV status. 
Women who were married to ex-IDU could use the benefits of the project, es-
pecially loans and medicines, as entry points to initiate changes in the house-
hold tasks that increased their own and their husband’s autonomy. 

Some of these husbands, all ex-IDU, were able and willing to share house-
hold tasks. They had few other employment options because of HIV related 
stigma, and their health was weak because of IDU. 

For them, a division of tasks which put them in a caring role while their 
wife went to the group to get services and support for both of them had prac-
tical and emotional advantages, such as being and feeling useful and getting 
access to medicine and loans. This confirms other studies, in which fathers 
were found to be able to be sensitive to children’s needs as well as mothers. 
(Davis & Perkins, 1995; Lewis & Lamb, 2003)  Several of these women also 
gained status in the households of their in-laws as a result of their increased 
financial contributions to the family and support for the sons of the family.

3) Health empowerment.  Women’s control over their own bodies, sex-
uality and fertility.

These women had all been infected with HIV by their husbands, who 
themselves were mostly infected through drug use. In a Vietnamese context, 
with no good harm reduction programs for drug users, it is probably fair to 
say that these men were disempowered in the sense that they were unable to 
protect their bodies. In the case of these women, control over health means 
not only sexuality but also the control over their decisions about whether or 
not to have a child. None of the women reported change in control over their 
sexuality and the two women who became pregnant had been pressured by 
the husband and in-laws. We have documented the reasons for such pres-
sure on HIV+ women in another study. (Oosterhoff et al., 2007) Being in 
the group and getting a loan did not clearly increase women’s reproductive 
freedom, which has also been reported in other studies. (Kabeer, 1998) How-
ever, women would have increased control over the safety of their planned 
pregnancy, for both mother and child, by being able to access information, 
pay for health visits and diagnostic tests and access ART and prophylaxis free 
of charge. Women remained burdened by health care expenses. The research 
team did not encounter any women who had received money from their hus-
bands or in-laws to obtain ART. In contrast, we met many women who had 
sold property or who went without lunch in order to save money to buy 
medicine for their husbands or children. We did not find indications that ac-
cess to micro-credit provoked domestic violence in these households, as has 
been reported from studies in Bangladesh. (Schuler, Hashemi, & Badal, 1998; 
Schuler, Hashemi, Riley, & Akhter, 1996) The violence that women reported 
was clearly felt to be related to their husbands’ addiction. 
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4) Legal-political empowerment: Ability for women to join groups to 
cooperate and organize themselves to access and shape services.

In many respects, the women in this study are not different from women in 
other micro-credit groups, in that a support group in conjunction with a credit 
program provided them with extra moral and practical support. Among poor 
rural women in Bangladesh who received micro-credit, it was found that just 
the fact of being in the group increased the demand and use of health services. 
(Hadi, 2001) For the women in our group, other benefits contributed to their 
ability to profit from the income-generating activities. In a similar program in 
India, women in a self-help group providing credit perceived changes in their 
identity, working more collectively to effect change in their community. Being 
in a group expanded their political engagement in community and social action 
programmes. (Tesoriero, 2006)

The Vietnamese political context is particular because grassroots groups 
like these cannot operate independently or organize protests and demonstra-
tions as in some countries. But these women entered into discussion with 
the Vietnamese authorities and institutions to get access to more and better 
services, which is a form of political action. Our findings also suggest that 
starting by addressing women’s practical needs can be an effective entry point 
to expand their interest and ability to become active in their communities 
and to contribute to improving health services. Micro-credit can be a catalyst 
to enable women to empower themselves in and with a group. All these fe-
male borrowers first took leading roles both in private, in their marriage, and 
later in public as advocates for the support group and for HIV+ women. With 
extraordinary personal strength and practical and moral support from the 
group, these women were able to focus on the cooperation between these 
institutions and the community. They did not protest openly against those 
who inflicted injustice on them; instead their strength was to be extremely 
generous and caring to those who had wronged them. 

5) Psychological self esteem and positive gender conceptions which 
legitimate women’s sense of dignity and self-respect.

The stories show that women actively used the gendered roles that assign 
care to women to mobilize and use resources for their family and for them-
selves in a private setting. While women could not escape these gendered 
caring roles and were very careful in what they said about changing power 
relations, they tried to subvert their roles. They organized themselves and 
accessed capital, legal help, social- and health services all under the safe um-
brella of Vietnamese motherhood. 
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What are the special aspects of these issues in the context of HIV?

Our findings suggest that access to health services and ARV are a necessary 
though not sufficient condition to using micro-credit to improve the income of 
HIV+ women and their families. HIV-infected women placed a high value on 
security; none of them dared to take out a loan unless they had had a health 
examination, knew their CD4 counts and had access to ART when needed. 
This suggests that micro-credit programs for HIV+ women should be linked 
to ART and other medical care. It also suggests that fears that HIV+ women 
might be bad credit risks because of their HIV status are not well-founded, as 
long as appropriate health care is available for them.

Being publicly known as a person infected with HIV could limit the range 
of business ventures available to the women (they may be excluded from run-
ning food stalls, for example).  But being HIV+ also opened the door to a few 
attractive job opportunities, such as working as a peer educator or HIV coun-
sellor, which are not available to HIV- people. Such jobs are, however, usually 
dependent on international funding and therefore not very secure in the long 
term. Furthermore, these jobs are available in the urban centers where the 
numbers of HIV+ people are high enough to warrant the programs.

Another special aspect of a women’s loan program in the context of HIV is 
that most of the husbands had weak health, which may have rendered them 
more willing to stretch traditional gender roles and allow their wives to work 
outside the home. Some of the men seemed to feel emasculated by their 
wives’ success, but their discomfort might also have been due to embarrass-
ment over their drug use, and over having infected their wives (and possibly 
children) with HIV. The tensions faced by these husbands suggest that there 
is a need to address masculinity in loan programs for HIV-infected households 
and to offer men options to occupy themselves in a meaningful and construc-
tive way. 
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Ngoc was one of the first members to join the group. She had completed pri-
mary school and moved in with her husband’s family where she did most of 
the household work including care of her small daughter while her husband 
worked as a carpenter. After her delivery, when she learned she was HIV+, 
she and her husband tried to ignore their HIV status. The family also pretend-
ed not to be aware of the problem by ignoring them. When their child was 
two years old the couple’s health deteriorated. Her husband, a soft-spoken 
man who started using drugs because he wanted to escape his drunken fa-
ther’s abuse, became immobilized with AIDS and lost his job. Ngoc’s health 
also deteriorated rapidly; she joined the group with the hope of staying alive 
for her daughter’s sake, and she and her husband were enrolled in free ART 
programs. He said, “I have been able to stand up and live this long because 
of my wife”. 

Ngoc was also the first to take out a loan. Her neighbors did not believe 
that she would be able to do the hard work of raising pigs and chickens, but 
her husband helped her feed the pigs and provided moral support. She sold 
the adult pigs at a profit. Her husband tried to convince his family to give 
them land to sell so they could do lighter work, but they refused. Ngoc’s first 
investment with her profits was a scooter for her husband, so that he could 
work as a scooter taxi. Then she bought more pigs with a new loan. 

After one year, Ngoc’s monthly earnings were two million dong, on av-
erage, twice the basic salary of a doctor in public service. In the first year, 
however, she had to spend 10 million on treating her husband’s liver and 
lung problems and her own anemia. Every few months she would repay her 
loan before the due date and take out a new loan to expand her business. By 
the time she had 100 chickens, six large pigs and a thriving scooter business, 
Ngoc’s neighbors began greeting her again and inquiring about her business. 
According to her husband, the neighbors know that he and his wife are HIV+, 
but they cannot understand why they are still alive. After two years, Ngoc had 

Ngoc - overcoming shame and isolation to help others 

At the start of the program, the women were disempowered in their house-
holds along all five dimensions of empowerment. The following six cases il-
lustrate the process of empowerment at the household level: how individual 
women used their opportunities to access micro-credit, medicines and other 
support or services through the group, and how that helped them to gain 
individual autonomy, as well as providing some with opportunities for public 
peer support. These stories were selected as representative of the range of 
problems and opportunities that individual female borrowers encountered. 

Personal perspectives on empowerment
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enough confidence to take out a loan of almost 5000 USD to industrialize her 
pig farm. Her husband convinced his family to give them the land, and the 
Women’s Union and Red Cross helped them to register it under both their 
names, so that they would have equal control over their assets. This invest-
ment was also repaid ahead of time. 

At the time that Ngoc joined the group, her daughter was excluded from 
school because of her parents’ HIV status. Ngoc herself had not finished 
school, but she had gained enough confidence to discuss the issue of discrimi-
nation with the headmaster, who reinstated her daughter in school. Wives of 
Ngoc’s husband’s former drug using friends would often ask her about HIV 
and harm reduction. Because she had access to health information through 
the support group, she became an informal peer educator. As the wife of an 
ex-drug user, she knew where the users in the district would meet. When the 
police harassed her for carrying needles and accused her of being a drug user, 
the program helped her get an official government certificate of approval – a 
novelty in Hanoi, where peer educators lacked such protection. Ngoc is still 
one of the most active core members in the Sunflower support group. She 
often speaks in public about the effects of micro-credit, and the importance 
of self-confidence and persistence in helping HIV-infected and -affected chil-
dren access education. She also provides advice to other women like herself 
in Hanoi and other provinces on how to improve their businesses and gain 
confidence. 

Dzung was also one of the first members of the group. She was pregnant 
then, and had met her husband in Hanoi. She was from a “cultured family” of 
public servants raised with books and movies. Tuberculosis cut her study short 
and she accepted a job in a supermarket. Tuberculosis is particularly stigmatiz-
ing for women in Vietnam, reducing their chances to marry. At 28, she felt she 
had to marry the next “lucky year” if she wanted to find a life partner and was 
happy to get the attention of Minh, her future husband. 

Her husband’s family was from a different social class than her own. Minh, 
the eldest son, had started using drugs to escape his unhappy home situation. 
The mother-in-law was depressed, usually lying on her wooden bed eating 
snacks and zapping TV stations with her remote control. His family, in which 
the three sons were all drug users, told her that Minh had just returned from 
a rehabilitation center. Minh told her that he would stay clean if she stayed 
and take an overdose if she left, so she stayed. She married Minh, he stayed 
off drugs and she became pregnant. She asked for HIV testing because of her 
husband’s drug habit; she was positive. The way the health workers patron-
ized her enraged her so she decided to ignore their advice to abort, and kept 
the baby. Two weeks later, the health workers came to her house to give 
counseling. Their advice included recommending that she keep a low profile 

Dzung - Demanding respect  
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as an infected person and not even visit a local hairdresser. The health workers 
also suggested that she visit the Sunflower group that just had been estab-
lished. She joined the group and quickly was elected as one of its leaders. 

Dzung lived with her in-laws but they did not have a business or other 
sources of income to support the couple. Her first loan was used for a sugar-
cane juice shop; it made a small profit but did not do very well. Her family-in 
law had a bad reputation in the neighborhood because of the three addicted 
sons but she suspects the shop mainly failed to attract customers because 
of her known HIV status. Upset, she played information about HIV on a CD 
player on the tables on the street and started to sell newspapers which she 
hoped would be more acceptable than food. She used the contacts within the 
group to find her husband a job as a peer educator for HIV+ IDU. She sent 
him to the cooking classes and the guided playgroups with their son, studied 
word processing, learned a bit of English from the volunteers and found a 
glamorous sounding job as a cosmetic consultant, but with long hours. Her 
newspaper shop also did not do very well, but she left it to her in-laws who 
always needed money, repaid the loan and her income tripled because of 
other work she got through the group. 

Dzung spent millions of dong on treatment and medication for her hus-
band’s liver problems. His liver was so damaged by his former drug use that 
he was not able to use ART to slow down his HIV infection. The couple did 
not want to ask Dzung’s parents for support because they were old and she 
did not want to worry them. Her husband recovered and managed to stay on 
ART while Dung worked as a group leader and later also as an HIV educator 
in the private sector. While she was proud that her husband cooked, cleaned 
and sang songs about staying clean as a peer educator, his appearance with 
stooped shoulders and a silent anger on his face when he thinks no one is 
watching, betrays his feelings. Asked how he felt about childcare and house-
work, he responded, “I have no choice, she’s the general.”
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Yen’s husband allowed his wife to go to the support group but according to 
her he did not like it because he “is a very private person”. She was identified 
as HIV positive in the delivery room during a premature emergency delivery. 
Hospital staff did not let her sit down when she heard the news of her status 
and nobody came near her after the delivery. She maintains that her husband 
went to a sex worker once under the influence of alcohol and peer pressure, 
a socially acceptable excuse for a husband. 

He says that he is ashamed to have to admit that he suffered from a social 
disease and used drugs. “He’s weaker than me” she says. “I am disgusted 
with myself” he says. She attends group meetings and gets information for 
both of them. Yen is a tailor and joined the group in its first few months. Her 
health was very weak and she immediately went on ART. With her discrete 
nature, she quickly became the confidante of many new members.  

Because the group has many tailors, the project supported the opening 
of a shop as a group income generating activity. A group activity, it was 
thought, would allow a larger loan and provide more jobs for different types 
of women. Together with Nhung, another member, Yen made a business 
plan and the husband of one of the Red Cross coordinators generously of-
fered them to take over his shop for one month to try. If they could make 
enough money and liked it they could buy his shop and his clients and he 
would move out. He also gave them extra training in tailoring for free. The 
first month the shop made no profit and no loss so an extension was given 
on the loan. Nhung could not work as much as she had wanted because her 
child was dying of AIDS.

Yen took over the shop but it did not do very well. Some staff, also mem-
bers of the support group, were trained by the Women’s Union but the com-
petition in Hanoi was fierce and profit margins remained very low.  Even after 
training, Yen lacked the technical and managerial skills to run a small business 
in a very competitive sector. Another member, with a smart sense of busi-
ness, moved the shop to her house in a silkworm-producing suburb where it 
became very successful and employed several staff.

Yen - saving face and harmony
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Yen paid back her loan and still does tailoring part time. But her main 
job now is her work as a counselor in the same hospital where she delivered, 
working with the doctors who refused to give her after-delivery care in the 
past. She was interested to change the way women are treated in the hospi-
tal where she delivered and suffered so much from the lack of attention. The 
project helped with the negotiations at the hospital. Yen now works in part-
nership with the medical team that mismanaged her case, counseling them 
and the pregnant women on prevention of mother to child HIV transmission 
and referring them to the group.  She saves the face of the health staff by 
praising them for the opportunities that they give her and other women like 
herself. This graciousness enables her to improve care and support for all 
female HIV+ patients.
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Nhung’s husband, the only son in his family, fell in love with her because she 
had such an easy, dutiful and flexible personality. He was also a drug user 
who could not stop in spite of his wife’s efforts to help. “I was too afraid 
of something at nights so I had to go out for drugs to get calm.” He spent 
several years in prison for armed robbery. Nhung’s in-laws pressured her to 
stay with him and have his child while he was serving his sentence. Being an 
obedient woman who loves children, she got pregnant during spouse visiting 
hours. She found out that she was HIV positive in the seventh month, but 
received no medication and delivered an infected child. Nhung was trained 
as a tailor but she has broader interests. Though she has only a high school 
education, she has joined many training courses made available through vari-
ous projects on topics like HIV/AIDS, greater involvement of people living with 
HIV/AIDS (GIPA), project evaluation, proposal writing, home-based care, and 
counseling. 

Nhung was Yen’s partner in the group tailor shop. But in the second 
month of that project, Nhung’s child became very ill and was hospitalized 
with AIDS. She was the best tailor but she could barely work as she spent 
most of her time and energy battling with the staff in the hospital and trying 
to keep her child alive. 

Nhung’s daughter died. Her husband was still in jail, so the whole Sun-
flower support group supported her during the funeral. Some of the moth-
ers were wondering whether they would also have to bury their own child 
one day. Shortly after the funeral, the Women’s Union offered a United Na-
tions Volunteer position for someone to represent women infected with HIV. 
Nhung applied. Though she had little formal education she could show that 
she had been trained by the projects and was appointed. She used her posi-
tion to negotiate with the staff of the pediatric hospital where her child had 
died. They had just received the first ART and realized they had misunderstood 
Nhung’s position and mistreated her. With support of the project, a team of 
peer counselors, all mothers with infected children, was installed in the hos-
pital. Nhung was the first caretaker counselor in the North of Vietnam that 
works in a hospital. She and the hospital health workers now tell their story at 
national and international meetings as an example of the ‘patient as partner’ 
approach to AIDS treatment and adherence.  

Nhung - The obedient activist
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Hoa, a farmer’s wife, had two children when she joined the group, a seven-
year old daughter and a two-year old HIV-infected son. She lived in her native 
village with her husband, whom she met in high school, on his family’s large 
farm. She blames herself for her infection because she left him for two weeks 
to stay with her family and “he is a man and not able to take care of himself 
so he went out to see some girls”. He infected her and she infected their son. 
When he became sick, the family sold land for his ART. They spent thousands 
of dollars on his treatment but she never told her in-laws on what disease. 
When she was detected as HIV positive she managed to bribe the doctors in 
the district to tell her family that the notification was based on wrong results. 
She met the Sunflowers through a peer educator and joined the group. 

Hoa had no income of her own and had never worked before. She had 
land, though, and took out a give million dong loan that she invested to raise 
deer, dogs and fish; she repaid it before the due date. She moved the group 
tailor shop to a suburb so that other members in the same district could work 
there. The shop was moved but the members found it too difficult to have a 
job without knowing the salary and profit margins in advance. Undeterred, 
Hoa let the women leave and hired local tailors, learned to sew herself and 
turned the shop into a silk cottage industry. 

The last time we checked, she was earning more than six million dong per 
month from her farming and the shop, a small fortune by Vietnamese stand-
ards. But she also spent millions each month on health expenses for her son 
who had AIDS. At the time pediatric ART was not available. They eventually 
sent her home with her son and a bottle of oxygen so that he could die in a 
familiar environment. They told the family and their daughter that the son had 
a very special kind of pneumonia.  Hoa’s husband was in a state of denial and 
refused to share his feelings of loss with her, his family or the support group. 
Hoa had a strong support network from the Sunflower group, the authorities 
and her family-in-law, because she was so successful financially and because 
of her good communication skills and warm personality. She became stronger 
while her husband became more isolated. 

Hoa - the dutiful multi-tasker 
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Most women have to comply with the expectations of others because they 
lack options, but some women might use their loans to increase the health of 
their family by getting rid of their husband. Anh, a mother with two children, 
was also among the first ten to join the group. She had been an outreach 
worker before but preferred to join a group for women. Her husband was 
an active drug user. When he was not in the camp and not high, he beat her 
for no particular reason and she often had bruises. She lacked money to keep 
him in the camp. He complained to his mother about the food and the cold 
or heat in the camp, so the mother-in-law asked Anh to take her husband 
back. When he returned, she tried all the things that had worked with others’ 
husbands like cooking courses and playgroups. We all spent many hours dis-
cussing her husband. Her daughter was afraid of her fathers “hot” character. 
Finally Anh took out a loan and used it to create a job for him so he would 
have something to do. He was either not at her food stall or high on drugs, so 
the loan was not very successful as a way to either keep him busy or to make 
money. He actually increased his drug use and his expenses, beating her and 
her children on the nights he had no drugs and she had no money. Anh decid-
ed to take the business into her own hands. She made it work. One day Anh 
came in smiling triumphantly. “He’s gone. I took care of him. I finally made 
enough money to bribe the police to arrest him again.” She has found a new 
lover, a peer educator in another HIV support group. Her husband has been in 
and out of the camp, but Anh has now built up enough business and work as 
a peer educator that she can keep him at a distance most of the time. 

He wanted to have a new start with a new child and Hoa became pregnant. 
She lost the baby and her husband began to beat her, blaming her for the loss 
of their two children and threatening to leave her for his old girlfriend, to have 
a son with her. His family asked her to show understanding for their son’s be-
havior but was, she says, supportive to her. Fearing that if her husband had a 
male child with the other girlfriend she might lose her status among her in-laws, 
Hoa became pregnant again. She met the doctor from the district health centre 
who had notified her family about her status. He offered her a job working 
with HIV+ women in the district who needed counseling. With this job she can 
mobilize health support to her community, her family and herself. 

Anh - not fitting the cultural norms
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CHAPTER 7 
Recreating Kinship: Coping Options of HIV 

Positive AIDS Widows in Vietnam 
(Revised and resubmitted to Health Care for 

Women International, August 2008)

Summary

This retrospective explorative study examines the life trajectory of Vietnamese 
HIV-positive AIDS widows, living in a patrilinear and patrilocal society where 
HIV is highly stigmatized. Options normally available to most women, such as 
living with their eldest son, are not available to young HIV-positive widows. 
But the women in our two-year study improved their prospects following the 
deaths of their husbands by joining support groups, seeking new partners 
and strengthening relations with their families of origin. Most women who 
returned to live with their families found a new intimate relationship through 
support groups for HIV-positive persons. 

Keywords: Gender, patrilocal, kinship, stigma, HIV/AIDS, widows, health and care

Introduction

The progress of the HIV/AIDS epidemic within the developing world, where 
PLWHIV are firmly located within a familial context, raises theoretical and 
practical concerns about how families are adapting to the effects of HIV/AIDS, 
such as the rise in the number of AIDS widows and AIDS orphans. (Rother-
am-Borus, Flannery, Rice, & Lester; Williams et al., 2005) Today an increas-
ing number of women are infected and affected by HIV/AIDS. (Dworkin & 
Ehrhardt, 2007; UNAIDS & WHO, 2006b) Many of the specific problems that 
make women vulnerable to HIV are related to the family. These include do-
mestic violence, (Dunkle et al., 2004; Garcia-Moreno & Watts, 2000; Maman, 
Campbell, Sweat, & Gielen, 2000) lack of support and increased expenses for 
informal care givers, (Ogden, Esim, & Grown, 2004b; Smith, 1994) inequality 
in marriage, (S. Clark, 2004; S. Clark, Bruce, & Dude, 2006; Glynn et al., 2001; 
Hirsch, Higgins, Bentley, & Nathanson, 2002; United Nations, 2000) lack of 
protection of their property rights (Sweetman, 2006) and lack of access to ed-
ucation for girls. (UNDP, 2005b) Moreover, in various cultural settings where 
rising HIV infection rates are linked to intravenous drug use, the women in a 
family invariably bear the brunt of the social and financial consequences of 
illicit drug addiction. (S. Murphy & Rosenbaum, 1999; United Nations, 2003; 
Vu Manh Loi, Vu Tuan Huy, Nguyen Huu Minh, & Clement, 1999) 
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Today, in many countries, women are mobilized in the fight against AIDS, 
but their concerns continue to receive little attention. (Kmietowicz, 2004) 
Women are underrepresented in, and are sometimes noticeably absent from, 
the international fora where AIDS policies are decided and funds are allo-
cated. (UNAIDS, 2006a) Women’s networks and organizations may not be 
recognized, reflecting the lack of value attributed to women’s work. (Cott, 
1987; Dore & Molyneux, 2000; Kaplan, 1997; Koven & Michel, 1990, , 1993) 
The documentation of women’s formal and invisible networks and the record-
ing of their “muted” voices have formed part of a global dialogue among 
feminists all over the world in recent decades. (Ramusack & Sievers, 1999) 

Rather than accepting victimhood, how women act and accomplish 
change has become central to contemporary discussions on women’s empow-
erment and choice. (Kabeer, 2001; Malhotra, Schuler, & Boender, 2002; Sa-
wicki, 1991) For several decades now, scholars have argued that marginalized 
persons, though weak, may have their own weapons and assume different 
identities in different contexts. (Craton, 1982; J. Scott, 1985; Taussig, 1993; 
Turton, 1986; Willis, 1981) An acknowledgment of different manifestations 
of resistance to political and social marginalization is attractive to feminists 
because women’s movements have often taken place at the community level 
and focused on practical issues rather than grand collective political action. 
(Boesten, 2004; Koven & Michel, 1993)

Recognizing HIV-infected and affected persons capacities for change can 
be particularly complicated because they might isolate themselves and hide 
their problems due to a fear of stigmatization. (de Bruyn, 2004; Shapiro et 
al., 2003) Health-related stigma involves social exclusion of individuals and 
populations identified with a particular health problem, such as HIV infection. 
(Weiss, Ramakrishna, & Somma, 2006) Women and men may experience HIV-
related stigma differently, however. In some contexts, women may be blamed 
for their HIV-positive status more than men. (Paxton et al., 2005; Voluntary 
Services Overseas-Regional AIDS Initiative of Southern Africa (VSO-RAISA), 
2005) Studies in Vietnam suggest that a woman infected with HIV is consid-
ered to have brought shame to the household. (Khuat Thu Hong, Nguyen Thi 
Van Anh, & Ogden, 2004; Oosterhoff, Nguyen Thu Anh, Pham Ngoc Yen, 
Hardon, & Wright, 2008b)

A number of authors have argued that HIV-related stigma does not just 
reflect fear of the transmission of HIV, but is part of a larger process that 
works to produce and reproduce power relations, reinforcing existing social 
inequalities, such as those pertaining to gender. (R. Parker & Aggleton, 2003; 
R. Parker, Aggleton, Attawell, Pulerwitz, & Brown, 2002) Self-exclusion or 
self-stigma can be seen as a psychological process that is not only related to 
a person’s HIV status but also to their social status and their other experi-
ences of being excluded, due to their own or their partner’s drug addiction, 
for example. An acknowledgment of the individual mental processes that 
lead to socio-economic exclusion, including self-exclusion, is useful in un-
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derstanding social change because it recognizes power as something that 
emerges, at least partially, from within individuals and hence is something 
that individuals themselves might have some ability to transform. (Freire & 
Macedo, 1998; Sen, 1990)

Social support groups have stimulated the interest of academics and de-
velopment practitioners partly because of their role in raising the awareness 
of and mobilizing and empowering individuals who are socially marginal-
ized. (S. Evans, 1980; Gillis & Perry, 1991; Kling, Shibley-Hyde, Showers, & 
Buswell, 1999; Malhotra, Schuler, & Boender, 2002; Raphael, 1993; Schri-
jvers, 1985) Forming or joining a support group can offer opportunities for 
all PLHIV to improve their quality of life, by learning about accessing and 
coping with treatment, sharing personal experiences and accessing services 
such as micro-credit. (Oosterhoff, Nguyen Thu Anh, Pham Ngoc Yen, Har-
don, & Wright, 2008a) 

For women who have a low status in their own households, the emo-
tional and practical support provided by such groups might be even more 
important than for men. The groups that could help HIV-positive women to 
organize themselves and pursue practical and strategic gender needs are 
shaped by larger contexts, however. In one-party communist states -- Laos, 
Vietnam, and China, for example -- the distinction between the state, civil 
society, and political and non-political “mass organizations”, such as the 
Women’s Union in Vietnam, are blurred. (Godwin, O’Farrell, Fylkesnes, & 
Misra, 2006; Stromseth, 1998)

In Vietnam, the locus of this study, the first support group for HIV-positive 
families was founded in 1999 by the Women’s Union, which is under the 
auspices of the Communist Party. Since then the number of state-supported 
groups has grown and opportunities to form both independent and supported 
groups, while still limited, are increasing. Groups for PLWHIV have expanded 
rapidly in Vietnam over recent years; the number of self-help groups not di-
rectly under state authority nearly doubled between 2006 and 2007, from 
34 to 74. (Health Policy Initiative, 2007) While some HIV-positive women’s 
groups have been successful in developing a collective form of organization 
and a strategy to access the services that they and their family members need, 
such as access to AIDS medicines, psycho-social support and micro-credit, 
many HIV-positive mothers are still unwilling to appear in public, which re-
flects the extent of stigmatization that still prevails. (Oosterhoff, Nguyen thu 
Anh, Pham Ngoc Yen, Wright, & Hardon, 2008)

The national prevalence of HIV is still comparatively low, at an estimated 
0.5% in 2005, and is concentrated predominantly among young male intra-
venous drug users (IDUs) in urban areas, border regions and seaports. (MOH, 
2006b) Currently young adults between the ages of 20-29 account for 50.5% 
of all reported HIV infections. (Nguyen Tran Hien, 2007) Reported HIV preva-
lence rates among young male IDUs vary between 25-70%. (MOH, 2006c; 
Nguyen Duy Tung et al., 2001; Nguyen Tran Hien et al., 2001; Nguyen Tran 
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Hien, Le Truong Giang, Phan Nguyen Binh, & Wolffers, 2000) While antiret-
roviral drugs are increasingly available in Vietnam, not all patients who need 
these medications have access to them, often for financial reasons. (MOH, 
2006e) 

Vietnam’s response to the HIV epidemic has been structured by social 
policies implemented in the context of its national “renovation” policy, or 
Đổi mới, which began in 1986, shortly before HIV appeared in the country. 
The policy encouraged free-market reforms that revitalized the economy but 
it also caused rapid social change.  Several authors have argued that gender 
inequities have increased under Đổi mới, in part because the socialist govern-
ment no longer offers women the extra social benefits it once did. (Bousquet 
& Taylor, 2005; Werner & Belanger, 2002) Others have reported that the wel-
fare of women in Vietnam has generally improved, although there are signifi-
cant differences among women depending on their age, education, ethnicity 
and relationship to the market economy. (Le Anh Tu, 2006) At the same time, 
socio-economic shifts have been accompanied by an increased use of drugs 
and the spread of HIV/AIDS. (Werner & Belanger, 2002) 

With a rapidly expanding economy, a significant number of men now 
work in mining, construction and trucking. These are all environments that 
are known to put workers at a greater risk of drug addiction and contract-
ing HIV. (Nguyen Tran Hien, 2002) (Phinney, 2005b) In recent years, there 
has been an increase in the number of hospitality and personal care service 
providers, such as (karaoke) bars, hairdressers, and massage parlors that also 
offer sexual services for men. Often the women who provide these services 
are migrants from rural areas. (Nguyen-Vo Thu Huong, 2002; Walters, 2004)

Wives and girlfriends of IDUs, many of whom have or are planning to have 
families, are increasingly infected and affected by HIV, but figures on HIV-
positive women are greatly under reported. (Nguyen Thu Anh, Oosterhoff, 
Hardon, Nguyen Tran Hien et al., 2007). Although people in the community 
understand the difficulties of women whose husbands or children are drug 
users, they rarely provide them with practical help. (Vu Manh Loi, Vu Tuan 
Huy, Nguyen Huu Minh, & Clement, 1999) 

According to Confucian patrilocal and patrilinear doctrine, which pro-
foundly influence the culture of the dominant ethnic group in Vietnam, the 
Kinh, the status of a woman during different stages of her life is closely linked 
to her role in producing children. (Lang, 1968; Leslie & Korman, 1989; Mann, 
1991; Marr, 1984) As in other patrilinear societies, there is strong cultural 
preference for male children in Vietnam. (Belanger, 2002) Women are tradi-
tionally considered part of their husbands’ family after marriage, where they 
occupy lesser roles than the elder women in the household, notably their 
mothers-in-law. (Ch’u, 1965; Yao, 1983) Historically under Confucianism the 
rights of widows with regards to property and independence depended on 
their chastity, and thus inhibited remarriage. (Sommer, 1996) Brave individ-
uals such as the outspoken eighteenth-century concubine and poetess Ho 
Xuan Huong, contested these constraining Confucian roles. (Ho Xuan Huong, 
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2000) But until the 1959 Law on Marriage and the Family, Confucian ideas 
about women, kinship and marriage, such as polygamy and no protection for 
the property of widows, were legal.4  Today, marriage between a widow and 
a man who was not married before is still frowned upon.5

Household composition and traditional Confucian gender roles in both 
urban and rural areas are changing, however. (Hsieh, 1985; Knodel, 2003; Le 
Thi Nham Tuyet, 1996; Nguyen-Vo Thu Huong, 2002; Walters, 2004; Xiao, 
1999; Yao, 1983; Yeh, 1997) Yet research has shown that son preference 
remains widespread in Vietnam, and is possibly on par with Bangladesh and 
China. (Belanger, 2002; Haughton & Haughton, 1995; Johnsson, Hoa, Le Thi 
Nham Tuyet, & Mai Huy Bich, 1996) A practical reason for son preference is 
the cultural norm that sons should take care of their parents, which is par-
ticularly important for widows who live with their in-laws. (Knodel, Friedman, 
Truong Si Anh, & Bui The Cuong, 2000)  A son can secure the widow’s liveli-
hood because of the traditional right of parents to remain living with their 
sons. However, AIDS widows tend to be young mothers with small sons who 
cannot provide such practical caring. 

HIV-positive AIDS widows face diverse challenges, many of which are relat-
ed to their gender. (H. Akram-Lodhi, 2002; Bousquet & Taylor, 2005; Werner 
& Belanger, 2002) They tend to be young women living under the authority 
of their in-laws (Hirschman & Vu Manh Loi, 1996); they hold the low status 
traditionally borne by widows; (Knodel, Friedman, Truong Si Anh, & Bui The 
Cuong, 2000) some bear the burden of reproductive responsibilities; (Gam-
meltoft, 1999; Lynellyn, Le Ngoc Hung, Truitt, Le Thi Phuong Mai, & Dang 
Nguyen Anh, 2000) and they face a diagnosis of AIDS. (Khuat Thu Hong, 
Nguyen Thi Van Anh, & Ogden, 2004) In many cases, given the IDU-driven 
epidemic, they often bear the real burdens of drug addiction, (Vu Manh Loi, 
Vu Tuan Huy, Nguyen Huu Minh, & Clement, 1999) as well as the stigmatiza-
tion stemming from the popular association of HIV infection with heroin ad-
diction. (CSIS, 2006b) However, they might also have different options from 
other Vietnamese widows because they tend to be younger, and enjoy access 
to resources such as support groups for HIV-positive persons. Currently there 
is a lacuna in the social science literature on the actual status and experiences 

4 Clauses 7 and 8 in the Law on Marriage and Family in 1959 protect widows: Clause 7 clarifies that to 
be in mourning is not an obstacle for getting remarried. Clause 8 gives widows rights to remarry while 
guaranteeing their rights to children and property. These rights are reaffirmed by more recent decrees 
such as decree 32/2002/NĐ-CP (March 27th 2002).  

5 A popular Vietnamese expression holds that a widow is “a very bad dish”, which is for example reiter-
ated in the following popular folk song:

 “Trai tơ ơi hỡi trai tơ 
 Đi đâu mà vội mà vơ nạ dòng
 Nạ dòng lấy được trai tơ
 Đêm nằm hí hửng như Ngô được vàng
 Trai tơ vớ phải nạ dòng
 Như nước mắm thối chấm lòng lợn thiu” 

“Hey, unmarried man
Why do you go so fast, to catch that married old woman
Married old women who can get married with that 
unmarried man
Beside herself with joy at nights as if catching the gold
Unmarried man who gets married with married
old woman
Like rotten fish sauce with putrid puddings.”
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of widows in contemporary Vietnam, which may be a reflection of their per-
ceived low social status.

In order to discover their responses to the challenges they faced, we ex-
plored the life trajectories of a sample of Vietnamese HIV-positive AIDS wid-
ows in detail over a two-year period. We examined their experiences as they 
started new lives as widows, and the choices they made. Specifically, we 
sought to learn where and how they lived when their husbands died; whether 
having a son influenced their options; and how they used existing kinship 
networks and new support groups to cope with the double stigma of being a 
widow and HIV positive. 

Respondents and methods

For this explorative study we collected qualitative data in a number of loca-
tions in northern Vietnam: the urban areas of Hanoi and Thai Nguyen City, as 
well as Dai Tu District, a rural mining area in Thai Nguyen province. 

All of these locations have relatively high HIV prevalence rates for Vietnam, 
are experiencing rapid economic growth and heroin is rather easily available. 
Data collection began in 2005 and follow-up interviews continued until the 
end of 2007, until the researchers had followed the experiences of each wid-
ow for two years. Three researchers worked directly as advisors with support 
groups, which helped pregnant HIV-positive women and HIV-positive moth-
ers to get access to medical, social and economic services. In these support 
groups they met the widows on a regular, sometimes a weekly, basis.  

The research team consisted of four members with medical backgrounds 
(all Vietnamese) and three with social science backgrounds (three Vietnamese 
and one foreigner). The team also included one local translator and one field 
administrator. The study was linked to an operational program run through a 
women’s group jointly managed by the Vietnamese Red Cross and the HIV-
positive women since 2004. In Hanoi, the intervention provided social, eco-
nomic and medical support to HIV-positive mothers, including free access to 
anti-retroviral therapy (ART) for themselves and their family members. The 
support groups in Thai Nguyen also had access to ART, but did not offer 
income-generating activities for members until 2006. 

Because HIV prevalence in Vietnam is low, we interviewed a convenience 
sample of 24 widows, all infected with HIV. They were recruited from six sup-
port groups, four of which were under the umbrella of the Vietnam Women’s 
Union (“Sympathy Clubs”) or the Vietnam Red Cross (“Sunflower and Cactus 
Blossom Support Groups”) and two of which were independent groups that 
were not affiliated with the government (“Bright Futures”).  The first inter-
views took place at the support group offices. Hence, a bias of the sample is 
that all the women interviewed were active in their organizations, in the sense 
that they had sought the help of a support group for treatment and care. Of 
these 24 women, 17 were interviewed in Hanoi, where they had joined sup-
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port groups offering medical and social support. Six of these women lived in 
nearby provinces, and travelled to the capital to join the support group and 
access medical services. Of the seven widows interviewed in Thai Nguyen city, 
five hailed from the city and two were from rural areas and had come to live in 
the city to access AIDS-related services. All had been members of their respec-
tive support groups for fewer than six months. 

With the exception of one respondent, all were Kinh, the largest ethnic 
group in Vietnam, and were still young when their husbands died. Nineteen 
women were 20 to 30 years old, four were between 30 and 40 years old, and 
one was in her early forties. All had been widowed for less than four years. 
In three cases, we knew the women while their husbands were still alive and 
witnessed their last months together. Six women had a history of sex work or 
injecting drug use; most were probably infected by their husbands or former 
boyfriends, all but one of whom had a history of using drugs. Only one of the 
women could not read or write. 

We used semi-structured questionnaires to ask about HIV, the desire to 
have children, family situation and livelihoods, romantic love and familial sup-
port for HIV-positive women and their health. 

In 16 cases, the woman’s current sexual partner or a relative of her choice 
was also interviewed separately in order to learn more about familial and 
romantic desires and capacities to provide care and support to widows. The 
other women had no new partners or family members able and willing to be 
interviewed. The one-to-one interviews took place either at the support group 
offices, or during group activities in different locations around the two cities. 
Prior to starting any interview, researchers invited the respondent to read and 
sign the consent form, and asked their permission to record the interview on 
tape. All interviewees were informed that they could stop the interview at any 
time. Almost all respondents agreed for their interview to be recorded; those 
who did not were all males with a self-reported history of drug use. Notes 
were also taken during each interview. At the end of the interview, the tape 
recorder was stopped and researchers invited interviewees to ask questions 
and provide comments. 

Researchers shared interviewing experiences, their analyses and note-tak-
ing skills in bi-weekly team meetings. All tapes were transcribed and NVivo 
software was used for further in-depth analysis. Respondents were not asked 
their full names, addresses or any other identifying information, in order to 
ensure privacy and confidentiality. All data sets, questionnaires, and tapes 
were stored in a secure office. All first names have been changed to protect 
confidentiality. 

The researchers also interviewed social and health service providers who 
work on drug addiction and HIV/AIDS about the households with male HIV-
positive IDUs, and the capacities and needs of HIV-positive AIDS widows to 
rebuild their lives. The study proposal was reviewed to ensure the protection 
of human subjects by the ethical review board of Hanoi Medical University.
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Results

Family situation for women married to HIV-positive men prior to 
widowhood

To fully understand what happened to the HIV-positive women after their 
husbands died of AIDS, we needed a clearer picture of gender and power 
relations in the households when the husbands were alive. It was found that 
the family situations of the women in the study had been dominated, often 
for years, by the illicit drug addiction in their husband’s households. In ad-
dition to their husband’s drug use, in eight cases there were other IDUs in 
the family: brothers, uncles or fathers living in the household, in prison, or at 
government-run rehabilitation centers for drug users.

Few women had independent sources of income. Before widowhood 
four women had been employed outside the family, all in the private sector. 
Three described themselves as unemployed. Three managed small businesses 
at their in-laws using their own capital and two assisted their own families 

Location Number

Hanoi
Inside the city
Nearby province

Thai Nguyen
Inside the city
Rural area

17
11
6

7
5
2                        

Age

20-30 yrs old
30-40 yrs old
> 40 yrs old

19
4
1

Education

Literate
Illiterate

23
1

Used to be member of a support group before joining current group

Yes
No

6
18

Ethnic group

Kinh
Other

23
1

Widowed

<1 year 
1- < 4 years

5 
19

Table 1: Demographic features of the sample 
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with a business. The 12 others described their work as assisting their in-laws 
in household work, small businesses or farming. Most widows had not been 
aware of their husband’s addiction when they married; 18 of the 23 had found 
out after marriage that their husband was an IDU while the others reported 
that their husbands started using drugs after marriage. Women learned about 
their husbands’ HIV-positive status either because he became ill or they tested 
positively themselves during antenatal care (ANC). Most widows supported 
their husbands until they died.  

Mai, for example, was born and raised in the south of the country and 
came to Hanoi to live with the parents of her husband with no warning about 
her husband’s drug addiction. During ANC, she tested HIV positive. The situ-
ation in her in-laws’ household was physically and emotionally abusive and 
she wanted to escape. When she was elected leader of a support group, she 
used her stipend to move in with a lover in another district, switched off her 
cell phone, and asked the support group and its related project to explain 
her actions to her husband and his family. For days her husband sat on his 
scooter in front of the support group’s office, hoping for her return. She left 
her lover and returned to the house of her in-laws, taking out a loan to estab-
lish a scooter-washing business, hoping that capital assets and a job for her 
husband would improve the situation. But her husband spent the money she 
earned, and beat her - with the approval of his mother. 

“When my husband fell ill with AIDS I had to earn money to cover the hos-

pital fees for my husband, other expenses for our daughter and for myself. 

But the hospital could not save him. His liver could not manage the ARVs.” 

(HIV-positive widow, 24 years old, Hanoi)

The widows interviewed described having tried to change their situation, 
but reported feeling socially stigmatized in their neighborhoods because of 
both illicit drug use and HIV infection in the family. Women -- mothers, sisters, 
wives, grandmothers and aunts -- contributed funds to buy drugs for the ad-
dicted men in their household, trying to keep them at home. When this didn’t 
work, some female household members paid for rehabilitation; the husbands 
of ten of the women had been in state rehabilitation centers for drug users. 
Interviews and observations revealed that as long as the drug-using husband 
was alive, much of the women’s lives revolved around catering to his many 
needs. Both widows and other female members of their households who were 
interviewed reported feeling guilty about spoiling their husbands, sons or 
grandsons by buying them what they wanted, including drugs. Others argued 
that a loving mother or wife has the duty to do whatever is needed to prevent 
the IDU from committing crimes and causing tensions in the household.  

“It is not fair to say that I spoiled my son. I kept him off the streets and in 

our house, so that he did not have to go out and steal.” (Mother-in-law of 

HIV-positive widow, 54 years old, Hanoi)
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No matter who made sacrifices for the male addicts in the family, the 
wives of addicted husbands were expected to share the burden. Quy, for 
example, lived with her in-laws after her husband’s death. Her husband was 
the eldest son of the family, had started using drugs after their marriage, and 
was addicted for eight years. 

“His mother usually paid for his drugs, but he also beat me to get money 

for his habit. My husband had TB but he refused to go for treatment. I had 

to buy him drugs. When he was high I could persuade him to go to the TB 

hospital to prevent him infecting our son. He had resistant TB and already 

had AIDS. I spent all my money on his treatment to try to keep him alive.” 

(HIV-positive widow, 32 years old, Hanoi)

Addiction experts who were interviewed as part of the study considered 
the family not just as part of the solution to drug abuse, but also as part of 
the addiction problem. 

“It is the family that has learned to accept paying for the drug addiction, 

and addicts know exactly what to say to which member to get what they 

want. In this way families enable the addictive behavior.” (Psychiatrist spe-

cialized in addiction, national-level hospital, Hanoi) 

Partly because of the difficulties of living with an IDU, not all of the women 
were living with their in-laws at the time they were widowed. In two cases, 
widows had not lived with their husband at their in-laws prior to his death. They 
lived instead with their family of origin because their in-laws rejected their drug-
using HIV-positive son. In another case, the husband’s family was very wealthy 
and did not want their son to damage the family image and thereby the family 
business. They paid for his drugs as long as he was out of the house. In another 
case, the family was too poor to finance the husband’s expensive addiction. 

Options for the widows

When the women became widowed, they had to make decisions about where 
they would live. All were HIV positive when they were widowed; most did not 
want to want to be a burden or an embarrassment to their elderly parents 
and other relatives. 

“I have a younger brother and sister who are not married yet. We live in 

a rural area. If I move back to my parents’ they might have more difficulty 

in marrying if somebody finds out that I am an HIV-positive widow. (HIV-

positive widow, 26 years old, Hanoi)  

The women reported wanting to be in a stable family situation; most were 
actively seeking male companionship. 
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“I want somebody to share my life with, with a good job and a place to stay. 

It’s easy to meet men if you look for them, but it is difficult to find a good 

one, especially when you are HIV infected. (HIV-positive widow, 26 years 

old, Hanoi) 

Because of their health status, the HIV-positive widows needed to live near 
urban areas to access specialized medical care and support. The cost of living 
in Hanoi and Thai Nguyen city was too high for most women who were sin-
gle, and most of these women had worked in their in-laws’ family businesses 
but lost that income when they left their in-laws’ households. HIV-positive 
widows without family need to find other sources of support. In some cases a 
woman who leaves her in-laws might be able to count on the support of her 
family of origin, but when her family lives far away, or is not able or willing to 
help because of HIV-related stigma, she might have to rely on the favors of 
strangers, especially men. 

“I never have enough money. Luckily my boyfriend supported me, but he 

left me and I have to do it all by myself. I hope to meet another man” (HIV-

positive widow, 24 years old, Hanoi)

Staying with the in-laws

One practical reason why women in patrilineal Vietnamese communities pre-
fer sons is that they expect their sons to care for them when they are old and/
or widowed. Moreover, only sons can be responsible for the family lineage 
and provide care to the ancestors. Three of the four widows who bore a son 
to the eldest or to the only son in the family, and therefore had a son respon-
sible for the lineage, stayed with their in-laws following the death of their 
husbands. (Table 2) Although the numbers are small, it appears that lineage 
can play a role in the options available to widows; those who had provided a 
lineage-bearing son before the death of the husband were more likely to be 
able to remain living with their in-laws after they became widowed than those 
who had not. Grandparents who have an eldest son want their grandsons to 
stay and continue the lineage.

Responsible for lineage Returned home Stayed with in-laws 

Married to and had son with eldest/only son           4                                3

Not responsible for lineage
Did not have a son                                               18                              4

Table 2: Relationship between child’s responsibility for family lineage and changes in 
residence of 22* widows following the death of their husbands

**Two couples had always lived with the wife’s family and the women stayed there after the death of their husband.
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If women who have given birth to a lineage-holder remain with their in-
laws it does not mean that they are satisfied with the situation, however. They 
may stay out of necessity. Two women were rejected by their families of ori-
gin, which were unwilling and/or unable to take care of them, for example.

“Now I and my twin sons live with my mother-in-law, but we do not have a 

good relationship. She said she will raise and feed her grandsons. I have to 

earn for myself. My four older sisters are all married but they cannot sup-

port me. My parents are old. My father is afraid that if the mosquitoes bite 

me, then bite other people that they will become infected.” (HIV-positive 

widow, 31 years old, Hanoi)

In another case, one widow did not want to live and raise her son with 
her family of origin because of their criminal activities, including drug use. She 
met another man whom she married, and left her son with his grandparents 
(her in-laws).

Living Alone

Living alone is an option in many countries but not an easy one in the social 
context of Vietnam. Six of the 24 women lived without a male sexual partner 
or other family members. Five rented a room and one slept on a bench in a 
food shop. Living alone is not only financially difficult but makes women even 
more vulnerable; single HIV-positive widowed women encounter stigma re-
lated both to the disease and to being a young widow living alone. 

The five women who rented rooms all received financial support from 
married men/or single male IDUs to supplement their income. Three report-
edly had their rent paid by married men whom they met outside the networks 
of HIV-positive persons and groups. They said they wanted a respectful and 
reliable man with a good social position, and they claimed to use condoms to 
prevent transmission of HIV. These women also said that convincing a man to 
wear a condom was quite problematic, as their partners would wonder why 
they felt the need to use a condom. They were fearful of disclosing their status 
in case their partners left them.

“He’s married and lives abroad most of the year with his wife and family. 

I need him. I’m so afraid of losing him if he knows my status. We have sex 

with a condom sometimes. He prefers without so I tell him he should be 

careful. I ask him not to trust anybody, even me. But he just smiles.” (HIV-

positive widow, 26 years old, Hanoi) 

All widows who lived alone had left their children with their own parents 
or their in-laws because they could not afford to support them even if they 
had employment. 



Chapter 7: Recreating Kinship: Coping Options of HIV-Positive AIDS Widows in Vietnam

137

“I had to leave my daughter with my mother so that I can work in town. I 

miss her so much but it is better for her.” (HIV-positive widow, 41 years old, 

Thai Nguyen)

Living with their own families

Six women had been living at their in-laws’ homes but had returned to live 
with their families of origin after their husbands’ deaths, while two had al-
ready lived with their spouses at the homes of their own parents prior to 
becoming widowed. All six women who returned home described being pres-
sured to leave by their in-laws. They found that their family of origin provided 
a more supportive environment. Two former IDUs reported feeling unable 
to make a living in their in-laws’ households because nobody trusted them, 
whereas they were able to live and work with their families of origin, together 
with their children. From the various stories a picture emerged of emotional 
neglect by their in-laws. Uyen’s case illustrates the isolation women experi-
enced after their husbands’ deaths: Uyen said that she loved her husband in 
spite of his drug addiction. They lived with his family, and had a son. When 
her son was two-and-a-half years old both he and her husband became ill 
with AIDS. Within a month she lost both of them. She was mourning their 
deaths, but her in-laws did not talk to her and made her sleep on a separate 
floor of the house. 

“I moved back in with my own family because I could not call my parents-

in-law for help when I was sick, because I am just a daughter-in-law. If I fell 

down in that house no one would know. My mother told me it served no 

purpose to stay with my in-laws. Therefore I went back to my family.” (HIV-

positive widow, 26 years old, Hanoi)

After some months of care from her mother and sister, Uyen joined a 
support group where she met her new boyfriend Duc, an ex-IDU who is also 
HIV-positive and wants to marry her. Uyen works as a peer educator and helps 
her family with household work. Duc and Uyen plan to live by themselves and 
have children of their own. 

Recreating kinships

Seven of the eight women who ended up living with their parents after being 
widowed had found new male partners. Because of the predominantly male 
HIV epidemic in Vietnam, it is relatively easy for a young HIV-positive woman 
to find a new partner at one of the mixed-gender HIV support groups. 

Most members are male former or active IDUs who would encounter dif-
ficulties in finding a partner who is not also HIV positive. HIV-positive men, 
who also live in difficult circumstances, seek partners, preferably HIV-positive 
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women, with whom they can live positively. None of the women wanted to 
marry an active drug addict again, having lived with one already. All the new 
partners of the widows were ex-IDUs. In five cases, these men had not used 
hard drugs for more then a year, suggesting that they had strong motivation 
to stay clean. They all had some income, mostly through an existing family 
business. Four women received stipends for their work as peer educators, 
which they found through HIV-positive women’s support groups.

Both men and women in these couples wanted to share their lives but 
none lived as a traditional family with the woman moving in with her in-laws. 
At the time we met them, the men and women were each staying with their 
families of origin, as the following cases illustrate. 

Lam, an unmarried HIV-positive man, was the boyfriend of HIV-positive 
widow Nguyet. Lam was an ex-miner, unemployed at the time we met him, 
and living with his grandmother. He became a drug user while working in 
abandoned mines, leading a group of others digging illegally for gold. They 
shared drugs and needles to give them the stamina to keep working. Never 
married, he found Nguyet through the HIV-positive support group. 

“We are a group of lonely men. We love it when a new female member 

comes and joins us. All the men in our HIV support group want to find love 

and have a family. I was one of the lucky men who found a woman who 

wants to marry me.” (HIV-positive male, 31 years old, Thai Nguyen)  

Nguyet lived with her young daughter at her own mother’s house, where 
she was making an adequate living raising chickens. Nguyet knew about 
Lam’s past but was ready for a new relationship. 

“I really want to marry again and have another child with my new boy-

friend. He has had an unhappy life, as his mother died young. I want him 

and his grandmother to have a baby to hold.” (HIV-positive widow, 29 years 

old, Thai Nguyen)

Their families approved of their relationship, but they did not know if they 
will live together after they marry because of Nguyet’s responsibilities for her 
daughter and her business.  

None of the families reportedly protested against the unusual arrange-
ment where widows with children stayed with their families of origin while 
having a relationship with a new man; on the contrary, they seemed relieved. 
Linh, a widowed mother with a young daughter, also met her current boy-
friend Dung, an ex-miner, in a support group for HIV-positive persons. She 
described wanting to raise her daughter in the stable environment of her 
family of origin, who are happy that she has a relationship with a man who 
loves her. Her boyfriend’s mother, a war widow, was happy about the support 
Linh offered to her son. 
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“He joined the support group where he met his new wife a year ago. At 

first I was worried that if they cannot practice family planning, they will 

probably have children. I do not want to have HIV-positive grandchildren. 

But if it is just because they love each other, then I agree with their choice. I 

know my daughter-in-law’s status and I love her as my daughter. She is very 

kind and she can change my son for the better. He has not used drugs for a 

year. She is very strict. Her first husband was a drug user but she is not. Her 

daughter is a good girl. If they are happy, I am happy.” (Mother-in-law of 

HIV-positive widow, 58 years old, Thai Nguyen) 

Linh and Dung were both volunteers in support groups. Dung was support-
ing Linh practically and emotionally, and was proud of and grateful to her. 

“I am who I am because of her. She gives me strength.” (HIV-positive wid-

ower, 32 years old, Thai Nguyen)

Only one widow, herself also a recovering IDU, who returned to her family 
of origin, appeared to have stopped looking for love and protection from men 
outside her family. Her father is a member of parliament. She had a stable and 
intimate relationship with a woman, also an HIV-positive former IDU. With the 
benefit of a good education, energy and people skills, she joined and became 
a leader of a support group. 

“Now I want to spend my life fighting drugs and helping other female ad-

dicts. I want my family to be proud of me, and I want to show them that 

even though I used drugs and became infected, I can still be useful.”  (HIV-

positive widow, 32 years old with a son, Hanoi) 

Living with the double stigma of HIV and widowhood

We interviewed 19 respondents when they were newcomers to their support 
groups. At first, all women reported very low self-esteem and feelings of isola-
tion and helplessness. They looked ill, poorly dressed, and neglected. Even just 
asking how they were often started their tears flowing. They said that they 
had sacrificed care for themselves by remaining silent about their HIV status. 
They had no plans for the future. They described being subject to cruel treat-
ment from their in-laws. For example, during our first interview with Anh Thu, 
a widow in Thai Nguyen, she described the stigma she had experienced: 

“I feel sick and weak. I came to the group for help. I could not stay with my 

in-laws, because my mother-in-law sold the land where I used to live. I used 

to cook at village parties and people used to help me with the rice harvest. 

Now that my husband has died of AIDS and they suspect that I am infected, 

nobody wants to work with me anymore.” (HIV-positive widow, 41 years 

old, Thai Nguyen)
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Being in a group enabled the widows to tolerate the double stigma of 
HIV and widowhood, and to regain confidence in themselves and in others. 
After some months, Anh Thu’s perception of her situation had become more 
optimistic:

“I can share my feelings with others in the group. Some are in a worse situa-

tion than I am. They have nobody, but I have my daughter and my mother. I 

now see that my mother-in-law is in a very difficult situation herself, having 

three drug addicted, HIV-positive sons.” (HIV-positive widow, 41 years old, 

Thai Nguyen)

Two years later, Anh Thu was running a food shop and had become a very 
active, cheerful member in the group, conducting outreach work with other 
rural women. 

Another example is Tuyet, who had just returned to live with her family of 
origin with her three-year-old daughter. She reported that after her husband’s 
death her family-in-law made her feel invisible.

“My family-in-law saw me as nobody. My child was not allowed to play with 

other children. I felt isolated and lonely so I came home and now live off 

my family’s kindness. I do not have a future plan. I want to give my child 

away, because I cannot care for her.” (HIV-positive widow, 27 years old, Thai 

Nguyen)

But a few months later the friends she had made through the support 
group had helped her to obtain medical care. She had gained weight, started 
to work at the market selling various goods, and was more positive:

“I am lucky. I have medicines, I feel much better. I am very busy with my 

business and can care for my child without my backward, rural in-laws. I 

don’t believe in fate. I believe in taking care of my daughter.” (HIV-positive 

widow, 27 years old, Thai Nguyen)

When we first met Hong, a recovering drug user, she was pregnant and 
had just married the father of her child, also an ex-IDU as well as being HIV 
positive. It was difficult to convince his family to accept the marriage and let 
her move in with them; they thought she was not a good match. But her hus-
band became ill and died from AIDS-related complications. Hong moved back 
to her family of origin with her daughter after his death.

“I feel sad for my husband. But I am relieved to escape my in-laws’ criticism. 

I don’t need a man or in-laws who do not accept me. I am a widow and HIV-

positive but I feel pretty good, I work hard and stay clean. I run a business 

now with my mother at our house. I help members in the group who need 

and deserve my help.” (HIV-positive widow, 26 years old, Hanoi)
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All of the women who were interviewed emphasized that the support 
groups had helped them to overcome the low self-esteem and lack of confi-
dence related to being an HIV-positive infected person and a widow, and that 
this made an important difference to their ability to start new lives. 

“Talking to others and learning from their experiences has really helped me 

and given me hope. My partner, whom I met through the group, had the 

same experience and this has made our love stronger.” (HIV-positive widow, 

28 years old, Thai Nguyen)

Discussion

Feminist authors have suggested that lack of self-esteem can lead to behavior 
that continues to marginalize and disempower women. (Malhotra, Schuler, 
& Boender, 2002; Schrijvers, 1985). A study in India found that the actual 
stigma experienced by those infected with HIV was much less than the stig-
ma HIV-positive people feared they would experience, or that they perceived 
themselves to experience. (B. E. Thomas et al., 2005) HIV-infected persons’ 
negative perceptions of themselves might thus be as significant a problem as 
others’ negative perceptions of them. Low self-esteem can change over time 
and our findings suggest that widows’ negative perceptions of themselves 
changed due to their membership of a support group. Both female and male 
members of support groups reported important psychological benefits due 
to the release of emotional pressure by sharing their status openly in a peer 
group. This effect might be what has been labeled as the ‘paradox’ of coming 
out openly as an HIV-positive person: though subject to AIDS-related stigma, 
one finds psychological release – liberation from the burdens of secrecy and 
shame. (Paxton, 2002) 

Studies in other countries have shown that many people who are aware 
of their HIV status change their behavior to diminish the risk of infecting other 
people. (Cleary et al., 1991; Colfax et al., 2002 ; Otten, Zaidi, Wroten, Witte, 
& Peterman, 1993). Several of the women who participated in our study failed 
to undertake such protective behavior towards others. Their behavior can be 
partially explained by the social pressures they experienced. These women 
were economically vulnerable and received financial support for sexual fa-
vors from various men, which they were afraid of losing if they disclosed 
their HIV-positive status. They might be deemed sex workers but did not see 
themselves that way. They emphasized that they felt emotionally close to their 
boyfriends.  Almost all women looked for infected partners in HIV-positive 
support groups. This confirms findings in studies in the United States showing 
that HIV-positive people are unlikely to choose a partner who is HIV negative. 
(Wiktor et al., 1990)

Current evidence indicates that there are no linear connections between 
the different spheres of life in which women are disempowered. Greater eco-
nomic freedom, for example, does not always equate with greater reproduc-
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tive freedom. (Beegle, Frankenberg, & Thomas, 2001; Hashemi, Syed, Schuler, 
& Riley, 1996; Kabeer, 2001; Kishor, 2000; Malhotra, Schuler, & Boender, 
2002; Oosterhoff, Nguyen Thu Anh, Pham Ngoc Yen, Hardon, & Wright, 
2008a) The HIV-positive widows in our study illustrate some of the complexi-
ties of disempowerment. It is likely that most were infected by their husbands, 
which suggests that they were not able to protect their reproductive health. 
They lacked individual economic autonomy when they lived with their in-laws 
because they were part of a family business. The women who had made in-
vestments in the business of their in-laws lost these financial assets when they 
moved out after their husband’s death. But the widows who left their in-laws 
and returned to their families of origin were able to earn and keep income 
from their own families’ businesses. Some women received stipends because 
of their work as peer educators; a source of income that is not available to 
poor women who are HIV negative. 

Because of the demographics of the epidemic and the increasing number 
of support groups, women were able to access new networks, which helped 
them to learn about their disease and to interact with their peers. The groups 
also helped these HIV-positive women find HIV-positive male sexual part-
ners. HIV-positive widows reported no fear of being discriminated against by 
HIV-positive men; their HIV status actually connected them. Hence for some 
women, widowhood and HIV -- as devastating as these are -- brought new 
options and several modest social benefits. Their husbands’ deaths freed them 
from the problems of living with an HIV-positive drug user. In addition, the 
women who returned to their families of origin reported feeling released from 
at least some of the stress of living in the household of their in-laws. Those 
who resided with their families of origin had the option of seeking a new 
sexual partner, and a third of them enjoyed a new, intimate relationship while 
living with their family of origin, with or without their children. While almost 
all of the partners the women had become involved with were also recovering 
drug users, and it is possible that these new partners will relapse and that the 
widows will be in the same situation as in their first marriage, most of them 
had been clean for more than a year when they met the women. For the time 
being, therefore, these women had established new living arrangements, in 
which they had an intimate relationship with a man and a stable environment 
for themselves and their children in their family of origin. 
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Abstract

On a global scale, AIDS is increasingly a women’s disease. Yet women’s con-
cerns continue to receive little attention, and women are politically under-
represented in the fora where AIDS policies are decided. In countries with 
epidemics concentrated among male IDUs, HIV+ women form a stigmatized 
minority. This study explores how Vietnamese mothers infected with HIV 
have been able to organise themselves successfully to access vital social, 
medical, and economic support and services. Motherhood is a double-edged 
sword. Although women are vulnerable to contracting HIV in their roles as 
wives and mothers, motherhood also provides women with social status and 
an identity that can be used to develop a collective form of organisation 
and a strategy to access the services that they and their family members 
need. Our research findings suggest that women’s practical and strategic 
needs are better conceived of as a continuum, rather than as hierarchical 
and separate. Because of fears that their children will be socially excluded, 
many HIV+ mothers are still unwilling to appear in public to challenge the 
cultural assumptions and policies associated with Vietnamese motherhood 
which burden them with many HIV-related care and support tasks, in addi-
tion to their other domestic work. 

Key words: Gender, self-help, Vietnam, care and support, HIV/AIDS

Introduction

Globally women are increasingly infected and affected by AIDS. (Dworkin & 
Ehrhardt, 2007; UNAIDS & WHO, 2006a) Women living with HIV/AIDS face 
specific problems that make them more vulnerable, such as domestic violence; 
(Dunkle et al., 2004; Garcia-Moreno & Watts, 2000; Maman, Campbell, Sweat, 
& Gielen, 2000) lack of access to education; (UNDP, 2005b) poor support and 
increased expenses as informal care givers; (Ogden, Esim, & Grown, 2004b; 
Smith, 1994) inequality in marriage; (S. Clark, 2004; S. Clark, Bruce, & Dude, 
2006; Glynn et al., 2001; Hirsch, Higgins, Bentley, & Nathanson, 2002; Unit-
ed Nations, 2000) and illicit drug addiction. (S. Murphy & Rosenbaum, 1999; 
United Nations, 2003; Vu Manh Loi, Vu Tuan Huy, Nguyen Huu Minh, & Clem-
ent, 1999) In many countries, gender roles restrict women’s opportunities to 
organise themselves and to participate in state decision-making processes on 
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socio-economic development and health. (Beneria & Sen, 1981; Bryson, 1981; 
Jain, 1980; Lazarus, 1994; Moore, 1988; Rule, 1987) 

Historically, female contributions to the transformation of public services 
as community leaders and activists have been undervalued, because of the 
low social status of women and motherhood. (Cott, 1987; Dore & Molyneux, 
2000; Kaplan, 1997; Koven & Michel, 1990, , 1993; Woolf, 1929) Today, in 
many countries, women work hard in the fight against AIDS, but their con-
cerns continue to receive little attention. (Kmietowicz, 2004) Women remain 
under-represented in, and are sometimes conspicuously absent from, fora 
where AIDS policies are decided and funds are allocated. (UNAIDS, 2006a)  

The need for HIV-infected women to organise themselves may be even 
greater in Asian countries with epidemics concentrated among male IDUs, 
where HIV+ women form the minority. (Ainsworth, Beyrer, & Soucat, 2003; 
Beyrer et al., 2003; Birowo, Djoerban, & Djauzi, 2003; Celentano & David, 
2003) These women have many immediate practical - as well as more strate-
gic political - needs and concerns. As sexual partners of male IDUs, their num-
bers are increasing, but access to services such as PMTCT is improving only 
marginally. (GSO, NIHE, & ORC Macro, 2006; MOH, 2004; UNAIDS, 2006b; 
WHO, 2006) As real or alleged drug users and sex workers, they face social re-
jection and criminalization. (Khuat Thu Hong, Nguyen Thi Van Anh, & Ogden, 
2004; Lohar & Shrestha, 2002; MacGregor, 2001; Paxton et al., 2005) Within 
their families they bear the brunt of household work and care (Beneria & Sen, 
1981; Boulding, 1983; Desai, 2000) 

Forming or joining a support group can offer opportunities for all PLWHIV 
to improve their quality of life, by learning about accessing and coping with 
treatment and sharing personal experiences. For women who have low sta-
tus in their own households, the emotional and practical support provided 
within such groups might be even more important than for men. The groups 
that could help HIV+ women to organise themselves and pursue practical and 
strategic gender-based needs are shaped by larger contexts, however. The 
relationship of citizens to the state, the cultural context, class and racial divi-
sions, as well as the issues around which groups and identities are formed, are 
all factors that have been found to shape self-help groups. (Gidron & Chesler, 
1994) In one-party communist states, such as Laos, Vietnam, and China, the 
distinction between the state, civil society, and political and non-political 
“mass organisations” such as the Women’s Union are unclear; opportuni-
ties to form independent groups are increasing, but still limited. Nevertheless 
groups for PLHIV have rapidly expanded in Vietnam over recent years; the 
number of self-help groups not directly under state authority has nearly dou-
bled between 2006 and 2007, from 34 to 74.(Health Policy Initiative, 2007)  

In many Asian countries it is the state, not civil society or (I)NGOs, that 
provides most social and health services. (Levine, 2004) This suggests that the 
quality and quantity of the services that HIV-infected and -affected persons 
need might be most efficiently improved through capacity-building and re-
form of state institutions, rather than by establishing parallel structures, and 
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that strategic alliances between PLHIV and the state can be instrumental in 
increasing their access to health and social services. 

However, in these same countries, intravenous drug use, sex work, and 
sometimes migration are heavily restricted and often criminalized, limiting the 
scope for the development of alliances between vulnerable populations and 
the state. In Vietnam, for example, drug use and sex work are considered 
“social evils”, and a significant proportion of the IDU population spends time 
in Soviet-style rehabilitation centres. (CSIS, 2006b; UNODC, 2007) Hence the 
involvement of HIV-infected women in HIV/AIDS programs requires that they 
have an “appropriate” civil identity that is acceptable to their families and the 
state in order to be effective representatives of PLWHIV. 

Based on this identity, they can find a way to organise themselves and 
transform their individual needs into successful collective action. This case 
study explores how HIV+ Vietnamese mothers organised themselves to ac-
cess vital social, medical, and economic support and services. What identi-
ties were developed to negotiate between the needs of their families, other 
infected and affected women, and the state? How did these identities con-
tribute to collective forms of organisation and a strategy to access the serv-
ices that they and their family members needed? The barriers that hinder 
HIV+ women from becoming politically active are also explored: to what 
extent are HIV+ women mobilised within self-help groups willing and able 
to take public political action? 

Respondents and Methods 

In this action research we followed the conceptualisation, foundation and 
organisational development of the first support group for HIV+ mothers in 
Vietnam over a period of three years. We collected data in November 2003 
for a rapid HIV/AIDS situational assessment. We conducted semi-structured 
interviews on HIV, AIDS interventions, gender, health and poverty with 15 
key government stakeholders in Hanoi, and seven officials in two rehabilita-
tion camps for IDUs and sex workers in Ba Vi. Following the analysis of these 
interviews, a workshop was held in December of the same year with key 
authorities and PLWHIV, in order to develop an action plan to address the 
problems identified. 

From the first meeting in April 2004 until early 2007, we followed the first 
Vietnamese support group of and for HIV+ mothers, the Sunflowers, in their 
interaction with both governmental and non-governmental health, social and 
economic services. Over the period studied, the Hanoi-based group grew 
from four mothers to 305 mothers and caretakers and expanded to three 
other provinces, Thai Nguyen, Quang Ninh and Cao Bang. This study focused 
on the pioneering group in Hanoi and the first Sunflower group launched in 
Thai Nguyen in 2005. 

We conducted participant observation during group program activities and 
at almost all official meetings between group representatives and the authori-
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ties. Minutes of meetings and program documents, including financial and 
narrative reports, were collected every three months. Economic data such as 
the income and capital assets of each group member, as well as loan repay-
ment rates, were collected every six months. State economic support to the 
group was audited quarterly. 

Bi-weekly participatory program observations in Hanoi and monthly pro-
gram observations in Thai Nguyen allowed researchers to follow the wellbeing 
of the women and their partners, children and families. Early in 2005 we con-
ducted 275 interviews with health care workers and key stakeholders in HIV/
AIDS in Thai Nguyen and Hanoi. With their informed consent, we interviewed 
56 HIV+ women in Hanoi and 28 Thai Nguyen. In addition, 34 HIV+ men in 
Hanoi and 13 in Thai Nguyen joined the interviews. In Hanoi, seven mothers 
in law and 10 in Thai Nguyen participated in the study. In Hanoi we also in-
terviewed two fathers of HIV+ women, one sister, one sister in law and one 
brother in-law, For all 153 persons, we used semi-structured questionnaires 
on PMTCT, care and support, family, HIV, VCT, and ARV. To protect their 
privacy we have changed all interviewees’ names. 

All but one respondent were of Kinh ethnicity, and hence belonged to the 
largest cultural group in Vietnam. The HIV+ women in the groups and their 
male partners came from a variety of social and economic backgrounds. Most 
of the women were between 20 and 30 years old, and all were literate. All the 
women had been or were still married, and all the husbands (alive or dead) 
had a history of intravenous drug use, visiting sex workers, or both; they had 
probably infected their wives. The husbands were usually in worse health than 
their wives because of drug-related health problems and their longer history 
of infection with HIV. 

Results

Shaping identities of HIV+ women

A number of scholars have emphasised the fact that self-help groups tend to 
develop distinct cultures and identities which define group membership and 
how members relate to each other. Specific cultural traits emerge among 
different groups, such as certain uses of language, symbols and rituals, and 
formal organisation. Gidron & Chesler, 1994) While there must be a sense 
of cohesion and shared concerns in order for people to be organised and 
mobilised, (Goodman et al., 1998; Laverack, 2001) self-help groups enable 
members to engage with others who share similar life experiences and prob-
lems, which can create an instant, shared identity. (Gidron & Chesler, 1994) 
Such groups benefit individuals both on a personal level, by allowing people 
to validate their own experiences as relevant, and on a group level, by helping 
them pursue their collective interests. (Klass, 1992; Powell, 1987)

The creation of a support group for HIV+ mothers was strongly influenced 
by the public health concerns of state institutions, notably the staff of national 
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and provincial hospitals, university researchers, the Women’s Union, and the 
Vietnamese Red Cross. When these authorities met with two HIV-infected 
women in late 2003, HIV+ women were not accessing the treatments tech-
nically available to them. In 2002, only 500 out of the approximately 6000 
seropositive women who gave birth in Vietnam were detected in the health 
care system. 

In the national obstetric hospital in Hanoi, a referral hospital for all of 
North Vietnam, less than 30 cases of women were detected and treated with 
ARV prophylaxis. Pioneering doctors who provided ART reported being un-
able to reach the potentially HIV+ female partners of their male patients:

“Women do not want to stay for treatment in hospital. They do not want 

to risk being seen and known to be HIV+. I think this is because they fear 

negative social consequences for their children.” (Senior doctor, Hanoi, pro-

vincial-level hospital, November 2003)

Isolated, HIV+ women lacked opportunities to improve the social and 
health care service providers that were failing to support them. Yet women 
expressed particular concern that without treatment for them, their children 
would be orphaned.

State representatives and HIV+ women therefore agreed that women 
needed to organise themselves in order to improve access to the medical, so-
cial, or economic care available, but stigma related to drug use and sex work 
limited opportunities for HIV+ women’s collective action. As one Red Cross 
representative noted, “Drug users really need our support, but if we allow a 
group of known users to meet in our building we might get in trouble with 
the police” (Dong Da, 2004). However, a group of HIV+ mothers without a 
history of drug use and sex work could meet in a public place and hopefully 
attract HIV+ partners of HIV+ IDUs. A drug-free group could create a socially 
acceptable environment for families who might otherwise not allow their fe-
male relatives to join. 

The first challenge was for women who were troubled by their HIV status 
and their role as mothers (views which corresponded to broader pessimistic 
and negative attitudes to PLWHIV’s suitability as parents; (Oosterhoff, Nguyen 
Thu Anh, Pham Ngoc Yen, Hardon, & Wright, 2007b) to mobilise and estab-
lish a sense of shared group identification while adhering to positive norms of 
Vietnamese womanhood and motherhood – in other words, to carefully navi-
gate identity issues. Sunflower was chosen as the name of the group because 
members wanted a positive and attractive symbol to counter the prevailing 
negative associations with HIV/AIDS in Vietnam. In the early days, the group’s 
outreach materials emphasised that the Sunflowers were HIV+ mothers who 
had no history of drug use and sex work, and group members suspected of 
drug use had to do a drug test. 

Indeed, members soon established status differences based on their hus-
bands’ and their own proximity to “social evils”. Women whose husbands 
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were not known publicly as IDUs and had not been in a rehabilitation camp or 
prison for drug use presented them as normal Vietnamese men who went to 
play (đi chơi) with sex workers. Women who could not “save face”, because 
their husbands were in rehabilitation centres or in prison, talked more openly 
about the problems this caused. In the early days many members avoided say-
ing openly that they lived with a drug user. Over time, some relaxed their guard 
slightly, admitting that their husbands might have tried drugs “a few times”. 

This denial of proximity to drug use was repeated by hundreds of new 
members in all groups in other provinces, with the exception of Cao Bang 
where the Sunflowers group went public with a performance on drugs and 
HIV, produced by members in collaboration with a troupe of break-dancers. 

The process of learning to validate one’s own experiences and adopt a 
new frame or meaning system in which one (re)interprets one’s personal situ-
ation has been described by various observers of self-help groups, (Katz & 
Bender, 1976) which have been considered “experiential learning commu-
nities” (Borkman, 1990) They can be places for the (re) formation and (re)
socialization of beliefs and behaviours. (Weber, 1982) Being able to connect 
to others with whom one can share experiences and opinions can be particu-
larly important in situations where people have a stigmatising disease or are 
considered socially deviant, (Kaufman, Freund, & Wilson, 1989; Kurts, 1990; 
Mack & Berman, 1988) as individuals are provided with an opportunity to 
redefine their identity. (Gidron & Chesler, 1994) These HIV+ mothers, living in 
a patrilinear and patrilocal society, felt isolated from their own families in the 
households of their in-laws, and were infected by a stigmatizing disease. They 
reported emotional relief and increased confidence because they were able to 
listen and learn from other women at the weekly group meetings. 

“I felt alone and weak. I used to keep my feelings to myself because I was 

afraid that I would not be accepted if I spoke about my problems. I am 

confident in myself now that I have been able to share with so many wom-

en like me and they have told me that they feel better listening to me.” 

(28-year-old HIV+ woman 2005)

Over a period of three years, the Sunflower groups gradually increased 
members’ understanding of the broader contexts that shape the lives of wom-
en and children in the HIV epidemic. Members’ attitudes towards male IDUs 
and sex workers gradually became more sympathetic due to their greater 
understanding about the structural causes that limit individual ability to make 
choices, for example. As mutual trust evolved among members the authorities 
were no longer requested to carry out drug tests, although it remains an im-
portant part of the informal and formal Sunflower culture and group identity 
that members abstain from using drugs. 

Attitudes towards domestic violence also changed. In 2005, a widow who 
left her child with her in-laws to live alone was criticised by the group for be-
ing a poor mother, even though her in-laws openly approved of her husband’s 
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physical abuse. But within a year, the group understood that she should not 
accept physical abuse, and that she had been unable to take her child with 
her because she had to work, and was too poor to hire care. Leaving her 
child with her in-laws, who could provide for it, had been the best solution. In 
another sign of increased sensitivity to this issue, two members now work in 
shelters for trafficked women and victims of domestic violence in Hanoi, run 
by the national Women’s Union. 

By 2006, the groups began to relax their eligibility criteria to include HIV-
infected widowers with children, and the caretakers of children of HIV+ moth-
ers. Yet although grandparents and single male parents have been eligible for 
membership for some time, male involvement remains limited, partly because 
of female members’ experiences of living with husbands who are IDUs - as the 
following discussion on male participation in a group meeting in Thai Nguyen 
in 2007 illustrates:

Group Leader A:  “We have to help children infected with and affected by 

HIV. We could invite widowers to join our meetings and learn to take bet-

ter care of their children. Maybe we’ll need someone to take care of our 

children someday.”

Group Leader B: “Well, I don’t think they are very useful to us. These men 

all use drugs. That’s why their wives died of AIDS.”

Member: “Well, men could be useful for doing some heavy jobs. Our office 

roof needs fixing.” 

The group laughed and agreed that HIV+ fathers could attend the group 
for advice on fatherhood and help to access health services. This decision reaf-
firmed members’ central identity as mothers, as well as their new identity as 
managers, not beneficiaries, of care and support for HIV+ women and their 
children. 

Mobilisation of support 

The Sunflower groups’ ability to organise and access services was enabled by 
strategic partnerships with the state. The original group was a joint initiative 
of HIV+ women and the state, notably the Red Cross and state health care 
providers, who wanted to improve health care services for HIV+ women who 
had previously been unable to mobilise themselves and gain access to state 
resources. The organisation was constituted as an offshoot of the Red Cross, 
and had its offices in a Red Cross building. In part, obviously, this reflected 
legal necessity: in Vietnam; almost all independent groups must be sponsored 
by state-approved mass organisations. But it also reflected members’ own 
ambivalent desire to be protected by and from the state, and to be able to rely 
on the state to represent their interests when this was to their advantage. 
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Members benefited from the fact that their identities as HIV+ mothers were 
acceptable to their families and to various state service providers. State authori-
ties wanted to help HIV+ women because they felt these women were more in 
need of assistance than men, and that a partnership with such women would 
achieve better results than the previous emphasis on working with male IDUs.

The Sunflower groups and the Red Cross negotiated the selection of group 
leaders, which was a learning process on both sides. Both members and the au-
thorities agreed that group leaders should be elected by members, and should 
receive a stipend for their duties. Initially, few women were interested in posi-
tions of responsibility; hardly any considered themselves potential leaders. One 
older individual, an experienced peer educator, was encouraged by the Red 
Cross to lead the original group, and members agreed. However, shortly after 
being selected, this woman (mis)used her position in attempting to persuade 
a hospital to give her ARV medications, misrepresenting herself as a Red Cross 
staff member. (Group members suspected that she intended to resell the medi-
cation.) This prompted both members and the Red Cross to take leadership 
elections more seriously, and to establish transparent rules and decision-making 
mechanisms for the group. Thus, within only several months, members had rec-
ognised the need for accountable and responsive group management. Howev-
er, management requirements also excluded less educated women, who were 
not familiar with formal working methods, from becoming leaders. One of the 
first members, a woman much respected for her wisdom and kindness, whom 
we will call Thanh, explained her refusal to become a leader:

“I do not want to represent the group because I cannot write very well. My 

parents were poor, so I am not very educated, and I feel very insecure about 

my writing and way of speaking.” 

This lack of confidence was not permanent, however. Thanh was among 
the first women to take out a loan when the group entered a strategic alliance 
for microfinancing with the Women’s Union. When members and state authori-
ties discussed what interventions would be helpful to the women in the groups, 
almost all members suggested income-generating activities, such as loans and 
vocational training. (Oosterhoff, Nguyen Thu Anh, Pham Ngoc Yen, Hardon, & 
Wright, 2007a) But most women were slow to take advantage of these oppor-
tunities when they were made available. Untypically, Thanh took literacy class-
es, then a proposal writing workshop at a national university. At the time that 
she joined the group her daughter was excluded from school because of her 
parents’ HIV status, but Thanh gained enough confidence to discuss the issue of 
discrimination with the school headmaster, who reinstated her daughter. She is 
now a leader in the group and advises national level authorities, though she still 
refuses to appear on camera and avoids public, media-reported events.

Members’ increased confidence reflected not just the group process that al-
lowed individuals to validate their experiences among peers, but also the ability of 
members to successfully pursue their collective interests by working together. 
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Indeed, some activities were conducted by the group without state sup-
port, especially household-level initiatives, where a visit from the authorities 
might arouse suspicion. Group members have, for example, taken action 
against domestic violence. At one group meeting in Thai Nguyen, a woman 
complained bitterly about the violent behaviour of her husband, an IDU, a 
domestic experience shared by many members. 

After an hour of commiseration, one woman suggested that the group 
visit the house of the abused member, which they did the same day, inviting 
the mother in-law to attend the group’s meetings to discuss the problem. This 
intervention apparently prompted the mother-in-law to prevent her son from 
abusing his wife.

Sunflower group members’ transition from recipients to partners in, and 
managers of, care paralleled the group’s increased access to available health 
services, such as ARV prophylaxis for pregnant women and ART (at first for 
adults, then, by the end of 2005, for children as well). In 2004, HIV+ women 
were in many ways disenfranchised from access to health care; by 2006, the 
group’s initial members had become gatekeepers in the system, working as 
peer counsellors with health staff.

Hence, as the table above illustrates, through strategic alliances with 
health service providers, Hanoi members progressed from a situation of poor 
adult access to ARV and no access to medicine for children, to one where all 
children and their parents have free access to ARV. In both provinces most 
pregnant women are now able to access PMTCT, and are able to access ART 
for themselves and their immediate family. In the group’s first year, the hus-
bands and children of several members died because they were unable to 
access treatment (roughly a third of Sunflower children born in 2004 were 
HIV+, some of whom died). This is rare today, because members are able to 
access services more rapidly. The rise in the number of referral networks of the 
groups, from two to 32 sites in Hanoi and 8 to 15 in Thai Nguyen reflects both 
the increasing number of the services available and the ability of the groups to 
enter strategic alliances to access them. By 2007, all members had access to 
ARV prophylaxis for their children and to ARV for themselves, for example. In 
Thai Nguyen a similar trend occurred. 

In both provinces about half of the members completed a PDP to pri-
oritise their medical, economic, and social needs. Based on the plan they 
received tailored support to access other state services, such as loans, job 
counselling and state-provided legal advice on the registration of land rights 
and other vital bureaucratic procedures. Group members in both provinces 
were almost universally enabled to gain access to school for their children, 
who had previously been excluded; these included both HIV+ children and 
some with severe developmental difficulties. While the number of children, 
including HIV+ children, of members in both groups increased, by 2007 only 
three HIV+ children in Hanoi and four HIV+ children in Thai Nguyen could 
not go to school, reflecting members’ increased negotiation skills with the 
authorities involved. 
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Table 1: Support group growth and increase in access to state service providers between 
December 2006 and June 2007 

Hanoi Thai Nguyen

April 
2004

Dec 
2006

June 
2007

Dec 
2005

Dec 
2006

June 
2007

Number of mothers 4 150 155 4 62 120

Children of members 4 120 170 4 50 100

Other family members involved 0/4 50 150 0/4 100 113

Number and proportion of 
children > 6 years of age who 
completed the school year.  

1/1 25/25 29/29 3/4 58/58 73/73

Number of HIV positive children 
>2 that want but are not able to 
go to a regular public school 

- 8 3 1 5 4

Number and proportion of 
members who submitted a 
completed personal development 
plan 

2/4 120/210 155/305 0/4 62/162 115/193

Number and percentage of 
mothers who submitted a 
business plan and received loan 
based on business plan

0/4
18/150
12%

12/155
8%

0/4
29/62
46%

58/120
48%

Number of facilities providing 
ART, PMTCT and OI treatment in 
the referral network at national- 
and provincial-level with trained 
staff and visible posters, leaflets, 
and name cards of the support 
groups out of the total number 
of potential participating 
facilities 

1/2 6/6 6/6 0/1 1/1 2/2

Other health facilities that 
provide services in the referral 
network with trained staff and 
visible posters, leaflets and name 
cards of the support groups 

1 25 26 0 7 13

Number of health facilities in 
the referral network that work 
directly with peer counsellors 
that are elected by the group

0 4 4 0 1 1
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Hanoi Thai Nguyen

Number and percentage of new 
adult members who need and 
receive antiretrovirals

1/3 28/30 30/30 1/2 18/23 30/30

Number  and percentage of 
children of new members  who 
need and receive antiretrovirals

- 15/19 30\30 - 8/10 12/12

Number of HIV-positive pregnant 
women who need and receive 
PMTCT intervention (antiretrovi-
ral prophylaxis, facility-based de-
livery, subsidised infant formula)

1 30/30 37/37 - 1/2 3/3

 

At some key national health sites, where ART and other AIDS-related 
health services are increasingly available (mostly funded by international 
donors), member-peer counsellors began working with health staff to refer 
women between hospital-based and community services. In many areas of 
Vietnam, substantial progress has been made in transitioning AIDS treatment 
from a hospital-based setting, to a community-based treatment model more 
suitable for chronic diseases. Through their referral networks, the Sunflowers 
played a significant role in enabling this transition in Hanoi and Thai Nguyen. 
In 2004 there was no referral system between obstetric hospitals that provid-
ed prophylaxis, ART providers, and community based groups. This meant that 
after delivering with ARV prophylaxis for PMTCT, women would not know 
where to go for care and support for themselves or their families. By 2006 
Sunflower members were working directly in seven health care sites in Hanoi 
to refer pregnant women and mothers to and from the various groups and 
services available, for example. They also established links with other groups 
who provided services to male partners and IDUs. 

Although some national-level health staff initially worried about the ca-
pacity of PLWHIV to understand treatment regimes, this changed over time. 
Medical tests suggested that patients who were able to talk to peer counsel-
lors in the hospital and join community-based groups adhered well to treat-
ment because they were monitored and supported better. 

“I was a bit worried about the peer educators because their educational 

level is low. But I can now see that they are very useful to us. Patients tell 

them things that they do not want to tell us, and actually, frankly speaking, 

we have no time to listen anyway.” (medical doctor, national-level hospital, 

2007 Hanoi)
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Members who work in partnership with national hospitals have presented 
their work to national authorities and policy makers. At one hospital, peer 
counsellors have formalised roles, with terms of reference. But while this sug-
gests a certain political empowerment and recognition for Sunflower mem-
bers, such empowerment remains within the limits of their traditional, private 
roles of mother and caretaker. 

Political involvement 

From the outset, group members struggled to balance their desire to raise 
public awareness and mobilise new members with their fears of being reject-
ed by and losing protection from state authorities. Soon after the first group 
was launched, four members and several Red Cross staff appeared at a World 
Bank Innovation Day event dressed in ao dai, traditional Vietnamese formal 
dress, to counter negative stereotypical images of PLWHIV. Yet while the pro-
posal Sunflower members presented for a public campaign against stigma 
and discrimination was among the winners, members delegated Red Cross 
staff to accept the award, as they were too fearful to disclose themselves. 

The women have participated in the production of several media outputs, 
including a radio documentary on isolation and a fiction film on the unequal 
treatment of men and women infected with HIV. Members took part in in-
stallation art performances on the rights of HIV+ mothers to raise their own 
children, performances which were broadcast on national and international 
television. The fixed component of the installation art piece is on display at 
the National Museum for Women, but during the performance associated 
with the installation, group members wore heavy makeup and wigs, and the 
museum exhibit includes no close-up pictures which might identify them. 

These examples reveal how although members have been able to gain 
access to services that were previously denied them, and have worked in new 
ways with service providers to evaluate and improve the quantity and quality 
of service delivery, which can be considered political acts, some of their ac-
complishments (as well as their unmet needs) remain invisible because these 
HIV+ mothers refuse to enter the public political sphere, where they would 
risk losing their anonymity. While a number of the poorest members have 
agreed to appear in public to talk about stigma and discrimination in order to 
obtain funding for personal reasons, this has caused tensions. 

Discussion

Support groups aimed at helping HIV+ women organise themselves and pur-
sue practical and strategic gender-based needs are shaped by interpersonal 
and internal processes within the group, as well as larger contexts. The need 
for members to share a common identity as well as interests and needs has 
been documented in studies that examined the conditions for community 
empowerment. (Laverack, 2001; Wegelin-Schuringa, 1992) The founding 
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Sunflower group reshaped a negative HIV+ identity, associated with social 
deviance, into a more positive identity as HIV+ mothers, which attracted new 
members and was acceptable to both families and the authorities. Although 
the specific approach of the Sunflowers was unique at the time of the group’s 
inception, this process of identity formation and interaction with the state 
reflects the experiences of PLHIV self-help groups more generally in Vietnam. 
(Health Policiy Initiative, 2007)

In Vietnam, women’s roles as mothers put them at particular risk of contract-
ing HIV, yet motherhood also grants women a certain social status, while being 
childless is stigmatized. As HIV+ mothers, Sunflower members reported feeling 
like unfit mothers, a reflection of negative broader social opinions on HIV and its 
association with “social evils”. This negative identity was transformed through 
membership of the group. Moreover, when the first group was founded, both 
members and the authorities shared a view of HIV+ women as beneficiaries of 
state interventions, not partners. This changed as members started to formally 
work with authorities at health service delivery sites, contributed to planning 
and evaluation processes, and were invited to give comments on policy drafts. 

Several studies identified a connection between the ability of community 
change. (Eisen, 1994; Fawcett et al., 1995; Hildebrandt, 1996; McCarthy & 
Zald, 1977) In the Sunflowers’ case, the group managed to mobilise access 
to lifesaving medicine, as well as other critical services. However, access to 
resources alone may have limited social and political impact. Water and sani-
tation projects, for example, can provide resources without this resulting in 
improved health or increased ability to think critically and solve problems. 
(Rifkin, Muller, & Bichmann, 1988) A number of authors have emphasised the 
importance of the development of such reflexive skills in social and political 
change. (S. Evans, 1980; Paulo, 2000; Sen, 1990) Our findings suggest that 
critical thinking skills and increased access to resources may be interlinked. 
Having access to services, in particular medicines, gave women greater con-
fidence in themselves and their relationship with the authorities. Once their 
immediate needs were taken care of, members had the space to reflect about 
other issues, such as domestic violence and the needs of other people af-
fected by HIV/AIDS such as caretakers. 

Molyneux proposed a distinction between practical and strategic gender 
interests to distinguish between women’s needs arising from immediate ne-
cessity, based on the sexual division of labour, and their longer-term interests 
in transforming social relations and enhancing women’s status. This distinc-
tion suggests a hierarchical relationship between grassroots women’s organi-
sations that deal with practical issues, and those oriented towards policy re-
forms. It has been argued that such a division contributes to development 
planning which is either strategic but impractical, or practical but non-stra-
tegic. (Wietringa, 1994) Yet studies on grassroots organizations in settings 
such as Peru and Brazil have demonstrated that women’s practical issues are 
directly related to national, strategic socio-economic issues. (Boesten, 2004; 
Corcoran-Nantes, 2000) 
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Our findings suggest that practical and strategic needs are better con-
ceived of as a continuum rather than hierarchical and separate. While ART 
is an immediate practical need for all PLWHIV, as HIV+ mothers Sunflower 
group members had, and continue to have, both urgent practical needs and 
long-term strategic needs. The women increased access to resources through 
an improved referral system with many service providers. The strategic alli-
ances between the group and service providers were actively negotiated and 
created with the help of the state, partly because initial capacity for leader-
ship and strategic networking by the group was limited. In the case studied, 
the state took the lead in the establishment of a referral system between the 
group and various services, while the group elected their own internal leaders. 
This can be seen as a form of pluralistic leadership. (Goodman et al., 1998) 

Our findings indicate that such pluralistic leadership is possible within exist-
ing power and gender structures in Vietnam, where the state has traditionally 
emphasised the importance of motherhood, and has embraced maternalist 
discourses that consider women as unchallenged mothers and caretakers of 
society. Sunflower members’ embrace of maternalism as a means of accessing 
previously restricted state services has a certain strategic value: 

It diversified access to such services, though within traditional gender roles. 
A maternalistic strategy is not new, and has been criticised for celebrating 
self-sacrifice as an essential feminine attribute, and therewith reinforcing tra-
ditional gender roles. (M. Nash, 1995; Pedersen, 1993) States have responded 
differently to women’s grassroots networks at various times, but have also 
used such networks to rely on the provision of services without pay, in order 
to prevent social unrest caused by economic changes, for example. (Boesten, 
2004; Koven & Michel, 1993) In the long run, whether or not the Sunflower 
women will be able to effect the kinds of policy changes that could really 
ameliorate their HIV-related care and support tasks, in addition to their other 
(unrecognised) household work, depends on their willingness to appear in 
public and challenge some of the assumptions of Vietnamese motherhood. 
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CHAPTER 9 
Conclusion: Resisting the Pressures 

In this thesis I examined how both HIV as a disease and medical technolo-
gies and associated state policies and practices aimed at the prevention of 
mother-to-child transmission of HIV in Vietnam not only build and reinforce 
gendered inequities between men and women, but also provide new spac-
es and opportunities for women to resist and transform traditional gender 
roles and identities, and also to change state approaches to tackling HIV. 
The application of PMTCT technologies can be seen to be founded upon 
conventional gender norms, notably socio-cultural notions of motherhood. 
Although both men and women can be vulnerable to HIV/AIDS due to their 
specific gender roles and identities, HIV+ women may be more vulnerable 
economically and socially due to stigmatisation, increased health expenses, 
and possibly the loss of a spouse. Although many of these practical, femi-
nine burdens of the epidemic are invisible at high policy levels, they are im-
portant in shaping women’s lives at community, familial and couples levels. 
Rather than presenting a fixed and unchangeable view of gender relations in 
which women are victimised, I have emphasised women’s agency and pro-
posed a more fluid, dynamic and negotiable approach to gender relations, 
stigma and women’s (dis)empowerment. In order to understand if and how 
these changes empower women I have tracked women’s lives over a period 
of time. Once diagnosed as HIV+, women must make choices regarding 
their fertility, such as whether or not to continue a pregnancy or try to have 
a child. Within the broad four-prong PMTCT model, there are specific mo-
ments that are of particular theoretical and empirical interest, as they shed 
light on the negotiation and construction of individual, familial, and collec-
tive views of women as mothers and as caretakers of society as a whole. I 
have examined a number of these key moments in chronological order, as 
HIV+ women encounter them in their own lives.

In Vietnam, as in other developing countries, the prominent role of the 
familu means that many choices including decisions about fertility, control 
over income, household assets and health expenditure are not made by in-
dividuals alone. Being a HIV positive mother can be seen as a double-edged 
sword. Women are in some ways burdened by state-controlled population 
policies such as ”cultural family policies,” which aim to mould women’s iden-
tities and roles, as well as HIV surveillance. But at the same time, the cultural 
and political importance of motherhood, together with the increased visibility 
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of HIV+ women, also offer opportunities for women and the state to organ-
ise themselves and improve services and opportunities for different different 
classes of HIV+ women in modern Vietnam. 

HIV+ women may be politically and legally marginalized because of their 
HIV status, or because of illicit drug use in the household of their in-laws. Be-
ing publicly known as a person infected with HIV can limit the range of jobs 
or business opportunities available to such women, but being HIV+ can also 
open the door to various new and relatively lucrative job opportunities, such 
as working as a peer educator that are not available to those who are not HIV 
infected. In each chapter my study questions have explored the double edges 
of motherhood at different temporal points in course of the PMTCT proc-
ess; HIV testing and discovery of HIV+ status, deciding about having children, 
making a living as a HIV+ person, dealing with the loss of a spouse, seek-
ing practical support and recreating new social networks. Having described 
the experiences of these women and their families in the preceding empirical 
chapters, I now examine in my conclusion what it means for women to live 
with these gendered normative pressures and inequities. 

Fertility, child desire and HIV

In Vietnam, with its strong patrilinear and patrilocal Confucian tradition, wom-
en who are married to the eldest or only son are under particular pressure to 
produce a male heir who can continue the lineage. Women and men also want 
to have children for various personal, familial and cultural reasons. It is difficult 
for Vietnamese women to openly challenge the dominant normative view of 
the “natural” role of women as wives and mothers. For women who cannot 
have children there are some, though scarce,, opportunities to adopt children, 
or they may have to share their husband with another woman who can bear 
his children. These negative social consequences of an apparent inability to 
bear children are not unique to Vietnam, but have been found in culturally di-
verse settings. Having a child may, therefore, give a woman personal emotion-
al satisfaction, nearly always gives her status in the household of her husband, 
and allows her to participate in formal and informal networks of other women. 
Most women consulted in this study in Hanoi learned about their HIV status 
during HIV testing when they were pregnant, because testing is mandatory 
before a hospital delivery, but others learned about their disease because their 
husband or child became ill with AIDS. Routine “blood” tests (including HIV 
tests) during ANC are acceptable to women and health staff because both feel 
uncomfortable discussing issues specific to HIV-testing because of the stigma 
related to HIV. This discomfort also explains why health workers at routine 
testing sites rely on the official notification system, shifting the responsibility 
to inform the women from the hospitals to district and commune health staff, 
which can result in stigmatisation by families and communities. 
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This study corroborates previous research findings, reported earlier, that 
in a Vietnamese context we need to look at the whole family in order to un-
derstand fertility decisions among HIV+ couples. When we looked into the 
factors influencing decisions about fertility in families with an HIV-infected 
member we found that men and women both have limited authority. 

Instead, the whole family takes a crucial role in deciding whether a wom-
an should become pregnant and whether she will keep her child. Women 
who were detected HIV-positive at ANC services reported regretting having 
been tested late in pregnancy because they felt ill-prepared and unsure that 
they could raise their child well. One reason suggested by the results of our 
study of people’s actual decisions over a period of time: that although peo-
ple may expect to have children, few take the step of actively trying once 
they are infected. 

The HIV+ couples that actively tried to have a child despite their HIV status 
decided to do this in the context not only of the close family but also under 
the influencing presence of the ancestors in Kinh culture. In 18 out of 20 
cases where women felt pressured to have a child she was married to the 
eldest and/or only son, hence the “lineage holder” responsible for continuing 
the family line, and was pressurised by the family to have a male child. The 
Confucian cultural notion of the need for parents and grandparents to have 
male offspring to continue the lineage is therefore critical to fertility decisions 
within families. The relative lack of authority of men over fertility found in this 
study is probably related to the history of drug use of most of the HIV+ men 
who were included. These men are likely to have very low esteem because of 
their addiction, they know that their family suffers but they cannot stop using 
drugs without adequate professional help and substitution drugs like metha-
done which are currently not accessible in Vietnam. The role of elder men in 
family fertility decisions deserves to be further explored. The HIV+ women and 
men we met did not propose to invite these elder men to join the research and 
we respected their wishes. However when we spoke with the elder women 
it seems that some of these decisions were taken in the name of these elder 
men and for his family lineage, but not one older or younger woman person 
referred to discussions in which these elder men had been directly consulted 
or given their opinion. It is therefore possible that elder Vietnamese women 
consider it part of their thiên chức to take care of their husbands’ family line-
age without directly discussing this with them and in a way disempowering 
them in their own households. 

We found that health workers shared common cultural ideas about pre-
ferred family composition. They support men and women in the quest for 
male offspring, which is facilitated by the presence of PMTCT technologies 
that significantly reduce the risks of having an unhealthy HIV+ child. 
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The availability of ARV prophylaxis not only gives women and their fami-
lies’ new fertility options but also poses new moral questions, although pa-
tient–provider interactions, especially counselling on HIV, PMTCT and fertility 
issues can certainly improve some of these moral choices and dilemma’s that 
cannot be answered by health workers alone. 

HIV-infected families need to take into account certain social stigma to-
wards persons infected with HIV as well as structural considerations when 
they make fertility decisions. Health workers, women and their families are 
not just concerned about the health of the child itself but they are aware of 
the broader social difficulties of rearing a child in a family both infected and 
affected by HIV and which might also be coping with addiction related prob-
lems. These personal and familial choices about fertility are made in a context 
of the privatisation of the national health care system and national depend-
ency on international donors to provide funding for ART. The reluctance of 
HIV women and men to actually take the step of trying to have a child should 
also be understood in the context of uncertain access to medicine and other 
health services that HIV infected persons need for the rest of their lives. 

Gender, HIV surveillance and the state 

Life in most of the households consulted during this study is dominated by 
the illicit and socially stigmatizing drug addiction of one or more male mem-
bers. This study suggests that HIV testing in Vietnam is both based on medical 
symptoms and on socio-economic attributions such as “hairstyles”, “cloth-
ing” that are linked to social deviant behaviour notably drug addiction and sex 
work. The symptomatic testing in a way reflects and builds upon these other 
“social deviant symptoms” and social differences between women and turns 
it into a new medicalized “at-risk” subject that needs testing.

Routine testing on the one hand normalizes the testing procedure and this 
is an important reason why both health workers and women prefer this mode 
of offering tests to symptomatic or opt-in testing. Yet, on the other hand any 
HIV testing, including routine testing, creates a medical distinction between 
HIV+ and HIV- persons that has a social significance. Both symptomatic test-
ing and routine testing results at the provincial levels and below are commu-
nicated to communities through a HIV+ notification system that informs HIV+ 
individuals, their families and communities, about their positive result. Though 
this notification system is intended to assure the provision of care and sup-
port to PLWHIV we found it also often results in social isolation and stigma. 
Through such notification, the HIV+ status becomes a symbolic marker that 
is placed upon families who can become socially isolated in their own homes 
and communities due to HIV-related stigma.  

Stigma can be seen as an example of the internalisation of structural pow-
er inequities that have been described by Sen and Freire, making HIV+ persons 
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to a certain extent complicit in their own social isolation and marginalization. 
The counselling that HIV+ women receive from the various authorities that 
make home visits to PLWHIV is irrelevant in helping women understand their 
rights and improve their situation. 

However, it was found that HIV+ women regularly take action to change 
their lot by actively seeking HIV counselling and information about living 
with HIV at VCT sites after inadequate counselling during routine testing and 
through the notification system. Although at first glance or at first meeting 
with these women one might get the impression that their situation is hope-
less, and that they suffer from some or various kind(s) of “false conscious-
ness,” this study found also that over time the women developed new coping 
options and abilities to change their marginalised positions. While HIV sys-
tems of surveillance and notification may have isolated these women through 
actual and felt stigma, it also made them visible and a much sought-after 
target of both national and international funding and support, creating many 
new opportunities and capacities for them to negotiate power inequities. 
Many self-help groups for PLWHIV in Vietnam aim to improve individual cop-
ing mechanisms with psycho-social support from peers. These groups help 
women not just in addressing HIV related stigma and building self-esteem 
but also in accessing economic and medical services. And while HIV+ stigma 
can create a self-made or self-perpetuated “prison” it can also enable the 
establishment of new networks and groups that provide individuals with new 
freedom, based on their HIV status. 

Families living with HIV 

The life stories of several women in this study reveal how drug addictions 
create and reinforce differences among women both within and outside the 
family. Elder women in families with male IDUs do not merely fail to inform 
the girlfriends of male drug addict members. Some women actively hid the 
drug problem and HIV+ status of their sons and brothers, sometimes -in an ef-
fort to rehabilitate the family by the marriage of its drug-addicted member. 

In most of the families consulted during the study the younger women have 
to obey their in-laws, especially the mother-in-law, perform unpaid household 
work and contribute labour to family businesses over which they have lit-
tle, if any, control. Although studies suggest that the economic situation of 
Vietnamese women has overall improved since Đổi mới, most of the women 
in this study are married into poor and lower middle income households, do 
unpaid work in the household, and they and in some cases their husbands 
mostly work in the informal sector or in insecure jobs in the private sector in 
urban areas. Moreover, in a Vietnamese urban context it is very difficult for 
women to abandon a difficult marriage or remove themselves from a prob-
lematic family situation and live alone for both financial and social reasons. 
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The increasingly available ART in Vietnam not only creates new health op-
portunities, but also moral and economic obligations for women in families 
living with AIDS. The advent of HAART has changed the kinds of care and 
support that HIV+ persons need from a hospital setting to a community and 
familial setting. With HAART, AIDS has become being a chronic disease and in 
developing countries such as Vietnam families carry the burden of care and the 
financial costs of such treatment. For the women who are infected with HIV 
themselves there is pressure to help their husbands to stay alive and access the 
new medications, which means that they have to find money to improve their 
husbands’ health, especially the costly analyses of their liver function. 

The structure of families, their earning capacity and life cycles are all affected 
by HIV and the effects are different for men and women. This study suggests 
that gender roles and identities within these families can put women at risk for 
HIV and can burden women with many responsibilities. However, our data on 
AIDS widows revealed how the HIV epidemic allows some HIV+ women to cre-
ate new family and social support structures and avoid some of the restraints of 
the communist model “cultural family” and Confucian patrilocal ideals. 

Empowerment, gender and HIV 

There is now a wealth of studies on AIDS, vulnerability and disenfranchise-
ment, and the empowerment of women is now a much cited recommenda-
tion on reducing the spread of the epidemic. Some of the literature on HIV/
AIDS links the spread of the disease to globalisation, larger economic struc-
tural causes and international and national policies. It is clear that the price 
of ARV is key in shaping the lives and opportunities of individuals. This price 
is indeed determined by economic forces such as the pharmaceutical industry 
and global, international political initiatives such as the Global Fund and Clin-
ton Foundation. But an emphasis on global or national structures and policy-
making in the public arena might reflect a view of state power and gender 
relations that cannot well describe changes that alter power configurations at 
the grassroots level.  

In Vietnam, just like the rest of the world, women are increasingly in-
fected and affected by HIV/AIDS, and there is a feminisation of the epidemic. 
However, it is important to keep in mind that the epidemic is IDU-driven, and 
remains concentrated among men of reproductive age. These men are vulner-
able to addiction because of their gender roles and identities as risk takers, 
their exposure to professions and environments where drug use is common, 
and even promoted (such as mining and truck-driving), and where drugs are 
cheap and readily available. The vulnerability of women to HIV infection is 
related to their gender roles as mothers and wives, but our study suggests 
that the women who become infected also lack power in other domains due 
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to their educational and economic status which shows the importance of the 
socio-economic context on vulnerability to HIV.

While the Vietnamese state has systematically promoted gender equality, 
in many ways gender roles continue to restrict the opportunities of women, 
especially poor women, to organise themselves and participate in decision-
making processes by the state on socio-economic and health development. 
Yet while women can be considered to have low status in many spheres, 
motherhood is revered in Vietnam. This is why the Women’s Union has been 
able to establish groups for the mothers of HIV+ male IDUs to support drug 
users (“sympathy clubs”) even though drug use is criminalised. Yet these clubs 
can also be seen as confirming the moral obligation of mothers to take care 
of their sons; rather than enabling adult male IDUs to take care of themselves. 
Yet while the men in this study also had a history of disempowering drug use 
and often had few opportunities for paid work, when they were given the 
opportunity to challenge their traditional roles and take care of their children 
and household work they accepted this. This illustrates that gender roles can 
change and suggests that Vietnamese mothers and wives might be disem-
powering men by taking too much care and enabling selfish behaviour. 

The key concerns of mothers and other women infected and affected by 
HIV, such as their own physical and mental health, continue to receive little 
attention, especially when compared to general prevention. These women 
like other women in other parts of the world are attractive to donors and 
national authorities in their role as mothers but remain under-represented in 
the national fora where AIDS policies are decided and funds are allocated. 
The experiences of establishing a self-help group for HIV+ mothers revealed 
how, compared to other PLWHIV, such women have the advantage of an 
instant “acceptable identity”:  their identity as mothers tends to be regarded 
as morally unimpeachable by other social actors, allowing them to form sup-
port groups more easily.  Under the umbrella of the state such a group can 
also network efficiently with various service providers, and although referral 
networks might not be visible they are instrumental for the successful access-
ing of services. Although HIV+ women who join such groups may be isolated 
and feel powerless as individuals, being in a group and interacting with other 
women who might have different backgrounds but some similar experiences, 
allows for a positive transformation of ideas and prior prejudices. 

Yet although motherhood is a socially acceptable and strategic identity for 
HIV+ women in Vietnam, their capacity to become publicly active is constrained 
by their fear of stigma, especially the stigmatisation of their children. This fear 
may be unfounded. It was found that almost all children of HIV+ mothers who 
were members in self-help groups were able to attend school after these wom-
en gained self-confidence and skills in interacting with state authorities. 
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Rather than dismissing women’s grassroots groups, as an example of ma-
ternalism that celebrates self-sacrifice of women and reinforces traditional 
gender roles I propose for the recognition of different levels and centres of 
power. Behaviour that appears to suit people’s needs at one point might be 
seen rather differently at another level. Women’s requests for information 
about how to take care of an AIDS-infected son, and apparent success in or-
ganising themselves might, for example, result in them being burdened with 
further care and support tasks. Women’s desire to marry into a richer urban 
family and become a mother might give them status but can also put them at 
greater risk of contracting HIV through an unwitting marriage to an IDU. Al-
though it might be because of traditional gender roles that women mobilised 
themselves in order to access ARV prophylaxis and ART, the political meaning 
of this act can be considered in different ways, and partly depends on original 
expectations. If the objective of these groups were to improve access to AIDS 
treatment then the 100% access they have reached on PMTCT and ART is as 
good as it gets. 

If these groups are assessed according to whether they structurally trans-
formed gender relations, our conclusions are less positive. We found that 
women’s practical, immediate and strategic gender interests are an interre-
lated continuum of needs and capacities. The Sunflowers, under the umbrella 
of the state, were able to effectively organise and mobilise themselves as in-
dividual HIV+ mothers and as a special interest group around practical issues. 
Over the course of time their understanding of gender relations and their 
relationship to the state changed and they were able to make some social and 
health care services more patient-centered and responsive to their specific 
needs. But their HIV status made health concerns, especially access to ART a 
priority over, for example, access to economic services such as loans. Yet once 
access to these vital, life-saving medicines was assured, then members were 
able to focus on other issues, such as socio-economic support.

Empowerment is a process that involves the recognition that women 
have agency, their own capacities and abilities to act, rather then being vic-
tims. This study showed how being part of a group and having access to 
micro-credit helped to empower women in five dimensions at the household 
level, especially economic empowerment, socio-cultural empowerment, and 
psychological empowerment. At the same time, however, it appeared that 
a change in gender relations and division of labour at the household level 
were at least partially a condition for, not a result of, women’s empowerment 
by micro-credit as we saw that only the women with husbands who helped 
and supported them were able to retain the profits of the increased income. 
Relatively little progress seemed to be made in increasing women’s reproduc-
tive freedom and changing the importance of the lineage to family decision-
making on fertility issues. 
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The legal and political independence of all grassroots groups are restricted 
by the overall political situation it Vietnam, and it is not possible for any group 
to operate outside of the communist state. However, the state and mass or-
ganisations played a key role in actively facilitating and mobilising women, 
resources and providing leadership during the start-up phase of the original 
group, when members were isolated at home, tried to establish status vis-a-
vis each other, refused to take on the role of leader or take member voting 
seriously. Within the groups, women learned how to interact and collaborate 
with authorities in ways that improved the quality of the services, which gave 
them and the state representatives personal as well as professional confidence 
and satisfaction. Being HIV-infected helped these women to develop friend-
ships, networks and relationships with authorities and other HIV+ women 
around their traditional roles and identities as mothers.

But the Sunflower group also helped some women to transform tradition-
al roles by using the group and their HIV status to convince their male partners 
to take on domestic and childcare responsibilities while they went out to work 
as peer educators or to run their own businesses. Hence, ironically, although 
these women had been infected while trying for a child due to the traditional 
roles and pressures associated with being wives, becoming infected liberated 
them from some of the restraints of motherhood.
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SummARy 

Vietnamese cultural notions concerning motherhood are a double-edged sword 
that can both circumscribe and empower HIV+ women in their ability to make 
choices at different moments in their lives and in relation to the state-provided 
PMTCT program. The HIV epidemic in Vietnam is still concentrated among male 
IDUs, which reflects a specific vulnerability of men to HIV in Vietnam in the 
context of Đổi mới. Men are at risk because of masculine roles and norms 
about risk-taking behaviour and because of structural changes in their environ-
ment such as working conditions in new profitable industries and the increasing 
availability of drugs and commercial sex. Currently the epidemic is spreading to 
women and their children due to women’s reproductive role and their identities 
as wives and mothers. Young women are under pressure to get married and 
have (male) children within the first year of marriage, leaving them with limited 
options to protect their bodies during heterosexual contact.

While women are at risk of contracting HIV when trying for a child, being 
a mother also provides women with status and power in the family. It can 
be seen that the dual effects of HIV as a disease and the new reproductive 
medical technologies which are available both reinforce gendered inequities 
and provide opportunities for women to resist and transform traditional gen-
der roles. Women are not passive victims in an ever-expanding HIV epidemic, 
but once they are aware of their HIV status they can be seen to take direct 
action to change and improve their lot. The action-research reported in the 
thesis followed HIV+ women and their families over a period of time, during 
a wide variety of occasions. In addition to weekly program observations hard 
economic, social and medical data were collected at a minimum of 6-month 
intervals. This method allowed for a detailed examination of the process of 
(dis)empowerment of these women as individuals and as a group. 

Most women in this study in Hanoi learned about their HIV status dur-
ing HIV testing when they were pregnant, because testing is mandatory 
before a hospital delivery, but others learned about their disease because 
their husband or child became ill with AIDS. Women who had recently dis-
covered their HIV status felt powerless, stigmatised and isolated. The testing 
methods, counselling practices in the hospitals and the notification system 
contributed to their vulnerable status and perceived lack of coping options. 
Because of the stigma related to HIV, health staff and patients feel uncom-
fortable discussing issues specific to HIV testing, which makes it attractive 
for health workers at routine testing sites to shift the responsibility for in-
forming the women from the hospitals to district and commune health staff 
through a formalised notification system. 

The women who were detected positively at ANC expressed regret that 
HIV tests are offered late in pregnancy, because they had no real choice about 
the continuation of their pregnancy, felt ill-prepared and were unconfident 
about their ability to raise their child well, given their HIV-status. However, al-
though women felt stigmatised and vulnerable during and shortly after being 
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tested for HIV, knowing their status provided them with the opportunity to 
join a support group.and made them eligible for treatment to prevent trans-
mission of HIV to their unborn children. 

Although both ARV prophylaxis to prevent transmission and ART became 
increasingly available during the study, few of the HIV+ women consulted dur-
ing this study who knew their status reported trying to have a child. Those who 
did were almost all married to the lineage holder and reported being pressu-
rised by the family to have a (male) child, indeed, most of these women de-
livered a male child.  Health workers understand this complex mix of pressure 
on and desire amongst women to have male offspring as they live in the same 
Confucian patrilinear and patrilocal environment. Even if health staff and pa-
tients agree about the medical risks of women contracting HIV from HIV+ part-
ners in their attempt to bear children, and both ideally wish to avoid increasing 
the numbers of HIV+ children and orphans, they also know that the social and 
economic realities of many women may force them to take such risks. 

Most of the women in this study were literate but lower-class women 
without formal employment. Although these women all worked in the house-
hold and often also in family businesses, they had little independent economic 
power in the household of their in-laws where they lived.  Among the total 
members entitled to micro-finance support, only a small number of women 
took out loans which were offered through a support group, and only after 
their health had stabilised. The micro-credit provided to these women con-
tributed to empowerment in five dimensions at the household level, especially 
economic empowerment, socio-cultural empowerment, and psychological 
empowerment. Although women reported some health empowerment re-
lated to their HIV status, this did not extend to their sexuality and fertility. 
Micro-credit offered to women who had no control over the capital and no 
support from their families did not help these women but rather burdened 
them with an additional responsibility. 

Study findings suggest that practical and strategic needs are better con-
ceived of as a continuum rather than hierarchical and separate. While ART is 
an immediate practical need for all PLWHIV, as HIV+ mothers self-help group 
members had, and continue to have, both urgent practical needs and long-
term strategic needs. Moreover, critical thinking skills and increased access 
to resources may be interlinked. Having access to services, in particular medi-
cines, gave women greater confidence in themselves and their relationship 
with the authorities. 

Once their immediate needs were taken care of, members had the space 
to reflect about other issues, such as domestic violence and the needs of other 
people affected by HIV/AIDS such as caretakers. Whether or not HIV+ women 
mobilised into groups will be able to effect the kinds of cultural and policy 
changes that could really ameliorate their HIV-related care and support tasks, 
in addition to their other (unrecognised) household work, however, depends 
on their willingness to appear in public and challenge some of the assump-
tions of Vietnamese motherhood. 
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The actual experiences and opportunities for HIV+ AIDS widows to set up 
a new life for themselves in a patrilinear and patrilocal setting highlighted the 
dual aspects of HIV and PMTCT. Although some options, such as living with 
their eldest son, are not available to young HIV+ widows, women nonetheless 
identified new opportunities because of their HIV+ status, by joining support 
groups for PLWHIV, where they often sought and found new intimate rela-
tionships with men, for example. The situation of the many widows was not 
stable. However those widows who were able to return to live with their own 
family were released from some of the burdens of living with their mother-
in-law and, in some cases, catering to the many needs of male HIV+ IDUs in 
these families. 

Self-help groups are critical in the transformative process of change in the 
lives of individual women after HIV detection. Most women whom we met for 
the first time when they joined the group felt devastated and reported social 
stigma and isolation. However, through their membership of these groups, 
women´s interpretation of their experiences, including their perceptions of 
stigmatisation changed. Over time they realised that they might have been 
too quick in judging others behaviour, including that of other group mem-
bers and of state authorities. In the group, under the umbrella of the state, 
women learned to negotiate with state authorities to get access to services 
they needed. This also helped the authorities, who learned how to provide 
better care and support to HIV+ women and their families, hence allowing 
both providers and recipients to gain confidence and a sense of pride in their 
collaboration and mutual accomplishments. 
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SAmEnVATTIng 

Het moederschap is voor Vietnamese vrouwen als een mes dat snijdt aan 
twee kanten. Vrouwen lopen risico om met HIV besmet te worden als ze 
proberen zwanger te worden.  Het  moederschap verleent vrouwen echter 
ook een zekere status en macht in de familie. De HIV epidemie in Vietnam is 
geconcentreerd in de groep van mannelijke intraveneuze drugs gebruikers. 
Binnen de huidige context van hervormingen van de Vietnamese economie 
“Đổi mới” zijn mannen kwetsbaar om besmet te raken met HIV.  Mannen lo-
pen risico in een omgeving waarin drugs en commerciële sex steeds makkeli-
jker beschikbaar zijn en mannelijke rolpatronen risicovol gedrag, zoals alcohol 
en drugs gebruik, aanmoedigen. Ook structurele factoren zoals de werkom-
standigheden in de nieuwe winstgevende industrieen, zoals de mijnbouw 
(waarbij mannen lang en ver van huis weg zijn) maken mannen kwetsbaar 
voor besmetting met HIV. Vrouwelijke rolpatronen leggen de nadruk op de 
reproductieve taken waardoor de HIV epidemie zich onder de algemene bev-
olking uitbreidt. Vrouwen staan onder druk om te trouwen en (mannelijke) 
kinderen te krijgen in het eerste jaar van hun huwelijk, wat hen weinig ruimte 
geeft om zich te beschermen tijdens heterosexueel contact. 

Enerzijds versterken en bevestigen HIV als ziekte en de nieuwe medische 
reproductieve technologieën, zoals prenatale testen en echo’s, de bestaande 
ongelijkheid tussen de sexen. Anderzijds bieden ze vrouwen ook nieuwe 
mogelijkheden om zich te verzetten en de bestaande rolpatronen van man-
nen en vrouwen te doorbreken. Vrouwen zijn geen passieve slachtoffers in 
een zich eindeloos verspreidende HIV epidemie, maar ondernemen, zodra 
ze hun HIV status kennen, zelf actie om hun lot te verbeteren. Het actie-
onderzoek dat aan de basis van dit proefschrift ligt, volgde HIV+ vrouwen 
en hun families tijdens verschillende activiteiten en gelegenheden gedurende 
een langere periode (2,5 jaar in Hanoi en 1,5 jaar in Thai Nguyen). Behalve 
wekelijkse observaties als deel van het programma waarin de onderzoekster 
als adviseur werkte, verzamelden zij met een team van onderzoekers ook elke 
zes maanden een aantal economische, sociale en medische gegevens zoals 
inkomen, toegang tot werk en onderwijs en AIDS medicijnen. Deze methode 
maakte het mogelijk om veranderingsprocessen zoals “empowerment” van 
vrouwen als individu en als groep in details te volgen en onderzoeken.

De meeste vrouwen in deze studie ontdekten hun HIV status tijdens de 
zwangerschap omdat HIV testen verplicht zijn bij een bevalling of een opera-
tie in het ziekenhuis. Anderen ontdekten hun status omdat hun man of kind 
ziek werden vanwege AIDS. Vrouwen die zich bewust worden van hun status 
voelden zich in de eerste instantie machteloos, gestigmatiseerd en geïsoleerd. 
De routinematige testmethodes, de gesprekken met de medische staf en het 
notificatiesysteem droegen allemaal bij aan een gevoel van kwestbaarheid en 
een beperkte inschatting van hun mogelijkheden. Door het stigma rondom 



Pressure to Bear: Gender, Fertility and Prevention of Mother to Child Transmission of HIV in Vietnam

170

HIV voelen zowel de patient als de gezondheidswerkers zich oncomfortabel 
om op speficieke aspecten van de HIV test in te gaan. Het wordt  gezond-
heidswerkers in ziekenhuizen waar HIV testen standaard worden aangeboden 
aantrekkelijk gemaakt om niet zelf de patient de uitslag te geven. Met behulp 
van het notificatiesysteem kunnen ze de verantwoordelijkheid om dit nieuws 
aan de vrouw of aan haar (schoon) familie te melden, delegeren naar lager 
geplaatste staf, op districts- en commune niveau. 

Vrouwen die ontdekten dat ze positief waren tijdens zwangeschapscon-
trole betreurden het feit dat ze pas op 7-8 maanden in de zwangerschap een 
HIV test aangeboden kregen. Zij konden geen keuze meer maken over het al 
dan niet voortzetten van de zwangerschap. Ze voelden zich slecht voorbereid 
en hadden weinig vertrouwen in hun eigen capaciteiten om zelf als HIV+ 
vrouw hun kind op te voeden. Maar terwijl vrouwen zich gestigmatiseerd en 
kwetsbaar voelen kort na de uitslag van de HIV test, gaf de kennis over hun 
HIV status hen ook de mogelijkheid om lid te worden van een zelfhulpgroep-, 
en om in aanmerking te komen voor een behandeling ter preventie van trans-
missie van HIV naar hun ongeboren kinderen. 

Ondanks de verbeterde toegankelijkheid van AIDS-remmers voor de moed-
er zelf en voor de preventie van transmissie van HIV naar hun kind, gaven 
maar weinig vrouwen die wisten dat ze HIV positief waren aan, dat ze bezig 
waren om zwanger te worden. Degenen die dat wel rapporteerden waren 
vrijwel zonder uitzondering getrouwd met een “stamboomhouder” (manneli-
jke oudste van het gezin). Deze groep meldde dat de familie hen onder druk 
zette om een (mannelijk) kind te baren. De meeste van deze vrouwen baarden 
daarna ook een zoon. Gezondheidswerkers begrijpen deze complexe menge-
ling van verlangen en druk omdat zij in dezelfde Confuciaanse patrilineare en 
patrilocale omgeving leven. Gezondheidswerkers en vrouwen erkennen de 
medische risico’s. Beiden wensen het aantal HIV+ kinderen en AIDS wezen 
te voorkomen en in te perken, maar beide partijen herkennen ook de sociale 
en economische werkelijkheid die vrouwen dwingt om zulke risico’s toch te 
nemen. 

De meeste vrouwen in deze studie konden weliswaar lezen en schrijven, 
maar behoorden tot de lagere klasse en hadden geen formele of vaste betaal-
de baan. Deze vrouwen hadden weinig economische, onafhankelijke macht in 
het gezin van hun schoonfamilie waar zij bij woonden, ondanks hun bijdragen 
aan het huishouden en vaak ook aan het familie bedrijf.Van het totaal aantal 
leden van de zelfhulpgroep dat in aanmerking kwam voor micro-crediet, sloot 
slechts een klein aantal vrouwen een lening af, en alleen als hun gezondheid 
was gestabiliseerd. 

Micro-crediet droeg bij aan de zelfstandigheid en emancipatie van deze 
vrouwen in vijf dimensies. Hun economische, socio-culturele, fysieke/licha-
melijke, politieke en psychologische emancipatie namen toe. Door de len-
ing kregen vrouwen meer grip op de gevolgen van hun HIV infectie, kregen 
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meer zelf vertrouwen, waren beter in staat om de kosten van hun ziekte te 
dragen en om voor zichzelf en hun belangen op te komen. Een lening hielp 
vrouwen echter niet om meer controle over hun sexualiteit en reproductieve 
taken te krijgen. Ook waren vrouwen die geen praktische en morele steun 
van hun familie kregen en vrouwen die geen controle hadden over hun geld 
(bijvoorbeeld omdat hun man verslaafd en gewelddadig was) niet gebaat bij 
micro-crediet. Integendeel zelfs omdat de lening hen belastte met extra ver-
antwoordelijkheden.

De bevindingen van de studie suggereren dat praktische en strategische 
behoeftes niet afzonderlijk-, en in een hierarchische verhouding tot elkaar 
gezien moeten worden; maar beter als geheel. Behandeling met AIDS-rem-
mers is op een bepaald moment een urgente, praktische behoefte voor alle 
HIV+ personen en het is ook een levenslange behandeling. Als HIV+ moeders 
hebben de leden van een zelfhulpgroep zowel onmiddellijke praktische-, als 
strategische lange termijn belangen. Het vermogen om kritisch na te denken, 
het hebben van zelfvertrouwen en het vergroten van toegang tot bronnen en 
diensten, als medicijnen en leningen, lijken onlosmakelijk met elkaar te zijn 
verbonden. Toegang tot sociale, economische en medische dienstverlening, 
met name tot medicijnen, gaf vrouwen groter zelfvertrouwen in zichzelf en in 
hun relatie met de autoriteiten.  

Nadat in de meest onmiddellijke behoeftes was voorzien, hadden de leden 
ruimte om na te denken over andere zaken, zoals huiselijk geweld en de be-
hoeftes van andere leden in de groep zoals mantelzorgers. De vraag of HIV+ 
vrouwen die verenigd zijn in een groep ook in staat zullen zijn om meer erken-
ning te krijgen voor zowel hun HIV gerelateerde zorg en steun-taken, naast 
al hun andere niet-erkende werk in het huishouden, hangt af van hun berei-
dheid en mogelijkheden om een aantal vooronderstellingen van Vietnamees 
moederschap publiekelijk ter discussie te stellen.

De ervaringen van AIDS weduwen om zelf een nieuw leven te beginnen 
belicht het dubbele karakter van HIV en PMTCT. Jonge HIV+ weduwen heb-
ben niet de beschikking over sommige traditionele opties, zoals intrekken bij 
de oudste zoon.. Maar deze vrouwen hadden wel nieuwe mogelijkheden juist 
dankzij hun HIV status.  Door zich aan te sluiten bij zelfhulp groepen voor 
HIV+ geïnfecteerden, zochten en vonden zij bijvoorbeeld nieuwe liefdespart-
ners. Weduwen die in staat waren naar hun eigen familie terug te keren, wer-
den verlost van de zorg en last van het samen leven met hun schoonmoeder 
en in sommige gevallen, ook van de last en zorg om te voorzien in de vele 
behoeftes van de mannelijke HIV+ drugsverslaafden in die families.

Zelfhulpgroepen waren bepalend bij het veranderingsproces van het in-
dividuele leven van vrouwen na de ontdekking van hun HIV besmetting.  De 
meeste vrouwen die we voor de eerste keer ontmoetten, op het moment 
toen ze lid werden, waren zeer ontdaan en rapporteerden sociaal stigma en 
isolement. Maar door hun lidmaatschap, veranderde de visie van de vrouwen 



Pressure to Bear: Gender, Fertility and Prevention of Mother to Child Transmission of HIV in Vietnam

172

op hun ervaringen, inclusief hun opvattingen over stigmatisering. Na verloop 
van tijd realiseerden ze zich dat zij misschien zelf te vlug waren geweest in het 
trekken van een oordeel over het gedrag van anderen, inclusief het gedrag 
van andere groepsleden en dat van de staatsautoriteiten. In de groep, onder 
de bescherming van de staat, leerden vrouwen om te onderhandelen met au-
toriteiten en om toegang te krijgen tot de diensten die ze nodig hadden. Dit 
was ook nuttig voor de autoriteiten, omdat zij leerden hoe ze betere zorg en 
ondersteuning konden geven aan HIV+ vrouwen en hun families. Hierdoor, 
nam het zelfvertrouwen van zowel hulpverleners als hulpontvangers toe en 
werden beiden trots op hun samenwerking en de behaalde resultaten.
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