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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. 
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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. 
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