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   Preface   

 HIV/AIDS was fi rst recognized in the early 1980s and since then it has provoked 
forceful reactions from others. From the onset of the epidemic, HIV/AIDS has been 
seen not only as a medical condition but also as a stigmatized state. Despite the 
fact that society now has better understanding about the causes and impacts of 
HIV/AIDS, stigma and discrimination continue to exist. As Goffman    (1963: 70) 
warns, “familiarity need not reduce contempt”. Numerous studies have pointed to 
the pervasive nature of stigma and discrimination experienced by persons living 
with HIV/AIDS (PLWHA) and their families. This can be seen in many journal 
articles and reports which have been written to portray stigma and discrimination 
which occur with PLWHA in many parts of the world. However, there is a lack of a 
recent book which attempts to put together results from empirical research relating 
to stigma and discrimination which people living with HIV/AIDS have experienced. 
This book is written with the intention to fi ll this gap. 

 The focus of this book is on issues relevant to stigma and discrimination which 
have occurred to individuals and groups in different parts of the globe as well as 
how these individuals and groups attempt to deal with HIV/AIDS. Apart from 
some theoretical papers situated at the beginning of this volume, most chapters are 
written by researchers who carry out their research in different parts of the world. 
These chapters contain empirical information which is based on real-life situations. 
This information will provide fi rst-hand knowledge to many of us to have better 
understanding about the lived experiences of people living with HIV/AIDS. It can 
also be used as a means for PLWHA to deal with stigma and discrimination better and 
as a resource for healthcare providers to implement socially and culturally appropriate 
services to assist individuals and groups who are living with HIV/AIDS in many 
societies. It is my hope that information contained in this volume will, in the near 
future, help to reduce, and perhaps eradicate, stigma and discrimination that many 
PLWHA have experienced. 

 The book will be of interest to healthcare providers who are interested in working 
with individuals and groups who are living with HIV/AIDS from a cross- cultural 
perspective. In particular, it will assist health workers in community health centres and 
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hospitals in understanding issues which are related to HIV/AIDS which may lead to 
the provision of culturally sensitive health care to people living with HIV/AIDS 
from different social and cultural backgrounds. The book will be attractive to many 
lay readers and professionals in organizations which are interested in stigma and 
discrimination faced by PLWHA from a cross-cultural perspective. It will also be 
useful as a reference book for students and lecturers in courses like anthropology, 
sociology, social work, nursing, public health and medicine. 

 In constructing a book like this, it is impossible to include all groups and from all 
parts of the world. As readers will see, the volume has missed the inclusion of many 
groups of people who deserve to be heard and understood. However, I have attempted 
to include as many groups of people who are living with HIV/AIDS as possible. 
What is included in this volume will, no doubt, provide crucial information for 
many readers which would not be easily accessible elsewhere. 

 In bringing this book to life, I owe my gratitude to many people. First, I would 
like to thank all contributors in this volume, who worked hard in constructing their 
chapters and getting them to me in the required time. Second, I should like to thank 
Esther Otten, the Senior Acquisition Editor of Springer, for believing in the value of 
this book and for contracting me to edit it. Third, I am grateful to the reviewers of 
the book who provided useful comments for me to improve many aspects included 
in this fi nal volume. Last, I am grateful to Lee Koh who helped edit through some 
chapters for me. 

 I dedicate this book to my parents who raised their children amidst poverty in 
Thailand. They believed that only education would improve the lives of their chil-
dren and hence worked hard to send us to school. This opportunity has allowed me 
to grow thus far. I also dedicate this book to my two daughters who have been part 
of my life and for understanding the ongoing busy life of their mother. 

 Melbourne    Pranee Liamputtong
October 2012  

Reference

   Goffman, E. (1963).  Stigma: Notes on the management of spoiled identity . Englewood Cliffs: 
Prentice Hall  .  

Preface



ix

 Contents 

      1 Stigma, Discrimination, and HIV/AIDS: 
An Introduction   .......................................................................................  1  

    Pranee   Liamputtong    

  Part I  Stigma, Discrimination, 
HIV/AIDS – Theoretical Understanding     

   2 Stigma Experienced by People Living with HIV/AIDS   .......................  23  
    Valerie   A.   Earnshaw    and    Seth   C.   Kalichman    

   3 Gender and AIDS Stigma   .......................................................................  39  
    Robert   Wyrod    

   4 HIV-Related Stigma Across Cultures: Adding Family 
into the Equation   .....................................................................................  53  

    Connie   Y.  Y.   Ho    and    Winnie   W.  S.   Mak    

   5 Disclosure and Stigma: A Cultural Perspective   ...................................  71  
    Minrie   Greeff    

   6 HIV Stigmatization Among Healthcare Providers: 
Review of the Evidence and Implications for HIV Care   .....................  97  

    Jessie   D. Naughton    and    Peter   A.   Vanable    

   Part II  The Experiences of Stigma and Discrimination 
Across Social and Cultural Groups     

   7 Morality, Discrimination, and Silence: Understanding HIV 
Stigma in the Sociocultural Context of China   ......................................  117  

    Yanqiu   Rachel   Zhou    



x

   8 Stigma and Discrimination Towards People Living 
with HIV: Sociocultural Aspects, Experiences, and Ethical 
and Legal Responses in Colombia   .........................................................  133  

    Chantal   Aristizábal-Tobler    

   9 Internalized Stigma Among African Americans 
Living with HIV: Preliminary Scale Development 
Based on Qualitative Data   ....................................................................  155  

    Deepa   Rao   ,    Michele   Andrasik   ,    Xeno   Acharya   , 
and    Jane   M.   Simoni    

  10 HIV-Related Stigma and Discrimination in Puerto Rico: 
The Role of Sympathy on Attitudes Toward Persons Living 
with HIV/AIDS   ........................................................................................  169  

    Lisa   R.   Norman    

  11 HIV-Related Stigma and HIV Disclosure Among Latinos 
on the US-Mexico Border   .......................................................................  187  

    John   A.   Sauceda   ,    John   S.   Wiebe   ,    Deepa   Rao   ,    Cynthia   R.   Pearson   , 
and    Jane   M.   Simoni    

  12 The Experience of HIV-Related Stigma in South Africa  .....................  205  
    Maretha   Visser    and    Heather   Sipsma    

  13 Spaces of Disclosure and Discrimination: 
Case Studies from India   .........................................................................  229  

    Ajay   Bailey    and    Shrinivas   Darak    

  14 Stigma, Modernization, Sex Behavior, and Infection 
Risk Among Chinese Youth  ....................................................................  247  

    Eli   Lieber   ,    Ioakim   Boutakidis   , and    Dorothy   Chin    

  15 Layered Stigma and HIV/AIDS: Experiences of Men 
Who Have Sex with Men (MSM) in South Africa   ................................  259  

    Allanise   Cloete   ,    Seth   C.   Kalichman   , and    Leickness   Chisamu   Simbayi    

  16 Emerging Gay Identities in China: The Prevalence 
and Predictors of Social Discrimination Against Men 
Who Have Sex with Men   ........................................................................  271  

    Jenny   X.   Liu    and    Kyung-Hee   Choi    

  17 Strange Bedfellows: HIV-Related Stigma Among 
Gay Men in Australia  ..............................................................................  289  

    John   B.  F.   de   Wit   ,    Dean   A.   Murphy   ,    Philippe   C.  G.   Adam   , 
and    Simon   Donohoe    

  18 The Hierarchical Experience of Stigma in HIV/Hepatitis C 
Co-infected Gay Men   ..............................................................................  309  

    Gareth   J.   Owen    

Contents



xi

   Part III  Dealing with and Management of Stigma 
and Discrimination     

  19 HIV/AIDS-Related Stigma Among African Americans 
in the Southern United States   ................................................................  325  

    Pamela   Payne   Foster    and    Susan   W.   Gaskins    

  20 An Antidote to Stigma?  The People Living with HIV 
Stigma Index  in Malawi and the United Kingdom (UK)   .....................  337  

    Lucy   Stackpool-Moore   ,    Maureen   Leah   Chirwa   ,    Sam   de   Croy   , 
   Alastair   Hudson   ,    David   Kamkwamba   ,    Ruth   Mwaiwao   Kundecha   , 
   Pamela   T.   Mahaka   ,    Sue   Onyango   , and    Eunice   Sinyemu    

  21 Achieving Harmony: Moving from Experiencing 
Social Disgust to Living with Harmony in People 
with HIV/AIDS in the Thai Context  ......................................................  357  

    Quantar   Balthip   ,    Julie   Boddy   , and    Jirapa   Siriwatanamethanon    

  22 AIDS    Support Groups and Women Living 
with HIV/AIDS in Central Thailand   .....................................................  377  

    Pranee   Liamputtong   ,    Niphattra   Haritavorn   , 
and    Niyada   Kiatying-Angsulee    

  23 Gender Differences in Stigma and Community Support 
Among People Living with HIV/AIDS in Thailand   .............................  399  

    Fumihiko   Yokota    and    Mark   J.   VanLandingham      

Contents



                      



xiii

   About the Editor      

  Pranee Liamputtong  holds a Personal Chair in Public Health at the School of 
Public Health, La Trobe University, Melbourne, Australia. Pranee has previously 
taught in the School of Sociology and Anthropology and worked as a Public Health 
Research Fellow at the Centre for the Study of Mothers’ and Children’s Health, 
La Trobe University. Pranee has a particular interest in issues related to cultural 
and social influences on childbearing, childrearing and women’s reproductive 
and sexual health. She has published several books and a large number of papers 
in these areas. 

 Her books in the health area include:  Maternity and Reproductive Health in 
Asian Societies  (with Lenore Manderson, Harwood Academic Press, 1996);  Hmong 
Women and Reproduction  (Bergin and Garvey 2000);  Coming of Age in South and 
Southeast Asia: Youth, Courtship and Sexuality  (with Lenore Manderson, Curzon 
Press, 2002);  Health, Social Change and Communities  (with Heather Gardner, Oxford 
University Press, 2003);  The Journey of Becoming a Mother Amongst Women in 
Northern Thailand  (Lexington Books, 2007);  Reproduction, Childbearing and 
Motherhood: A Cross-cultural Perspective  (Nova Science, 2007);  Childrearing and 
Infant Care: A Cross-cultural Perspective  (Nova Science, 2007); and  Community, 
Health and Population  (with Sansnee Jirojwong, Oxford University Press, 2008). 
Her most recent books include  Infant Feeding Practices: A Cross- cultural 
Perspective  (Springer, 2010);  Motherhood and Postnatal Depression: Narratives 
of Women and Their Partners , for Springer (with Carolyn Westall, Springer, 2011); 
and  Health, Illness and Well-being: Perspectives and Social Determinants  (with 
Rebecca Fanany and Glenda Verrinder, Oxford University Press, 2012). 

 Pranee has also published several method books. Her fi rst method book is titled 
 Qualitative Research Methods: A Health Focus  (with Douglas Ezzy, Oxford 
University Press, 1999, reprinted in 2000, 2001, 2002, 2003, 2004), and the second 
edition of this book is titled  Qualitative Research Methods  (2005). This book is 
now in its fourth edition and she is the sole author of this edition (Liamputtong 
2013). Other method books include:  Health Research in Cyberspace: 
Methodological, Practical and Personal issues  (Nova Science, 2006);  Researching 
the Vulnerable: A Guide to Sensitive Research Methods  (Sage, 2007);  Undertaking 



xiv

Sensitive Research: Managing Boundaries, Emotions and Risk  (with Virginia 
Dickson-Swift and Erica James, Cambridge University Press, 2008); and  Knowing 
Differently: Arts-Based and Collaborative Research Methods  (with Jean Rumbold, 
Nova Science, 2008). She has recently published two books on the use of qualita-
tive methodology in cross-cultural settings:  Doing Cross-cultural Research: 
Methodological and Practical Issues  (Springer, 2008) and  Performing Qualitative 
Cross-cultural Research  (Cambridge University Press, 2010). Her most recent 
method books include:  Focus Group Methodology: Principles and Practice  (Sage, 
2011), Research Methods in Health: Foundations for Evidence-Based Practice, 
2nd editon. Oxford University Press, 2013 and Qualitative Research Methods, 4th 
edition. Oxford University Press, 2013.  

About the Editor



xv

   About the Contributors   

  Xeno Acharya  is a recent graduate of the Master of Public Health Program at the 
University of Washington in Seattle. He directs a non-profi t organization based in 
Portland, Oregon, that funds health and education programs in his home country of 
Nepal. The non-profi t organization aims to empower children and communities 
through access to quality health care and education. Xeno is actively involved in 
research and program implementation through his non-profi t organization from his 
home in Kathmandu. 

  Philippe C.G. Adam  is a Senior Research Fellow at the National Centre in HIV 
Social Research and was trained as a medical sociologist at the renowned École des 
Hautes Études en Sciences Sociales in Paris. He is fi rst co-author of a widely used 
textbook in the sociology of health and illness, translated in fi ve languages. This work 
includes a seminal analysis of living with HIV, building on Philippe’s original research. 
Philippe is an internationally known expert in innovative online sexual health research 
who has conducted multiple, complex online studies and will strengthen the team 
with his scholarly and technical expertise. 

  Michele Andrasik  is an Acting Assistant Professor in the Department of Psychiatry 
and Behavioral Sciences at the University of Washington. She is a clinical health 
psychologist whose research focuses on utilizing community-based participatory 
research to address health disparities in African American and African-born 
communities. 

  Chantal      Aristizábal-Tobler  is a Public Health doctoral candidate in the  Doctorado 
Interfacultades en Salud Pública de la Universidad Nacional de Colombia , Bogotá, 
Colombia. She is a Professor in the Bioethics Program of  Universidad El Bosque , 
Bogotá, Colombia. She is a medical doctor with a specialization in Internal Medicine, 
responsible for the HIV/AIDS Treatment Program in the Hospital Central de la 
Policía Nacional, Bogotá, Colombia. Her current research project explores the stigma 
and discrimination related to HIV in healthcare scenarios, in association with 
prejudices about sexuality and heterosexism and their impact on public health. 



xvi

  Quantar Balthip  received her PhD from the School of Health and Social Services, 
Massey University, Palmerston North, New Zealand. She is an Assistant Professor 
at the Faculty of Nursing, Prince of Songkla University, Hat Yai, Songkla, Thailand. 
She is interested and actively involved in research relating to end of life, spiritual 
care and people living with HIV/AIDS and tuberculosis. She has also worked as a 
Research Consultant in special areas such as HIV/AIDS, spiritual care and qualitative 
research since 2000. Her recent publications appeared in  the International Journal 
of Tuberculosis and Lung Disease  and  Tropical Medicine and International Health.  

  Ajay Bailey  is a Postdoctoral Fellow at the Population Research Centre, Faculty of 
Spatial Sciences, University of Groningen, The Netherlands. He is an anthropologist 
and a cultural demographer by training. His main research interests include migration, 
culture, access to health care, place making, spatial ethnography and mixed methods. 

  Julie Boddy  is a Professor of Nursing at the School of Health and Social Services, 
Massey University, Palmerston North, New Zealand. Her area of special interest is the 
cultural context of health beliefs and practises, health promotion and the illness 
experience. Her recent publications appeared in  the Journal of Review of Development 
and Cooperation  and the  Australian and New Zealand Journal of Psychiatry . 

  Ioakim Boutakidis  is currently Assistant Professor of Child and Adolescent Studies 
in the College of Health and Human Development, California State University, 
Fullerton. His research interests include the assessment of acculturation and the 
design and analysis of mixed methods research. 

  Dorothy Chin     is an Associate Research Psychologist in the Department of Psychiatry 
at the Semel Institute of Neuroscience and Human Behavior at the University of 
California, Los Angeles. Her research focuses on HIV and trauma as well as culture 
and cross-cultural methods. She is currently Co-director of the Measurement Unit of 
the UCLA Center for Culture, Trauma, and Mental Health Disparities. 

  Maureen Leah Chirwa  is Managing Director, Prime Health Consulting and 
Services; National Coordinator, Malawi Local Initiative for Better Health; and 
Senior Lecturer and Director, Health Management Unit, College of Medicine, 
University of Malawi. 

  Kyung-Hee Choi  is Professor of Medicine at the University of California, San 
Francisco. Kyung-Hee has conducted HIV prevention research in China since 1993 
and has a number of publications on Chinese men who have sex with men (MSM) 
and other risk populations. Currently, Kyung-Hee is conducting a study that examines 
the infl uence of stigma associated with homosexuality on sexual risk for HIV among 
MSM in Beijing, China. 

  Allanise Cloete  is a Research Specialist in the Social Aspects of HIV/AIDS and 
Health Research program of the Human Sciences Research Council in Cape Town, 
South Africa. She is currently doing doctoral work in constructions of male to male 
sexualities in communities and townships in Cape Town, South Africa. She completed 
her Master’s in Anthropology and Sociology at the University of the Western Cape 
in South Africa. Her research interests focus on African same sex sexualities and 

About the Contributors



xvii

transmission of HIV/AIDS, HIV risk reduction intervention research and the social 
and cultural aspects of HIV/AIDS transmission. She has published peer- reviewed 
articles on stigma and discrimination experiences, disclosure decisions of people 
living with HIV/AIDS, gender attitudes, substance use and social constructions of 
gender roles. She has also recently contributed to a chapter in a book entitled 
 HIV/AIDS in South Africa 25 Years on: Psychosocial Perspectives  which has just 
been published by Springer. 

  Shrinivas Darak  is an Erik Bleumink Doctoral Fellow at the Population Research 
Centre, Faculty of Spatial Sciences, University of Groningen, The Netherlands, and 
a Project Coordinator at PRAYAS, Pune, India. He is an anthropologist and a 
demographer by training. His main research interests are fertility, prevention of 
mother to child transmission of HIV, action research and mixed methods. 

  Sam de Croy  has worked in Social Services for 30 years, 26 of which have been 
focused on HIV and AIDS. He has been HIV-positive for 5 years and is currently 
writing a series of short stories on his experiences thus far. Sam is also on the board 
of directors for HIV Europe. 

  John B.F. de Wit  is Professor and Director of the National Centre of HIV Social 
Research. He has a long-standing involvement in research in the fi eld of HIV, STI, 
viral hepatitis and sexual health that spans two decades. His work encompasses both 
applied and more basic social sciences research that is primarily concerned with 
contributing to a theory-based understanding of sexual and risk practises to inform 
effective programs and policies. He has published widely in peer-reviewed journals 
in disciplines as diverse as epidemiology, public health, health psychology, social 
psychology, sexuality and HIV/AIDS. He also has contributed to several books and 
has co-edited two books. 

  Simon Donohoe  is the manager of the joint education program of the Australian 
Federation of AIDS Organisations (AFAO) and the National Association of People 
Living with HIV/AIDS (NAPWA). He is also the Manager of AFAO’s National 
Aboriginal and Torres Strait Islander Project. Previously Simon worked as an 
Education Manager at the AIDS Council of New South Wales. He also worked for 
the National Centre in HIV Social Research as the National Coordinator of the Male 
Call 96 Study and worked on the Social Aspects of the Prevention of AIDS (SAPA) 
Study, a key HIV research project in Australia in the 1980s. 

  Valerie A. Earnshaw  is a doctoral student and fellow of the Social Processes of 
HIV/AIDS training program at the University of Connecticut. Her research focuses 
on the experiences of people living with stigmatized diseases, including HIV/AIDS, 
and the social construction of disease stigma. 

  Pamela Payne Foster  is a Preventive Medicine/Public Health physician who works 
in the Rural Health Institute for Clinical and Translational Science at the University 
of Alabama. Together with Susan Gaskins, she has conducted research in the area 
of stigma in older persons living with HIV/AIDS. She is currently conducting a 
study funded by the National Institutes of Health on disclosure decisions of rural 
African American men. 

About the Contributors



xviii

  Susan W. Gaskins  is a Professor of Nursing at the Capstone College of Nursing at 
the University of Alabama. Together with Pamela Foster, she has conducted research 
in the area of stigma in older persons living with HIV/AIDS. She is currently 
conducting a study funded by the National Institutes of Health on disclosure 
decisions of rural African American men. 

  Minrie Greeff  is a Professor in the Africa Unit for Transdisciplinary Health 
Research (AUTHeR) in the Faculty of Health Sciences of the North-West University, 
Potchefstroom Campus, South Africa (SA). She was the Head of the Department of 
Nursing for 5 years (1994–1998) and then the Director of the School of Nursing 
Science for a further 6 years (1999–2004) in the newly formed Faculty of Health 
Sciences. She is an acknowledged researcher and has published extensively in national 
and international scientifi c journals and presented her research fi ndings at many 
national and international conferences. In the past few years, she has focused her 
research effort on HIV- and AIDS-related aspects. She was project leader of two 
National Research Foundation grants on HIV and AIDS and the primary country inves-
tigator of SA in a 5-year NIH-funded collaborative project on HIV and AIDS stigma in 
fi ve African countries. She has recently been awarded SANPAD (SA and the 
Netherlands) funding for a 3-year project to continue her work in HIV stigma. She was 
invited by the World Health Organization in June 2009 to be on a team of experts 
that formulated guidelines for the disclosure of children’s HIV status. In 2009, she 
has become one of the National Research Foundation’s rated researchers in South Africa. 

  Niphattra Haritavorn  is a Lecturer in the Faculty of Public Health, Thammasat 
University, Thailand. She has recently completing her PhD at Macquarie University, 
Australia. Her research is related to intravenous drug users and their identity. In the 
last few years, she has been involved in numerous research projects concerning 
HIV/AIDS and drug users. 

  Alastair Hudson  was the UK Country Coordinator for  the People Living with 
HIV Stigma Index  in the UK. Building on the process and research outcomes 
from the Index, Alastair oversaw follow-up qualitative research and regional 
dissemination and debate about the fi ndings. In 2011 he developed a multimedia 
resource for UK schools to inform young people and help to prevent the roots of 
stigma (  www.learningpositve.com    ). He is an artist, who was born in Glasgow 
some time ago, and will be forever grateful to the peers, mentors and friends who 
were brave enough to come to the dance, journey and share their wisdom.    

  Connie Y.Y. Ho  is currently an undergraduate student majoring in psychology at 
the Chinese University of Hong Kong. Her research interests are in stigma of people 
living with HIV/AIDS and mental illness as well as HIV preventive programs. 
Her future goal is to pursue her graduate study in the fi eld of clinical psychology. 

  Seth C. Kalichman  received his PhD in Clinical-Community Psychology from the 
University of South Carolina in 1990. He is a Professor in the Psychology 
Department at the University of Connecticut and a Director of the Southeast HIV/
AIDS Research & Evaluation (SHARE) Project. His research focuses on social and 

About the Contributors

http://www.learningpositve.com/


xix

behavioral aspects of AIDS, particularly sexual risk behavioral intervention research 
in the USA and South Africa, and is supported by the NMH and NIAAA. He was 
the recipient of the Distinguished Scientifi c Award for Early Career Contribution to 
Psychology in Health awarded by the American Psychological Association and 
Distinguished Scientist Award from the Society for Behavioral Medicine. He is the 
Editor of the journal  AIDS and Behavior  and the author of  Denying AIDS: Conspiracy 
Theories, Pseudoscience, and Human Tragedy  published by Springer/Copernicus 
Books with all royalties from the sale of  Denying AIDS  donated to purchase HIV 
treatments in Africa. 

  David Kamkwamba  is an accomplished radio broadcaster. During the 28 years of 
continued service with the Malawi Broadcasting Corporation, he rose to head Radio 
1 as Controller of Programs in April 2008. He became the fi rst institutional HIV and 
AIDS Coordinator for the Malawi Broadcasting Corporation in 2005 and was 
among the founding members of a regional network of Journalists Living with HIV 
(JONEHA) in the SADC region becoming the network’s fi rst Chairperson in 
Malawi. He was also one of the Investigators for  the People Living with HIV Stigma 
Index  in Malawi. He is currently working at Trans World Radio Malawi as Programs 
Manager. 

  Niyada Kiatying-Angsulee  is the manager of the Drug System Monitoring and 
Development Program, Chulalongkorn University, Thailand. She is also an Assistant 
Professor at the Social Pharmacy Research Unit, Faculty of Pharmaceutical 
Sciences, Chulalongkorn University. Her interests include drug system monitoring 
and development, women’s health, drug use among lay people and injecting drug 
users, HIV/AIDS, clinical trials and patients’ rights as well as access to ARVs. 

  Ruth Mwaiwao Kundecha  rejoined Family Planning Association of Malawi 
(FPAM), after 5 years, and has worked with Malawi Bridge 1 Project as Program 
Offi cer. At FPAM, she has worked with young people and young people living with 
HIV in particular to strengthen their involvement in HIV and sexuality issues. She 
has also facilitated the implementation of the FPAM HIV Work Place Policy and 
mobilized staff and volunteers towards affi liation to the IPPF+.    She has served as 
Youth Offi cer, HIV Focal Point Offi cer and District Manager and was the Focal 
Point Offi cer for FPAM for the implementation of  the People Living with HIV 
Stigma Index  in Malawi. 

  Eli Lieber  is an Associate Research Psychologist and Co-director of the Center for 
Culture and Health, Fieldwork and Qualitative Data Research Laboratory, University 
of California, Los Angeles. His research interests focus on the development and 
implementation of mixed methods in the study of how sociocultural factors infl uence 
family and child adjustment and public health, particularly the prevention of obesity 
and sexually-transmitted disease. 

  Jenny X. Liu  is a health economist with broad experience in conducting Population 
health research in developing countries. Her current work involves a number of 
malaria-related issues in sub-Saharan Africa and the Asia Pacifi c, Including 

About the Contributors



xx

                      assessing market and institutional mechanisms for improving malaria Diagnosis 
and treatment from a behavioral economics standpoint, collecting primary Data on 
malaria programmatic and implementation expenditures, and investigating 
 structural interventions for malaria and other childhood illnesses. Elsewhere, she is 
also focused on cultural change and links to adolescent health and female genital 
circumcision in Egypt, bringing together economic and socio-anthropological 
frameworks to investigate the intergenerational transmission of health behavior. 
These streams of work build on her Doctoral and post-doctoral that involve exten-
sive secondary data analysis of Population level data with advanced econometric 
techniques applied to questions of household allocation of resources for health in 
China and India. 

  Winnie W.S. Mak  is an Associate Professor in the Department of Psychology, the 
Chinese University of Hong Kong. Her research interests are in the areas of stigma 
(public, affi liate, self) among social minorities (e.g. people with HIV/AIDS, people 
with mental illness, gays/lesbians/bisexual individuals, ethnic minorities), sociocul-
tural infl uences on illness behaviors (i.e. distress interpretation and manifestation, 
symptomatology, help-seeking) and topics related to cultural diversity and public 
health psychology. 

  Pamela T. Mahaka  is an enthusiastic young person, peer educator and mentor who 
has in her early years advocated for change through policy and campaigns. She was 
one of the team involved in  the People Living with HIV Stigma Index  in the UK, 
interviewing and overseeing data management, and now works with the British Red 
Cross Society. She also hopes to conquer the world someday. 

  Dean A. Murphy  is a Research Associate at the National Centre in HIV Social 
Research and a Senior HIV Educator at the Australian Federation of AIDS Organisations. 
His work includes research on HIV-related stigma and experiences of people living 
with HIV, and policy development on antiretroviral therapy as prevention. Dean 
contributed his knowledge of treatment and prevention policy, and recruitment methods, 
to this proposal. He will communicate between the research team and those involved 
in treatments policy and health promotion work. He will provide advice on the 
development of the online survey and on advertising and recruitment. 

  Jessie D. Naughton  is an advanced doctoral student in Clinical Psychology at 
Syracuse University. Her research interests focus on characterizing the causes and 
consequences of HIV-related stigma among persons living with HIV. She has exten-
sive research and clinical experience in HIV care settings and is currently completing 
her dissertation on the topic of HIV-related stigmatization among healthcare 
providers. Her dissertation proposal was recently selected for an American 
Psychological Association, Division 38, Student Research Award. 

  Lisa R. Norman  is an Associate Professor in Public Health and a behavioral scientist 
in the AIDS Research Program at the Ponce School of Medicine, Ponce, Puerto 
Rico. She has published works on HIV-related issues including HIV testing and 
HIV-related stigma in various peer-reviewed journals such as AIDS Care and the 
Journal of Women’s Health. 

About the Contributors



xxi

  Sue Onyango  was diagnosed HIV-positive in 1994 and HIV has affected her entire 
family. Through work with Positive Tongue, PozFem UK and the Stigma Index, Sue 
has hoped to infl uence policy and the development of services for those of us living 
with HIV. Thanks to all the wonderful, inspirational people she has met. 

  Gareth J. Owen  worked as social worker in the fi eld of HIV/AIDS for 14 years 
before completing a PhD in Sociology at London South Bank University. He is cur-
rently based at the Peninsula School of Medicine, University of Exeter, where his 
current research interests include a sociological autopsy of suicide, the experience 
of ageing with HIV and the impact of stigma in HIV/HCV co-infection. 

  Cynthia R. Pearson  is a Research Assistant Professor and Director of the 
Research Methods and Policy Core at the Interdisciplinary Indigenous Wellness 
Research Institute. Her expertise is in designing community-based health stud-
ies from an ecological perspective that emphasize social, economic, political, 
environmental and historical determinants of health. She is involved in several 
community- based participatory research projects across Pacifi c Northwest tribal 
communities identifying strengths and protective factors that support wellness, 
maternal health, cardiovascular disease, youth academic achievement and suicide 
prevention. 

  Deepa Rao  is Research Assistant Professor at the University of Washington in the 
Department of Global Health. She is a licensed clinical psychologist whose research 
focuses on global mental health and stigma reduction. Her current NIH- funded 
work aims to develop stigma reduction strategies for African Americans living with 
HIV/AIDS. 

  John A. Sauceda  is a PhD candidate in health psychology and a National Institute 
of Mental Health Minority Supplement Fellow at the University of Texas at El Paso. 
His research deals with HIV-related psychosocial concerns including disclosure and 
stigma as well as the impact of comorbid psychiatric conditions such as depression 
and post-traumatic stress on adherence. 

  Jane M. Simoni  is a clinical health psychologist and Professor in the Department 
of Psychology at the University of Washington. She has published extensively and 
presented nationally and internationally on her NIH-funded research in New York, 
Seattle, China and the US-Mexico border. Her main research focus is identifying 
how cultural strengths and social support mediate psychological well-being and 
resilience among stigmatized groups such as gay men and lesbians, racial/ethnic 
minorities and persons living with HIV/AIDS. 

  Leickness Chisamu Simbayi  is the Executive Director of the Social Aspects of 
HIV/AIDS and Health research program at the Human Sciences Research Council 
in South Africa. He is also a Professor in psychology at Stellenbosch University in 
South Africa and a Senior Research Scientist (gratis) at the University of Connecticut 
in Storrs in the USA. Leickness holds a DPhil in Experimental Psychology from 
Sussex University in the United Kingdom. His current research is on applied 
health psychology focusing on social aspects of HIV/AIDS such as the surveillance 

About the Contributors



xxii

of HIV risk behaviors, HIV/AIDS-related stigma and the development and eval-
uation of social and behavioral interventions to reduce the risk of STIs and HIV 
infections among both members of the general population and people living with 
HIV/AIDS. He has published numerous scientifi c articles and abstracts in both 
local and international peer-reviewed journals as well as research reports and book 
chapters. He recently co-edited a book entitled  HIV/AIDS in South Africa 25 
Years on: Psychosocial Perspectives  which has just been published by Springer. He 
is currently an Associate Editor of both  AIDS and Behaviour  and  Journal of 
Psychology in Africa  peer-reviewed academic journals and also serves on the 
International Advisory Board of  Vulnerable Children and Youth  as well as on the 
Editorial Advisory Board of  The Open Addiction Journal  (TOADDJ). 

  Eunice Sinyemu  is currently Head of policy and Deputy CEO at African Health Policy 
Network and has extensive experience of HIV programming and implementation. 
She also has experience in policy, research, project management, coordination and 
development. 

  Heather Sipsma  is an Associate Research Scientist at the Yale University School 
of Public Health and works with Yale’s Global Health Leadership Institute (GHLI). 
Her current research focuses on maternal and child health and HIV both in the 
United States and around the world, with a particular focus on South Africa and 
developing countries. Heather received her PhD in Epidemiology at Yale University 
and earned her Bachelor’s in Public Health at Johns Hopkins University. 

  Jirapa Siriwatanamethanon  is an Associate Professor in Community Nursing, Faculty 
of Nursing, Mahasarakham University, Mahasarakham Province, Thailand. Her 
areas of special interest are community nursing, health behaviors, health promotion, 
chronic diseases and nursing research. Recent publications appeared in area of 
HIV/AIDS, in  the Journal of Review of Development and Cooperation . Her current 
research project explores the self-management of chronic diseases including HIV/
AIDS, tuberculosis, hypertension and diabetes mellitus in the rural community in 
Thailand. 

 Lucy Stackpool-Moore is the Senior HIV Offi cer with the International Planned 
Parenthood Federation (IPPF) based in London. Originally from Australia, Lucy 
draws on a diverse range of research and professional experience and has recently 
completed postdoctoral research on HIV, stigma, and the law in Malawi (SOAS, 
University of London). Additionally, she has an LL.M. in Human Rights (Birkbeck 
College, University of London), M.A. in International Education (Sussex 
University), and a B.A. in Liberal Arts (History, Literature, and Psychology, Harvard 
University). Lucy has had the privilege to work with colleagues from diverse cul-
tural and economic backgrounds and to live in different communities around the 
world. Her main research interests include human rights, stigma, participation, gen-
der, education, HIV, social mobilization, media engagement, the integration of sex-
ual and reproductive health and HIV services, learning and teaching for social 
change, pastoralism, and communication for development. 

About the Contributors



xxiii

  Peter A. Vanable  is an Associate Professor and Interim Chair of Psychology at 
Syracuse University. He is also a Senior Scientist in the Center for Health and Behavior 
and holds academic appointments at the University of Rochester and SUNY Upstate 
Medical University. He has extensive experience in designing and implementing 
survey and intervention studies involving participants who are at elevated risk for 
HIV or who are HIV-positive. He has served on the editorial boards of several jour-
nals, has reviewed for the NIH and is currently an Associate Editor at the journal 
 AIDS and Behavior . Currently, he serves as the Syracuse PI for the NIMH 
sponsored Project “A Multilevel HIV Prevention Strategy for High Risk Youth” 
(the multisite trial related to the proposed competing renewal application). Peter 
also served as PI for an NIMH sponsored exploratory grant to develop and evaluate 
a secondary HIV prevention program for HIV-positive MSM and is a Coinvestigator 
on an NIMH-funded study to reduce risk behavior among patients receiving care in 
a publicly funded STD clinic. 

  Maretha Visser  is a counseling psychologist and an Associate Professor in the 
Department of Psychology, University of Pretoria, in South Africa. She has a PhD 
in Community Psychology. She specializes in implementing interventions in com-
munity settings and has a long-standing interest in the prevention of and assistance 
to people with HIV. The work on HIV-related stigma formed part of a longitudinal 
study on the reaction of HIV-positive women diagnosed during pregnancy. It was a 
NIH-funded study done in collaboration with Yale University. 

  Mark J. VanLandingham  is the Thomas C. Keller Professor at Tulane University’s 
School of Public Health and Tropical Medicine. His current research areas of inter-
est include the HIV epidemic in Southeast Asia; the health consequences of migra-
tion (for both rural-to-urban and international migrants); and the social, demographic, 
and public health consequences of Hurricane Katrina for New Orleans.  

  John S. Wiebe  is a Clinical Health Psychologist and an Associate Professor in the 
Department of Psychology at the University of Texas at El Paso. His research deals 
with linguistic and cultural issues in measurement as well as tertiary prevention in 
severe chronic illness. Most of his work has been focused on applied health research 
in the US/Mexico border region. 

  Robert Wyrod  is a sociologist interested in gender and sexuality in the developing 
world and his research focuses on masculinity and AIDS in Uganda. Robert received 
his PhD in Sociology from the University of Chicago in 2007. He is currently an 
Assistant Professor in the Women’s Studies Department at the University of 
Michigan. Prior to joining the Michigan faculty, he was a Postdoctoral Fellow at the 
Center for AIDS Prevention Studies at the University of California, San Francisco. 

  Fumihiko Yokota  is an epidemiologist, and graduated from Tulane University, 
School of Public Health and Tropical Medicine. He worked at the Clinton Health 
Access Initiative in Papua New Guinea (PNG) as a senior program manager from 
2007 from 2012. He was also a consultant in HIV/AIDS surveillance at the Papua 

About the Contributors



xxiv

New Guinea National Department of Health. Currently, he is working at the Clinton 
Health Access Initiative (CHAI) Indonesia Offi ce. His professional areas of interest 
lie in HIV surveillance in Asian and Pacifi c regions; and epidemiological research 
methods, monitoring and evaluation in HIV/AIDS related programs. 

  Yanqiu Rachel Zhou  is an Assistant Professor in the School of Social Work and the 
Institute on Globalization and the Human Condition at McMaster University, 
Canada. She has published in areas of HIV/AIDS, immigration and social policy in 
various peer-reviewed journals such as Social Science and Medicine; Culture, 
Health and Sexuality; and Global Social Policy. Her current research project 
explores the vulnerability to HIV of communities in Canada in the context of 
international migration and global interdependence.  

About the Contributors



1P. Liamputtong (ed.), Stigma, Discrimination and Living with HIV/AIDS: 
A Cross-Cultural Perspective, DOI 10.1007/978-94-007-6324-1_1,
© Springer Science+Business Media Dordrecht 2013

1            Stigma and Discrimination: An Introduction 

 The word stigma is derived from Ancient Greece, meaning “mark” (see Chap.   12     in 
this volume). Marks were impressed on slaves as a way to identify their position 
in the social structure and indicated that they were of lesser value (Crawford  1996 ; 
Whitehead et al.  2001 ; Sherman  2007 ). Stigma is a socially constructed concept. 
However, it has a negative impact on the life as well as the health and well-being of 
the individuals and groups who are so labeled (Liamputtong and Kitisriworapan 
 2012 ). Stigma has its basis on “differences.” These differences can be in physical 
appearance, age, gender, personality, sexuality, illness, disability, and specifi c 
behaviors which evoke discontent, abhorrence, panic, or sympathy from others 
(Mason et al.  2001 ). 

 According to Mason and colleagues ( 2001 : 4), the main element of the stigmatiz-
ing strategies is to create the “them and us” principle (see also Chap.   8    ). Its aim 
is to lay a foundation which could separate individuals who are perceived as 
“good and in favor” from those who are “bad and out of favor” within a given social 
norm (Foucault  1973 ). Once this principle is initiated, stigmatization is permitted. 
This process is then established and confi rmed by the prejudiced position which 
accentuates the difference, that is, the “them and us.” Sontag ( 1991 ) suggests that 
HIV/AIDS symbolizes “sinful” and “evil.” Hence, people living with HIV/AIDS 
are perceived as discredited individuals who have “[im]moral characters.” As a con-
sequence, they are socially conditioned as not “one of us” (Mason et al.  2001 : 4). 
Often, this leads to discrimination against the discredited persons (see also all 
chapters in this volume). 
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 Goffman ( 1963 ) proposes three kinds of stigmatizing conditions. “Tribal identities” 
refer to such identities as gender, race, religion, and nationality. The “blemishes of 
individual character” may include such blemishes as having mental illness, having 
a history of addiction or incarceration, and living with HIV/AIDS. “Abominations 
of the body” could include such bodily conditions as deformities and physical dis-
abilities (LeBel  2008 : 411; see also Chap.   19     in this volume). Basing on Goffman’s 
stigmatizing conditions, there are many individuals who would be stigmatized due 
to their social and health statuses in many societies. See chapters in Parts I and II for 
further discussions on different types of stigma.  

2     Stigma and HIV/AIDS 

 From the onset of the epidemic, HIV/AIDS has been seen not only as a medical 
condition but also as a stigmatized illness (Herek and Glunt  1993 ; Letteney and 
LaPorte  2004 ). Scambler ( 2003 : 199) puts it clearly that HIV/AIDS “has been both 
medicalized as ‘disease’ and moralized as ‘stigma’.” HIV/AIDS was fi rst recog-
nized in 1981 and since then it has provoked forceful reactions from others (Scambler 
 2003 ). HIV/AIDS uniquely combined “sex, drugs, death and contagion” (Scambler 
 2003 : 199). This unique combination made HIV/AIDS a powerfully stigmatizing 
disease. It is also prevalent among those who are already members of stigmatized 
groups, initially gay men, later injecting drug users (Scambler  2003 ; Parker and 
Aggleton  2003 ). Now we have also witnessed the prevalence of stigma among HIV- 
positive individuals who also live with hepatitis C virus (HCV) (Butt  2008 ; Lekas 
et al.  2011 ; see Chap.   18     in this volume). Globally, in countries where HIV/AIDS is 
predominantly heterosexually transmitted, stigmatization and discrimination are 
also pervasive. Those who are from marginalized groups such as women, mothers, 
sex workers, poor people, gay men, and injecting drug users heavily bear the brunt 
of the impact of HIV/AIDS (Lekas et al.  2011 ; Liamputtong  2013 ; see chapters in 
Part II of this volume). Some have suggested that the stigmatization and discrimina-
tion of these people have violated human rights of human beings (see Chaps.   8    ,   15    , 
and   20    ). Clearly, as Mann and Tarantola    ( 1998 : 4–5) put it, “those who – before the 
arrival of HIV/AIDS – were socially marginalized, stigmatized or discriminated 
against, were found gradually and increasingly to bear the brunt of the HIV/AIDS 
epidemic. Human rights violations are now recognized to be primordial root causes 
of vulnerability to the epidemic.” 

 It is argued that HIV/AIDS has particular traits which initiate a high level of 
stigma (Brimlow et al.  2003 ; Parker and Aggleton  2003 ; Lekas et al.  2011 ). Stigma, 
according to Goffman ( 1963 : 3), is a “process of devaluation” associated with ste-
reotyping and prejudice. It is employed by individuals to defi ne certain attributes of 
others as “discreditable or unworthy, resulting in the person stigmatised becoming 
‘discounted’ or ‘tainted’” (Thomas  2006 : 3175). Stigma has also been referred to as 
“a reaction to fear or perceived threat” (Sivaram et al.  2009 : 234). Parker and 
Birdsall ( 2005 : 5) posit that stigma is part of prejudiced “identity” and sets apart 

P. Liamputtong

http://dx.doi.org/10.1007/978-94-007-6324-1_19
http://dx.doi.org/10.1007/978-94-007-6324-1_18
http://dx.doi.org/10.1007/978-94-007-6324-1_8
http://dx.doi.org/10.1007/978-94-007-6324-1_15
http://dx.doi.org/10.1007/978-94-007-6324-1_20


3

“individuals or groups through the attachment of heightened negative perceptions 
and values.” 

 Stigma, according to Deng and colleagues ( 2007 : 1561), is socially constructed 
and is attributable to cultural, social, historical, and situational factors (see also 
Dovidio et al.  2000 ). Stigmatized individuals are subject to “feelings of shame and 
guilt.” A major consequence of stigmatization is “discrimination” and it occurs 
when an individual “is treated unfairly and unjustly” due to the perception that the 
individual is deviant from others (Deng et al.  2007 : 1561; see also Aggleton and 
Parker  2002 ). As such, HIV/AIDS stigma is perceived as “an individual’s deviance 
from socially accepted standards of normality,” and these can include such devi-
ances as “immorality,” “promiscuity,” “perversion,” “contagiousness,” and “death.” 
As such, people living with HIV/AIDS (PLWHA) are socially constructed as the 
“others” who are “disgracefully different from and threatening to the general pub-
lic” (Zhou  2007 : 2856) (see chapters in Parts I and II in this volume). 

 HIV/AIDS stigmas continue to retell race, class, and gender inequalities (Parker 
and Aggleton  2003 ; Simbayi et al.  2007 ). Those who are seen to be associated with 
sexual promiscuity, drug use, and homosexuality are particularly vulnerable to 
stigma (Lekas et al.  2011 ). Women are more vulnerable to the stigma associated 
with HIV/AIDS as a sexually transmitted disease (deBruyn  1993 ; Green  1995 ; 
Lawless et al.  1996 ; Solomon et al.  2004 ; Cullinane  2007 ; Ndinda et al.  2007 ). 
Women living with HIV/AIDS are frequently referred to as “vectors,” “diseased,” 
and “prostitutes,” but these terms are seldom used with infected men (Ndinda et al. 
 2007 : 93). Clearly, discrimination toward PLWHA is not simply about HIV/AIDS 
as a disease. Rather, it always intersects with other social prejudices and these 
include homophobia, sexism, and racism (Aggleton and Parker  2002 ). As such, 
when women living with HIV/AIDS, for example, feel stigma, it is not “only their 
internalization of the AIDS stigma, but also an effect of their interactions with oth-
ers or actual experiences with public attitudes through which AIDS-related social 
standards are manifested” (Zhou  2007 : 2856; see also Chaps.   2    ,   3    ,   5    ,   7    , and   8    ). 

 Often, HIV-related stigma is multidimensional. Three broad types of HIV/AIDS- 
related stigma can be identifi ed. Self-stigma occurs through “self-blame and self- 
deprecation” of individuals living with HIV/AIDS. Perceived stigma is related to 
the fear they have that if they disclose their HIV-positive status, they may be stigma-
tized. Enacted stigma occurs when these individuals are actually discriminated 
against because of their HIV status: actual or perceived (Thomas  2006 : 3175; see 
also Bond et al.  2002 ; VanLandingham et al.  2005 ; Steward et al.  2008 ; see Chaps. 
  2     and   3     and chapters in Part II in this volume). 

 Stigma may be manifested in actions such as verbal abuse, gossip, and distancing 
from people living with HIV/AIDS. It can be subtle actions or “extreme degrada-
tion, rejection and abandonment” (Thomas  2006 : 3175; see also Bond et al.  2002 ; 
Deng et al.  2007 ). The manifestations may, however, change over time (Alonzo and 
Reynolds  1995 ; Thomas  2006 ). Often, ignorance, a lack of accurate information 
about HIV/AIDS, and misunderstanding about HIV transmission are a common 
source of HIV/AIDS stigma (Sweat and Levin  1995 ; Apinundecha et al.  2007 ; Zhou 
 2007 ). 

1 Stigma, Discrimination, and HIV/AIDS: An Introduction

http://dx.doi.org/10.1007/978-94-007-6324-1_2
http://dx.doi.org/10.1007/978-94-007-6324-1_3
http://dx.doi.org/10.1007/978-94-007-6324-1_5
http://dx.doi.org/10.1007/978-94-007-6324-1_7
http://dx.doi.org/10.1007/978-94-007-6324-1_8
http://dx.doi.org/10.1007/978-94-007-6324-1_2
http://dx.doi.org/10.1007/978-94-007-6324-1_3


4

 Nevertheless, Parker and Aggleton ( 2003 : 17) warn us that it is crucial to recognize 
that stigma occurs “within specifi c contexts of culture and power.” They also suggest 
that “discrimination is characterized by cross-cultural diversity and complexity” 
(p. 14). Hence, as Zhou ( 2007 : 285) contents, sociocultural beliefs, values, and morals 
within the local contexts have played a major role in constructing stigma and dis-
crimination. Stigma also changes over time. What has been stigmatized in the past 
may not be stigmatized now. As several chapters in this volume show, people have 
developed a more positive attitude toward people living with HIV/AIDS (see chapters 
in Part III in this volume). 

 How stigma manifests itself is inextricably linked to the social and cultural con-
texts (Mechanic  1995 ). Stigma may appear far more transparent to some groups of 
people, but not so for others (Reidpath and Chan  2005 ; Henkel et al.  2008 ; Lekas 
et al.  2011 ). For example, VanLandingham and colleagues ( 2005 ) expect that the 
levels of stigma in Thailand would be different from those in the United States, as 
the Thai epidemic is not closely associated with socially stigmatized behaviors and 
groups as is the US epidemic. In Thailand, although there have been high rates of 
HIV/AIDS among drug users and sex workers, most infections have occurred in 
heterosexual relationships and via behaviors which are not as socially problematic 
as in the USA. Stigma toward PLWHA in the United States tends to be governed by 
negative feelings about male homosexual behavior and injecting drug use. As 
VanLandingham and associates have shown in their study, although there is a varia-
tion in community reaction toward PLWHA, there are more positive responses 
toward PLWHA and their families. More PLWHA reported “positive community 
reactions than negative ones.” Women, in particular, expressed “responses of sym-
pathy, support and help” more than men did (p. 404). The main reason for this is that 
over half of the women in their study were widowed and they were infected by their 
husbands. What VanLandingham and colleagues ( 2005 ) have found clearly attests 
to the widely reported notion that women living with HIV/AIDS are treated much 
worse by their communities than men (see also Chap.   3    ).  

3     Stigma and Discrimination: Health Impact and Strategy 
for Management 

 Stigma has great impact on the health and well-being of individuals (Valdiserri 
 2002 ; Link and Phelan  2006 ; Mak et al.  2007 ; Zhou  2007 ), particularly as it induces 
high rates of psychological distress among those infected with HIV/AIDS (Schmitz 
and Crystal  2000 ; Lee et al.  2002 ; Simbayi et al.  2007 ). Stigma also results in social 
distance which excludes PLWHA from accessing healthcare services and social 
support (Mason et al.  2001 ; Kielmann et al.  2005 ; LeBel  2008 ; Sivaram et al.  2009 ; 
see also Chaps.   6     and   8    ). This further reduces their social capital (Sivaram et al. 
 2009 ). For example, individuals may attempt to avoid stigma associated with “devi-
ant” sexuality (promiscuity), which may include not seeking healthcare and not 
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informing their sex partners (including spouses) about their HIV status (Zhou  2007 : 
286; see also Busza  2001 ; Liu et al.  2002 ; Link and Phelan  2006 ; see Chaps.   3    ,   5    , 
and   7     in this volume). 

 The effect of stigma on the stigmatized individuals can differ in its manifestation 
and magnitude (Link and Phelan  2001 ; Mason et al.  2001 ; Corrigan et al.  2003a ,  b ). 
Often, stigma generates negative credibilities; these are termed stereotypes. It then 
gives legitimacy to the negative credibilities; this is referred to as prejudice. This 
prejudice then leads to a wish to shun individuals who possess stigmatized statuses. 
This is called discrimination (Pescosolido et al.  2008 : 431; see also Link and Phelan 
 2001 ; Williams et al.  2008 ; see Chap.   8    ). 

 Individually, the effects of stigma and discrimination can be destructive. They 
can result in isolation, low self-esteem, depression, self-harm, poor academic 
achievement and social relationships, and poor physical and mental health (Mason 
et al.  2001 ; Major and O’Brien  2005 ; Yang et al.  2007 ). For stigmatized individuals 
with major health problems like HIV and AIDS, stigma can also “intensify the 
sense that life is uncertain, dangerous, and hazardous” (Yang et al.  2007 , p. 1528). 
Therefore, it is clear that stigma and discrimination have a negative impact on the 
quality of life of the stigmatized persons (Pescosolido et al.  2008 ; see chapters in 
Part II of this volume). 

 Stigma has great impact on the public health of the stigmatized individuals and 
groups. Herek ( 2002 : 604) puts it bluntly that “stigma and discrimination are the 
enemies of public health.” In the area of HIV/AIDS, it is now clear that the stigma-
tization of certain groups such as commercial sex workers, injecting drug users, and 
gay men would only make them more susceptible to HIV infection and push them 
out of reach of those who are attempting to help them modify the behaviors that put 
them and others at risk (Stuber et al.  2008 ; see Chap.   6     in this volume). 

 Despite its great impact on the health and life of many people living with HIV/
AIDS, there are strategies that individuals and groups adopt in their attempts to fi ght 
against stigma and discrimination. According to LeBel ( 2008 ), protest and advo-
cacy can work effectively as a tactic to reduce stigma. Collective strategies such as 
“social activism” have proved to be valuable. Thus far, we have witnessed these 
collective responses from several stigmatized groups including gays/lesbians, indi-
viduals with physical disabilities, people living with mental illness, and other stig-
matized groups including those living with HIV/AIDS, which have been successful 
in changing offi cial policies and laws. It is argued that this strategy is the most 
powerful and long-lasting means for the reduction and eradication of prejudice and 
discrimination for many stigmatized groups (Major et al.  2000 ; see also Sayce  2000 ; 
Corrigan and Lundin  2001 ; Parker and Aggleton  2003 ; Shih  2004 ). 

 The motive and ability to resist or deny the label of deviance among stigmatized 
groups is an interesting aspect of stigma-related reduction and eradication. In 
Foucault’s term ( 1981 ), these people would employ “reverse discourse” as a way to 
resist the label of deviance and hence avoid being stigmatized. This discourse allows 
individuals and groups to “present a positive affi rmation of their identity and per-
spectives rather than a deviance designation” (Roach Anleu  2006 : 422). Collectively, 
the stigmatized groups can generate a strategy which can be used to reject the 
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standard social values and norms (Anspach  1979 ). In HIV/AIDS area, according to 
Taylor ( 2001 : 795–796), there have been many strategies that individuals and groups 
have used to combat and abolish stigma. Gay men have adopted such symbols as the 
pink triangle, which is a symbol that the Nazis used in the Holocaust to mark out 
homosexuals before slaughtering them, to counteract their stigmatization (Gilmore and 
Somerville  1994 ). Two UK voluntary organizations, “Gay Men Fighting AIDS” and 
“ACT UP” (AIDS Coalition to Unleash Power), are good examples of political acti-
vation which make use of power as a response to combat stigma. The establishment 
of AIDS support groups in several nations is a good example of this collective strategy 
(Lyttleton  2004 ; Lyttlteon et al.  2007 ; Oosterhoff and Bach  2013 ). See also chapters 
in Part III of this volume about strategies that people living with HIV/AIDS adopt 
as a means to resist the stigmatization of their health condition.  

4     About the Book 

 This book comprises 3 parts and 23 chapters. This introductory chapter sets the 
scene for this book. It discusses salient issues and theoretical understandings per-
taining to stigma and discrimination, which have occurred to people living with 
HIV/AIDS in different parts of the world. The chapter also introduces other chap-
ters included in the volume. 

 Part I is concerned with theoretical understanding of stigma and discrimination 
and HIV/AIDS. Chapter   2    , written by Valerie A. Earnshaw and Seth C. Kalichman, 
is about the stigma experienced by people living with HIV/AIDS. In this chapter, 
they argue that HIV stigma represents a signifi cant barrier to successful efforts to 
engage PLWHA in services. They discuss three approaches to better understand 
HIV stigma experienced by PLWHA. First, they contextualize HIV stigma as a 
social process. Therefore, the ways that HIV stigma is expressed and experienced 
by PLWHA vary widely depending on sociocultural contexts. Understanding the 
structural and interpersonal drivers of HIV stigma within a particular social context 
is critical for intervening to reduce the stigma experienced by PLWHA. A second 
approach for understanding stigma reconceptualizes multiple stigmas that PLWHA 
may experience such as those associated with drug use, sex work, homosexuality, 
racial/ethnic minorities, and poverty. HIV stigma interacts with these other inter-
secting stigmas to shape the stigma-related experiences of PLWHA. Consequently, 
it may be impossible to intervene in HIV stigma without also addressing PLWHA’s 
experience of intersecting stigmas. The third approach to understanding HIV stigma 
concentrates on the mechanisms of stigma experienced by PLWHA. HIV stigma 
mechanisms represent the ways that PLWHA respond to stigma, including internal-
ized, anticipated, and enacted stigmas. Each of these mechanisms is linked to a 
variety of adverse psychological, behavioral, and health outcomes. Intervening in 
HIV stigma mechanisms aims to disrupt the relationship between HIV stigma and 
its deleterious impact on PLWHA. Finally, they conclude their chapter by discuss-
ing a case example of HIV stigma in South Africa. 
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 Robert Wyrod writes about gender and AIDS stigma in Chap.   3    . He suggests that 
in the last decade, greater attention has been paid to AIDS stigma as a social pro-
cess, including how stigma both refl ects and reproduces entrenched power dynam-
ics. While gender relations have been recognized as part of these processes, the 
links between stigma and gender power dynamics have not been systematically 
examined. His chapter presents a novel conceptual framework that links the struc-
ture of AIDS stigma to gender as a social structure. This framework helps clarify 
why women and men often experience AIDS stigma in different ways and the role 
gender relations play in these processes. Understanding these complex social 
dynamics will allow us to integrate a more robust gender analysis into AIDS preven-
tion programs. This is an especially pressing issue today given advances in using 
antiretroviral drug therapy to reduce HIV transmission. For such biomedical 
approaches to fulfi ll their promise, they need to incorporate an awareness of how 
gender is intertwined with AIDS stigma. 

 In Chap.   4    , Connie Y. Y. Ho and Winnie W. S. Mak write about HIV-related 
stigma across cultures within and beyond the family context. They point out that the 
experience of people living with HIV/AIDS (PLWHA) and that of their family are 
intertwined in varying extent across cultures. Although the lives of both parties 
would be affected by the disease, the impact may be manifested differently in dif-
ferent cultures. Within individualistic cultures, HIV contraction is more likely to be 
regarded as a personal issue or responsibility, and thus, the reputation of the family 
having a member with HIV/AIDS may be left intact. On the other hand, within col-
lectivistic cultures, HIV-related stigma may, in a moral sense, bring shame to the 
family, which may threaten the reputation and identity of the entire family. In this 
chapter, the situation of HIV-related stigma within and beyond the family context is 
discussed. In addition to addressing the effects of HIV-related stigma on the family, 
the effects of family relationships and communication on self-stigma and well- 
being of people living with HIV/AIDS are explored. On the one hand, family can be 
an essential resource for promoting the health and well-being of PLHA; on the other 
hand, it can potentially be a source of stress and burden to them and affect how they 
perceive the illness. Moreover, the heightened HIV-related stigma in collectivistic 
cultures is examined with illustration from research on the Chinese communities. 
Some current family-based HIV interventions and recommendations on related 
research are made at the end of the chapter. They contend that since HIV/AIDS is a 
chronic illness that impacts both physical and mental health of PLHA, the integra-
tion of familial and cultural considerations in the promotion of PLHA’s well-being 
is essential in service planning and delivery. 

 Chapter   5     is about stigma and disclosure from a cross-cultural perspective and is 
written by Minrie Greeff. She suggests that disclosure or nondisclosure as a phe-
nomenon is complex, with many variants that impact on the process of disclosure as 
well as the experiences of the PLWHA who discloses his or her HIV status. This 
complexity lies in the close link between disclosure, stigma, and culture. High 
stigma levels prevent disclosure, and disclosure practises vary greatly according to 
cultural practises and beliefs. The choice of disclosure should always be a well- 
informed and responsible decision involving both the PLWHA and healthcare 
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workers. Even if the PLWHA is well informed, the results following disclosure are 
always mixed. However, disclosure by others without the consent of the PLWHA is 
also a reality that the PLWHA has to face. Most health literature seems to favor 
disclosure by persons living with HIV. This is not necessarily always to the advan-
tage of the person disclosing his/her status and there could be some normalcy in not 
disclosing. In this chapter, a Comprehensive Framework for the HIV Disclosure 
Process is provided, focusing on categories of disclosure, factors before disclosure, 
as well as factors during and after the process of disclosure. Responsible disclosure 
management is a shared experience between the PLWHA and the healthcare work-
ers involved in their care. To conclude this chapter, a practical approach to respon-
sible disclosure management is offered. 

 In Chap.   6    , Jessie Naughton and Peter A. Vanable review evidence regarding 
HIV stigmatization among healthcare providers and suggest implications for HIV 
care. They argue that HIV-related stigmatization is associated with a number of 
adverse consequences among HIV-positive individuals. Given the direct role health-
care providers play in promoting and maintaining the overall health of HIV-positive 
individuals, it is important to understand the extent to which stigmatization among 
healthcare providers exists and the potential effects that such negative attitudes and 
behavior may have on the well-being of HIV-positive patients. In this chapter, they 
provide a review of the literature on stigmatization among healthcare providers, 
with a focus on studies that report information on stigmatizing healthcare experi-
ences from the patients’ perspective. They describe the potential effects of stigma-
tization on the well-being of HIV-positive patients, offer a methodological critique 
of the existing literature, and provide directions for future research and training 
interventions. Overall, fi ndings confi rm that HIV-positive patients experience stig-
matization within healthcare settings in the form of negative demeanor from provid-
ers as well as more overt examples, including patient avoidance, lowered quality of 
care, and treatment refusal. Review fi ndings also confi rm that provider stigmatiza-
tion remains a concern for HIV-positive patients and may exert negative effects on 
medical care. In reviewing the literature, they suggest directions for research that 
informs the development of interventions to assist healthcare providers and HIV- 
positive patients in creating more positive treatment experiences and health 
outcomes. 

 Part II comprises 12 chapters which discuss stigma and discrimination experi-
enced by different sociocultural groups. Issues concerning morality, discrimination, 
and silence surrounding HIV stigma and discrimination within the sociocultural 
context of China are discussed in Chap.   7     by Yanqiu Rachel Zhou. She contends 
that stigma associated with HIV/AIDS in China has largely been shaped by the 
sociocultural meanings of this disease. Based on an empirical study of the daily 
experiences of Chinese PLWHA, this chapter explores the ways in which HIV 
stigma is constructed, experienced, and understood. The actual interactions between 
PLWHA and others reveal that the sociocultural meanings of this disease are not 
fi xed, but coconstructed on an ongoing basis by the various participants (such as 
PLWHA and their families, friends, and health workers) in various interactions. 
Despite people’s mastery of knowledge, prejudices toward HIV/AIDS and PLWHA 
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can be generated, spread, and, perhaps, made worse through interpersonal interactions. 
To effectively fi ght HIV stigma in the Chinese context, she argues that the non-
biomedical and interactive dimensions of stigma and discrimination associated with 
this disease must also be taken into account. 

 Chapter   8     introduces the work of Chantal Aristizábal-Tobler on stigma and 
discrimination toward people living with HIV as seen through sociocultural aspects, 
experiences, and ethical and legal responses in Colombia. Chantal suggests that 
stigma and discrimination toward individuals infected with HIV or AIDS have been 
recognized as worldwide issues, but they show specifi c characteristics among the 
different socio-economic and cultural contexts. It is a complex and dynamic process 
whose genesis, manifestations, and consequences are infl uenced by different ele-
ments that interact from the biological to the social aspect, with very important roots 
in prejudice and social inequalities. The approaches for the explanation and under-
standing of these processes have been diverse: theoretical refl ections through his-
torical, psychological, social, or mixed focuses and empirical tests through 
quantitative and qualitative research. In this chapter, she discusses the issues related 
with HIV infection in the world and Colombia, based on a review of empirical 
research and the different conceptual approaches in the theories of stigma and dis-
crimination in health that are reported in the local and international literature. She 
reviewed the medical, political, social, and cultural aspects that underlie the stigma 
and discrimination associated with HIV infection, as well as the ethical and legal 
regulatory responses, and explored their relationship with the perceptions of those 
who suffer the experiences related to the stigma and discrimination in the world and 
Colombia. Her review and hermeneutical analysis of the rulings of the Colombian 
Constitutional Court in response to the writ for the protection of fundamental rights 
fi led by people living with HIV illustrate with examples the rifts and gaps found 
between the ethical and legal theories based on fundamental rights and the right to 
health in Colombia. 

 In Chap.   9    , Deepa Rao and colleagues write about their preliminary scale devel-
opment based on qualitative data on internalized stigma among African-Americans 
living with HIV. They point out that in 2004, the Centers for Disease Control 
reported that in the United States, AIDS was the leading cause of death for African- 
American women between the ages of 25 and 34 and African-American men 
between the ages of 35 and 44. They suggest that researchers have explained the 
impact of HIV/AIDS in African-American communities in terms of delays in 
accessing care and diffi culties in adhering to medication regimens. Research fi nd-
ings suggest that culturally appropriate interventions developed to reduce HIV/
AIDS stigma could help improve treatment adherence and, in turn, improve health 
outcomes for African-Americans living with HIV/AIDS. In order to better under-
stand the cultural experience of HIV stigma, they conducted 20 individual cognitive 
interviews with African-American men and women living with HIV in Chicago 
who were seeking treatment from an HIV clinic based at a large academic medical 
center. They analyzed transcriptions of these interviews using a phenomenological 
and content analytic framework. The data helped them to adapt a stigma scale to 
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help them better assess the severity of stigma as it is experienced, perceived, and 
internalized by their participants. 

 Chapter   10     presents the work of Lisa R. Norman on HIV-related stigma and 
discrimination in Puerto Rico and the role of sympathy on attitudes toward PLWHA. 
Lisa contends that as the number of PLWHA continues to increase in Puerto Rico, 
it becomes increasingly important to address the issues of stigma and other dis-
criminatory attitudes. This chapter presents the fi ndings of her study which examined 
the attitudes toward PLWHA of a large sample of women living in public housing 
in Puerto Rico, including sympathy and support for PLWHA in the workplace and 
in school. A total of 1,138 women completed a self-administered 218- item survey 
made up of questions that measured HIV-related knowledge, attitudes, and behav-
iors. Levels of sympathy varied depending on the target group, with HIV- infected 
drug users receiving the least sympathy. Most women reported that HIV- positive 
teachers should be allowed to teach and that HIV-positive children should be 
allowed to attend school. However, a signifi cantly lower percentage reported that 
HIV-infected nurses should be allowed to continue working. Women who were 
more sympathetic toward PLWHA were more tolerant of PLWHA in the workplace 
and school, while those with inaccurate knowledge concerning HIV transmission 
were less tolerant. Also, those who knew a PLWHA were more tolerant. Lisa also 
points out that levels of discriminatory attitudes in Puerto Rico are high and warrant 
both individual- and societal-level interventions. 

 In Chap.   11    , John A. Sauceda and colleagues write about HIV-related stigma and 
HIV disclosure among Latinos on the US-Mexico border. They suggest that Latinos 
in the USA have lower levels of disclosure and higher levels of HIV-related stigma 
when compared to non-Hispanic whites. However, the nature of the stigma- 
disclosure relation has not been fully explored. They hypothesize that the path 
between HIV-related stigma and disclosure may be through a mediating attitude 
toward disclosure. As a secondary hypothesis, they predicted differences in the 
strength of association that cognitive attitudes and affective attitudes share with 
disclosure. They interviewed 241 HIV-positive individuals on Highly Active 
Antiretroviral Therapy (HAART) at an outpatient clinic in El Paso, Texas, a large 
city that borders Mexico. They found that the signifi cant association between HIV- 
related stigma and HIV disclosure was fully mediated by attitudes toward disclo-
sure. In addition, the differences between correlations (i.e., both affective and 
cognitive attitudes with disclosure behaviors) were statistically signifi cant for fam-
ily members and casual sex partners (Steiger’s  Z -test,  Z  = 5.15 and 2.54,  p s < .01). 
Their model of disclosure-related attitudes suggests that as stigma becomes more 
salient, negative evaluations about disclosing may become more important during 
the disclosure decision-making process. Also, despite evidence from the literature 
that disclosure to certain targets (e.g., intimate partners) may occur for emotional 
reasons related to catharsis or emotional relief, their data suggest that cognitive 
appraisals (e.g., responsibility to educate) are more strongly related to disclosure 
rates to family members and casual sex partners. 

 Maretha Visser and Heather Sipsma discuss the experience of HIV-related stigma 
in South Africa in Chap.   12    . In their research in a South African community, they 
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examined HIV-related stigma among women who were HIV infected ( n  = 609) and 
a community sample of unknown status ( n  = 1,077) using qualitative and quantita-
tive methods. Their research showed that an HIV diagnosis was often associated 
with death, immoral behavior, punishment, and lack of adherence to cultural tradi-
tions. HIV-infected women perceived the community to be highly stigmatizing rand 
they internalized aspects of the stigma in their own self-evaluation. The degree to 
which they perceived community members to be stigmatizing was directly linked to 
their own internalized stigma. This perception had a negative infl uence on their 
psychological well-being, including increased depression and decreased self-esteem 
and disclosure of their HIV status. Despite their fear of disclosure, women did not 
report high levels of enacted stigma. Internalized stigma and the stigma attributed to 
others both declined slightly over the last several years, largely due to increases in 
HIV/AIDS knowledge. In contrast, although community members did not reveal 
high levels of personal stigma, they regarded  others  in their community to be highly 
stigmatizing. Factors contributing to community stigma were age, gender, level of 
education, HIV knowledge, and personal experience of knowing someone with 
HIV. Typical stigmatizing reactions were mostly observed in subtle behavior, though 
acts of overt discrimination were also reported. These data highlight the importance 
of different perspectives on HIV-related stigma. Results are interpreted in the con-
text of developments around HIV/AIDS policy in South Africa which allow them to 
make suggestions to address HIV stigma in this community. 

 Chapter   13    , by Ajay Bailey and Shrinivas Darak, introduces spaces of disclosure 
and discrimination using case studies from India. This chapter examines the spaces 
where HIV status is disclosed and the spaces of discrimination as perceived and 
experienced by the people. A spatial approach is applied to garner the understand-
ings of what makes different spaces accessible/inaccessible, empowering/disem-
powering, and personal/impersonal to disclosing an HIV status. Further, they 
explore time and gender differences in disclosure in the said spaces. Stigma, referred 
to as an attribute  deeply discrediting  by Goffman, is understood with the elements 
of it being feared and enacted. In this chapter, they look at both the perceived and 
enacted spatiality of discrimination. These spaces include institutional, social, fam-
ily/kin, and interpersonal spaces. Additionally, they construct, through the narra-
tives on risk, blame, and morality, the images and spaces of a “typical” HIV-infected 
person. They base this chapter on two studies carried out in India in community and 
institutional settings. The data comprise rich ethnographic interviews, focus groups, 
and observations. By focusing on the spatiality of disclosure and discrimination, 
they do not want just to describe these spaces but make an effort to see how people 
affected in these spaces can be empowered to manage disclosure and fi ght 
discrimination. 

 Chapter   14     presents the work of Eli Lieber, Ioakim Boutakidis, and Dorothy 
Chin on stigma, modernization, sex behavior, and infection risk among Chinese 
youth in China. They argue that HIV intervention and education efforts in China 
continue to be frustrated by the clear stigma associated with the disease inherent in 
Chinese culture. While modernizing and evolving rapidly, the Chinese sociocultural 
context continues to be infl uenced by traditional Confucian and Taoist philosophies. 
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At the same time, there is growing tolerance of premarital and extramarital sex, 
particularly among younger groups as a result of their access to and interest in 
media and other resources exposing them to the world outside traditional Chinese 
culture. The dangers of sexual behavior risk inherent in this changing environment 
are clear and worthy of serious attention. In this study, they address the issues sur-
rounding a need for innovative and effective HIV/STD prevention efforts given the 
infl uence of social stigma, traditional values and expectations, a relative absence of 
reliable and trustworthy information about sexual health, and expanding and 
unguided exposure to information from outside sources. Identifying and working 
respectfully within the cultural belief systems dominant in the sociocultural context 
is as important to intervention design as a thorough evaluation of a target popula-
tion’s needs, behaviors, and characteristics. Findings from a relatively young and 
uneducated sample expose and explicate the salient cultural schemata in this context 
as well as how these schemata, coupled with the rapidly changing social environ-
ment, should inform intervention planning and implementation. They hope that the 
benefi ts of their study’s approach, framework, and fi ndings can be incorporated into 
future intervention design among Chinese populations. These considerations will 
help guide a program’s effectiveness by enhancing the “fi t” of the intervention to 
the target population and help boost program strength and sustainability. 

 In Chap.   15    , Allanise Cloete, Seth C. Kalichman, and Leickness Chisamu 
Simbayi discuss layered stigma and HIV/AIDS from the experiences of men who 
have sex with men (MSM) in South Africa. In this chapter, we hear that the fi rst 
cases of AIDS in the Republic of South Africa were diagnosed primarily in young 
men who had sex with men. Although HIV has spread heterosexually from neigh-
boring countries and established a generalized HIV/AIDS epidemic, gay men 
remain, according to recent evidence, a signifi cant population affected by AIDS in 
South Africa. Moreover, issues of homophobia, cultural defi nitions of masculinities, 
and AIDS stigma have created barriers to reaching MSM for HIV prevention, testing, 
and treatment services. This chapter examines the stigma and discrimination experi-
ences of MSM within South Africa’s generalized HIV/AIDS epidemic. Results 
from a qualitative study data show a layering of stigmatization regarding homosexu-
ality and HIV/AIDS, further complicating efforts to engage gay and bisexual men 
living with HIV/AIDS. Although healthcare services like HIV testing and other 
services are freely available at public healthcare facilities, research fi ndings suggest 
that MSM are reluctant to access HIV prevention, treatment, care, and support 
services. A lack of MSM-friendly healthcare facilities, combined with previous 
experiences of stigma and discrimination, may deter MSM from seeking out health-
care services. Stigma associated with being gay and a fear of being HIV-positive 
serve as barriers to making use of the available voluntary HIV testing and counsel-
ing services. In addition, stigma and discrimination experiences of MSM may 
impede disclosure of HIV-positive status and thus lead to further transmission of 
HIV. From a human rights perspective, all people in South Africa who are infected 
with HIV should be treated with life-prolonging medications without discrimina-
tion. Reaching MSM, however, for the provision of testing and treatment services 
requires specialized attention given the invisibility of this population. 
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 In Chap.   16    , Jenny X. Liu and Kyung-Hee Choi discuss emerging gay identities 
in China and examine the prevalence and predictors of social discrimination against 
MSM. They point out that the emergence of gay identities and communities in con-
temporary China clashes with many traditional cultural values and norms. As a 
result, MSM experience a variety of subtle as well as blatant rejection and discrimi-
nation on the basis of their sexual orientation, which can result in deterioration of 
physical and mental well-being. Social discrimination against MSM in China may 
also have deleterious consequences for public health as individuals avoid taking 
health precautions as a means to avoid discovery or avert suspicion. To understand 
the extent of discrimination that Chinese MSM face and identify which individuals 
may be disproportionately affected, they queried 477 MSM in Shanghai, China, 
about their lifetime encounters with discrimination. Almost 97 % of respondents 
had perceived some stigma at least once in their lifetime whereas only 23 % had 
experienced at least one instance of discrimination. Results of multivariate regres-
sion analyses show that disclosure of one’s homosexuality differentially affects 
one’s experiences of each type of discrimination. For example, coming out to other 
MSM may have a protective effect against perceived stigma, but signifi cantly 
increases the likelihood of experiencing overt discrimination. On the other hand, 
being out to family members signifi cantly increases perceived stigma, but being out 
to friends and colleagues decreases experiences of discrimination. Important inter-
actions with migrant status are also found. In this chapter, they also discuss implica-
tions for social redress and public health interventions. 

 Chapter   17     in this volume is concerned with stigma and discrimination among 
gay men in Australia and is written by John B. F. de Wit and colleagues. They sug-
gest that HIV-related stigma and discrimination among gay men have remained 
largely under-researched. Also, there generally is a lack of research that directly 
compares the HIV-related stigma experienced by people living with HIV and the 
stigma expressed by people not living with HIV. This chapter reports an online com-
munity study in Australia, undertaken to investigate and compare HIV-related 
stigma as experienced by HIV-positive gay men and expressed by non-HIV-positive 
gay men. From 1 December 2009 to 31 January 2010, the HIV Stigma Barometer 
Survey recruited 1,258 HIV-positive (17.0 %), HIV-negative (72.6 %), and HIV 
status unknown (10.4 %) gay men. Participants answered a range of questions 
regarding stigma-related attributions of responsibility, social distancing, negative 
emotional reactions, and sexual exclusion. Their fi ndings show that HIV-positive 
men overall experienced low levels of stigma, including attributions of responsibil-
ity and social distancing. However, they experienced higher levels of negative emo-
tional reactions and in particular experienced exclusion as sexual or romantic 
partners. HIV-related stigma expressed by non-HIV-positive men was highly com-
parable to the experiences of HIV-positive men. These fi ndings provide evidence of 
HIV-related stigma and a “serostatus divide” in the gay community. Stigma seems 
located primarily in the domain of sex and relationships and this possible sexual 
divide may refl ect and drive the adoption of serostatus-based risk reduction strate-
gies. An important contribution of this study is its comparison and cross-validation 
of reports of experienced as well as expressed stigma in gay men. This was enabled 
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by a new stigma measure that was informed by a conceptual analysis of the stigma 
concept and draws on existing scales. 

 In Chap.   18    , Gareth J. Owen presents the hierarchical experience of stigma in 
HIV- and hepatitis C-coinfected gay men living in London. Drawing on qualitative 
research investigating the impact of HIV and hepatitis C coinfection in gay men 
living in London, this chapter explores the complications that arise when two sexu-
ally transmitted viral infections are stigmatized differently within a particular social 
group. Exploring the emotional impact of stigma in a gay male sexual subculture 
where “serosorting” is used to select other HIV-positive men for unprotected sex, 
the narratives tell of how hepatitis C was experienced as more stigmatizing than 
HIV. This hierarchical stigmatization complicated the disclosure of hepatitis C and 
therefore threatened strategies of “HIV serosorting” as a method of negotiated 
safety. Models of the hierarchical stigmatization process and hepatitis C transmis-
sion risk in gay male sexual subcultures are constructed from the data. The chapter 
also explores how stigma can both reinforce and disrupt the supportive camaraderie 
of subcultural communities in different circumstances. The fi ndings suggest that 
health promotion in the gay community needs to particularly address the stigmatiza-
tion of hepatitis C by raising awareness and facilitating greater empathetic owner-
ship of hepatitis C as a gay community issue. 

 In Part III of the volume, chapters concerning how individuals and groups deal 
with and manage stigma and discrimination are included. In Chap.   19    , HIV/AIDs- 
related stigma among African-Americans in the southern United States is presented 
by Pamela Payne Foster and Susan W. Gaskins. As other chapters have presented, 
stigma is defi ned as a discrediting attribute leading to discrimination in this chapter. 
For people with HIV/AIDS, stigma refers to negative feelings and behaviors toward 
individuals, groups, and communities. Specifi c African-American populations have 
different stigma-related experiences. This chapter addresses stigma in older adults 
living with the disease as well as the larger community in the rural South. 
Additionally, because stigma is reported to impact disclosure decisions of HIV- 
infected individuals, those decisions and their context are discussed. Additionally, 
because spirituality/religion plays an important cultural role in the lives of African- 
Americans, the role of the Black church in HIV/AIDS prevention is also addressed. 
Pamela and Susan also discuss faith-based strategies to respond in a supportive 
manner to individuals with HIV/AIDS. They draw from their work in the Black Belt 
region of the rural South, an area with high incidence and prevalence rates of HIV/
AIDS. They hope that issues discussed in their chapter would ultimately result in 
not only positive outcomes for people who are infected but also prevention of infec-
tion for others. 

 Lucy Stackpool-Moore and colleagues write about  The People Living with HIV 
Stigma Index  in Malawi and the United Kingdom (UK) as an antidote to stigma in 
Chap.   20    . They contend that living with HIV today is a different experience for 
every individual. For some, taking treatment, seeking support, and accessing health 
services is routine and part of a wide selection of services and choices available. For 
others, information is limited, support insuffi cient, or choices denied because of 
fear or marginalization. Stigma relating to HIV still remains a signifi cant challenge 
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because it has an impact on the accessibility and orientation of services (not only 
health but also legal, care, and support services) as well as on the self-esteem and 
general quality of life. Conversely, stigma can also trigger positive forces for change 
and networks of solidarity that rise to challenge the social norms and practises that 
marginalize, stigmatize, and discriminate. In this chapter, they consolidate some 
insights about the process of  The People Living with HIV Stigma Index  from two 
very different countries and contexts—the United Kingdom (UK) and Malawi—
and explore the notion of performative research through a discussion of power, 
participation, and social change. Their chapter does not review the detailed fi ndings 
from the Stigma Index research nor does it explore the degrees and realities of 
stigma in these two very different contexts. Rather, it focuses on the refl ections 
shared by some of the research team in both countries and their experiences of being 
involved in a common initiative—one that has a framework similar enough to be 
comparable but fl exible enough to be adapted to the local context. Questions are 
explored about the potential of such an initiative as a transformative model for 
generating personal and social change in tackling HIV-related stigma. 

 Chapter   21     is concerned with the issue of achieving harmony, moving from 
experiencing social disgust to living with harmony in people with HIV/AIDS in 
the Thai context, and is written by Quantar Balthip, Julie Boddy, and Jirapa 
Siriwatanamethanon. This chapter discusses the ways Thai PLWHA come to terms 
with their diagnosis and learn to manage their lives in the context of stigma and 
discrimination. The chapter draws on the results of two grounded theory studies 
which were conducted in the South and Northeast of Thailand respectively. Data 
were gathered from 33 participants with HIV/AIDS in the South and 30 in the 
Northeast through in-depth interviews and participant observations. Interviews 
were tape recorded, then transcribed verbatim. The authors suggest that being diag-
nosed with HIV/AIDS resulted in the lives of most participants being “turned upside 
down.” In a society in which HIV/AIDS has been highly stigmatized, the diagnosis 
results in both a devalued self and the risk of “social disgust” from others in society. 
Both studies explored the processes by which participants used selective disclosure 
to reconnect with others for support, enabling them to fi nd meaning in life, and to 
understand and revalue themselves, to overcome their life crisis, and to live life as 
normal. For some participants, fi nding an ultimate meaning in life—consistent with 
Buddhist teaching—enabled them to obtain peace and harmony. 

 In Chap.   22    , Pranee Liamputtong, Niphattra Haritavorn, and Niyada Kiatying- 
Anguslee write about AIDS support groups and women living with HIV/AIDS in 
central Thailand. In this chapter, they examine community attitudes toward women 
living with HIV/AIDS in Thailand. They also look at strategies employed by women 
in order to deal with any stigma and discrimination that they may feel or experience 
in the community. The chapter is based on their larger study of the experiences of 
women living with HIV/AIDS and their participation in clinical trials in Thailand. 
They carried out a number of in-depth interviews with women living with HIV/
AIDS in central Thailand. They fi nd that women living with HIV/AIDS still deal 
with stigma and discrimination in their everyday lives. However, from the women’s 
narratives, they also fi nd more positive attitudes from local communities. Women 
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deal with stigma and discrimination by joining and participating in HIV/AIDS sup-
port groups that have emerged in response to the AIDS epidemic in Thailand. They 
argue that women are not passive victims, but that they act in their own agencies to 
counteract any negativity they might encounter. 

 Fumihiko Yokota and Mark VanLandingham write about gender differences in 
stigma and community support among PLWHA in Thailand in Chap.   23    . This chap-
ter compares the levels of both stigma and community support as perceived and 
experienced by Thai men and women living with HIV/AIDS and investigates indi-
vidual factors, which can explain the gender differences in stigma and community 
support in Thailand. Data were collected from 412 members of PLWHA support 
organizations in Bangkok and Northern Thai provinces in 2000. An assisted, self- 
administered survey instrument was used. The proportion of respondents who 
reported perceived stigma from people in their communities was signifi cantly 
higher among male PLWHA (46 %) than females PLWHA (34 %). Male PLWHA 
were signifi cantly less likely than female PLWHA to perceive community support 
(58 % vs. 73 %) and also to experience community support (15 % vs. 26 %). The 
multivariate analyses presented in the chapter indicate that much of the male disad-
vantage with regard to HIV-related social stigma and community support in Thailand 
appears largely due to differences between men and women in the sample; several 
of these differences are also found in the population of male and female PLWHA 
throughout Thailand. These differences include the following: (1) male PLWHA 
had on average more visible AIDS symptoms than females, a factor associated not 
only with more advanced illness but also increased stigma and less community sup-
port; (2) male PLWHA were less likely than females to be widowed, a factor 
strongly associated with increased community sympathy and support; and (3) male 
PLWHA in their sample were more likely than females to reside in Bangkok, which 
has more hostile community responses toward PLWHA than Northern Thai 
provinces.     
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1            Introduction 

 A diagnosis of HIV infection carries both physical and social ramifi cations. 
Physically, testing HIV-positive means that one has contracted a life-threatening 
disease. People living with HIV/AIDS (PLWHA) typically suffer detriments to their 
immune systems which increase their vulnerability to opportunistic diseases (e.g., 
bacterial and viral infections, neurological diseases, and cancers) that may ulti-
mately result in death. Socially, HIV infection also means that one has gained a 
mark of stigma that can lead to devaluation in a variety of contexts. PLWHA may 
face discrimination in the workplace, education, places of worship, and healthcare 
settings and may experience social ostracism from friends and family. Therefore, 
HIV infection not only means that one has to face living with and managing a 
chronic health condition; it also means that one will likely face social stigma that 
may fundamentally change the way one perceives oneself and interacts with others. 
Stigma associated with HIV/AIDS represents a signifi cant barrier to the quality of 
life of PLWHA as well as efforts to engage PLWHA in services and prevention. 

 In this chapter, we discuss three approaches to understanding how HIV stigma 
shapes the quality of life of PLWHA. We aim to gain insight into how to intervene 
in HIV stigma to improve efforts to engage PLWHA in services and enhance 
HIV prevention. The fi rst approach contextualizes HIV stigma by stressing that 
experiences of PLWHA are shaped by the sociocultural contexts in which they live. 

    Chapter 2   
 Stigma Experienced by People Living 
with HIV/AIDS 
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This approach suggests that understanding and intervening in HIV stigma requires 
attention to the unique structural and interpersonal drivers of HIV stigma that exist 
within a particular sociocultural context. The second approach reconceptualizes the 
multiple stigmas that many PLWHA experience (e.g., drug use, sexual orientation, 
race/ethnicity) as intersectional stigma. This approach provides a way of under-
standing and measuring multiple stigmas and how they interact to impact PLWHA. 
The third approach specifi es how HIV stigma impacts PLWHA via a series of 
stigma mechanisms, suggesting concrete points of intervention to disrupt the rela-
tionship between stigma and its deleterious impact on PLWHA. Finally, we apply 
these three approaches to understanding HIV stigma in the context of South Africa. 
We consider the ways in which social context, intersectional stigma, and stigma 
mechanisms shape the experience of HIV stigma by PLWHA in South Africa and 
explore potential strategies for interventions. Additionally, we provide a table defi n-
ing and providing examples of terminology commonly used with regard to HIV 
stigma (see Table  2.1 ).

2        Contextualizing Stigma: HIV Stigma as Dependent 
on Sociocultural Context 

 HIV stigma is a global phenomenon; PLWHA encounter stigma in every sociocul-
tural context in which it has been studied (Aggleton and Parker  2002 ; see also other 
chapters in this volume). However, the nature of HIV stigma, including its preva-
lence and the ways in which it is expressed, varies across cultural contexts. For 
example, although HIV is stigmatized in Africa, Asia, and the Americas, the 
endorsement of stigmatizing attitudes and behaviors by general populations 
(Genberg et al.  2007 ) as well as the experience of stigma by PLWHA (Kalichman 
et al.  2009 ) differ between these contexts. Conceptualizing stigma as a social con-
struct dependent on sociocultural context provides a more nuanced understanding 
of HIV stigma that better explains why and how HIV stigma varies among 
societies. 

 Stigma theorists starting with Goffman ( 1963 ) have stressed the importance of 
building an understanding of stigma that is rooted within individual sociocultural 
contexts. Goffman ( 1963 : 3) defi nes stigma as “an attribute that is deeply discredit-
ing” and noted that “a language of relations, not attributes, is really needed” to 
understand stigma. According to this defi nition, an attribute is constructed as a 
marker of tarnished character within the context of social relationships. This marker, 
in turn, leads to the discrediting or devaluing of anyone who bears it. In the case of 
HIV stigma, HIV is the attribute that has become a marker of tarnished character. 
PLWHA are discredited or devalued because they bear the mark of HIV. Importantly, 
because stigma is a social construct, there is nothing innate about the character of 
PLWHA that justifi es their devaluation or discrediting (see also Chaps.   1     and   6    , and 
chapters in Part II in this volume). 
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 Theorists since Goffman ( 1963 ) further characterize stigma as a social construct 
shaped by social processes. Link and Phelan ( 2001 ), for example, theorize that 
stigma emerges from a social process involving labeling, stereotyping, separation, 
status loss, and discrimination. They emphasize that this social process relies on 
power to reproduce social inequity and inequality between stigmatized and nonstig-
matized people. Additionally, Parker and Aggleton ( 2003 ) conceptualize stigma as 
a social process that operates at the intersection of culture, power, and difference. 
They stress the importance of studying the relationships between culture, power, 
and difference within social contexts to understand stigma. Both Link and Phelan 
( 2001 ) and Parker and Aggleton ( 2003 ) highlight social processes involved in 
the construction of stigma. Each of these social processes may operate differently 
in sociocultural contexts, helping to explain why and how HIV stigma varies across 
cultures. 

   Table 2.1    Terminology commonly used with regard to HIV stigma   

 Term  Defi nition  Example(s) 

 Stigma  A personal attribute, mark, or 
characteristic that is socially 
devalued and discredited 

 HIV, drug use, sex work, sexual 
minority, racial/ethnic 
minority, female gender, 
poverty 

 Stigma mechanism  Ways in which people react to 
either possessing or not 
possessing a stigma 

 Prejudice, stereotype, discrimina-
tion, enacted stigma, 
anticipated stigma, 
internalized stigma 

 Prejudice  Negative emotions and feelings 
felt toward stigmatized people 

 Feelings of disgust, anger, 
and fear toward PLWHA 

 Stereotype  Group-based beliefs about stigma-
tized people that are applied 
to stigmatized individuals 

 Beliefs that PLWHA are 
promiscuous, dangerous, 
and immoral 

 Discrimination  Behavioral expressions 
of prejudice directed toward 
stigmatized people 

 Social rejection of, violence 
toward, refusal to employ, 
and refusal to medically 
treat PLWHA 

 Enacted stigma  Experiences of prejudice, stereo-
typing, and discrimination 
by stigmatized people 

 Experiences of social rejection, 
violence, employment 
discrimination, and medical 
discrimination by PLWHA 

 Anticipated 
stigma 

 Expectations of experiencing 
prejudice, stereotyping, and 
discrimination in the future 
by stigmatized people 

 Expectations of social rejection, 
violence, employment 
discrimination, and medical 
discrimination by PLWHA 

 Internalized 
stigma 

 Endorsement of negative beliefs 
and feelings associated with 
stigma by stigmatized people 

 Feelings and beliefs of PLWHA 
that they are disgusting and 
immoral 

 Intersectional 
stigma 

 Conceptualization suggesting that 
multiple stigmas interact to impact 
the self and cannot be teased 
apart or layered hierarchically 

 A PLWHA’s unique experience 
of HIV stigma due to their 
female gender and history 
of sex work 

2 Stigma Experienced by People Living with HIV/AIDS
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 These conceptualizations of stigma suggest that to study and intervene in HIV 
stigma within a particular sociocultural context, we should fi rst develop an under-
standing of the social processes that contribute to the construction of HIV stigma 
within that context. Attending to the unique structural and interpersonal drivers of 
HIV stigma within social contexts represents a starting point for building this under-
standing. Structural drivers of HIV stigma include laws, policies, and politics that 
disadvantage PLWHA. Interpersonal drivers of HIV stigma include stigmatizing 
thoughts, feelings, and behaviors of community members that are directed toward 
PLWHA. 

 Societies have instituted numerous structural interventions over the course of 
HIV/AIDS that have fostered and even proliferated HIV stigma. These structural 
drivers of HIV stigma have ranged from subtle to extreme. At the subtle end of this 
spectrum, failures of leaders to act on HIV/AIDS, such as occurred in the United 
States throughout the 1980s, signal devaluation of those affected. At the extreme 
end of this spectrum, policies for control and containment of people infected with 
HIV have been the most stigmatizing. For example, countries have quarantined 
people infected with HIV (e.g., Cuba; see Sheper-Hughes  1993 ), restricted HIV- 
positive children from attending schools, and banned people infected with HIV 
from entering their country (e.g., the USA prior to 2010). Less extreme policies, 
including those that ban people living with HIV/AIDS from certain lines of employ-
ment, such as in the education sector, also fuel HIV stigma. Furthermore, policies 
directed toward groups designated as “at risk” for HIV/AIDS are prevalent and 
stigmatizing. Repressive drug policies, for example, stigmatize drug users, reduce 
access to drug treatment, and prohibit access to clean injection equipment (Friedman 
et al.  2011 ). Institutionalized and structural sources of HIV stigma have impeded 
HIV prevention efforts and limited access to care services for those infected with 
HIV. 

 In addition to social processes at the societal level, social processes at the inter-
personal level contribute to the construction of HIV stigma. Interpersonal drivers of 
HIV stigma encompass the ways in which stigma is constructed within interper-
sonal interactions between community members and PLWHA. These drivers 
include the stigma mechanisms of prejudice, stereotyping, and discrimination 
(Earnshaw and Chaudoir  2009 ). Prejudice is characterized by negative emotions 
and feelings (e.g., disgust, anger, and fear) that HIV-negative people feel toward 
PLWHA (Allport  1954 ; Brewer  2007 ). Stereotyping is characterized by group- 
based beliefs about PLWHA that are applied to specifi c individuals living with HIV/
AIDS by HIV-negative people (Kanahara  2006 ). Discrimination is characterized by 
behavioral expressions of prejudice by HIV-negative people directed at PLWHA 
(Allport  1954 ; Brewer  2007 ). 

 Interpersonal drivers of HIV stigma, which may vary in content and intensity 
between different sociocultural contexts, ultimately impact the lives of PLWHA. 
Although the content of prejudice toward PLWHA may be characterized by nega-
tive emotions and feelings in many places of the world, the strength of prejudice 
may vary greatly. For example, prejudice may be stronger in places where the HIV 
epidemic is more prevalent and the perceived threat of HIV is greater. The 
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association between stigma and HIV prevalence may be counterintuitive because a 
higher prevalence of HIV also means a greater likelihood of knowing someone 
affected by HIV. Nevertheless, stereotypes of PLWHA as immoral or engaging in 
illicit activities (e.g., drug use and prostitution) persist in face of high HIV preva-
lence (Zelaya et al.  2008 ). Stereotypes may vary in both content and strength 
depending on the sociocultural context and are shaped, in part, by the unique history 
of the HIV epidemic within a specifi c sociocultural context. For example, in the 
USA the epidemic was fi rst largely associated with gay men and intravenous drug 
users (IDUs) (Herek  1999 ). Today, stereotypes continue to associate HIV with gay 
men and intravenous drug users in the USA. Like all stereotypes, HIV stereotypes 
are cognitively convenient but not always refl ective of reality. Finally, the content 
and strength of discrimination toward PLWHA may also vary. Actual discrimina-
tory behaviors and severity of discrimination differ across contexts. In some socio-
cultural contexts, interpersonal discrimination may be more subtle, involving social 
rejection, as occurs in exclusionary and distancing practises. In other contexts, 
interpersonal discrimination may be more severe, involving extreme violence and 
severe rejection (Aggleton and Parker  2002 ; Visser et al.  2006 ). 

 In addition to contextualizing HIV stigma by geography, it is important to attend 
to time because HIV stigma mechanisms evolve. In the USA, for example, preju-
dice, stereotypes, and discrimination directed at PLWHA decreased throughout the 
1990s (Herek  2002 ). Therefore, PLWHA in the USA may have encountered more 
stigmatizing feelings, thoughts, and behaviors from others earlier in the US HIV 
epidemic than in later years (see also Chaps.   8–      9    ,   11    , and   19     in this volume). 

 Thus far, we have suggested that because the nature of HIV stigma varies between 
sociocultural contexts, it is critical to attend to the unique structural and interper-
sonal drivers of HIV stigma within particular places at particular times. Doing so 
will provide greater insight into how HIV stigma is experienced by PLWHA within 
sociocultural contexts. In addition to varying between sociocultural contexts, the 
nature of HIV stigma varies between people. For example, within the same socio-
cultural context, a black heterosexual woman may experience HIV stigma differ-
ently than a Latino gay man (see Chap.   11    ). Therefore, to continue to understand 
how PLWHA experience HIV stigma, we now turn to the intrapersonal processes by 
which PLWHA experience HIV stigma. We focus on other aspects of the self that 
are also socially devalued or stigmatized and consider how these multiple stigmas 
intersect to shape PLWHA’s experience of HIV stigma.  

3     Intersectional Stigma: Reconceptualizing the Multiple 
Stigmas Experienced by PLWHA 

 All PLWHA have one thing in common: the human immunodefi ciency virus (HIV) 
infection. Arguably, this one commonality is stigmatized because it is a contagious 
and severe disease which represents an often misunderstood physical threat to 
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others (Crandall et al.  1997 ; Kurzban and Leary  2001 ; Park et al.  2003 ; Stevenson 
and Repacholi  2005 ; Tybur et al.  2009 ). Beyond their common HIV status, however, 
PLWHA are diverse. Many PLWHA belong to marginalized groups and may expe-
rience stigma related to their race/ethnicity, age, and/or gender (for a review see 
Henkel et al.  2008 ). Unlike HIV stigma, stigma related to marginal-group member-
ship may be due to group-based exploitation and domination (Kurzban and Leary 
 2001 ; Phelan et al.  2008    ). That is, members of marginalized groups may be stigma-
tized so that dominant group members can exploit and maintain power over them. 
PLWHA may also be associated with other stigmas (e.g., drug use, sex work, LGBT 
orientations), sometimes termed HIV-related stigmas (Pryor et al.  1999 ). HIV- 
related stigmas may arise because they break social norms (Phelan et al.  2008 ). The 
function of this type of stigma may be to acquire conformity to social norms by 
either stopping or preventing people from engaging in deviant behavior. Taken 
together, PLWHA may experience multiple stigmas, including marginal-group 
member status, HIV-related stigma, and stigma directly tied to HIV/AIDS. 

 At least two conceptualizations have been suggested to explain how having mul-
tiple stigmas, including marginal-group member status and/or HIV-related stigma, 
impact PLWHA’s experience of HIV stigma. The fi rst conceptualization suggests 
that HIV stigma is layered upon other stigmas (Reidpath and Chan  2005 ). This 
conceptualization, referred to as  layered stigma , is common within HIV research 
and theory (Reidpath and Chan  2005 ; Nyblade  2006 ; Henkel et al.  2008 ; see also 
Chap.   15     in this volume). The second conceptualization suggests that HIV stigma 
intersects or interacts with other stigmas (   Crenshaw  1996 ; Berger  2004 ). This con-
ceptualization, referred to as  intersectional stigma , is common within several disci-
plines including sociology (Collins  2000 ), psychology (Purdie-Vaughns and Eibach 
 2008 ), and political science (Berger  2004 ). In the remainder of this section, we 
review both conceptualizations and point toward adopting an intersectional approach 
to studying how PLWHA experience multiple stigmas. 

 Layered stigma, also referred to as compound stigma (Nyblade  2006 ), is an addi-
tive model of multiple stigmas. Conceptually, it suggests that multiple stigmas 
uniquely contribute to the experience of stigma. To understand the full impact of 
stigma on a PLWHA, one adds the unique impact of each individual stigma to create 
a sum such as: 

  Marginalized - group member stigma  +  HIV - related stigma  +  HIV stigma  =  Total stigma  

 For example, according to the layered approach, if one wanted to capture the 
stigma experienced by a female sex worker who is HIV-positive, one would quan-
tify the amount of stigma associated with her marginal-group membership (i.e., 
female gender), the amount of stigma associated with her HIV-related stigma (i.e., 
sex work), and the amount of stigma associated with her HIV-positive status. Using 
a standard metric, those quantities are summed to obtain a total score for stigma 
experienced by PLWHA. Reidpath and Chan ( 2005 : 431) provide a more sophisti-
cated conceptualization of layered stigma by further taking into account shared 
stigma, defi ned as “the degree to which the … characteristics overlap,” as well as 
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synergistic stigma, defi ned as excess stigma due to the combination of stigmas. 
Their model takes each of these types of stigmas into account in the following way: 

  HIV - related stigma  +  HIV stigma  +  Shared stigma  +  Synergistic stigma  =  Total stigma  

 According to Reidpath and Chan ( 2005 ), capturing the experience of stigma by 
a sex worker who is HIV-positive would again require quantifying the amount of 
stigma associated with sex work and HIV. Next, one would quantify the amount of 
stigma that is shared by sex work and HIV as well as the excess stigma due to being 
both a sex worker and HIV-positive. Again, summing these scores yields a total 
score of how much stigma is experienced by this PLWHA. 

 Conceptualizations of layered stigma are generally limited in their ability to capture 
the complexities of how multiple stigmas are experienced by PLWHA. A critique of 
additive models is that they rest on the assumption that multiple stigmas can be par-
celed out, or separated from each other, and examined uniquely. Critics of the additive 
model argue that multiple stigmas cannot be parceled out because they are experienced 
by people as one (Purdie-Vaughns and Eibach  2008 ). For example, a female sex worker 
living with HIV may not experience stigma related to being a woman, stigma related to 
being a sex worker, and stigma related to HIV independently. Rather, she may experi-
ence these identities simultaneously. Another critique of additive models is that they 
have historically prioritized certain stigmas over others (Berger  2004 ). Additive mod-
els necessarily conceptualize stigmas hierarchically by layering one on top of another. 
In doing so, they risk assuming that some stigmas are more important than others. For 
example, layering HIV stigma on top of stigma ascribed to marginal-group member-
ship may assume that HIV stigma is more important than marginal-group member 
stigma. This may or may not be true for different PLWHA. Reidpath and Chan’s ( 2005 ) 
methodology addresses some of these concerns by including the roles of shared and 
synergistic stigmas. However, Reidpath and Chan do not address how to examine more 
than two stigmas. Specifi cally, it is unclear how to quantitatively tease apart unique, 
shared, and synergistic stigmas when more than two stigmas are involved in the equa-
tion. This is problematic given that PLWHA often possess more than two stigmas. 
Overall, additive models of stigma are limited due to their assumption that stigmas can 
be parceled out from each other, hierarchical conceptualization of multiple stigmas, 
and limited ability to quantitatively capture more than two stigmas. 

 Conceptualizing multiple stigmas as intersectional largely addresses these con-
cerns. Intersectionality is defi ned by Berger ( 2004 : 30) as “the interlocking forms of 
oppression which can be identifi ed as separate, singular systems, but whose explan-
atory power is greatly enhanced when they are seen as interactive and interdepen-
dent on each other.” Conceptually, therefore, an intersectional model of stigma 
suggests that multiple stigmas interact with each other to impact the self. This 
approach specifi cally argues against parceling out stigmas from each other. It recog-
nizes that marginalized-group member status stigma, HIV-related stigma, and HIV 
stigma can be identifi ed and studied as separate entities but ultimately argues that 
considering how these stigmas interact with each other provides a fuller understand-
ing of how they impact PLWHA. For example, a female sex worker who is 
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HIV-positive experiences stigma related to being HIV-positive uniquely because she 
is female and a sex worker. The stereotypes that others hold of her as a PLWHA are 
necessarily shaped by her gender and engagement in sex work. Because intersec-
tional approaches to stigma assert that stigmas interact with each other, each stigma 
is equally weighted. Stigmas are not conceptualized in a hierarchical manner, but 
rather are allowed similar positioning to impact the self. 

 Quantitatively, intersectional stigma can be studied using a multiplicative rather 
than additive approach. To understand the full impact of stigma on a PLWHA, the 
total experience of stigma is the product of each stigma multiplied together: 

  Marginalized - group member stigma  *  HIV - related stigma  *  HIV stigma  =  Total stigma  

 This multiplicative approach allows for the quantity of total stigma to be greater 
than the sum of the individual stigmas. In this way, the approach more easily cap-
tures the excess stigma that Reidpath and Chan ( 2005 ) account for with the inclu-
sion of synergistic stigma. This approach can also be understood as a case of 
moderation (Baron and Kenny  1986 ), which is a powerful way to measure the 
simultaneous impact of multiple variables within psychology. A moderation 
approach suggests that the impact of one variable depends on that of another. For 
example, the impact of HIV stigma depends on that of HIV-related stigma. 
Importantly, this approach allows researchers to quantitatively capture more than 
two stigmas. There can be more than one moderator of HIV stigma, including 
marginalized- group membership and HIV-related stigmas. 

 An intersectional approach to HIV stigma may be uniquely positioned to provide 
greater insight into how PLWHA experience stigma as opposed to how the com-
munity stigmatizes PLWHA. Much of the work on multiple stigmas among PLWHA 
has focused on the endorsement of prejudice, stereotypes, and discrimination 
directed at PLWHA by community members (Crandall et al.  1997 ; Herek  1999 , 
 2002 ; Pryor et al.  1999 ). In other words, this work has focused on the point of view 
of “HIV-negative” people who do not possess the stigma of HIV. Nonstigmatized 
people may hold different levels of prejudice, endorse different types of stereotypes, 
and perpetuate different types of discrimination toward people who possess differ-
ent stigmatized attributes. For example, they may hold distinct sets of stereotypes 
about drug users (e.g., untrustworthy, immoral), gay men (e.g., immoral, promiscu-
ous), and race (e.g., lazy, unintelligent). They may apply multiple stereotypes for 
each stigmatized attribute to an individual. Therefore, in perceiving a PLWHA with 
multiple stigmas, community members may pull from their cognitive representa-
tions of the multiple attributes that the PLWHA is perceived as possessing to form 
an overall impression. 

 In contrast, an intersectional approach to HIV stigma may be better positioned to 
capture how multiple stigmas are experienced by PLWHA who possess these deval-
ued attributes simultaneously. Research on PLWHA with multiple stigmas suggests 
that HIV stigma is manifested differently depending on other stigmas and individual 
attributes. For example, PLWHA with multiple stigmas have different levels of dis-
closure concerns, which are closely linked to HIV stigma (Derlega et al.  2004 ; 
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Smith et al.  2008 ; Wolitski et al.  2008 ). Mason and colleagues ( 1995 ) found that 
Latino men were less likely than white men to disclose their HIV status and that 
there were differences in HIV disclosure concerns and expectations of rejection 
between Latino and white men. This suggests that disclosure concerns vary as a 
function of marginal-group member status. Latkin and colleagues ( 2001 ) found that 
current injection drug users were less likely to disclose their HIV status than nonin-
jection drug users. This further suggests that disclosure concerns vary as a function 
of possession of HIV-related stigmas. Körner ( 2007 ), examining marginal-group 
member status and HIV-related stigma simultaneously, found differences in disclo-
sure due to cultural background, gender, and sexual orientation. If HIV stigma is 
experienced in an additive manner, then HIV stigma should be experienced and 
reacted to similarly by members of marginalized groups and people who possess 
HIV-related stigmas. They should experience HIV stigma  in addition to  their other 
stigmas rather than  differently because of  their other stigmas. However, research on 
disclosure suggests that PLWHA experience HIV stigma differently because of 
their other stigmas, and therefore, an intersectional approach may be most appropri-
ate for studying their experience of HIV stigma.  

4     HIV Stigma Mechanisms: Understanding How HIV Stigma 
Is Experienced by PLWHA 

 It is clear that HIV stigma, marginal-group status stigma, and HIV-related stigma 
negatively impact the people who live with them. For example, HIV stigma is asso-
ciated with decreased mental health (Fife and Wright  2000 ; Berger et al.  2001 ; 
Sayles et al.  2008 ; Kalichman et al.  2009 ), decreased social support (Berger et al. 
 2001 ; Sayles et al.  2008 ; Kalichman et al.  2009 ), and increased HIV symptoms 
(Holzemer et al.  2007 ; Visser et al.  2008 ; Kalichman et al.  2009 ). Less clear is the 
process by which stigma has its impact. Therefore, in this section we explore the 
process by which stigma is experienced by people who possess it and ultimately 
impacts their outcomes. Although we focus on HIV stigma, this process is theoreti-
cally grounded in understandings of other stigmas such as mental illness, sexual 
orientation, and marginal-group member status (Brewer and Brown  1998 ; Link and 
Phelan  2001 ; Meyer  2003 ; Phelan et al. 2008). It is therefore applicable to all stig-
mas experienced by PLWHA. 

 Stigma mechanisms represent the ways in which PLWHA react to the knowledge 
that they possess a devalued attribute and include internalized stigma, enacted 
stigma, and anticipated stigma (Earnshaw and Chaudoir  2009 ). Internalized stigma, 
sometimes called self-stigma (Mak et al.  2007 ), is characterized by endorsement of 
negative beliefs and feelings associated with HIV/AIDS that are directed toward the 
self (Link  1987 ). Enacted stigma, sometimes called experienced stigma or perceived 
stigma, is characterized by actual experiences of prejudice, stereotyping, and dis-
crimination from others in one’s sociocultural context (Scambler and Hopkins 
 1986 ). Anticipated stigma is characterized by expectations that one will experience 

2 Stigma Experienced by People Living with HIV/AIDS



32

prejudice, stereotyping, and discrimination from others in the future (Markowitz 
 1998 ). Each of these stigma mechanisms is related to negative outcomes for 
PLWHA (see Chaps.   9    ,   11    ,   12    ,   16    , and   17     in this volume). 

 Internalization of HIV stigma is related to a variety of deleterious outcomes among 
PLWHA, including poor mental health. Specifi cally, PLWHA who have internalized 
HIV stigma experience increased depression (Berger et al.  2001 ; Lee et al.  2002 ; 
Simbayi et al.  2007 ; Kalichman et al.  2009 ), increased psychological distress (Mak 
et al.  2007 ), increased shame (Sayles et al.  2008 ), increased anxiety (Lee et al.  2002 ), 
decreased self-esteem (Fife and Wright  2000 ; Berger et al.  2001 ), decreased feelings 
of personal control (Fife and Wright  2000 ), and decreased hope (Lee et al.  2002 ). 
Internalized stigma is also related to poor physical health. PLWHA who have internal-
ized HIV stigma experience increased physical symptoms related to HIV (Kalichman 
et al.  2009 ). In addition to impacting the mental and physical health of PLWHA, 
internalized stigma impacts the social spheres of PLWHA. Internalized stigma is 
related to decreased social support (Berger et al.  2001 ; Sayles et al.  2008 ; Kalichman 
et al.  2009 ) as well as decreased social integration and increased social confl ict (Berger 
et al.  2001 ). Internalized stigma may therefore undermine the social support systems 
of PLWHA. Finally, internalized stigma is related to decreased quality of life (i.e., 
subjective well-being) of PLWHA (Holzemer et al.  2007 ). 

 Internalized stigma has been conceptualized and measured as an individual dif-
ference variable. That is, some PLWHA have strongly internalized stigma, whereas 
others have not. There are several factors associated with the degree to which 
PLWHA internalize stigma. Lee and colleagues ( 2002 ) found that PLWHA who 
were more recently diagnosed with HIV, whose families were less supportive, who 
had not attended HIV support groups, and who knew fewer other PLWHA experi-
enced higher levels of internalized stigma. Decreased internalized stigma among 
PLWHA is associated with engagement in treatment, including antiretroviral ther-
apy, and “normalization” of HIV within sociocultural contexts (Roura et al.  2009 ). 
Interestingly, attributions of blame to the self for one’s HIV status may not be 
related to internalized stigma (Mak et al.  2007 ), suggesting that accepting responsi-
bility for one’s HIV status is not enough to predict internalized stigma. 

 Beyond internalized stigma, which is an intrapersonal phenomenon, stigma 
experienced interpersonally also leads to negative outcomes among PLWHA. As 
described earlier, prejudice, discrimination, and stereotypes vary in content and 
strength between different sociocultural contexts. Therefore, enacted stigma is 
experienced differently by PLWHA in different sociocultural contexts. Despite this 
variability in specifi c experiences, enacted stigma seems to be related to negative 
outcomes across sociocultural contexts. Enacted stigma is related to decreased men-
tal health generally (Sayles et al.  2008 ) as well as decreased self-esteem (Fife and 
Wright  2000 ; Berger et al.  2001 ), increased depression (Berger et al.  2001 ), 
increased shame (Sayles et al.  2008 ; Zukoski and Thorburn  2009 ), and increased 
self-blame (Sayles et al.  2007 ) specifi cally. Enacted stigma is further related to 
decreased physical health, including increased HIV symptoms (Holzemer et al. 
 2007 ). Importantly, PLWHA who experience greater enacted stigma are also less 
adherent to their HIV treatments (Peretti-Watel et al.  2006 ), which may help to 
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explain the relationship between enacted stigma and increased HIV symptoms. 
Enacted stigma is also detrimental to the interpersonal relationships of PLWHA. 
Individuals who experience enacted stigma report decreased social support (Berger 
et al.  2001 ; Sayles et al.  2008 ), increased social isolation (Berger et al.  2001 ; 
Zukoski and Thorburn  2009 ), and increased social confl ict (Berger et al.  2001 ). 
Furthermore, PLWHA who experience enacted stigma report having to renegotiate 
their social contracts with others (Sayles et al.  2007 ). Despite the negative outcomes 
of enacted stigma, it is important to note that some PLWHA report engaging in 
increased advocacy as a result of experiencing prejudice and discrimination from 
others (Zukoski and Thorburn  2009 ; see also Chap.   22     in this volume). 

 Anticipated stigma has received relatively less empirical attention than enacted 
stigma and internalized stigma. What evidence there is, however, suggests that 
expecting to experience prejudice and discrimination from others in the future is 
further related to adverse outcomes. For example, anticipated stigma is related to 
decreased mental health and social support (Berger et al.  2001 ). Research on people 
living with a wider range of concealable stigmatized identities suggests that antici-
pated stigma is associated with increased psychological distress and physical illness 
and that this relationship is amplifi ed for people living with stigmas that are more 
devalued within their sociocultural context (Quinn and Chaudoir  2009 ). Indeed, 
anticipated stigma may play a powerful role in PLWHA’s interactions with others. 
For example, anticipated stigma is related to nondisclosure of one’s HIV status 
(Yoshioka and Schustack  2001 ; Derlega et al.  2004 ; Sayles et al.  2007 ; Smith et al. 
 2008 ; Wolitski et al.  2008 ). 

 Taken together, internalized stigma, enacted stigma, and anticipated stigma 
potentially shape the life experiences of PLWHA. We have discussed them as sepa-
rate entities, but they are likely related in important ways. For example, internalized 
stigma and enacted stigma may work together to predict anticipated stigma. There 
is some evidence that people tend to think that others see them as they see them-
selves (Kenny and DePaulo  1993 ). Therefore, PLWHA who have internalized 
stigmatizing attitudes and beliefs toward the self may also think that others view 
them in stigmatizing ways. They may then expect that others will treat them in 
prejudicial and discriminatory ways. Experiences of prejudice, stereotyping, and 
discrimination are also related to perceptions that stigma in one’s sociocultural 
context is normative (Steward et al.  2008 ), which could, in turn, be related to expec-
tations of future experiences of prejudice, stereotyping, and discrimination. Further 
exploration of the relationships between these three stigma mechanisms will provide 
a fuller understanding of how HIV stigma is experienced by PLWHA.  

5     Stigma in Sociocultural Context: The Case of South Africa 

 Southern Africa is home to two-thirds of the more than 33 million people living 
with HIV/AIDS in the world. Although only 10 % of the world’s population lives in 
Sub-Saharan Africa, more than 85 % of the world’s AIDS-related deaths have 
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occurred in this region (UNAIDS  2010 ). In parallel to the rampant spread of HIV is 
an ever-present shroud of HIV stigma. 

 HIV stigma in South Africa has been fostered by more than a decade of govern-
mental policies that sharply divided the nation. At the end of institutionalized racial 
segregation, the Apartheid era, South Africa concentrated on rebuilding its country, 
including its healthcare system. Focusing on creating a new South African society 
came at the expense of neglecting the rapidly growing AIDS epidemic of the 1990s 
(Mandela  1994 ). At a time when HIV was rapidly exploding, South Africa entered a 
period of AIDS policies that would baffl e the world. Former President Thabo Mbeki 
questioned the well-established fact that HIV causes AIDS. His health policies cre-
ated barriers to HIV testing and blocked the scaling up of HIV treatments, resulting 
in the senseless deaths of over 330,000 South Africans, including tens of thousands 
of HIV-infected infants (Chigwedere et al.  2008 ). This period of AIDS denialism in 
South Africa kept HIV/AIDS from being treated as a chronic illness, rather suggest-
ing it may not even exist at all. Denying the legitimacy of those affected by AIDS 
added a unique dimension to HIV stigma propagated by policies established by the 
central government. Although the offi cial period of AIDS denialism ended in South 
Africa with the resignation of President Mbeki in 2008, the aftereffects of years of 
AIDS denialism remain apparent as South Africa now tries to manage one of the 
world’s most severe HIV epidemics (Chigwedere and Essex  2010 ). 

 In addition to these structural drivers of HIV stigma, population-based studies 
conducted in South Africa have reported alarmingly high rates of interpersonal driv-
ers of HIV stigma. For example, a recent representative national survey found that 
nearly 30 % of South Africans would not buy food from an HIV-positive vendor and 
nearly 60 % stated that they would want to keep the HIV-positive status of a family 
member a secret (Shisana et al.  2009 ). Research focused on segments of South 
Africans at higher risk for HIV infection fi nds similarly high numbers of stigma 
endorsements. For example, a survey of people living in an urban township outside 
of Cape Town showed that more than half of people sampled believed that PLWHA 
should not be allowed to work with children and more than half stated that PLWHA 
should expect to have their freedom restricted (Kalichman et al.  2005 ). Not surpris-
ingly, adverse experiences of PLWHA are prevalent in this context, with 40 % of 
persons with HIV/AIDS having experienced discrimination resulting from having 
HIV infection and one in fi ve having lost a place to stay or a job because of their 
HIV status (Simbayi et al.  2007 ; see also Chaps.   6    ,   12    , and   15     in this volume). 

 In South Africa, HIV stigma is more strongly endorsed by people who hold more 
traditional beliefs about the causes of HIV/AIDS. Traditional beliefs often hinge on 
the supernatural, such as believing that HIV/AIDS is caused by spirits, supernatural 
forces, or the wishes of ancestors. A survey of people living in an impoverished 
township outside Cape Town found that believing HIV/AIDS is caused by spirits 
and the supernatural was associated with prejudice, including a sense of repulsion, 
and endorsement of discriminatory practises, including support for social sanctions 
against PLWHA (Kalichman and Simbayi  2004 ). One in three people who held 
traditional beliefs stated that PLWHA are cursed and half said that PLWHA cannot 
be trusted. However, analyses revealed HIV stigma found among individuals who 
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held traditional beliefs about the cause of AIDS were accounted for by knowledge 
about the basic facts of HIV/AIDS. This suggests that interventions that focus on 
increasing knowledge about HIV/AIDS may also reduce HIV stigma in South 
Africa. 

 HIV stigma impairs every aspect of HIV prevention and treatment in South 
Africa. For example, HIV stigma creates an avoidance that can turn young people 
away from prevention programs (Campbell et al.  2005 ). Individuals who hold more 
stigmatizing views of PLWHA are least likely to get tested for HIV and are least 
likely to practise risk-reducing behaviors (Kalichman and Simbayi  2003 ). Further, 
HIV stigma serves to distance individuals from the threat of AIDS and this distanc-
ing can promote risk by insulating perceived risks and impeding protective motiva-
tions. Stigma mechanisms experienced by PLWHA have additional deleterious 
effects. South African PLWHA who have internalized HIV stigma demonstrate 
poorer health and greater social isolation than PLWHA who have not internalized 
HIV stigma (Simbayi et al.  2007 ). 

 Today, South Africa is scaling up HIV testing and expanding access to HIV treat-
ments. Information campaigns are underway to rectify the damage done by AIDS 
denialism and prevention programs are becoming increasingly available. As these 
structural and community-level changes take hold, we may see reductions in HIV 
stigma. South Africa therefore offers an important natural experiment in the impact 
of social policies on HIV stigma that should continue to be monitored for lessons 
learned.  

6     Conclusion 

 HIV stigma represents a social construction with far-reaching consequences. Social 
distancing and discrimination divide communities and deprive individuals of human 
rights. Understanding HIV stigma is complicated by related stigmas that interact 
with multiple mechanisms and drivers. Viewing stigmas through sociocultural con-
texts can lead to interventions as well as policy and attitude changes that can improve 
the outlook for PLWHA.     
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1            Introduction 

 In the last decade, greater attention has been paid to AIDS stigma as a social 
process, including how stigma both refl ects and reproduces entrenched social 
inequalities. While gender relations are recognized as part of these processes, the 
links between stigma and gender power dynamics have not been systematically 
examined. This chapter draws on AIDS-stigma research in sub-Saharan Africa to 
propose a conceptual framework that links the structure of AIDS stigma to gender 
as a social structure. This framework helps clarify why African women and men 
often experience AIDS stigma in different ways and the role gender relations play 
in these processes. 

 Understanding these complex social dynamics will allow us to integrate a more 
robust gender analysis into AIDS prevention programs. This is an especially press-
ing issue today given advances in using antiretroviral drug therapy to reduce HIV 
transmission. For such biomedical approaches to fulfi ll their promise, they need 
to incorporate an awareness of how gender is intertwined with AIDS stigma. 
The framework presented here helps illuminate these links and underscores the 
importance of integrating biomedical, behavioral, and social-structural factors into 
AIDS prevention efforts.  

    Chapter 3   
 Gender and AIDS Stigma 
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2     The Intertwined Structures of Gender and Stigma 

 Understanding the interconnected nature of gender and stigma requires building 
on relatively recent reconceptualizations of stigma as a social process. While the 
social dimensions of stigma have long interested sociologists, especially Erving 
Goffman ( 1963 ), much stigma research has been preoccupied with the individual 
level, especially the perceptions of individuals and how these attitudes orient 
everyday social interactions (Link and Phelan  2001 ). Largely due to the global 
AIDS pandemic, however, there has been a critical reassessment of such concep-
tualizations and a renewed emphasis on stigma as a social process tied to power 
relations and the reproduction of social inequalities (see also Chaps.   1     and   2     in 
this volume). 

 A key contribution to the reformulation of stigma comes from Parker and 
Aggleton ( 2003 ). They stress that inordinate attention has been paid to individual 
stereotyping and perceptions of stigma, rather than how stigma is tied to the social- 
structural conditions that exclude individuals from fully participating in social and 
economic life. For Parker and Aggleton ( 2003 : 18), stigma reproduces relations of 
domination and control, which makes stigmatization “a process linked to competi-
tion for power and the legitimization of social hierarchy and inequality.” Castro and 
Farmer ( 2005 ) echo these sentiments, including the need to analyze stigma not as 
individual traits or attributes but in terms of social relationships. They emphasize 
the need to recognize the large-scale forces that determine forms of social inequality 
in a given society (what they call structural violence) and to see stigma as both a 
cause and consequence of such inequality. Campbell and colleagues ( 2005 : 808) 
present similar arguments and stress that various types of stigma are united in the 
way in which they work to buttress the dominant status of powerful social actors and 
“the legitimacy of the status quo.” 

 This emphasis on the ties between stigma and macro-level manifestations of 
social inequality is now fi rmly established in the stigma literature. Conceptual models 
of stigma all include references to forms of stigma operating on multiple levels. 
In their recent review of the stigma literature, Mahajan and colleagues ( 2008 ) com-
bine both sociocognitive approaches to stigma with those emphasizing the social- 
structural dimensions of stigma. They place power and inequality at the base of their 
conceptual framework and discuss how this drives various manifestations of stigma 
at individual, community, and institutional levels. Holzemer and colleagues ( 2007 ) 
put forth a similar framework, arguing that the AIDS-stigma process can only be 
understood in relation to the larger sociocultural environment and the organization 
of the healthcare system. 

 Gender inequalities are nearly always recognized as integral to stigma as a social 
process in these new frameworks. However, how gender is intertwined with stigma 
is not conceptualized in any detail. This is a critical issue because if stigmatization 
reproduces social inequalities, one of the primary axes along which it operates is 
gender difference. In their study of AIDS stigma in Swaziland, Shamos and col-
leagues ( 2009 ) provide one of the few attempts to outline connections between 
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gender inequality and types of stigma. However, there is a need for a more thorough 
framework that clearly defi nes the links between the various dimensions of gender 
and stigma. 

2.1     The Structure of Gender 

 While gender is often thought of as a characteristic of an individual, it is best con-
ceptualized as a type of social structure. As sociologist Barbara Risman ( 2011 : 19) 
argues, we need to understand gender as having a structure:

  Just as every society has a political structure (e.g., democracy, monarchy) and an economic 
structure (e.g., capitalist, socialist), so, too, every society has a gender structure (from patri-
archal to at least hypothetically egalitarian). 

 As a social structure, gender creates durable patterns of social interactions 
primarily in relation to sexed bodies (male vs. female). These interactions refl ect 
prevailing power dynamics and are evident in robust and often resilient gender hier-
archies and inequalities (Lorber  1994 ). 

 Barbara Risman’s model of gender as a social structure is one of the most detailed 
and especially helpful here in understanding how gender and stigma are intertwined. 
For Risman ( 2004 ), we need to distinguish between three dimensions of the structure 
of gender: individual, interactional, and institutional. Gender as a social structure 
operates on the individual level through the development of gender identities and 
senses of gendered selves. These processes, whether they occur during childhood 
development or adult socialization, are central to how a person comes to think of 
himself or herself as gendered and to have certain expectations of themselves as 
gendered individuals (Risman  2011 : 20). This individual, or intrapersonal, dimen-
sion is where cultural schemas that reinforce gender inequalities are internalized 
and how normative gender identities are made to seem natural (Epstein  2007 ). 

 At the interactional level, gender structures the everyday interactions between indi-
viduals and groups by shaping what is understood as proper and expected behavior 
by others. There are engrained rules that govern social interaction in a given society, 
and men and women face different cultural expectations, even if they have otherwise 
identical class positions or racial and ethnic backgrounds (Risman  2004 : 433). At an 
aggregate level, these routine social interactions are manifest in gender hierarchies 
and inequalities. However, it is important to add that while gender power relations 
are reproduced through ordinary social interactions, they can also be reconfi gured 
through those everyday gestures and exchanges that subvert established cultural 
expectations of gendered social interaction (Butler  1990 ). 

 Finally, there is the institutional level where gender hierarchies are made explicit 
through the laws, organizational structures, and distribution of resources that favor 
men over women. As Risman ( 2004 : 436) notes, there has been considerable prog-
ress in the United States and other developed nations on addressing these institu-
tional inequalities. However, there is also much evidence that gender stratifi cation 
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nonetheless persists. Thus, no one dimension of the structure of gender should be 
understood as necessarily more fundamental. Gender structures can and do change, 
but how that change happens and what dimension may be the catalyst for change 
remain empirical questions.  

2.2     The Structure of Stigma 

 If gender can be conceptualized as a social structure with three dimensions, is there 
a similar framework for thinking about stigma? As noted above, there is broad con-
sensus that stigma is a social process, although it would not be correct to suggest 
that stigma is a social structure along the lines of gender, class, race, or sexuality. 
Nonetheless, it is useful to think about stigma as having multiple dimensions, and in 
this sense we can talk about the structure of stigma. 

 There are two dimensions of stigma that are well established in the literature. 
The fi rst of these is intrapersonal stigma, or what is also referred to as emic, internal, 
or felt stigma (Weiss et al.  1992 ; Aggleton and Parker  2002 ; MacQuarrie et al. 
 2009 ). Intrapersonal stigma centers on an individual’s own sense of self and how it 
is threatened or diminished because she or he embodies a stigmatized identity. At 
times, a distinction is also made between felt normative stigma, which an individual 
experiences because of perceptions of possible discrimination, and internalized 
stigma, which is the self-stigmatization an individual experiences when she or he 
internalizes a devalued status (Steward et al.  2008 ; see also Chaps.   2    ,   9    ,   11    ,   12    ,   16    , 
and   17     in this volume). 

 A second dimension of stigma is interpersonal stigma, or etic, external, or 
enacted stigma. This dimension of stigma is focused not on how a diminished sense 
of self-worth is internalized but instead on actual experiences of discrimination a 
stigmatized person has encountered. This dimension of stigma can be thought of as 
the sum total of stigmatizing behavior toward a person as described by themselves 
or others (Holzemer et al.  2007 : 548). It is along this dimension that stigma is more 
obviously intertwined with other structures of social inequality, such as class, race, 
and gender. Much of the recent literature on stigma as a social process attempts to 
capture how interpersonal stigma fuels, and is fueled by, structures of social inequal-
ity (Parker and Aggleton  2003 ; Campbell et al.  2005 ; Holzemer et al.  2007 ; see 
Chaps.   2    ,   9    ,   11    , and   12    ). 

 This then dovetails into the third dimension of stigma, namely, institutional 
stigma. This refers to the laws and policies that formalize and make explicit dis-
crimination based on a stigmatized identity. The more recent, sociologically 
informed work on AIDS stigma has also drawn attention to this level of stigma as a 
social process (Castro and Farmer  2005 ; see Chap.   8     in this volume). 

 By outlining the structures of both gender and stigma, it becomes evident that 
there are signifi cant points of convergence between the two. Figure  3.1  summarizes 
my framework for the interrelationship of gender and stigma. It illustrates the 
links between the individual, interactional, and institutional levels of gender and 
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the intrapersonal, interpersonal, and institutional forms of stigma. There is an 
important synergistic relationship between these two structures. Gender inequalities, 
like those of class, race, and sexuality, provide the social context for stigma. These 
inequalities are, in turn, reinforced through stigmatization, with stigma integral 
to those social processes that continually enforce the boundaries of “proper” gen-
der identities and “appropriate” gender roles and interactions. In this sense, stigma 
is itself a social force which maintains a given gender order and perpetuates the 
status quo.

2.3        Gender, Stigma, and Masculinity 

 This conceptualization of gender and stigma, however, raises questions about how 
conceptions of masculinity are tied to stigma. If stigma reproduces gender inequali-
ties, why would men, who largely benefi t from such inequalities, experience stigma? 
For insight we need to draw on the expanding literature on masculinity and health 
(Sabo and Gordon  1995 ; Oliffe  2005 ), much of which is rooted in Connell’s ( 1995 ) 
conception of masculinity, especially her notion of hegemonic masculinity. This is 
the dominant form of masculinity in a given social context, and it is central to the 
reproduction of patriarchal power relations. As Connell and others have stressed, 
there are multiple forms of masculinity in any setting, and this creates a hierarchy of 
masculine identities that naturalizes not only the subordination of women to men but 
also the dominant position of some men over other men (Hearn and Collinson  1994 ; 
Connell  1995 ). In this sense, masculinity is a “homosocial enactment” where men 
need to have their manhood repeatedly confi rmed by other men (Kimmel  1994 : 129). 

 Researchers on masculinity and health have argued that behaviors that under-
mine men’s health are often “signifi ers of masculinity” used by men to negotiate 
social power and status (Courtenay  2000 : 1385). These signifi ers can include inde-
pendence, self-reliance, physical strength, toughness, risk taking, and emotional 
detachment. The enactment of normative masculine gender identities, therefore, 
often has deleterious consequences for men’s health and in the process reproduces 
gender hierarchies and inequalities that have serious health consequences for 
women as well. 

Structure of Gendera Structure of Stigma

Individual Level
gender identities
gendered selves

Intrapersonal Stigma
felt normative stigma
internalized stigma

Interactional Level
status expectations

Interpersonal Stigma
enacted stigma

Institutional Level Institutional Stigma

  Fig. 3.1    Gender    and stigma conceptual framework ( a Adapted from Risman  2004 )       
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 This literature on masculinity and health provides a connection between masculinity 
and stigma because the demonstration of hegemonic masculinity requires men to 
deny weakness and vulnerability. As Courtenay ( 2000 : 1397) argues, acknowledging 
health problems requires men to “cross over socially constructed gender boundaries, 
and risk reproach and sometimes physical danger for failing to demonstrate gender 
correctly.” Living openly with AIDS can be seen as a particularly intense form of 
crossing-over for men because it is an incurable disease associated with long-term, 
physical disability. AIDS stigma, therefore, is an effective means of reinforcing 
gender boundaries and deterring the types of crossing- over that could destabilize 
hegemonic masculinity. 

 This conceptual framework helps us understand men’s experiences of AIDS 
stigma and see how stigma is tied to masculinity and gender inequality. At an intra-
personal level, men feel their illness will result in discrimination, and for some this 
can lead to an internalization of stigma, or self-stigmatization, for failing to embody 
hegemonic notions of being a man. In many contexts, fears of discrimination may 
in fact be justifi ed, and men may experience interpersonal stigma from men and 
women. Together, these micro-level processes work to reinforce the dominant gen-
der order which not only subordinates HIV-positive men but also undergirds gender 
inequality more broadly at a social-structural level. This is because the burdens of 
hegemonic masculinity also come with signifi cant gender privileges, especially 
male sexual privilege—benefi ts that are accorded to men regardless of their ability 
to embody hegemonic masculine ideals (Connell  1995 ). 

 This is not to suggest that men are doomed to reproduce hegemonic notions of 
masculinity because this would ignore the ways men and women are active agents 
in the ongoing construction of gender relations (Courtenay  2000 : 1388). Forms of 
masculinity in a given context are not static but historically contingent and subject 
to change (Morrell  2001 ; Connell and Messerschmidt  2005 ). This leaves open the 
possibility for emergent forms of masculinity, including those which counter the 
dominant gender order. 

 Research on masculinity and health has captured these deviations from hege-
monic masculinity. In their study of men suffering from depression in the United 
Kingdom, Emslie and colleagues ( 2006 ) demonstrate how the stigma these men felt 
was tied to their gender identities. While most of the men relied on hegemonic 
notions of masculinity to reconstruct senses of themselves as men, a minority sought 
new, counter-hegemonic models of masculinity as ways to cope with their illness 
and the associated stigma. O’Brien and colleagues ( 2005 ) also found a minority of 
Scottish men were willing to challenge and deviate from those hegemonic mascu-
line norms that stigmatized men who were more proactive about seeking help for 
health problems. Such studies indicate there are avenues for disrupting links 
between masculinity and health-related stigma—fi ndings that are relevant to AIDS 
stigma as well. Men who experience AIDS stigma, like other stigmatized groups, 
may in fact be in a position to critique not only AIDS stigma but also the dominant 
notions of masculinity that structure how men experience stigma. 

 Overall, this framework not only helps reveal important ties between the struc-
ture of gender and the structure of stigma but also highlights important questions for 
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empirical exploration. Are different dimensions of stigma equally salient for men 
and women? If not, why not? Do specifi c types of stigma, such as AIDS stigma, 
affect women and men differently? Do we need to incorporate a gender analysis to 
combat certain types of stigma effectively? The remainder of the chapter examines 
such questions, drawing on a range of studies on AIDS stigma in sub-Saharan 
Africa.   

3     Gender and AIDS Stigma in Africa 

 The conceptual framework outlined above suggests there may be important gender 
differences in how AIDS stigma is experienced. Some insights into this issue are 
provided by research exploring how AIDS-related discrimination is experienced by 
African women, especially in relation to HIV testing. According to a study by 
Maman and colleagues ( 2001 ), interpersonal issues fi gure prominently in women’s 
reluctance to test for HIV in urban Tanzania. Women cited fear of confl ict with their 
partners and relationship power dynamics as the two most important factors infl u-
encing their decision to test, with some noting that testing positive could result in 
domestic abuse or abandonment. These fi ndings are echoed in a study in rural 
Zambia (Bond et al.  2002 ) which found women were the primary focus of stigmati-
zation and highly reluctant to disclose a positive status, again fearing discrimination 
and isolation by their partners and families (see also Chap.   5     in this volume). 

 Stigma studies that include both African women and men living with HIV pro-
vide greater evidence for gender differences in AIDS stigma. In a study conducted 
in rural and urban Uganda in the late 1990s, Monico and colleagues ( 2001 : 14) note 
that the “different treatment accorded to women in the epidemic was evident 
throughout the research.” HIV-positive women were much more likely to experi-
ence interpersonal forms of stigma, especially neglect by parents, parents-in-law, 
and husbands. A more recent study in Uganda by Nyanzi-Wakholi and colleagues 
( 2009 ) indicates such gender differences persist. They report that positive Ugandan 
women were more likely to describe overt experiences of discrimination, especially 
family-infl icted stigma such as receiving inadequate care or being abandoned by 
relatives. The authors see men’s position as heads of households as protecting them 
from family-infl icted stigma. However, men were more likely to recount feelings of 
psychological torture, or self-infl icted stigma, due to their fears of how the com-
munity perceived HIV-positive men. 

 Russell and Seeley ( 2010 ) provide another perspective on these issues in their 
study of how positive Ugandans transition to living with HIV. They found beginning 
antiretroviral therapy was a positive, transformative experience for women. Men, 
however, stressed frustration about rebuilding their economic livelihoods and restor-
ing the social status they perceived as diminished because they were HIV-positive 
men. 

 Research in other African countries also indicates that HIV-positive men are 
more likely than women to experience such intrapersonal forms of AIDS stigma, 
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especially internalized stigma. In interviews with positive men and women in 
Swaziland, Shamos and colleagues ( 2009 : 1686) found intrapersonal stigma more 
prevalent than interpersonal stigma for both men and women. However, on average, 
women received less social support and “experienced more discrimination than 
men, particularly in intimate relationships, and were not guaranteed support from 
family and friends.” The authors conclude stigma is signifi cantly impacted by gen-
der with women’s stigma related to potential interpersonal confl icts and men’s 
stigma more internalized. 

 Similarly, a quantitative study measuring levels of intrapersonal stigma experi-
enced by people living with HIV in Kenya found signifi cant gender differences. 
Women were less likely than men to agree with four of six measures of intraper-
sonal stigma, including blaming oneself for becoming infected and seeing oneself 
as irresponsible and lacking self-control (Yebei et al.  2008 ). Another quantitative 
study in South Africa that specifi cally examined internalized stigma corroborates 
the Kenyan fi ndings (Simbayi et al.  2007 ). Men were signifi cantly more likely to 
report experiences of internalized stigma, including feeling dirty, ashamed, and 
guilty as an HIV-positive person. Beyond the African continent, stigma studies that 
include heterosexual HIV-positive men also point to the signifi cance of intraper-
sonal forms of stigma, including survey research in southern India indicating men 
were more likely to experience internalized AIDS stigma than women (Steward 
et al.  2008 ). 

 While such studies illuminate important gender differences in experiences of 
AIDS stigma, they provide limited insight into what exactly drives such differences 
and how they are tied, more broadly, to gender relations. To gain greater perspective 
on these issues, it is helpful to turn to the limited number of studies focused on how 
heterosexual African men experience AIDS stigma. 1  These studies move beyond 
descriptive analyses of men’s experiences of stigma to address the links between 
stigma and normative notions of “proper” gender identities and gender roles. 

 In his study of HIV-positive Xhosa men in South Africa, Beck ( 2004 : 10) argues 
that context-specifi c conceptions of masculinity shape men’s AIDS-related stigma. 
Men’s reluctance to disclose being positive, which was common, was rooted in the 
concern that “if a man becomes sick, not only does he feel a sense of failure to fulfi l 
his manly duties, but he also fears rejection from his society for failing to embody 
suitable characteristics.” The psychological distress of being a positive man also 
emerges in Lynch and colleagues’ ( 2010 : 15) study of South African men living 
with HIV. They identify a discourse of internalized stigma voiced by these men 
which “constructs HIV and AIDS as disrupting normative masculinity, in that it 
restricts men’s agency through illness and the need for care.” 

 Colvin and colleagues ( 2010 : 1185) similarly connect men’s intrapersonal 
stigma to masculinity in their research with a South African AIDS support group for 

1    I stress heterosexual men here because where men and AIDS stigma has been the center of analysis, 
in Africa and elsewhere, it is largely in relation to men who have sex with men (e.g., Cloete et al. 
 2008 ; Feng et al.  2010 ; Padilla et al.  2008 ). The focus, therefore, has been primarily on stigma and 
sexual identities, rather than stigma and gender identities.  
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men. Entrenched expectations of being a family provider shaped the experiences 
these men had of living with HIV such that “when they fail to fi nd work, or are too 
sick to work, gendered expectations around their responsibility to provide for them-
selves and their families lead to stigmatization and social exclusion.” 

 The extent to which culturally specifi c notions of masculinity can shape stigma 
are vividly illustrated in a study by Doyal and colleagues ( 2009 ). They describe the 
diffi culty HIV-positive African men in London had living with HIV because it con-
fl icted with their idealized conceptions of “African” masculinity. These connections 
are, of course, not specifi c to African men. Lyttleton’s ( 2004 ) study of an AIDS 
support group in Thailand indicates Thai conceptions of masculinity were incom-
patible with the self-directed scrutiny necessary for men’s successful group partici-
pation. Finally, Poku and colleagues ( 2005 ) underscore the importance of examining 
the contextual factors that mediate links between masculinity and AIDS stigma. In 
their unusual cross-cultural study of HIV-positive men in Ghana and African- 
American men in the southeastern United States, they found that while internalized 
stigma was signifi cant for both groups, it was signifi cantly more pronounced for 
men in Ghana. 

 My own research (Wyrod  2011 ) with HIV-positive men in urban Uganda further 
substantiates the bond between masculinity and men’s experiences of AIDS stigma. 
Similar to Colvin and colleagues ( 2010 ), I worked with a support group for men 
living with HIV, and I found members had a heightened sense of insecurity about 
their identity as productive and valuable men in the community. AIDS remains so 
stigmatizing for men in this context, I argue, because the disease symbolically 
encapsulates the challenges men in urban Uganda face living up to local ideals of 
masculinity. Stigma turns on fulfi lling norms of social status in culturally appropri-
ate ways, and a man gains respect and status in this context fi rst and foremost by 
providing for his family. While poverty and unemployment make this diffi cult, it is 
not impossible for many men. Yet, AIDS is a challenge of a different order, and the 
group members suggested that coming to terms with a protracted, fatal illness was 
too troubling to acknowledge for many men. Male peers would be of little support, 
according to the group members, because they too had been socialized to be inde-
pendent, with relationships between men defi ned more by hierarchy and deference 
than mutual support and cooperation. 

 It is signifi cant that men in this Ugandan support group rarely recounted any 
actual experiences of being discriminated against for being HIV-positive. Such 
interpersonal forms of stigma were much less salient in their narratives than were 
the repeated articulations of their fears of being stigmatized as men living with HIV 
(felt normative stigma) or feelings of diminished self-worth (internalized stigma). 
For such men, AIDS was perceived as a formidable obstacle in their attempts to be 
“productive” men, which included being self-suffi cient, earning money, having 
children, and supporting a family. Given the entrenched poverty in this community, 
the need for men to embody these characteristics was intense which fueled AIDS 
stigma, especially self-stigmatization. 

 There is, therefore, an abundance of evidence that experiences of stigma are 
closely intertwined with gender identities and inequalities. This makes clear the 
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importance of recognizing that there are multiple forms of stigma, and these forms 
affect groups of individuals in different ways. We, therefore, need to remain atten-
tive to differences in how men and women experience AIDS stigma. 

 There is ample evidence that HIV-positive African women experience overt forms 
of stigma and discrimination that are rooted in structures of gender inequality. In 
their study of AIDS-related discrimination in South Africa, Campbell and colleagues 
( 2005 : 813) connect the intense levels of interpersonal stigma women experience to 
entrenched social inequalities. They argue that such forms of AIDS stigma are “part 
and parcel of a conservative reassertion of power relations of gender and generation 
and a public reinforcement of social institutions whose moral authority rested on 
their ability to control the sexuality of women.” The interconnections between 
African women’s experiences of interpersonal AIDS stigma and gender inequality 
are also stressed by Nyblade and colleagues ( 2003 : 1, 27). From their research in 
Ethiopia, Tanzania, and Zambia, they conclude that “the consequences of HIV infec-
tion, disclosure, stigma and the burden of care are higher for women than men” and 
“the structure of gender-based power means that women are more easily blamed and 
that women’s transgressions tend to be regarded more severely than men’s.” 

 While men as a group benefi t from such gender hierarchies, research indicates that 
stigma experienced by HIV-positive men is also tied to these normative gender rela-
tions. In particular, hegemonic notions of masculinity that frame men as self- reliant 
family providers subordinate HIV-positive men as unmanly, inadequate, and unable to 
live up to ideals of “proper” manhood. For many positive men, this leads to experi-
ences of intrapersonal stigma, especially internalized stigma, for failing to embody 
hegemonic masculinity. Thus, normative gender relations are intertwined with AIDS 
stigma for both women and men, and stigmatization in turn reproduces entrenched 
gender inequalities that have deleterious consequences for both women and men.  

4     Conclusion: Gender, Stigma, and New Frontiers 
in AIDS Prevention 

 In conclusion, it is useful to consider how this framework for gender and stigma 
could inform new approaches to AIDS prevention. In Uganda and other African 
countries, there is now a recognition that a signifi cant number of new HIV infec-
tions occur within the context of long-term relationships (UNAIDS  2009 ). Of par-
ticular concern is transmission in serodiscordant couples where one person is 
HIV-positive and the other negative. However, there is also much optimism that new 
interventions using antiretroviral drug treatment as a form of prevention could do 
much to block these avenues of transmission. Several large-scale studies have indi-
cated dramatic reductions in HIV infections among discordant couples when the 
positive person is placed on antiretroviral therapy earlier than normal or when the 
negative person receives drug therapy as a form of prophylaxis (Anglemyer et al. 
 2011 ). Such advances in “treatment as prevention” have revitalized AIDS preven-
tion and provide new hopes of dramatically curtailing the epidemic. 
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 While these innovative biomedical interventions are promising, treatment as 
prevention needs to remain cognizant of the social dimensions of AIDS, including 
how gender relations shape the dynamics of HIV transmission. The framework 
presented here makes clear that AIDS stigma can be experienced very differently by  
women and men. These experiences of stigma drive an individual’s motivation to 
test and disclose his or her status. A willingness to disclose a positive status, whether 
to healthcare providers or an intimate partner, is obviously crucial to the success of 
any intervention focused on discordant couples. 

 This chapter highlights that addressing stigma and the associated fear of disclo-
sure requires approaches tailored to the different needs of men and women. It is not 
enough to enable greater access to testing services and drugs. These important steps 
need to be linked to programs that explicitly address the structural forms of gender 
inequality that shape women’s interpersonal experiences of stigma. In addition, 
they must also tackle the gender-specifi c issues that create barriers for disclosure for 
men, especially those aspects of hegemonic masculinity that drive the intrapersonal 
stigma so prevalent among men. 

 Although structures of gender inequality are formidable, they are not resistant to 
change, and AIDS stigma is not inevitable. Interventions such as the IMAGE study 
in South Africa indicate that mobilizing women to confront gender inequalities can 
reduce domestic violence, a known risk factor for HIV infection (Pronyk et al. 
 2006 ). With regard to changing conceptions of masculinity, work with AIDS sup-
port groups for men demonstrates that the experience of living with HIV can lead 
some men to critically reassess notions of manhood, thereby cultivating alternative 
models of masculinity (Lynch et al.  2010 ; Wyrod  2011 ). It is only by remaining 
attentive to the dynamic interplay between gender and AIDS stigma that the full 
potential of new approaches to prevention can be realized.     
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1            Culture and HIV-Related Stigma 

 The experience of HIV-related stigma is contextualized within the cultural milieu. 
It can only be understood in light of the illness as experienced and communicated 
by the individuals in varied social settings and the associated attitudes and social 
climate of the community, which are molded by specifi c set of shared values and 
beliefs within a particular cultural context (Herek and Mitnick  1998 ). In particular, 
Herek and Mitnick ( 1998 ) suggest four important factors in determining HIV- 
related stigma within specifi c cultural groups: (1) prevailing pattern of HIV infec-
tion within that (cultural) group, (2) immediacy of AIDS to the group’s other major 
concerns, (3) group’s historical experience of stigmatization by the dominant cul-
ture, and (4) group’s shared beliefs toward behaviors and subgroups associated with 
HIV/AIDS. In other words, under different cultures, HIV-related stigma would be 
unfolded or experienced in myriad ways. 

 Because stigma experience is contingent upon the social context, the nature of 
stigma and the extent to which HIV-related stigma is conveyed or affects families 
living with HIV/AIDS vary across specifi c groups/cultures/subcultures (e.g., ethnic 
groups or sexual groups) (Herek and Mitnick  1998 ). In a relatively individualistic 
cultural system, HIV/AIDS infection tends to be perceived as a personal responsi-
bility (Kegeles et al.  1989 ). Meanwhile, in places with greater emphasis of collec-
tivism, the entire family might be blamed for its member’s contraction of HIV/
AIDS (Panos  1990 ; Warwick et al.  1998 ). Thus, when considering HIV-related 
stigma within the context of family, it can be expected that the issue may be of 
higher concern in collectivistic cultures (See Chap.   5     in this volume).  

    Chapter 4   
 HIV-Related Stigma Across Cultures: Adding 
Family into the Equation 
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2     Defi nition of Family in HIV/AIDS Research 

 One of the foremost challenges in the research of family living with HIV/AIDS is 
the notion of family due to its dynamic nature, which varies by culture as well as the 
purpose behind defi ning family (e.g., educational, legal, fi nancial, and so on). 
Although there is no universal defi nition of family, the National Institute of Mental 
Health (NIMH) Consortium on Family and HIV/AIDS defi nes family as a network 
of mutual commitment (Pequegnat and Bray  1997 ). Under this defi nition, family 
can be referred to all signifi cant biological or nonbiological relational networks 
(McGoldrick and Gerson  1985 ). In a qualitative study conducted by Weitz ( 1990 : 
30), PLWHA defi ned family as “people who you can really love and trust and care 
for,” in which blood relation is not an essential element. Indeed, in HIV/AIDS 
research, the conventional view of family that solely includes blood relationships 
has been challenged as families living with HIV/AIDS have broader family constel-
lations that may not match with the traditional confi guration. Family may include 
extended family members who are not living together, close friends who are 
regarded as family members, as well as same-sex partners or cohabitants (Pequegnat 
et al.  2001    ). 

 The term of “family of choice” may be more applicable in the research of same- 
sex families with members living with HIV/AIDS. Due to the double stigma against 
HIV/AIDS and homo-/bisexuality, the relationship between gay men and their fam-
ily of origin is usually strained and complex (Christ et al.  1986 ). They may be 
rejected by their biological families (Lennon et al.  1990 ). Therefore, the support 
network of gay men may be developed outside of their biological families and 
become their core social network and support (Britton et al.  1993 ). Some studies 
(e.g., Bor et al.  2004 ) even showed that many gay men with HIV/AIDS regard 
friends and partners, instead of their biological nuclear family, as their main source 
of support and care. In short, besides biological family, the concept of family con-
cerning HIV/AIDS issue includes those people who are willing to commit mutually 
to each other’s family affairs and to share a person’s happiness and life challenges.  

3     Putting Family into the Equation of HIV-Related Stigma 

 Ample research has demonstrated the importance of personal relationships in buff-
ering the negative impact of life stress as well as the effect of interpersonal tension 
in exacerbating physical and psychological distress (e.g., Weiss  1975 ; Cohen and 
Wills  1985 ; Leslie et al.  2002 ). In addition, previous study showed that when indi-
viduals feel they are near death, close family relationship becomes more essential 
(Harvey and Wenzel  2002 ). These results may refl ect the situation of family living 
with HIV/AIDS. With the advancement in antiretroviral therapy, HIV/AIDS is con-
sidered a chronic illness and PLWHA are enjoying a longer lifespan. In the mean 
time, it signifi es the length of time in which PLWHA and their family members have 
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to carry the stigma in their everyday living and the increased importance of the role 
of family in caring for PLWHA at different stages, especially the latter stages, of the 
illness. Research has shown that relative to other major chronic illnesses, HIV/
AIDS can be construed as a “family illness,” as it has more profound infl uence (e.g., 
psychological, familial, social, economical) on the entire family system as well as 
the family members involved (Patterson and Garwick  1994 ). 

 In the fi ght against HIV-related stigma, family may be a two-edged sword for 
PLWHA. While some families provided unconditional psychological and material 
support to the PLWHA (Manopaiboon et al.  1998 ; Liamputtong et al.  2012 ), some 
would reject a family member for his/her serostatus (Castro et al.  1998 ; Liamputtong 
et al.  2012 ). On the one hand, a socially supportive environment, especially the sup-
port from family members (Lang  2000 ), contributes to more healthy behaviors such 
as safer sex, better coping with the illness, and being more involved in social rela-
tionships (Frey et al.  1998 ) among PLWHA. On the other hand, despite family 
being a valuable resource for PLWHA in the treatment process (Bor et al.  2004 ; 
Wright and Leahey  2005 ), they can also be a source of stress for PLWHA 
(Wacharasin and Homcampa 2008). Some PLWHA rated family relationships as 
one of the top fi ve most stressful life areas for them (McShane et al.  1994 ). Joseph 
and Bhatti ( 2004 ) also found in their study that family was a signifi cant stressor for 
women with HIV/AIDS, second to the disease itself (Semple et al.  1993 ). Therefore, 
to fully understand the complex situation of HIV-related stigma and to improve the 
well-being of PLWHA, it is essential to study the role of family on this issue. 

3.1     HIV-Related Stigma Outside the Family 

 HIV-related stigma can happen both outside and inside of the family context. HIV- 
related stigma from the general public has been evident for decades as reported in 
numerous research studies, including both large-scale surveys (e.g., Herek and 
Capitanio  1993 ; Herek et al.  2002 ; Mak et al.  2006 ; Li et al.  2007 ) and qualitative 
interviews (e.g., Derlega et al.  2002 ; Varas-Diaz et al.  2005 ; Bogart et al.  2008 ). 
Previous studies have shown that the impact of HIV/AIDS could be felt by the entire 
family (Bor et al.  1993 ; Rotheram-Borus and Lightfoot  2001 ; Pequegnat et al. 
 2001 ), as demonstrated by the tremendous social pressure and discrimination that 
both PLWHA and their families experience in their everyday lives. When a family 
member is infected with HIV, the entire family would be called “AIDS family” by 
others in Nigeria (Alubo et al.  2002 ). In Thailand, the entire family is concerned 
about losing face once the serostatus of their HIV-infected members is disclosed 
(Songwathana and Manderson  2001 ). 

 Families of PLWHA experience HIV-related stigma because of not only the sus-
picion of being infected but also the associated risk behavior that brought about the 
disease by their family members. Family members may lose their jobs or face 
harassment or subtle aggression by being ignored by their neighbors or being 
excluded from social gatherings (Powell-Cope and Brown  1992 ). This “symbolic 
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contagion of HIV” (Wight et al.  2006 ) may produce perceived stigma among family 
members, similar to those endorsed by PLWHA. A qualitative interview with moth-
ers of PLWHA in Texas (Nelms  2002 ) reported that participants tended to restrict 
themselves to a small circle of family and friends due to the fear of rejection. This 
relatively secretive caregiving deprived them from access to getting support from 
acquaintances. A study conducted in China (Li et al.  2008 ) also showed similar 
results. Feelings of family shame and social stigmatization changed the interaction 
of some family members with their neighbors. Many of them led more isolated lives 
and shirked from their social circle. Thus, families living with HIV/AIDS may 
internalize the perceived public stigma into affi liate stigma, which leads to wors-
ened well-being and constricted social networks (see Chaps.   1–      3    ,   9    ,   11    , and   12     in 
this volume).  

3.2     Dyadic Stigma Across Relationships 

 Wight and colleagues ( 2006 ) introduce a new concept of HIV-related stigma—
dyadic stigma. It is defi ned as “the sum of PLHA stigma and caregiver stigma (i.e., 
personal stigma plus courtesy stigma) as well as the overlap in stigma that repre-
sents how the caregiver and PLHA perceive stigma, relative to one another” (Wight 
et al.  2006 : 446). This concept is based on the framework of stress proliferation 
(Pearlin et al.  1997 ), noting that the primary source of stress would potentially gen-
erate and compound on additional stress. Under this concept, perceptions of stigma 
endorsed by both parties, the caregiver and the care receiver, would be considered. 
What is unique to this concept is that it measures how interactive stressors between 
the caregiving dyad, PLWHA’s need for assistance and the need to provide assis-
tance by their caregivers, would infl uence their respective perceptions of stigma. 

 The concept of dyadic stigma denotes that different family members in relation 
with PLWHA would face different kinds or degrees of social pressure. Compared to 
mother-son dyads, which is naturally formed, sexual partnership seems to be more 
intimate and bare greater mutual responsibility as it is a personal choice. Also, due 
to the sexual relationship between partners and thus the possibility of infection, 
intimate partners may encounter more social distancing than parents of PLWHA. 
For example, partners of PLWHA are questioned by friends of their decision to stay 
with their infected partners. They would be asked: “Why do you stay?” (Bogart 
et al.  2008 : 250). Lack of support or even misunderstanding from friends may place 
extra pressure on their caregiving of their partners. When Wight and colleagues 
( 2006 ) analyzed HIV-related stigma at the dyadic level, they did fi nd that dyadic 
stigma was the highest when the caregivers were wives who are also living with 
HIV/AIDS, compared to wives without HIV/AIDS or mothers of PLWHA, as the 
stigma perceived from those wives may be compounded by their own infection as 
well as being the caregiver of their partners, which formed a double stigmatization. 
This kind of dyadic stigma has shown to adversely affect the mental well-being of 
both PLWHA and their caregivers (Wight  2000 ). 
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 In addition, women with HIV/AIDS may face denial from the admission of 
school or day care for their children and are being coerced to move out (Gielen et al. 
 1997 ; Ingram and Hutchinson  1999 ). They may even be condemned for their lack 
of responsibility to give birth out of the risk of infecting their offsprings (Ingram 
and Hutchinson  2000 ; Lekas et al.  2006 ). Children of PLWHA cannot escape from 
the stigmatization either. A study conducted by Bogart and colleagues ( 2008 ) 
reported that some children lost their friends due to the HIV serostatus of their par-
ents. Most often, it is the parents of their friends who forbid the friendships to con-
tinue. These incidents show that to more comprehensively understand stigma among 
PLWHA, it is necessary to analyze it within the dyadic relationship or even within 
the family unit as the effects from different parties are entangled intricately.  

3.3     HIV-Related Stigma Experienced Within the Family 

 Stigmatization can also happen among family members living with PLWHA. Within 
the family context, Muhomba ( 2007 : 8) concluded fi ve factors that may contribute 
to HIV/AIDS stigma toward the ill member: (1) fear of contracting HIV, (2) associa-
tion of HIV/AIDS with other stigmatized groups (i.e., gay men, intravenous drug 
users), (3) attributing responsibility of infection to PLWHA, (4) religious or moral 
beliefs associated with HIV infection, and (5) perceiving HIV/AIDS to be a life- 
threatening disease. Some PLWHA reported being discriminated by their family 
members based on unfounded fear of infection (Bogart et al.  2008 ; Liamputtong 
et al.  2012 ). Family members may refuse the food cooked by the PLWHA or dis-
pose the utensils that have been used by them. Some other PLWHA were not 
allowed to interact with babies or children in the family (Bogart et al.  2008 ; 
Liamputtong et al.  2012 ). 

 Research showed that family’s attributions of responsibility for HIV infection to 
the PLWHA would lead to family’s increased anger, decreased empathy and will-
ingness to help (McDonnell  1993 ). These reactions, in turn, might affect PLWHA’s 
self-effi cacy and adaptation to the illness (Weiner  2004 ). Stigma in the extended 
family may be largely due to irrational fears of being infected and the lack of knowl-
edge about the transmission (Bogart et al.  2008 ; Liamputtong et al.  2012 ). A study 
conducted by Corona and colleagues ( 2006 ) showed that 11 % of children of par-
ents living with HIV/AIDS worried about being infected. In some recent research 
regarding public misconceptions of HIV transmission (Herek and Capitanio  1999 ; 
Kaiser Family Foundation  2006 ), fi ndings showed that half of the participants in the 
study endorsed incorrect assumption that casual contact such as sharing a glass of 
water would lead to the infection. Thus, increasing knowledge about HIV/AIDS 
may help reduce stigma within nuclear and extended family of PLWHA. 

 A study investigating family as a source of both support and stress for African- 
American women living with HIV/AIDS (Owens  2003 ) showed that there were 
diffi culties in communication with their families and the endurance of family to care 
for PLWHA would decrease at later stages of the illness. The barriers for effective 
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communication among the family members mainly surrounded issues including 
family’s denial, the past of the PLWHA, attribution of the infection to PLWHA, and 
so on. The results also showed that family living with HIV/AIDS would struggle 
with cognitive dissonance. On the one hand, they think that they have the obligation 
to care for and support the PLWHA as a family member; on the other hand, they 
hold confl icting thoughts toward the infection and may even stigmatize the infected 
family members. A study conducted in China (Li et al.  2006 ) demonstrated similar 
situation where HIV-related stigma disrupts the interaction between PLWHA and 
other family members. The families avoided discussing topics related to HIV/AIDS. 
This “taboo” became an obstruction to the normal communication between family 
members. Furthermore, families may accuse the diffi culties the family is facing on 
PLWHA’s infection. For example, a mother of a PLWHA blamed her son for the 
illness of both his parents (Li et al.  2006 ). 

 Family members may alternate between blame and acceptance of PLWHA at 
different stages of the disease (Bor et al.  1993 ). The stress arisen from confl icts in 
family about issue of HIV/AIDS may lead to consequences ranging from accusa-
tion, argument, and threat (Bor et al.  1993 ) to substance abuse or suicidal thoughts 
(Lovejoy  1989 ). In addition, there is an intricate relation between HIV-related 
stigma from the public and within the family. When family members are stressed 
out with their stigmatized position in society, they may vent their distress on the 
PLWHA in overt and covert ways (Allen et al.  2002 ). These may include excluding 
PLWHA from family discussions or ignoring PLWHA without open criticism or 
rejection. Some families refused to have PLWHA return home after treatment in 
hospitals or were not willing to have nurses visit their homes as they do not want 
their neighbors to know that their family member is seropositive (Maneesriwongul 
et al.  2004 ).  

3.4     The Consequence of HIV-Related Stigma on Family Living 
with HIV/AIDS 

 Not only does HIV-related stigma affects daily living within or beyond the family, 
numerous research studies have shown that HIV-related stigma has profound infl u-
ence on the physical and mental well-being of PLWHA as well as their families 
(e.g., Barroso and Powell-Cope  2000 ; Clark et al.  2003 ; Courtenay-Quirk et al. 
 2006 ; Vanable et al.  2006 ; Mak et al.  2007 ). For PLWHA, mothers living with HIV/
AIDS who endorsed higher level of stigma had lower level of physical, psychologi-
cal, and social functioning yet higher degree of depression (Murphy et al.  2007 ). In 
rural China, PLWHA who were former plasma/blood donors perceived discrimina-
tion from relatives and friends, which was related to their level of depression (Yu 
et al.  2009 ). Many of them reported having suicidal ideation and making a suicidal 
attempt in the previous year (Lau et al.  2010 ). Perceived social rejection was con-
sidered a source of stress and was associated with higher level of anxiety and 
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depression and poorer quality of life for Chinese PLWHA living in Shenzhen of 
Guangdong Province and Hengyang of Hunan Province in China (Su et al.  2008 ). 
HIV-related stigma might also contribute to strained family relations and set forth 
more health and mental health problems among PLWHA. For example, stress from 
family predicted worse self-reported health status among inner-city, low-income 
African-American women living with HIV/AIDS, in which this association was 
mediated by depressive symptoms (Jones et al.  2003 ). Rotheram-Borus and col-
leagues ( 1998 ) reported that the confl ict between parents living with HIV/AIDS and 
their adolescents was associated with high drug use. 

 In regard to family members, stigma also resulted in poorer mental health 
(Barroso and Powell-Cope  2000 ; Donenberg and Pao  2005 ; Murphy et al.  2003 ) and 
depression (Demi et al.  1997 ) among them. In the study conducted by Demi and 
colleagues ( 1997 ), family’s perceived stigma was the only important predictors of 
burden and depressive mood among family members taking care of PLWHA. 
Besides, social stigma toward family members may make them hesitant in provid-
ing support to PLWHA, which may reduce PLWHA’s quality of life and leads to 
loneliness for both parties (Donernberg et al.  2006 ; Kipp et al.  2006 ). Many parents 
living with HIV/AIDS also mentioned worries that their offsprings would be 
rejected by other children or even the society at large. Indeed, children of PLWHA 
were also found to display more delinquent behavior (Forehand et al.  1998 ), which 
might be attributed to social stigma against PLWHA. 

 Not only being a barrier to HIV caregiving, HIV-related stigma has also shown 
to be a major obstacle to HIV treatment (UNAIDS  2003 ; Lieber et al.  2006 ). It 
affects treatment adherence in ways that PLWHA dare not take medicine outside of 
home or carry medicine with them in fear of disclosing their serostatus (Siegel et al. 
 2000 ; Golin et al.  2002 ; Murphy et al.  2003 ; Rintamaki et al.  2006 ; Mo and Mak 
 2009 ). This concern is even more relevant when other family members do not know 
their infection. Nurses face many diffi culties in recruiting or retaining family mem-
bers of PLWHA into their HIV/AIDS supportive groups, in which stigma is the 
most determinant factor for participation (Maneesriwongul et al.  2004 ). 

 Not only does stigma from family or the general public adversely affect PLWHA, 
HIV-related unsupportive social interactions, such as avoidance in sharing feelings 
and judgmental or embarrassing actions, were also found to negatively impact 
PLWHA, in spite of the positive intention of the actors (Hays et al.  1994 ). These 
unsupportive interactions, especially from those whose support was expected, such 
as close family members or friends, were associated with disengagement or denial 
coping among PLWHA, which in turn were linked to greater mood disturbance 
(Ingram et al.  1999 ; Song and Ingram  2002 ). 

 It can be shown from the above that HIV-related stigma can negatively affect the 
lives of both PLWHA and their family members. Both parties may display psycho-
logical distress and adverse health outcomes (Beckett and Rutan  1990 ). Nonetheless, 
in face of the challenge of stigma, it is often the family living with HIV/AIDS who 
can help the PLWHA and themselves to walk through the dark (Liamputtong et al. 
 2012 ).   
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4     From Rejection to Acceptance 

 Although some family members of PLWHA would hold stigmatizing attitude 
toward HIV/AIDS, family is the major source of support for most PLWHA as they 
fi ght as a unit against stigma and other social pressures. As AIDS is a lifelong dis-
ease, it takes time for the entire family to learn to live with it, in which the process 
from rejection to acceptance may take many years to achieve. A number of research 
studies have mentioned the process of adapting to HIV/AIDS status by the family. 
When the family fi rst knows about the infection of a family member, they struggle 
with the stigma that is prevalent in society, feel anxious, and encounter restrained 
freedom due to the fear of disclosure and rejection from society (Wacharasin and 
Homchampa  2008 ). However, the negative feeling may dissipate after having open 
discussion between members, getting more information about HIV/AIDS and its 
transmission (Bogart et al.  2008 ), as well as receiving support and respect from 
professionals (Wacharasin and Homchampa  2008 ). For children of PLWHA, some 
fi rst felt ashamed and angry with their parents living with HIV/AIDS; however, as 
time passes, they became caring and supportive (Bogart et al.  2008 ). 

 Once the family has accepted the fact of infection of their closed one, they know 
that their understanding attitude and acknowledgement of the PLWHA as a family 
member is important for the PLWHA to live with the disease (Wacharasin and 
Homchampa  2008 ). Some families may fi rst feel inferior in society since the discov-
ery of the infection; however, when they accept the infected member, they try their 
best to preserve family values and their dignity. Although perceiving that the family 
is suffering from social stigma would depress the PLWHA, research fi ndings also 
showed that family is a motivation for PLWHA to fi ght against AIDS. In the study 
conducted by Li and colleagues ( 2008 ), some PLWHA mentioned that family’s 
being proud of them often became the major motivation for them to lead a produc-
tive life after the infection. 

 In China, as family is highly regarded, in some cases that happened in Yunnan 
province in China, family members were the fi rst to be informed about a person’s 
HIV serostatus. Then, it became the family’s responsibility and decision to tell the 
PLWHA about their serostatus (Li et al.  2005 ). In these cases, family members 
helped the infected members accept this fact and supported them along the way in 
the treatment process. For family members who also face social discrimination 
against HIV/AIDS, they have noted the signifi cant effect of participating in some 
local HIV training programs in China. These programs not only provided informa-
tion needed to deal with the disease, it also provided a platform for families facing 
similar diffi culties to mutually support each other. 

 Although some families with HIV/AIDS would gradually adapt to living with 
the disease, diffi culties would reemerge throughout the course. Thus, the role of 
health professionals is imperative in designing HIV interventions that appropriately 
involve family members in the process. With the provision of knowledge of HIV/
AIDS and resources, informing families the possible problems encountered, as well 
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as their understanding, healthcare workers can largely facilitate the process of adap-
tation to the disease and reduce suffering in the initial stages (Duffy  2005 ).  

5     HIV-Related Stigma in Collective Culture: The Case 
of Chinese Communities 

 In the situation of Chinese communities, which are generally considered as family- 
oriented, individuals are oftentimes not viewed independently but are regarded as 
members of a family system, the basic unit in the Chinese culture (Wright and 
Twitchett  1962 ; Jin  1994 ). Thus, the degree to which the consequence of HIV infec-
tion impacts the family living with HIV/AIDS as a whole may be higher than other 
cultures. The reason of the heightened HIV-related stigma in Chinese collectivistic 
culture is articulated by Liu and his colleagues ( 2006 ). They suggest three key 
Chinese characteristics, namely, collectivism, traditional Chinese superstition and 
folk medicine, and family responsibility, that may seem to foster this phenomenon. 

 In collectivistic cultures, self-interest often is subordinated to group interest (Hui 
and Triandis  1986 ; Triandis et al.  1988 ; Murray-Johnson et al.  2001 ). To many indi-
viduals, as HIV infection denotes immoral behaviors (e.g., drug use and promiscu-
ous sex), HIV-infected persons are viewed as not just morally bankrupt personally 
but also ruining the reputation, dignity, and social status of the groups associated 
with them. In many instances, it is socially acceptable or even appropriate to disre-
spect and even discriminate against people with immoral behavior in the Chinese 
culture (Li et al.  2006 ). This general sentiment endorsed by the Chinese thus fosters 
and perpetuates HIV-related stigma among families living with HIV/AIDS in China. 
The blame of bringing shame to the family endorsed by the public put PLWHA to 
an even more marginalized position. 

 Second, although modern medicine in China has been westernized, some Chinese 
continue to be strongly infl uenced by folk medicine and superstitious beliefs. Thus, 
some people might believe that physical illness can be caused by the attack from 
spirits and devils due to the immoral deeds committed by the self or by one’s ances-
tors (Fabrega  2001 ). This is one of the possible reasons why there is higher stigma 
attached to mental illness in Chinese society (Fabrega  2001 ), especially in the rural 
areas or among Chinese who still hold fi rmly to traditional superstitious beliefs. 
Similar explanation can be applied to PLWHA. In addition to the immoral deeds 
which PLWHA are suspected to have done by the public, they may be regarded as 
inauspicious individuals from whom should be distanced lest the bad luck or fate 
may befall onto others. 

 Third, in China, individual behavior and lifestyles are viewed as being largely 
infl uenced by the family. Therefore, HIV infection would bring shame and stigma 
to the entire family as they are blamed for not correcting the member’s risky habits 
or other people simply regard the implied immoral deed as a family trait (Li et al. 
 2008 ). Moreover, the perception of collective responsibility for individual 
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experience is also endorsed by the family themselves. It can be exemplifi ed by the 
phenomenon that many parents would take personal responsibility for the illicit 
drug use by their children (Zhang and Chen  1996 ). Furthermore, HIV-related stigma 
would persist in families living with HIV/AIDS after the death of the PLWHA, and 
the stigma may be passed on to subsequent generations due to its perceived moral 
contagiousness (Li et al.  2008 ). All these may explain why family members of 
PLWHA are highly stigmatized in China. 

 Due to the infl uence of collectivism, on top of the stigmatization from family 
members or the public commonly found in different cultures, PLWHA in Chinese 
communities may blame themselves for the trouble and shame they bring onto their 
families. In the Chinese culture, HIV-related stigma may impact family identity 
through the process of shaming and losing “face.” Data from 39 HIV-positive men 
who have sex with men in Hong Kong found that shame and face concern were 
signifi cantly associated with their level of self-stigma, which is related to their level 
of psychological distress (Mak and Ho  2011 ). Chinese culture emphasizes self- 
sacrifi ce and personal devotion to the group (Tsui  1989 ). As mentioned earlier, fam-
ily is responsible for individual behaviors. The entire family thus would lose face in 
front of their acquaintances and feel ashamed because of a member’s HIV infection. 
Li and colleagues ( 2006 ) have shown that the fear of bringing shame to family was 
one of the major burdens to PLWHA. In other words, PLWHA concern much about 
protecting family identity. As conveyed in qualitative interviews (Li et al.  2008 ), 
some PLWHA interviewees worried that if their serostatus was disclosed, their 
neighbors would despise their family and it would be diffi cult for them to live in the 
same place anymore, especially in rural villages where relations among families and 
neighbors are close-knit.  

6     Current Family-Based HIV Interventions 

 The indispensable role of the family to the lives of PLWHA and the profound impact 
of HIV/AIDS on the entire family inform that it is essential and more effective to 
incorporate the element of family into HIV-related intervention than focusing on 
PLWHA alone. In fact, many studies had advocated the expansion of family-focused 
HIV interventions (e.g., Joseph and Bhatti  2004 ; Zhou et al.  2004 ), which should be 
community-based and utilize both formal and informal resources such as the fami-
ly’s existing social network (Joseph and Bhatti  2004 ). For example, Bor et al. ( 1993 ) 
mentioned that involving family would make PLWHA more willing to access the 
programs. 

 Additionally, HIV educational and emotional support for children living in fami-
lies with HIV/AIDS should be implemented (Wiener et al.  1995 ). A study con-
ducted by Bogart and colleagues ( 2008 ) reported that prohibiting children of 
PLWHA to discuss their situations or worries would lead to emotional distress. 
Thus, peer support groups for children to share their experience in a secure environ-
ment may benefi t their well-being. The theoretical assumptions of a psychosocial 
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intervention to empower family living with HIV/AIDS in Poland (Kmita et al.  2002 ) 
precisely articulate the essence of family-oriented HIV intervention. Kmita and col-
leagues ( 2002 ) suggest that (1) the issue of HIV infection should be investigated 
within the context of the entire family as a unique system (Melvin and Sherr  1993 ; 
Melvin  1996 ); (2) there must be some positive power within every family, even the 
most vulnerable one (Boyd-Franklin et al.  1995 ); (3) interventions should be tai-
lored to the strengths and weaknesses of a family structure (Minuchin  1974 ); and 
(4) it is essential to considered both the PLWHA as well as their family members 
outside of the clinical settings (Melvin and Sherr  1995 ). 

 In their preliminary study, Kmita and colleagues ( 2002 ) organized interviews 
and focus groups with parents with HIV/AIDS as well as their children and pro-
vided family counseling sessions to help the entire family to work through negative 
emotions and seek positive solutions. For adults, it was found that listening repeat-
edly to their stories can help reframe their experience and made them feel respected. 
For children, using art techniques as a channel of expression can help them reveal 
their painful experience more comfortably. Qualitative analysis showed that inter-
ventions involving both parents and children in medical and nonmedical contexts 
yielded the best result, in which both of them have better emotional functioning, 
more fl exible coping, larger family’s social network, and more open about those 
who passed away. The results also showed the importance of good collaboration 
between NGOs and service providers. 

 In a literature review on HIV-related stigma and discrimination reduction in 
Southeast Asia, some family-focused interventions to reduce stigma inside and out-
side family were also found to be effective. Most of them relied on outreach activi-
ties that educate family and the public on the correct knowledge of HIV transmission 
and try to normalize HIV/AIDS in the society. In the Home and Community Care 
for People with HIV/AIDS in Cambodia (Busza  1999 ), the team regularly visited 
suspected PLWHA to train caregivers on relieving HIV symptoms. By performing 
direct contact with the PLWHA, the team reassured the caregivers to take care of the 
PLWHA and reinforced their knowledge. Majority (60 %) of the participants in this 
project reported a decrease in stigma at post-intervention (Wells  1999 ). The 
Foundation for Agricultural and Rural Management (FARM) HIV/AIDS Outreach 
Project in Thailand (Busza  1999 ) not only educated family living with HIV/AIDS 
to generate income through agriculture, they also provided home care training for 
family and community members to dispel myths about AIDS. It helped normalize 
AIDS in the community and had improved the willingness of PLWHA to disclose 
HIV serostatus to their family and the community. The Yayasan Pelita Ilmu (YPI) 
Support Center and Outreach Activities in Indonesia integrated various activities 
into the community of families with PLWHA, including women’s groups, youth 
association, and religious events. Under a buddy system, it also increased social 
interaction with PLWHA by accompanying them to public recreational facilities by 
trained volunteers to generate greater perceived social acceptance among PLWHA 
(Djoerban and Djauzi  1998 ). All these programs tried to mobilize the natural asset 
of the family to support the family and reduce public stigma, which in turn help 
families living with HIV/AIDS to integrate into their communities.  
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7     Conclusion 

 In this new era of AIDS epidemic, HIV/AIDS has become a chronic illness like 
heart disease or diabetes. The difference is that AIDS is attached with much more 
stigma than many other diseases (e.g., Crawford  1996 ; Mak et al.  2006 ). In the life-
long fi ght against both the disease and social stigma, family is defi nitely inseparable 
from most PLWHA and become their mainstay. Thus, while most resources are still 
focused on PLWHA at the moment, family-oriented HIV interventions must be the 
new current in the fi eld. To generate more successful programs for families living 
with HIV/AIDS, empirical evidence is essential to ensure their effectiveness. 
However, to our knowledge, most research studies regarding HIV family are quali-
tative in nature, which may impede the coalescence and application of the evidence 
brought forth from different research. Also, few standardized measures on the 
impact of familial and cultural factors of stigmatization, especially for Eastern and 
other collectivistic cultures, are currently available. Recently, a preliminary quanti-
tative study conducted by the authors found that there is signifi cant direct or indirect 
association between some prominent Chinese cultural factors, face concern and 
moral emotions, and perceived affi liate stigma and self-stigma among people with 
drug dependence in Hong Kong (Ho  2011 ). In particular, perceived affi liate stigma 
(i.e., the affi liate stigma endorsed by the associates as perceived by people with drug 
dependence) was signifi cantly directly associated with their self-stigma. This study 
provided pioneer empirical evidence to the interactive relation between stigma 
toward families and self-stigma. It is expected that similar results can be found 
among PLWHA, as both of them are highly stigmatized social minorities in the 
society. Therefore, it is hoped that more empirical research investigating the cultural 
and familial factors of stigmatization against PLWHA and their families would be 
conducted in the foreseeable future. This research can then be translated to support 
and initiate more family-oriented HIV interventions that are tailored to specifi c cul-
tural context to improve the well-being of both the PLWHA and their beloved 
families.     
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1           Introduction 

 HIV disclosure or nondisclosure as a phenomenon is complex, with many variants 
impacting on the process of disclosure, as well as the experiences of the person liv-
ing with HIV or AIDS (PLWHA) who chooses to disclose or not disclose his or her 
HIV status. For the purpose of this chapter, the WHO ( 1999 ) defi nition of self- 
disclosure will be used and will refer to  the informing of others of someone’s HIV 
status by the person or by a third party with or without consent.  Greeff and col-
leagues ( 2008a ) suggest that, as far as possible, disclosing or not disclosing should 
always be a well informed and responsible decision for the PLWHA. However, even 
if the disclosure was the choice of the PLWHA, he or she has no control over what 
the person to whom they have disclosed will do with the knowledge gained of the 
PLWHA’s HIV status. The WHO ( 1999 ) defi nition illustrates that the PLWHA 
often does not have a choice as to whether his or her status is disclosed and disclo-
sure may happen without the person’s consent and without consideration of his or 
her right to privacy and respect. 

 Most health literature seems to favor disclosure by the PLWHA, although this is 
not necessary always to the advantage of the person disclosing (Greeff et al.  2008a ). 
The culture of the healthcare system thus plays an important role in the disclosure 
process (see also Chap.   6     in this volume). The mere fact that the illness has been 
diagnosed opens up the process of disclosure to one or more persons, for instance, 
by healthcare workers. If the person is receiving antiretroviral therapy (ARV) or a 
nutritional support program and has to fetch these from a healthcare centre, his or 
her status may also be disclosed through the way the healthcare system is organized, 
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for example, if he or she has to visit clinics which only serve PLWHAs or if the 
PLWHA has to involve a person close to him or her in the treatment regime before 
being placed on ARV. Petrak and colleagues ( 2001 ) argue that it is not clear whether 
disclosing one’s HIV status to more people engenders more social support. Other 
researchers (Idowu  2004 ; Landau and York  2004 ) also point out that disclosure can 
be both good and bad. This matter will be discussed in more detail later on in this 
chapter. 

 Disclosure by the PLWHA has mixed results, and no matter whether a PLWHA 
has disclosed before, each new disclosure experience is diffi cult and associated with 
anxiety because he or she can never predict the response elicited by the disclosure. 
The act of disclosure and disclosure practises, as well as the response to the disclo-
sure, differ due to the nature of HIV and AIDS; the status the illness has in different 
communities; the HIV stigma levels in the community in question, healthcare 
workers’ views about HIV, AIDS and PLWHAs; and differences in existing cultural 
values, beliefs, perspectives and practises in a community. The way each person 
experiences and copes with the illness is refl ected in this choice to disclose or not. 
See also Chaps.   11     and   13     in this volume.  

2    Disclosure and Stigma 

 Disclosing a person’s HIV status opens him or her up to being stigmatized in a com-
munity that does not accept PLWHAs. The concept of stigma has been well 
researched and many defi nitions have been formulated. Alonzo and Reynolds 
( 1995 ) adapted the defi nition of Goffman ( 1963 ). For the purpose of this chapter, 
this adapted defi nition of Alonzo and Reynolds ( 1995 : 304) will be used:  stigma  is 
defi ned ‘as a powerful discrediting and tainting social label that radically changes 
the way individuals view themselves and are viewed as persons’. Herek and col-
leagues ( 2002 ) argue that stigma is viewed differently from the inside, by those who 
are stigmatized, and from the outside, by those who stigmatize. Greeff and associ-
ates ( 2008a ) refer to these types of stigma and their associated dimensions as  inter-
nal stigma  (negative perceptions of the self, social withdrawal, self-exclusion and 
fear of disclosure),  received stigma  (neglecting, fearing contagion, avoiding, reject-
ing, labeling, pestering, negating, abusing and gossiping) and  associated stigma  
(against people who live, work or are closely associated with PLWHAs) (see also 
Chaps.   1    ,   2     and   3     in Part I of this volume). 

 Smith and colleagues ( 2008 ) found a correlation between greater HIV stigma 
and fewer disclosures of one’s HIV status. Most literature also mentions the aspect 
of disclosure when discussing stigma (Greeff et al.  2008b ). The study in Africa by 
Greeff and colleagues ( 2008b ) indicates that disclosure is a signifi cant dimension of 
the stigma experience. Although the above-mentioned study focused on stigma 
experiences, participants spontaneously pointed out disclosure experiences to such 
an extent that it had the second highest frequency of themes mentioned by them 
(Greeff et al.  2008a ). 
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 By disclosing, a person opens him- or herself up to stigmatization by the community. 
Smith and colleagues ( 2008 ) argue that by disclosing, the person no longer has to 
struggle with concealing a secret but may now be exposed to stigmatized reaction. 
They argue that PLWHAs who perceive high levels of stigma are likely also to per-
ceive less available support (in addition to the actual decrease in support that is 
available). In their research, they have found confl icting results about social support 
and they ascribe this to varying measurements of support relating to size of the com-
munity, sense of belonging, sources, frequency and satisfaction with support. Duffy 
( 2005 ) reports on an ethnographic study in Zimbabwe, where approximately one 
third of adults are infected. The study reveals how stigma, suffering, shame and 
silence are mutually supporting concepts that challenge health promotion efforts. 
Stewart and colleagues ( 2008 ) report on a study in southern India, where partici-
pants experienced low levels of enacted stigma, which is to be expected, given that 
HIV is often not readily apparent. By contrast, participants were more acutely aware 
of the potential for stigma and therefore employed strategies such as disclosure 
avoidance in an attempt to protect them against being discredited. 

 Weiss and Ramakrishna ( 2001 ) argue that the nature of stigma may be different 
in different cultures, with regard to what is stigmatized as well as how stigma is 
manifested. A study done in Malawi in 2003 on stigma and discrimination revealed 
that these aspects serve as barriers to proper care, treatment and support of PLWHAs, 
discourage people from seeking voluntary counseling and testing, and hinder the 
development of an enabling environment that promotes disclosure (MANET  2003 ). 
In a study in Ethiopia, Tanzania and Zambia, there was evidence that stigma impedes 
programmatic efforts around testing, disclosure, prevention, care and support 
(Nyblade  2003 ). A study by Benotsch and colleagues ( 2008 ) in Africa reported that 
stigma remains an important barrier to HIV prevention efforts. Substantial discrimi-
nation against and stigmatization of PLWHAs were reported. HIV-positive women 
were particularly likely to suffer negative social and economic consequences. The 
stigma associated with HIV interfered with disclosure of HIV status, risk-reduction 
behaviors and HIV testing. The above-mentioned studies indicate that stigma is rife 
in Africa and affects disclosure practises. 

 The stigmatized persons often employ coping strategies such as secrecy, denial, 
deception and social withdrawal in order to avoid rejection. They compensate, avoid 
anxiety-ridden situations and make social comparisons (Smith et al.  2008 ). The fear 
of being found out by the community, of disgracing one’s family and of mistreat-
ment by partners and family (Greeff et al.  2008b ) or healthcare workers is related 
indirectly to health-seeking intentions (Smith and Morrison  2006 ) and behaviors 
(Chandra et al.  2003 ). In their study in South Africa, Goudge and colleagues ( 2009 ) 
found that the ability to resist stigma derives from a new role or identity with social 
value or meaning. 

 Muula and Mfutso-Bengo ( 2005 ), two authors from Malawi in Africa, identify 
public disclosure as one of the tools available in the fi ght against stigmatization 
and discrimination (see also Chaps.   20     and   22     in this volume). They argue that 
such disclosure, however, also has potential attendant harms. Public disclosure 
should be accompanied by appropriate individual counseling and preparation of the 
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community to deal with the situation and should have regard for cultural sensitivity 
after consideration of the risks and benefi ts to individuals, families and the com-
munity. Health practitioners should keep in mind that their main duty is to protect 
the best interest of the patient, the family and the community, and in that order.  

3    Understanding Culture Within the HIV Disclosure Arena 

 To understand how culture impacts on disclosure, it is necessary to defi ne  culture  
and  cultural values  within the context of this chapter, to briefl y look at two main 
views of culture that explain culture and differences between cultures and to gain an 
understanding of the concept  culture competency . 

3.1    The Concepts of  Culture  and  Cultural Values  

 Culture, according to Lu and colleagues ( 2001 : 2–3), “is the sum total of life pat-
terns passed on from generation to generation within a group of people and includes 
institutions, language, values, religious ideals, habits of thinking, artistic expres-
sions and patterns of social and interpersonal relationships. It is the way of life of 
multiple groups in a multiple society and consists of prescribed ways of behaving or 
norms of conduct, beliefs, values, and skills.” Schwartz ( 1999 : 25) described cul-
tural values as a framework that individuals in a culture use “to select socially 
appropriate behaviour and to justify their choice of behaviour to others.”  

3.2    Individualism Versus Collectivism 

 Two broad views of culture have been suggested, depending on the extent to which 
cooperation, competition and individualism are emphasized (Triandis  1995 ). The 
concepts  collectivism  and  individualism  are usually used when referring to culture 
and culture differences. The roots of these two concepts can be traced back to the 
ancient Greeks, where collectivistic themes were apparent in Plato’s Republic and 
individualistic values in Sophists teachings (Vira  2003 ). These two concepts have 
played a signifi cant role in explaining human behavior and relationships. 

 Collectivism emphasizes social morality and loyalty, while individualism empha-
sizes free expression of individuals’ wills and interests (Kagitcibasi  1997 ). Schwartz 
( 1999 : 27) describes individualism/collectivism as two opposite poles that ranges 
from ‘conservatism’ to ‘autonomy’, while Triandis ( 2000 ) defi nes individualistic 
and collective societies as a cultural syndrome. 

 Hofstede ( 1980 : 10) defi nes  individualism  as “a society in which the ties 
between individuals are loose; everyone is expected to look after himself or 
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herself, and his or her immediate family only.” Individualistic societies emphasize 
autonomy, which refers to individuals independently pursuing their ideas, assert-
ing themselves and changing the status quo in order to achieve personal and group 
goals (Schwartz  1999 ). Triandis and colleagues ( 1988 ) refer to an individual’s 
freedom to do his/her own things and to compete with others. The individual is 
seen as independent (Kitayama et al.  1997 ). The centrality of the individual is the 
theme in individualistic cultures. The self is regarded as autonomous and personal 
goals have priority over in-group goals (Triandis  2000 ). Triandis ( 1995 ,  2000 ) 
argues that in individualistic societies there are more in-groups available for the 
individual to choose from. Therefore, an individual’s behavior can be consistent 
with the goals of several in- groups. The relationship between individual and in-
groups tends to be less stable, as an individual can leave a group if costs exceed 
benefi ts. 

 Hofstede ( 1980 : 10) defi nes  collectivism  as “a society in which people from 
birth onwards are integrated into strong, cohesive in-groups, which throughout 
people’s lifetime continue to protect them in exchange for unquestioning loyalty.” 
Collective societies emphasize conservation, hierarchy and harmony; maintaining 
the  status quo ; and restraining actions that might disrupt the solidarity of the group 
or the traditional order (Schwartz  1999 ). Kitayama and associates ( 1997 ) refer to 
the self that is construed as being fundamentally interdependent, thus as self in 
relation to others. The term  familialism  is also used in this context to refer to the 
signifi cance of the family as a primary unit (Van Servellen et al.  2003 ). In collec-
tive societies, the centrality of the group is the theme. The self is regarded as an 
aspect of groups and in-group norms have priority over personal needs. 
Relationships are communal, as they include a lot of sharing (Triandis  2000 ). See 
also Chap.   4     in this volume. 

 Triandis ( 1989 ) broadly categorizes the countries of the world into those that are 
predominantly individualist, like the Anglo-American and Northern and Western 
European cultures, and the predominantly collectivist countries, like the Latin- 
American, Asian, African and Southern European cultures. This classifi cation has, 
however, changed with the emerging global perspective and with the migration of 
more and more people to other countries, which results in a mix of cultures within 
a specifi c geographical area.  

3.3    Culture Competency 

 Culture competence refers to “culturally competent practice that understands and 
attends to the total context of the patient’s situation” (Spector  2004 : 47). Acceptance 
and respect of cultural differences, self-analysis of one’s own cultural identity and 
biases, awareness of the dynamics of differences in ethnic patients, and additional 
knowledge are some of the most important elements mentioned (Lu et al.  2001 ). 
Specifi c skills identifi ed by Matthews and Peterman ( 1998 ) are scientifi c minded-
ness, dynamic sizing and culture-specifi c expertise.   
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4    HIV Disclosure Theories 

 Four theories on HIV disclosure are briefl y discussed to provide a conceptual 
framework for this chapter: (1) the Disease Progression Theory, (2) the Theory of 
Competing Consequences, (3) the Model of HIV – Disclosure Decision Making and 
(4) the Communication Privacy Management Model. 

4.1    The Disease Progression Theory 

 According to the Disease Progression Theory, individuals disclose their HIV diag-
nosis as they become ill because when HIV progresses to AIDS, they can no longer 
keep it a secret. Overt and less overt symptoms play a role. Disease progression 
often results in hospitalization and physical deterioration, which, in some cases, 
mandates individuals to explain their illness. Delaying disclosure may be a way to 
normalize their life and protect others from pain (Kalichman  1995 ; Babcock  1998 ; 
 Serovich 2001 ). For many, advanced therapies have changed the progression of 
HIV, with much less overt symptoms and with the possibility to live longer, health-
ier and more productive lives ( Serovich 2001 ).  

4.2    The Consequences Theory of HIV Disclosure 

 The Consequences Theory of HIV disclosure suggests that the relationship between 
disease progression and disclosure is moderated by the consequences one antici-
pates resulting from disclosure. That is, as the disease progresses, stresses accumu-
late and result in the need to evaluate the consequences of disclosure. Persons with 
HIV are likely to reveal their status to signifi cant others and sexual partners once the 
reward for disclosing outweighs the associate costs. This theory employs core 
assumptions of social exchange theory, which maintains that individuals avoid 
costly relationships and interactions and seek rewarding ones to maximise the prof-
its in their relationships or behaviors. More specifi cally, when individuals are faced 
with numerous choices, they tend to make those which provide the most rewards 
with the least associated costs. For PLWHAs, consequences of disclosing are sub-
stantial and involve both positive and negative consequences. PLWHAs fi rst assess 
the rewards and costs of disclosure to family and friends before disclosure takes 
place ( Serovich 2001 ).  

4.3    The Model of HIV – Disclosure Decision Making 

 The Model of HIV – Disclosure Decision Making (Derlega et al.  2004 ) is an inte-
grative model that describes the factors that contribute to the decision about whether 
or not to disclose the HIV-positive diagnosis to signifi cant others. The fi rst fact in 
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the model focuses on the social environment in which PLWHAs live, including 
cultural attitudes about HIV, close relationships and self-disclosure. Communities’ 
“rules and scripts for appropriate conduct” also infl uence disclosure/nondisclosure. 
The second factor in this integrative model focuses on the relational, individual and 
temporal contexts in which someone with HIV lives. These contexts include the 
PLWHA’s social network; progression and period of time they have been living 
with HIV; as well as personal characteristics and those of network members. Besides 
assessing their reasons for HIV disclosure or nondisclosure to various network 
members, individuals must consider proximate conditions that affect immediate 
decisions about whether to disclose or not. There is considerable variability among 
the targets to whom the HIV diagnosis is disclosed.  

4.4    The Communication Privacy Management Model 

 Petronio ( 2002 ) proposes the Communication Privacy Management Model, which 
attempts to describe the various steps that people take when making a decision to 
reveal private information. Greene and colleagues ( 2003 ) have extended this model 
to develop an understanding of the process and of motivating factors related to the 
disclosure of HIV and AIDS status. Petronio ( 2002 ) argues that there are “dialecti-
cal tensions” experienced by an individual when deciding whether to disclose or not 
to disclose. Privacy and disclosure are thought to be in a relationship of “tension”, 
and disclosing private information is never a straightforward decision. Individuals 
are engaged in a constant balancing act, weighing the demands of personal needs, 
the demands of the situation and the needs of others around them. Individuals 
develop a rule management system based on fi ve presumptions: their own privacy 
rules, privacy dialectics, control/ownership, private information and privacy 
boundaries.   

5    Research on Disclosure, Stigma and Culture 

 Research on HIV disclosure, as well as on its associated factors, such as stigma and 
culture, has over the years produced results that enhance our understanding of the 
effects of stigma and culture on disclosure practises. Some of these factors, as they 
unfold in research on disclosure, stigma and culture, are discussed below. 

5.1    Collectivist or Individualistic Cultures 

 A predictor that could infl uence disclosure practises is the nature of the culture 
being either collectivist or individualist. Vira ( 2003 ) mentions that disclosing highly 
stigmatized information in collective cultures, such as India, can be an especially 
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diffi cult process, in comparison to individualist cultures such as the USA. Research 
has shown that collective cultures offer support and communal identity to individu-
als who maintain a status quo, comply with social norms and restrain from actions 
that might disrupt the solidarity of the group. Those individuals who do not comply 
with the societal and cultural norms experience repercussions not just for them-
selves but also for their in-group (e.g. family experiencing associated stigma) that 
can be devastating. HIV and AIDS are one such issue where its association with 
tabooed issues, such as intravenous drug use, homosexuality, infi delity, death and 
illness, makes it fall outside the realm of acceptable societal behavior. However, 
Chandra and colleagues ( 2003 ) found in their study in India that people did dis-
close, despite the collective society. They explain this phenomenon through the con-
cept “shared confi dentiality” within the family system. Derlega and colleagues 
( 2004 ) mention cultural attitudes about HIV as part of the social environment that 
infl uences disclosure. They found that HIV disclosure may be inhibited if the indi-
vidual lives in a neighborhood or ethnic community that stigmatizes someone with 
HIV and AIDS. This was confi rmed by Holzemer and colleagues ( 2009 ), who found 
that the high stigma levels reported by PLWHAs and nurses in fi ve African coun-
tries infl uenced disclosure rates in largely collective societies. Stephenson ( 2009 ) 
studied the infl uence of community factors shaping HIV-related stigma in Burkina 
Faso, Ghana and Zambia and found that the community environment had a clear 
infl uence on the shaping of HIV-related stigma and disclosure among young people. 
The elements that were signifi cantly associated with HIV-related stigma and disclo-
sure were economic factors, level of education and behavioral aspects. See Chap.   4     
in this volume.  

5.2    Ethnic Minorities 

 One strong predictor of HIV disclosure is ethnicity. Disclosure rates are lower 
among people from minority ethnic groups who fi nd themselves in predominantly 
White Caucasian communities ( Körner 2007 ). These people, for instance, Latino 
people living in the USA, are to varying degrees integrated into their ethnic com-
munities as well as into a dominant Anglo-Celtic culture. They have to move 
between ethnic minority (often collectivistic) and mainstream cultures (often indi-
vidualistic). A study by Marks and colleagues ( 1992 ) found a signifi cant difference 
between Spanish-speaking Latino men and English-speaking Latino men. The for-
mer were much less likely to access their social support network. African Americans, 
independent of sexual orientation, were much less likely to disclose than European 
Americans (Vira  2003 ). Acevedo ( 2008 ) also did a study involving Latino PLWHAs 
in New York City and identifi ed themes that illustrated cultural infl uences on issues 
such as adherence, social isolation, disclosure, safer sex practises and patient- 
provider communication. The fear of rejection by family was paramount among 
HIV-positive African gay men in the UK. For them, fear of social loss outweighed 
any potential gains from disclosure (Dodds et al.  2004 ). HIV-positive Black African 
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women in France had signifi cantly lower disclosure rates than French-speaking 
Caucasian women (Bungener et al.  2000 ). In New Zealand, sub-Saharan refugees 
disclosed to no one in their community and only very few disclosed to family mem-
bers (Worth et al.  2001 ). 

 The study done by Yoshioka and Schustack ( 2001 ) focused on the cultural issues 
Asian men in the USA face when they have to disclose their HIV status. The Asian 
cultural values of harmony and avoidance of confl ict affected these men’s disclosure 
patterns. The three focal issues identifi ed as barriers to disclose to family members 
were protection of family from shame and an obligation to help and avoidance of the 
communication regarding highly personal information. Lack of education among 
their families overseas compounded the problem. The study done by DeAlmeida 
( 2007 ) involving Asian and Pacifi c Islanders living in the United States found that 
individuals’ feelings of uselessness and negative changes in social relationships as a 
result of their HIV and AIDS status were related to a desire to disclose to obtain or 
maintain supportive relationships. Results also revealed a signifi cant relationship 
between support as a reason for disclosure and years of education, period of residence 
and proportion of life in the USA and lapse of time since HIV or AIDS diagnosis. 
Their study revealed that there are different reasons for disclosure or nondisclosure, 
depending on who the target individual is, for example, a partner, friend or parent. 
Females are more likely than males to disclose to a friend and an intimate partner for 
reasons of catharsis, whereas someone may disclose to a parent to test another’s reac-
tion. Perceptions of HIV-related stigma were related to feelings of self-blame, fear of 
rejection, communication diffi culties and protection of the other as reasons for non-
disclosure to a friend or parent. Körner ( 2007 ) reports on a study conducted in Sydney, 
Australia, on a group of HIV-positive people from minority cultures. The article 
refl ects the complexity of decision making for PLWHAs from a more collectivistic 
culture who fi nds themselves in a mainly individualistic culture. Gay men drew on 
both individualist notions of interdependence and self-reliance in different sociocul-
tural contexts, and this enabled them to maintain harmony with the family and to meet 
their individual needs. Heterosexual men reported discrimination, avoidance and dis-
ruption of the interdependence between the self and the family and ethnic community. 
Heterosexual women disclosed to no one outside the healthcare system and were anx-
ious to avoid any disclosure in the future, as they were much stronger bound to col-
lectivistic notions. A study in Ireland (Adedimeji  2010 ) showed a signifi cant difference 
in the circumstances of Irish and non-Irish service users. The Irish users living in a 
low-prevalence context may worry about the implications of disclosure to at-risk part-
ners, close family members and colleagues at work. Migrant service users, especially 
women, have to worry about cultural, gender, economic and immigration implications 
of disclosure. Fear of violent reactions from male partners, lost economic and social 
support, inability to access service because they lack appropriate communication 
skills, and stigma from those around them may complicate the disclosure process for 
migrant service users. Fear of arrest and deportation might prevent them from disclos-
ing. Åsander and colleagues ( 2009 ) explored the frequency of disclosure of HIV-
infected African parents in Sweden to their children and found it to be very low. In 
Sweden most HIV-infected parents are of an African origin.  
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5.3    Disclosure and Religion 

 Also embedded in culture are religious beliefs. A study undertaken in Tanzania by 
Zou and colleagues ( 2009 ) involving a group of parishioners attending a variety of 
churches reported that their results indicate that shame-related HIV stigma is 
strongly associated with religious beliefs such as the belief that HIV is a punishment 
from God or that PLWHAs have not followed the word of God. Most (80.8 %) said 
that they would disclose their status to their pastor or congregation if they became 
infected. The study by Greeff and colleagues ( 2008b ) reported that PLWHAs expe-
rience a need to attend church to gain support as this was often the only support 
available to them. They would thus have to disclose to the pastor and the 
congregation.  

5.4    Differences Between the People to Whom 
the PLWHA Discloses 

 Some of the experiences and perceptions mentioned by participants in a study done 
by Greeff and colleagues ( 2008a ) in Africa proved to be no different from those 
found in literature. However, it is also evident in literature that cultural differences 
play a role in disclosure. Differences have been identifi ed between Western, Asian 
and African countries (Greeff et al.  2008a ). Greeff and colleagues ( 2008a ) found in 
Africa that family members were the fi rst to be informed of a PLWHA’s status. This 
trend runs counter to fi ndings in the West, where studies revealed that in most cases 
friends were the fi rst ones to be informed. Hayes and colleagues ( 1993 ) found that 
in the United States, friends were more likely to learn about the HIV status, rather 
than any family member. If the status was disclosed to family, the fi rst family mem-
bers to learn about the HIV status were most likely mothers and sisters, while fathers 
were the least likely targets. Chandra and colleagues ( 2003 ) confi rm this and add 
that if the information was shared with family members, it only happened later. 

 China is another example of how cultural contexts can be different and quite 
unique. China is a family-oriented society where individuals rarely make decisions 
without fi rst considering their family. Children are very respectful of their elders 
and family members are supportive of each other. Li and colleagues ( 2007 ) exam-
ined the role that family plays in disclosure in HIV and AIDS in China and found 
two primary disclosure processes, namely, an involuntary process and a voluntary 
process. In both processes, family members, and not the PLWHA, are usually the 
fi rst to know the PLWHA’s HIV status. Parents are often chosen by a health service 
provider to bear the responsibility of informing the PLWHA. The process creates 
mixed reactions, with some adamantly against it and others fi nding the process 
helpful. If the PLWHA was given a choice, a family member of the same generation 
would often be chosen.    Mahendra et al. ( 2007 ) also refers to the practise in India of 
informing family members of a patient’s HIV status without his/her consent.  
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5.5    Disclosure to Partners 

 Research results on disclosure to partners are mixed. Some researchers report 
high rates, while others report lower rates (Vira  2003 ). A study in Ethiopia by 
Deribe and colleagues ( 2008 ) on disclosure to partners found that 94.5 % of 
PLWHAs disclosed their status to at least one person and 90.8 % disclosed it to 
their current main partner. However, 14.2 % of disclosure was delayed and 20.6 % 
did not know their partner’s HIV status. Most PLWHAs (80.3 %) who disclosed reported 
that their partners reacted supportively to the disclosure. Sullivan ( 2009 ) reported 
on male self-disclosure of HIV infection to sex partners in a multiethnic popula-
tion in Hawaii, where the men reported a disclosure rate of approximately 50 %. 
The disclosure was signifi cantly infl uenced by the sexual partner’s status, rela-
tionship status, self-effi cacy for disclosure decision making and cocaine use 
before sex. Allen and colleagues ( 2008 ) analysed studies done in the United States 
(majority), South Africa, Kenya, France, Greece, United Kingdom, Tanzania and 
Canada to see whether a person testing positive tells sexual partners of this result. 
An accumulation of 51 studies over twenty years revealed that 40% of persons 
who had tested positive did not reveal this result to sexual partners.  

5.6    Gender Differences and Disclosure 

 Gender differences play a role in HIV disclosure, but the fi ndings about the relation-
ship between gender and HIV status disclosure are inconsistent. This could be due 
to cultural differences between the role of the woman and that of the man. Kalichman 
and colleagues ( 2003 ) specifi cally looked at men and women of various races in the 
USA. Results showed patterns of selective disclosure, where most participants dis-
closed to some relationship members but not to others. Rates of disclosure were 
associated with social support, and friends were disclosed to most often. Mothers 
and sisters were disclosed to more than fathers and brothers. Serovich and col-
leagues ( 2007 ) found in a study involving African American women that women 
were more likely to disclose their status within the fi rst 7 years after diagnosis, and 
mothers and sisters were most likely to be told. A study done in Ethiopia by Deribe 
and colleagues ( 2010 ) reported that the reasons for nondisclosure varied by gender: 
men were concerned about their partner’s worry and exposure of their unfaithful-
ness, while women feared physical violence, and social and economic pressure in 
raising their children. Factors that infl uenced disclosure also indicated gender varia-
tion: for men, the disclosure of HIV results to a sexual partner was positively associ-
ated with knowing the partner’s status and discussion about HIV testing prior to 
seeking services, while for women, it was associated with knowing the partner’s 
status, advanced stage of the disease, having no more than primary education, being 
married and perceiving the current relationship as long-lasting. See also Chaps.   3     
and   23     in this volume.  
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5.7    Sexuality and Disclosure 

 Sexuality, however, also played a role in disclosure patterns. Heterosexuals were 
found to disclose more to their traditional families, while gay men were more reluc-
tant to do so but rather disclosed to their gay peers (Vira  2003 ). Yoshioka and 
Schustack ( 2001 ) reported that gay Asian men rather seek emotional support from 
gay friends. The study by Vira ( 2003 ) showed that both Indian and American men 
disclosed to their partners at a greater rate than to parents and siblings and that dis-
closure rates to all family members were higher for American men than for Indian 
men. DeAlmeida ( 2007 ) indicated that partners of Asian and Pacifi c Islanders living 
in the United States who were identifi ed as homosexuals and/or bisexuals were 
more likely to indicate social support as a reason for disclosure than heterosexual 
respondents. The study by Greeff and colleagues ( 2008a ) involving a heterosexual 
population also found that heterosexuals in Africa rather disclose to family mem-
bers at fi rst. Stewart and colleagues ( 2008 ) reported that the consequences of HIV 
stigma in southern India are particularly harsh for women. They experience rejec-
tion from their husband’s family and have fewer fi nancial resources for managing 
the disease. This fi nding corresponds with that of Greeff and colleagues ( 2008b ) in 
their study in Africa. Van Servellen and colleagues ( 2003 ) also pointed out that the 
behavior associated with HIV infection and AIDS remain highly stigmatized. Men, 
for instance, remain secretive about their sexuality and refrain from or delay in 
seeking treatment for HIV and AIDS.  

5.8    Disclosure of a Parent’s HIV Status to a Child 

 Disclosure of a parent’s HIV status to a child is yet another complicated process. A 
study done by Shaffer and colleagues ( 2001 ) on inner-city African American moth-
ers and their children reported that 68 % of the children did not know their mother’s 
HIV status. Mothers reported a signifi cant increase in child behavior problems and 
a decrease in the quality of the mother-child relationship from pre- to post- disclosure. 
Ostorm and colleagues ( 2006 ), in a study in the Midwestern cities of the USA, 
reported fi ndings that differ from studies done in the larger coastal cities such as 
New York and New Orleans. The Midwestern women experience closer family ties, 
which might mitigate experiences of stigma. Stigma only played a minimal role in 
the decision for disclosure or nondisclosure. Women were more likely to gauge 
disclosure decisions based on perceived child maturity and emotional stability. A 
study done by Tompkins ( 2007 ) in the greater Los Angeles area on maternal disclo-
sure reported that 61 % of the mothers in their study disclosed to their children who 
were between the ages of 9 and 16. They found that disclosure was not related to 
child functioning. However, children sworn to secrecy demonstrated lower social 
competence and more externalized problems. The study by Nöstlinger and col-
leagues ( 2004 ) in three Flemish AIDS reference centers showed a 26 % disclosure 
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rate. Complex psychosocial issues such as migration, family issues, family illness 
and family secrecy around HIV impacted on disclosure. Murphy and colleagues 
( 2006 ) reported on the reactions to mothers’ disclosure of maternal HIV-positive 
status and pointed out that the most prevalent child response was anxiety, primarily 
focused on the mother’s health and fear of her death. A number of children also 
worried about others fi nding out and seemed aware of the stigma surrounding HIV. 
For most children, anxiety decreased over time, although for a small number, it 
continued and they became maladaptive. Delaney and Serovich ( 2008 ) revealed on 
reasons for and against maternal HIV disclosure to children between the ages of 5 
and 18. Results suggested that women are interested in taking the leading role in 
disclosing to their children and make the decision based on the child’s ability to 
handle the information and not be psychologically harmed.  

5.9    Disclosing a Child’s HIV Status 

 Disclosing to a child his or her own HIV-positive status is yet another complicated 
process. Who should disclose and when and how that person should do it are promi-
nent questions embedded in all the above-mentioned studies, although not much 
literature is available on this subject. Gerson and colleagues ( 2001 ) provide a frame-
work for disclosure to children and argue against the feared devastating impact that 
underlies the reluctance of healthcare providers and family members to be honest 
with HIV-infected children, based on several studies. They focus on monitoring 
post-disclosure coping and on managing disclosure-related bumps.  

5.10    Age and Disclosure 

 A study conducted by Emlet ( 2006 ) in the Pacifi c Northwest did not reveal signifi -
cant differences in overall stigma scores between younger and older groups. Younger 
adults were more likely to fear losing their job, while older adults were less likely 
to disclose to relatives, partners, mental health workers, neighbours and church 
members. Disclosure closely correlated with time since diagnosis, heterosexual 
exposure, ethnicity, use of services and having a confi dant.   

6    A Comprehensive Framework for the HIV 
Disclosure Process 

 In the previous sections, a better understanding was gained of the relationship 
between disclosure, stigma and culture, but not of the disclosure process. Literature 
on disclosure is extremely fragmented, and no overall description of disclosure 
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could be found by Greeff and colleagues ( 2008a ). Gerson and colleagues ( 2001 ) 
and Naeem-Sheik and Gray ( 2005 ) provide some form of frameworks for disclosure 
in children. The study by    Greeff and colleagues ( 2008a ) places the disclosure pro-
cess into a framework that emerged during the analysis: (1) experiences before dis-
closure, (2) the process of disclosure and responses and (3) experiences during and 
after disclosure, with each of these phases having subcategories. Table  5.1  provides 
a comprehensive framework for the HIV disclosure process that was developed 
from the fi ndings of the above-mentioned research and accompanying literature 
review and should be used as a guide in the discussion that follows.

6.1      Categories of Disclosure 

 Chandra and colleagues ( 2003 ) as well as Sandelowski and colleagues ( 2004 ) pro-
vide a framework for a range of disclosure approaches. They refer to voluntary, 
forced and mandatory disclosure. In the framework (see Table  5.1 ), this is referred 
to as  categories of disclosure.   

6.2    The Disclosure Process 

 The disclosure process is discussed using the framework of Greeff and colleagues 
( 2008a ), with reference to factors  before  disclosure and factors  during and after  
disclosure (see Table  5.1 ).  

6.3    Responsible Disclosure Management 

 Literature offers little on the skills PLWHAs should be taught to responsibly man-
age their disclosure practise. In this section, I move from the theoretical to a more 
practical approach. When referring to disclosure management, I refer to both disclo-
sure and nondisclosure practises. The disclosure process is a complicated process 
and it is a shared responsibility between healthcare workers, the PLWHA and the 
community. Healthcare workers have a responsibility for comanaging disclosure 
with the PLWHA – it is our responsibility to ensure that they are well prepared to 
manage this process in the course of their illness. Knowing how to manage one’s 
own disclosure behavior is crucial to the health of the PLWHA. It is a well-known 
fact that emotional pressure can have a negative effect on the PLWHA’s illness. 
Gauging the environment is therefore an important part of this process, as social 
change and an enabling environment go hand in hand with responsible disclosure 
behavior. The community has the responsibility to become educated, to reduce 
stigma in their own community and to make it an environment where the PLWHA 
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     Table 5.1    A comprehensive framework for the HIV disclosure process   

  Categories of disclosure  
 1.  Voluntary disclosure : 
 Includes those who  have disclosed  and those who  have not disclosed.  The choice lies with the 

PLWHA 
 2.  Forced disclosure : 
 By  others without PLWHA’s permission  such as healthcare workers, counselors, friends and 

family who are aware of their status or due to  physical health, visibility of symptoms, 
hospitalization or having been disclosed to  

 3.  Mandatory disclosure : 
 Notifi cation is mandatory in some countries 
  Factors before disclosure  
  Descriptors    Factors infl uencing disclosure  
 Degrees of disclosure  The degree varies from telling  nothing  to telling  something  or 

 everything : 
 1.  Managed disclosure : 
 Ranges from  selective  to f ull disclosure  (referring to the target and 

content of disclosure) 
 2.  Concealment : 
 Ranges from  selective  (covering or minimising the effect of the 

infection) to  full concealment  (lying, keeping silent, circumventing 
need to disclose) 

 Factors that infl uence 
decision making 

 1.  Reasons to disclose : 
  Personal needs : 
 Personal stress and burden of leading a double life; greater self- 

esteem; catharsis; wanting to break the silence; willingness to learn 
about HIV status; develop better coping mechanisms; access to 
support (emotional, material, tangible and health related); access to 
medical and fi nancial services; improved mental health; decrease 
in depressive symptoms; greater quality of life; and forced choice 
of disclosure, for example, physical health and visibility of 
symptoms 

  Response to the needs of others : 
 Fear of what will happen to their children after their death; involve-

ment in preventative activities; wanting to break discrimination and 
stigma in the community; to change the perceptions of the illness; 
need for people to really understand; duty to inform/educate 
others; and to help others not to make the same mistake 

  Fulfi ling interpersonal needs : 
 Readiness to inform others; feeling worthwhile to be involved in peer 

or community education and support; to develop close and 
supportive relationships; and growth in personal relationships 

 2.  Reasons not to disclose : 
  Protecting self : 
 Denial by self or the people close to the person; high levels 

of anxiety about speaking out; loss of privacy; vulnerability; 
self-blame; fear of the consequences of stigma, for example, 
rejection, being labeled; comfort in keeping their illness a secret; 
ensuring life continues as before; self-concept diffi culties; 
communication diffi culties; verbal and physical abuse; having 
no place to stay after being chased from home; fi nancial and 
employment implications; and losing health benefi ts 

(continued)
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  Protecting others : 
 Fear of being a burden to others; protection of others, for example, 

effect on their children; being involved in superfi cial relationships; 
and protecting people living close to them against associated 
stigma 

  Relationships factors : 
 Distrustful relationships with healthcare workers; confi dentiality; fear 

of disruption of close relationships; and fear of being chased away 
from own home. 

  Community factors : 
 The degree of education: uneducated or highly educated people are less 

willing to disclose; the degree of stigma and discrimination in the 
community, for example, rejection, ridicule and blame; and having 
seen the negative experiences that other PLWHAs had to face 

 To whom to disclose  The choice of whom to disclose to varies widely. According to 
literature, targets of disclosure include partners, children, parents, 
family, friends, health-care workers, employers and colleagues, as 
well as the wider community, and the mass media 

 Rate of disclosure  The main theme is ‘ When to tell’ : 
 1. Readiness of the person to tell 
 2. Readiness of the other person to hear 
 3. Immediately after diagnosis 
 4. After having adjusted to the diagnosis 
 5. Before imminent disclosure to others 
 6. Any opportune time 
 The  disease state  and  cultural factors  have a strong infl uence on the 

rate of disclosure 
 What enables 

disclosure? 
 1.  Health-care system : 
 Quality of the health-care systems; counseling and support by 

health-care workers to prepare the PLWHA concerning what to do 
and expect before, during and after disclosure; information and 
education about HIV and AIDS and the surrounding dynamics; 
understanding that HIV does not have to be a death sentence; and 
encouragement to live positively with the diagnosis 

 2.  Personal factors : 
 Acceptance of the disease; readiness to disclose; previously successful 

disclosures; taking responsibility for disclosure practise; and 
strength from their faith 

 3.  Community factors : 
 A facilitating sociopolitical context; supportive and enabling 

environment; low levels of stigma; being in a group of other 
infected people (support groups); support by people living and 
working close to the PLWHA; and the community having a 
readiness to hear 

 Ways not to disclose  Disclosure should  not be done : 
 1. Accidentally 
 2. In the heat of anger 
 3. When being put on the spot 

Table 5.1 (continued)
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  Factors during and after disclosure  
 Necessary circum-

stances for 
disclosure 

 A need to know exists; a right to know exists; a physical and 
emotional capacity to tell exists; a physical and emotional capacity 
for readiness to know exists; transmission of HIV infection is 
likely; target of disclosure is trustworthy; target of disclosure can 
keep a secret; risk of rejection or harm is low; risk of harm or 
burden to others close to the PLWHA is low 

 Feelings accompanying 
the act of disclosure 

  Feelings of the PLWHA : 
 1.  Limiting feelings : 
 Doubt, worry, fear, futility, anxiety, depression, anger and hurt 
 2.  Facilitating feelings : 
 Acceptance, relief, freedom, joy, peace and courage 

 Consequences of 
disclosure 

  Negative consequences : 
 Some of the negative consequences are  anticipated consequences 

before disclosure  because the PLWHA has seen it happen to other 
infected people and are thus in effect  real consequences  

 The negative consequences can be grouped into the following 
categories: 

 1.  Overall consequences : 
 Stigmatization and discrimination with little protection of the self and 

others close to the person; silence and secrecy; and inhibiting of 
prevention endeavors 

 2.  Consequences to the self : 
 Negative self-evaluation and low self-esteem; negative feelings; 

denial; fear of being a disgrace to the self and family; the 
progression of the disease and physical health are affected; and the 
PLWHA is precluded from social support 

 3.  Reactions by the PLWHA : 
 Contemplating suicide; negative perceptions of the self; social 

withdrawal; exclusion of self from information, treatment and care; 
and fear of disclosure 

 4.  Reactions by the partner : 
 Negative attitudes; rejection; wrath and anger; verbal and physical 

abuse; avoidance of physical contact; chased from home; and loss 
of respect 

 5.  Reactions by the family and community : 
 Blaming the PLWHA for having loose morals, for being promiscuous 

and for deserving the infection; accusing the PLWHA of deceiving 
donors for fi nancial benefi ts; calling the PLWHA names; fearing 
the PLWHA as a source of infection; stigmatizing the PLWHA; 
denial; avoiding referring to the HIV status; avoiding the subject; 
animosity; disowning or rejecting the PLWHA; hiding from the 
PLWHA; regarding the PLWHA as an insult to person, children or 
families; denying the PLWHA parental and family care; rights of 
the PLWHA being violated; social exclusion and marginalization 
of the PLWHA. 

 These  actions and behaviors  by the partner, family and the community 
can be summarized as neglecting, fearing contagion, avoiding, 
rejecting, labeling, pestering, negating, abusing and gossiping 

(continued)
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 6.  Impact on : 
  Intimate relationships  through tension, denied sex, separation and 

divorce; and disruption of other relationships 
 7.  Negative health behavior : 
 Avoiding HIV-related services; lacking trust in the system to protect 

confi dentiality; and refusing food supplements 
 8.  Loss or denial of : 
 Access to quality health services; health benefi ts; education; employ-

ment with accompanying loss of economic status or promotion; 
insurance benefi ts; housing; and leadership positions 

  Positive consequences : 
 The positive consequences can be grouped into the following 

categories: 
 1.  Personal gains : 
 Heightened sense of self-understanding; positive feelings of relief and 

freedom; sense of accomplishment and pride; empowerment and 
purpose; rewarding; welcome relief from the burden of secrecy and 
rumours; ease of further disclosure; helping to clear one’s 
conscience; serving as a psychological shield to protect oneself 
from indulging in unprotected sex; less stressful and more 
productive life; authenticity in relationships with others; improved 
coping mechanisms and improved physical and mental health; 
catalyst for access to essential resources; and taking positive 
leadership roles in the community 

 2.  Social support : 
 Sharing of experiences in support groups and psychological support by 

other PLWHAs; belonging to a social network which is satisfying; 
gaining emotional and instrumental support; social support to 
mitigate the negative effects of stress; support to buffer the impact 
of a wide variety of stressful events; and support as a buffer in 
coping with HIV and AIDS-related stressors 

 3.  Benefi ts to others : 
 Alerting those who would want to have unprotected sex; encouraging 

others to go for VCT; act as role models on how to disclose; and 
prevent others from following the same path 

 4.  General gains : 
 Diminution of discrimination and stigma; access to health services; 

and accessing pretest and posttest counseling 
 Monitoring post-disclo-

sure coping and 
managing disclo-
sure-related bumps 
in the road 

 1. Repeated disclosure experiences 
 2. Death of other family members who have HIV 
 3. Negative reactions of partners, family members, friends and the 

community 
 4. HIV-related morbidity 
 5. Medication adherence problems 
 6. Problematic health-seeking behavior 
 7. Spiritual dilemmas 

(continued)
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 Literature  Hays et al. ( 1993 ), Sowell et al. ( 1997 ), Malcolm et al. ( 1998 ), Derlega 
et al. ( 2000 ), Berger et al. ( 2001 ), Gerson et al. ( 2001 ), Petrak et al. 
( 2001 ),  Serovich (2001) , Paxton ( 2002 ), Chandra et al. ( 2003 ), 
Madru ( 2003 ), MANET ( 2003 ), Nyblade ( 2003 ), Siyam’kela 
( 2003 ), Vira ( 2003 ), Derlega et al. ( 2004 ) Hadjipateras ( 2004 ), 
Holzemer and Uys ( 2004 ), Sandelowski et al. ( 2004 ), Duffy 
( 2005 ), Naeem-Sheik and Gray ( 2005 ) Zea et al. ( 2005 ), Norman 
et al. ( 2007 ), Edwards ( 2006 ), Acevedo ( 2008 ), Greeff et al. 
( 2008a ,  b ); Smith et al. ( 2008 ), Holzemer et al. ( 2009 ), Mitchell 
and Knowlton ( 2009 ), Wouter et al. ( 2009 ) 

Table 5.1 (continued)

feels accepted and free to disclose. By using the framework indicated in the previ-
ous section, the PLWHA can be guided through the process of becoming a respon-
sible disclosure manager of his/her own situation. 

6.3.1    Responsibility of Healthcare Workers 

 In literature, it is clear that healthcare workers should be much more aware of the 
implications of the guidance they give to PLWHAs on whether or not to disclose 
their status, as well as to do it in a culturally competent manner. The situation is 
complicated, and healthcare workers should be careful not to assume that disclosure 
of one’s status is always a good thing. It is important to consider and gauge the level 
of discrimination. Healthcare workers should weigh the therapeutic effect for the 
PLWHA and the benefi ts for the community against the stress for the PLWHA 
and the possible negative consequences. Healthcare workers should be cautious not 
to push for disclosure if discrimination is rife, because there is some normalcy in the 
experience of people not talking about their illness (Greeff et al.  2008a ; see also 
Chap.   13     in this volume).  

6.3.2    Facilitating Responsible Disclosure Management 

 The following steps are taken from a section of a Comprehensive Community- 
Based HIV Stigma Reduction and Wellness Enhancement Intervention (Greeff 
 2010 ) and could be used to facilitate responsible disclosure management by 
PLWHAs. 

 Steps in responsible disclosure management:

   1.    Understand what disclosure and nondisclosure are.   
  2.     Gain knowledge of the total context of the disclosure process: before, during 

and after disclosure.   
  3.     Know the reasons why you are disclosing or not disclosing your status. Make a 

list and weigh up the benefi ts and disadvantages.   
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  4.     Weigh up both the positive and negative consequences of disclosing. Make a 
list and weigh up the consequences.   

  5.     Make a list of the necessary circumstances why you are disclosing or not 
disclosing.   

  6.     Make a list of what will make it easier for you to disclose, for example, coun-
seling, privacy, place and the nature of the relationship.   

  7.    Make a list of ways not to disclose.   
  8.     Choose whether you are going to disclose or keep silent. If you are going to 

disclose, continue with the exercise.   
  9.    Make a list of the feelings you are experiencing at the moment.   

   10.    Decide to whom you are going to disclose.   
   11.    Decide how much you are going to disclose.   
   12.    Evaluate the knowledge that the person has to whom you are going to disclose.   
   13.    Determine when the time will be right for you to disclose.   
   14.    List possible post-disclosure coping problems and bumps in the road.        

7    Conclusion 

 The fact that HIV is a life-threatening disease and not yet curable makes disclosing 
one’s status an emotionally diffi cult task. This situation is complicated by the close 
and complex relationship between disclosure, stigma and culture, which intensely 
impact on one another. Both healthcare workers and PLWHAs should be aware that 
no single solution to solving the problem is possible and creativity and fl exibility 
should be applied. Healthcare workers should ensure that they have a sound knowl-
edge of the disclosure, stigma and culture pertaining to a particular case and should 
ensure that PLWHAs involved in their care are supported, well educated and skilled 
to handle disclosure in a responsible manner. HIV stigma levels severely hamper 
rates of disclosure, leading to silence, secrecy and denial. This has serious implica-
tions for access to healthcare services and ARV, as well as the prevention of the 
spread of HIV. For those PLWHAs that do not enter the healthcare services, HIV 
and AIDS remain a possible death sentence. In most cases, the barriers to disclosure 
far outreach the reasons to disclose for PLWHAs. Healthcare workers should work 
even harder to ensure and enforce the protection of people with HIV and AIDS and 
break down the distrust that exists towards certain healthcare services. Healthcare 
workers should be much more aware of the implications of the guidance they give 
to PLWHAs about disclosing or not disclosing their status and should ensure that 
this is done in a culturally competent manner. They should weigh the therapeutic 
effect for the PLWHA and benefi ts for the community against the stress for the 
PLWHA and the possible negative consequences. A bigger counseling capacity 
should be ensured, and communities should ensure that protective and anti- 
discriminatory laws are in place.     
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1            Introduction 

 Over one million people in the United States are currently infected with HIV, and 
global estimates indicate that 33 million are now living with HIV/AIDS worldwide 
(UNAIDS  2007 ). With the advent of highly active antiretroviral therapy (HAART), 
many who are living with HIV can anticipate sustained viral suppression and much 
improved life expectancy relative to patients living with HIV earlier in the epi-
demic. Despite biomedical advances, HIV-infected individuals still face many chal-
lenges, prominent among which is the widespread social stigma associated with 
HIV disease. Stigmatization broadly refers to viewing a person, or a group of persons, 
as devalued, spoiled, or fl awed in the eyes of society (Crocker et al.  1998 ; see Chaps.   1     
and   2     in this volume). Although stigmatization includes the concepts of stereotyping 
and prejudice against a particular group, it also encompasses many more social 
consequences including status and power loss, social isolation, and discrimination. 
Thus, HIV-positive persons face the dual challenge of coping with a severe chronic 
illness and coping with the negative treatment bestowed upon them by individuals 
and society, alike. 

 Although negative attitudes toward HIV-positive individuals have decreased 
somewhat in recent years, HIV-related stigmatization remains prevalent (Mahajan 
et al.  2008 ). A nationally representative sample of US adults found that one in fi ve 
Americans expressed fear regarding casual contact with HIV-positive persons, 
while one in six reported feeling anger or disgust toward HIV-positive persons 
(Herek et al.  2002 ). Studies suggest that HIV-related stigmatization is the result of 
a complex relationship of several interacting factors, including misconceptions 
about HIV being transmitted through casual contact, the symbolic association of 
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HIV to homosexuality and drug use, and the belief that HIV-positive persons are to 
blame for becoming infected (Pryor et al.  1999 ,  2004 ). 

 Reducing negativity and stigma directed toward HIV-positive people has proven 
diffi cult. Few interventions to reduce HIV-related stigma have been implemented in 
the USA or internationally, and interventions that have undergone evaluation have 
shown only modest or no effects (Brown et al.  2003 ). Research that informs the 
development of strategies to reduce HIV-related stigma is an important public health 
priority, as the effects of HIV-related stigma on persons living with HIV are signifi -
cant and wide ranging. Between 10 and 24 % of HIV-positive people report experi-
encing physical violence from partners, family, and friends as a result of the 
disclosure or discovery of their HIV status (Rothenberg et al.  1995 ; Zierler et al. 
 2000 ). HIV-positive individuals also report a variety of social consequences that 
result from their disease status. Many report experiencing isolation from friends and 
family, difficulty finding work and health services, declines in relationship 
satisfaction, rejection, decreased social support, and social avoidance (Berger et al. 
 2001 ; Vara-Diaz et al.  2005 ; Courtenay-Quick et al.  2006 ). These stigma-related 
experiences contribute to stress and adjustment diffi culties, including increased 
internalized-homophobia, lower self-esteem, anxiety, hopelessness, and higher rates 
of depression among HIV-positive individuals (Berger et al.  2001 ; Lee et al.  2002 ; 
Clark et al.  2003 ). 

 HIV-related stigma may also negatively impact the physical health of infected 
individuals and interfere with the already diffi cult task of managing their disease. 
Research has linked stigma-related experiences with delays in entering into care, 
lapses in medication adherence, fewer status disclosures to physicians, and more 
extensive psychiatric treatment (King  1989 ; Chesney and Smith  1999 ; Vanable 
et al.  2006 ). Stigmatization may also interfere with medication adherence and dis-
ease management indirectly by contributing to mental health diffi culties and lower-
ing support following infection (Vanable et al.  2006 ). In addition, patients may 
deliberately avoid seeking care because of concern about being “outed” in their 
community as being HIV-infected or because of concern about stigmatization in 
healthcare settings (Marcenko and Samost  1999 ; Lindau et al.  2006 ; Gardezi et al. 
 2008 ). Finally, HIV stigmatization also undermines HIV prevention efforts among 
at-risk populations. Findings demonstrate that individuals who fear the possible 
social consequences of being identifi ed as HIV-positive often delay seeking HIV- 
testing services (Chesney and Smith  1999 ; Herek    et al.  2003 ). 

 The experience of stigmatization in healthcare settings may be particularly detri-
mental to the health and well-being of persons living with HIV. Successful manage-
ment of HIV requires strict adherence to demanding medication regimens, careful 
attention to diet and health behaviors, and vigilant efforts to control infections that 
can harm the immune system (Agne et al.  2000 ; Bodenlos et al.  2007 ). Healthcare 
providers, including physicians, nurses, and medical students, play a critically 
important role in overseeing care for persons living with HIV. Negativity and dis-
comfort among providers likely contributes to poor patient-provider communica-
tion. In turn, provider stigma may reduce patients’ willingness to attend appointments, 
reduce serostatus disclosure to healthcare providers, and interfere with patient 
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comprehension of important medical instructions (Catz et al.  2000 ; Heckman et al. 
 2004 ; Bodenlos et al.  2007 ). Thus, stigmatization among providers may serve as a 
signifi cant barrier to high-quality patient care. 

 In the early days of the epidemic, stigmatization directed toward HIV-positive 
people was highly prevalent among healthcare providers. Indeed, an early review of 
HIV knowledge, attitudes, and behaviors among healthcare providers (Eldridge and 
St. Lawrence  1995 ) concluded that a signifi cant proportion of physicians, nurses, 
dentists, and medical students held stigmatizing beliefs about HIV-positive patients 
throughout the 1980s and early 1990s. In one study, 40 % of surveyed physicians 
reported that they refused to treat HIV-positive patients in their practises and rou-
tinely referred them elsewhere (Weinberger et al.  1992 ). The review also concluded 
that stigmatizing beliefs exert a negative infl uence on treatment practises among 
healthcare providers by reducing their willingness to interact with HIV-positive 
patients and increasing the likelihood of discriminatory practises (Eldridge and St. 
Lawrence  1995 ). In sum, the review demonstrates that HIV-related stigma was 
widespread among providers during the late 1980s and early 1990s and offers evi-
dence of the negative effects of stigma on HIV care. 

 However, much has changed in HIV care since the 1990s. Treatment advances 
and the advent of HAART have allowed many HIV-positive individuals to live lon-
ger and healthier lives due to viral suppression and decreased symptomology (Wood 
et al.  2003 ). The face of HIV has also changed as the HIV epidemic has widened 
beyond homosexual men and intravenous drug users to include an increasing pro-
portion of heterosexual men and women. Whether these changes have contributed 
to shifts in provider attitudes toward HIV-positive persons remains largely unknown. 
This chapter fi lls this gap by synthesizing literature on stigmatization among health-
care providers appearing since the publication of the 1995 review, with a focus on 
studies that report information on stigmatizing healthcare experiences from the per-
spective of the HIV-positive patients themselves. We aim to describe the potential 
effects of stigmatization on the well-being of HIV-positive patients, offer a method-
ological critique of the existing literature, and provide directions for future research.  

2     Literature Search and Criteria for Inclusion 

 We completed an in-depth review of the literature surrounding HIV stigmatization 
among healthcare providers. Studies were included if they met all of the following 
criteria: (a) the study reported qualitative or quantitative data on provider-specifi c 
HIV stigmatization, (b) the study sample consisted of HIV-positive patients, (c) the 
study was published in 1995 or later, and (d) the studies were conducted within the 
United States or other industrialized nations. The primary reason for this last crite-
rion pertains to signifi cant delays and diffi culties in the diffusion of modernized 
HIV/AIDS treatment in less industrialized regions, including African and Asian 
nations (   World Health Organization  2009 ). As such, experiences of HIV treatment 
are dramatically different than those of industrialized nations and thus warrant 
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independent reviews of literature pertaining to provider stigmatization. According 
to these criteria, a total of 14 studies were selected for the review, providing qualita-
tive or quantitative data on stigmatizing behaviors of healthcare providers as 
reported by HIV-positive patients.  

3     Patient Reports of Stigma Within Treatment Settings 

 Although the focus and methodology employed in the reviewed studies vary some-
what, all provide information about the experience of HIV stigmatization in a 
healthcare setting from a patient perspective. Thus, this chapter summarizes the 
ways in which stigmatization is expressed among healthcare providers and the 
extent to which it is reported by HIV-positive individuals. Provider behaviors indic-
ative of stigmatization are categorized as those pertaining to (a) subtle indicators 
related to provider demeanor and (b) more overt indicators tied to specifi c aspects 
of provider care. First, fi ndings related to more subtle experiences of stigmatization, 
such as those related to provider demeanor, will be reviewed. Behaviors demon-
strating a negative demeanor are those which are often perceived by a patient as 
stigmatizing, but the intent behind such behaviors is largely unknown (Rintamaki 
et al.  2007 ). They include nonverbal and verbal communication of negative affect, 
such as irritation or anger, nervousness, or fear at having to work with HIV-positive 
individuals. Next, fi ndings pertaining to stigmatizing behaviors in the form of care 
provision will be reviewed. These stigmatizing behaviors are more overt and have a 
high risk of compromising the medical treatment of HIV-positive individuals. 
Behaviors in this category include breaches in confi dentiality, patient avoidance or 
delays in treatment, lack of touch, inadequate or differential treatment, and treat-
ment refusal. Finally, as a portion of the reviewed quantitative studies treated 
stigmatization experiences as a predictor of various treatment-related outcomes, 
these fi ndings will also be summarized. 

3.1     Stigmatizing Behavior Related to Demeanor 

 The following section reviews fi ndings from studies that report data on negative 
demeanor among providers, as reported by HIV-positive patients. Again, behaviors 
demonstrating a negative demeanor are those that are often perceived by a patient as 
stigmatizing, but the intent behind such behaviors is largely unknown. 

3.1.1     Judgmental or Defi cient Communication 

 Some of the most frequently reported negative experiences of HIV-positive patients 
involved providers’ use of judgmental language. Language of this nature often 
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pertains to making attributions about a patient’s acquisition of HIV, blaming the 
patient for their infection, and judging patients negatively based on their HIV- 
positive status. Another complaint noted in this literature pertained to the general 
lack of communication between the patient and provider as related to the HIV- 
positive individual’s health, medication, prevention, or other treatment details. In 
two qualitative studies focusing on the experiences of HIV-positive mothers 
(Marcenko and Samost  1999 ; Lindau et al.  2006 ), a subset of participants reported 
experiences in which nurses and physicians spoke to them in ways that indicated 
moral disapproval of their decision to become pregnant while HIV-positive. In 
Gardezi and colleagues’ ( 2008 : 722) study involving a Canadian clinic sample, one 
HIV-positive woman from Kenya reported that a nurse “made a very sarcastic 
statement. She said she always tells her daughters that everybody from Africa is 
HIV-positive.” In this same Canadian study, African and Caribbean participants 
noted that few doctors take the time to explain elements of treatment to them thor-
oughly, given language barriers and cultural misunderstandings. Similar reports 
were noted by Blake and colleagues ( 2008 ) in their qualitative study focusing on 
HIV testing and care experiences. Indeed, many of the HIV-positive women in the 
study ( N  = 64) noted defi cits in providers’ willingness to communicate with them 
about prevention strategies and treatment elements. 

 In several other qualitative studies (Surlis and Hyde  2001 ; Buseh and Stevens 
 2006 ; Rintamaki et al.  2007 ), patients described experiences in which providers 
made negative attributions about the route in which they became infected. For 
example, in a study conducted by Buseh and Stevens ( 2006 : 10), an African-American 
woman reported that her physician assumed she became infected through intrave-
nous drug use because of her ethnicity. When she corrected him, “No, I caught it 
sexually, I did not shoot up,” the doctor replied, “Well, most Black people do shoot 
up.” More overt accounts of victim blaming were noted in Rintamaki and associ-
ates’ ( 2007 : 963) study of HIV-positive veterans, with one participant reporting pain 
during a blood draw, upon which the nurse replied, “if you hadn’t done this to your-
self, we wouldn’t have to be going through this!.” Similar accounts of blaming were 
noted by intravenous drug users in Surlis and Hyde’s ( 2001 ) qualitative study of 
HIV-positive individuals receiving nursing care in a hospital setting. 

 It is important to note that several positive experiences with providers were 
also described in the qualitative reports. However, as these experiences were not 
typically the focus of the research, they received less description. One quantita-
tive study (Bodenlos et al.  2007 ) examined patient perspectives of professional 
and emotional factors of HIV treatment in their assessment of attitudes toward 
their healthcare providers (Bodenlos et al.  2007 ). Findings indicated that, over-
all, HIV-positive participants ( N  = 109) reported few stigmatizing experiences 
related to judgmental language and had largely positive communications with 
their providers from HIV specialty clinics. Thus, fi ndings regarding judgmental 
communication appear to be mixed, with most studies noting a high frequency of 
patient blaming and negative judgment of HIV-positive individuals and a small 
few reporting predominately supportive and nonjudgmental interactions with 
providers.  
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3.1.2     Nonverbal Behaviors Related to Proximity and Eye Contact 

 Research has also documented HIV-positive patient reports of provider stigmatiza-
tion as experienced through inadequate eye contact, increased distance between the 
patient and provider, or the use of seemingly unnecessary precautions during health 
visits (Lindau et al.  2006 ; Rintamaki et al.  2007 ; Blake et al.  2008 ). In three qualita-
tive studies, patients provided fi rsthand accounts of their treatment experiences. 
HIV-positive patients reported “being stared at and watched” by providers (Blake 
et al.  2008 ), as well as receiving “the sort of looks” that denoted negative judgment 
(Lindau et al.  2006 ). HIV-positive veterans (Rintamaki et al.  2007 ) reported per-
ceiving stigma when providers demonstrated less than adequate amounts of eye 
contact and distanced themselves during treatment visits. Among veteran partici-
pants ( N  = 50), some recounted experiences in which physicians placed themselves 
across the room, behind another patient’s bed, and even out in the hallway to discuss 
treatment or other AIDS-related issues (Rintamaki et al.  2007 ). Such behaviors not 
only risk injuring the patient emotionally but also threaten their rights to confi den-
tiality. Although limited to only three qualitative studies, these studies nonetheless 
provide narrative accounts of the way in which nonverbal behaviors of providers 
can be perceived as stigmatizing among HIV-positive patients.  

3.1.3     Unnecessary Precautions During Treatment 

 Knowledge regarding the transmission of HIV has increased extensively since the 
outbreak of the epidemic, such that current healthcare providers are aware of the 
low risk of becoming infected through casual contact interactions devoid of blood 
or sexual fl uids. As such, most noninvasive medical visits with HIV-positive patients 
should not require any extra precautions than would be used with an HIV-negative 
patient. As reviewed presently, this is not the experience of some HIV-positive indi-
viduals. Two studies provided patient reports of providers taking unnecessary pre-
cautions while treating them. Mentioned in both studies was the use of extra gloves 
in a situation in which one pair of gloves was adequate (Rintamaki et al.  2007 ; 
Blake et al.  2008 ). One account also noted surgeons wearing protective suits and 
face shields during a discussion taking place well in advance of a patient’s actual 
surgery (Rintamaki et al.  2007 ). Patients from this study noted a heightened sensi-
tivity to the precautions taken by providers, as they had witnessed incidents in which 
the precautions taken with them were overtly different than those taken with other 
patients. Most participants agreed that the same precautionary measures should be 
taken with all patients so as not to bring attention to HIV-positive individuals or 
provoke suspicion (Rintamaki et al.  2007 ). From these narrative accounts, it appears 
that HIV-positive patients are very aware of situations in which the precautions 
taken with them may be different than others receiving similar procedures. The 
reviewed studies suggest that there may be evidence to support their concerns.  
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3.1.4     Expression of Discomfort or Negative Affect 

 Several studies reported stigmatizing experiences related to provider discomfort or 
expression of negative affect. HIV-positive veteran patients in the study conducted 
by Rintamaki and associates ( 2007 ) reported many instances in which their provid-
ers were overtly nervous or fearful during treatment, as well as experiences where 
providers demonstrated hostility, irritation, and anger through their facial expres-
sions, vocal tones, or other nonverbal mannerisms. Some of the most apparent 
examples of such behavior occur when providers shift their demeanor immediately 
after discovering the patient’s HIV-positive status. For example, Kinsler and col-
leagues ( 2007 ) reported that 20 % of the HIV-positive participants they surveyed 
( N  = 223) reported that a healthcare provider had been uncomfortable with them 
since learning of their HIV diagnosis. Similarly, in the quantitative study by Schuster 
and others ( 2005 ), 20 % of surveyed participants from a nationally representative 
sample of HIV-positive individuals ( N  = 2,466) reported the experience of being 
seen by a physician who appeared to be uncomfortable around them after learning 
that they were HIV-positive. Discomfort and negative affect were also assessed in a 
fi nal quantitative study (Thrasher et al.  2008 ) that examined the relationship between 
discriminatory healthcare experiences and adherence to HAART. A total of 41 % of 
the HIV-positive participants ( N  = 1,886) reported experiencing at least one of the 
six discriminatory healthcare experiences, two of which were associated with pro-
vider affect and discomfort. Thus, fi ndings across the studies assessing provider 
discomfort suggest that a small but signifi cant proportion of HIV-positive patients 
perceive their providers to be uncomfortable around them and note affective displays 
of negativity in the form of irritability, nervousness, or anger.   

3.2     Stigmatizing Behavior Related to Provision of Care 

 In contrast to above fi ndings related to provider demeanor, stigmatizing behaviors 
in the form of care provision can be considered more overt stigma encounters which 
compromise the medical treatment of HIV-positive individuals. Findings of this 
nature are reviewed in this section. 

3.2.1     Patient Avoidance or Delayed Treatment 

 HIV-positive patients in the majority of the reviewed studies provided reports of 
experiences in which their treatment was delayed or they were avoided by their 
providers presumably because of their HIV status. In four qualitative studies, 
patients described incidents in which their appointments were delayed for extended 
periods (Marcenko and Samost  1999 ; Blake et al.  2008 ), staff would not bring them 
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their food (Buseh and Stevens  2006 ), and physicians would not acknowledge their 
presence in the room (Rintamaki et al.  2007 ). Indeed, quantitative survey data from 
Schuster et al. ( 2005 ) and Kinsler et al. ( 2007 ) indicated that between 18 and 19 % 
of HIV-positive participants reported perceiving that some healthcare providers pre-
ferred to avoid them. As both Schuster et al. ( 2005 ) and Kinsler et al. ( 2007 ) utilized 
the same item, “Since you have had HIV, has any healthcare provider preferred to 
avoid you?,” it is unclear what specifi c act of avoidance the participants might be 
reporting on (e.g., canceling appointments, avoiding touch). In another study (Surlis 
and Hyde  2001 ), participants noted that nurses often treated HIV-positive patients 
differentially based on their mode of infection. Patients who had become infected 
through intravenous drug use noted that they were often ignored more than those 
patients infected through homosexual activity, such that “they (gay men) were get-
ting treated fi rst and out of the way,” and “seem to get more attention than those who 
are drug abusers” (Surlis and Hyde  2001 : 72–73). They believed they were avoided 
even more so because of the combination of their HIV status and their IV drug use. 
In sum, both qualitative and quantitative studies suggest that a signifi cant minority 
of HIV-positive patients report experiences in which they were avoided or felt 
ignored by their providers.  

3.2.2     Lack of Touch During Treatment 

 A majority of health visits require providers to physically touch their patients to 
perform assessments (blood pressure, physicals) and procedures (dressing wounds, 
surgeries). As such, when providers decrease their level of touch, or refuse to do so 
altogether, treatment quality may decline. In two of the reviewed qualitative studies 
(Lindau et al.  2006 ; Blake et al.  2008 ), patients reported incidents in which their 
providers refused to touch them and perform physical examinations. In both studies 
focusing on HIV-positive women, participants reported feeling subsequent shame 
(Blake et al.  2008 ) and threats to their safety, with one woman reporting that she had 
even been transported to another hospital by taxi because no one wanted to touch 
her (Lindau et al.  2006 ). Though literature is limited, available qualitative reports 
denote that providers’ unwillingness or aversion to touching HIV-positive individu-
als remains an important existing issue and concern for some patients.  

3.2.3     Breaches in Confi dentiality 

 Health facilities and the providers within are bound by law and ethics to take great 
measures to protect the identities and health information of their patients. For HIV- 
positive clients, confi dentiality is considered to be especially important, as their 
health condition carries with it a great deal of societal stigma and subsequent risks 
upon exposure (Surlis and Hyde  2001 ). HIV-positive patients in two of the reviewed 
studies provided reports of stigmatizing experiences in which healthcare providers 
displayed a lack of concern for maintaining their privacy and confi dentiality (Surlis 
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and Hyde  2001 ; Lindau et al. 2005). They reported multiple experiences in which 
providers would discuss their serostatus loudly enough for other patients to hear. In 
a more extreme account, a woman who was recently raped reported receiving news 
of her HIV status from a receptionist while she was in the waiting room (Lindau 
et al. 2005). Breaches in confi dentiality also occur through nonverbal routes. In 
Surlis and Hyde’s research ( 2001 ), Irish patients reported that one of their largest 
concerns for confi dentiality pertains to the use of red stickers on their medical charts 
and nursing notes. As these charts were sometimes within sight of other patients and 
visitors, HIV-positive individuals reported feeling anxious about the possibility that 
their status would be exposed. Thus, although the literature is somewhat limited in 
size, these narrative reports suggest that breaches in patient confi dentiality do still 
occur in the treatment of HIV-positive individuals.  

3.2.4     Inadequate or Differential Treatment 

 Nearly half of the reviewed studies reported data concerning the question of 
whether HIV-positive patients perceived that they received differential or inade-
quate treatment based on their serostatus. For example, veteran patients in Rintamaki 
and colleagues’ ( 2007 ) qualitative study reported that health providers sometimes 
spent inadequate time on their needs, leaving them to experience unnecessary pain 
during procedures. One HIV-positive veteran reported experiencing pain while 
receiving a routine dental cleaning, at which the dentist replied that he was too dif-
fi cult to anesthetize and they could not do a thorough, deep cleaning anyway due 
to his  condition . Irish hospital patients from another qualitative study (Surlis and 
Hyde  2001 ) indicated that providers treated them differentially based on their mode 
of infection, with patients infected through IV drug use believing they received the 
poorest care. 

 Two quantitative studies also report fi ndings related to inadequate or differential 
treatment due to HIV status. In a survey study by Elford and associates ( 2008 ), 
14 % of HIV-positive patients recruited from HIV outpatient clinics in London 
( N  = 1,385) reported that they had been treated differently or unfairly by a healthcare 
provider because of their HIV status. Differential or unfair treatment was reported 
to occur most often from dentists (25 %), followed by general practitioners (17 %), 
with 5 % noting unsatisfactory treatment by healthcare providers at HIV specialty 
clinics. It is of note, however, that “differential or poor treatment” could mean sub-
standard medical treatment as well as being treated poorly in the more general 
sense, as it was not clearly stated in the one discrimination question used in this 
study. In contrast, participants in Bodenlos and colleagues’ ( 2007 ) study of patients’ 
attitudes toward their healthcare providers in an HIV clinic setting reported high 
levels of satisfaction in terms of their providers’ treatment efforts and overall quality 
of care. Thus, fi ndings regarding the quality of care HIV-positive patients perceive 
they are receiving appear to be mixed, with two studies noting a high frequency of 
poor or differential care (Rintamaki et al.  2007 ; Elford et al.  2008 ) and another 
reporting high ratings of healthcare quality (Bodenlos et al.  2007 ).  
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3.2.5    Treatment Refusal 

 One of the most obvious forms of stigmatization related to the provision of care is a 
provider’s outright refusal to provide treatment for HIV-positive individuals on the 
basis of their HIV-positive status. Such experiences were noted in almost half of the 
reviewed studies. Approximately 4 % of African-American females sampled 
( N  = 366) in Wingwood and associates’ ( 2007 ) qualitative study reported being 
denied medical care as a result of being HIV-positive. Higher incidence of treatment 
refusals were noted in quantitative, survey-based studies by Schuster et al. ( 2005 ) 
and Kinsler et al. ( 2007 ), with 8 and 19 % of patients reporting this experience, 
respectively. In addition to an outright denial of care, treatment refusals can take the 
form of refusal to perform certain procedures or being referred to other providers. 
For example, in qualitative studies focusing on the treatment experiences of HIV- 
positive veterans (Rintamaki et al.  2007 ) and HIV-positive mothers (Lindau et al. 
 2006 ), participants provided accounts of nurses refusing to draw blood, dentists 
refusing to pull teeth, and incidents in which they presented with emergency needs 
and were transferred to other hospitals after providers learned of their serostatus. In 
sum, recent fi ndings denote that a subset of HIV-positive individuals still encounter 
refusals for medical treatment, though at a decreased frequency relative to studies 
carried out earlier in the epidemic (Weinberger et al.  1992 ).   

3.3     Impact of Provider Stigmatization on HIV Care 

 The studies reviewed thus far have focused on providing descriptive data to charac-
terize stigmatization as perceived by HIV-positive patients. Several quantitative 
studies focus more broadly on the question of whether provider stigmatization is 
statistically associated with markers of treatment access and self-care, including 
appointment attendance, HAART adherence, access to care, and perceived quality 
of care. 

 Regular appointment attendance is integral to the successful management of 
HIV. During routine clinic visits, providers monitor disease status and immune 
functioning, make treatment adjustments, provide support for medication adher-
ence, and strive to control infections that can harm immune systems. In a study 
conducted by Bodenlos and colleagues ( 2007 ), fi ndings indicated that HIV clinic 
patients ( N  = 109) who perceived less provider stigmatization reported better 
appointment attendance. Indeed, low stigmatization and a positive provider 
relationship, combined with having a large social support network and being on a 
HAART medication regimen, accounted for 27 % of the model’s variance in 
predicting appointment attendance. 

 Two studies examined the association between provider stigmatization and 
access to care, defi ned in terms of affordability, availability, convenience, and 
specialist accessibility. First, in Kinsler and colleagues’ study ( 2007 ), 26 % of a 
sample of HIV-positive men and women recruited from medical centers, outreach 
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programs, case management services, and HIV clinics in the Los Angeles area 
( N  = 223) endorsed at least one item indicating experiences of provider stigmatiza-
tion. Fifty-eight percent of the sample also endorsed at least one of six items related 
to low access of care, with bivariate and multivariate analyses indicating that higher 
perceptions of provider stigmatization at baseline assessment were associated with 
lower access to care at the 6 month follow-up assessment (Kinsler et al.  2007 ). 
Second, Schuster and associates ( 2005 ) confi rmed their hypothesis that higher per-
ceptions of provider stigmatization would be related to lower access to care among 
their nationally representative sample of 2,466 HIV-positive individuals, using the 
same measures utilized by Kinsler et al. ( 2007 ). In their study, Schuster and col-
leagues ( 2005 ) also found that patients reporting higher levels of stigmatization 
were more likely to report receiving a lower quality of medical and hospital care. 
Taken together, fi ndings from these two studies denote that patients perceiving 
higher levels of stigmatization from their providers are more likely to report lower 
access to care and lower quality of care received. As two of the stigma items utilized 
in Kinsler et al. ( 2007 ) and Schuster et al. ( 2005 ) related to patient avoidance and 
treatment refusal, these fi ndings suggest provider stigmatization may affect an HIV- 
positive individual’s access to care by limiting the amount of available treatment 
centers they are able receive care at. In addition, after experiencing negative interac-
tions with providers, patients may be reluctant to return to follow-up appointments 
or seek out other treatment even when in great need (Kinsler et al.  2007 ). 

 A study conducted by Thrasher and associates ( 2008 ) examined the association 
of healthcare discrimination and provider distrust to HAART adherence, with an 
emphasis on explaining potential disparities in adherence based on racial/ethnic dif-
ferences. Discriminatory experiences directed toward HIV-positive patients did not 
emerge as a predictor of adherence diffi culties. Further, a hypothesized mediating 
path between ethnicity, provider stigmatization, and adherence was not supported. 
However, fi ndings did indicate that discriminatory experiences were associated with 
provider distrust and weakened belief in the effectiveness of HAART, suggesting 
potential indirect pathways linking stigmatization to health outcomes (Thrasher 
et al.  2008 ). Taken together, three studies provide initial data on the impact of per-
ceived stigmatization from healthcare providers on HIV care, both in terms of the 
treatments provided by healthcare workers and also in patients’ efforts regarding 
self-care. The reviewed studies provide initial evidence for the link between pro-
vider stigmatization and detrimental effects to treatment in terms of lower perceived 
quality of care, lower access to care, decreased appointment attendance, and to a 
lesser extent, lower HAART adherence.  

3.4     Summary 

 Both qualitative and quantitative data suggest that a signifi cant minority of HIV- 
positive patients continue to experience stigmatization in healthcare settings. 
Findings suggest that some HIV-positive patients experience negativity from 
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healthcare providers, including judgmental communication, increased distance during 
treatment, lessened eye contact, the use of unnecessary precautions, and the expres-
sion of discomfort or negative affect. While stigmatization related to the direct 
markers of HIV care provisions (e.g., inadequate care, refusal of treatment) appear 
to occur less frequently, they are nonetheless experienced by a subset of HIV-
positive patients. Indeed, patients reported multiple accounts in which provider stig-
matization negatively affected their medical care, including instances where 
providers (a) avoided, delayed, or refused treatment, (b) were uncomfortable with 
or avoided direct physical contact with patients, and (c) instances where treatment 
was inadequate or differential because of a patient’s HIV status. Several studies also 
statistically examined the relationship of provider stigmatization to treatment out-
comes of HIV-positive patients. Findings from such studies point to an association 
between provider stigmatization and lower perceived quality of care, lower access 
to care, decreased appointment attendance, and to a lesser extent, lower HAART 
adherence. Although additional research is needed to address methodological limi-
tations (as discussed later), reviewed patient-reported fi ndings provide preliminary 
evidence to suggest that provider stigmatization negatively impacts the medical care 
of HIV-positive individuals.   

4     Methodological Critique and Implications for Future 
Research 

 While the reviewed literature has begun to document the existence of HIV-related 
stigmatization among healthcare providers and its potential effects to the medical care 
of HIV-positive patients, there are a number of methodological limitations that should 
be addressed in future studies. Broadly, there is a need to better assess the experience 
of stigmatization both among HIV-positive patients and the providers themselves. 
Specifi c areas of improvement include utilizing behavioral measures of stigmatization 
within the treatment setting and including control variables which could account for 
patient attribution errors and provider social desirability concerns. This section also 
details the importance of alternate research designs that would include matched 
samples of HIV-positive patients and their providers, as well as longitudinal studies 
tracking changes in stigmatizing practises over time. In what follows, these critiques 
are expanded upon, and implications for future research are provided. 

4.1     Lack of Studies Examining the Impact and Causal 
Mechanisms of Provider Stigma 

 Broadly, there is a need for studies that specifi cally aim to examine the effects of 
provider stigmatization on the medical treatment and health outcomes of HIV- 
positive individuals. Although many qualitative studies provide anecdotal evidence 
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for the link between provider stigmatization and poor treatment outcomes, there 
are relatively few empirically based studies that examine such questions. Similarly 
lacking in the reviewed literature is a strong theoretical foundation guiding study 
design and hypotheses. Though most studies documented the existence of negative 
attitudes and behaviors among providers, few aimed to understand the causal 
mechanisms behind provider-specifi c stigmatization (Ladany et al.  1998 ). The 
broader literature on HIV-related stigma as it relates to the general population (as 
opposed to providers) has already begun addressing these concerns, proposing 
theories such as the dual-process model of HIV-related stigma (Pryor et al.  1999 , 
 2004 ; Naughton and Vanable  2012 ) to explain how stigmatizing thoughts and 
behaviors may develop and change over time. A growing number of well-designed, 
theoretically driven studies have also begun examining the impact of stigma on 
HIV-positive individuals’ emotional and physical health. Indeed, the experience of 
generalized stigmatization (not provider-specifi c) has been found to negatively 
impact mental health (Berger et al.  2001 ; Clark et al.  2003 ) as well as contribute to 
delays in entering into care, lapses in medication adherence, and fewer status dis-
closures to physicians (Chesney and Smith  1999 ; Vanable et al.  2006 ). Research on 
provider-specifi c stigmatization would benefi t from a greater focus on empirically 
based studies that seek to document the impact of stigma on the treatment and 
health of HIV-positive individuals.  

4.2     Lack of Consistency and Quality in Self-Report Scales Used 
to Measure HIV Stigmatization 

 Another criticism of the literature pertains to the operationalization and assessment 
of HIV-related stigmatization, which varied widely across studies. This lack of con-
sistency in stigma measurement creates diffi culties when trying to generalize and 
compare fi ndings across studies and over time (Eldridge and St. Lawrence  1995 ; 
Nyblade  2006 ; Mahajan et al.  2008 ). For empirically oriented studies involving 
patient self-report, measures of stigmatization were often restricted to small item 
sets and narrowly focused on extreme behavioral markers of stigmatization such as 
treatment refusal. Recent qualitative studies have provided a richer understanding of 
the stigma experiences of HIV-positive individuals within treatment settings, and 
future research would benefi t from incorporating this information into the develop-
ment of better stigma scales. Studies also lacked time-sensitive language in their 
measures, often relying on the “have you ever” approach that documents instances 
of stigma since the time of diagnosis. This approach lacks the specifi city required to 
capture current trends related to stigmatization in treatment settings. In addition, 
incorporating longitudinal assessments would enrich our understanding of the con-
text and frequency of stigmatization in treatment settings and allow for more direct 
examinations of its potential effects to the medical care and health of HIV-positive 
individuals.  
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4.3     Lack of Behavioral Assessment of Provider Stigma 

 Empirically oriented patient studies often included self-report assessments of pro-
vider behaviors. Though patient reports of provider stigmatization are presumably 
less vulnerable to social desirability biases as compared to events reported by 
healthcare providers themselves, several limitations to the data collection approach 
are noteworthy. First, as patient self-report data is vulnerable to memory recall limi-
tations, it would be benefi cial to focus on briefer recall periods. In addition, a major 
limitation of these studies pertains to the potential risk of attributional biases. 
Indeed, all of the studies operationalized provider stigma as behaviors  perceived  by 
HIV-positive patients to be stigmatizing. Given the historically negative treatment 
of HIV-positive individuals within our culture, HIV-positive patients may be 
especially prone to perceiving threat or injustice in situations that may actually be 
benign (Frable et al.  1990 ; Chapman  2002 ). As such, HIV-positive persons may be 
more alert to potential threats, hyperaware of people’s treatment toward them, and 
potentially more likely to label neutral behavior as stigmatizing. Behavioral obser-
vation of patient-provider interactions would provide a needed form of validation 
for patient accounts of stigmatization within treatment settings.  

4.4     Future Directions in Evaluating Provider-Specifi c 
Stigmatization of HIV-Positive Individuals 

 The present literature review points to several gaps in our understanding of the 
extent to which stigmatization exists among healthcare providers and its impact on 
the health and care of HIV-positive individuals. Such methodological concerns in 
the literature include patient attributional bias, recall error, lack of behaviorally 
observed data, and a paucity of research focusing on causal mechanisms of provider 
stigma. Future studies should strive to measure stigma in treatment settings as 
(a) perceived by the patient, (b) reported by the provider, and (c) observed by an 
outside rater. Such an approach would allow researchers to gain a clearer under-
standing of the ways in which patients and providers differ in their perceptions of 
stigmatization and aid in detecting the location of any perceptual biases (e.g., patient 
hypersensitivity, provider unawareness). Such research would inform healthcare 
providers of patients’ expectations and understanding of behaviors taking place 
within treatment visits as well as inform HIV-positive individuals of “typical pro-
vider practices” in terms of language, level of touch, eye contact, and interaction 
time. In doing so, misunderstandings may be decreased, and both parties could benefi t 
from a stronger patient-provider relationship, better communication, and potentially 
better treatment outcomes. 

 Secondly, studies that examine provider stigmatization within HIV specialty 
clinic settings are needed. Only one of the reviewed studies (Bodenlos et al.  2007 ) 
assessed HIV-positive patients’ perceptions of their current HIV clinic healthcare 
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providers in terms of communication and quality of the treatments received, with 
patients reporting largely positive and non-stigmatizing experiences in both areas. 
In another quantitative study (Elford et al.  2008 ), participants were recruited from 
HIV outpatient clinics, but little was reported regarding their experiences at these 
specifi c treatment settings (as compared to more general medical settings). Today, 
most HIV-positive individuals receive the majority, if not all, of their medical care 
at specialty HIV clinics. As such, future research would benefi t greatly from focus-
ing on the quality of provider care and patient perceptions of HIV-related stigmati-
zation at these treatment settings. 

 Finally, few studies were designed specifi cally to assess the impact of provider- 
specifi c stigmatization. Indeed, only 4 of the 14 reviewed studies statistically exam-
ined stigma’s relationship to treatment outcomes of HIV-positive individuals such as 
appointment attendance (Bodenlos et al.  2007 ), HAART adherence (Thrasher et al. 
 2008 ), access to care (Kinsler et al.  2007 ; Schuster et al.  2005 ), and perceived quality 
of care (Schuster et al.  2005 ), with no studies examining health outcomes. Research 
would benefi t greatly from the approaches taken by more generalized stigmatization 
studies (Vanable et al.  2006 ) in terms of scope, aims, and study designs. It is time to 
progress beyond merely assessing for the existence of stigma within healthcare set-
tings to understand the pathways through which it may interfere with medication 
adherence, mental health, healthcare utilization, symptomology, and disclosure.   

5     Practical Implications for Provider Training 

 In focusing on practical implications, existing research suggests that the development 
and maintenance of a positive patient-provider relationship plays an especially impor-
tant role in predicting which patients will remain in care and openly discuss their risk 
behaviors and medication adherence diffi culties (Mallinson et al.  2007 ). For persons 
living with HIV, initial interactions with medical providers serve as a critical opportu-
nity to develop positive patient-provider relationships. Instances of provider stigmati-
zation, expressed through specifi c behaviors and overall demeanor, can presumably 
create barriers to the process of gaining the trust necessary for a strong working rela-
tionship between HIV-positive individuals and their treatment providers. As medical 
providers continue to play a critical role in promoting the health and well-being of 
HIV-positive individuals, it is important to understand if certain behaviors within the 
treatment settings may be perceived as stigmatizing by patients and hence detract 
from this process. Routine training programs for healthcare providers would benefi t 
from focusing on practical steps to prevent HIV-related stigmatization within treat-
ment settings. Such trainings should aim to help professionals in the healthcare fi eld 
gain an awareness of how even the subtlest of their behaviors may be interpreted by 
the HIV-positive patients they treat. By teaching providers to focus on and potentially 
reshape certain aspects of their demeanors, language, and nonverbal behaviors, it is 
the hope that positive patient-provider relationships can be formed and the overall 
quality of patient experiences within HIV care could be increased.  
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6     Conclusion 

 On the basis of the reviewed literature, it can be concluded that stigma remains a 
signifi cant concern in healthcare settings. Nearly 30 years into the epidemic, avail-
able data provides evidence to suggest that HIV-positive individuals continue to 
perceive that healthcare providers harbor stigmatizing beliefs about them and dem-
onstrate behaviors detrimental to their medical care, including patient avoidance, 
inadequate care, differential treatment, and to a lesser extent, refusal of treatment. 
However, differences in study methodologies make it diffi cult to make conclusive 
statements about stigma prevalence. As such, promise is noted in the utilization of 
behavioral observation methods to more accurately measure stigma in treatment 
settings. Secondly, preliminary data allow for the conclusion that stigma negatively 
impacts the medical care of HIV-positive individuals. Findings suggest that provider- 
specifi c stigmatization may negatively affect HIV-positive individuals’ efforts to 
adhere to medications, decisions to disclose, access to care, and the quality of treat-
ment they may receive. However, these studies are limited in their designs and 
scope. Needed are theoretically driven, statistically sound studies which seek to 
clarify the relationship between provider stigmatization and negative health and 
treatment outcomes for HIV-positive individuals. By improving the measurement of 
stigma in treatment settings and focusing on the impact of provider stigmatization 
in future studies, interventions may be better informed to assist healthcare providers 
and HIV-positive patients in creating more positive treatment experiences and health 
outcomes.     
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1            Introduction 

 By the end of 2009, according to UNAIDS China ( 2010 ), it is estimated that 740,000 
people were living with HIV/AIDS in China, and transmission routes were divided 
among heterosexual transmission (44.3 %), men who have sex with men (MSM) 
(14.7 %), injection drug users (32.2 %), blood transmission of HIV (7.8 %), and 
mother-to-child transmission (1 %). Although the prevalence among China’s popu-
lation is not very high (approximately 0.057 %), the epidemic shows some alarming 
features. Of those infected through heterosexual transmission, for example, around 
one third were infected through spousal transmission. Of the estimated 48,000 new 
HIV infections in 2009 alone, heterosexual transmission accounted for 42.2 % and 
homosexual transmission 32.5 %. Since sexual contact became the primary path-
way for HIV infection in 2007, the number of infected women has increased rapidly 
(UNAIDS China  2010 ). The Chinese government has hoped to keep the number of 
HIV-infected people below 1.5 million by 2010 (UNAIDS China  2008 ). AIDS 
researchers in China have observed the spread of HIV from the core “at-risk groups” 
(e.g., men who have sex with men and injection drug users) to the “general popula-
tion,” suggesting the possibility of a rapid and extensive heterosexual epidemic of 
HIV (   Yang et al.  2005a ; Liu et al.  2006b ; Lu et al.  2008 ; see also Chaps.   14     and   16     
in this volume). 

 Despite the present antidiscrimination policies in China, various forms of dis-
crimination, such as judgmental attitude, avoiding interaction, refusal to provide 
treatment, and involuntary disclosure, against people with HIV/AIDS were also 
reported in the larger society as well as healthcare institutions (Anderson et al. 
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 2003 ; Chen et al.  2004 ; Lee et al.  2005 ; Yang et al.  2005b ; Williams et al.  2006 ; Li 
et al.  2007 ). In their study of 209 market workers in an eastern coastal city, for 
instance, Lee and colleagues ( 2005 ) found that half of the participants believed that 
punishment was an appropriate response to PLWHA, that over half (56 %) were 
unwilling to be friends with PLWHA, that 73 % of participants thought PLWHA 
should be isolated, and that 85 % agreed that PLWHA should not take care of other 
people’s children. Similar attitudes were found among health workers. In their study 
of hospital-based healthcare professionals in Guangxi Zhuang Autonomous Region, 
Anderson and colleagues ( 2003 ) discovered that 23 % of 149 participants would not 
want to care for patients with HIV/AIDS, and 33 % would consider asking to be 
assigned elsewhere if they were assigned to care for HIV-infected patients. 

 Stigma associated with HIV/AIDS and discrimination toward PLWHA has been 
identifi ed as key barriers to fi ghting this epidemic effectively. This is because the 
prejudice has not only inhibited them from accessing to the HIV test, disclosing 
their serostatus to intimate partners, and engaging with healthcare, but has also 
made it diffi cult to intervene in populations that are affected by this disease (Wu 
et al.  2004 ; Lieber et al.  2006 ; Liu et al.  2006a ; Li et al.  2007 ; Xu et al.  2007 ; 
Zhou  2008 ; see also chapters in Parts I and II in this volume). Of the estimated 
650,000 HIV-infected cases in China by 2005, only about 20 % were detected 
(MOH, UNAIDS and WHO  2006 ), which means that the majority of this population 
is still invisible. For instance, empirical studies have found that MSM’s fear of other 
people learning about their homosexuality is one of the common reasons (47 % of 
482 participants) they have for not seeking HIV testing (Choi et al.  2006 ) and that 
negative emotions such as shame, fear, and embarrassment have been salient barri-
ers to seeking health for those who have engaged in stigmatized risky acts (such as 
“promiscuous” sex) (Lieber et al.  2006 ). It is not unusual that avoiding AIDS-related 
services was even used as a strategy for HIV-affected people for protecting them-
selves from stigmatization and social discrimination (Lieber et al.  2006 ; Liu and 
Choi  2006 ). 

 Ignorance and misconception about HIV/AIDS have been identifi ed as two of 
the main reasons for discrimination toward PLWHA in China (MOH and UNTG 
 2003 ; see also Chaps.   14     and   16    ). Some studies have indicated that people’s (includ-
ing health professionals’) attitude positively changed after they received education 
featuring proper AIDS knowledge (e.g., Anderson et al.  2003 ; Wu et al.  2002 ). 
However, studies also suggest that there is a confl ict between people’s mastery of 
AIDS knowledge and their discriminatory attitude toward PLWHA (e.g., Anderson 
et al.  2003 ; Treise et al.  1996 ; Williams et al.  2006 ). In their study on the effective-
ness of a HIV/AIDS education program involving 208 nurses from 7 provinces, for 
instance, Williams and colleagues ( 2006 ) discovered that the nurses’ willingness to 
care for PLWHA did not increase concurrent with their mastery of AIDS knowledge 
and that their actual experiences of working with PLWHA did not encourage a posi-
tive attitude toward PLWHA on their part, either. Health workers’ attitudes in prac-
tice are not necessarily consistent with their knowledge, given that they have 
internalized the AIDS-related stigmas that are present in the larger society (e.g., Li 
et al.  2007 ; Williams et al.  2006 ; see also Chap.   6    ). 
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 At present, the sociocultural meanings of the disease and their impacts on stigma 
and discrimination in China are inadequately examined. The discrepancies that have 
emerged between countrywide AIDS education and pervasive discrimination toward 
PLWHA raise questions about, for example, the potential limitations of promoting 
AIDS knowledge as a primary (if not the sole) approach to battling discrimination 
and the non-biomedical dimensions of AIDS constructions that may have contrib-
uted to shaping people’s attitudes toward PLWHA. However, most studies of AIDS- 
related stigma and discrimination in China focus on people’s views about HIV/
AIDS and hypothetical interactions with PLWHA. Little is known about the  actual  
interactions between PLWHA and non-HIV-infected people. It is not clear yet how 
HIV/AIDS is understood and responded to at a social or interpersonal level; what 
the connections are between such social/interpersonal interactions and the non- 
biomedical dimensions of AIDS constructions in China, and how such interactions 
intersect with and, perhaps, strengthen prejudices. 

 Therefore, the aim of this chapter, as part of a research project on the illness 
experiences of Chinese PLWHA (Zhou  2006 ,  2007 ,  2008 ,  2009a ,  b ,  2010 ), is to 
explore the ways in which HIV stigma is constructed, experienced, understood, and 
responded  from the perspectives of these individuals . After briefl y presenting the 
methods used for this research project, this chapter synthesizes the main themes 
relating to HIV stigma that emerged in data analysis. Viewing HIV stigma as social 
construction, I will also touch upon some anti-stigma strategies that take the fl uidity 
of stigma into account.  

2     Conceptual Framework 

 Prejudice toward PLWHA has existed worldwide since the fi rst HIV-infected case 
was identifi ed in the early 1980s. Goffman’s stigma theory ( 1963 ) has been widely 
used to explain AIDS-related stigma and discrimination in various contexts around 
the world. Specifi cally, AIDS stigma is viewed as an individual’s deviance (such as 
“immorality,” “promiscuity,” “perversion,” “contagiousness,” and “death”) from 
socially accepted standards of normality (see Chaps.   1     and   2     in this volume). 
Accordingly, PLWHA and populations affected by this disease (such as gay men, 
drug users, sex workers, and certain minority groups) are largely constructed as the 
 other  that is disgracefully different from and threatening to the general public 
(Feldman  1990 ; Worth  1990 ; Bethel  1995 ). Discrimination toward PLWHA is not 
solely about HIV/AIDS as a disease, but always intersects with existing social prej-
udices (such as homophobia, sexism, racism, and xenophobia) that may have con-
tributed to the social constructions of HIV/AIDS in a society. As a result, PLWHA’s 
felt stigma is not only their internalization of the AIDS stigma but also an effect of 
their interactions with others or actual experiences with public attitudes through 
which AIDS-related social standards are manifested (Green  1995 ; Lawless et al. 
 1996 ; Herek  1999 ; Parker and Aggleton  2003 ). 
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 Applying Goffman’s theory across sociocultural settings also generates questions 
around the contextuality of stigma and stigmatization: “stigma arises and stigmati-
zation takes shape in specifi c contexts of culture and power” (Parker and Aggleton 
 2003 : 17). The roles of sociocultural beliefs, values, and morals in structuring 
stigma and discrimination are gradually taken into account. Based on their study of 
stigma associated with epilepsy, for instance, Kleinman and colleagues ( 1995 ) 
argue that stigma in China should be viewed as family-based (rather than individual-
based) responses in that moral blame associated with stigma is not applied to the 
patient alone but extends to the entire family (see Chap.   4     in this volume). In their 
study on social discrimination experienced by MSM in Shanghai, Liu and Choi 
( 2006 ) found that men’s felt stigma was not only infl uenced by their daily interac-
tions with others but also structured by their fears that they would fail to meet their 
social and familial obligations (e.g., getting married and having children) due to 
their sexual preference. The family-based stigma and family-oriented strategies to 
avoid stigmatization (e.g., suppressing their same-sex desire for the sake of family 
interests) were also revealed in Zhou’s study ( 2006 ) on illness experiences of 
HIV-infected MSM in China.  

3     The Study 

 The core purpose of the larger study from which the data reported here were drawn 
was to understand Chinese people’s experiences of living with HIV/AIDS. To this 
end, a phenomenological approach (Moustakas  1994 ; Van Manen  1997 ; Creswell 
 1998 ; Merleau-Ponty  2002a ,  b ) was adopted. This sought to describe, understand, 
and investigate the meanings associated with living with HIV. Viewing individuals’ 
experiences and perceptions as positional and intentional allows an examination of 
such experiences in a way that is not constrained by researcher preconceptions. 

 Data presented here were collected through semi-structured face-to-face in- 
depth interviews with 21 adults living with HIV/AIDS. Participants were recruited 
through snowball sampling using multiple social and health networks (such as hos-
pitals and AIDS NGOs) in a northern metropolitan city, China. Participants were 
asked to select a convenient location for the interviews. Public places, such as cafes 
or tea houses, were often chosen. Some interviews were conducted in a separate 
room of the tea house at the request of the participants. Before each interview, writ-
ten, informed consent was obtained from the participant. Prior to signing the con-
sent form, participants were asked to read an information sheet describing the 
purpose of the study. Participants were encouraged to seek clarifi cation and ask 
questions regarding the study or the research process before signing the consent 
form. Interviews were either audio-taped, or, where this was not possible, detailed 
notes were taken. Participants were interviewed in Mandarin, of which I am a native 
speaker, and individual interviews lasted from 1.5 to 3 h. At the end of each inter-
view, basic demographic information was collected by using a standardized back-
ground questionnaire. The interview guide included several general prompts to 
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ensure that the interview maintained a focus and that major themes of interest were 
explored. After introducing each participant to the goals of the research project 
(e.g., main purposes and study focus), I suggested the participant organize her/his 
storyline according to her/his rationale (rather than mine) so as to facilitate a 
participant- led discussion, though most participants still preferred sharing their 
experiences according to my interview questions. Specifi cally, I asked respondents 
questions about their experiences of living with HIV, their understanding of such 
experiences, their self perceptions, and the strategies they used to facilitate living 
with HIV/AIDS. Depending on the interview context, the specifi c phrasing of inter-
view questions varied slightly across participants. 

 Six female and 15 male adults living with HIV/AIDS participated in the study. 
Of these 21 participants, 15 came from cities, and the other 6 were from rural areas 
in China. Their age ranged from 21 to 46, with an average of 36.1 years. One par-
ticipant held a master’s degree; two had bachelor’s degrees; and the others were 
college or equivalent (3/21), senior high school (8/21), junior high school (4/21), 
and elementary school (3/21) graduates. At the time of interview, the length of 
their HIV/AIDS diagnosis was 0.9 year (11 months) to 9.6 years (115 months), 
with an average of 3.9 years (46.6 months). Their infection modes are divided 
among “blood transfusion or blood products” (2/21), “commercial blood donation” 
(1/21), “heterosexual behaviors” (4/21), “men who have sex with men” (11/21), and 
“not sure” (3/21). 

 The audio-taped interviews were transcribed verbatim in Chinese. I read through 
the texts of all transcripts and fi eld notes as constituting the full descriptions of par-
ticipants’ experiences and then assigned tentative category labels (e.g., “beliefs 
about HIV/AIDS” and “perceived discrimination”) to the unique or discrete state-
ments of participants. The statements with the similar category labels were later 
grouped into clusters using an electronic coding system (NVivo), and careful atten-
tion was paid to the diversity of perspectives that were presented by participants. 
Themes emerged in the process of coding, presenting the meanings of the reported 
experiences of participants. Based on the data analysis, I was able to develop both 
textual description of the experiences (the “what” of the experiences) and structural 
description of the experiences (the “how” of the experiences) and eventually wrote 
a comprehensive textual-structural synthesis (e.g., the fi ndings presented below) of 
the phenomenon (Moustakas  1994 ). To avoid the loss of nuances within partici-
pants’ original narratives, the transcribed data were not translated into English until 
the stage of report writing (Liamputtong  2010 ).  

4     Misconceptions and Moral Judgment: The Social 
Constructions of HIV/AIDS 

 Though the name of HIV/AIDS (literally referred to as  ai zi bing  in Chinese) 
sounded more or less familiar, most participants reported that they had known 
little about this disease before their diagnosis. Many never thought they would be 
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infected with HIV because they considered it a “foreigners’ disease,” a disease of 
“promiscuous” or “bad” people, and/or a “rich people’s disease” (e.g., “only those 
who can afford to visit prostitutes get it”). Various misconceptions in China had 
created a false sense of security among the participants despite their exposure to 
HIV. With little expectation or awareness of the potential for infection, most par-
ticipants felt “shocked” and/or “incredulous” when they fi rst heard the result of 
their HIV test. Such confusion, however, was compounded with the dominant 
AIDS discourses that had shaped PLWHA’s perceptions about this disease in their 
post- diagnosis lives. 

 The earlier “scare” propaganda (e.g., HIV/AIDS as a “lethal or deadly disease” 
and the popular AIDS images of emaciated bodies and skulls) in China had pro-
found impacts on PLWHA’s initial understanding of this disease. Describing their 
diagnosis as a “death sentence,” most participants were frightened, especially dur-
ing the early period of knowing their serostatus, by its incurable nature and their 
“impending death.” Their fear of death often intersected with their sense of guilt 
because their “death” would cause various emotional and fi nancial crises for their 
families. 

 In addition to its “lethality,” HIV/AIDS was also perceived as an “indecent” dis-
ease by many PLWHA. Upon diagnosis, some participants experienced psychologi-
cal crises and, even, tried to commit suicide, in part because they could not face the 
judgment of people, including their families. All participants, as members of the 
group carrying the HIV/AIDS label, reported that they felt “awkward,” “faceless,” 
“ashamed,” and/or “inferior.” Some could not even bear to hear the term “HIV/
AIDS” spoken, because “the word is like a needle stabbing my heart.” A male par-
ticipant claimed that his wife divorced him because the stigma associated with the 
term was too heavy:

  [My wife] didn’t accept these three words [i.e.,  ai zi bing , HIV/AIDS]. These words sound 
awful. I never thought I would get this disease, either. …When [one] hears these words, the 
fi rst thing that comes to one’s mind is that you must have some immoral relationships out-
side [your marriage]. You get this disease only because you have promiscuous behaviors. 
…Not only she thinks this way, most people think this way. According to the old [local] 
saying, this is a dirty disease. One’s reputation is not good if one gets it. 

 Despite the general moral judgment toward PLWHAs, the specifi c meanings of 
HIV/AIDS varied, depending on one’s infection mode. For example, the partici-
pants who were infected through blood transfusion, blood products, or commercial 
blood donation appeared more motivated to talk about their infection modes than 
those infected through other modes (e.g., “promiscuous” or “deviant” sexual behav-
iors). Those who perceived their infections as “innocent” tended to voluntarily dis-
close their infection modes, sometimes even before the interview had formally 
started. Such a claim of “innocence,” in effect, pushes other PLWHA into the oppo-
site category of being the “culpable,” referring to those whose infection “had some-
thing to do with themselves.” The moral meanings underlying infection modes 
created various challenges in PLWHA’s daily lives, especially when their infection 
modes happened to be “hard to explain.” After their diagnoses, some participant 
decided to withdraw from their social or public life, in part because they did not 
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know how to explain their health condition (e.g., physical changes and sick leave) 
when bumping into acquaintances or feared to be asked about their infection mode 
by those who knew about their HIV infection. For instance, a participant was even 
reluctant to see doctors because “it’s just too diffi cult to explain how I got infected.” 

 The meanings of infection modes also structured PLWHA’s perceptions of 
themselves and of their perceived “responsibility” for their situations. Internalizing 
the stigma associated with homosexuality in China, for instance, some participants 
who engaged in same-sex practises accepted that they should not expect social sym-
pathy or support and should take full responsibility for  any  consequences (such as 
isolation, fi nancial diffi culty, and discrimination) caused by the infection. They 
tended to remain silent about their sufferings and even tried to justify the injustice 
they experienced because, “simply speaking, you got this disease because of your 
own fault, so how can you expect anything from others?!” In contrast, the “inno-
cent” PLWHA were much more visible in current services and AIDS activism and 
were frank about their “sense of privilege.” Despite their confi dentiality concerns, 
for instance, they appeared to have fewer constraints in talking about the disease, in 
accessing to services, and in speaking up about their needs. 

 The hierarchy of stigmas in relation to infection modes also manifested within 
the group of PLWHA themselves. In the study city, male PLWHA are very likely to 
be recognized as gay men by infected peers, while female PLWHA are often 
assumed by their male peers to be sex workers. Such prejudice adversely infl uenced 
the dynamics among various PLWHA subgroups and thus created diffi culties for 
them to seek peer support and to access to social and health services, as elaborated 
by a man who has sex with men:

  Though we all are people with HIV/AIDS, I feel I am inferior. …People infected through 
blood transfusion are better than me, even those infected through drug use are better than 
me, and those infected through heterosexual behaviors are better than me. It’s so hard for 
people infected through same-sex behaviors to come out! 

5        Confi dentiality Concerns and Fear of Discrimination: 
Living with Secrets 

 The public fear surrounding HIV/AIDS, as well as the moral judgment of 
PLWHA based on their infection modes, made it diffi cult for them to come out 
in the larger society (see also Chap.   5    ). To protect themselves and their families 
from discrimination, participants appeared highly cautious in their social and 
interpersonal interactions. Strictly protecting their secret of HIV infection (i.e., 
serostatus and/or infection mode) was viewed as an effective strategy for main-
taining “normal” life and a mechanism for coping by many of them. To ensure 
his complete confi dentiality, for instance, a participant reported that he never 
contacted or wanted to contact any other PLWHA: “If I didn’t wrap myself so 
tightly like this, I would not have survived until today.” Accounts of the tragic 
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consequences of breaching confi dentiality often circulated among PLWHA, and 
increased their fear of unexpected disclosure. In recent years, disclosure without 
consent by the health institutions in China has greatly decreased, primarily because 
it is explicitly prohibited by offi cial regulations. However, unconsenting disclosures 
by individuals (e.g., friends and doctors) still occur now and then. For instance, two 
participants’ HIV status was, respectively, disclosed by a doctor who treated tuber-
culosis and by a close friend who was overwhelmed by the news. 

 Participants   ’ decision-making on disclosure to their families was also infl uenced 
by their infection modes. “Innocent” PLWHA felt less pressured by such disclosure 
than their “culpable” peers because they believed their families would understand. 
Instead of telling his ex-wife about his serostatus and same-sex preference, in con-
trast, one participant initiated the divorce and left his home. Participants’ timely 
disclosure to their intimate partners could have precluded the latter from the further 
risk of transmission, but procrastination, which may be related to a delayed HIV test 
in some cases, often resulted in a delay for their partners in becoming aware of their 
health status and getting medical attention. For instance, a participant did not know 
of her husband’s or her own HIV infection until a couple of years after he died. 
Concern for elderly and minor family members was also a factor infl uencing 
PLWHA’s decision on disclosure. Many participants chose not to tell their parents 
or children about their serostatus because “they are too old or young to understand 
it,” and “no good can come from letting them know about this.” 

 Participants tended not to disclose their serostatus to people outside their fami-
lies, such as friends, coworkers, neighbors, and/or health workers. To reduce the 
odds of unexpected breach, they gradually withdrew from social activities, which 
increased their sense of isolation and exclusion. A participant who was infected 
HIV because of contaminated blood-product was one of the few who voluntarily 
disclosed his aerostats to his previous co-workers and friends, but he did not have 
the courage to disclose it to his neighbors, because “they would not understand it as 
my friends do”, and “they are [physically] close enough to make trouble for me.” 

 However, confi dentiality had been a major concern for those who were eligible 
to access the limited health resources available. Perceiving that the present medical 
reimbursement procedures could threaten their confi dentiality and even expose 
their families to social discrimination, for instance, the eight participants who had 
medical insurance tended to postpone using it unless they had no other choices. As 
long as they or their families could still afford it, these participants “preferred” 
paying medical costs out of their own pockets, because they viewed “secret-keeping” 
as a key strategy for them and/or their families to survive pervasive social discrimi-
nation. Although the Four Frees and One Care Policy targeting HIV-infected 
individuals living in poverty has been implemented in many places across the 
country since 2003, some administrative requirements (e.g., income eligibility and 
personal identifi cation) have inhibited most participants in the study from accessing 
free domestic antiretroviral drugs. 

 Fear of social discrimination also dissuaded some participants from accessing 
primary healthcare in time. To avoid AIDS stigma, they might, for instance, 
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deliberately avoid using AIDS-specifi c services or selecting the AIDS-specifi c 
hospitals as their contracted hospitals covered by their medical insurance. When her 
husband came down with AIDS-related opportunistic infections, for example, a 
female participant fi rst sent him to a regular hospital that turned out to be unable to 
deal with them. This woman explained on this “intentional” delay in accessing 
appropriate healthcare services:

  If I sent him to the AIDS-specifi c hospital [in the fi rst place], my relatives and others 
would suspect that he also has this disease [as I do]. If they knew that my husband was 
[HIV-positive], no one would dare to come near us any more. They know how horrible this 
disease is; they would say, if this disease is not extremely contagious, how come her hus-
band also got it?! 

 Alternatively, many participants made a conscious decision to hide their 
serostatus and live with their secrets. Some strategically claimed that they had 
such diseases as fl u, hepatitis B, tuberculosis, and cancer to explain their condi-
tion (e.g., fever, weight loss, deteriorated health, and withdrawal from physical 
contact). Yet, hiding their serostatus at the workplace turned out to be diffi cult 
and psychologically overwhelming. “Having two faces” and “living a double 
life” were expressions frequently used in reference to the struggles between their 
pretension to be a “healthy” person and their secret-keeping initiatives. 
Participants’ secret-keeping initiative had also made taking their daily medica-
tion a challenge. Specifi cally, regular medication-taking practises often aroused 
others’ curiosity about their health, and the labels printed on medication boxes or 
bottles also had the potential to result in the leaking of their secrets. For instance, 
one participant’s HIV-positive status was found out because the powdered 
Chinese traditional medicine he took aroused his family’s suspicion. Therefore, 
caution, even excessive caution, was often used as a strategy for secret-keeping, 
as described by one participant:

  I save all the used medication boxes and bottles, and later I take them to __ Hospital and 
throw them in the garbage cans there. I don’t dare throw them in the garbage cans in my 
neighborhood. …Now I realize that some people don’t know what [the English term] ‘HIV/
AIDS’ means. In the past, before I threw them away, I soaked them in water and then ripped 
off the labels. [Chuckle] When I was living in my hometown, I would light a fi re to burn all 
those boxes and bottles. 

 The multiple stigmas associated with HIV/AIDS have made it challenging for 
participants to talk about it openly or seek help from others. For this reason, many 
perceived it as “more horrible,” “scarier,” and “more painful” than other incurable 
diseases (e.g., cancer and diabetes) or infectious diseases (e.g., hepatitis B and 
tuberculosis). As participants observed, while people with other incurable or infec-
tious diseases are visited by their families when they are hospitalized, it is not 
always the case for them. One said: “I think only people living with HIV/AIDS can 
understand such pain.” Another participant commented: “If I had cancer, I could tell 
people about that. But if you get [HIV/AIDS], you cannot tell anyone about it. You 
have to endure it alone.”  
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6     Exaggerated Contagiousness and Perceived Discrimination: 
PLWHAs’ Interactions with Others 

 Upon the breach or disclosure of their serostatus, participants often encountered 
strong reactions to their “contagiousness.” After a group of health workers with 
white coats, rubber gloves, and medical masks showed up in her yard when she was 
diagnosed as HIV-positive in 2000, for example, a female migrant participant and 
her children were isolated by other villagers: “When I got on the bus [to the town-
ship], all the other people on the bus would get off.” The families of many partici-
pants also presented tremendous fear of physical contact. Separation of various 
aspects of the living arrangements of PLWHA from those of the other members of 
their family, such as sleeping, cooking, eating, using utensils, and doing laundry, 
was commonly reported (see also Chap.   4    ; cf. Liamputtong et al.  2012 ). Being 
asked to move out of the home by his mother after his diagnosis, for example, a 
participant had to move in with his same-sex partner. He described their experience 
of living there:

  His mother is more nervous than my mother. Ah, she always wears gloves, even when she 
just holds the plates. …When fi lling our bowls with rice, she must do this for us, and we are 
not allowed to touch them. She always uses a paper to separate our bowls from her hand 
when she holds them. The same with the sofa: we must sit on this side, and we are not 
allowed to sit on that side where they would sit. 

 In some cases, the family members who had close contact with PLWHA were 
also viewed as “contagious” by others. Some participants reported that their rela-
tives became aloof or cautious toward both themselves and the rest of their families. 
Though some participants reported reduced fear among their families/relatives after 
the latter had received correct information about HIV/AIDS, a couple of PLWHA’s 
families refused to learn more, and the attempt itself was viewed as “embarrassing” 
or even “shameful.” 

 Physical avoidance and explicit discrimination against their “contagious” bodies 
were also observed by participants when they interacted with friends, coworkers, 
and even health workers who knew about their serostatus. After his HIV diagnosis 
became known in his previous work unit, for instance, a participant noticed the face 
of a colleague with whom he used to share an offi ce was swollen: “Later I heard that 
this was because he had used ultraviolet radiation to sterilize himself.” Strikingly, 
when a participant was hospitalized in a hospital for infectious diseases in 2000, he 
and other PLWHA appeared to be viewed by health workers as more contagious 
than patients with other infectious diseases. He recalled:

  When doctors did B Ultrasonic Scanning for other  normal  patients, they didn’t have any 
protection. But when it was my turn, doctors would wear medical masks and gloves. That 
winter, every patient was given a winter coat, but patients with HIV/AIDS were not. 

 This participant, as well as some other PLWHA, voluntarily used the word “normal 
( zhengchangde )” when they compared their experiences with those of other patients 
who are not HIV-positive. 
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 The overreactions of others affected participants’ understanding of their post- 
diagnosis experiences and themselves. Many said they understood the way people 
treated them, because that they “might do the exactly same things” in their place and 
that “self-protection is a basic instinct of human beings.” Simultaneously, however, 
they felt hurt by people’s avoidance. Reporting reduced self-esteem, many PLWHA 
presented a strong awareness of their contagious bodies in social and interpersonal 
interactions. When interacting with their best friends, for instance, some partici-
pants kept reminding themselves of their “contagiousness” so as to prevent them 
forgetting the “guard line” between their bodies and others’ “healthy” bodies. The 
tendency to self-discipline and to self-police is also found in interactions at home. 
Despite his knowledge about HIV transmission, for instance, a male participant had 
not dared to kiss or hug his daughter since his diagnosis 7 years before the interview, 
because “any tiny accident could have a catastrophic result [i.e., HIV transmis-
sion].” To prevent their HIV-infected bodies contaminating others, most married 
PLWHA retreated from sexual activity after diagnosis, and some single participants 
reported that they did not have the courage to engage in a romantic relationship with 
“healthy” or “normal” people. 

 In addition to such overreaction toward their “contagiousness,” participants also 
complained other prejudicial behaviors of health workers: some experienced explicit 
discrimination, such as over-interest in their infection modes and verbal insult; and 
some reported subtle negative attitudes, such as coldness and neglect. Participants 
who were infected through “immoral” (such as homosexuality and sex trade) modes 
often observed more explicit discrimination by health workers than was experi-
enced by their peers infected through other “innocent” modes (such as blood trans-
fusion). For instance, a male participant felt insulted when a doctor asked 
unnecessary questions about his same-sex preferences and laughed in his face. 
Given that health workers were often among the few who know PLWHAs’ “secret,” 
such perceived discrimination against HIV-infected patients was often destructive. 
For example, it made it even more diffi cult for some participants to access limited 
healthcare resources available. 

 However, these socially constructed boundaries around HIV-infected bodies are 
not insurmountable. In addition to mastery of correct HIV/AIDS knowledge, under-
standing, support, and care from others (such as family, friends, and health workers) 
can alleviate PLWHA’s fear of themselves. A participant commented that having an 
experience of sharing a meal with a health professional was “a great comfort” for 
him with respect to his contagiousness: “They are the experts in this regard: if they 
can eat with you, this might mean that you are not all that horrible.” As well, some 
participants reported that health workers’ attitudes toward them had changed for the 
better in recent years and that healthcare service delivery had become more humane 
and sensitive. 

 This study also found that participants’ understandings of HIV/AIDS were not 
static during the course of living with this disease. Following the availability and 
effectiveness of antiretroviral drugs, for instance, some PLWHA felt hopeful about 
their future lives. Therefore, HIV/AIDS did not appear “as scary as before” or “very 
different from other diseases.” Given its increasing manageability due to the 
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progress and/or availability of medications, a couple of participants began to view 
HIV/AIDS as a “chronic disease.” Meanwhile, signifi cantly, some participants pre-
sented their autonomy in reconstructing AIDS discourses in their daily lives, for 
instance, through inviting AIDS volunteers or bringing AIDS education brochures 
and videos to their homes in order to show their families it is “safe” for “healthy” 
people to have contact with him and “how other PLWHA live their lives and how 
they live with their families.”  

7     Conclusion 

 Although AIDS education campaigns in recent years have improved knowledge of 
HIV/AIDS in China, it has been, and continues to be, viewed by the public as a 
disease imbued with such negative meanings as “immorality,” “promiscuity,” “per-
version,” “contagiousness,” and “death” (Zhou  2007 : 285). The dominant discourses 
of HIV/AIDS in the Chinese context are still morality centered, and PLWHA are 
constructed as morally problematic  others . The earlier epidemiological discourses 
on “high-risk groups” (such as “promiscuous” people and drug users) that overem-
phasized the “causal relationship” between moral degeneration and HIV infection 
had profound and lasting impacts in the way that this disease is understood and 
responded to by the public, including PLWHA themselves. Being viewed as an 
“indecent” disease, HIV/AIDS has severely stigmatized people, families, and com-
munities that are associated with it. As well, the “importance” of one’s morality 
fuelled people’s inquiry about one’s infection mode, along which the hierarchy of 
stigma is constituted and social sympathy/support for certain PLWHA is distrib-
uted. The dichotomy between the “innocent” and the “culpable” has adversely 
affected the development of solidarity among various PLWHA and further stigma-
tized and marginalized those who were already stigmatized due to their “deviance” 
prior to HIV infection. 

 Chinese PLWHA’s understanding of HIV/AIDS is not merely informed by their 
knowledge about this disease but also, and more important, is structured by their 
experiences of interacting with others who are non-HIV-infected. Despite its bio-
medical characteristics, the contagiousness of HIV/AIDS was often exaggerated by 
others (such as family members, friends, and health workers) when they were inter-
acting with PLWHA, which, in turn, enhanced the latter’s nervousness about their 
“contagious” bodies. The boundaries delineated around PLWHA in their daily lives 
also shaped their feeling about themselves and their relationship to “normals” 
(Goffman  1963 ). Paralleling with their reduced sense of normality, many PLWHA 
voluntarily disciplined themselves to refrain from “contaminating” others. The con-
fl icts between people’s (including PLWHA’s) mastery of AIDS knowledge and 
their response to HIV-infected bodies in practise suggest the importance of under-
standing the non-biomedical dimensions of HIV/AIDS constructions and their 
impacts on social and interpersonal interactions. Findings of this study also illus-
trate that the positive interactions between PLWHA and others were not only 
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helpful for them to constructively understand this disease but also signifi cant for 
building a supportive environment for people affected by this disease in the long 
term. 

 PLWHA’s understanding of HIV/AIDS is also shaped by their family-related 
concerns. Although the disclosure of one’s seropositive status to one’s family may 
function as the fi rst step in accessing family support, participants’ decision-making 
on disclosure was also affected by their concerns about family interests: that is, 
disclosure could also have negative impacts (e.g., fear, shame, and psychological 
burden) on their families and on family relations inasmuch as that in Chinese soci-
ety that stigma applies not only to the individual but also to the family (Kleinman 
et al.  1995 ; Li et al.  2007 ). As they internalize the AIDS stigma of the larger society, 
meanwhile, affected families may reject their HIV-infected members, thus intensi-
fying the isolation of the latter. These participants’ nondisclosure in this study 
should thus be understood as not only a result of social discrimination but also as 
their consciously developed strategy of stigma reduction for both themselves and 
their families and of protecting their “normal” lives from dramatic changes in fam-
ily relations and living environments. At the same time, nondisclosure within the 
family may mean the loss of their most important support resource, one crucial for 
their post-diagnosis lives, given the scarcity of external supports. 

 Pervasive discrimination not only adversely affected PLWHA’s self-perceptions 
and mental health but also inhibited them from seeking help from healthcare sectors 
and in the larger society. However, living with secrets has created more challenges 
in PLWHA’s daily lives and thus, may further compromise their health and well-
being. The silence and invisibility of PLWHA has made this group hard to reach and 
intervene with, which in turn may create a greater risk of HIV transmission. 
Therefore, how to construct or reconstruct AIDS discourses that can destigmatize 
HIV/AIDS as a disease and PLWHA as a social group should be integral to the 
antidiscrimination initiatives in China. Otherwise, Chinese PLWHA may remain 
underground or hesitate to come out to pursue their rights, despite the progress in 
AIDS education and antidiscrimination legislation. 

 In conclusion, this chapter examines the constructions of HIV/AIDS and their 
impacts in the Chinese context through the lens of PLWHA’s daily encounters. The 
actual interactions between PLWHA and others reveal that the sociocultural mean-
ings of this disease are not fi xed, but ongoingly co-constructed by the various par-
ticipants (such as PLWHA and their families, friends, and health workers) in such 
interactions. Despite people’s mastery of knowledge, prejudices toward HIV/AIDS 
and PLWHA can be generated, spread, and, perhaps, made worse through interper-
sonal interactions. Seeing    social and interpersonal interactions as part of the pro-
cesses of HIV/AIDS constructions, therefore, I argue that AIDS education should 
not be limited to the dissemination of biomedical knowledge per se; the non- 
biomedical and interactive dimensions of stigma and discrimination must also be 
taken into account. In addition to various nationwide HIV prevention programs, for 
instance, community-based education projects that target AIDS-related prejudices 
in those communities should be developed. Having critical conversations with 
PLWHA’s families, friends, and health workers about discrimination may facilitate 
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such social ties/networks transforming into antidiscrimination forces within com-
munities, which, in turn, will positively shape PLWHA’s self-perception and gradu-
ally bring about changes in the larger society. Yet, the creation of a supportive social 
environment is also determined by the achievement of social justice for various 
groups who have been disproportionately affected by HIV/AIDS due to their gen-
der, socio-economic status, sexual identity, and lifestyle. 

 It is also noted that the results of this study may not be generalizable for Chinese 
PLWHA as a whole, given its small size sample. Despite the limitation, there is no 
doubt that this qualitative study will contribute to our understanding of the interactive 
relationship between HIV/AIDS constructions, stigma, and discrimination in China. 
Such knowledge will also inform the development of more responsive and effective 
antidiscrimination strategies at local, community, and interpersonal levels.     

  Acknowledgments   I wish to express my appreciation to the HIV-infected people who partici-
pated in this study and to the following individuals for their support at different stages of this 
research project: Drs. Sheila Neysmith, Adrienne Chambon, and Ted Myers at the University of 
Toronto; Dr. Jacqueline Gahagan at Dalhousie University; and Dr. Wang Jiang, Professor Jing Jun, 
and Ms. Wang Kerong in Beijing. This work was carried out with the aid of a grant from the 
International Development Research Centre (  www.idrc.ca    ), Ottawa, Canada.  

   References 

          Anderson, A. F., Qingsi, Z., Guanglin, W., Zhijun, L., & Wei, L. (2003). Human immunodefi -
ciency virus knowledge and attitudes among hospital-based healthcare professionals in 
Guangxi Zhuang Autonomous Region, People’s Republic of China.  Infection Control and 
Hospital Epidemiology, 24 , 128–131.  

    Bethel, E. R. (Ed.). (1995).  AIDS: Readings on a global crisis . London: Allyn & Bacon.  
    Chen, W., Han, M., & Holzemer, W. L. (2004). Nurses’ knowledge, attitudes, and practice related 

to HIV transmission in northeast China.  AIDS Patient Care, 18 , 417–422.  
    Choi, K., Lui, H., Yaqi, G., Han, L., & Mandel, J. (2006). Lack of HIV testing and awareness of 

HIV infection among men who have sex with men, Beijing, China.  AIDS Education and 
Prevention, 18 , 33–45.  

    Creswell, J. W. (1998).  Qualitative inquiry and research design: Choosing among fi ve traditions . 
London: Sage.  

    Feldman, D. A. (1990). Introduction: Culture and AIDS. In D. A. Feldman (Ed.),  Culture and 
AIDS  (pp. 1–8). New York: Praeger.  

     Goffman, E. (1963).  Stigma: Note on the management of spoiled identity . Englewood Cliffs: 
Prentice-Hall.  

    Green, G. (1995). Attitudes towards people with HIV: Are they as stigmatizing as people with HIV 
perceive them to be.  Social Science & Medicine, 41 , 557–568.  

    Herek, G. M. (1999). AIDS and stigma.  American Behavioral Scientist, 42 , 1106–1116.  
     Kleinman, A., Wang, W., Li, S., Cheng, X., Dai, X., Li, K., & Kleinman, J. (1995). The social 

course of epilepsy: Chronic illness as social experience in interior China.  Social Science & 
Medicine, 40 (10), 1319–1330.  

    Lawless, S., Kippax, S., & Crawford, J. (1996). Dirty, diseased and undeserving: The positioning 
of HIV positive women.  Social Science & Medicine, 43 , 1371–1377.  

     Lee, M. B., Wu, Z., Rotheram-Borus, M. J., Detels, R., Guan, J., & Li, L. (2005). HIV-related 
stigma among market workers in China.  Health Psychology, 24 , 435–438.  

Y.R. Zhou

http://www.idrc.ca/


131

       Li, L., Lin, C., Wu, S., Rotheram-Borus, M. J., Detels, R., & Jia, M. (2007). Stigmatization and 
shame: Consequences of caring for HIV/AIDS patients in China.  AIDS Care, 19 (2), 258–263.  

    Liamputtong, P. (2010).  Performing qualitative cross-cultural research . Cambridge: Cambridge 
University Press.  

    Liamputtong, P., Haritavorn, N., & Kiatying-Angsulee, N. (2012). Living positively: The experi-
ences of Thai women in central Thailand.  Qualitative Health Research, 22 (4), 441–451.  

      Lieber, E., Li, L., Wu, Z., Rotheram-Borus, M. J., Guan, J., & the National Institute of Mental 
Health (NIMH) Collaborative HIV Prevention Trial Group. (2006). HIV/STD stigmatization 
fears as health-seeking barriers in China.  AIDS Behaviours, 10 (5), 463–471.  

     Liu, J. X., & Choi, K. (2006). Experiences of social discrimination among men who have sex with 
men in Shanghai, China.  AIDS and Behavior, 10 , S25–S33.  

    Liu, H., Li, X., Stanton, B., Naar-King, S., & Yang, H. (2006a). Understanding interrelationships 
among HIV-related stigma, concern about HIV infection, and intent to disclose HIV serostatus: 
A pretest–posttest study in a rural area of eastern china.  AIDS Patient Care and STDs, 20 (2), 
133–142.  

    Liu, H., Grusky, O., Li, X., & Ma, E. (2006b). Drug users: A potentially important bridge popula-
tion in the transmission of sexually transmitted diseases, including AIDS, in China.  Sexually 
Transmitted Diseases, 33 , 111–117.  

    Lu, L., Jia, M., Ma, Y., Yang, L., Chen, Z., Ho, D. D., et al. (2008). The changing face of HIV in 
China.  Nature, 455 , 609–611.  

    Merleau-Ponty, M. (2002a). The primacy of perception and its philosophical consequences. In D. 
Moran & T. Mooney (Eds.),  The phenomenology reader  (pp. 436–460). London: Routledge.  

    Merleau-Ponty, M. (2002b). The body as object and mechanistic physiology. In D. Moran & 
T. Mooney (Eds.),  The phenomenology reader  (pp. 427–435). London: Routledge.  

    Ministry of Health (MOH), Joint United Programme on HIV/AIDS (UNAIDS), and World Health 
organization (WHO). (2006).  2005 updated on HIV/AIDS epidemic and response in China . 
Beijing: China CDC.  

    Ministry of Health (MOH), UN Theme Group on HIV/AIDS in China (UNTG). (2003).  A joint 
assessment of HIV prevention, treatment and care in China . Beijing: Ministry of Health, China 
CDC & UNAIDS China Offi ce.  

     Moustakas, C. (1994).  Phenomenological research methods . Thousand Oaks: Sage.  
     Parker, R., & Aggleton, P. (2003). HIV and AIDS-related stigma and discrimination: A conceptual 

framework and implications for action.  Social Science & Medicine, 57 , 13–24.  
   The Joint United Nations Programme on HIV/AIDS in China (UNAIDS China). (2008).  Key data . 

Retrieved December 12, 2008, from   http://www.unaids.org.cn/en/index/page.asp?classname=
Key+Data&id=178&class=2    . Accessed 12 December 2008.  

       The Joint United Nations Programme on HIV/AIDS in China (UNAIDS China). (2010).  2009 
estimates for the HIV/AIDS epidemic in China . Retrieved May 12, 2010, from   http://www.
unaids.org.cn/download/2009%20China%20Estimation%20Report-En.pdf      

    Treise, D., Walsh-Childers, K., Dai, S., & Swain, K. A. (1996). AIDS knowledge, attitudes and 
beliefs among Chinese college students: Implications for PSA development.  Health Marketing 
Quarterly, 13 (3), 87–107.  

    Van Manen, M. (1997).  Researching lived experiences  (2nd ed.). London: The Althouse Press.  
       Williams, A. B., Wang, H., Burgess, J., Wu, C., Gong, Y., & Li, Y. (2006). Effectiveness of an HIV/

AIDS educational programme for Chinese nurses.  Journal of Advanced Nursing, 53 , 
710–720.  

    Worth, D. (1990). Minority women and AIDS: Culture, race, and gender. In D. A. Feldman (Ed.), 
 Culture and AIDS  (pp. 111–136). New York: Preager.  

    Wu, Z., Detels, R., Ji, G., Xu, C., Rou, K., Ding, H., et al. (2002). Diffusion of HIV/AIDS knowl-
edge, positive attitudes, and behaviors through training of health professionals in China.  AIDS 
Education and Prevention, 14 , 379–390.  

    Wu, Z., Rou, K., & Cui, H. (2004). The HIV/AIDS epidemic in China: History, current strategies 
and future challenges.  AIDS Education and Prevention, 16 (Supplement A), 7–17.  

7 Morality, Discrimination, and Silence: Understanding HIV Stigma…

http://www.unaids.org.cn/en/index/page.asp?classname=Key+Data&id=178&class=2
http://www.unaids.org.cn/en/index/page.asp?classname=Key+Data&id=178&class=2
http://www.unaids.org.cn/download/2009%20China%20Estimation%20Report-En.pdf
http://www.unaids.org.cn/download/2009%20China%20Estimation%20Report-En.pdf


132

    Xu, J., Sullivan, S. G., Dou, Z., Wu, Z., & the China CIPRA Project 2 Team. (2007). Economic 
stress and HIV-associated health care utilization in a rural region of China: A qualitative study. 
 AIDS Patient Care and STDs, 21 (11), 787–798.  

    Yang, H., Li, X., Stanton, B., Liu, H., Liu, H., Wang, N., et al. (2005a). Heterosexual transmission 
of HIV in China: A systematic review of behavioral studies in the past two decades.  Sexually 
Transmitted Diseases, 32 , 270–280.  

    Yang, Y., Zhang, K. L., Chan, K. L., & Reidpath, D. D. (2005b). Institutional and structural forms 
of HIV-related discrimination in health care: A study set in Beijing.  AIDS Care, 17 (S2), 
129–140.  

     Zhou, Y. R. (2006). Homosexuality, seropositivity, and family obligations: Perspectives of HIV- 
infected men who have sex with men in China.  Culture, Health & Sexuality, 8 (6), 487–500.  

     Zhou, Y. R. (2007). ‘If you get AIDS? You have to endure it alone’: Understanding the social 
constructions of HIV/AIDS in China.  Social Science & Medicine, 65 (2), 284–295.  

     Zhou, Y. R. (2008). Endangered ‘womanhood’: Women’s experiences with HIV/AIDS in China. 
 Qualitative Health Research, 18 , 1115–1126.  

    Zhou, Y. R. (2009a). ‘All this is for my child, for my family’: Family obligation and people’s 
experiences of living with HIV/AIDS in China.  China Perspectives, 1 , 29–39.  

    Zhou, Y. R. (2009b). Help-seeking in a context of AIDS stigma: Understanding the health care 
needs of people with HIV/AIDS in China.  Health & Social Care in the Community, 17 , 
202–208.  

    Zhou, Y. R. (2010). The phenomenology of time: Lived experiences of people with HIV/AIDS in 
China.  Health, 14 (3), 310–325.    

Y.R. Zhou



133P. Liamputtong (ed.), Stigma, Discrimination and Living with HIV/AIDS: 
A Cross-Cultural Perspective, DOI 10.1007/978-94-007-6324-1_8,
© Springer Science+Business Media Dordrecht 2013

1            Introduction 

 In the last 30 years, HIV infection and AIDS have constituted a world epidemic that 
is built and rebuilt in a historical process through dynamic interactions between 
biological, social, economic, political, and cultural forces that shape this complex 
phenomenon at an individual as well as at a group level (Grimberg  2003 ). This 
sociohistorical process, in the hinge of “tradition and innovation” (Paul Ricœur, 
quoted by Durand  1999 : 15), “modernity and postmodernity” (Hottois  2005 : 106–
123), “foundation and critics,” “conservation and realization” (Maliandi and Thüer 
 2008 : 53), and “unity and universality” (Hottois  2007a : 99), has placed humanity in 
a juncture between the present and the recent past, where traditional values coexist 
with new reinterpretations and new values that mold the disease caused by HIV. 

 HIV and AIDS constitute a biological, social, and historical process, a process 
that emerges at the very peak of the biomedical paradigm and of the industrial medi-
cal complex of high profi tability governed by market laws, in a world scenario of 
economical and health systems’ crisis. The so-called integrated world’s capitalism of 
neoliberal nature, centered in competitiveness, profi tability, and effi ciency, tries to pen-
etrate all dimensions of social life (Mattelart  2006 ) and increases inequity and social 
exclusion (Hernández  2009 ). Moreover, migratory shifts and the development of com-
munications since the twentieth century have produced more multiethnic and multi-
cultural States. Fundamentalisms and ethnocentrism are questioned. The postmodern 
crisis considers pluralism as an ethical and political conception favorable to the fl our-
ishing of societies composed by diverse groups and individuals, free of not sharing 
the same moral and political convictions, but capable of living together under certain 
rules. Human rights are frequently invoked as “lingua franca” to these minimums. In 
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this globalized world, closed and isolated geographic spaces do not exist anymore; 
what exist are plurality and diversity but not unity; transnational social spaces are 
created in interaction with local cultures. Latin America has high concentration of 
wealth, which translates into social inequity, precarious life and health conditions of 
the population, and systematic exclusions from access to healthcare according to 
social class, gender, ethnic group, and age (Hernández  2009 ). 

 In this chapter, I review the conceptual frameworks of stigma and discrimination 
towards the people with HIV and AIDS (PLWHA) and the answers to HIV/AIDS 
from biomedicine, the rights, and the subjects, with their contributions and limita-
tions, with global and particular aspects of Colombia. I also present the results of 
the review of the Colombian Constitutional Court sentences related with stigma and 
discrimination of the PLWHA in different scenarios, showing the gap between the-
ory and practise.  

2     Conceptual Frameworks of Stigma and Discrimination 

 The concept of stigma exists since Antiquity and has been associated with devia-
tions from the normative prescriptions of communities and societies in different 
temporal and spatial contexts. Discrimination refers to unfair treatment, without 
objective justifi cation, towards an individual based upon that he belongs or may 
belong to certain stigmatized group. Not suffering unfair discrimination is a funda-
mental human right. Diverse theoretical approaches to explain stigma and discrimi-
nation exist, among them: the evolutionary approach, the social construction 
sociological approach, the social cognitive approach, and the structural violence 
approach based upon social inequities. 

 Anthropological studies show that human beings living in interdependent and 
cooperative groups have an evolutionary advantage, so the sick individuals and those 
with behaviors that transgress the collective rules might be stigmatized because it is 
considered that, in some way, they threaten reproduction and evolutionary advantage. 
Taking into account evolutionary psychology arguments, stigmatization would be a 
transcultural phenomenon that represents one of the cognitive adaptations to achieve 
success in the selection process. Historically, sexually transmitted diseases have been 
stigmatized for their connection with behaviors considered deviant or immoral 
(Neuberg et al.  2000 ; Kurzban and Leary  2001 ; Law et al.  2007 ; MacIntosh  2007 ). 

 The contribution of the sociologist Goffman ( 1963 ) is now classic. Goffman con-
siders stigma as the social construction of attributes capable of producing a damaged 
identity that discredits, disqualifi es, and devalues people or groups and that can get to 
the extreme of condemning them to an inhuman condition. He identifi es three types 
of stigma: abominations of the body (physical deformities), marks of individual 
character (identities, ways of being, behaviors), and tribal stigmas (associated with 
racial, ethnic, religious, or sexual groups) (see also Chap.   1     and chapters in Part I in 
this volume). 
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 Several social psychologists have proposed a social cognitive approach of stigma 
to understand how individuals build categories, incorporate them in stereotypes, and 
use them to discriminate and exclude others. Based upon the stereotyped differ-
ences, arbitrary limits that demarcate the separation between “us” and “them” are 
drawn. This is how the reasoning for rejection, degradation, and exclusion of indi-
viduals and groups from social opportunities is built (Crocker et al.  1998 ; Link and 
Phelan  2001 ; see also Chap.   1    ). 

 Parker and Aggleton ( 2003 ) focus on structural roots of relationships of power that 
determine social inequity and mediate stigma and discrimination. The action of stig-
matizing is culturally constituted to establish and maintain the prevailing social order, 
which controls the bodies of individuals and societies through regimens of power 
based on knowledge systems. Stigma and discrimination do not operate solely accord-
ing to the social construction of difference, but according to social and structural ineq-
uities; they are not abstract, they are related to social action and power struggles in the 
midst of social life. Stigmatization and discrimination make part of the complex social 
struggle between inequitable structures, symbolic violence, and the hegemony that 
tries to legitimize and internalize them, and the capacity of the oppressed, marginal-
ized, and stigmatized (and their partisans) that try to resist these forces. 

 Within these theoretical frames, stigma and discrimination associated to HIV/
AIDS have also been explained. These are related with three primitive anxieties of 
humanity: germs, death, and sexuality, and they have similarities with fears to lep-
rosy, syphilis, and cancer (Sontag  1996 ; Maluwa et al.  2002 ). From Goffman’s per-
spective ( 1963 ), HIV infection and AIDS are associated with the three types of 
stigma: abominations of the body, represented by the recognizable marks in the 
body of the infected (Kaposi sarcoma, infections, weight loss, and lipodystrophy in 
the antiretroviral era); character weaknesses, associated in the people with HIV to 
behaviors considered socially inadequate such as homosexuality, sexual work, “pro-
miscuity,” and drug dependence; and tribals, when PLWHA are associated with 
specifi c racial, ethnic, national, cultural, social, or sexual groups. 

 Social forces of each society, such as racism, sexism, political violence, and 
other social inequities produce structural violence that determines the stigma asso-
ciated with HIV infection and AIDS (Castro and Farmer  2005 ). The international 
reviews of the impact of HIV infection and AIDS show that stigma is associated 
with poverty, gender, social class, and nationality and, at the same time, increases 
social exclusion and deepens traditional inequities regarding race, gender, and 
social class (Varas-Díaz and Toro-Alfonso  2007 ; see Chaps.   1     and   2    ).  

3     Biomedical, Cultural, and Political Issues Underlying 
Stigma and Discrimination Towards PLWHA 

 HIV/AIDS is a complex and dynamic process whose genesis, manifestations, and 
consequences are infl uenced by different elements that interact from biological to 
social dimensions, with very important bases in prejudice and social inequalities. 
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I present the contributions and pitfalls of the responses to HIV/AIDS through the 
biomedicine, the ethical and legal framework of human rights, and the experiences 
of people with HIV/AIDS (PLWHA) and healthcare workers. As an illustrative 
example of the rifts and gaps between theory based on fundamental rights and prac-
tise in the everyday life, I describe the review and hermeneutical analysis of the 
rulings of the Colombian Constitutional Court in response to the writs for the pro-
tection of fundamental rights fi led by PLWHA. 

3.1     Contributions and Pitfalls of the Medicalized Response 
to HIV/AIDS 

 At the very peak of the biomedical paradigm of medicine and of the industrial medical 
complex of high profi tability governed by market laws, the acknowledgement of the 
fi rst cases of AIDS in United States and, short after, in other countries, as much 
central as peripheral, motivates an arduous and competitive techno- scientifi c inves-
tigation. This research leads to detailed knowledge of the biology and genetics of 
HIV (Sharp and Hahn  2011 ), to the development of more sensitive and specifi c 
sophisticated diagnostic tests and markers of the progress of the disease and response 
to treatments, and to the production of multiple medicines (Palmisano and Vella 
 2011 ), as well as multiple biomedical prevention strategies, some of them still in 
development. However, this radical medicalized response that brags about trans-
forming a progressive and lethal disease into a chronic and potentially controllable 
disease, must face with implementation, access, acceptance, and adherence prob-
lems by individuals and groups, and brings out global and local justice issues 
(Ballard and Elston  2005 ; Editorial Nature  2011 ). 

 History has shown that stigma associated with infectious diseases (such as lep-
rosy or syphilis) has diminished with the availability of treatments that cure, hide, 
or delay the disease. This way, the availability of antiretroviral treatment and the 
perception of the disease as potentially preventable and controllable help to “nor-
malize” the life of the affected and to reduce stigma, discrimination, and biosocial 
consequences of HIV infection and AIDS (Wolfe et al.  2008 ). This has been empiri-
cally confi rmed through quantitative research in United States (Herek et al.  2002 ) 
and Botswana (Wolfe and Weiser 2008), and through qualitative research in Brazil 
(Abadía-Barrero and Castro  2006 ), Haiti (Castro and Farmer  2005 ), and South 
Africa (Levy et al.  2005 ). 

 Accomplishing universal access to available biomedical interventions to prevent, 
diagnose, classify, and treat the disease produced by HIV, has become a goal of inter-
national agencies (WHO, UNAIDS, Pan American Health Organization) (Roses 
 2004 ; Souteyrand et al.  2008 ), activist groups, national governments, health profes-
sionals, the affected individuals that demand rights, such as the health right, and, of 
course, the pharmaceutical industry. The access to interventions and medical services 
must be broadly understood and requires:  availability  of infrastructures, goods, 
services, and healthcare suffi cient and appropriate in HIV/AIDS care programs; 
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physical and economical  accessibility  to services without discrimination of any kind 
and guaranteeing confi dentiality;  acceptability  of goods, services, and healthcare 
respecting medical ethics and the cultural context and sensible to particular needs of 
individuals and groups;  quality  of goods and services that must be medically and 
scientifi cally adequate (qualifi ed medical personnel, medically approved medicines, 
hospital equipment, appropriate public health) (UNAIDS  2007a ,  b ; WHO et al.  2010 ); 
and  excellence  that includes ethically correct actions. 

 However, reality shows important gaps determined by socio-economical and 
health inequities and poses questions about global, national, and local injustices: of 
the 33.3 million people living with HIV worldwide in 2011, only half knows their 
condition; new infections continue happening, even in newborns, especially in 
Africa, Asia, and Latin America; with new evidence-based guidelines adopted by 
developed countries and international agencies, 1   the antiretroviral treatment cover-
age in the countries with median and low income barely reaches 36 %. 2   Moreover, 
stigma, discrimination, and social marginalization continue affecting the people 
most vulnerable and affected by the infection, among them, men that have sex with 
men, sexual workers, transgender, transvestites, transsexuals, injectable drug users, 
prisoners, and immigrants (WHO et al.  2010 ; see other chapters in this volume). 

 In Colombia, a National HIV/AIDS/STD Program does not exist. Although laws 
(i.e., Decree 1543 of 1997) and offi cial documents express the commitment with 
integral treatment and availability of antiretroviral therapy in the Obligatory Health 
Plan and treatment guidelines, there are several diffi culties in the practise. Offi cial 
reports (Ministerio de la Protección Social  2010 ) inform 79,501 notifi ed cases to the 
Social Protection Ministry from 1993 to 2009 and a prevalence in the general popu-
lation of 0.22 %, with an epidemic concentrated in men that have sex with men 
(seroprevalence between 10.18 and 19.5 %) and increasing in women. The Social 
Protection Ministry’s report estimates coverage of the antiretroviral therapy in the 
identifi ed cases (according to the guides of 2006) of 71 %. However, coverage of 
antiretroviral therapy for the estimated number of people that require treatment is 
only 14–21 % with 2010 guidelines (WHO et al.  2010 ). 

 At present, the biomedical response is necessary but insuffi cient to face this bio-
social disease and its determinants. While the biomedical investigation found that 
HIV is the cause of AIDS and that factors, risk behaviors, and “lifestyles” are causes 
of acquisition of the virus, and proposed diagnostic, prevention, and treatment inter-
ventions, the contributions from social sciences have highlighted social and cultural 
vulnerability to the infection (Farmer et al.  2006 ; Estrada  2006 ); the infl uence of 

1    The new guidelines establish a CD4 count of 350/mm 3  as the lower limit to begin treatment, in 
comparison to the previous count of 200/mm 3 .  
2    By 2009, 8 of the 144 median and low income countries included (Botswana, Cambodia, Croatia, 
Cuba, Guyana, Oman, Romania, and Rwanda) had accomplished universal access to antiretroviral 
therapy (coverage of at least 80 % of the population that needs the treatment), and 21 had accom-
plished a coverage between 50 and 80 % (Argentina, Benin, Brazil, Chile, Costa Rica, El Salvador, 
Ethiopia, Georgia, Lao People’s Democratic Republic, Mali, Mexico, Namibia, Papua New 
Guinea, Senegal, Slovakia, Suriname, Swaziland, Thailand, Tunisia, Turkey, and Zambia).  
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social determinants or, in other words, the circumstances in which the people born, 
grow, live, and get old (CSDH  2008 ), associated to HIV/AIDS; and the social deter-
mination of the process of health and disease according to social position (estab-
lished by social class, access to education, health, ethnic group, sex, gender, and 
age) and the way of life determined by social, historical, political, and economical 
forces (Hernández  2008a ,  b ,  c ) that lead to a wider approach to analyze the problem 
in a more complex and holistic manner. 

3.1.1     Healthcare Crisis 

 The economical crisis of 1970 questioned the State’s role in fi nancing healthcare 
services that become more and more complex and expensive, such as those related 
to HIV disease. Limitations of health resources to attend the needs of the people 
have motivated worldwide permanent public debates (Durand  1999 ; Gracia  1999 ). 
Financing, distribution, and access to health services pose very important problems 
in several Latin American countries where the structural adjustments promoted by 
the neoliberal reforms, suggested by the international fi nancing big agencies (the 
so-called Washington Consensus of 1989), produce a reduction of the State’s role, 
decreasing the resources spent in social sectors and leading to privatization of 
health through the provision of health services by means of private insurances. 
Diffi culties such as tension between effi ciency and quality, and the oversight of 
primary healthcare and the determinants and social determination of health, gener-
ate great inequities in health. This neoliberal model has been strongly criticized by 
different movements of social medicine and collective health of the region, that 
foster the defense of economical, social, and cultural rights in which integral health 
and the political action about the social determination of health are supported 
(Breilh  1998 ; Homedes and Ugalde  2005 ; Hernández  2008a ; De Currea-Lugo 
 2010 ; Laurell  2010 ). 

   Healthcare Situation in Colombia 

 Law 100 of 1993 of the Republic of Colombia, by which the integral social security 
system is created, corresponds to a neoliberal model, ruled by the logic of private and 
individual health insurance, pensions, and professional risks, regulated by market 
dynamics. Due to the high concentration of wealth in the country, with high poverty 
and unemployment indexes, a combined system of public and private fi nancing with 
subsidies for the poorest people was created, and four systems were established (con-
tributory, subsidized, complementary insurances of prepaid medicine, and special 
systems for police and military forces, teachers, and Ecopetrol) with different health 
service plans, which have deepened social inequities in health associated with social 
class. Health teams have suffered the impacts of labor fl exibility with consequences 
on the opportunity and quality of the services provided, and users or clients insured 
continue suffering restrictions in the attention of their health needs and are obliged to 
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follow several formalities 3  (the so-called bureaucratic itineraries by Abadía-Barrero 
and Oviedo  2009 ), among them, legal lawsuits (actions of protection or writs for the 
protection of fundamental rights) to demand the guarantee of their right to health 
(Hernández  2004 ; Abadía-Barrero and Oviedo  2009 ). 

 Furthermore, Farmer’s (2006) concept of  structural violence  describes social 
structures and economic, political, legal, religious, and cultural institutions that cause 
avoidable impairment of fundamental human needs, human health, and life and that 
are linked closely to  social injustice  and oppression. Health problems, and among 
them HIV infection, frequently follow the patterns of wealth distribution, both among 
countries and within countries. Social inequity favors incubation and spread of the 
epidemic (Useche and Cabezas  2005 ; Farmer et al.  2006 ). Structural violence caused 
by historical, political, and current economical processes that determine conditions 
and ways of life 4  (Almeida-Filho  2000 ) and structural inequities of the people and 
groups, motivates discriminatory practises in the institutions, as well as sociocultural 
violence through beliefs, rules, and symbolic discourses, and even direct violence. 
Hence, social inequities in health emerge for the people with HIV, as well as access 
barriers to social and health goods that shape the experiences of PLWHA (Parker 
et al.  2000 ; Castro and Farmer  2005 ; Defensoría del Pueblo  2009a ).   

3.1.2     Stigma and Discrimination Associated with HIV/AIDS 

 One of the greatest taboos of the disease caused by HIV is associated with its con-
nection with sexuality and the way it is interpreted by societies. Its fi rst acknowl-
edgement in the gay community of United States deepened stigma towards 
homosexuals, which has extended to several regions, ratifying the discrimination 
they have been historically subjects of. Women, for their part, are often blamed for 
promiscuous behaviors or, in other cases, they are qualifi ed, by others or by them-
selves, as victims of their partner’s sexual behavior. Stigma and discrimination 
reinforce stereotypes and inequities towards women, sexual and gender diversities, 
sexual workers, and drug addicts (see also Chap.   1    ). 

 The consequences of stigma are discrimination towards infected people or those 
considered at risk, with different levels of violence directed to them, denial of the 
disease by the majority of the population, and diffi culties of access of the individu-
als to diagnostic services and health prevention. Self-stigma or perceived stigma is 
associated with barriers in the diagnosis, prevention, and treatment of the disease 
caused by HIV, efforts to hide the diagnosis, low adherence to the treatment, and 

3    Abadía-Barrero and Oviedo ( 2009 ) propose a theoretical and methodological construct that links 
the personal experience of illness with the health system's structure called bureaucratic Itineraries 
and concluded that managed care in Colombia has created complex bureaucracies that delay and 
limit care, demand legal lawsuits, and lead to negative impacts in the patients’ health and lives.  
4    Naomar Almeida Filho introduces the concept of way of life to consider that processes of health-
sickness are complex, fragmented, confl ictive, sociohistorical, and political. This demands to take 
into account not only the individual conducts towards health but also sociohistorical dimensions 
that include social class, social relationships of production, and symbolic aspects of the daily life.  
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problems with follow-up in healthcare. It seems that the effective reduction of 
stigma is an important goal of public health in order to prevent and treat HIV infection 
(Herek et al.  2002 ; Abadía-Barrero and Castro  2006 ; Varas-Díaz and Toro- Alfonso 
 2007 ; Fair and Ginsburg  2010 ; Arrivillaga-Quintero  2010 ). 

 Fulfi lled, acted, or represented stigma refers to real experiences of discrimina-
tion. There can be symbolic manifestations of rejection and condemnation towards 
people and groups associated with HIV/AIDS or instrumental measures of protec-
tion or avoidance of interactions with PLWHA due to fear of being infected that can 
lead to loss of labor rights, reduction of health benefi ts, violence, and social exclu-
sion (Brown et al.  2001 ; Herek et al.  2002 ; Nyblade  2006 ; Logie and Gadalla  2009 ; 
see chapters in Parts I and II in this volume). 

 Health professionals as part of a community can also share bias and stereotypes 
of the society. When these stigma and discrimination practises occur in the fi eld of 
healthcare, the consequences are negative due to power relationships that can be 
exerted by health professionals, sometimes unconsciously, which can limit the access 
to services, impose additional barriers, or reinforce stigma and distancing of the 
patients from the healthcare system (Sowell et al.  1997 ; Ruiz-Torres et al.  2007 ; 
Gañezak  2007 ). Stigma and discrimination directed towards people with HIV not 
only violate human rights but also go against the obligations and ethical principles of 
health professionals (Andrewin and Chien  2008 ; see also Chap.   6     in this volume).   

3.2     Contributions and Pitfalls of the Rights Response 
to HIV/AIDS 

 In the international agenda, a response to the disease caused by HIV with an 
approach from human rights was included. In 1987, WHO proposes the Global 
Strategy for Prevention and Control of AIDS, leaded by Jonathan Mann, appealing 
compassion, solidarity, and respect of human rights of the PLWHA, in response to 
moral indignation, pressure exerted by the social movements, and the acknowledge-
ment that the protection of human rights is a necessary element for public health 
responses, given that its success depended on cooperation among infected and risk 
populations, which could not be accomplished with the traditional coercive mea-
sures. This is what has been called the strong-willed or “voluntarist” consensus 
(Bayer  1996 ). This approach has been promoted to nations from international coop-
eration agencies. Through the years, the protection of human rights has become a 
key point to accomplish respect to dignity of the people infected, affected, and vul-
nerable by HIV/AIDS and to reduce the vulnerability to the disease (Mann et al. 
 1994 ; Aggleton et al.  2003 ; Gruskin and Tarantola  2008 ). 

 The proposals of Latin American social medicine and collective health also 
advocate, since 1970, for multidisciplinary knowledge and practises that help to the 
comprehension of health/sickness processes and to its social determination in local 
and global contexts, looking for social transformations with the participation of 
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individuals and communities to achieve individual and collective well-being in 
terms of justice, equity, and solidarity (Breilh  1998 ; Hernández  2008a ,  b ). 

 The principles of central human rights that must be taken into account for people 
with HIV or AIDS are: neither stigma nor legal, institutional, or procedural dis-
crimination; inclusion and active participation of the people and communities 
affected, in the programs and politics directed to them; acknowledgement of vulner-
able and marginalized individuals and communities; and guarantee of the right to 
health. But above all, it is very important to fi ght in order to bridge the gaps between 
rhetoric declarations and real integration of human rights to the integral response to 
AIDS (UNAIDS  2007a ,  b ; Fee et al.  2008 ). 

3.2.1     The Situation of Rights and HIV/AIDS in Colombia 

 In Colombia, poverty conditions of an important proportion of the population who 
suffer great hardship, social inequities, unemployment, forced displacement, and 
the prolonged internal confl ict, increase vulnerability to HIV/AIDS and limit institu-
tional and civil society’s responses. Furthermore, sociocultural barriers persist, such 
as male chauvinism, homophobia, sexual violence, sex due to economic pressure, 
ethnographic ignorance of sexuality, and lack of perception of risks and of fair 
access to information and integral assistance services (Onusida  1999 ; García et al. 
 2006 ). Binary classifi cation of sexuality and gender, and heterosexism (with the 
correspondent homophobia, lesbophobia, and transphobia) are embedded in our 
country’s culture, mostly related with the Judeo-Christian tradition and other reli-
gious beliefs, although the international and national legal frames have established 
rights of the people regarding sexual and gender diversities and the need to elimi-
nate any discriminatory treatment that could harm human dignity. The feeling of 
guilt implies the “transgression” of religious precepts, blames and distances the 
infected people, or the ones that are suspected to be, from access to diagnosis, 
health care services, and treatment, and generates barriers to assume their own pro-
tection and the protection of their sexual partners. 

 Behaviors of HIV and AIDS epidemic and responses to it in Colombia, have 
also been complex. In this dynamic scenario, diverse actors with different perspec-
tives, motivations, and interests have participated and participate: international 
cooperation organizations (WHO, PAHO, UNAIDS, World Bank, among others), 
the State with its policies, movements of the civil society, patients that claim rights 
to satisfy their health needs, members of religious communities, the private indus-
try (mainly pharmaceutical companies) and health, and professionals of law and 
social sciences. The complex interactions of these ethical, social, ideological, 
political, and economical forces with the institutional guidelines and the interests 
of broad sectors of the population, in different historical moments, have led to 
advances, backwardness, and new challenges in public measures directed to HIV/
AIDS. Since 1987, the Ministry of Health has carried out different programs and 
activities related with the HIV infection and AIDS, with greater or lesser success 

8 Stigma and Discrimination Towards People Living with HIV…



142

and regularity, with greater or lesser multi-sectorial and plural participation, and 
with greater or lesser support of national organizations that bring experiences from 
other countries. 5  

 In a study based upon historical and ethnographic data, and data from in-depth 
interviews, Abadía-Barrero ( 2004 ) compares the policies regarding HIV/AIDS in 
Brazil and Colombia. The National Program of Sexually Transmitted Diseases and 
AIDS of Brazil is a successful example of prevention and universal and free treat-
ment, due to their policies linked to the guarantee of the right to health, built with 
the participation of several social sectors: the State, health professionals, NGOs, 
and PLWHA associations that have shaped social movements with a participative 
and critic sense of social medicine movements of Latin America. Colombia, on the 
other hand, lacking a national AIDS program, is still missing the epidemiologic 
information, and there is no national organization to promote the interaction between 
the government, the private sector, and the civil society or the coordination of 
organizations of the civil society, which translates into fl aws in preventive and 
welfare programs. 

 The epidemic of HIV/AIDS that affected in its beginning and continues affect-
ing, in a particularly strong and visible manner, gay males and other men that have 
sex with men led to social responses to face the “synergy of stigmas” (Parker and 
Aggleton  2003 ) through politicization not only of HIV infection but also of sexual 
diversity (Fernandez et al.  2005 ; Pecheny and De la Dehesa  2011 ). The widening of 
democracy and of the pluralistic ethical and political proposals favor the emergence 
of new political subjects and the politicization of the diversity of sexual and gender 
identities that must face the opposition of the most conservative sectors of the society 
in the claim of their human rights (Sánchez  2009 ; Gallego  2011 ). 

 In Colombia, the Political Constitution of 1991 establishes that all people are born 
free and equal in the eyes of the law, they will receive the same protection and treat-
ment from the authorities, and they will have the same rights, liberties, and opportuni-
ties without any discrimination due to sexuality, gender, race, national or familiar 
origin, language, religion, or political or philosophical reasons. The path to accomplish 
the rights for sexual diversities did not respond in great measure, unlike other countries 
such as Mexico, Argentina, and Brazil, to social mobilization but to the social organiza-
tion “Colombia Diversa” that focused on constitutional lawsuits of laws regarding 
family, social security, penal security, and military and police regimen. 6  

5    In 1991, the Decree 559 was promulgated and it established the rules about integral attention and 
the duties and rights of the sick people and created the National Council of AIDS. It was abolished 
in 1997 by the Decree Nº 1543, with an emphasis on the regulations for adequate diagnosis and 
integral treatment and on the need to establish grounds for the protection of the fundamental rights.  
6    The favorable rulings of the Constitutional Court led since 2007 to the acknowledgement of the 
rights to patrimony, health, pensions, alimentary security, and citizenship to partners of the same 
sex. The National Management of the National Police promulgated an administrative management 
in 2009 looking towards “ensuring respect and special protection to the Lesbian, Gay, Transsexual, 
and Bisexual (LGBT) population in the political frame of police management based in humanism” 
(Gallego  2011 ).  
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 However, the rifts among legislation, public policies, and everyday practises, 
with disparity between formal laws in “the paper” and their implementation, are 
frequent (Gallego  2011 ; Pecheny and De la Dehesa  2011 ), as several and recent 
studies in the country have ratifi ed. The National Survey of Demography and Health 
(Profamilia  2010 ) revealed that only 27 % of the women polled have a comprehen-
sive and integral knowledge about HIV transmission and the individual measures to 
prevent the acquisition of the virus, and up to 85 % of the women informed different 
attitudes of rejection towards PLWHA. The result of the index of stigma 7  applied to 
a sample of 1,000 people with HIV/AIDS of different regions of the country revealed 
that 24 % of the interviewees referred violation of one of their rights in the last year 
due to their condition of HIV infected. Forty-three percent of those polled refer to 
have lost their job in the last year, with differentials based upon sex and gender: it 
affects transgender individuals in 68 %, women in 24.5 %, and men in 19.6 % of the 
cases. Twenty-nine percent of the interviewees have been denied at least once access 
to health services; in some regions, between 20 and 25 % of those polled are not 
receiving antiretroviral therapy, and the proportion is greater in the transgender 
group (36 %). 

  La Defensoría del Pueblo  8  presented the results of a qualitative study carried out 
in Valle del Cauca, Colombia, where cases of systematic violation of the rights of 
populations of sexual and gender diversities have presented with episodes of dis-
crimination, degradation, violence, and homicide. In the interviews, social margin-
alization, episodes of discrimination, incidents of stigmatization as “deviant” or “ill 
of AIDS,” absence of public policies, and direct violence exerted by the authorities 
and “social cleaning” 9  groups stood out, which ratifi es the structural, symbolic, and 
direct violence they suffer (Defensoría del Pueblo  2009a ).   

3.3     Subjectivities and Intersubjectivities in Response 
to HIV/AIDS 

 Diagnosis of HIV or AIDS produces a crisis in daily life and confronts people with their 
body and their sexuality, with their frailty, and with the perceptions of threat to others. 
“Living with HIV confronts social metaphors” (Grimberg  2003 ), social stigmas, and the 

7    According to Press Summaries of Onusida 2011 about the book Vocespositivas. Resultados del 
índice de estigma en personas que viven con VIH presented on September 21, 2011 in Bogotá. 
This book is the result of the investigation made by Simpaqueba J, Pantoja CP, Castiblanco B, and 
Avila C, with the support of Onusida, Ifarma, and the Colombian network of people living with 
HIV or AIDS.  
8    Organization of the Colombian State whose function is based on promotion, protection, and dif-
fusion of human rights.  
9    Social cleaning in Colombia is a combined strategy of different actors in the confl ict, initially 
directed towards left-wing political groups. Since 1990, its targets have been young drug addicts, 
drug sellers, prostitutes, effeminate males, travesties, transgender, and transsexuals labeled as 
“AIDS people” (Gallego  2011 : 117–118).  
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institutions that have medical power. The reactions of each person are determined by the 
personal biography embedded and in interaction with the social, cultural, and ideologi-
cal environment (Konstantinidis and Cabello  2008 ; Grimberg  2009 ). 

 In a meta-synthesis of 54 qualitative studies carried out in United States and pub-
lished between 1990 and 1998, Barroso and Powell-Cope ( 2000 ) defi ne different 
metaphors related with the experience of living with HIV:

    1.    Disastrous, paralyzing, and associated to death, punishment, sin, and self-stigma.   
   2.    Focus in I, in the physical and emotional self-care.   
   3.    Search of the meaning of living with HIV through faith, from spiritual enrich-

ment, and even through a miracle. This search can be expressed in the form of 
trust and adherence to medical interventions, but, in some occasions, it can also 
be centered in options of hope different to the medical speech.   

   4.    Creation of human bonds, emergence of the feeling of belonging to a family and 
a society, and interactions in support groups and social networks.   

   5.    Efforts to maintain an active role in the care, to make decisions, to become 
experts, to participate in healthcare, and to claim rights.    

  From Foucault ( 1976 ) and Bourdieu ( 1997 ) categories, we could say that in the 
social, scientifi c, ideological, and political fi elds in which HIV/AIDS emerges and 
develops, inequitable structures and discourses of stigma, discrimination, and con-
trol about the bodies of the individuals ( anatomo-politics ) and of the population 
( biopolitics ) exist through the power of medicine and male and heterosexist domi-
nation. This generates structural, sociocultural or symbolic, and direct violence 
towards the individuals and communities vulnerable, infected, and affected by HIV/
AIDS, exerted potentially in family, community, and institutional scenarios. 

 Nevertheless, this coexists with scientifi c and social investigations and discourses 
about this biosocial phenomenon that identify the cause of AIDS (HIV as the etio-
logical agent), the causes of acquisition and transmission of the virus (risk factors 
and behaviors, lifestyles), the causes of these causes (social vulnerability, social 
determinants of HIV infection), and the economic and political causes that determine 
health and sickness in individuals and societies (social determination). On the other 
hand, interdisciplinary studies critical of the analysis of gender (studies of feminism 
and masculinities) and sexuality (sexual orientations) assume that it is about political 
human organization determined historically by relationships of power. The perspec-
tives are diverse in a continuum from the modern emphasis in the essence of human 
nature to the postmodern emphasis in the fl uent and unstable human condition ( queer  
studies) and in the criticism of identities, passing through the analysis of singular 
difference (of sex, gender), the multiple differences, and the intersection differences 
(sex, gender, ethnic group, social class, ethnocentrism) (Beasley  2005 ). 

 These academic contributions question binary approaches about gender and sex-
uality and social relationships of power of masculine domination and hetero- 
regulations. The capacity of power and agency through transformation, knowledge, 
participation, and cooperation, even in global networks, enables critical sectors of 
PLWHA, activist groups, and other social movements of human rights defense 
(even from professional medical and legal fi elds) to put forward discourses of 
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acknowledgement and respect to sexual and gender diversity, and claim and obtain 
the guarantee of the rights they hold. Achievements can be individual, but they are 
also capable of transforming institutions and previous structures towards new social 
orders in search for equity and justice. In words of Abadía-Barrero and Oviedo-
Manrique ( 2008 ), subjectivities depend on the cultural capitals accumulated in sto-
ries of life that interact with other sociohistorical networks of power at an individual, 
communal, and institutional level with other subjectivities and with the structures. 
From this complex and dynamic interaction, individuals or, rather, “structured inter-
subjectivities” with capacity of action (agency), successful or not, may emerge to 
face different hegemonic and oppressive systems. 

 It also becomes evident that doctors (and, in general health professionals) are in 
permanent tension between different obligations that pose ethical problems. On the 
one hand, professional obligations and bioethics demand them to make decisions 
and act according to the principles of nonmalefi cence that implies to follow good 
clinical practises and offer their patients the best diagnostic, preventive, and thera-
peutic available procedures, and benefi cence that implies acting according to the 
best interests of their patients respecting their autonomy and in a frame of distribu-
tive justice and equity (Beauchamp and Childress  2009 ). On the other hand, health 
institutions interested in profi tability and effi ciency demand them to cut expenses 
and limit services, restricting their professional autonomy and the realization of the 
professional excellence ( areté  in Greek). Besides, the traditional Hippocratic pater-
nalism that still persists in Latin American and Colombian clinical scenarios makes 
diffi cult for doctors to accept the claims of rights of autonomous and informed 
patients capable of questioning the medical knowledge. Doctors do not practise 
medicine in the void; they are embedded in the society and have internalized, to a 
greater or lesser degree, stigmas related with HIV infection and sexuality, which can 
lead, in occasions, to discriminatory attitudes and actions, even in an unconscious 
manner, creating barriers to access healthcare services. 

 The professional practise scenario is complex and confl ictive: doctors do not 
fl aunt anymore the power of exclusivity of the medical knowledge, although some-
times they fi ght to maintain it; the blind trust in doctors does not exist anymore; 
professional exercise has become bureaucratic with managed care; the patient- 
doctor relationship has suffered great transformations with interference of third 
parties, questionings to their power, and limitations to their autonomy; the neolib-
eral model has led to fl exible labor conditions and reduction of income; the public 
claims for receiving a dehumanized attention and so on (Pellegrino  1999 ). 

 All of this poses ethical problems that are diffi cult to solve and can lead to differ-
ent reactions and attitudes from professionals: submit and adapt to the system, with 
the risk of even converting the profession into a trade often perceived as exhausting 
and unsatisfactory and frequently criticized by users; try to maintain, with great 
personal and emotional costs, the balance among all demands and obligations to act 
with professional excellence “in spite” of the contextual diffi culties and limitations; 
or critically question the model of healthcare, become ethical and political subjects 
capable to refl ect about the professional daily routine embedded in a sociohistorical 
process, and actively participate in social transformation.  
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3.4     The Writ for the Protection of Fundamental Rights (WPFR) 
in Colombia as an Institutional Mechanism to Exert Agency 

 The WPFR or injunction is the mechanism by which any person can claim before 
judges the protection of their constitutional fundamental rights when these are 
violated or threatened by the action or omission of any public authority or any 
individual.  La Defensoría del Pueblo  has made two wide reports about WPFRs in 
relation with the right to health in the country. The fi rst report (from 1999 to 2005) 
revealed that a third of the WPFRs corresponded to demands of the right to health 
and that of this third, 8 % corresponded to requests related with HIV (Defensoría 
del Pueblo  2009b ). The report of 2010 shows that the right to health was the sec-
ond cause invoked by the plaintiffs to give notice of WPFR (23 % of the 403,380 
WPFRs reviewed). 10   It is notorious to observe that in data presented in the report 
of 2010, the WPFRs related with HIV/AIDS decreased to 1 % (Defensoría del 
Pueblo  2011 ). This mechanism of WPFR has allowed people to have a legal 
option to demanding the guarantee of their fundamental rights but also has diffi -
culties and limitations: it entails additional procedures in the “bureaucratic itiner-
ary” (Abadía-Barrero and Oviedo  2009 ) to gain access to social and health goods 
and services; the judges do not always rule in favor of satisfying the needs of 
healthcare of the people, and its individual character may encourage inequalities, 
since those who have more information and cultural capital will have more access 
and will accomplish a better use of these legal mechanisms. Finally, when the 
demand for the right falls in the individual, a stance of liberal tradition that legally 
reduces the possibilities of collective rights conquered in social struggles is fol-
lowed (Abadía-Barrero et al.  2008 ). 

 The Colombian Constitutional Court (CC) 11  periodically reviews the WPFRs’ 
rulings of the judges and is the last instance to appeal the WPFR cases. The com-
plete text of these rulings of the CC is published for public access in the Court’s 
webpage. 12   With the aim of analyzing the constitutional discourse of human and 
fundamental rights in relation with HIV/AIDS and comparing it with violations 
and threats experienced by the individuals with HIV/AIDS that give notice of WPFR, 
in May of 2011 a search was made in the webpage of the CC, through the search of 
minutes in thematic index with the descriptors “stigma” or “discrimination” and “HIV” 
or “AIDS.” This search gave 218 records from 1992 to 2011. The abstracts were 
reviewed and 88 were selected for complete reading, content analysis, interpretation, 

10    In 80 % the sentences were favorable to plaintiffs, and in the majority of those denied, the causes 
were lack of object due to decease of the plaintiff or superseded event, considering that the entity 
in demand voluntarily recognized the right.  
11    Was created by the Political Constitution, to be in force since July 7 of 1991. It belongs to the 
judicial branch of Public Power and has the responsibility of protecting the integrity and suprem-
acy of the constitution and reviewing the judicial decisions of the writ for protection of the funda-
mental rights contemplated in the constitution.  
12      www.corteconstitucional.gov.co      
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and categorization according to date, the request based upon the plaintiff’s rights, 
and the grounds invoked by the Court for the ruling. 

 Next, I present the main outcomes of the review of the Court’s rulings. 

3.4.1     Equality of Rights of the PLWHA, Principles of Human Dignity 
and Solidarity 

 Since its fi rst rulings, such as one in 1992, the CC has ordered hospitals to provide 
free medical attention to any patient with AIDS in a precarious economical situa-
tion, stressing equality of rights of the PLWHA and the principles of human dignity 
and solidarity as foundation of the Social Entitlement State. It establishes the State’s 
obligation to avoid stigma and discrimination. It refers to AIDS as a threat to public 
health that requires a national strategy together with the protection of human rights, 
the respect of the autonomy through the process of informed and free consent for 
the realization of the diagnostic tests, and the provision of integral healthcare to the 
PLWHA. The principle of solidarity demands efforts to prevent HIV/AIDS, attend 
the health needs of PLWHA, and to avoid discrimination taking into account the 
threat that the lack of support can mean to the society (T-505-1992 13 ). 

 This points out the perception of epidemic mortal and transmissible disease that 
requires a medicalized response and the incorporation of the “voluntarist consen-
sus” (Bayer  1996 ) in the adoption of measures of public health based on respect and 
protection of the human rights of the people affected to gain their collaboration (Fee 
et al.  2008 ).  

3.4.2    Equality of Rights and Nondiscrimination of Homosexuals 

 Some citizens objected the decision of the National Commission of Television of 
prohibiting an advertising message of HIV prevention in which two men kissed 
passionately. The Court does not question the administrative decision itself, but 
emphatically rules in favor of equality of rights of homosexuals. The fair treatment 
towards homosexuals must be based upon respect, consideration, and tolerance, and 
they cannot be object of discrimination. The relationships of justice are based upon 
the principle of equality that implicated essential identity but existential diversity of 
all human beings. 

 During this process, a psychiatrist presented an expert contradictory report, 
where homophobic expressions can be observed: he points out that according to 
Freud, “homosexualism” cannot be classifi ed as disease, but he also states that it is 
not necessary to turn to “deviant demonstrations of eroticism” because it can affect 
the development of children and adolescents (T-539-1994). 

13    The T represents “tutela” (Spanish for WPFR) and is followed by the number of registration and 
then the year.  
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 The texts show opposite discourses about the interpretations of homosexuality: 
defense and appreciation of the diversities in a humanistic framework of the funda-
mental rights of equality and nondiscrimination, and the use of scientifi c discourses 
not well argued by which the psychiatrist tries to support the exposition of his ideas 
and personal prejudices.  

3.4.3    Stigma and Discrimination of the PLWHA in the Community 

 A board of communal action fi led a WPFR claiming the closing of two passing 
homes for PLWHA. The neighborhood complained of the social, economical, and 
moral damages, of risking the life of the community’s inhabitants due to the pres-
ence of “people with effeminate behavior, infected and contaminant,” and of the 
danger that these “homosexual men sick of AIDS” represent for the children and 
youth (T-082-1994). 

 The representations of the disease in the society in relation with fear of infection 
and stigmas superimposed by AIDS and homosexuality stand out, contrast with the 
State’s callings to solidarity. Besides, the supportive compromise and activities of 
communities that show concern for others and for providing attention is remarkable.  

3.4.4    Protection of the Right to Health 

 Initially, the Court supported the provision of medical services to the PLWHA based 
upon the right to health in connection with the fundamental right to health, dignity, 
and integrity. Since 2008, the Court has considered the right to health as a funda-
mental right with two dimensions. First of all, it forces to provide the services 
included in the Obligatory Healthcare Service ( Plan Obligatorio de Salud, POS ), 
and, in exceptional cases, when the right to a life with dignity or integrity is com-
promised, the person could demand the services not included in  POS  (Sentence 
C-760 de 2008). 

 The Court insisted in the necessity of the PLWHA to receive special protection 
for being in a circumstance of evident weakness, in the principle of solidarity of all 
the community members, and in their right to receive a diagnosis, social security, 
and integral, continuous, and timely treatment. The Court has also manifested that 
the principles of medical ethics include the duties to care for the health of human 
beings and to foster prevention of diseases and respect to life and that doctors can-
not put the economical interests of  EPS  before the interests of their patient. Hence, 
it has been ordered:

•    Carrying out the necessary exams for monitoring the disease and for the treat-
ment: viral load test (T-278-01, T-849-01, T-1120-01, T-1121-01, T1151-01, 
T-068-02, T-070-02, T-113-02, T-116-02, T-142-02, T-194-02, T-197-02, T-220-
02, T-279-02, T-755-02, T-845-02, T-082-04, T-026-03) and genotyping of the 
virus (T-074-05)  
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•   Handling of antiretroviral drugs (SU 480-1997, 14   T-092-99, T-230-99 T-036-01, 
T080-01, T012-02, T-697-04, T-1199-2004, T 067-05, T-262-05, T271-06)  

•   Provision of other services: food supplements (T-159-06, T-806-06), dental care 
(T-843-04), prophylactic treatment after an accident at work to a nurse that suf-
fered a prick from a HIV positive source (T-993-02), facial fi lling with hyal-
uronic acid for the treatment of lipoatrophy secondary to the use of antiretroviral 
drugs (T-744-10)  

•   Maintaining continuity of healthcare to a person with HIV while the intricate 
proceedings to access the subsidized health system are solved (T-557-10)    

 We can observe an important gap between the right to health and Law 100, 
shown in multiple WPFRs with the aim to satisfy the health needs with quality and 
equity in comparison with provision of services based on effi ciency and profi tabil-
ity. The CC recognizes the presence of “bureaucratic itineraries” (Abadía-Barrero 
and Oviedo  2009 ) as access barriers to opportune healthcare with excellence. 

 The problems of the relationship between patients and doctors can also be 
observed with the bureaucratization of the practise of medicine and the administra-
tive demands and limitations imposed to doctors.  

3.4.5    Protection of Labor rights 

 The Court has pronounced in several opportunities against discrimination in the 
working environment, about the prohibition of requesting tests to have access or 
staying in the workplace, the non-obligation of informing employees, and confi den-
tiality. In the practise, reinforced labor stability of PLWHA is demanded due to their 
situation of evident defenselessness and the principle of solidarity, which implies 
the prohibition of being fi red because of their disease and, if necessary, job reloca-
tion to ensure good labor conditions(SU-256-96, T-843-04, T-469-04, T- 238-08, 
T-295-08, T-490-10, T-665-10, T-025-11). In other cases, the CC ordered the trans-
fer of the PLWHA to cities where they can have better access to health services 
(T-805-10) and where they can have additional protection, as in the case of a worker 
victim of forced displacement (T-665-10). 

 These examples confi rm the existence of stigma and discrimination in the work-
ing place. In occasions, work can become a barrier for access to health. Tough work-
ing conditions of some people, determined by the country’s internal confl ict, are 
also observed.  

3.4.6    Right to Privacy and Confi dentiality 

 In different sentences, the Court has insisted on the protection of the right to privacy, 
defi ned as the intangible space immune to external intromissions and in the duty to 

14    SU means Unifi ed Sentence and this SU gathers seven WPFR.  
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maintain confi dentiality of the diagnosis of HIV infection in medical, legal, and 
labor fi elds. In the sentence T-509-10, a calling is made to judges for unknowing the 
special request the plaintiff made in his WPFR to guarantee his right to privacy and 
honor given his condition of HIV carrier. 

 The investigation draws attention to the fact that although the Court has pro-
nounced itself in the obligation of maintaining anonymity of the PLWHA in legal 
sentences, this was only fulfi lled in some of the reviewed Court sentences. In most 
cases, the complete names of the subjects appear, and this information is available 
for the public in Internet. 

 In this chapter, I found an important gap between the constitutional grounds and 
principles in Colombia that invoke the defense of fundamental rights and that in the 
ideal world should rule institutional actions, and even family and social interactions, 
and practises in the real world at an individual, communal, and institutional level, 
where stigma and discrimination are frequent. These practises are embedded in stig-
matizing and discriminatory symbolisms of cultures and in structural inequities 
determined by production systems. 

 Therefore, according to the modern approach of ethics and its universal princi-
ples of equality, justice, and solidarity, all types of unfair discrimination are con-
demned, while the most postmodern approaches tend to value and respect diversity 
in all its expressions. The challenge, at an individual as much as at a collective and 
institutional level in the contemporary societies, is to preserve, and even to favor, 
expression of human diversity without differences being translated into inequalities 
and injustices (Hottois  2007b ).    

4     Conclusion 

 Through a journey across some biomedical, sociocultural, political, and ethical 
aspects related with HIV/AIDS at a global level and with reference to Colombia, we 
wanted to show the complexity of stigma and discrimination towards the PLWHA, 
as well as their consequences and responses aimed to fi ght them. We could fi nd 
advances achieved in confl ictive interactions in social life are refl ected in academic, 
political, and legal documents and discourses. But, we also found discourses and 
practises that favor discriminatory and unfair treatments and that reinforce inequi-
table social structures. The challenge is to continue advancing in the consolidation 
of the achievements that modernity left unresolved and in assuming the challenges 
set out by postmodernity in a critical and participative manner.     
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1            Introduction 

 A growing body of evidence suggests that the stigma experienced by people living 
with HIV/AIDS (PLWHA) may worsen health outcomes. More than 30 years into 
the HIV/AIDS epidemic in the United States, HIV and AIDS stigma and discrimi-
nation continue to present serious barriers for prevention and treatment efforts. This 
is particularly true of populations most at risk which generally include individuals 
who have multiple marginalizing identities (i.e., racial or ethnic minority, sexual 
minorities, and those in poverty). African Americans living with HIV/AIDS face 
multiple stigmas, including those based on race as well as HIV. Some also confront 
stigmas associated with minority sexual orientation, intravenous drug use, or com-
mercial sex work (Kalichman  1998 ). Reidpath and Chan ( 2005 ) argue that multiple 
stigmas are additive, with the experience of multiple stigmas likely more intense 
than the experience of only one. See Chap.   2     and chapters in Part I in this volume. 
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 Furthermore, stigma has been associated with a reluctance to disclose HIV status 
to sexual partners, which can contribute to the further spread of HIV (Klitzman 
et al.  2004 ; Ware et al.  2006 ; Rao et al.  2007 ; Kinsler et al.  2007 ; see also Chap.   5     
in this volume). African Americans have reported diffi culties in disclosing their 
HIV status and associate this diffi culty with the degree of HIV stigma in the African 
American community (Black and Miles  2002 ; Brooks et al.  2005 ). 

 Perhaps most problematically, multiple studies have shown that HIV stigma is 
associated with decreased treatment adherence for persons living with HIV/AIDS 
(PLWHA) (Golin et al.  2002 ; Klitzman et al.  2004 ; Rintamaki et al.  2006 ; Ware 
et al.  2006 ; Rao et al.  2007 ). Many African Americans living with HIV/AIDS have 
reported that they lack confi dence in being able to adhere to HIV treatment regimens 
(Siegel et al.  2000 ). Many note that closely adhering to their antiretroviral regimens 
can lead to unintentional disclosure of their HIV status (Rao et al.  2007 ). These factors 
likely contribute to low rates of adherence for African Americans living with HIV/
AIDS. Adherence to antiretroviral medications has been shown to be the single most 
important factor in reducing the morbidity and mortality of HIV/AIDS (Chesney 
et al.  1999 ). Taken together, the research suggests that unchallenged stigma that is 
internalized may be increasing the spread of HIV and increasing its morbidity and 
mortality among African Americans living with the illness.  

2     Theoretical Framework 

 Stigma can be divided into two types: public and internalized (sometimes called self) 
stigma (Rusch et al.  2005 ; see also Chaps.   1     and   2     in this volume). In our work, we 
defi ne public stigma as the reactions of others (healthcare professionals, employers) 
to characteristics they perceive as negative in a person affected by an undesired con-
dition. Internalized stigma occurs when public stigmas are perceived by a person 
with an undesired condition, and the person with the undesired condition concurs 
that the stigmas apply to himself or herself. Internalized stigma has been associated 
with a low self-esteem, worsened self-effi cacy, depression, anxiety, and hopelessness 
(Lee et al.  2002 ; Treisman and Angelino  2004 ; Corrigan et al.  2006 ), loss of employ-
ment, and diffi culty with integration into the community (Corrigan and Penn  1999 ). 

 The severity and impact of HIV stigma on the individual appears to stem from 
the connection of the disease with death and the taboo subject of sexuality. In addi-
tion, HIV stigma has been tied to people living at the margins of society who often 
struggle with multiple stigmatizing conditions, such as being poor, female, and an 
injection drug user. Sometimes, this is called  intersectional stigma  (Berger  2006 ). 
Reidpath and Chan ( 2005 ) have argued that the impacts of multiple stigmas are 
additive, making the experience of multiple stigmas more severe and more diffi cult 
to overcome than the experience of a singular stigma. Specifi cally, factors such as 
gender, poverty, and culture can exacerbate a person’s experience of stigma and 
make the negative impact of stigma more severe and pervasive. 

 Interdisciplinary teams of researchers have investigated the relationship between 
public and internalized stigma. Link and Phelan ( 2001 ) theorize that people with 
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stigmatizing conditions presume that others will devalue and reject them, because 
they apply society’s negative judgments to themselves. Such a response is believed 
to prompt a vicious cycle of withdrawal and further stigmatization.    Corrigan et al. 
( 2006 ) found support for their model of internalized stigma (Fig.  9.1 ), which details 
the mechanism by which public attitudes lead to personal responses and self-esteem 
decrements (Corrigan and Watson  2002 ; Corrigan et al.  2006 ). In this model, people 
with an undesired condition become aware of public stigma about the condition 
(stereotype awareness). Internalized stigmatization and its associated self-esteem 
decrement arise when people with the condition agree with public stereotypes and 
concur that these stereotypes apply to them. See Chap.   2     in this volume for detailed 
discussion of this issue.

3        Internalized HIV Stigma Among African Americans 

 For African Americans, factors contributing to increase in internalization of stigma 
have included cultural disconnectedness (perceived mismatch between predominant 
HIV prevention discourse and the life experiences and cultural context) and lack of 
support from religious institutions (Newman et al.  2008 ). Black churches have a 
great deal of infl uence and power in the African American community, have histori-
cally shaped health perceptions and behaviors, and have been a leader in increasing 
access to health promotion programs. In the African American community, church- 
based support may function as a psychosocial resource that provides understanding 
for stress associated with discrimination (Utsey et al.  2008 ). Other factors include 
discrimination (sexism, racism, poverty, homophobia) and lack of HIV prevention 
activities (involvement of religious institutions, mainstreaming, access to health-
care, ethno-specifi c services) (Newman et al.  2008 ). Internalized stigma among 
HIV patients and their caregivers also causes them to expect or anticipate discrimi-
nation and ostracism if they disclose their HIV status (Lichtenstein  2004 ; see also 
Chap.   5    ). According to Foster and Gaskins ( 2009 ), internalized stigma among older 
African American men was a factor of four constantly emerging themes: disclosure, 
external stigma experiences, lack of HIV/AIDS education, and lack of acceptance 
of the disease in the community (Foster and Gaskins  2009 ; see also Chap.   21    ). 
Among African American women, fi ndings indicate that perceived availability of 
social support, sources of available support, and satisfaction with the available sup-
port are all signifi cantly and inversely related to depression, whereas perceived 

Agreement
with

Stereotype  

Self-esteem
decrement 

Belief that
stereotype

applies to self  

Stereotype
Awareness

  Fig. 9.1    Corrigan et al. ( 2006 ) model linking public stereotypes with internalized stigmatization       
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stigma and internalized stigma are signifi cantly and positively related to depression. 
Perceived stigma and internalized stigma also contribute negative to mediate the 
positive effect of sources of available support on depression (Vyavaharkar et al. 
 2009 ). See also Chaps.   11    ,   12    ,   16    , and   17     in this volume.  

4     Measurement of Internalized Stigma 

 In order to determine the effectiveness of internalized stigma reduction interven-
tions, investigators need outcome measures of internalized stigma that have good 
psychometric properties and are free of measurement bias. A handful of measures 
of internalized stigma exist, but they are illness-specifi c and do not capture the mul-
tiple stigmas associated with HIV/AIDS (Nyblade  2006 ). Nyblade ( 2006 ) recom-
mends that measurements of stigma for PLWHA include questions that assess 
multiple stigmas or the stigmas associated not only with HIV/AIDS but with race/
ethnicity, homosexuality, intravenous drug use, and other stigmatizing conditions. 
As a way of measuring multiple stigmas, questions that assess internalized stigma 
can be generic or illness nonspecifi c. After conducting a thorough literature review 
of validation papers that address the measurement of stigma associated with a vari-
ety of conditions, Van Brakel ( 2006 ) points to a lack of generic measures of stigma. 
He also discusses that similarities in the experience of stigma across conditions 
exist and recommended the development of a generic measure of stigma, in order to 
avoid duplication and foster research collaboration. This study proposes to ensure 
the cultural applicability of items from the Stigma Scale for Chronic Illness (Rao 
et al.  2009 ), a scale developed to assess stigma across conditions, for African 
Americans living with HIV.  

5     The Study 

 We set out to gather data from participants on their evaluation of a bank of stigma 
items. We used qualitative methods to achieve this aim, taking a phenomenological 
and content analytic approach to data collection and analysis. Our team developed 
the stigma item bank and scale for chronic illness as part of a National Institute of 
Neurological Disorders and Stroke funded contract to develop quality of life mea-
sures that could be used across neurological disorders. Item banks are pools of items 
from which items can be selected for shorter forms of scales (Cella et al.  2007 ). 
Each of the items within the bank is well studied, such that items that are selected 
for shorter scales have data on their psychometric properties and how well they 
measure the construct. 

 The item development and psychometric properties for the stigma bank are 
described in detail elsewhere (Rao et al.  2009 ). Briefl y, the internalized stigma 
item bank was developed by a team of researchers with extensive expertise in 
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patient-reported outcomes assessment across health conditions. In addition, experts 
in translation reviewed the items and provided feedback on each item’s translatability 
and cross-cultural applicability. The item bank was designed to be  non-disease 
specifi c , capable of capturing internalized stigmas experienced by people with a 
variety of conditions. Since its initial validation, the items from the bank have been 
used to measure stigma among people with HIV/AIDS, and a 4-item version of the 
measure yielded good fi t statistics when confi rmatory factor analyses and structural 
equation modeling techniques were used (Rao et al.  2011 ). The 26 items from the 
original item bank, depicted in Table  9.1 , were tested in the present study.

5.1       Procedures 

 For the present study, we conducted individual interviews for two purposes. First, 
we began with questions that ascertained the participants’ understanding of the con-
cept of stigma, their experiences with HIV-related stigma, and inquired about their 

   Table 9.1    Items    from the Internalized Stigma Item Bank a    

 1. Some people have seemed uncomfortable with me 
 2. Some people have avoided me 
 3. I felt distant from other people 
 4. I felt left out of things 
 5. People were unkind to me 
 6. People made fun of me 
 7. I felt embarrassed in social situations 
 8. People avoided looking at me 
 9. Strangers tended to stare at me 

 10. I worried about other people’s attitudes towards me 
 11. I was treated unfairly by others 
 12. I was unhappy about how my situation affected my appearance 
 13. It was hard for me to stay neat and clean 
 14. People tended to ignore my good points 
 15. I worried that I was a burden to others 
 16. I felt embarrassed about my situation 
 17. I felt embarrassed because of my physical limitations 
 18. I felt embarrassed about my speech 
 19. I felt different from others 
 20. I tended to blame myself for my problems 
 21. Some people acted as though this was my fault 
 22. I avoided making new friends 
 23. I was careful who I told about my situation 
 24. I worried that people will tell others about my situation 
 25. People in my situation lost their jobs when their employers found out about it 
 26. I lost friends when I told them about my situation 

   a The response options are 1 = Never, 2 = Rarely, 3 = Sometimes, 4 = Often, 5 = Always  
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experience of multiple stigmas (those associated with race, minority sexual orientation, 
and so on). Second, we performed cognitive interviews to ensure the 26 items’ 
applicability to African Americans living with HIV.  

5.2     Sample Size 

 Morse ( 2000 ) suggests that for individual interviews in which participants answer 
questions that are narrow in scope, approximately 20 participants are needed to 
reach data saturation (no new information emerges from the interview). Thus, we 
aimed to recruit 10 African American men and 10 African American women living 
with HIV/AIDS (total  N  = 20) to complete the cognitive interviews and review each 
item of the internalized stigma measure. 

 A research coordinator reviewed study procedures and obtained written informed 
consent from all participants. Participants were recruited from an HIV clinic based 
within a large academic medical center in Chicago, Illinois. Nurses and physicians 
from the clinic were told of the study and mentioned the study to their patients who 
appeared eligible for the study (African American, over 18 years of age). If a par-
ticipant was interested in participating in the study, a research coordinator was 
called and met with participants to explain study procedures. The coordinator typi-
cally scheduled a future time to meet, go over consent for participation, and begin 
study procedures. 

 The participants completed a form providing information on socio-demographic 
and clinical characteristics. This form inquired about participants self-reported 
racial/ethnic identifi cation, age, CD4+ T cell count, current occupation, type of 
health insurance coverage they used, and religious affi liation. After completing this 
form, the participants were given a paper copy of 26 stigma items and told “By 
circling one number per line, please respond to each statement thinking about how 
you have been feeling lately, or how you believe others may have felt about you, 
because of your illness.” The response options were 1 for Never, 2 for Rarely, 3 for 
Sometimes, 4 for Often, and 5 for Always. Participants were not given further 
instruction on how to fi ll out the items, nor were they told to think of HIV as their 
illness. Once completed, the trained research coordinator began the interview. Each 
interaction with the participant took about 45 min, and participants were paid $25 
for their participation. The responses to the interviews were digitally audio-recorded 
and transcribed. 

 A phenomenological approach was utilized for the administration of the inter-
view because we were seeking to understand African American individuals’ com-
mon or shared experience of stigma and describe the meaning of the experience of 
stigma for African Americans (Moustakas  1994 ). Participants were asked three 
broad, general questions: “what does stigma mean to you? Have you experienced it? 
and Can you give examples?” After each participant’s response, the research coor-
dinator probed further if answers were unclear. The coordinator also asked partici-
pants if they thought stigma could be reduced or relieved and how stigma might be 
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reduced. The coordinator then went on to the formal cognitive interview, described 
in the next section. After the cognitive interview, participants were asked if they 
experienced multiple stigmas or stigmas related to race, minority orientation, and so 
on. For the fi nal questions, the coordinator asked ideal ways to inquire about mul-
tiple stigmas in the questionnaire. She asked, “do you think we should ask these 
questions again about different kinds of stigma, separately?” 

 The formal cognitive interview was designed to determine the acceptability and 
appropriateness of items in the stigma item bank for African Americans living with 
HIV. Cognitive interviews have become a well-recognized technique in question-
naire development (Willis  1999 ). The cognitive interviewing process is designed to 
elicit rich, qualitative data on the appropriateness of each item in the measure. 
Cognitive interviews help research teams understand items from the perspective of 
the participant, and fi ndings are used to revise the scale with the goal of making it 
more culturally and population appropriate. Members of our team have used cogni-
tive interviewing techniques in the past to develop questionnaires for other infec-
tious diseases (Rao et al.  2010 ). 

 In the present study, participants were queried on the language, comprehensibility, 
and relevance of the original 26 items developed for the Stigma Scale for Chronic 
Illness. For each of the 26 items, the research coordinator would read the item and 
the response and ask what the participant thought about as they answered the ques-
tion. For example, the coordinator asked, “The fi rst item was ‘Because of my illness, 
some people have seemed uncomfortable with me.’ And your answer was ‘some-
times.’ What kinds of things did you think about when you answered that question?” 
The coordinator would ask the participants about how they answered each of the 
26 items, and the participants would detail how they answered the item. This process 
gave us an indication of whether or not the meanings of the items were conveyed to 
participants. After responses to all 26 items were queried, the participants evaluated 
the bank of items. They were asked whether “lately” was an appropriate time frame 
and what “lately” meant to them. The coordinator would ask whether important 
questions were not asked, if any of the items were diffi cult to answer, or if any of the 
items were inapplicable to their situation.  

5.3     Data Analysis 

 The qualitative data was transcribed and each transcription was analyzed. The fi rst 
author began this analysis by going through each transcription and highlighting sig-
nifi cant statements that provided an understanding of how participants experienced 
stigma. Following this initial step, the lead researcher developed clusters or categories 
of meaning from the signifi cant statements into themes (Moustakas  1994 ). Categories 
that appeared similar were collapsed. This set of themes was then presented to the 
second author of this manuscript, who made suggestions on the presentation of 
themes. The cognitive interview data was analyzed in a similar manner, but instead of 
coding themes, participants’ concerns about each of the items were summarized.   
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6     Results 

 Nine men and 11 women completed cognitive interviews as part of the study 
procedures. The participants averaged 43 years of age. Their average self-reported 
CD4+ T cell count was 563 (SD = 414) lymphocytes per uL, and participants aver-
aged 12 years (SD = 9 years) since they learned of their HIV diagnosis. Individual 
scores ranged from 1 to 4 on the items, suggesting that the participants did not use 
the full range of response options. Total scores averaged at 2 (SD = 0.66), indicating 
that participants rarely experienced stigma. 

6.1     HIV-Related Stigma 

 The introduction we provided to participants before they completed the items did 
not state that stigmas applied to HIV-related stigma. However, when asked about 
their understanding of stigma and later during the cognitive interviews, participants 
referenced their HIV infection in their interview responses. This reference to HIV 
infection was likely due to the fact that the bank of items, which participants had 
completed before interviews began, contained the word “illness.” In addition, par-
ticipants were recruited from and interviewed within the HIV clinic setting, and 
thus, naturally, participants would reference HIV in completing items and in their 
responses. 

 At the start of the interview, participants defi ned stigma as related to HIV. One 
participant said, “[stigma] means to me that people who are prejudiced of those who 
are infected with HIV.” Most participants defi ned stigma as a stereotype, prejudice, 
or discrimination. Other participants defi ned stigma as labeling a person, ignorance, 
or even a fear of dying. Two out of the 20 participants could not defi ne the term 
stigma.  

6.2     Race-Related Stigma 

 Participants acknowledged that they experienced race-related stigmas or they knew 
it existed. However, race-related stigmas were not discussed in conjunction with 
HIV-related stigmas. In fact, one participant stated that she thought that discussions 
of non-HIV-related stigmas should be kept separate from HIV-related stigma 
discussions. He stated:

  If you got a turbulent 9 years [since diagnosis] like me, it would take you in too many direc-
tions…because if I had a terrible racist experience it would take me into another place 
where you don’t want me to be. 

 This participant alluded to the compounding nature of experiencing two types of 
stigmas.  
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6.3     Other Stigmas 

 Participants did not bring up sexism or gender-related stigmas in their interviews. 
When asked about best ways to inquire about various types of stigmas, one partici-
pant replied that it would be important to ascertain route of transmission. She said, 
referencing substance use and need for money:

  …ask about, how did they catch it? What kind of drug did they use? See I never shot needles 
but the only way how I know I got HIV is sleeping with different types of people just to try 
to get money for drugs. 

 Some participants stated that the stigma associated with HIV and the stigmas 
associated with other conditions should be inquired about separately. One partici-
pant suggested that they should be clearer about defi ning “illness” in the items as 
HIV. Another participant suggested that they should separately query about HIV, 
homelessness, and race. Another participant clarifi ed, “some of the things I experi-
enced because of HIV might not necessarily be because of other stigmas. They are 
two different things.”  

6.4     Cognitive Interviews 

 The responses to the cognitive interview portion of the study suggested that certain 
items were not ideal for use with people with HIV. Overall, some participants dis-
cussed how their responses were dependent upon how severe their HIV-related 
symptoms were and whether or not they had disclosed their HIV status to people 
that they knew. When asked if she experienced any stigma, one participant said:

  No, because I have been very very careful to not disclose to too many people, family mem-
bers included. So I haven’t experienced it yet. 

 These types of responses suggest that disclosure is an important consideration in 
assessing the stigma experienced. 

 At the item level, participants averaged a score of 1, or never, on two items from 
the bank. In addition, participants had identifi ed a few other items that did not seem 
relevant to their situation. These items are presented in these next sections, and the 
responses associated with these items are discussed. 

 “I am embarrassed about my speech.” Participants averaged a score of 1, or 
never, on this item. Twenty percent of participants provided an answer other than 1, 
or never. One participant answered 5, or always, to this item, but did not appear to 
fully understand the item. This participant responded simply “they make fun of 
you” to the query about how she was thinking when she answered the item, and the 
coordinator did not probe further into this unclear response. Another participant 
interpreted the item to be concerning public speaking, and other participants felt 
that the item might be more appropriate for people suffering from end-stage AIDS 
than HIV. Most participants felt that their speech had nothing to do with their HIV 
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infection. The participants concerns are founded, given that the item itself did not 
give clearer direction in how to respond and there is little relationship between 
symptoms of HIV infection and speech. 

 “Because of my illness, strangers tended to stare at me.” Participants averaged a 
score of 1, or never, on this item as well. Twenty-fi ve percent of participants pro-
vided an answer other than 1, or never, for this item. Participants described that they 
had not disclosed their status to many people, and thus, this item did not apply to 
their situation. One participant said:

  I don’t worry about that because they don’t know, but that’s my biggest fear. Like if I was 
to ever get really sick and have lesions, then I would worry about that. 

 Similarly, other participants brought up the point that they did not have physical 
manifestations of their illness, and so this item was not relevant to their situation. 

 “It was hard for me to stay neat and clean.” Forty-fi ve percent of the participants 
provided an answer to the item other than 1, or never. Two participants replied that 
it was diffi cult for them to stay neat and clean for reasons other than their HIV infec-
tion: one participant called himself lazy and did not like to clean, and for the other 
participant it was diffi cult to stay neat and clean because “I was homeless, on the 
streets running from pillar to post and I was drugging.” Two other participants noted 
that it might be diffi cult to stay neat and clean if they were depressed and “just give 
up…when you really feel that there is no need in continuing on.” 

 “People made fun of me.” Forty percent of the participants provided an answer 
other than 1, never, for this item. Most participants who answered never to this item 
discussed that no one made fun of them because they had not disclosed their status 
to many people. One participant responded “sometimes” to this item and described 
a situation in this way:

  At one point, when I was diagnosed and I was sick I went home, I had spent a couple of 
months at the hospital and lost a lot of weight. Unfortunately, when I went back to work 
there were a lot of people who were saying or making a lot of comments or statements. 

 On the other hand, two participants misconstrued this item as meaning that peo-
ple would make fun if he/she did not look like a model.  

6.5     Other Items 

 For the four items identified above, the majority of participants responded with 
a 1, or never. The common problem with all the four items appears to be the items’ 
association with physically apparent symptoms that would unintentionally make a 
person’s status known. Two other items deal with physical symptoms and appear-
ance, and as such might be problematic items as well. 

 These two items were “I felt embarrassed because of my physical limitations” 
and “I was unhappy about how my situation affected my appearance.” Although 
the majority of participants responded with a score greater than 1 for these two 
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items, qualitative responses to these items suggested that physical side effects to 
antiretroviral medications play a role. One participant mentioned that his symp-
toms of lipodystrophy infl uenced his response to the item about his appearance 
and said:

  Because with the meds that I take, it tends to make my body where I lose weight in my legs 
and my buttocks. And I have this excess amount of fat around my mid—my core section. 

 This type of response suggests that it would be benefi cial to inquire about symp-
toms of lipodystrophy in a battery of assessments examining stigma.   

7     Time Frame 

 Participants were queried about how well the time frame “lately” worked while 
answering the set of questions. Some participants related that “lately” meant the 
past 2 years. Others interpreted “lately” to mean the past few weeks. In addition, 
participants reported that they did not experience much stigma in the recent past. 
Their experience of stigma occurred mostly when they were fi rst diagnosed. One 
participant said:

  I would actually like to join a group that would help deal with these kinds of issues, espe-
cially when I fi rst found out back in 1994, there wasn’t a whole lot of stuff that was avail-
able and I had to deal with it on my own, I mean, and then of course you didn’t want to get 
counseling because again, I was embarrassed, especially how I got it you know. So that was 
embarrassing in itself. 

 Similarly, another participant stated, “You know what, I probably stigmatized 
myself in the beginning, because of fear and fear of how I would be perceived in the 
community.”  

8     Conclusion 

 The present study sets out to explore the experience of stigma among HIV-positive 
African American individuals and determine the applicability of an item bank that 
assesses experienced and internalized stigma for African Americans living with 
HIV. The results reveal that participants had a good understanding of the defi nition 
of stigma. They also described experiencing other stigmas, such as racism and stig-
mas associated with minority sexual orientation, but participants did not express the 
notion that other stigmas were related to the HIV stigma that they experienced. 
Participants commented that they felt other stigmas were different concepts that 
should be assessed and treated separately from HIV-related stigma. 

 In terms of the item bank, several items were identifi ed by participants as prob-
lematic. These items tended to inquire about physical problems, and participants 
felt that they had few physical symptoms of HIV infection, making these items less 
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relevant to their situation. Results suggested that two factors should be assessed that 
impact participants’ responses to stigma items: disclosure patterns and physical side 
effects, such as lipodystrophy. In addition, many of these problematic items could 
be dropped from the measurement. Fewer items would decrease participant burden, 
and further study using item response theory can help to determine if the items that 
remain adequately assess the stigma construct. 

 Overall, the participants pointed to the diffi culty in measuring multiple stigmas 
with one scale. The stigma scale for chronic illness was originally validated for 
people with neurological conditions. Although the items were broadly worded, 
many of the items concerned physical symptoms that served as indicators of stigma. 
These items were less relevant for people with HIV. In addition, participants did not 
indicate that stigmas associated with race or minority sexual orientation were related 
to HIV stigma. In fact, one participant indicated that other stigmas were different 
entities than HIV stigma, and many participants suggested that discussions of other 
stigmas be kept separate from discussions of HIV-related stigma. 

 This study has some limitations. Demographic information regarding history of 
commercial sex work, disclosure patterns, and income was not collected. As such, 
we are unable to identify individuals who may experience stigma related to poverty 
and/or commercial sex work. Although respondents mentioned fi nancial struggles, 
homelessness, and commercial sex work, much of this was discussed as occurring 
in the past and experiences of stigma might not have been adequately captured in 
the questions that based responses on “lately.” Additionally, because the average 
time since diagnosis was 12 years, the majority of the participants were long-term 
survivors. Several individuals mentioned that they felt more stigmas when they 
received their initial diagnosis. As such, the fi ndings presented here may not be 
generalizable to newly diagnosed individuals or individuals who have been living 
with HIV for shorter time periods. It will be important to assess how time since 
diagnosis might differentially impact experiences of stigma. 

 We contend that efforts to fi ne tune the instrument are needed. Future work might 
focus on identifying an appropriate time frame for stigma experience (and replacing 
the use of lately which elicited different interpretations for participants), distinguishing 
the impact of stigma as it relates to time since HIV diagnosis, and including items 
that address HIV serostatus disclosure. 

 In conclusion, the present study presents formative data providing critical infor-
mation that informs the development of an HIV stigma instrument for HIV-positive 
African Americans. Our fi ndings suggest that participants may not accurately assess 
their experiences of stigma on a stigma measure. When interviewed, participants 
reported high levels of stigma experience yet their responses on a stigma measure 
were, on average, rarely across all items. The feedback from respondents high-
lighted the need to delete items related to physical appearance, include items that 
asked about disclosure, and separate measurement of HIV stigma from other stig-
mas (i.e., race, sexual orientation). Our team is currently developing a measure 
based on our fi ndings and will be pilot testing the measure among African Americans 
to obtain more information regarding acceptance and relevance.     
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1            Introduction 

 Well into its fourth decade, the HIV/AIDS epidemic continues to pose a major public 
health problem. In Puerto Rico, 33,277 cases of AIDS have been reported as of 
December, 2009 (Centers for Disease Control (CDC)  2009 ). However, due to the 
lack of standardized testing, the actual number of cases may be signifi cantly higher 
(World Bank  2000 ). Among all US states and territories, Puerto Rico ranks fi fth in 
reported AIDS cases (per 100,000 population) among adults and adolescents and 
fi fth among persons living with AIDS (per 100,000 population) (CDC  2009 ). The 
estimated rate of adults and adolescents living with an HIV diagnosis in Puerto Rico 
is 575.5 per 100,000 population compared to the US total of 337.5 per 100,000 
population. The same trend exists for the estimated persons living with an AIDS 
diagnosis. Through the end of the year 2008, 319.4 persons per 100,000 population 
were estimated to be living with AIDS in Puerto Rico compared to 192.5 per 
100,000 population in the USA (Sistema de Vigilancia SIDA  2008 ). 

 Historically, the primary mode of transmission for HIV in Puerto Rico has been 
injecting drug use (IDU), which accounts for 44.6 % of all cases among adults since 
1981 (Puerto Rico Department of Health  2009 ). Among women, heterosexual trans-
mission accounts for 63 % of the cases, followed by IDU at 25 %. Cumulative 
reported cases diagnosed among women constitute 33.3 % of the total cases (Sistema 
de Vigilancia SIDA  2008 ). 

 As the number of persons who are infected with HIV continues to increase in 
Puerto Rico, the subjects of stigma and discrimination become important social 
issues that need to be addressed. Stigma may be defi ned as a social process or 
related personal experience characterized by exclusion, rejection, blame, or 
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devaluation that result from either the experience or the reasonable anticipation of 
an adverse social judgment about a person or group (Goffman  1963 ). This judgment 
is based on an enduring feature of identity conferred by a health problem or health- 
related condition, and the judgment is, in some essential way, medically unwar-
ranted. In addition to its application to either individuals or a group, the discriminatory 
social judgment may also be applied to the disease or designated health problem 
itself with repercussions on social and health policy. Those forms of stigma result-
ing from non-health-related factors (e.g., skin color, religious beliefs) can also 
adversely affect both physical and mental well-being. These matters are, however, a 
larger issue than that is which is being addressed in this chapter (see also Chap.   1     
and chapters in Part I in this volume). 

 Furthermore, one should also recognize that the nature of stigma may vary in 
different cultures. These cultural differences affect both what is stigmatized and 
how said stigma manifests itself. For persons living with HIV/AIDS (PLWHA), 
these cultural displays of stigma have a serious impact on the illness experience, on 
help seeking, and on treatment adherence. However, studies examining the corre-
lates of stigma and discriminatory attitudes in Puerto Rico are severely lacking. 
Varas-Diaz and colleagues ( 2005 ) examined AIDS-related stigma and social inter-
actions among Puerto Ricans living with HIV/AIDS. Participants reported instances 
in which AIDS stigma negatively infl uenced social interactions with family, friends, 
sexual partners, coworkers, and health professionals. Some of the consequences 
described were loss of social support, persecution, isolation, job loss, and problems 
accessing healthcare. Other studies have found similar results with stigmatizing atti-
tudes toward PLWHA leading to psychosocial problems such as depression and 
anxiety (see Bravo et al.  2010 ). It has also been found that perceived stigma by 
PLWHA leads to them engaging in higher-risk behaviors (e.g., unprotected sex, 
multiple sex partners) (Clum et al.  2009 ). In addition, it also contributes to persons’ 
unwillingness to get tested for HIV (Andrinopoulos et al.  2010 ; Sambisa et al. 
 2010 ). All together, these lead to a poorer quality of life for persons who are living 
with the disease (Kassaye et al.  2009 ; Subramanian et al.  2009 ). 

 The fi ndings from my research accentuate the need for interventions that can 
address AIDS stigma and its consequences. However, in order to adequately address 
the issue, one must examine the factors associated with attitudes toward PLWHAs. 
One study of HIV-infected Latinos in New York City (Auerbach and Beckerman 
 2010 ) revealed that this ethnic group holds more HIV/AIDS stigma than their 
African American peers. It is possible that stigma is quite prevalent in Puerto Rico 
as well, as residents of the island hold stigmatizing attitudes toward PLWHA. 
Findings from a qualitative study of HIV-infected Puerto Ricans in Chicago revealed 
that many HIV Puerto Ricans do not reveal their positive status due to the stigma 
attached to the disease as the disease is often associated with injecting drug use and 
what is considered immoral sex behaviors, such as prostitution and same-sex behav-
iors among men (Ayala and Diaz  2001 ; Roldan  2007 ). As such, strategies must be 
developed and implemented to address and dispel the negative attitudes held by 
persons toward PLWHA. One possible strategy for improving overall attitudes 
toward PLWHA, especially those toward marginalized groups, is to increase the 
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level of sympathy felt for these individuals. Sympathy can be defi ned as a feeling of 
sorrow or anguish associated specifi cally with the suffering or need(s) of another; it 
can also be thought of as the act or capacity of entering into or sharing the feelings 
or interests of another (Eisenberg et al.  2002 ). Sympathy for others may lead to 
altruistic acts aimed at reducing their distress, which tends to induce prosocial—
including helping—behaviors that are intended to achieve the reduction    (Batson 
et al.  1986 ,  2002 ; Eisenberg et al.  1994 ; Sober and Wilson  1998 ). Increasing sym-
pathy and sympathy-induced altruism can lead to improved attitudes toward stigma-
tized groups. By “feeling” what a stigmatized person feels, the sympathetic 
individual may become more supportive of the situation in which stigmatized per-
sons fi nd themselves. 

 There are various elements that infl uence when and how much one feels sympa-
thy. These can be especially relevant for PLWHA, where target factors appear to 
play a signifi cant role in attitudes toward them. Research has documented that less 
sympathy is expressed toward persons whose HIV status is attributed to seemingly 
controllable events, such as sexual intercourse and injecting drug use, compared to 
persons who contracted the infection through less controllable events, such as blood 
transfusions and perinatal transmission (Zagumny and Deckbar  1995 ; Becares and 
Turner  2004 ). Furthermore, persons who are known to be homosexuals or sex work-
ers receive even less sympathy and compassion than HIV-infected individuals who 
are not considered to be members of either group (de Bruyn  1998 ; International 
Center for Research on Women (ICRW)  2002 ). 

 General ignorance and misconceptions about this disease have been identifi ed as 
the two primary reasons for widespread discrimination toward PLWHA. Yet, little 
attention has been paid to the social construction of HIV/AIDS within the Puerto 
Rican context and by which such constructions are experienced, understood, reacted 
to, and, perhaps, reconstructed through social and interpersonal experiences (Zhou 
 2007 ; see also Chaps.   7     and   8     in this volume). It is discovered that, despite their 
knowledge of HIV/AIDS, PLWHA’s perceptions about and responses to this dis-
ease are greatly infl uenced by their experiences of interacting with others (e.g., their 
families, friends, healthcare workers). The confl icts between individuals’ mastery 
of knowledge pertaining to, and the overreaction in practise toward, the dissemina-
tion of knowledge per se, but that the interpersonal or interactive dimensions of 
discrimination and efforts to combat it must be taken into account (Zhou  2007 ). One 
factor that may affect how persons react to PLWHA is spirituality. Spirituality has 
been found in previous research to be predictive of sympathy toward PLWHA with 
those who reported being more spiritual expressed more sympathy toward PLWHA, 
irrespective of target group (Norman et al.  2006 ; see also Chaps.   19     and   21     in this 
volume). 

 While the importance and implications of attitudes toward persons living with 
HIV/AIDS have been highlighted, limited empirical research has been conducted 
that specifi cally examines attitudes toward persons living with HIV in Puerto 
Rico; in fact, only two studies were identifi ed that examined attitudes toward 
PLWHA. The fi rst focused on attitudes among children, which found that stigma 
toward PLWHA was more pronounced than toward other illnesses (e.g., cancer) 
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(Gonzalez-Rivera and Bauermesiter  2007 ). The second focused on healthcare 
professional’s attitudes toward PLWHA (Diaz  2008 ). This study revealed that 
stigma toward injecting drug use was higher than for any other condition and that 
many healthcare professionals were unwilling to treat PLWHA as well as unwill-
ing to participate in a workshop developed to decrease stigmatizing attitudes 
toward PLWHA. No other studies were identifi ed which examined attitudes of 
persons living in Puerto Rico toward PLWHA living in Puerto Rico. In addition, 
the two above- mentioned studies did not examine the factors associated with the 
stigmatizing attitudes toward PLWHA, just the measure of the existence of such 
attitudes. 

 Therefore, in an attempt to address this gap in the research, the study on which this 
chapter is based sought to examine the prevalence and correlates of attitudes toward 
different categories of PLWHA among a large sample of women living in public hous-
ing in Puerto Rico. A signifi cant proportion of the Puerto Rican population resides in 
public housing in Puerto Rico, and considering the unique factors associated with 
living in such a community (Wikipedia  2011 ), I focused on this population. In addi-
tion, inner-city, low-income housing developments are an appropriate and important 
setting for HIV/STI formative research and subsequent HIV- stigma-reducing inter-
ventions. They constitute identifi able and accessible communities in which residents 
can be reached. Characteristics of housing developments, such as their accessibility, 
the potential for multiple contacts, and the formulation of resident-controlled inter-
vention components, may contribute to increased stigmatizing attitudes. The results 
from this research should allow signifi cant progress to be made in addressing HIV/
AIDS-related issues for marginalized and disadvantaged women as well as other 
low-income housing residents, including men and children.  

2     Theoretical Framework 

 Relevant research with other populations was used to inform the development of a 
model that could be utilized to further examine the relationship among demograph-
ics, sympathy toward PLWHA, and attitudes toward PLWHA in the workplace and 
school. A hierarchical model was conceptualized, using sub-models that refl ect the 
various factors hypothesized to be related to attitudes toward PLWHA. The follow-
ing hypotheses were developed:

•     Sub-models 1a–1b : Socio-demographic characteristics (age, formal education, 
employment status, spirituality, religious service attendance, HIV education, 
HIV awareness, HIV knowledge, HIV testing) are directly related to sympathetic 
attitudes toward PLWHA. Previous research indicates that attitudes of sympathy 
toward PLWHA vary by demographics (Herek et al.  2002 ; Herek and Capitanio 
 1997 ; Woubalem  2005 ; Norman et al.  2006 ).  

•    Sub-models 2a–2c : Sympathetic attitudes toward PLWHA are directly related to 
support for PLWHA being allowed to work (nurses, teachers) or attend school 
(children) (Peltzer et al.  2004 ; Skelton  2006 ; Norman and Carr  2005 ).    
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 Therefore, my study seeks to identify the predictors of sympathy toward PLWHA 
 and  the effect of sympathy on discriminatory attitudes toward PLWHA with regard 
to working and/or attending school. These factors are critical because they connect 
directly to the principles of the International Labor Organization’s (ILO)  Code of 
Practice on HIV/AIDS and the World of Work , which code deals on the right of 
PLWHA to work (ILO  2001 ). These principles become a marker of human rights 
protection and an enabling environment that is stated as the foundation of an effec-
tive national response (see also Chap.   8     in this volume).  

3     The Study 

3.1     Data Collection 

 Data for these analyses were taken from  Proyecto MUCHAS , an HIV-risk-reduction 
project targeting women living in public housing in Ponce, Puerto Rico. For the 
project, I developed a 219-item questionnaire that explored knowledge to HIV/
AIDS education and prevention. Instruments from other Caribbean studies and from 
the Centers for Disease Control and Prevention (CDC) were used to facilitate the 
development and inclusion of standard questions that have been found to deliver 
reliable and valid measures of HIV-related attitudes and behaviors across various 
samples (CDC  1992 ; Ministry of Health  2004 ). The survey instrument was reviewed 
and approved by the Institutional Review Board, Ponce School of Medicine, and 
included items addressing knowledge of transmission, knowledge of risks associ-
ated with specifi c sexual behaviors, attitudes toward persons living with HIV/AIDS, 
HIV-testing behaviors, sexual history, attitudes toward condoms and safer sex, sex-
ual behaviors by steady and nonsteady sex partners, and drug and alcohol use. 

 A non-probability sample was employed for the study; all eligible women were 
invited to participate. Eligibility criteria were that the potential participant be female 
and that she lives in the public housing development. Data were gathered from 
1,138 women between April and August 2006 in 23 various public housing devel-
opments across the city of Ponce. There was no age criterion for participation in this 
formative phase of the research.  

3.2     Variables 

 A number of variables were used in these analyses. Some variables were recoded to 
facilitate the logistic regression analyses. The following operationalizations were used:

    Discriminatory Attitudes Toward PLWHA : Women were asked to report whether 
they thought specifi c groups of PLWHA should be allowed to continue to work at 
their jobs (nurses, teachers) or allowed to go to school (children). Three separate 
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variables were examined, and responses were dichotomized into  yes  (0) and  no  (1). 
For the purposes of statistical analyses, the “don’t know” responses were coded as 
system missing.  

   Sympathy : Women were asked to report what level of sympathy they felt toward six 
target groups of PLWHA, those being homosexual males, heterosexual males, 
females who are prostitutes and females who are not prostitutes, male drug users, 
and female drug users. Responses    were measured using a fi ve-point Likert scale, 
ranging from strongly sympathetic (1) to strongly unsympathetic (5). For each tar-
get group, responses were dichotomized into  expressed sympathy  (strongly sympa-
thetic and sympathetic) (1) and  no expressed sympathy  (strongly unsympathetic, 
unsympathetic, neutral) (0). In order to determine an overall sympathy scale, values 
for the new variables were summed, yielding a sympathy score (theoretical range 
0–6) for each respondent. A higher score refl ects more sympathy toward PLWHA. 
Reliability analysis revealed Cronbach’s alphas of 0.96. Scale scores were trichoto-
mized, with a score of 6 being coded as  complete sympathy  (2) and scores 1–5 being 
coded as  less than complete sympathy  (1), while a score of 0 was coded as  no 
expressed sympathy  (0) .  Scores were calculated only for respondents who provided 
data for both measures comprising the scale.  

   Knowledge of HIV Transmission : Women were asked to report whether certain 
behaviors were viable modes of HIV transmission. The following items comprise 
the nonviable modes: through drinking fountains, through toilet seats, through tears, 
through sweat, through urine, through spitting, and through sharing food. Women 
who reported at one or more of the seven modes as being viable were coded as hav-
ing  inaccurate knowledge of nonviable modes of HIV transmission  (1), while the 
women who reported that all seven modes were not viable were coded as having 
 accurate knowledge of nonviable modes of HIV transmission  (0).  

   HIV Awareness : Women were asked whether they knew someone who was infected 
with HIV or who had died from AIDS. Four response categories were used: yes, a 
family member or friend; yes, but not a family member or friend; no; and don’t 
know. A new variable was created by dichotomizing the responses:  yes  (1) and  no/
don’t know  (0).  

   HIV Education : Women were asked whether they had attended a lecture, course, or 
community forum about HIV/AIDS at any time in the 12 months before the survey. 
Those who reported attending such an activity were coded as  having received HIV/
AIDS education  (1), while the remaining women were coded as  not having received 
HIV/AIDS education  (0).  

   Spirituality : Women were asked to report how spiritual they were, using a 5-point 
Likert scale, ranging from not at all spiritual to very spiritual. Responses were 
dichotomized into  very spiritual  (1) and  less than very spiritual  (0).  

   Religious Service Attendance : Women were asked how often they attended reli-
gious services in the previous month. Responses ranged from never, once, 2–3 times 
a month, once a week, to more than once a week. Responses were trichotomized 
into  never  (1),  less than weekly  (2), and  once a week or more  (3).  
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   HIV Testing : Women were asked to report whether they had received an HIV test 
in the past. Responses were dichotomized into  yes  (1) and  no  (0).  

   Employment Status : Women were asked to report whether they were working, 
either full-time or part-time, or were unemployed. Those reporting working part-
time or full-time were coded as  employed  (1), while the remaining women were 
coded as  unemployed  (0).  

   Age : Students were asked to report their age, in years, on their last birthday. Those 
reporting being under the age of 25 were coded as  youths  (1), while those who were 
25 years of age or older were coded as  adults  (0). This categorization is based on the 
World Health Organization’s (WHO) defi nition of “youth” (WHO  2000 ).  

   Formal Education : Women were asked what level of school they had completed. 
Those who reported having completed high school or greater were coded as  having 
at least a high-school education  (1), while remaining women were coded as  having 
less than high-school education  (0).     

3.3     Data Analysis 

 Hierarchical logistic regression analyses were employed in order to understand the 
relationship among all the model variables with respect to the dependent variables 
of interest. This type of regression analysis takes an iterative form: an initial simple 
model is followed by more complex models in which the dependent variable from 
the immediately preceding model becomes a predictor along with the previous pre-
dictors (Cohen and Cohen  1983 ). All model variables have been dichotomized or 
trichotomized to facilitate the logistic regression analyses. Figure  10.1  illustrates 
the conceptual model.

4         Results 

4.1     Sample Characteristics 

 Table  10.1  presents the socio-demographic characteristics of the sample. The major-
ity of the sample was over the age of 25 years (80.2 %), with a mean sample age of 
36.77 (S.D. = 12.31). A slight majority had at least a high-school education (57.5 %), 
while most were unemployed (88.6 %). A slight minority reported having attended 
an HIV lecture/forum/discussion in the previous year (44.0 %). Most persons did 
not perceive themselves as very spiritual (69.9 %) and slightly less than one-quarter 
(23.4 %) attended religious services at least weekly. Overall, the vast majority 
reported knowing a person living with HIV/AIDS (PLWHA) (82 %), and most had 
accurate knowledge concerning nonviable modes of transmission, specifi cally 
casual contact modes (74.4 %).
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Sympathy toward
PLWHA

  Fig. 10.1    Conceptual model       

   Table 10.1    Sample characteristics ( N  = 1,138)   

 Variable  Frequency  Valid percentage 

 Age 
  <25 years of age  221  19.8 
  25+ years of age  898  80.2 
 Formal education 
  Less than high school  463  42.5 
  High school or more  627  57.5 
 Employment status 
  Unemployed  978  88.6 
  Employed full/part-time  126  11.4 
 HIV education in previous year 
  Yes  496  44.0 
  No/don’t know  630  56.0 
 Religious service attendance in previous month 
  Once a week or more  259  23.4 
  Less than weekly  455  41.0 
  Never  395  35.6 
 Perceived spirituality 
  Very  331  30.4 
  Moderately or less  759  69.6 
 Know person living with HIV (PLWH) 
  Yes  920  82.0 
  No/don’t know  202  18.0 
 HIV knowledge of nonviable modes of transmission 
  Accurate knowledge  847  74.4 
  Inaccurate knowledge  291  25.6 
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   Table  10.2  presents the univariate frequency and valid percentage distributions 
for the dependent variables used in the hierarchical logistic regression models. 
There was signifi cantly less sympathy expressed for drug users, whether male or 
female, than any other group of PLWHA ( p  < 0.05). The highest level of sympathy 
was expressed for children (89.7 %), followed by heterosexual women (who were 
not prostitutes or drug users) (76.8 %). There were no differences in the levels of 
sympathy expressed toward male homosexuals and female sex workers or hetero-
sexual men who were not drug users.

   Slightly more than one-third disagreed that an HIV-infected nurse should be 
allowed to continue working (36.3 %). Smaller percentages disagreed that HIV- 
infected teachers should be allowed to continue teaching (22.0 %) and that HIV- 
infected children should be allowed to attend school (13.0 %).  

4.2     Multivariate Analyses 

 Table  10.3  presents the results of the hierarchical logistic regression analyses and 
consists of fi ve sub-models. The model chi-squared test, which assesses the extent 
that the model independent variables are—as a whole—related to the log odds of 
the dependent variables for a given regression analyses, indicated that four of the 
fi ve sub-models were statistically signifi cant (Sub-models 1b, 2a–2c). For sub- 
model 1a, in which complete sympathy toward PLWHA across groups is compared 
to some level of sympathy, no independent variables emerged as signifi cant 
( p  > 0.05). For sub-model 1b, in which complete sympathy toward PLWHA across 
groups is compared to no sympathy across risk groups, two of the nine independent 
variables emerged as statistically signifi cant. Women who reported being very spiri-
tual were more likely to report complete sympathy than women who reported being 
less spiritual (Odds Ratio (OR) = 2.18, 95 % Confi dence Interval (CI) = 1.37–3.48). 
Also, those women who reported knowing a PLWHA compared to those who 
reported not knowing a PLWHA were much more likely to report complete sympa-
thy when compared to those who reported not knowing such person (OR = 2.65, 
CI = 1.67–4.23).

   In sub-model 2a, where the attitude toward allowing an HIV-infected nurse to 
continue to work was the dependent variable, three of the ten independent variables 
emerged as being statistically signifi cant. Women who reported knowing a PLWHA, 
compared to those who reported not knowing a PLWHA compared to those who 
reported not knowing a PLWHA, were much less likely to disagree with the state-
ment that HIV-infected nurses should be allowed to continue to work (OR = 0.37, 
CI = 0.21–0.64). Those women who had inaccurate knowledge concerning nonvia-
ble modes of transmission were much more likely to disagree with the statement 
than were women who had accurate knowledge (OR = 3.91, CI = 2.43–6.28). Lastly, 
women who expressed no sympathy or less than complete sympathy were more 
likely to disagree with the statement (OR = 3.97, CI = 2.18–7.23 and OR = 2.74, 
CI = 1.63–4.61, respectively). 
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   Table 10.2    Univariate frequency and percent distributions for model dependent variables 
( N  = 1,138)   

 Variable  Frequency  Valid percentage 

 Sympathy toward homosexual male living with HIV/AIDS 
  Strongly sympathetic  307  28.7 
  Sympathetic  456  42.6 
  Neutral  155  14.5 
  Unsympathetic  85  7.9 
  Strongly unsympathetic  68  6.3 
 Sympathy toward female prostitute living with HIV/AIDS 
  Strongly sympathetic  298  28.2 
  Sympathetic  449  42.4 
  Neutral  148  14.0 
  Unsympathetic  95  9.0 
  Strongly unsympathetic  68  6.4 
 Sympathy toward heterosexual male living with HIV/AIDS 
  Strongly sympathetic  289  27.0 
  Sympathetic  448  41.9 
  Neutral  157  14.7 
  Unsympathetic  94  8.8 
  Strongly unsympathetic  81  7.6 
 Sympathy toward female non-prostitute living with HIV/AIDS 
  Strongly sympathetic  343  32.0 
  Sympathetic  479  44.7 
  Neutral  139  13.0 
  Unsympathetic  67  6.3 
  Strongly unsympathetic  43  4.0 
 Sympathy toward male drug user living with HIV/AIDS 
  Strongly sympathetic  266  25.0 
  Sympathetic  395  37.1 
  Neutral  171  16.1 
  Unsympathetic  134  12.6 
  Strongly unsympathetic  99  9.3 
 Sympathy toward female drug user living with HIV/AIDS 
  Strongly sympathetic  273  25.5 
  Sympathetic  400  37.4 
  Neutral  182  17.0 
  Unsympathetic  119  11.1 
  Strongly unsympathetic  95  8.9 
 Sympathy toward child living with HIV/AIDS 
  Strongly sympathetic  550  50.5 
  Sympathetic  428  39.3 
  Neutral  54  5.0 
  Unsympathetic  37  3.4 
  Strongly unsympathetic  21  1.9 

(continued)
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 In sub-model 2b, in which the attitude toward an HIV-infected teacher being 
allowed to continue to teach was the dependent variable, four of the ten independent 
variables emerged as being statistically signifi cant. Women who were employed 
compared to those who were not employed were less likely to disagree with the 
statement that HIV-infected teachers should be allowed to continue to teach 
(OR = 0.45, CI = 0.23–0.92). Women who reported knowing a PLWHA, compared 
to those who reported not knowing a PLWHA, were also much less likely to dis-
agree with the statement that HIV-infected teachers should be allowed to continue 
to teach (OR = 0.40, CI = 0.25–0.64). Those women who had inaccurate knowledge 
concerning nonviable modes of transmission were more likely to disagree with the 
statement than were women who had accurate knowledge (OR = 2.98, CI = 1.98–
4.48). Lastly, women who expressed no sympathy or less than complete sympathy 
were more likely to disagree with the statement (OR = 3.27, CI = 1.98–5.37 and 
OR = 2.74, CI = 1.79–4.20, respectively). 

 In sub-model 2c, in which the attitude toward HIV-infected children being 
allowed to attend school was the dependent variable, three of the ten independent 
variables emerged as statistically signifi cant. Women who reported knowing a 
PLWHA compared to those who reported not knowing a PLWHA were much less 
likely to disagree with the statement that HIV-infected children should be allowed 
to attend school (OR = 0.52, CI = 0.32–0.85). Those women who had inaccurate 
knowledge concerning nonviable modes of transmission were much more likely to 
disagree with the statement than were women who had accurate knowledge 
(OR = 2.41, CI = 2.17–3.51). Lastly, women who expressed no sympathy or less than 
complete sympathy were more likely to disagree with the statement (OR = 3.70, 
CI = 2.29–5.96 and OR = 2.61, CI = 1.79–3.81, respectively).   

Table 10.2 (continued)

 Variable  Frequency  Valid percentage 

 HIV-infected nurse should be allowed to work 
  Yes  467  41.5 
  No  409  36.3 
  Don’t know  250  22.2 
 HIV-infected teacher should be allowed to teach 
  Yes  647  57.6 
  No  247  22.0 
  Don’t know  230  20.5 
 HIV-infected child should be allowed to attend school 
  Yes  771  68.4 
  No  147  13.0 
  Don’t know  209  18.5 
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   Table 10.3    Hierarchical logistic regression results   

 Model and independent 
variables**   B   S.E.  Signifi cance 

 Odds 
ratio  95 % CI 

 Sub-model 1a: Some level of sympathy toward PLWHA ( N  = 878) 
 Employment status  0.148  0.256  0.562  0.88  0.59–1.31 
 Formal education  0.037  0.166  0.823  1.04  0.75–1.44 
 Age  −0.131  0.203  0.517  0.88  0.59–1.31 
 Spirituality  0.212  0.179  0.238  1.24  0.87–1.76 
 Church attendance 
  Never  −0.031  0.223  0.889  0.97  0.63–1.50 
  Less than weekly  0.120  0.211  0.570  1.13  0.75–1.71 
 HIV awareness  0.269  0.228  0.239  1.31  0.83–2.05 
 HIV education  0.159  0.167  0.342  1.17  0.85–1.63 
 HIV transmission knowledge  −0.055  0.182  0.764  0.95  0.66–1.35 
 HIV testing  0.082  0.219  0.706  1.09  0.71–1.67 
 Sub-model 1b: No level of expressed sympathy toward PLWHA ( N     = 878) 
 Employment status  0.296  0.314  0.346  1.44  0.73–2.84 
 Formal education  −0.317  0.201  0.115  0.69  0.44–1.10 
 Age  −0.158  0.234  0.499  0.85  0.54–1.35 
 Spirituality  0.780  0.238  0.001  2.18  1.37–3.48 
 Church attendance 
  Never  0.151  0.272  0.579  1.16  0.68–1.98 
  Less than weekly  0.257  0.260  0.323  1.29  0.78–2.15 
 HIV awareness  0.978  0.237  0.000  2.66  1.67–4.23 
 HIV education  −0.042  0.199  0.832  0.96  0.65–1.42 
 HIV transmission knowledge  0.230  .0229  0.316  1.26  0.80–1.97 
 HIV testing  0.256  0.248  0.302  1.29  0.79–2.10 
 Sub-model 2a: HIV-infected nurse allowed to work ( N  = 687) 
 Employment status  −1.013  0.538  0.060  0.36  0.13–1.04 
 Formal education  −0.445  0.234  0.057  0.64  0.41–1.01 
 Age  −0.226  0.264  0.987  1.00  0.60–1.42 
 Spirituality  0.004  0.188  0.424  1.16  0.80–1.68 
 Church attendance 
  Never  0.264  0.328  0.421  1.30  0.68–2.48 
  Less than weekly  0.302  0.316  0.340  1.35  0.73–2.51 
 HIV awareness  −1.005  0.284  0.000  0.37  0.21–0.64 
 HIV education  0.130  0.242  0.591  1.14  0.71–1.83 
 HIV knowledge  1.362  0.242  0.000  3.91  2.43–6.28 
 HIV testing  0.291  0.324  0.369  1.34  0.71–2.53 
 Sympathy 
  Some level of expressed 

sympathy 
 1.008  0.265  0.000  2.74  1.63–4.61 

  No expressed sympathy  1.379  0.305  0.000  3.97  2.18–7.23 
 Sub-model 2b: HIV-infected teacher allowed to teach ( N  = 693) 
 Employment status  −0.789  0.356  0.027  0.45  0.23–0.92 
 Formal education  −0.285  0.193  0.140  0.75  0.52–1.10 
 Age  0.148  0.241  0.540  1.16  0.73–1.86 

(continued)
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5     Discussion 

5.1     Low Levels of Sympathy Reported Toward PLWHA 

 The results indicate that signifi cant proportions of women living in public housing 
hold less than sympathetic attitudes toward various groups of PLWHA in Puerto 
Rico. Less sympathy was expressed toward drug users, whether male or female, 
than any other group. This may be explained by the stigma attached to HIV/AIDS 

Table 10.3 (continued)

 Model and independent 
variables**   B   S.E.  Signifi cance 

 Odds 
ratio  95 % CI 

 Spirituality  −0.008  0.219  0.972  0.99  0.65–1.52 
 Church attendance 
  Never  0.233  0.269  0.388  1.26  0.74–2.14 
  Less than weekly  0.303  0.256  0.237  1.35  0.82–2.24 
 HIV awareness  −0.928  0.244  0.000  0.40  0.25–0.64 
 HIV education  −0.027  0.201  0.894  0.97  0.56–1.44 
 HIV knowledge  1.092  0.208  0.000  2.98  1.98–4.48 
 HIV testing  −0.270  0.521  0.281  0.76  0.47–1.25 
 Sympathy 
  Some level of expressed 

sympathy 
 1.01  0.218  0.000  2.74  1.79–4.20 

  No expressed sympathy  1.18  0.254  0.000  3.27  1.98–5.37 
 Sub-model 2c: HIV-infected child should be allowed to attend school ( N  = 684) 
 Employment status  −0.089  0.257  0.729  0.92  0.55–1.51 
 Formal education  0.040  0.174  0.820  1.04  0.74–1.46 
 Age  0.264  0.219  0.228  1.30  0.85–2.00 
 Spirituality  0.122  0.189  0.520  1.13  0.78–1.64 
 Church attendance 
  Never  0.122  0.228  0.593  1.13  0.72–1.77 
  Less than weekly  0.419  0.219  0.056  1.52  0.99–2.33 
 HIV awareness  −0.650  0.246  0.008  0.52  0.32–0.85 
 HIV education  −0.352  0.371  0.395  0.86  0.61–1.21 
 HIV knowledge  0.880  0.192  0.000  2.41  1.66–3.51 
 HIV testing  −0.241  0.233  0.301  0.79  0.50–1.24 
 Sympathy 
  Some level of expressed 

sympathy 
 0.959  0.193  0.000  2.61  1.79–3.81 

  No expressed sympathy  1.307  0.243  0.000  3.70  2.29–5.96 

   @ The reference    group for each variable is as follows: employment status (unemployed); formal 
education (less than high school); age (age – > = 25 years); spirituality (less than very spiritual); 
church attendance (at least weekly); HIV awareness (don’t know PLWHA); HIV education (no 
previous formal HIV education); HIV transmission knowledge (accurate); HIV testing (no history 
of testing) and sympathy toward PLWHA (complete sympathy across groups); PLWHA should be 
allowed to work/attend school (agree) 
 * p  < .05; ** p  < .01; *** p  < .001  
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and drug use in Puerto Rico (Diaz  2008 ). When illness is believed to be the result of 
immoral behavior, HIV/AIDS may reinforce preexisting stigmas (Parker and 
Aggleton  2000 ; see also Chaps.   1     and   2    ). Intravenous drug use is the primary mode 
of transmission, followed by heterosexual contact (Puerto Rico Department of 
Health  2009 ), which makes it uniquely different from other Caribbean countries. 
One interesting fi nding that emerged was that the level of sympathy expressed for 
homosexual men and female sex workers was no different than that expressed for 
heterosexual men. This is in contradiction to previous research fi ndings that these 
groups are stigmatized at a higher rate than other groups of PLWHA (de Bruyn 
 1998 ; ICRW  2002 ; Norman et al.  2006 ). This may be unique to the Puerto Rican 
culture and warrants further research.  

5.2     Correlates of Discriminatory Attitudes Toward PLWHA 

 While only a minority of the women surveyed had inaccurate knowledge concern-
ing nonviable modes of HIV transmission, they were much more likely to object to 
an HIV-infected nurse or teacher continuing to work or an HIV-infected child to 
being allowed to attend school. These study fi ndings illustrate the necessity of con-
tinued HIV education that focuses on knowledge regarding nonviable modes of HIV 
transmission. 

 Sympathy toward PLWHAs was associated with tolerant attitudes toward them, 
in that people who were more sympathetic also tended to be more tolerant. There 
were marginal differences in the magnitude of the effect; women who expressed 
complete sympathy across all six risk groups were much less likely to express nega-
tive attitudes toward the idea of HIV-infected individuals working or attending 
school, compared to those who expressed some level of sympathy or no sympathy 
at all. While the differences between those who expressed some sympathy and no 
sympathy were small, they suggest that the infl uence of sympathy on discriminatory 
attitudes varies. 

 It is possible that lower-class persons express less sympathy toward PLWHA 
than persons from other social classes, due to lack of understanding and education. 
Additionally, living in an enclosed environment, such as public housing develop-
ments, may exacerbate these negative attitudes. 

 However, the important implication of these results is the association between 
sympathy and discriminatory attitudes across various groups of PLWHAs. This 
fi nding suggests that campaigns and interventions aimed at reducing HIV/AIDS- 
related stigma and discrimination should focus on increasing sympathetic attitudes 
toward PLWHAs. Since the level of sympathy varies signifi cantly by risk group, 
future research endeavors will need to identify (under various conditions) the fac-
tors that infl uence this construct. This is crucial to understanding the dynamics of 
sympathy and to better inform the development and implementation of anti-stigma 
campaigns and interventions.  
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5.3     Limitations 

 While the present study has provided insight into a number of factors associated 
with intolerant and discriminatory attitudes toward PLWHAs in Puerto Rico, it is 
important to note that its limitations may impact the validity of the fi ndings. The 
sample was nonrandom, consisting of persons who volunteered to participate; there-
fore, the generalizability of the population of women living in public housing in 
Puerto Rico may be limited. Also, sympathy was not defi ned for the women, which 
may have affected the interpretation of the term for a number of women.   

6     Conclusion 

 The fi ndings of this study indicate that there is much work to do in Puerto Rico with 
respect to improving attitudes toward PLWHA, especially those attitudes related to 
infected persons being allowed to continue to work or attend school. This is espe-
cially important considering that the rights of PLWHA need to be acknowledged. In 
addition, improving the attitudes toward PLWHA could encourage at-risk individu-
als to get tested, especially those who are afraid of the stigma attached to a positive 
test result. For awareness campaigns to be effective, it is imperative that the pro-
grams be informed by relevant theoretical and empirical research. As the number of 
HIV/AIDS cases continues to increase in Puerto Rico, methodologically rigorous 
studies are urgently needed to identify the demographic, attitudinal, and social 
determinants of stigmatizing and discriminatory attitudes. The identifi cation of such 
factors can facilitate the understanding and aid in the development of interventions 
to end stigma at both the individual and societal level. In previous studies that inves-
tigated specifi c stigmatized groups, it was found that including members of the 
given group in the intervention resulted in increased empathy and positive attitudes 
toward the group (Ezedinachi et al.  2002 ; Rutledge and Abell  2005 ). In developing 
and implementing future programs aimed at the improvement of attitudes toward 
PLWHA, care should be taken to target messages to specifi c subgroups and then to 
include members of the targeted subgroup in the subsequent efforts. The implemen-
tation of such interventions may result in a decrease in intolerant attitudes toward 
PLWHA and create a positive social climate, both for those who are infected and for 
those who are affected by HIV/AIDS. 

 Unless effective interventions are identifi ed that address the root of societal fac-
tors facilitating HIV transmission, including stigma, it will be impossible to move 
forward in eradicating this disease. As quoted by Dr. Johnathon Mermin, Director, 
CDC’s Division of HIV/AIDS Prevention:

  As a nation, now is the time to determine the direction we will take in fi ghting this seri-
ous – yet preventable – disease. One direction leads to complacency and the injustice of an 
HIV epidemic that affects the most vulnerable of Americans. The other turns toward a 
re- energized, science-drive effort to reduce the spread of HIV. Public health and our national 
conscience require we make the right choice (CDC  2011 : 7). 
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   I believe that our moral conscience should lead us to more humane treatment of 
PLWHA instead of stigmatizing and discriminating against them. Only then we will 
be able to attack the spread of this disease head-on.     
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1            Introduction 

 The HIV/AIDS epidemic has disproportionally affected Latinos living in the United 
States (USA). In 2005, Latinos were diagnosed with AIDS at three times the rate of 
non-Hispanic whites, and while deaths due to AIDS among African-Americans and 
non-Hispanic whites declined, among Latinos they remained constant (Gonzales 
et al.  2009 ). In 2006, Latinos accounted for nearly one out of every fi ve new HIV 
and AIDS diagnoses in the USA, 2.5 times the rate of non-Hispanic whites (Centers 
   for Disease Control (CDC)  2008a ,  b ). Surveillance data from 2008 demonstrated a 
similar trend among the 37 states with confi dential reporting policies (CDC  2010 ). 

 The fl uidity of the population along the US-Mexico border, along with high rates 
of risk behavior on both sides of the border, and the scarcity of effective prevention 
services create the potential for a regional explosion in the HIV epidemic (Santo 
et al.  2004 ; Sanchez et al.  2004 ). Specifi cally, the sprawling urban center formed by 
the sister cities of El Paso, Texas, and Ciudad Juarez, Chihuahua, comprises a popu-
lation of over two million people (Instituto Nacional de Estadística  2003 ; U.S. 
Census Bureau  2002 ), many of whom live, work, and recreate in both the USA and 
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Mexico. The Texas Department of Health (Texas Department of State Health 
Services  2009 ) reports 1,591 documented cases of people living with HIV or AIDS 
in the greater El Paso area, most of whom are low income and of Mexican descent. 
Accurate prevalence estimates in Juarez are elusive, due to the dearth of epidemio-
logical research in the region. In the similarly sized and situated border city of 
Tijuana, however, the estimated HIV prevalence among adults is 1,803–5,472 cases 
(   Brouwer et al.  2006 ). 

 Despite this potential growth of the epidemic, the border region has yet to receive 
the public health and research attention it merits. For example, although access to 
antiretroviral therapy (ART) has dramatically increased in recent years on both 
sides of the border (del Rio and Sepúlveda  2002 ; Volkow et al.  2007 ), we know little 
about the psychosocial needs and experiences of Latinos receiving treatment. 

 In this chapter, we examine the literature on HIV disclosure and stigma on 
Latinos in the USA, proposing a working conceptual framework for the way in 
which the association between HIV-related stigma and disclosure is mediated by an 
attitude toward disclosure that encompasses both emotional and cognitive concerns. 
While one may feel confi dent in one’s ability to disclose, having a strong negative 
emotional attitude toward disclosure would likely inhibit one from disclosing to a 
specifi c person, even when the costs are fully understood. Meanwhile, though many 
people disclose to friends and partners for emotional support, having a sense of 
obligation to disclose to the other person, regardless of emotional concerns, may be 
equally important. Thus, the interplay between emotion and cognition in attitudes 
may have implications for how we think of disclosure concerns (see also Chaps.   5    , 
  13    , and   17     in this volume). 

 In the study here described, we investigated the role of disclosure attitudes in 
understanding the relation between HIV-related stigma and levels of disclosure in a 
sample of Latino men and women living on the US-Mexico border. Our primary 
hypothesis was that attitudes will mediate the relation between stigma and disclo-
sure. As people living with HIV experience higher levels of stigma or perceive HIV- 
related stigma to be pervasive, a less positive attitude toward disclosing one’s status 
may develop and thus be associated with lower levels of disclosure. A secondary 
hypothesis was that we expected the reasons for disclosure to specifi c targets (i.e., 
family or friends) would more highly associate with either affective or cognitive 
attitudes toward disclosure. In sum, we expected to demonstrate the unique way in 
which different forms of attitudes shape disclosure to different people, thus, outlin-
ing ways in which we may best approach interventions that encourage disclosure 
behaviors in PLWHA.  

2     Disclosure of HIV Status 

 Among people living with HIV/AIDS (PLWHA), the self-disclosure of an HIV- 
positive serostatus has been related to better physical and mental health outcomes. 
Specifi cally, research has demonstrated an association between disclosure and 
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reductions in sexual risky behavior and transmission of HIV (Simoni et al.  2005 ; 
Moskowitz and Roloff  2008 ; Rosser et al.  2008 ); reduced levels of depression (Zea 
et al.  2005 ); enhanced HIV prevention and testing (Pulerwitz et al.  2008 ); improve-
ment in immune functioning as assessed with CD4 counts (Strachan et al.  2007 ; 
O’Cleirigh and Safren  2008 ); better medication adherence (Stirratt et al.  2006 ); and 
improved quantity and quality of social support, as well as self-esteem (Simoni 
et al.  2005 ). Thus, the promotion of disclosure may be one of the most pragmatic 
ways of improving the quality of life of PLWHA, as well as reducing HIV transmis-
sion (Crepaz and Marks  2003 ; Bairan et al.  2007 ; Sowell and Phillips  2010 ). 
According to Sowell and Phillips ( 2010 ), disclosure may help accomplish four 
goals: (a) increase motivation for HIV testing, prevention services, and subsequent 
treatment, (b) promote associates of PLWHA to reassess their level of risk for con-
tracting HIV, (c) contribute to enhanced social support networks for PLWHA, and 
(d) reduce HIV-related stigma and counteract social norms denigrating PLWHA 
through awareness and education. Strachan and colleagues ( 2007 ) suggested that 
further research on disclosure should aim to understand what conditions facilitate 
disclosure and to examine how best to incorporate disclosure promotion as part of 
standard HIV primary care. See also Chaps.   5     and   13     in this volume. 

 Rates of disclosure, reasons for disclosure, and norms and methods of disclosure 
have been shown to vary depending on the relationship the discloser has with the 
disclosure target (Derlega et al.  2004 ; Zea et al.  2007 ). For example, disclosure 
levels have found to be higher with friends and main partners than casual sex part-
ners across ethnically diverse samples (Kalichman et al.  2003 ; Zea et al.  2004 , 
 2005 ). Differences in disclosure levels to specifi c targets may be explained by the 
reasons motivating disclosure (e.g., feeling a responsibility to inform an HIV- 
negative sexual partner). Derlega and colleagues ( 2002 ) produced a list of reasons 
for disclosure that included being in a close/supportive relationship, having a duty 
to educate, seeking catharsis, and sharing a sense of similarity to the target. Reasons 
for disclosing varied according to target. For disclosure to close friends, “close/sup-
portive relationship” was endorsed as the most common reason, whereas disclosing 
to a main partner, “duty/education” and “close/supportive relationship” were almost 
equally endorsed reasons. 

 In a Latino gay and bisexual male sample, Zea and colleagues ( 2005 ) reported 
that close friends were most likely to be informed, followed by main partners and 
family members, with mothers being more likely to be informed than fathers. In a 
separate Latino sample, Zea and others ( 2004 ) evaluated disclosure to four target 
groups (i.e., friends, family, main partners, and casual sex partners) and found that 
barriers to disclosure (including emotional concerns) were predictive of nondisclo-
sure to all target groups except casual sex partners, suggesting that disclosure to 
casual sex partners may not involve the same affective process as disclosure to a 
close friend. For example, Latino gay men in the study tended to disclose their HIV 
serostatus primarily to close friends, citing the desire for emotional closeness/sup-
port and catharsis; followed by main partners, with emotional closeness/support and 
duty/education mentioned as motivators; then family members (mothers, primarily); 
and fi nally to casual sex partners. 
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 There is consistent evidence suggesting that Latino gay men have lower rates of 
disclosure than white gay men (Mason et al.  1995 ; Zea et al.  2004 ), possibly 
explained in part by traditional Latino values that denigrate homosexuality and 
inhibit open communication regarding sexual behavior (Zea et al.  2004 ,  2007 ). 
Indeed, disclosure behaviors may be infl uenced by cultural attitudes and contextual 
factors (Derlega et al.  2004 ). For example, the Latino value of  respeto  may manifest 
itself as an inhibitory factor that would not allow a woman to discuss safer sex prac-
tice options with a male partner (VanOss Marín et al.  1998 ). Several studies have 
demonstrated how the traditional Latino value of  familismo  may act as a buffer to 
psychological stress and at the same time inhibit open communication regarding 
culturally sensitive subjects (such as an HIV diagnosis) necessary to obtain any 
familial social support specifi c to a certain disease (Galanti  2003 ; Sowell and 
Phillips  2010 ). In another study of Latino men,  familismo  was thought to contribute 
to lower levels of disclosure for the sake of protecting the family from embarrass-
ment and keeping family relations harmonious (Mason et al.  1995 ; Zea et al.  1999 ). 
Both male and female participants in a study by Derlega and colleagues ( 2004 ) cited 
protecting the family and right to privacy as reasons for not disclosing to parents. 
In an earlier study, Derlega et al. ( 2002 ) reported that  obligation to protect  and  fear 
of stigmatization  were inversely related to parental disclosure, suggesting that 
greater overt or pervasive HIV-related stigmatization can inhibit disclosure (see also 
Chap.   4     in this volume). 

 Numerous theories have been developed in an attempt to explain antecedents and 
outcomes of disclosing HIV serostatus (e.g., Serovich  2001 ; Derlega et al.  2004 ; 
Zea et al.  2007 ). Models of disclosure behavior have suggested that the process 
takes the form of an evaluative judgment – that the anticipated response of the target 
should predict subsequent disclosure (Serovich et al.  2005 ; Bogart et al.  2008 ). If 
the target is predicted to be non-supportive, then disclosure is delayed. If the target 
is predicted to be supportive, then individuals disclose their serostatus. In both cir-
cumstances, the family dynamic would be preserved (Bogart et al.  2008 ). This eval-
uative process of disclosure decision-making lends itself to be explained as an 
attitude.  

3     Attitudes Toward Disclosure 

 The psychological literature on attitudes may help explain disclosure behavior. 
Social and cognitive psychologists have suggested that the fi rst and strongest deter-
minant of behavioral intentions is a person’s attitude toward the behavior (Ajzen 
 1991 ; Sutton  1998 ). According to Fazio ( 2007 ),  attitudes  are the association 
between the attitude object (e.g., a close friend) and the evaluation of that object 
(e.g., “like” versus “dislike”). Furthermore,  attitude objects  can take the form of a 
concrete object (e.g., condoms), an abstract concept (e.g., political ideology), or a 
particular behavior (e.g., disclosing one’s HIV status; Eagly and Chaiken  2007 ; 
Fazio  2007 ). Subsequent  evaluations  of these attitude objects may manifest as a 
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cognition (e.g., a thought that a behavior is a wise choice) or a feeling (e.g., excite-
ment about a behavior one is contemplating). Evaluations of behavioral attitude 
objects can also then be infl uenced by beliefs about the perceived outcomes (e.g., 
disclosing would lead to rejection), as well as prior experience with performing that 
same behavior (e.g., previous disclosures that lead to positive reactions; Ajzen 
 1991 ). In short, attitudes are simply a summary of evaluations of the attitude object 
(Eagly and Chaiken  2007 ; Fazio  2007 ). 

 Over two decades of research in the social and cognitive fi eld of attitude, research 
provides strong evidence for this working defi nition of attitudes and the subsequent 
development of what is known as the  Motivation and Opportunity as Determinants 
of the Attitude-Behavior Relationship  ( MODE )  model  (Fazio  2007 ; Olson and Fazio 
 2009 ). The MODE model explicates the way in which attitudes infl uence corre-
sponding behavior. Essentially, the MODE model outlines multiple paths that the 
attitude takes to infl uence a behavior (e.g., strong attitudes exert more infl uence than 
weak attitudes). A meta-analysis by Glasman and Albarrácin ( 2006 ) provided 
strong support for the MODE model conceptualization. They found that the attitude- 
behavior relationship yielded a moderately high mean weighted correlation between 
attitudes and corresponding behavior ( r  = .51). Moderators of this relationship were 
also evaluated. Specifi cally, moderate to high correlations were found between the 
attitude-behavior relationship and attitude stability (i.e., stable attitudes are more 
predictive of behavior;  r  = .66), beliefs about behavior outcomes ( r  = .50), direct 
prior experience ( r  = .83), confi dence that attitudes are correct ( r  = .44), attitudes that 
can easily be recalled ( r  = .40), the absence of two-sided questions (i.e., only posi-
tive or only negative information is presented and used when forming an attitude; 
 r  = .72), and fi nally the affective-cognitive (hedonistic-instrumental) relationship 
(i.e., attitudes and behaviors that are matched on affective or cognitive dimensions 
are more predictive;  r  = .81). The affective-cognitive relationship has been previ-
ously investigated and may have strong implications for health behaviors in which 
people engage for affective reasons (e.g., for pleasure or out of fear) or cognitive 
reasons (e.g., a behavior appraised to be wise or risky; Miller and Tesser  1986 ; 
Lawton et al.  2009 ). According to Miller and Tesser ( 1986 ), attitudes could be char-
acterized as affective and cognitive evaluations that are strengthened when the 
behavior being evaluated is more cognitively or affectively driven. For example, one 
might disclose one’s HIV status to a casual sex partner to avoid transmitting the 
infection or because of known disclosure laws (cognitive reasons). Disclosure to 
casual sex partners may then be said to be more cognitively driven (as data suggest; 
Zea et al.  2007 ), rather than affectively driven. On the other hand, one might dis-
close to a close friend in a cathartic (affective) way, expressing fears and emotional 
concerns. Therefore, the act of disclosing to a close friend (affectively driven) and 
the attitude object (an emotionally close friend) are both evaluated along an affec-
tive dimension, and thus, the predictive power of the attitude is strong (Crites et al. 
 1994 ; Glasman and Albarracin  2006 ). Consistent evidence suggests that disclosure 
to specifi c targets (friends, family, main partners, and casual sex partners) occurs for 
various reasons that may be cognitively driven (to educate the target, avoid trans-
mission of the virus, or avoid legal consequences), affectively driven (to seek 
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emotional relief or gain social support), or both (Derlega et al.  2004 ; Serovich et al. 
 2005 ). In keeping with the suggestion by Strachan and colleagues ( 2007 ) for 
researchers to explore conditions that facilitate disclosure behaviors, our attitudinal 
models provide an immediate and primary predictor of disclosure that attempts to 
explain how reason and emotion may dictate disclosure to each unique target 
person.  

4     HIV Stigma 

 There is an abundance of data to suggest that HIV-related stigma (experienced and 
perceived) inhibits disclosure (Derlega et al.  2002 ,  2004 ; Paxton  2002 ; Brown et al. 
 2003 ; Parker and Aggleton  2003 ; Poindexter and Shippy  2010 ; see Chaps.   5    ,   13     and 
  17    ) and thus may diminish the documented benefi ts of disclosure, while increasing 
levels of psychological and physiological stress (Crandall and Coleman  1992 ; 
Leserman et al.  1999 ,  2000 ; Sowell and Phillips  2010 ). Lee and colleagues ( 2002 ) 
suggested that stigma may manifest itself through a higher-order construct such as 
negative affect, which in turn produces negative attitudes about multiple aspects of 
living with HIV. 

 Stigma has been located at the “intersection of culture, power, and difference” 
(Parker and Aggleton  2003 : 17; see also Chaps.   1     and   2    ). However, the association 
between HIV-related stigma and negative mental health outcomes, particularly 
among people from diverse cultural backgrounds, is not entirely clear (Earnshaw 
and Chaudoir  2009 ). The research examining stigma among Latinos living with 
HIV has been limited (Perez et al.  2007 ). Two studies have documented poor ser-
vice utilization connected with stigma-related barriers (Shedlin and Shulman  2004 ; 
Rajabiun et al.  2008 ). Rajabiun and colleagues ( 2008 ) found stigma-related con-
cerns related to accessing care among individuals whose preferred language was 
Spanish. Poor service use is directly connected with poor health outcomes, and thus, 
the relation between stigma and poor health outcomes becomes clearer through the 
effect of stigma on access to care. HIV/AIDS-related stigma is prevalent in Hispanic 
culture. A study by Darrow et al. ( 2009 ) found a potential acculturation effect: that 
Hispanics interviewed in Spanish held more stigmatizing views than those inter-
viewed in English. They noted that Hispanics of Mexican descent held more stigma-
tizing attitudes when compared to Puerto Ricans, especially those categorized as 
having lower levels of education and no prior history of HIV testing. Combined 
together, these risk factors may disproportionately lead to more stigmatizing atti-
tudes toward minority groups who are already disproportionately affected by the 
HIV epidemic. Further exploration into specifi c stigma mechanisms and their effect 
on psychological and health-related outcomes are warranted. 

 According to Earnshaw and Chaudoir ( 2009 ), multiple stigma mechanisms may 
exist, and differences in health outcomes may be due to multiple and interactive 
factors. For example, enacted stigma, or the stigma experienced by a person living 
with HIV, may contribute to feelings of stress which in turn affect physical health 
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outcomes, while high levels of internalized stigma are associated with feelings of 
isolation and worthlessness. High levels of perceived, anticipated, or experienced 
stigma might inhibit disclosure through fear of rejection (see also Chaps.   2    ,   3    ,   9    ,   12    , 
  16    , and   17    ). Regardless of the complexity and form of stigma, PLWHA may be 
viewed differently than others, and individuals seen as being different are often left 
to manage stigma on their own, regardless of culture or disease (Sowell and Phillips 
 2010 ). Specifi c to HIV, selective disclosure is a way for PLWHA to manage stigma 
by having control of who is “in the know” and who should not be informed for fear 
of negative reactions. While nondisclosure may protect individuals from being stig-
matized and rejected from family and friends, being fi red, or feelings of shame and 
embarrassment, it also inhibits HIV-related emotional and instrumental support that 
may be offered by disclosing something as intimate and personal as a life- threatening 
disease. More importantly, Poindexter and Shippy ( 2010 ) highlighted the chronicity 
of disclosure issues that are likely to play out over the course of many years living 
with HIV. PLWHA are often continuously navigating disclosure with new friends 
and acquaintances, altering or devising strategies for disclosing, and evaluating per-
ceptions of positive and negative reactions from disclosure targets. Thus, stigma and 
disclosure may play important roles for many years over the course of one’s life (see 
also Chaps.   5     and   13    ).  

5     The Study 

5.1     Procedure 

 This study was part of a larger joint project by the University of Washington and the 
University of Texas at El Paso, funded by the National Institute of Mental Health. 
All participants were recruited from Centro de Salud Familiar La Fe CARE Center 
in El Paso, Texas, a community health center that offers comprehensive HIV/AIDS 
services to those living on the US-Mexico border. 

 Recruitment involved hanging posters and placing handouts in the clinic wait-
ing room, in the exam rooms, and at the front desk. Additionally, other clinic staff, 
caseworkers, or physicians could refer patients directly to the study. Eligible par-
ticipants were (1) at least 18 years of age, (2) HIV-positive, (3) able to speak 
either English or Spanish, and (4) on antiretroviral therapy (ART). After confi rm-
ing the eligibility of interested patients, study staff described the survey and 
obtained written informed consent. The fi rst portion of the survey was conducted 
in an interview format in order to facilitate the discussion of sensitive issues as 
well as build rapport with the participant. We assessed levels of disclosure, as well 
as attitudes toward disclosure during this portion. Next, participants completed a 
paper-and-pencil questionnaire on their own. This contained an assessment of HIV-
related stigma. The entire process took approximately 90 min, and each participant 
was paid $20.  
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5.2     Participants 

 Data from 241 participants were used in our analyses. Participants ranged in age 
from 18 to 73 years ( M  = 46.2, SD = 10.5) and on average had been living with HIV 
for 10.6 years (SD = 6.5). Eighty-four percent were of Mexican descent, with a 
majority (82.7 %) being male. On the Klein Sexual Orientation Grid (Weinrich and 
Klein  2002 ), 39 % of our participants identifi ed as gay or lesbian exclusively, 5.9 % 
as gay/lesbian mostly, 2.7 % as gay/lesbian somewhat, 11.4 % as bisexual, 3.8 % as 
heterosexual somewhat, 4.3 % as heterosexual mostly, and 32.4 % as heterosexual 
exclusively. A minority (38.9 %) of our respondents indicated being in a committed 
relationship. 

 In terms of living arrangements, 42 % of our participants were currently renting 
a home or apartment, 21.6 % owned a home, and 23.8 % were living with family 
members. At some time during the past 12 months, 15.7 % of our respondents had 
resided in Mexico. A majority of our participants was unemployed (58.4 %) at the 
time of data collection, while 13.5 % were working full-time. The median house-
hold income was $10,512 ( M  = $14,111, SD = $14,778).  

5.3     Measures 

5.3.1     Attitudes Toward Disclosure 

 We used semantic differential test items to assess  affectively  driven attitudes and 
 cognitively  driven attitudes toward disclosure of HIV status to four specifi c targets: 
family, friends, main partners, and casual sex partners. The scales were developed 
to capture evaluations of a variety of attitude objects (Crites et al.  1994 ). To assess 
affectively driven attitudes, the stem “Disclosing my HIV serostatus to [target] 
would feel” was followed by three pairs of semantic anchors, with each pair sepa-
rated by a seven-point scale (i.e.,  humiliating……comforting ,  relieving…….stress-
ful ,  satisfying…….frustrating ). For cognitive items, the stem was “I think disclosing 
my HIV serostatus to [ target ] would be,” and the anchor pairs were “ wise…….fool-
ish ,  appropriate…….inappropriate ,  safe…….harmful .” Responses were scored 
from the extreme negative (−3) to the extreme positive (+3), with a middle point of 
zero. Scores were summed across the 12 cognitive items ( α  = .81), the 12 affective 
items ( α  = .86), and all 24 items to compute a global attitude toward disclosure scale 
( α  = .89). Previous research using semantic differential attitude scales indicated high 
internal consistency (Crites et al.  1994 ).  

5.3.2     HIV-Related Stigma 

 HIV-related stigma was assessed by the 12-item  stereotype  and 7-item  social rela-
tionship  subscales from the Multidimensional Measure of Internalized HIV Stigma 
(MMIHS; Sayles et al.  2008 ). The stereotype subscale was developed to assess 
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“perceived” stigma. The social relationship subscale was developed to capture both 
“perceived” and “experienced” HIV-related stigma from family members, medical 
providers, and society in general. Both subscales have demonstrated acceptable lev-
els of internal consistency ( α  = .89, .91) and construct validity. Each item is scored 
from 1 ( none of the time ) to 5 ( all of the time ). We computed a total score by averag-
ing the means of the two subscales.  

5.3.3     HIV Disclosure 

 To assess our dependent variable, we adapted the HIV Disclosure Scale (Duran 
 1998 ), asking participants how many people make up 11 different disclosure groups 
(i.e.,  main partners ,  mother ,  father ,  children ,  brother ,  sister ,  aunt ,  uncle ,  cousins , 
 close friends ,  and casual sex partners ) and to how many people in each group the 
participant had disclosed. Originally, the scale did not include a group labeled 
 casual sex partners . In our adaptation, we divided the category of “romantic/sexual 
partners” into “main partners” and “casual sex partners.” A disclosure percentage 
was calculated by dividing the total number of disclosure targets available by the 
sum of those to whom a participant had disclosed and multiplying the result by 100.   

5.4     Statistical Analyses 

 We employed a hierarchical linear regression using the Baron and Kenny ( 1986 ) 
method to test our main a priori hypothesis, that attitudes toward disclosure mediate 
the relationship between HIV-related stigma and levels of disclosure. We expected 
higher levels of perceived and experienced stigma to produce negative attitudes 
toward disclosure that then predicted lower levels of disclosure, and vice versa. 
Socio-demographic variables that were associated with disclosure (Mexican descent 
and years living with HIV) were controlled for in our regression model. In our 
mediation analysis, an overall disclosure percentage was calculated by summing the 
number of targets to whom each participant had disclosed across four groups, 
immediate family members (parents and siblings; Serovich et al.  2005 ), main part-
ners, close friends, and casual sex partners, and dividing this number by the total of 
potential targets available to each participant. 

 Our second set of hypotheses was constructed to assess the differences in strength 
between two correlated correlations, specifi cally the correlation between affective 
attitudes and disclosure and the correlation between cognitive attitudes and disclo-
sure utilizing Steiger’s  Z -test (Steiger  1980 ). It is important to note that these cor-
relations share a common variable (disclosure percentage). Also, each of these 
percentages included a different number of cases due to differences in availability 
of potential targets among participants. For example, not all participants had main 
partners, and thus, the number of cases for this analysis was reduced. Disclosure 
percentages are shown in Table  11.1 . Steiger’s  Z -test ( 1980 ) remedies this violation 
of nonindependence by transforming  r  to  z  and utilizing these  z -scores    in the test 
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formula along with an additional mathematical constant. We tested the difference 
between two Pearson correlations across three targets (family members, close 
friends, and casual sex partners). We tested the difference between cognitive and 
affective attitudes toward disclosure to main partners and main partner disclosure 
levels (measured dichotomously) by utilizing a point-biserial correlation before 
conducting transformations.

6         Results 

6.1     Stigma 

 The mean of the 12  perceived  stigma items (each assessed on a 5-point Likert-type 
scale) from the stereotypes subscale was 2.98 (SD = .96), and the mean of the 7 
 perceived  and  experienced  stigma items from the social relationships subscale was 
1.81 (SD = .90). These means were then summed to create a total stigma score for 
use in our mediation analysis ( M  = 4.7, SD = 1.6).  

6.2     Disclosure 

 Disclosure attitudes varied widely in this sample, and participants used the full range 
of each subscale for each disclosure target. As demonstrated in Table  11.1 , overall 
disclosure attitudes were positive (scores greater than zero). However, cognitive atti-
tudes were generally more positive than affective attitudes. Participants had more 
positive attitudes toward disclosure of their serostatus to main partners than to other 
targets, and these attitudes were refl ected in actual disclosure patterns.  

    Table 11.1    Mean attitudes toward disclosure, percentage of targets informed, and sample sizes   

 Disclosure target 

 Global 
attitudes 

 Cognitive 
attitudes 

 Affective 
attitudes 

 Actual 
disclosure 

 Participant, 
 n   Mean ( SD )  Mean ( SD )  Mean ( SD ) 

 Percentage 
informed 

 All targets  28.7 ( 31.4 )  18.3 ( 16.5 )  10.8 ( 18.0 )  57 % 
 Main partner  7.4 ( 4.1 )  5.1 ( 5.8 )  84 %  161 
 Family members  4.7 ( 5.7 )  2.3 ( 6.0 )  56 %  241 
 Close friends  2.5 ( 8.7 )  1.9 ( 7.0 )  62 %  219 

 Casual sex partners  4.3 ( 6.4 )  1.5 ( 6.7 )  64 %  109 

   Note : Global attitudes were calculated by adding scores across affective and cognitive subscales. 
Our list of targets (e.g., casual sex partners) was not applicable to all participants, and therefore, 
each target yielded a different sample size for analysis  
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6.3     Attitudes 

 Table  11.2  illustrates correlations between affective and cognitive attitudes toward 
disclosing to each target (e.g., friends) and self-reported level of disclosure to that 
target group. The difference between these two correlations is noted by Steiger’s  Z .

   We predicted that affective attitudes would be more strongly associated with 
disclosure to close friends than cognitive attitudes; however, our resulting  z -score 
did not exceed the cutoff criterion ( Z  = 0.18). The results suggest no differential 
association between affective and cognitive attitudes toward disclosure to close 
friends. As predicted, cognitive attitudes toward disclosure were more strongly 
associated with disclosure to casual sex partners than affective attitudes ( Z  = 2.54, 
 p  < .01).  

6.4     Mediation 

 Preliminary bivariate analyses demonstrated that being of Mexican descent and the 
time living with HIV were both associated with levels of disclosure ( r  = .17–.22, 
 p  < .05). Thus, we controlled for these variables in the subsequent mediation analy-
sis. Attitudes toward disclosure mediated the relationship between HIV-related 
stigma and disclosure after controlling for associated socio-demographic variables 
(see Fig.  11.1  for mediation analysis model statistics). Specifi cally, after controlling 
for years living with HIV and Mexican descent, (1) disclosure decreased as HIV- 
related stigma increased, (2) attitudes toward disclosure were less positive as HIV- 
related stigma increased, (3) disclosure increased as positive attitudes toward 
disclosing increased, and (4) when attitudes toward disclosure and HIV-related 
stigma were regressed on disclosure, the relationship between HIV-related stigma 
and disclosure was no longer statistically signifi cant, but attitudes toward disclosure 

   Table 11.2    Attitude and disclosure correlations   

 Target category 
 Correlation with affective 
attitudes 

 Correlation with cognitive 
attitudes 

 Steiger’s 
 Z -statistic 

 Main partner  .11  .17*  .76    
 Family members  .30**  .55**  5.15** 
 Close friends  .47**  .46**  .18 
 Casual sex partners  .35**  .54**  2.54* 

   Note : Each target category (e.g., casual sex partners) was not applicable to all participants, and 
therefore, each target yielded a different sample size for analysis. A point-biserial correlation was 
calculated for attitudes and disclosure to main partners (measured dichotomously). The remaining 
three targets utilized Pearson correlations. Each resulting pair of correlations was subjected to 
Steiger’s  Z -test formula, producing a  z -statistic which indicates signifi cant differences when it 
exceeds the 95 %  z -critical value (1.96) 
 * p  < .05, ** p  < .01  
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remained a signifi cant predictor of disclosure, indicating that attitudes toward 
disclosure fully mediated the association between stigma and actual disclosure.

7         Conclusion 

 Our study demonstrated that attitudes toward disclosure are a mechanism by which 
stigma impacts disclosure behaviors among Latinos living with HIV on the 
US-Mexico border. In addition, cognitive attitudes had a stronger association with 
disclosure behaviors than affective attitudes. 

 As is often the case with studies of statistical mediation, results can suggest 
points of intervention to encourage behavior change (MacKinnon and Luecken 
 2008 ). For example, our results suggest that cognitive attitudes might be a good 
potential target for intervention development for Latinos living with HIV. 
Interventions that can alter cognitive attitudes toward disclosure, as opposed to 
affective attitudes, might have a positive impact on changing disclosure behaviors in 
this population. More specifi cally, our data suggest that possibly targeting reasons 
for disclosure that include “feeling obligated to disclose,” “having a duty to dis-
close,” or a sense of “responsibility to educate” partners, friends, family, and others 
may be more effi cacious than targeting emotional concerns. We do not want to 
belittle the initial fear of rejection, anticipation of negative reactions, and overall 
stress associated with contemplating disclosure (Serovich et al.  2006 ). However, as 
suggested by Serovich and colleagues ( 2006 ), over time, and with more experience 
of having disclosed, experiencing the benefi ts of disclosing may help mitigate any 
anxiety or negative affect that was initially present. Thus, cognitive concerns of hav-
ing a felt obligation to disclose may take precedent. Ultimately, encouraging disclo-
sure of HIV status, particularly to intimate partners, can reduce the spread of HIV 
infection (Sowell and Phillips  2010 ). 

 Our study was cross-sectional in nature, and thus, causal inferences about the 
relationships between variables in this study cannot be made. In addition, no test of 
measurement invariance between our English- and Spanish-speaking stigma scales, 

Perceived and
experienced

stigma 

Attitudes toward
disclosure  

Disclosure

-.23** -.43***

-.14* (-.07)

  Fig. 11.1    Mediation model ( Note :  *p  < .05, **p  < .01, ***p  < .001. Standardized betas reported for 
model after controlling for ethnicity and number of years living with HIV)       
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as well as affective and cognitive attitude scales, was conducted. Other method-
ological concerns include having a nonrandom sample drawn from a local HIV 
medical clinic. Despite these concerns, our results clearly indicate that among 
Latinos, stigma is an important predictor of disclosure behaviors. Previous studies 
have examined stigma and its association with health service utilization among 
Latinos living with HIV, and few studies have examined stigma and disclosure in 
this population (Shedlin and Shulman  2004 ; Perez et al.  2007 ; Mutchler et al.  2008 ; 
Rajabiun et al.  2008 ). Our study contributes to this literature by providing detail on 
the type of attitude toward disclosure (cognitive) that might have the most impact on 
altering disclosure behaviors. 

 We should also note that others have attempted to predict disclosure using simi-
lar constructs such as self-effi cacy and attitudinal constructs (Kalichmen and 
Nachimson  1999 ; Lawton et al.  2009 ; Serovich et al.  2009 ). However, our concep-
tual and operational defi nitions of attitudes as an essential and more immediate 
predictor of behavior may have stronger implications for intervention research. For 
example, self-effi cacy, a construct borrowing from Azjen’s ( 1991 ) perceived behav-
ioral control component, was originally added as an additional determinant of 
behavior for those behaviors that were considered not under complete volitional 
control (Armitage and Conner  2001 ). Assuming that disclosure decisions are com-
pletely up to the individual, attitudes have shown to be a stronger predictor of future 
behavior (Cooke and French  2008 ; Özer and Yilmaz  2011 ). Going forward, expli-
cating the path from stigma to disclosure through attitudes may benefi t attitude 
change and persuasion research. As suggested by Strachan and colleagues ( 2007 ), 
identifying these specifi c determinants of disclosure can ultimately aid in reducing 
new cases.     

  Acknowledgments   This research was based on data collected for the M.A. thesis of the fi rst 
author. It was supported by grant 1R34 MH08674 and MH084674-S from the National Institute of 
Mental Health. We are grateful to the patients and staff of Centro de Salud Familiar La Fe CARE 
Center, Inc., for their participation and facilitation of this study. Jessica Armendariz, Teresa Frias, 
Carolina Lara, Chrisie Lemon, Virginia Longoria, Elsa Martin, Antonio Martinez, Miriam Pando, 
Tatiana Rodriguez, Giselle Sanchez, and Cesar Villareal Ramos assisted with data collection, 
entry, and analysis.  

   References 

      Ajzen, A. (1991). The theory of planned behavior.  Organizational Behavioral and Human Decision 
Processes, 50 , 179–211.  

    Armitage, C. J., & Conner, M. (2001). Effi cacy of the theory of planned behavior: A meta-analytic 
review.  British Journal of Social Psychology, 40 , 471–499.  

    Bairan, A., Jones Taylor, G. A., Blake, B. J., Akers, T., Sowell, R., & Mendiola, R. (2007). A 
model of HIV disclosure: Disclosure and types of social relationships.  Journal of the American 
Academy of Nurse Practitioners, 19 , 242–250.  

    Baron, R. M., & Kenny, D. A. (1986). The moderator-mediator variable distinction in social psy-
chological research: Conceptual, strategic and statistical considerations.  Journal of Personality 
and Social Psychology, 51 , 1173–1182.  

11 HIV-Related Stigma and HIV Disclosure Among Latinos…



200

     Bogart, L. M., Cowgill, B. O., Kennedy, D., Ryan, G., Murphy, D. A., Elijah, J., & Schuster, M. A. 
(2008). HIV-related stigma among people with HIV and their families: A qualitative analysis. 
 AIDS and Behavior, 12 , 244–254.  

    Brouwer, K. C., Strathdee, S. A., Magis-Rodríguez, C., Bravo-García, E., Gayet, C., Patterson, T. 
L., Bertozzi, S. M., & Hogg, R. S. (2006). Estimated numbers of men and women infected with 
HIV/AIDS in Tijuana, Mexico.  Journal of Urban Health: Bulletin of the New York Academy of 
Medicine, 83 , 299–307.  

    Brown, L., Macintyre, K., & Trujillo, L. (2003). Interventions to reduce HIV/AIDS stigma: What 
have we learned?  AIDS Education and Prevention, 15 , 49–69.  

  Centers for Disease Control. (2008). Subpopulation estimates from the HIV incidence survelliance 
system – United States, 2006.  Morbidity and Mortality Weekly Report, 57 (36), 985–989. Retrieved 
November 1, 2010, from   http://www.cdc.gov/mmwr/preview.mmwrhtml.mm5736a1.htm      

   Centers for Disease Control and Prevention. (2008a, March).  HIV/AIDS policy fact sheet: Latinos 
and HIV/AIDS . Retrieved December 12, 2010, from   http://www.cdc.gove/hiv/stats.htm      

   Centers for Disease Control and Prevention. (2008b, April).  HIV/AIDS among Hispanics/
Latinos: CDC HIV/AIDS facts . Retrieved December 12, 2010, from   http://www.cdc.gove/
hiv/stats.htm      

   Centers for Disease Control and Prevention. (2010).  HIV survelliance report  (Vol. 22).   http://www.
cdc.gov/hiv/topics/survelliance/resources/reports/      

    Cooke, R., & French, D. P. (2008). How well do the theory of reasoned action and theory of 
planned behavior predict intentions and attendance at screening programmes? A meta-analysis. 
 Psychology & Health, 23 , 745–765.  

    Crandall, C. S., & Coleman, R. (1992). AIDS-related stigmatization and the disruption of social 
relationships.  Journal of Social and Personal Relationships, 9 , 163–177.  

    Crepaz, N., & Marks, G. (2003). Serostatus disclosure, sexual communication and safer sex in 
HIV-positive men.  AIDS Care, 13 , 379–387.  

      Crites, S. L., Fabrigar, L. R., & Petty, R. E. (1994). Measuring the affective and cognitive proper-
ties of attitudes: Conceptual and methodological issues.  Personality and Social Psychology 
Bulletin, 6 , 619–634.  

    Darrow, W. W., Montanea, J. E., & Gladwin, H. (2009). AIDS-related stigma among Black and 
Hispanic young adults.  AIDS and Behavior, 13 , 1178–1188.  

    del Rio, C., & Sepúlveda, J. (2002). AIDS in Mexico: Lessons learned and implications for devel-
oping countries.  AIDS, 16 , 1445–1457.  

      Derlega, V. J., Winstead, B. A., Greene, K., Serovich, J., & Elwood, W. N. (2002). Perceived HIV-
related stigma and HIV disclosure to relationship partners after fi nding out about the seroposi-
tive diagnosis.  Journal of Health Psychology, 7 , 415–432.  

         Derlega, V. J., Winstead, B. A., Greene, K., Serovich, J., & Elwood, W. N. (2004). Reasons for 
HIV disclosure/non-disclosure in close relationships: Testing a model of HIV-disclosure deci-
sion making.  Journal of Social and Clinical Psychology, 23 , 747–767.  

   Duran, R. (1998).  Differential consequences of serostatus disclosure in men and women . Paper 
presented at the annual meeting of the American Psychological Association, San Francisco.  

     Eagly, A. H., & Chaiken, S. (2007). The advantages of an inclusive defi nition of attitudes.  Social 
Cognition, 25 , 582–602.  

     Earnshaw, V. A., & Chaudoir, S. R. (2009). From conceptualizing to measuring HIV stigma: A 
review of HIV stigma mechanism measures.  AIDS and Behavior, 13 , 1160–1170.  

       Fazio, R. H. (2007). Attitudes as object-evaluation associations of varying strength.  Social 
Cognition, 25 , 603–637.  

    Galanti, G. A. (2003). The Hispanic family and male-female relationships: An overview.  Journal 
of Transcultural Nursing, 14 , 180–185.  

     Glasman, L. R., & Albarracin, D. (2006). Forming attitudes that predict future behavior: A meta-
analysis of the attitude-behavior relation.  Psychological Bulletin, 5 , 778–822.  

    Gonzales, J. S., Hendriksen, E. S., Collins, E. M., Duran, R. E., & Safren, S. A. (2009). Latinos 
and HIV/AIDS: Examining factors related to disparity and identifying opportunities for psy-
chosocial intervention research.  AIDS and Behavior, 13 , 582–602.  

J.A. Sauceda et al.

http://www.cdc.gov/mmwr/preview.mmwrhtml.mm5736a1.htm
http://www.cdc.gove/hiv/stats.htm
http://www.cdc.gove/hiv/stats.htm
http://www.cdc.gove/hiv/stats.htm
http://www.cdc.gov/hiv/topics/survelliance/resources/reports/
http://www.cdc.gov/hiv/topics/survelliance/resources/reports/


201

        Instituto Nacional de Estadística. (2003).  Censo Nacional de Población 2000 . San José : INEGI.  
    Kalichman, S. C., DiMarco, M., Austin, J., Luke, W., & DiFonzo, K. (2003). Stress, social support, 

and HIV-status disclosure to family and friends among HIV-positive men and women.  Journal 
of Behavioral Medicine, 26 , 315–332.  

    Kalichmen, S. C., & Nachimson, D. (1999). Self-effi cacy and disclosure of HIV-positive serostatus 
to sex partners.  Health Psychology, 18 , 281–287.  

     Lawton, R., Conner, M., & McEachan, R. (2009). Desire or reason: Predicting health behaviors 
from affective and cognitive attitudes.  Health Psychology, 28 , 56–65.  

    Lee, S. R., Kochman, A., & Sikkema, K. J. (2002). Internalized stigma among people living with 
HIV-AIDS.  AIDS and Behavior, 4 , 309–319.  

    Leserman, J., Jackson, E. D., Petitto, J. M., Golden, R. N., Silva, S. G., Perkins, D. O., Cali, J., 
Folds, J. D., & Evans, D. L. (1999). Progression to AIDS: The effects of stress, depressive 
symptoms and social support.  Psychosomatic Medicine, 61 , 397–406.  

    Leserman, J., Petitto, J. M., Golden, R., Gaynes, B., Gu, H., Perkins, D. O., Silva, S. G., Folds, 
J. D., & Evans, D. L. (2000). Impact of stressful life events, depression, social support, cop-
ing and cortisol on progression to AIDS.  The American Journal of Psychiatry, 157 , 
1221–1228.  

    MacKinnon, D. P., & Luecken, L. J. (2008). How and for whom? Mediation and moderation in 
health psychology.  Health Psychology, 2 (Suppl), S99–S100.  

     Mason, H. R. C., Marks, G., Simoni, J. M., Ruiz, M. S., & Richardson, J. L. (1995). Culturally 
sanctioned secrets? Latino men’s nondisclosure of HIV infection to family, friends, and lovers. 
 Health Psychology, 14 , 6–12.  

     Miller, M. G., & Tesser, A. (1986). Effects of affective and cognitive focus on the attitude-behavior 
relation.  Journal of Personality and Social Psychology, 51 , 270–276.  

    Moskowitz, D. A., & Roloff, M. E. (2008). Vengeance, HIV disclosure, and perceived HIV trans-
mission to others.  AIDS and Behavior, 5 , 721–728.  

    Mutchler, M. G., Bogart, L. M., Elliott, M. N., McKay, T., Suttorp, M. J., & Schuster, M. A. 
(2008). Psychosocial correlates of unprotected sex without disclosure of HIV-positivity among 
African-American, Latino, and White men who have sex with men and women.  Archives of 
Sexual Behavior, 37 , 736–747.  

    O’Cleirigh, C., & Safren, S. A. (2008). Optimizing the effects of stress management interventions 
in HIV.  Health Psychology, 3 , 297–301.  

    Olson, M. A., & Fazio, R. H. (2009). Implicit and explicit measures of attitudes: The perspective 
of the MODE model. In R. E. Petty, R. H. Fazio, & P. Briñol (Eds.),  Attitudes: Insights from the 
new implicit measures  (pp. 20–64). New York: Psychology Press.  

    Özer, G., & Yilmaz, E. (2011). Comparison of the theory of reasoned action and the theory of 
planned behavior: An application on accountants’ information technology usage.  African 
Journal of Business Management, 5 , 50–58.  

     Parker, R., & Aggleton, P. (2003). HIV and AIDS-related stigma and discrimination: A conceptual 
framework and implications for action.  Social Science & Medicine, 57 (1), 13–24. doi:  10.1016/
S0277-9536(02)00304-0    .  

    Paxton, S. (2002). The paradox of public HIV disclosure.  AIDS Care, 4 , 559–567.  
     Perez, D., Sribney, W. M., & Rodríguez, M. A. (2007). Perceived discrimination and self-reported 

quality of care among Latinos in the United States.  Journal of General Internal Medicine, 
3 (Suppl), 548–554.  

     Poindexter, C. C., & Shippy, R. A. (2010). HIV diagnosis disclosure: Stigma management and 
stigma resistance.  Journal of Gerontological Social Work, 53 , 366–381.  

    Pulerwitz, J., Michaelis, A. P., Lippman, S. A., Chinaglia, M., & Diaz, J. (2008). HIV-related 
stigma, service utilization, and status disclosure among truck drivers crossing the southern 
borders in Brazil.  AIDS Care, 7 , 764–770.  

      Rajabiun, S., Rumptz, M. H., Felizzola, J., Frye, A., Relf, M., Yu, G., & Cunningham, W. E. 
(2008). The impact of acculturation on Latinos’ perceived barriers to HIV primary care. 
 Ethnicity & Disease, 4 , 403–408.  

11 HIV-Related Stigma and HIV Disclosure Among Latinos…

http://dx.doi.org/10.1016/S0277-9536(02)00304-0
http://dx.doi.org/10.1016/S0277-9536(02)00304-0


202

    Rosser, B. R. S., Horvath, K. J., Hatfi eld, L. A., Peterson, J. L., Jacoby, S., & Stately, A. (2008). 
Predictors of HIV disclosure to secondary partners and sexual risk behavior among a high-risk 
sample of HIV-positive MSM: Results from six epicenters in the US.  AIDS Care, 8 , 925–930.  

    Sanchez, M. A., Lemp, G. F., Magis-Rodríguez, C., Bravo-García, E., Carters, S., & Ruiz, J. D. 
(2004). The epidemiology of HIV among Mexican migrants and recent immigrants in 
California and Mexico.  Journal of Acquired Immune Defi ciency Syndromes, 37 (Suppl 4), 
S204–S214.  

    Santo, G., Puga, A. M., & Medina, C. (2004). HAART, adherence and cultural issues in the US 
Latino community.  The AIDS Reader, 10 (Suppl), S26–S29.  

    Sayles, J. N., Hays, R. D., Sarkisian, C. A., Mahajan, A. P., Spritzer, K. L., & Cunningham, W. E. 
(2008). Development and psychometric assessment of a multidimensional measure of internal-
ized HIV stigma in a sample of HIV-positive adults.  AIDS and Behavior, 12 , 748–758.  

    Serovich, J. M. (2001). A test of two HIV disclosure theories.  AIDS Education and Prevention, 13 , 
355–364.  

      Serovich, J. M., Esbensen, A. J., & Mason, T. L. (2005). HIV disclosure by men who have sex with 
men to immediate family over time.  AIDS Patient Care and STDs, 19 , 506–517.  

     Serovich, J. M., Mason, T. L., Bautista, D., & Toviessi, P. (2006). Gay men’s report of regret of 
HIV disclosure to family, friends, and sex partners.  AIDS Education and Prevention, 18 , 
132–138.  

    Serovich, J. M., Reed, S., Grafsky, E. L., & Andrist, D. (2009). An intervention to assist men who 
have sex with men disclose their serostatus to casual sex partners: Results from a pilot study. 
 AIDS Education and Prevention, 3 , 207–219.  

     Shedlin, M. G., & Shulman, L. (2004). Qualitative needs assessment of HIV services among 
Dominican, Mexican and Central American immigrant populations living in the New York City 
area.  AIDS Care, 4 , 434–445.  

     Simoni, J. M., Huang, B., Goodry, E. J., & Montoya, H. D. (2005). Social support and depressive 
symptomatology among HIV-positive women: The mediating role of self-esteem and mastery. 
 Women & Health, 4 , 1–15.  

         Sowell, R. L., & Phillips, K. D. (2010). Understanding and responding to HIV/AIDS stigma and 
disclosure: An international challenge for mental health nurses.  Issues in Mental Health 
Nursing, 31 , 394–402.  

     Steiger, J. H. (1980). Test for comparing elements of a correlation matrix.  Psychological Bulletin, 
87 , 245–251.  

    Stirratt, M. J., Remien, R. H., Smith, A., Copelan, Q. O., Dolezal, C., & Krieger, D. (2006). The 
role of HIV serostatus disclosure in antiretroviral medication adherence.  AIDS and Behavior, 
10 , 483–493.  

       Strachan, E. D., Bennett, W. R. M., Russo, J., & Roy-Byrne, P. P. (2007). Disclosure of HIV status 
and sexual orientation independently predicts increased absolute CD4 cell counts over time for 
psychiatric patients.  Psychosomatic Medicine, 69 , 74–80.  

    Sutton, S. (1998). Predicting and explaining intentions and behavior: How well are we doing? 
 Journal of Applied Social Psychology, 28 , 1317–1338.  

   Texas Department of State Health Services. (2009).  Texas STD/HIV surveillance report . Retrieved 
January 5, 2011, from   www.dshs.state.tx.us      

   U.S. Census Bureau. (2002).  Texas 2000: Summary population and housing characteristics.  
Retrieved July 15, 2007, from   www.census.gov      

    VanOss Marín, B., Tschann, J. M., Gomez, C. A., & Gregorich, S. (1998). Self-effi cacy to use 
condoms in unmarried Latino adults.  American Journal of Community Psychology, 1 , 53–71.  

    Volkow, P., Villasis, A., Cornejo, P., & Sierra-Madero, J. (2007). Rapid scaling-up of access to 
antiretroviral therapy in Mexico: Is it better not to treat?  AIDS, 21 , 261–262.  

    Weinrich, J. D., & Klein, F. (2002). Bi-gay, Bi-straight, and Bi-Bi: Three bisexual subgroups iden-
tifi ed using cluster analysis of the Klein sexual orientation grid.  Journal of Bisexuality, 4 , 
109–139.  

    Zea, M. C., Reisen, C. A., & Poppen, P. J. (1999). Psychological well-being among Latino lesbians 
and gay men.  Cultural Diversity and Ethnic Minority Psychology, 5 , 371–379.  

J.A. Sauceda et al.

http://www.dshs.state.tx.us/
http://www.census.gov/


203

       Zea, M. C., Reisen, C. A., Poppen, P. J., Echeverry, J. J., & Bianchi, F. T. (2004). Disclosure of 
HIV-positive status to Latino gay men’s social networks.  American Journal of Community 
Psychology, 33 , 107–116.  

      Zea, M. C., Reisen, C. A., Poppen, P. J., Bianchi, F. T., & Echeverry, J. J. (2005). Disclosure of 
HIV status and psychological well-being among Latino gay and bisexual men.  AIDS and 
Behavior, 9 , 15–26.  

       Zea, M. C., Reisen, C. A., Poppen, P. J., Bianchi, F. T., & Echeverry, J. J. (2007). Predictors of 
disclosure of human immunovirus-positive serostatus among Latino gay men.  Cultural 
Diversity and Ethnic Minority Psychology, 13 , 304–312.    

11 HIV-Related Stigma and HIV Disclosure Among Latinos…



205P. Liamputtong (ed.), Stigma, Discrimination and Living with HIV/AIDS: 
A Cross-Cultural Perspective, DOI 10.1007/978-94-007-6324-1_12,
© Springer Science+Business Media Dordrecht 2013

1            Background and Politics of HIV in South Africa 

 Since HIV/AIDS fi rst appeared in the 1980s, it has been associated with fear, stig-
matization and discrimination (Parker and Aggleton  2003 ; see also chapters in Part 
I in this volume). Several studies have reported the pervasive and detrimental effects 
of HIV-related stigma on the lives of people living with HIV. Furthermore, stigma 
contributes to the expansion of the epidemic in several ways (Parker and Aggleton 
 2003 ; Campbell et al.  2005 ). Stigma and its accompanying secrecy affects decisions 
about HIV testing, disclosure and treatment and is therefore an obstacle to reducing 
the spread of infection (Bond et al.  2002 ; Parker et al.  2002 ; Mbonu et al.  2009 ). A 
comprehensive understanding of stigma is therefore necessary in managing the 
epidemic. 

 HIV infection has reached epidemic proportions in South Africa and has serious 
consequences for individuals as well as the country’s health resources and econ-
omy. South Africa boasts the greatest prevalence of HIV/AIDS in the world – with 
estimates hovering around 11 % for the country as a whole and 17.8 % for adults 
aged 15–49 years. Approximately 5.6 million people in South Africa are living with 
HIV, and women account for an estimated 58 % of all HIV infections (Shisana et al. 
 2009 ; UNAIDS  2010 ). In fact, almost one in three women aged 25–29 are living 
with HIV in some provinces such as KwaZulu-Natal and Mpumalanga (Department 
of Health South Africa  2009 ; Shisana et al.  2009 ). These alarming statistics, how-
ever, are only part of the story. For a more complete understanding of the South 
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African context, we must recognise both the sociocultural situation of the country 
and the political action and inaction taken in response to the pandemic. In fact, 
many have suggested the disproportionate size of the epidemic is partly attributable 
to the government’s response to HIV/AIDS (Butler  2005 ; Chigwedere et al.  2008 ; 
see also Chaps.   1     and   8     in this volume). 

 Although HIV/AIDS was introduced in South Africa later than in other African 
countries due to the relative political and economic isolation during the 1980s 
(Grimond  2001 ), there was a lack of early response to the epidemic from the South 
African government. This contributed to community apathy and denial and allowed 
for the development of many misconceptions. Sociopolitical issues were perceived 
as far more important than the developing HIV/AIDS epidemic. This view was 
largely due to the political turmoil resulting from the country’s long history of apart-
heid and attempts to end the regime. During the late 1980s and early 1990s, all com-
munication was seen as political and part of an ongoing ‘racial war’. Misconceptions 
regarding HIV emerged, including the notions that HIV was a war strategy invented 
by the apartheid government or a disease to stop black population growth. After the 
1994 democratic election, radical changes took place at almost all levels of the soci-
ety, again keeping people involved in sociopolitical issues and hampering serious 
dedication to combating the spread of HIV/AIDS. Sherriffs wrote ( 1997 : 11) “[m]
uch of the response to AIDS has been too much talk and too little action. We knew 
about AIDS so long but we didn’t do enough…We have lost half a generation of 
time to do something signifi cant.” 

 Despite the general acknowledgement that HIV/AIDS was crippling South 
Africa during the late 1990s into the twenty-fi rst century, President Thabo Mbeki 
(in offi ce 1999–2008) strongly criticised the conventional wisdom around HIV. He 
refused to believe that HIV was a virus which could be treated with antiretroviral 
medications (ARVs). During the inaugural session of the 13th International AIDS 
Conference in 2000, Mbeki publicly denounced the idea that the “world’s biggest 
killer and the greatest cause of ill health and suffering across the globe” could be 
attributable to a “single virus.” He believed it was the result of “extreme poverty.” 
The solution he suggested, therefore, was the alleviation of poverty instead of 
investment in expensive Western medicines (Horton  2000 ). The South African gov-
ernment therefore rejected free drugs and grants to support treatment of HIV up 
until the end of 2003. After serious internal and international pressure on the gov-
ernment, ARVs became available in the public health sector for treatment of those 
with low CD4 counts (fi rst <200 and later <300) in selected health facilities in April 
2004. This political context and governmental response to HIV resulted in poor 
understanding of the epidemic, denial of the magnitude of the epidemic, the inhibi-
tion of prevention strategies and HIV-related stigma and discrimination. 

 In Western countries, the fear and hostility directed towards people with HIV/
AIDS is often derived from negative attitudes towards homosexuality and drug use 
(Herek et al.  2002 ). In Africa, however, the virus is spread primarily through hetero-
sexual contact and from mother to child (Department of Health  2009 ). Women in 
South Africa are particularly vulnerable because of gender inequality. Many women 
depend on male partners for survival (Abdool Karim  1998 ; Warwick et al.  1998 ; 
Strebel et al.  2006 ; Kasese-Hara et al.  2008 ). As a result, men are often “excused” 
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for engaging in high-risk sexual behavior, such as having multiple sex partners, 
while women are often wrongly perceived as the main transmitters of the disease 
(Warwick et al.  1998 ; Strebel et al.  2006 ; Amuyunzu-Nyamongo et al.  2007 ; 
Campbell et al.  2007 ). Consequently, the stigma associated with HIV in South 
Africa is largely embedded in beliefs about contamination, sexuality, morality and 
religion (Mbonu et al.  2009 ). Women living with HIV are often considered promis-
cuous, dirty, irresponsible (Bond et al.  2002 ) and bewitched (Aggleton and Chase 
 2001 ; Bond et al.  2002 ). It is through this political and sociocultural context that the 
unique HIV-related stigma in South African communities should be examined.  

2     Defi nition of Stigma 

 Stigma is a multidimensional concept primarily focused on deviance or departure 
from an accepted standard or convention. The term stigma originates from the 
Greek language and refers to a tattoo mark branded on the skin of an individual as 
a result of some incriminating action, identifying the person as someone to be 
avoided (Crawford  1996 ). In the social sciences, stigma can be described as a devia-
tion from an ideal or expectation, contributing to a powerful, discrediting social 
label that reduces the way individuals see themselves and are viewed by others 
(Goffman  1963 ; see also Chaps.   1    ,   2     and   17     in this volume). The attribute is not 
inherently deviant, but the deviance is derived from culturally embedded meanings 
in the context of a particular historic period and culture. Deacon and colleagues 
( 2005 ) integrate several defi nitions of stigma and describe it as a social process that 
results in differentiating those with the disease in negative social terms. The func-
tion of stigma was originally to secure social structures, safety and solidarity by 
casting out offenders or reaffi rming societal values (Gilmore and Somerville  1994 ). 

 Stigma in an African context is built on a series of shared beliefs that HIV is 
associated with immoral behavior, religious punishment and lack of adherence 
to cultural norms. These beliefs result in blame for contracting the disease and 
perceiving those with HIV as socially dead (Aggleton and Chase  2001 ; Nyblade 
et al.  2003 ; Deacon et al.  2005 ; Niehaus  2006 ). Two essential core elements of 
HIV- related stigma in Africa are the fear of transmission derived from a lack of 
knowledge about HIV and judgment created by asserting morality and assigning 
blame (Ogden and Nyblade  2005 ; Nyblade and MacQuarrie  2006 ). 

 Various perspectives can infl uence ways the HIV-related stigma is perceived and 
experienced. These perspectives include those of the infected (a subjective experience 
defi ned as internalized stigma), the noninfected (an outsider perspective defi ned as per-
sonal stigma of community members) and the general perception of stigma levels in the 
community (stigma attributed to others). Levels of enacted stigma refer to actual experi-
ences of stigma and discrimination (Gilmore and Somerville  1994 ; Deacon et al.  2005 ). 

 Theoretically, these various perspectives on stigma are interrelated. For instance, the 
development of stigmatizing attitudes within a community is often expressed through 
discriminatory actions towards people with HIV. An individual’s perspective can then 
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be infl uenced by the extent to which stigmatizing attitudes are attributed to others in the 
community. For people living with HIV, direct or indirect experiences or even their 
anticipation of stigmatization can contribute to their sense of being stigmatized. 
Stigmatized persons often accept some of the negative social judgments and discredit 
themselves (internalized stigma). Internalized stigma is rooted in a survival mechanism 
aimed at protecting the individual from enacted stigma through reluctance to disclose 
(Mbonu et al.  2009 ). This can be psychologically damaging for the infected person, 
since high levels of internalized stigma is often associated with lower levels of self-
esteem, more symptoms of depression (Berger et al.  2001 ; Freeman et al.  2007 ; Brandt 
 2009 ) and less disclosure of HIV status (Kalichman et al.  2003 ; Sethosa and Petlzer 
 2005 ; Makin et al.  2008 ; see also Chap.   5     in this volume). Stigmatized people respond 
to community stigma by either conforming to it or resisting it. This response can affect 
the impact of stigma in a community, irrespective of the actual level of enacted stigma 
or discrimination (Deacon et al.  2005 ). High levels of internalized stigma then reduce 
incentives to challenge stigmatization, thereby perpetuating this perception and propa-
gating negative consequences for both the individual and public health programs. 

 To gain a greater understanding of the complexity of HIV-related stigma in a 
South African community, we conducted a series of scientifi c studies involving 
HIV-infected women and community members from the same community. These 
studies were part of the Serithi project, a longitudinal study which examined disease 
progression in women diagnosed with HIV during pregnancy. Our fi rst task was to 
develop parallel stigma scales for measuring distinct aspects of the HIV-related 
stigma in both sample groups. These results are presented elsewhere (Visser et al. 
 2008 ). Using these scales, we then sought to (1) understand the experience of stigma 
and characteristics associated with levels of stigma in two sample groups, (2) exam-
ine how these facets of HIV-related stigma may have changed over time and (3) 
compare the different perspectives of stigma in the two sample groups to understand 
the level of stigma in communities.  

3     The Study 

 The Serithi project assessed the experiences of HIV-related stigma in two samples: 
HIV-infected women and community members of unknown status. Both samples 
were recruited from a community that is part of Tshwane in South Africa. 

3.1     HIV-Infected Women 

3.1.1     Participants and Study Design 

 Women diagnosed with HIV during pregnancy were recruited from four antena-
tal clinics in two urban townships in Tshwane (Atteridgeville and Mamelodi). 
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The study enrolment period occurred over 3 years, from June 2003 to July 2006 
( N  = 609). Participants were interviewed during pregnancy shortly after diagno-
sis (mean gestational age 28 weeks) and when they brought their babies to the 
clinic for their 3- and 9-month check-ups. Interviews were conducted by trained 
research assistants in the subject’s preferred language, Sepedi, Setswana or 
Isizulu.  

3.1.2     Measurement 

   Stigma 

 Two stigma scales (Visser et al.  2008 ) were used to assess (1) the level of inter-
nalised stigma, which is the extent in which a person accepts being stigmatized, and 
(2) stigma attributed to others in the community. The scales consist of 12 items 
each, assessing moral judgment and social distancing which are core elements of 
HIV-related stigma in Africa (Ogden and Nyblade  2005 ; Nyblade and MacQuarrie 
 2006 ). Scale scores ranged from 1 (low stigma) to 12 (high stigma). The internal 
consistency of the scales was 0.70 for internalised stigma and 0.77 for attributed 
stigma. An open-ended question was also included to explore the women’s fi rst 
reaction when they became aware of their HIV status.  

   Socio-demographic Characteristics 

 Women reported their age, marital status and education level. Women also reported 
whether they had a regular income and whether they had ever been a victim of physi-
cal or sexual violence. Last, socio-economic status was derived from a series of three 
questions about the presence of amenities in the home (i.e. material their house was 
made of, electricity and water source). These items were sumed for a socioeconomic 
status score ranging from 0 to 3, with higher scores indicating higher status.  

   Epidemic-Related Characteristics 

 Four variables that were considered likely to change as the epidemic spread 
were included. First,  knowledge about HIV  was assessed using a series of 15 
questions to determine a participant’s understanding of HIV transmission and 
clinical presentation (WHO  1990 ). Total scores represented the number of ques-
tions answered correctly and thus could range from 0 to 15. Second, participants 
reported whether or not they  knew someone else with HIV . Third, women 
reported whether or not she had  disclosed her HIV status  to her partner, family 
or friends. And forth,  enacted stigma  was assessed using 9 items regarded 
as potential discriminatory behavior that women may experience because of 
stigmatization in the community.  
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   Psychological Characteristics 

 Psychological characteristics included self-esteem, depression, social support and 
coping. Established measures were adapted for the South African context.  Self-
esteem  was assessed using the Rosenberg self-esteem scale (RSE) ( 1965 ) which 
measures the extent to which one values and feels content with oneself on a four-
point scale (10 items,  α  = 0.75).  Depression  was measured with the Center for 
Epidemiologic Studies Depression Scale (CES-D) (Radloff  1977 ), which asks 
respondents to indicate the frequency with which depressive symptoms were expe-
rienced during the previous week. The somatic items which could have been related 
to either pregnancy or HIV status, identifi ed by Kalichman and colleagues ( 2000 ), 
were removed (15 items,  α  = 0.88). The Multidimensional Social Support Inventory 
(MSSI) of Bauman and Weiss ( 1995 ) was adapted to assess the individual’s per-
ceived practical, emotional and affi rmational  social support  integrated into a posi-
tive support scale (9 items,  α  = 0.87). The Brief COPE scale (Carver  1997 ) was used 
to assess various  coping  strategies. An exploratory factor analysis identifi ed two 
factors: positive coping (13 items,  α  = 0.75) and avoidant coping (8 items,  α  = 0.54).   

3.1.3     Analysis 

 Descriptive statistics were fi rst generated to describe the characteristics of our sam-
ple at baseline. Our analytic approaches then followed according to our aims. To 
describe the stigma experienced by the HIV-infected women, we used both a quali-
tative and quantitative approach. Content analysis (Stemler  2002 ) was used to 
explore the responses to an open-ended question about the women’s initial reactions 
to discovering that they were infected with HIV. Next, basic means and frequencies 
were generated to describe levels of internalized and attributed stigma, epidemic- 
related characteristics and psychological health reported at baseline. We then tested 
the unadjusted associations between these variables and levels of both internalized 
and attributed stigma using analyses of variance (ANOVAs) and Pearson correla-
tions ( r ) for categorical and continuous variables, respectively. Variables that were 
signifi cant ( p  < 0.2) in the unadjusted analyses with internalized and attributed 
stigma were entered into corresponding linear regression models. Backward elimi-
nation was used to determine covariates that were independently associated with 
internalized and attributed stigma (removal  p  > 0.1). 

 To explore the way HIV-related stigma changed over time (objective 2), we used 
two different approaches, examining changes on both the individual and population 
levels. First, we compared women’s scores at baseline, 3 and 9 months postpartum 
to determine the experiences of women up to 1 year after diagnosis. We used a 
within-subject analysis to examine these changes and thus demonstrate how wom-
en’s experience of stigma changes from shortly after diagnosis to having known 
their status over approximately 1 year. 

 We then examined how stigma may change over time among populations of 
newly diagnosed pregnant women. We used baseline data collected between 
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June 2003 and July 2006. Time was used as a continuous measure, obtained by 
calculating the difference (in months) between the date of the fi rst baseline 
interview (June 10, 2003; time = 0) and the date of the index participant’s inter-
view. Larger values therefore indicated later/more recent interview dates. We 
tested the unadjusted associations between each variable and time to determine 
which factors may have changed over time. ANOVAs and Pearson correlations 
( r ) were used for categorical and continuous measures, respectively. Those that 
were marginally signifi cant ( p  < 0.2) were considered potential confounders and 
were entered into multiple linear regression models. We then modelled changes 
over time for both internalized and attributed stigma while controlling for poten-
tial socio-demographic and HIV epidemic-related confounders.   

3.2     Community Sample 

3.2.1     Participants and Study Design 

 Our community sample ( n  = 1,077) was recruited in 2004 from the same communi-
ties in Tshwane (Atteridgeville and Mamelodi). These townships are part of a his-
torically disadvantaged area and are home to a mainly black, low to middle 
socio-economic class urban population. The townships are comprised of both infor-
mal dwellings (temporary housing) and permanent formal housing and are repre-
sentative of a large portion of the urban population in South Africa. A proportional 
sample was obtained using a stratifi cation technique to approximate the age and 
gender distribution of the population in each community based on 2001 census 
data. Participants were recruited from clinics, shopping centres, community cen-
tres, taxi waiting areas and the areas around street vendors. These sites were pur-
posely selected because they represented public access sites within the community. 
A systematic sampling method was used (Struwig and Stead  2001 ) in which inter-
viewers approached every third passer-by and requested an interview. Consenting 
adults aged older than 18 years were eligible to participate in the survey (Visser 
et al.  2009 ). 

 The study was repeated in 2005 1 year after the initial community survey 
with a sample of 500 respondents in one of the townships (Atteridgeville). The 
same scales were used to determine changes in stigma, HIV knowledge and 
knowing people with HIV over time (Forsyth et al.  2008 ). A similar sampling 
technique was used, by recruiting a proportional sample according to commu-
nity gender and age ratios (based on 2001 census data). Four public sites were 
chosen for data collection, selected because of their accessibility and potential 
to facilitate the recruitment of participants. Permission to use the sites was 
attained from the ward coordinator. Participants were eligible if they were South 
African, over 18 years of age and resided in the area. In both samples, university 
students conducted the interviews with consenting participants in their chosen 
language.  
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3.2.2     Measurement 

   Stigma 

 Two stigma scales (Visser et al.  2008 ) were used to assess (1) personal perceptions 
and reactions towards people living with HIV/AIDS (personal stigma) and (2) 
stigma attributed to most people in their community. These scales were similar to 
those used with the infected women, though the wording was slightly different to 
refl ect the specifi c perspective. In a factor analysis of both scales, two factors were 
identifi ed: a moral component (blame and judgment) and interpersonal component 
(social distancing). The Cronbach alpha coeffi cient was 0.76 for the personal stigma 
scale and 0.88 for the attributed stigma scale.  

   Socio-demographic Characteristics 

 These included age, gender, marital status, level of education, employment status 
and length of stay in the community.  

   Epidemic-Related Variables 

 Four variables related to the experience of the epidemic were included. First,  knowl-
edge of HIV  was assessed using the same 15 questions used with HIV-positive 
women. All correct answers were counted into a scale score ranging from 0 to 15. 
Second, respondents reported whether they  knew someone else with HIV . Third, 
respondents reported whether they had been  tested for HIV . And fourth, responses 
to an open-ended question was used to determine experienced or witnessed  acts of 
discrimination  towards persons living with HIV/AIDS in their community, here 
referred to as enacted stigma.  

   Cultural Beliefs 

 Respondents were asked whether they believed traditional healers could cure HIV 
and whether they believed people with HIV are bewitched. In an open-ended ques-
tion, respondents were asked how members of their community viewed HIV/AIDS 
from a cultural or spiritual viewpoint.   

3.2.3    Analysis 

 Descriptive statistics were used to describe the characteristics of the sample. Our 
analytic approaches then followed according to our aims. 

 To describe the stigma experienced by community members, we again used a quali-
tative and quantitative approach. Content analyses (Stemler  2002 ) were performed to 
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categorize and code responses to the two open-ended questions. Two independent 
researchers interpreted the data and whenever there were discrepancies, developed 
consensus after discussion (Visser et al.  2009 ). Exploratory analyses were performed 
to assess the relationships between independent variables and the two stigma scales, 
personal and attributed community stigma using analyses of variance (ANOVAs) and 
correlations. Variables that were signifi cantly related ( p  < 0.05) in the unadjusted analy-
ses with internalized and attributed community stigma were entered into backward 
stepwise linear regression models to determine factors that were independently associ-
ated with personal and attributed community stigma ( p  < 0.05). 

 Stigma over time in the community was investigated by comparing data of the 
2004 and 2005 community samples using independent t-tests (objective 2). Stigma 
scores for the community and HIV-positive samples were thereafter compared to 
illustrate similarities and differences in perceptions of HIV-related stigma (objec-
tive 3). We specifi cally examined the differences between the internalized stigma 
felt by HIV-positive women, the level of stigma they attribute to others and the 
personal stigma expressed by members of their community and the stigma they 
attribute to others in their community using t-tests.    

4     Results 

 A description will be given of the experience of stigma (objective 1) and the experi-
ence of stigma over time (objective 2) separately for both sample groups. Stigma 
scores in the two sample groups will then be compared (objective 3). 

4.1     HIV-Infected Women 

4.1.1    Sample Characteristics 

 The socio-demographic characteristics of the HIV-infected women are shown in 
Table  12.1 . The average age of the women was 26.6 (SD = 5.16) years. The majority 
(82.9 %) were not married, but 89 % had partners. Almost 90 % had secondary 
school education or higher. Only 25 % of the women had a regular income. Eleven 
per cent had been victims of physical violence, and 4 % had been victims of sexual 
violence. The median time from diagnosis to the fi rst interview was 4 weeks.

4.1.2       Objective 1: Description of Stigma Among HIV-Infected Women 

   Women’s Experiences of HIV and Stigma 

 Women’s reaction when they fi rst received the diagnosis were the following: 25 % 
feared death; 24 % reacted with sadness and helplessness; 23 % accepted passively; 
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19 % reacted with shock, denial and confusion, while 7 % were angry with their 
partners; and 2 % blamed themselves (Mdlalose  2006 ). 

 Many women experienced aspects of internalized stigma. Half (49 %) of the 
women indicated that they felt ashamed of their status, 33 % blamed themselves and 
27 % saw HIV as punishment (moral judgment scale). In terms of social distancing, 
63 % of women felt uncomfortable interacting with others, 49 % would understand 
if others do not want to be friends with them, and 56 % expect employers not to hire 
them because of their HIV status. Comparing women’s internalized stigma scores 
(mean 4.5) with the stigma they attribute to others (mean 9.6) suggests that they per-
ceived people in their community to be highly stigmatizing. Internalized and attrib-
uted stigma were signifi cantly correlated ( r  = 0.334,  p  < 0.01); higher levels of 
internalized stigma were generally associated with higher levels of attributed stigma. 

 On average, women responded to 10 of the 15 questions about HIV knowledge 
correctly. Slightly more than 40 % knew someone else with HIV, about half of 
which were family members. At baseline, which for most of the women was 
approximately 4 weeks after diagnosis, 59 % of the women had disclosed their 
status to one person. Seventy-four per cent of these women had disclosed their 
status to their partners, and 26 % had disclosed their status to someone else, mostly 
family members. 

 Of the women who disclosed their status at baseline, 25 % had experienced some 
kind of enacted stigma as a result of their HIV status. The percentage of women 

  Table 12.1    Participant baseline socio-demographic characteristics  

 Gender 
  Female  609 (100.0 %) 
 Age  26.6 (± 5.16) 
 Marital status: 
  Married  104 (17.1 %) 
  Unmarried with partner  440 (72.2 %) 
  No partner  65 (10.7 %) 
 Education: 
  Primary or less  66 (10.8 %) 
  Secondary  468 (76.8 %) 
  Tertiary  75 (12.3 %) 
 Employment: 
  Employed  173 (28.4 %) 
  Unemployed  436 (71.6 %) 
 Regular income 
  Yes  149 (24.5 %) 
  No  459 (75.5 %) 
 Victim of physical violence 
  Yes  67 (11.0 %) 
  No  542 (89.0 %) 
 Victim of sexual violence 
  Yes  26 (4.3 %) 
  No  583 (95.7 %) 
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who experienced discriminatory behavior is given in Table  12.2 . Enacted stigma 
ranged from loss of friendships and rejection to verbal and physically abuse and 
being threatened with death. Enacted stigma was mostly subtle in nature, though 
13 % experienced verbal abuse, 4 % were threatened with death and 9 % lost their 
partners.

      Factors Associated with Stigma Scores 

 To determine which factors were independently associated with levels of internalized 
and attributed stigma at baseline, we fi rst assessed the unadjusted associations between 
the independent and dependent variables. In bivariate analyses, age, education, having 
been a victim of physical violence, HIV knowledge, knowing someone with HIV and 
having disclosed her status were all associated with internalized stigma ( p  < 0.2). 
Furthermore, all psychological variables – including self-esteem, depression, social 
support, active coping and negative coping – were also associated with internalized 
stigma ( p  < 0.2). We entered these independent variables simultaneously into a linear 
regression model and used backward elimination to derive our fi nal model (Table  12.3 ). 

  Table 12.2    Enacted stigma experienced by women who disclosed their status  

 I have lost friends because of HIV  10 
 I felt hurt by other people’s reaction  20 
 People do not touch me  15 
 People do not want me around their children  11 
 People do not want me to come to heir houses  8 
 I have been called bad names  13 
 I have been physically hurt  5 
 I have been threatened with death  4 
 My partner left me because of my diagnosis  9 

   Table 12.3    Characteristics associated with levels of internalized and attributed stigma   

 Internalized stigma  Attributed stigma 

 B(SE)  Beta  B(SE)  Beta 

 Age  0.06 (0.019)**  0.123**  0.10 (0.021)**  0.190** 
 Education  −0.61 (0.205)**  −0.115** 
 Victim of sexual violence  1.11 (0.532)*  0.084* 
 Disclosed HIV status  −0.45 (0.201)*  −0.085* 
 HIV knowledge  0.13 (0.044)**  0.123** 
 Self-esteem  −0.12 (0.025)**  −0.197**  −0.07 (0.027)**  −0.114** 
 Depression  0.04 (0.179)**  0.179**  0.02 (0.009)*  0.083* 
 Social support  −0.05 (0.018)**  −0.114** 

  * p  < 0.05; ** p  < 0.01  
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Age and level of depression were positively associated with levels of internalized 
stigma, while having disclosed her status and higher education were both negatively 
associated with internalized stigma. Self-esteem and social support were also inversely 
related to internalized stigma.

   In our unadjusted analysis, attributed stigma was associated with age, marital 
status, employment, having a regular income, having been a victim of sexual vio-
lence, HIV knowledge and all psychological variables ( p  < 0.2). Our fi nal linear 
regression model, however, suggests only six remaining characteristics that were 
independently associated with levels of attributed stigma. Older age, having been a 
victim of sexual violence and having more HIV knowledge, was statistically associ-
ated with greater attributed stigma. As with internalised stigma, self-esteem was 
negatively associated with attributed stigma, and depression was positively associ-
ated with attributed stigma, after controlling for all other related characteristics.   

4.1.3    Objective 2: HIV-Related Stigma Over Time Among 
HIV-Infected Women 

 Because the data in this study was collected over a 3-year period, this allowed us to 
observe possible changes in the perception and experience of stigma over time. 

   Changes in the Experience of Stigma During the First Year 
After Diagnosis Among HIV-Infected Women 

 Longitudinal data for each participant was used to compare the experience of stigma 
from being recently diagnosed at baseline to living with HIV for almost 1 year. 
Stigma scores at enrolment, at 3 and 9 months, are compared in Fig.  12.1 .

   Women’s experience of internalized stigma was the highest at enrolment shortly 
after diagnosis and progressively decreased at the follow-up interviews ( F  = 33.7; 
 p  < 0.000). There was a signifi cant effect of positive coping on internalized stigma 
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over time – when positive coping was high, the women experienced less internalized 
stigma and vice versa. In contrast, their attribution of stigmatizing attitudes to others 
in the community was much higher than their internalized stigma at enrolment 
( p  < 0.000) and remained at this high level over time.  

   Changes in the Experience of Stigma Among Newly Diagnosed 
Pregnant Women Over Time 

 The women’s stigma scores at baseline were compared over time to determine 
changes in internalized stigma and attributed stigma over 3 years of enrolment. 
After controlling for changes in the socio-demographic characteristics of the sample 
population seen over time (socio-economic status, past experience with sexual vio-
lence and marital status), there was evidence of a signifi cant decrease in internalized 
stigma women experienced over 3 years ( p  = 0.034) (Fig.  12.2 ).

   This decline, however, became nonsignifi cant after controlling for changes in 
epidemic-related characteristics ( p  = 0.212; HIV knowledge and knowing someone 
with HIV). These models suggest that decrease in internalized stigma can be partly 

  Fig. 12.2    Internalized stigma over time       
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attributed to an increase in knowledge about HIV over time and more women know-
ing someone else with HIV. Internalized stigma was signifi cantly higher among those 
of lower socio-economic status and those who were less knowledgeable about HIV. 

 Conversely, attributed stigma decreased signifi cantly only when changes in the 
epidemic where taken into account (Fig.  12.3 ). Those with increased knowledge of 
HIV attributed more stigmatizing attitudes to others in the community. Furthermore, 
women who reported having experienced sexual violence attributed higher levels of 
stigma to others in their community.

4.2          Community Members 

4.2.1    Sample Characteristics 

 The sample was representative of the proportions of people in the age and gender 
categories, with the majority between the ages of 26 and 50 years (Table  12.4 ). The 

  Fig. 12.3    Attributed stigma scores over time       
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majority had at least a secondary school education, yet two-thirds of the sample was 
unemployed. The majority of the respondents had stayed in these communities for 
more than 10 years (Visser et al.  2009 ).

4.2.2       Objective 1: Description of Stigma Among Community Members 

   Community Members’ Experience of HIV and Stigma 

 In an open-ended question, respondents indicated how members of their community 
perceived HIV. Themes identifi ed through content analysis indicate that members of 
these communities often associated HIV with death (31.4 %), immoral behavior 
(that they did something wrong) (27.6 %) or punishment from God or something 
evil happening (19.1 %). A small percentage of respondents (13.5 %) indicated a 
traditional cultural perspective on HIV by relating HIV to bewitchment or the lack 
of adherence to cultural traditions, while 8.1 % indicated that people in their com-
munity denied the existence of HIV. 

 In the second open-ended question, respondents were asked to describe inci-
dents of discrimination that they had either witnessed or experienced in their com-
munity (enacted stigma). Seventy-eight per cent (78 %) of the respondents 
reported such incidents. Subtle discrimination, such as gossip (38.1 %), not treat-
ing people living with HIV/AIDS (PLWA) with respect (20.7 %) and keeping a 

  Table 12.4    Participant 
baseline socio-demographic 
characteristics  

 Gender 
  Male  576 (53.5 %) 
  Female  501 (46.5 %) 
 Age: 
  18–25 years  334 (31.0 %) 
  26–50 years  590 (54.8 %) 
  51+ years  153 (14.2 %) 
 Marital status: 
  Married  292 (27.1 %) 
  Unmarried with partner  531 (49.3 %) 
  No partner  250 (23.2 %) 
 Education: 
  Primary or less  139 (12.9 %) 
  Secondary  663 (61.6 %) 
  Tertiary  259 (24.0 %) 
 Employment: 
  Employed  358 (33.2 %) 
  Unemployed  719 (66.8 %) 
 Length of stay in community: 
  Less than 5 years  243 (22.6 %) 
  6–10 years  97 (9.0 %) 
  More than 10 years  737 (68.4 %) 

   Source : Visser et al. ( 2009 )  
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distance (18.2 %) from PLWA, was the most common form of stigmatization, 
whereas overt discrimination, such as attempts to humiliate (11.0 %) or physically 
harm (2.3 %) and not taking care of infected people (1.2 %), was less commonly 
reported. 

 The level of HIV knowledge was relatively high in this sample ( M  = 11.8, SD 2.6, 
range 0–15). More than 90 % of the respondents knew the major transmission routes 
and that the virus could not be transmitted through casual contact. Most respondents 
knew someone with HIV (72.9 %), whether a family member, close friend or an 
acquaintance. Almost one-third reported that they had been tested for HIV. A small 
percentage of the respondents believed that people with HIV are bewitched (5.7 %) 
and that traditional healers could cure HIV/AIDS (15.7 %). There was a low but 
signifi cant correlation ( r  = 0.14,  p  < 0.00) between the beliefs that traditional healers 
could cure HIV/AIDS and that people with HIV are bewitched. 

 The proportion of participants indicating agreement with each of the items in the 
two stigma scales are shown in Table  12.5 .

   The most frequently endorsed items in the personal stigma scale were those that 
had to do with blame and judgment, while respondents endorsed the interpersonal 
distancing statements, indicating fear or discomfort, less frequently. For each of 
the items, respondents more often attributed more stigma to others in their com-
munity than they themselves did. Scale scores showed that personal stigma scores 
( X  = 2.8; SD = 2.5; range 0–12) were signifi cantly lower than attributed stigma 
scores ( X  = 7.4; SD = 3.7; range 0–12), ( t  = 34.26;  p  < 0.001). There was a weak but 
statistically signifi cant correlation between personal and attributed stigma scores 
( r  = 0.09,  p  < 0.005) (Visser et al.  2009 ).  

   Table 12.5    Personal and perceived community stigma responses ( N  = 1,077)   

 Personal stigma 
 Attributed 
community stigma 

  N  (%)   N  (%) 

  Blame and judgement  
 Getting HIV is a punishment for bad behavior  456 (42.3 %)  647 (60.1 %) 
 People with HIV have themselves to blame  363 (33.7 %)  704 (65.4 %) 
 Person with HIV must have done something wrong 

to deserve it 
 333 (30.9 %)  703 (65.3 %) 

 People with HIV should be ashamed of themselves  246 (22.8 %)  662 (61.5 %) 
 Think less of someone because they have HIV  116 (10.8 %)  661 (61.4 %) 
  Interpersonal distance  
 Would not employ someone with HIV  318 (29.5 %)  709 (65.8 %) 
 Feel uncomfortable around people with HIV  255 (23.7 %)  716 (66.5 %) 
 Would not drink from a tap if person with HIV had just 

drunk from it 
 215 (20.0 %)  591 (54.9 %) 

 Would not like to sit next to someone with HIV in public 
transport 

 189 (17.5 %)  547 (50.8 %) 

 Afraid to be around people with HIV  182 (16.9 %)  709 (65.8 %) 
 Would not like to be friends with someone with HIV  174 (16.2 %)  651 (60.4 %) 
 Would not like someone with HIV to be living next door  156 (14.5 %)  507 (47.1 %) 
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   Factors Associated with Stigma Scores 

 In bivariate analyses, age, gender, level of education and marital status were associated 
with levels of personal stigma. Additionally, HIV knowledge, knowing someone with 
HIV, having tested for HIV and traditional beliefs were related to personal stigma 
( p  < 0.01). Variables with a signifi cant relationship ( p  < 0.01) with personal stigma 
scores were entered into a backward stepwise linear regression model to determine the 
manifestation of stigma in the community. The analysis showed that male respondents 
and those who were older, less educated and held traditional cultural beliefs had higher 
levels of personal stigma, while those with more knowledge of HIV and knew someone 
with HIV had lower levels of personal stigma. The fi nal model accounted for a fair 
proportion of the variance in personal stigma ( R  2  = 0.23,  p  < 0.00). 

 The same was done for attributed stigma. Age, level of education, HIV knowl-
edge and knowing someone with HIV were associated with attributed commu-
nity stigma. The linear regression model examining attributed community stigma 
indicated a similar pattern as for personal stigma, but in the reverse direction. 
Respondents who were more knowledgeable about HIV or knew someone with 
HIV considered the community to be more stigmatizing, while older respondents 
considered the community to be less stigmatizing. The variables in the model, 
however, do not contribute substantially to the variance in attribute community 
stigma ( R  2  = 0.07).   

4.2.3    Objective 2: HIV-Related Stigma Over Time Among 
Community Members 

 To shed some light on the possible changes in HIV-related stigma in communities 
over time, the stigma data of 2004 was compared with data obtained 1 year later in 
a similar sample in one of the communities (Atteridgeville,  n  = 500). 

 Results revealed that personal stigma was signifi cantly lower in the 2005 cohort 
than the 2004 cohort (Table  12.6 ); however, the 2005 cohort perceived the commu-
nity to be more stigmatizing than the previous year. In the 2005 sample, signifi -
cantly more participants (87 %) knew of someone living with HIV/AIDS, as 
compared with the participants in the 2004 sample (73 %), ( p  < 0.001). There was 
no difference between the levels of HIV/AIDS knowledge between the two cohorts 
( p  = 0.64) (Forsyth et al.  2008 ). 

   Table 12.6    Comparison of measures of stigma over time in community samples ( n  = 500)   

 Range 
 2004 Mean 
(SD) 

 2005 Mean 
(SD)   t    p  

 Personal stigma  0–11  2.73 (2.38)  2.37 (2.26)  −2.46  <0.01 
 Attributed stigma  0–11  6.68 (3.30)  7.25 (3.31)  2.74  <0.01 
 HIV knowledge  0–15  11.15 (2.34)  11.22 (2.09)  0.47 
 Knowing someone with HIV  0–1  0.73 (0.45)  0.87 (0.34)  −5.57  <0.001 

   Source : Forsyth et al. ( 2008 )  
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4.3         Objective 3: Comparison of Stigma Scores 
in the Two Samples 

 The scores obtained on the stigma scales in the two study samples are compared in 
Table  12.7 .

       Participants in the community sample attributed much higher levels of stigma to oth-
ers than they reported for themselves (mean score 7.32 vs. 2.79,  t  = −34.35,  p  < 0.001). 
HIV-positive women felt that people in the community were even more stigmatizing 
than did community members (9.83 vs. 7.32,  t  = −11.28,  p  < 0.001). The level of inter-
nalized stigma felt by the HIV-positive women was signifi cantly higher than the level of 
stigma expressed by community members (4.64 vs. 2.79,  t  = −11.19,  p  < 0.001). 

 There was only a weak correlation between personal and attributed stigma scores 
in the community sample ( r  = 0.09,  p  < 0.05) although this association was stronger 

   Table 12.7    Descriptive statistics for the stigma scales of both samples   

 Community sample ( n  = 1,077) 
 HIV-positive + pregnant 
women sample ( n  = 317) a  

 Range  Personal stigma 
 Attributed 
stigma 

 Internalized 
stigma 

 Attributed 
stigma 

 Total  0–12  2.79 (SD = 2.5)  7.32 (SD = 3.7)  4.64 (SD = 2.7)  9.83 (SD = 2.4) 
 Blame and judgment  0–6  1.71 (SD = 1.6)  3.87 (SD = 2.0)  2.25 (SD = 1.6)  5.08 (SD = 1.4) 
 Interpersonal 

distancing 
 0–6  1.09 (SD = 1.4)  3.45 (SD = 2.1)  2.39 (SD = 1.6)  4.75 (SD = 1.4) 

   a Only scores of women participating in the fi rst part of the research (2003–2004) were included in 
the analysis  
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among the HIV-positive women ( r  = 0.28,  p  < 0.001). This suggests that women who 
attributed higher levels of stigma to others tended to feel more stigmatised. Analysis 
of the scores on the two subscales for the two sample groups showed that the scores 
for blame and judgment were signifi cantly higher than the interpersonal distancing 
scores for all scales ( p  < 0.001) except for the scale measuring internalized stigma 
among the HIV-positive women in which the scores obtained on the two subscales 
were similar. For each of the scales, there was a strong association between the 
scores obtained on the two subscales ( r  > 0.4,  p  < 0.001 for each of the four scales).   

5     Conclusion 

 This research shows that HIV/AIDS is perceived in negative terms by both HIV-
infected women and community members three decades into the epidemic. Our 
samples considered HIV/AIDS to be directly associated with death, immoral behavior, 
punishment or failure to adhere to cultural traditions. Furthermore, results suggest 
that moral issues were more important in the formation of stigma in this community 
than fear of contamination through social interaction. 

 Internalized stigma among women with HIV seems to be higher than the stigma 
reported in community groups. Although their experience of internalized stigma 
decreased during the fi rst year following their diagnosis, these women still attrib-
uted extremely high levels of stigma to others in their community, more than what 
other community members did. Both internalized and attributed stigma were related 
to decreased states of well-being for the women – self-esteem and social support 
were negatively related, and depression was positively related with stigma scores. 
Higher levels of internalized stigma were also related to lower levels of disclosure, 
which could negatively infl uence their health-seeking behavior. In this sample, 
59 % of the women disclosed their status to at least one person about 4 weeks after 
the diagnosis. A small percentage of women reported some forms of enacted 
stigma – but only a few reported serious adverse effects such as death threats (4 %) 
and abandonment by their partners (9 %) because of their HIV status. The presence 
of mostly subtle forms of stigma (such as gossiping and keeping a distance) is con-
fi rmed by the responses of the members in the community sample. Only a few com-
munity members referred to incidents of humiliation, physical harm or not taking 
care of HIV-infected people in their community. 

 The different perspectives on stigma and the low levels of enacted stigma 
reported in the two sample groups make conclusions about the actual level of stigma 
present in the community diffi cult. It seems as if infected women may overrate the 
level of stigma attributed to members in their community, but this stigma may be 
disguised by women’s selective disclosure. 

 Similar to the fi nding from a meta-analysis of studies done in sub-Saharan Africa 
that stigma decreases over time (Mbonu et al.  2009 ), this research found that the 
experience of stigma decreased in both sample groups over the period of 2–3 years. 
On a personal level, infected women reported lower levels of internalized stigma 
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after a year of knowing their status. This change was related to increased positive 
coping strategies. On a community level, women diagnosed with HIV experienced 
less internalized stigma if diagnosed more recently. This lower level of internalized 
stigma is likely related to lower levels of stigma reported by community members 
in the 2005 community sample. 

 In both sample groups, the level of stigma was related to epidemic-related factors 
such as HIV knowledge and knowing someone with HIV. The more involved people 
are with HIV, the less personal stigma they reported. Lower levels of stigma can 
therefore be explained by higher levels of HIV knowledge and greater awareness of 
HIV as the epidemic develops. On the contrary, the level of attributed stigma 
remained high over time in both sample groups. Whereas knowledge of HIV and 
personal involvement with someone who is infected was associated with lower lev-
els of personal stigma in both groups, more involvement with HIV resulted in higher 
levels of attributed stigma. The perception that communities are stigmatizing is thus 
not changing, and this may continue to infl uence the behavior of both the infected 
and uninfected. 

 It needs to be recognized that the personal attitudes reported by individuals in the 
community may be falsely low as it is possible that they may have wanted to project 
themselves in the most positive light. Also, items that explore social distancing 
often represent hypothetical situations, and responses may not be an accurate refl ec-
tion of an individual’s behavior in a similar situation where additional social dynam-
ics play a role. The direct relationship between personal and attributed stigma 
indicates that the level of attributed stigma is positively associated with a person’s 
personal stigma and behavior. These relationships add to this work’s conceptual 
complexity as we cannot say that stigma is overrated in these communities. 

 Our results suggest opportunities for addressing the internalized stigma felt by 
those living with HIV and for decreasing stigmatizing attitudes within communi-
ties. While it is true that HIV-infected individuals suffer adverse societal conse-
quences because of their disease, helping them recognize the extent to which 
stigma has been internalized could help them cope better with their HIV status and 
thus improve their overall health status. For interventions focused on decreasing 
stigmatizing attitudes within communities, an important fi rst step is to make peo-
ple aware of the difference between the limited extent to which people express 
stigmatizing attitudes and the possibility of exaggerated attribution of stigma to 
others in their community. An attempt to address high levels of attributed stigma 
(which is a generalized belief) could have an important effect both for HIV-
infected individuals and changing behaviors of those in the community, such as 
making HIV testing more acceptable. More knowledge and close interaction with 
people living with HIV could decrease personal stigma in communities. To chal-
lenge attributed stigma as a shared belief, more openness in communities is 
needed to discuss sexuality and HIV and to openly demonstrate compassion and 
support for people infected with and affected by HIV.     

  Note   The chapter integrates a large number of fi ndings from the Serithi project and draws from 

several research papers based on the data of this overall project.  
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1            Introduction 

 Stigma is rooted in social structure of any society. Stigmatization of and discrimina-
tion against individuals based on their religion, caste, gender, sexual orientation and 
preferences, profession and diseases have been universally known in all societies 
(see also Chaps.   1     and   2     in this volume). HIV/AIDS, in the last two and half decade, 
has become metaphor for disease-related stigma. The near universal nature and the 
high intensity of stigma attached to HIV/AIDS may be attributed to its intimate con-
nection with two subjects that are taboo (stigmatized) in most societies and certainly 
in South Asia – sexual behavior and death (Ramakrishna  2005 ). However, with the 
advent of antiretroviral treatment (ART) and its recent massive scale up in develop-
ing countries including India which is home to around 2.5–3 million people living 
with HIV (UNGASS  2010 ), the context of stigmatization due to fear of impending 
death might be changing. 

 The recent epidemiological data suggest that India’s HIV epidemic is stabilizing. 
However, owing to the population size of the country, it ranks third in the world in 
terms of total number of HIV-infected people living in the country. In order to pre-
vent transmission of the disease and provide treatment to those infected, there has 
been a phenomenal rise in the number of centres offering prevention and treatment 
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services. The number of Integrated Counselling and Testing Centres (ICTC) across 
India has expanded from 2,815 in 2005–2006 to 5,135 in 2009–2010 (UNGASS 
 2010 ), and by the end of Aug 2010, more than 350,000 people were taking ART 
(NACO  2011 ). This changing epidemiological context of the disease and increased 
longevity of HIV-infected people due to treatment is redefi ning the spaces discrimi-
nation of support for people living with HIV and affecting their experiences in these 
spaces. 

 The social experience of HIV and AIDS as a sickness is refl ected in the 
stigma and discrimination faced by the PLWHA (People Living with HIV/
AIDS) and those affected by the illness. It is the cultural rationality of a particu-
lar group which helps people to defi ne what is sensible behavior towards the 
sickness (AIDS) and towards those who live with it. The local knowledge of 
HIV/AIDS in the community infl uences individuals in determining their behavior 
towards the affl icted and the affected. Social inequalities and marginalization 
existing in a particular culture are mirrored in the narratives on stigma and 
discrimination. Parker and Aggleton ( 2003 : 20) state that researchers must move 
beyond the psychological framework on AIDS- related stigma and “examine the 
social, cultural, political and economic determinants and consequences of stig-
matisation and discrimination.” See also Chap.   1     and chapters in Part I in this 
volume.  

2     Spatiality of Disclosure and Discrimination 

 In this chapter, a spatial approach is applied to garner the understandings of what 
makes different spaces accessible/inaccessible, empowering/disempowering and 
personal/impersonal to disclose an HIV status. Further, we explore time and gender 
differences in disclosure in the said spaces. Georges ( 1995 ) reports that disclosure 
in general is frequently seen as desirable in the West, whereas it is considered less 
appropriate in other cultures. Self-disclosure often involves risk, particularly when 
the information revealed is potentially embarrassing, negative or emotionally 
intense (Omarzu  2000 ). Jones and colleagues ( 2000 ) further point out that disclo-
sure or nondisclosure is determined by the cost or benefi t of such an action, the 
identity of the person or people in front of whom the disclosure is made (including 
family, friends and colleagues) and the timing of disclosure. See Chaps.   5     and   11     in 
this volume. 

 Keene and Padilla ( 2010 ) explain how spatial stigmatization leads to lower health 
and well-being; similarly the stigmatized encounters in both public and private spaces 
lead to PLWHA’s strategising to circumvent the discrimination in such spaces. 
Stigma, referred to as an attribute  deeply discrediting  by Goffman ( 1968 ), is under-
stood with the elements of it being feared and enacted. In this chapter, we will look at 
both the perceived and enacted spatiality of discrimination. These spaces include 
institutional, social, family/kin and interpersonal spaces.  
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3     Spatiality of Methods and Data Gathered 

3.1     Institutional Setting 

 The data for the fi rst case study were collected in a specialized HIV clinic in Pune 
that has been providing HIV care and treatment since the beginning of HIV epi-
demic in the country. The clinic started as a dermatology and STI clinic, treated fi rst 
case of HIV in 1989. In the clinic, generally patients consult the physician fi rst and 
then visit the counselor. For the study, the counselor introduced patients to the 
interviewers and then interviewers informed patients about the study. 

 A total of 111 PLWHA above the age of 18 years were informed about the study of 
which 79 were willing to participate and were enrolled (50 men and 29 women). The 
important reason for nonparticipation was their unwillingness to disclose their HIV 
status to the interviewers and unwillingness to wait for longer time in the clinic to com-
plete the interviews since many of them had travelled from long distances to come to 
the clinic. Three sequential interviews were planned with the study participants gener-
ally with a gap of 1 month or adjusting with their regular visit at the clinic. The fi rst 
interview was in-depth qualitative; the second interview was qualitative with adminis-
tration of semi-structured tool that graphically plotted the pattern of disclosure. In addi-
tion to the interviews, a disclosure graph and stigma scale was also carried out. 

 The researchers who conducted interviews were not involved in the care provi-
sion activities in the clinic. Individual in-depth interviews were conducted in the 
same location where HIV-infected people came for treatment. Chairs were arranged 
sideways without any table in-between to minimize the power hierarchy. During the 
interview process, many participants experienced varying degrees of stress and 
many of them cried while narrating their experiences. The interviewers did not 
remain neutral and provided compassionate support to them. However, the inter-
viewers did not take the role of the counsellor and a help of the counselor available 
at the clinic was taken whenever required.  

3.2     Community Setting 

 The second case study presented here was part of a larger project, ‘Risk Assessment 
of HIV/AIDS by Migrant and Mobile Men in Goa, India’ (Bailey  2008 ), and was 
conducted from September 2004 to February 2005. The data include 25 in-depth 
interviews, 16 focus group discussions and a survey involving 1,259 men. The 
selection criteria in both the qualitative and quantitative studies were male, mar-
ried, 1  aged between 20 and 45 years, born in Karnataka and then migrated to Goa 

1    Married men were selected as they are seen as bridge population who transfer the HIV virus from 
the high-risk group (sex workers) to low-risk groups (women attending antenatal clinics).  
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and who had spent the last whole year in Goa. Mobile men (truckers and fi shermen) 
were those who travelled between Karnataka and Goa for work. The study was 
conducted in Kannada and Hindi languages. In addition to the study described 
earlier, we also draw on a study conducted in 2009 which included observations, 
in-depth interviews and focus groups on migrants’ access to healthcare.   

4     Spaces of Disclosure 

 The spaces of disclosure of HIV status ranged from the clinic/hospital where it was 
fi rst heard by the participants. In this analysis, we look at what were spaces of 
disclosure of HIV status to spouses, family members, relatives and others. As seen 
in Fig.  13.1 , the analysis reveals that from the space of fi rst disclosure, the spaces 
ripple out to farthest point of work spaces. The disclosure in these spaces needs to 
be understood from the perspectives of what is the benefi t of disclosure and what are 
the consequences of such an action.

4.1       Spaces of First Disclosure 

 The reasons for people being tested for HIV in the health facility are either they 
approach the facility for some symptoms or reach a voluntary counseling and test-
ing centre due to suspicion of HIV or in some conditions are routinely screened for 
HIV, for example, pregnant women attending antenatal clinics. Therefore, the fi rst 
disclosure or realization of one’s HIV status occurs in the health facility for men and 

  Fig. 13.1    Spaces of 
disclosure       
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for some women. Often, the disclosure is sudden with no counseling, thus leading 
to a feeling of shock and disbelief. Participants verbalise this shock in the form of 
terms such as “he is lying”, “how can this happen to me.” As most of the participants 
came to the clinic (where this study was conducted) as referral from other doctors, 
they gave instances that they fi rst heard from this doctor. The manner of disclosure 
from the healthcare provider also created a lot of uncertainty. As seen in the following 
quotes, the healthcare providers were either ill-informed about HIV or did not know 
the right way to disclose it to the participants (see also Chap.   6     in this volume). 
In some cases, the participants had to go from one doctor to the other before they 
had a complete understanding of the situation.

  Interviewer (I-henceforth): Who told you the HIV report? 
 Participant (P-henceforth):  The laboratory had sent the report to the hospital. Dr P told me 
about the disease (HIV). He (Dr P) told me that according to this report you have 2 months 
to live. The medicines are also very costly and I don’t think they will be of any use to you 
so you have to decide now (whether to take the medicines or not).  Then luckily I came here 
and Dr V said let us take the medicines and see what happens.  He really explained the situ-
ation to me very well. [54 yrs, man and divorced] 

   P: I am pregnant so I went to her (obstetrician)…she asked me to do some tests so I did 
those tests and showed her the reports. She said that there is something wrong with my 
blood reports (rakttacha report gallat aahe). 
 I: You didn’t ask her (what she meant by something wrong)? 
 P: I asked her…I asked her what is wrong with my blood reports. I asked 3–4 times but she 
didn’t say anything. She asked me to go to Dr. VK. So I went to my FP to ask him about my 
blood reports. 
 I: How you felt when your FP told you about your HIV status? 
 P: I felt that he is lying. How it is possible (I became infected). I could not believe that so I 
came here. [18 yrs, woman and married] 

 While most men were told about their HIV status in the clinic or health facility 
about the results of their HIV test, for women, it was either the husband or other 
relatives who came to know about her status before she knew about it. In the narra-
tives of men and women, there were many unethical practises that were conducted 
at the health facilities. The guidelines specifi cally state that the information on the 
HIV status to be revealed only to the patient and to no one else. The patient needs to 
be counseled before revealing of the status. These rules were fl outed in many of the 
smaller clinics and hospitals. We found many instances where, without the consent 
or knowledge of the participant, his/her status was revealed to family members. As 
the healthcare providers in such small clinics were also family physicians, they 
knew other members of the family or neighbors. The non-consent disclosure led to 
more stigma and discrimination in family and communal space.  

4.2     Spaces of Intimate Disclosure 

 The interpersonal space of disclosure differed between men and women. Women, as 
soon as they heard about the status, fi rst informed their husbands and then the rest 
of the family. But, for the women who were not tested fi rst, they either heard about 
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it from another family member or, in some instances, they were kept in the dark 
about the issue for a long time. The mode of transmission and the guilt of having 
extramarital relations prevented men from disclosing it to their wives.

  I: When did you come to know about the disease? 
 P: My husband knew right from the beginning. He came to know after marriage. He didn’t 
tell me. He just used to give me medicine. He has given me the idea now. 
 I: How did he tell you now? 
 P: He had come with me to train station to leave my sister. On the way back, he said that he 
wanted to tell me something. There, we sat on a bench on the footpath near a hotel. There 
he told me, ‘This (HIV) has happened to us’. We returned home from there. Everybody was 
at home. [33 yrs, woman and married] 

 In the project, there were also men who had married for the second time and thus 
perceived the virus to be contracted from a previous marriage either of themselves 
or of their spouses. Troubled marriages and lack of privacy also lead to diffi culties 
in communicating between partners. In cases where women had left their marital 
home and then found out about their HIV status, in these cases, they did confront 
men to either provide for sustenance and treatment. A narrative that stands out in the 
whole theme of disclosure is of a man disclosing his status few days before the mar-
riage but the family of the bride decided to go ahead with the marriage. Such narra-
tives highlight both the lack of knowledge on HIV and AIDS and the societal 
restrictions which create barriers. In this case, the cancellation of the marriage is 
perceived to have dire consequences to the bride and her future prospects of getting 
married.

  I: How did they come to know about it? 
 P: My marriage was fi xed.  Only 2-4 days were remaining for it (then I came to know about 
my disease).  So, we had to decide whether I should get married or I should not....Then we 
discussed amongst family members whether I should get married or not.  Then they told my 
wife’s family members.   They [in-laws] said, luckily we have come to know about it right 
now. What could have had been done after marriage?  So, it’s fi ne (we are ready for this 
marriage). [30 yrs, man and married] 

 In the interpersonal space, disclosure to friends was not common for the fear that 
they would lose these companionships or for the fear of stigma. Where men reported 
to friends, they did so only when they knew this would be of least risk and the help 
of the friends would be needed in case of any emergency.  

4.3     Space of Family Disclosure 

 The disclosure in the family space is based on the perceived role that the person 
would play in securing the future of the participant and his/her dependents. The dis-
closure to parents and siblings was conditional on the shared living arrangements. In 
some cases, aged parents were not informed about the status because the participants 
perceived that it would affect the health of the parent. In co-residing households, it 
was diffi cult not to disclose as they had to give reasons of constant visits to the clinic, 
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the need to take medicines and so forth. In such cases, participants gave excuses that 
they were seeking treatment of other common illnesses and hid their prescriptions or 
medicines from the family.

  I: Will it create a difference for them if they come to know? 
 P: Well, this disease is dreaded everywhere, isn’t it? First of all, they are all aged now. They 
would be heartbroken if they come to know that their son has contracted this. So, it’s wise 
not to tell anyone. I have confi ded in my wife only. It’s just she and I who know about it. 
We even hide these prescriptions. It has happened because it was our fate. But, now we 
don’t want to deliberately degrade ourselves in other people’s eyes by making it public. 
[36 yrs, man and married] 

 Disclosure to other family members was dependent on the relative nature of 
harm that it may cause. It was also queried in the interviews if the relatives would 
then let others know about the participant’s HIV status. Some of the participants 
did worry about it but others were certain this would not be disclosed by their 
immediate family members. The stigma brought to the family is one of the main 
schemas underlying the fact the family members would not disclose it to others. 
The family space is irreversibly changed post disclosure and takes on new mean-
ings and expected roles both of the infected and affected. Participants hesitated 
to disclose as they were afraid to convert this safe space into one fraught with 
uncertainty.  

4.4     Communal Spaces of Disclosure 

 Disclosure in communal spaces is very rare. In situations where they lived either in 
a small community or in a village, the information spread and led to certain instances 
of discrimination. In addition to the element that disclosure to community members 
can lead to stigma and discrimination, the very act of being open about one’s infec-
tion also created diffi cult situations for the participants. In the following quote, we 
see that there is a stigma associated with repeated disclosure and a requirement for 
the participants to keep performing the role of sick person.

  P: I had gone to a wedding, there one of my friends (who was a distant relative) asked me, 
‘How are you?’.  That time I had met with an accident where my knee was hurt so I told him 
that I could walk now.  So, then he said, ‘Not that what about your basic illness?’  That 
means he also wanted to hear it from me.  The people who never used to speak to me also 
ask me now, ‘Are you all right’.  I was admitted in 1997, but still when they meet me they 
ask about it.   When I am perfectly all right, there is no reason to ask to me. [54 yrs, man 
and married] 

 Disclosure within the neighborhood was rare and was only done in cases where 
the help of the neighbor was needed. Participants narrated incidents where they had 
seen other neighbors who had revealed their status and thus had suffered social 
isolation. This prevented the participants disclosing the information in such spaces. 
The neighborhood is, in essence, also a space of social support and a space of social 
vigilance. However, given that the neighborhood is a semipublic space, household 
quarrellers, domestic disputes and violence spilled into this space. Neighbors also 

13 Spaces of Disclosure and Discrimination: Case Studies from India



236

came to protect the woman in such cases. This also meant that more people became 
aware of the nature of the quarrel and that the woman/man was living with HIV and 
AIDS. On the converse, once the community came to know of the participants’ 
illness, they refused to sit next to him/her especially at communal events such as 
wedding feast. 

 In the community study in Goa, neighbors in the closely clustered migrant com-
munities also fi gured in the narratives. In the following narrative, the narrator gives 
vivid descriptions on how an HIV-infected neighbor was treated by the rest of the 
family. The construction of the narrative in the case of neighbors illustrates the 
social suffering endured by people living with HIV/AIDS. Towards the end of the 
narrative, the narrator tries to point out that as the man is dying, the family treats 
him well. There is a change in the attitude of the family as they perceive that the 
suffering would end soon.

  P: We have seen. But, we cannot tell like that they have HIV. They become angry. They are 
just like people on deathbed. Often, they are admitted and when they are called they go 
home. He has last 15, 20 days of his life. All these are weak and lean. Earlier, he was best 
and jolly. From Baina (red light district), he got it. Afterwards, he got married. Since he has 
AIDS, he was in P. hospital. He is married to a girl. He did not get his wife checked up. 
Whether she has or no I don’t know. He was treated badly. They made his plate separate one 
and now they have made a separate room. He is going to die shortly. So, they are quiet 
without telling anybody and treat him well. [35 yrs, man and married] 

4.5        Disclosure at Work Spaces 

 Participants avoided disclosure at workspaces for the fear of losing their jobs or 
experiencing discrimination from colleagues (see also Chap.   22    ). When they 
needed time off to be hospitalized or when experienced bouts of illness, they 
used other excuses and strategised on whom to reveal this information. Some of 
the participants either left or changed their jobs as they felt they could not cope 
with job or felt stigmatized to work in familiar spaces. Men and women who did 
continue working said this helped them to forget about the disease; in these 
spaces where there was no disclosure, they could be the same person they were 
before the test.

  I: Do you have this fear when you are working? 
 P: While working, I don’t even remember that I have this disease. [48 yrs, man and  
married] 

   I: While working, do you feel scared or something? 
 P: No nothing of that sort. I don’t take any such tension. I don’t let myself think that I have 
this disease. [29 yrs, man and married] 

 Nondisclosure in work spaces is related to the perception that these are nonper-
sonal spaces where revealing of intimate details could lead to social marginalization 
and isolation. The lack of workplace policies dealing with HIV and AIDS leads to 
uncertainty on the consequences of disclosure and the rights of the PLWHA.   
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5     Spaces of Discrimination 

 The places identifi ed in this study move from the realms of intimate to the public. 
We start by explaining the intimate spaces between husbands and wives and people 
who men and women identifi ed as close friends. We then disentangle the role of 
home as a space of discrimination and the actors who discriminate are described in 
the family space. The institutional space ranges from the clinic where they were fi rst 
diagnosed to the hospitals and workplaces where they have to carefully strategise 
and negotiate their identity (HIV status) to ward of discrimination. The places that 
we examine come primarily from the experiences of the participants themselves and 
from the incidents they narrate of people they know of. 2  

5.1     Interpersonal Space of Discrimination 

 The interpersonal space of marriage is seen as unsafe but a space that by the mark-
ing of societal rules and norms becomes all too diffi cult to escape from. Female 
participants in this study faced a double discrimination, one for their limited power 
and agency in the marriage and second due to abuse and discrimination they faced 
from their husbands.

  I:  Your husband doesn’t know about your disease (HIV status) 
 P: I told him after I came here. I told him because I thought he will help me in taking treat-
ment but he ran away (laughs)..he left me ..the night I told him (about my HIV status) he 
told me that he will help me for getting the medicine (aapan aushdh gheu)…next day 
morning he went for the work and never came back. …. He went to his mother (laughs). 
[18 yrs, woman and married] 

   I: Your parents bear all the expenses? 
 P: Yes, my parents spend for everything (treatment). My husband avoids paying (does not 
pay for medical bills: pagar nahi mhanun talatal karatat) because he does not get his salary.  
My mother in law does not pay attention at all regarding this matter. As it is I have got this 
disease from my husband so isn’t it his duty to spend at least for the medicines? [32 yrs, 
woman and separated] 

 However, once the women became aware of their status and the knowledge that 
they were infected by their husbands, there is a role reversal in terms of power and 
agency in the marital space. This was seen in the way women made changes to their 
lifestyles or took decisions to leave the troubled marriage to go and stay with their 
parents. The change in power was diffi cult for women who lived in either dire poverty 
or oppressive family settings. The interpersonal space of marriage is also fraught 
with the problems of communicating about HIV and AIDS; men in the interviews 
did not perceive the need to discuss about their illness with their wives, and women 
on the other hand felt frustrated that their husbands refused to discuss about it.

2    In some cases, the participants felt comfortable to talk about some other person as this would be 
too confronting to admit to the interviewer directly.  
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  I: Do you ever talk to your wife on this issue? 
 P: No, we don’t talk on this topic. I don’t think anything is left to talk about now. If there is 
some news in the newspaper, then I discuss it with my father because he is well read. [48 
yrs, man and married] 

   I:  Do you talk to him on this topic? (about how he got the disease) 
 P: Yes…. He says ‘I made mistake’. He does not say anything more only that: I made 
mistake …He says ‘nothing is going to change by talking about it again and again now’.    
So, you do not trouble yourself (by thinking about it). [26 yrs, woman and married] 

 In many of the interviews, women and some men felt a sense of relief to talk to the 
interviewer and tell their experiences of facing stigma and discrimination. In addition to 
spouses, the interpersonal space is also inhabited by friends whose relationship is 
valued by some participants to be more than that of their family members.

  P: He was really shaken when he learnt this news. I told him that whatever happened had 
happened. For fi rst few days, he did behave in a peculiar manner with me. Before this, 
whenever we smoked together, we used to share a cigarette. But, then he told me to smoke 
a separate cigarette. He said that our friendship is good and that he intended that it should 
remain like that. He asked me to take all precaution from my side and he promised me that 
in return of that he would never tell anyone about it. [35 yrs, man and married] 

 Very few men and women opened up to their friends about their infection. Men 
reduced socializing with friends and felt sad when the topic of HIV or AIDS came 
up in normal conversations as they could not speak out. The loss of social space can 
lead to isolation and feelings of loneliness among the participants. In situations 
where the men were either confronted in causal banter about them being “AIDS 
patient”, participants resorted to a counter dialogue by drawing on an “image of an 
AIDS patient” and asking if he looked anything like this image. This strategy worked 
for the men in some cases; in others however, they refused to enter into discussion 
on HIV and AIDS. Women in the interviews did not mention friends or other close 
relationships; their focus was more toward the home and family.  

5.2     Home Space 

 The home space is multilayered and has different meanings and connotations to 
both men and women. To some, it is a space of refuge to ward of discrimination. For 
others, it is a source of stigma and discrimination. For women, the main difference 
being the marital home and natal home. The marital home in many cases caused 
much anxiety and the natal home was for them one of the last places of refuge. We 
present here two case studies on how the home space is differently experienced by 
men and women and is relational to the power that the space provides:

  Arun 3  is 35 years and is married for the last fi ve years. Recently he and his wife were tested 
to be HIV-positive. The day he came to know of his status, he was in shock. The next day 
he went away to another city and did not return for more than a week. He was afraid to come 

3    Names used in these case studies are pseudonyms.  
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back as he knew his father-in-law (also his maternal uncle) would scold him for what he has 
done. Since his mother passed away, Arun was brought up by his maternal uncle and when 
it was time for Arun to get married, his uncle had persuaded his daughter to marry Arun. 
After the HIV test, Arun did not want to stay in the home that belonged to his wife as this 
would mean he had to hear harsh words every day. He came back, as he fell ill and since 
then just stays at home, listens and does not react to his in-laws. 

   Asha is 23 years old who comes from a small town near Pune. Her husband had a swelling 
and they got him tested and then she went for a test as well where they learned both were 
positive. Looking at the viral loads, she postulates that her husband had this virus before 
marrying her. Earlier Asha had many clashes with her husband, but now she sees no use of 
such clashes. She says she has made a ‘compromise’ to run the ‘home business’: There is 
no other alternative, what else can she do? Either this (compromise) or the other option is 
divorce. But, what can a lonely woman do? She has to listen to (lokanchi bolni) people 
saying bad things to her. 

 In Arun’s case, we see a change in the power relations due to the HIV test and his 
past makes him unable to live in the same home space. He fl ees this home to go 
away but returns ultimately to live a subservient life. In this project, both Arun and 
his wife were interviewed (separately). Initially, Arun was reluctant to acknowledge 
that his in-laws mistreated him. It was only at the end of the interview, he gave such 
an indication. In his wife’s interview, however, she repeatedly mentioned that her 
father verbally abused Arun. Here, the home space though dominated by the patri-
archy does not treat all men the same. In the second case study, Asha sees herself 
bound to the home space as leaving her martial home is a least favored option, so 
she makes a compromise of the situation. The exogenous issues of social discrimi-
nation that she may face outside the home space bind her to it. In addition to these 
issues, there are various instances where participants were harassed when it came to 
issues of home ownership or property. What was also seen was that fellow family 
members who were initially living together as a joint family then split to go live 
elsewhere.  

5.3     Family Space 

 Troubled family spaces lead to violence and abuse of women. In these spaces, the 
participants had to face double discrimination. Women largely bore the burden of 
discrimination in the family space, and much of this was connected to marital fam-
ily space. In this space, the husband and his family are the primary discriminators. 
Though some of the discrimination which was not specifi c to living with HIV and 
AIDS, such as dowry harassment, domestic violence and fi nancial deprivation, it 
still lead to women feeling much more marginalized in seeking healthcare and paying 
for medicines.

  P: He said, ‘You have this something like AIDS. You go to S hospital for the treatment’. 
But, I did not go there. But then, I thought I might as well take some loan but I have to take 
medication. I have two children. I have to live for them. My husband is like this, drinks a lot 
daily, creates  scenes (tamashe karto), does not give his monthly salary in my hand, he is a 
driver, gets good salary but one should get it in the hand. He troubles (me) a lot. In this 

13 Spaces of Disclosure and Discrimination: Case Studies from India



240

 situation, I ignored my ailment. So, I did not go to S hospital but then my mother and 
brother pushed me, so I came here. [35 yrs, woman and married] 

 Men in the interviews gave instances that after the family members heard of their 
status, there was a role reversal. The participants living in joint families saw this to be 
more pronounced where their opinion was not taken, or they were just relegated to the 
role of the sick person. In such spaces, men and women could not perform their life-
cycle-related roles and, thus, felt discriminated in the private spaces. Although much 
of the discrimination was silent, it still affected the participants psychologically.

  P: I am the main person in the house, so in the past, whenever anything had to be done, they 
would ask me.  But, now they decide it, among themselves and do it. 
 I: Do you think the respect for you has decreased? 
 P: Yes. [35 yrs, male and married] 

   P: I stay alone nowadays. We had a bungalow in the main city area in Pune but we sold it 
off. How many days could we stay together? My brother owns a fl at, sometimes I stay with 
him and sometimes I go to my village. But I can’t stay with him for long, why trouble him. 
So, now I stay alone. [54 yrs, man and married] 

 Extended family members also discriminated against the participants. Once they 
came to know that the participants were infected with HIV, they assumed both he/she 
would need fi nances to take the treatment and this would be taken out from the 
property that was jointly owned. In addition to the discrimination faced due to the 
infection, participants were also discriminated at home by extended family mem-
bers. 4  Participants reported instances where relatives used terms such as “curse on 
the family”, “your destiny now bear it”, “destroyed her life” and “they feel disgraced.” 
Within closely clustered migrant communities in Goa, the loss of family name is 
perceived to be more severe than the health consequences.

  P: It is like this, if a person drinks water from ten different wells then he will get the disease. 
But if he drinks the water from the same well day after day, then he knows that he is 100% 
safe. See, in the society, people look down upon such people. Not only society, even in their 
own house, they do so… as they have spoilt their name … they cannot even lift their head 
high and walk. Where will they go with that face? …they can’t go anywhere. [45 yrs, male 
and married] 

 The family space was also broken up when kin members of the participants 
either left the homes or split from the family. Women gave instances where when 
they went to live with their natal family, the spouses of their brothers left the home, 
or in one such case, the wife of the participant decided to keep the son away on the 
pretext that the child’s education was harmed. Participants took various measures to 
keep their status a secret and not to reveal it to others as this they perceived to lead 
to loss of face and affect marriage prospect of younger siblings especially the girls.

  I: Is your brother married? 
 P: Yes, but his wife has left him and gone to stay with her natal family. This happened 2-3 
months back.  It means we feel that she has left because of me.  She used to behave properly 

4    The immediate family members were the ones who provided most of emotional support to the 
participants. These family members were the ones with whom the participants coresided.  
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with me in the beginning.  But, her parents used to come and tell her some things against 
me… they used to scare her about me. [25 yrs, woman and separated] 

 In the community study, the cultural narratives on social exclusion also show 
how PLWHA are spatially discriminated leading to marginalization and exclusion 
from the community. The narrator in the accompanying narrative compares AIDS 
with leprosy. The comparison gives an indication of related cultural schemas on 
social exclusion. The comparison with leprosy can also be examined as the cultural 
rationality of the group. As leprosy has had a longer history in India, the cultural 
schema of keeping a distance to avoid infection is also applied to AIDS. Such nar-
ratives come up when NGO activity in the areas stresses that AIDS does not spread 
by touch.

  P: Last time when we visited our village, there were 5 deaths in a day. Even a new born baby 
was infected. No one will come near your home. Like no one will come to a leprosy 
patient’s house. Totally, it causes a very bad effect. People say that you should not touch 
them, otherwise you will also get it. [34 yrs, man and married] 

5.4        Institutional Space 

 The main institutional spaces of discrimination reported by the participants were 
clinics, hospitals and workplaces. The nature of discrimination varied; thus, participants 
had to fi nd different ways by which they either avoided being in such a situation or 
silently bore the discriminatory practises of the healthcare workers as they perceived 
themselves to be powerless in such a situation. The enacted discriminatory practises 
can be seen in Fig.  13.2 . We move through this diagram from a clockwise action. The 
participants felt insulted by the rude behavior of the nurses especially, the rude 
gesture they made to signal to co-workers that the participant was HIV-positive. 
In some cases, the doctors refused to treat the participants and gave excuses about the 
hospital being too small to treat HIV patients or they did not know much about it. 
This could have been true, but the participants felt insulted that their family practitio-
ner whom they trusted for such a long time was abandoning them when they needed 
him/her the most. The mechanisms of referral and specialisation are not easily 
comprehensible for lay people. Participants also found it invasion of privacy when in 
large hospitals interns accompanying the doctors asked invasive questions which 
questioned the morality of the patient. This is a clear example of the power relations 
between the healthcare provider and the person seeking care.

   From the perspective of the patient who seeks care, he/she expects the similar 
rituals of examination such as taking of temperature, examining the pulse and so 
forth. Participants in this study reported that once the healthcare provider came to 
know about the HIV status, they either refused to touch, take their temperature or 
kept a distance while talking to them. This absence of touch and of the mistreatment 
in front of other patients led participants to feel insulted. The participants did not 
expect such discriminatory behavior from healthcare providers as they expected 
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the latter to be more knowledgeable compared to lay people who are ignorant about 
the modes of HIV transmission. Thus, the space of care and cure turns out to be the 
very space where discrimination is enacted by actors who are perceived to be more 
knowledgeable about HIV and AIDS. One of the participants even goes further 
to say that if he is considered worthless by the doctors, imagine what his situation 
will be outside. 

 In the smaller clinics, many of the healthcare providers did not do a pretest 
counseling, thus leading to greater trauma and shock to the participants once they 
came to know of their HIV status. In addition to not informing the patient, one of 
the doctors even started to experiment with various drugs on a patient thus causing 
lot of mental stress and loss of faith towards the provider. These incidents also 
refl ect that during the late 1990s and early 2000s, there was very little information 
available on treatment options. Hence, not only healthcare providers experimented 
with different medicines, there were large number of quacks and self-proclaimed 
Ayurvedic practitioners who made participants believe that there was a cure for 
AIDS. Some of the participants had already been to such places in search of a cure 
and were either cheated with fake medicines or insulted when confronted with 
the truth of no cure being there. The limited knowledge of the HIV and AIDS 
also leads some providers to sound the death knell which resulted in participants 
getting their will ready, losing the hope to live and being under depression on the 

Nurses asked my
mother to clean in
the hospital room  

He told me I had 2
months to live; there

is no use of
treatment   

Doctor
experimented on

me with medicines   
Doctor did not tell
me what the test is

for    

Doctor did not
touch me to

examine as he did
earlier   

In front of everyone,
interns asked me if

I had other relations 

Once doctor knew
my status, they

refused to treat me  

Nurses spoke to me
rudely and made
rude gestures   

Discrimination
from health

care providers    

  Fig. 13.2    Discrimination from healthcare providers       
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fate of their children and family. Certain cultural norms and codes of conduct 
from the broader cultural meaning system are refl ected in the behavior of the 
healthcare provider (see also Chap.   5    ). From this prism, if we observe the activities 
of the provider not to touch the patient or ask the family members to clean a room, 
the underlying schemas are that of purity and pollution (Douglas  1966 ,  1992 ). 
Here, living with the disease leads to be in the state of pollution, and lack of 
reciprocity, in the form of doctor-patient relations, further stigmatizes the person. 5  
Thus, to access therapeutic spaces such as hospitals and clinics, participants had 
to strategise based on previous experiences of discrimination, and depending on 
the availability of options, they had to fi nd other spaces or silently bear the stigma. 
One of the common strategies was to ask a family member or a relative to accom-
pany them on such visits so that they had support to negotiate the barriers that 
discriminatory practises would create. 

 In addition to the discrimination faced in many of the spaces described above, 
participants also reported incidents where the discrimination was more covert. In 
Table  13.1 , we list these covert practises of discrimination in the various spaces 
where participants experienced them. The way people look or the kinds of questions 
people ask are seen in this fashion where although not obvious, participant still felt 
‘othered’. The symbolism of normal medical practises of putting an alpha sign on 
the case paper or a fi le leads to participants being stigmatised or discriminated even 
before they spoke or interacted with the nurses or other healthcare providers. In 
home and family spaces, some participants were discriminated by them having 
separate plates or glasses. People in home or family spaces also informed the 
participants to be “careful.” The manner in which participants make sense of this 
situation is by saying that other people do not have much knowledge about HIV and 
AIDS and thus create such situations   . Given the stigma associated with HIV and AIDS, 
participants rarely fought back but found different strategies to counteract such 
situations such as asking doctors not to give the prescriptions on the letter head or 
by requesting doctors not to mention their HIV status on the discharge card.

   Table 13.1    Covert discrimination in various spaces      

 Covert discrimination  Spaces 

 Relatives ask why I drink boiled water  Social 
 I don’t show my prescription at home  Home 
 People don’t come to visit me in the hospital  Communal 
 The way the doctor looked at me I will never forget  Hospital 
 People look at me from a different angle in the ward  Hospital 
 Relatives look at me with ‘that’ feeling …not good character  Social 
 They put a + sign on my report anyone who come can see it in the room  Hospital 
 I asked the doctor not to put ‘positive’ on my discharge card …else offi ce 

people will know 
 Hospital 

 If I go to their house I get a separate plate  Social 

5    In this project or in the data, there is no explicit mention of caste- or religion-based discrimination.  
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6         Conclusion 

 By focussing on the spatiality of disclosure and discrimination, we do not want just 
to describe these spaces but make an effort to see how people affected in these spaces 
can be empowered to manage disclosure and fi ght discrimination. Understanding 
these spaces is a fi rst step towards recognizing the structural dimension of stigma 
which goes beyond the behaviors of stigmatisers. 

 The case studies highlight the negative impact of nonsupportive and judg-
mental fi rst disclosure from healthcare providers and the gender differences in 
the pattern. In the context of rapidly expanding HIV testing services in the coun-
try, addressing the attitudes of healthcare providers is urgently needed. There 
is also a need for detailed counseling guidelines for disclosure of HIV statues 
and steps for dealing with the post disclosure stress incorporating the spatial 
dimension of disclosure and discrimination. Currently, there is a complete lack 
of recognition of spatial dimension of stigma and discrimination in the national 
HIV program in India. While the national operational guidelines on integrated 
counseling centre (ICTC) recommend that the ICTCs should be located as 
close to people as possible to maximize its access to at-risk/vulnerable people 
(NACO  2007 ), a recent study in 2010 on geospatial analysis of social stigma 
from Andhra Pradesh suggests that people prefer to go to HIV testing centre that 
is located in area other than their area of residence for fear of stigma (Kandwal 
et al.  2010 ). 

 With an expansion of prevention of mother-to-child transmission (PMTCT) 
program, more and more women are told about their HIV status fi rst. However, if 
they are not empowered to exercise their agency and choose the signifi cant others to 
disclose their status, they would continue to face discrimination in the identifi ed 
space. Lack of such an empowering space is evident at the national PMTCT 
program where approximately forty percent of HIV-infected women do not come 
to health facility for receiving free medicines for preventing transmission to their 
babies (UNGASS  2010 ). 

 Geographers interested in health and illness have focused their attention upon the 
virus itself, calculating diffusion models or recounting origins theories with no 
reference to the social contexts in which HIV gets transmitted and how particular 
individuals become vulnerable (Craddock  2000 ). A deeper analysis of space and 
place where disclosure and discrimination occur provides us with new insights on 
how each of these spaces can be made “safe” for the people living with HIV and 
AIDS so that they do not have to circumvent, minutely strategise and constantly 
negotiate to even access basic health services and receive social support and nonjudg-
mental workplace. Such understandings and analyzes will aid in further developing 
the fi eld of emotional geographies of health and illness.     
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1            Introduction 

 “Sex, Please—We’re Young and Chinese” reads the striking headline of a  Time  
magazine article describing trends among Chinese adolescents and young adults 
toward having intercourse “earlier, more often, and with more partners than ever 
before” ( Beech 2005 ). The trends noted in this article are consistent with docu-
mented increases in the sex trade and sexual activity among Chinese youth and 
rural-to-urban migrant populations (Zhang et al.  1999 ,  2000 ,  2002 ; Liu et al.  2005 ; 
Yang  2005 ; UNAIDS  2010 ). 

 Distressing, and perhaps not coincidental, is that these increasing rates of sexual 
health risk behaviors are taking place at a time when reports of HIV and other sexually 
transmitted diseases (STDs) are also rising (Detels et al.  2003 ; Wu et al.  2004 ). 
As reported by the Chinese Center for Disease Control and Prevention ( 2004 ), per-
centage increases in HIV infection rose 30 % each year from 1995 to 2000 but 
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jumped to increases of 58 % in 2001 and 122 % in 2003. Similar growth rates have 
been observed in Guangdong Province between 1997 and 2007 ( Centers for Disease 
Control and Prevention 2009 ). More recent statistics estimate that by the end of 
2009, China will have 740,000 people living with HIV/AIDS (a substantial increase 
from the estimated 700,000 in 2007 (Central Intelligence Agency  2009 ; Juan  2009 ). 
Further, the United States’ Central Intelligence Agency ( 2009 ) reports a steady 
0.1 % continued infection rate in the Chinese population. Along with similarly ris-
ing rates of other STDs, which leads to increased vulnerability to HIV infection, 
concerns are rising with regard to the effectiveness of prevention efforts seeking to 
reduce the levels of sexual risk activity (Detels et al.  2003 ). The key issues addressed 
here are (1) whether the motivations for individuals to accept these risks are well 
understood and (2) whether changes in Chinese culture may be contributing to the 
creation of an environment in which young adult Chinese engage in behaviors that 
put them at risk for HIV and other STDs (see also Chap.   16     in this volume). 

 Rapid cultural change is taking place in many societies around the world which 
have traditions strongly infl uenced by Confucian philosophy. Particularly in coun-
tries such as China which are experiencing expanding capitalistic economies, popu-
lations are exposed to and are adopting more modern ways of life (Marsella and 
Choi  1993 ; Wu  1996 ; Yang  1996 ,  1998 ; Hwang  1999 ). Yang ( 1998 ) describes a 
variety of psychological approaches, and associated behavioral implications, a per-
son may take in adjusting to the sociocultural change of modernizing societies. 
These approaches refl ect ideological perspectives and values with an emphasis on 
issues of cultural identity and change. As Yang ( 1998 : 90) states, “ordinary Chinese 
people have been under constant pressure for change in their ideas, behaviors… As 
a result, specifi c psychological and behavioral changes have occurred in various 
areas of daily life and accumulated to form larger changes in life styles and institu-
tional systems.” Newly imported values, beliefs, institutions, and cultural practises 
often differ from those of traditional Chinese culture and contribute to the chal-
lenges of a modernizing society. And, as refl ected in the opening quote, these chal-
lenges include the exploration of nontraditional sexual identity and engaging in 
behavior consistent with that identity. 

 The relatively young and rural-to-urban migrant immigrant populations, being 
less socially mature and invested in the maintenance of traditional Chinese values 
than their elder urban citizen counterparts, may be particularly vulnerable to the 
potential dangers of such evolving culture. Research has documented the relative 
ignorance of these populations regarding sexual health. Current research examining 
sexual health knowledge and behavior in China continues to fi nd a lack of knowl-
edge, inconsistent condom use, and increasing sexual activity among Chinese youth 
(Wu et al.  1997 ; Liu et al.  1998 ; Choi et al.  2000 ; Lau et al.  2002a ,  b ; People’s Daily 
Online  2003 ; China Daily Online  2004 ). In the past, such ignorance and naiveté 
may have had fewer potential negative consequences given lower rates of premarital 
sex, sex trade activity, and STD prevalence. However, in today’s environment, this 
combination of ignorance, the often typical perceptions of invulnerability among 
young people, and increasing sexual activity has exacerbated the sexual health 
 dangers of Chinese youth and led to increasing rates of STDs, including HIV/AIDS.  
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2     Chinese Youth and Sexual Behavior 

 Given the pressures of modernization suggested by Yang ( 1998 ), what do we know 
about the ideological, psychological, and behavioral changes among Chinese youth 
and rural-to-urban migrants regarding sexual behavior? Yang and colleagues (2004) 
report that among migrants, higher rates of sexual risk are associated with higher 
rates of perceived “peer” risk (risk engaged in by target associates), expected intrin-
sic reward for risk behavior, and perception of HIV-related stigma (Li et al.  2009 ; 
Stutterheim et al.  2009 ; Zhou  2009 ; Gillet  2011 ). With a similar target population, 
Liu and associates ( 2005 ) suggest that despite relatively high rates (over 57 % of 
sample) of participants’ perceptions of themselves as vulnerable to HIV, partici-
pants report inconsistent condom use and knowingly having sex with promiscuous 
partners. Moreover, fi ndings from Abdullah et al. ( 2002 ) indicate that increases in 
the sex trade are accompanying the more open Hong Kong-China boarders, which 
may also be increasing rates of casual sex behavior among young unmarried travel-
ers. Participants in this study who reported higher rates of casual sex were more 
likely to have sex with multiple partners, express less fear of infection, and reported 
less consistent condom use. 

 Within a context of increasingly severe consequences for risky sexual behavior, 
greater acceptance of more casual sexual attitudes and behavior may render the rela-
tively unprepared particularly vulnerable. Despite rapid evolution, the Chinese 
sociocultural context continues to be infl uenced by Confucian and Taoist philoso-
phies which emphasize the procreation and social order aspects of sexuality (Ruan 
and Matsumura  1991 ). However, attitudes toward viewing sexual activity as private 
are growing, as is the tolerance of premarital and extramarital sex (Liu et al.  1998 ; 
Zhang et al.  1999 ; Grusky et al.  2002 ). Zhang and colleagues ( 2002 ) show that this 
change is particularly rapid among college-aged youth owing to their access to and 
interest in media and other resources exposing them to world outside traditional 
Chinese culture. The dangers of STD risk inherent in this environment character-
ized by the dominance of traditional values and expectations, relative absence of 
reliable and trustworthy information about sexual health, and unguided exposure to 
information from outside sources are clear (Gao et al.  2001 ). For example, in a more 
recent and illuminating study, Zhang and colleagues ( 2004 : 110) report that Chinese 
college students perceived little vulnerability to STD infection and that little infor-
mation about sexual health and risky sexual behavior was communicated by parents 
or relatives. Students in this study reported that “premarital sexual activity was 
depicted as an infraction against traditional Chinese culture.” Yet, 61 % reported a 
desire for a romantic relationship during their college years and 76 % expressed the 
belief that a sexual relationship was good for mental and physical health. This popu-
lation’s vulnerability to disease, should they chose to engage in sexual activity, is 
exacerbated by two key factors: their view of “drug users, prostitutes, the migrant 
population, and other members of the ‘outside world’ as vulnerable, not them-
selves” (Zhang et al.  2004 : 111), and their “doubts about traditional sources of 
information regarding health and sex” and erroneous beliefs reported by substantial 
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portions of the population that HIV could be acquired by “dining at a restaurant 
where the cook is infected (42 %), sharing dining ware with the infected (45 %), 
using a public toilet (46 %), being sneezed at by the infected (44 %), or swimming 
in a public pool (50 %)” (Zhang et al.  2004 : 112). It is alarming that even the rela-
tively educated members of Chinese youth continue to be faced with the contradic-
tory demands of traditional beliefs, values, and practises regarding the transmission 
of information about sexual health, coupled with an increasing cultural tolerance for 
premarital sex and a drive for exploration of romantic relationships. Furthermore, 
these factors are exacerbated by the unguided exploration of sexual health, lack of 
information, and faulty beliefs about the transmission of sexually transmitted dis-
ease (Lieber et al.  2006 ). 

 From a social cognitive perspective, Li and colleagues ( 2004 ) evaluated the rela-
tionship between risk behavior and motivation to engage in more protective behav-
ior during sex. Their results suggest an association between increased risk behavior 
and perceptions of increased extrinsic reward, less vulnerability, less likelihood and 
severity of danger, less response effi cacy, and greater response cost (negative conse-
quences of behavior change). This notion of the importance of perceived effi cacy or 
control over ability to engage in protective behavior is supported by the work of 
Wallman ( 2001 ) and Millstein and Moscicki ( 1995 ) who have argued that such 
sense of control is a prerequisite for dealing with sexual risk. Thus, from the social 
cognitive perspective, individuals’ perceived goals for behavioral change must be 
salient, motivated, anticipated to be effective, of limited cost, and believed possible, 
before we can expect safer sex practice behavior to occur. 

 Levels and changing rates of risky behavior have been well documented and 
provide relatively objective indicators of a changing sexual activity landscape 
among China’s youth. The study on which this chapter is based focused on reports 
of more elaborate perceptions of risk toward an understanding of the motivations 
behind decisions to participate in risky sexual activity. We must also consider the 
dynamics of a changing society upon sexual behavior from a social learning theory 
perspective. For example, Yang ( 2005 ) argues that the social and behavioral changes 
associated with development and urbanization are inextricably tied to high HIV and 
STD prevalence, drug use, and commercial sex. In our study, we delve for evidence 
consistent with this social learning view and seek a better understanding of the 
forces at work from the perspective of the study target population.  

3     The Study 

3.1     Participants 

 This qualitative study draws on data from sixteen individuals in an urban center in 
Eastern China. These sixteen are a subset of the sixty individuals who participated 
in a larger intervention study focused on the prevention of HIV/STD transmission 
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among rural-to-urban migrant and local market workers, all of Han ethnicity (Detels 
et al.  2003 ). The sample was drawn from a population of vendors in local markets 
where the Chinese usually make typical purchases for daily living (e.g., fresh meat, 
vegetables, fruits, and household supplies). Each market has between 50 and 150 
stalls in a warehouse-like building with approximately 150–300 workers at any 
time. Most workers live and socialize in close proximity to the market at which they 
work. Market stalls within each market and one individual from each stall were 
randomly selected for recruitment. Selection for participation in this study was 
based on spontaneous information related to the topics of interest provided during 
broad open-ended interviews focused on beliefs about sexual behavior and health. 
Table  14.1  presents the socio-demographics of the participants.

3.2        Method 

 Data were collected via face-to-face semi-structured interviews. Interviews were 
carried out by members of a trained fi eldwork team in private one-on-one conversa-
tions with each participant. The full interview protocol was designed to gather infor-
mation across a variety of topics meaningful to the larger project from which these 
data are drawn. These topics included sexual health, sexual practises and meanings, 
healthcare beliefs, social networks, and potential prevention messages. For the 

   Table 14.1    Sample demographics by participant sex   

 Characteristic  Males ( n  = 12)  Females ( n  = 4) 

 Age 
  Under 20 years of age  1 (4)  0 (0) 
  20–29 years  5 (12)  3 (23) 
  30–39 years  6 (10)  1 (8) 
  40–49 years  0 (2)  0 (0) 
 Education 
  Primary  2 (6)  2 (10) 
  Middle  7 (16)  1 (12) 
  High school  2 (5)  1 (7) 
  Some college or higher  1 (1)  0 (0) 
 Marital status 
  Unmarried  4 (13)  0 (9) 
  Married living with spouse  8 (15)  4 (20) 
  Divorced  0 (0)  0 (2) 
 Time in Fuzhou 
  Less than 1 year  1 (3)  0 (0) 
  1–2 years  3 (4)  1 (8) 
  3–4 years  3 (4)  1 (3) 
  More than 4 years  5 (11)  2 (16) 

   Note : For reference, the larger study population statistics are included 
in parentheses: males  n  = 28 and females  n  = 32  
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present study, participants were selected based on their spontaneous provision of 
comments related to beliefs about changes in the Chinese culture, increasing toler-
ance for pre- and extramarital sex, and perceptions of vulnerability to STD infec-
tion. Particularly given the sensitive content to be collected in this study, the 
interview protocol was designed to encourage as much conversational comfort and 
trust as possible. As such, fi eldworkers were trained to be fl exible in their choice of 
language and phrasing depending on the participant characteristics (e.g., sex, age, 
candor, comfort level, and language skill). Training included a set of possible probes 
for each area of questioning and extensive role-play activities to assure interviewer 
confi dence and interview quality. Fieldworkers were given wide discretion as they 
worked to maximize the value of information obtained from each interview. That is, 
depending on the reaction of the participant, they were instructed to probe more 
deeply in certain areas—where a participant was willing and knowledgeable—or to 
withdraw from certain areas of questioning, where a participant appeared particu-
larly uncomfortable or resistant, rather than indiscriminately complete the full set of 
questions in each interview. Accordingly, there was no expectation that complete 
responses to every interview question would be collected for every participant. 
Rather, deeper levels of content were collected where available across the partici-
pants through maximizing the information value of each interview.  

3.3     Procedures 

 In the larger sample from which these data were collected, stratifi ed random sam-
pling strategies were employed to assure representation of individuals from a range 
of sex, age, and marital status. Research recruitment staff introduced potential par-
ticipants to the study as one seeking to learn about and improve the health of the 
community. Interested individuals were supplied with information documenting the 
details of participation according to the standards of universities in the United States 
for volunteer-informed consent procedures. Interviews took place in either a local 
health education institute (the base of project activities) or, if more convenient for 
the participant, in private rooms at the participant’s workplace. Trained fi eldworkers 
conducted the interviews, which took between 30 and 90 min to complete, and par-
ticipants were compensated in accordance with an hourly wage in China. Interviews 
were audio taped, the interviewer generated fi eld notes, and partial transcription of 
the audio recording was carried out when necessary to support the fi eld-note 
content.  

3.4     Data Processing/Management 

 Field notes and transcriptions from the interviews were translated to English for 
processing and analysis. Of these translations, approximately 25 % were examined 
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by bilingual project staff to assure content fi delity. The Dedoose web application 
(SocioCultural Research Consultants, LLC  2010 —previously EthnoNotes—Lieber 
et al.  2003 ), a tool for the management, integration, and analysis of quantitative and 
qualitative data, was applied in organizing, interpreting, and analyzing the interview 
fi eld notes. All study interview data were excerpted and coded based on a broad 
coding scheme developed to frame an understanding of the key study problems—
largely based on the general topics represented in the interview protocol. Only those 
responses related to sexual practises and meanings were analyzed here. The remain-
der of data analysis followed a narrative account approach intended to seek, iden-
tify, and interpret aspects of participant reports that would inform a fuller 
understanding of how changes in the Chinese culture may be impacting perceptions 
of vulnerability and, in turn, decisions about sexual behavior (Weller  1998 ; Ryan 
and Bernard  2003 ; Hruschka et al.  2004 ).   

4     Results 

 The following are excerpts from the interviews that highlight the emergent themes 
of attitudinal and behavioral change in the context of a changing culture. These 
themes clearly indicate the salience of culture change as related to levels and per-
ceptions of sexual activity among members of this population. Most relevant themes 
included the prevalent increase in frequency and tolerance of premarital sex and 
cohabitation, ubiquity of sex trade activities, availability and more common use of 
condoms, relative comfort in conversation about sex, increasingly visible sex behav-
ior in popular media, and economic issues related to sex behavior.

  Visits to prostitutes have become quite common. People believe that there are fewer cases 
of rape due to an easier approach to the opposite sex resulting from an opening up in soci-
ety. Having fun with women is accepted by society and having mistresses can also be 
accepted so long as it does not affect your life. Our older generation cannot tolerate this 
because they had a different age of life—they can’t accept any extramarital relationships. 
(30- to 39-year-old married male) 

4.1       Increasing Acceptance of Premarital Sex, Yet the Young 
Are Taking Serious Risks and Increasing Their Vulnerability 

 The youth consistently report beliefs and behavior related to the levels of premarital 
sex, access to and engagement with sex workers, and the inconsistent use of con-
doms to present disease transmission.

  After the engagement, we fi rst had sex and didn’t use condoms since we hadn’t prepared to 
have sex. Later, we used them since we didn’t yet want a baby… Regarding premarital sex, 
it made no difference since such phenomena were quite wide-spread in the society now. My 
fi ancée and I have been living together since the engagement, just like a real husband and 
wife. (20–29-year-old married male) 
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 In our town there are many massage parlors. Many young men go there for massage but 
in fact they were going for sex activities. They spend dozens of yuan there but they were 
prone to STDs. (20–29-year-old unmarried male) 

 Usually, my peers start having sexual relations at about 18–20 years old. When my 
friend started having sex the girl was afraid of pregnancy so they used the condom. But after 
some time, they found the condom was not very good (more comfortable without it) and the 
girl began to take medicines. (20–29-year-old unmarried male) 

   Referring to younger unmarried men who visit brothels, one participant remarked:

  They do not have wives to exercise control over them, so they could do as they liked and 
stay out as long as they choose. (20–29-year-old married female) 

4.2        Consideration of Condom Use Is Common, But “Not Me” 
Perceptions of Invulnerability Continue to Drive 
Unprotected Sex Behavior 

 Particularly among the younger participants, talking about and engaging in 
casual sex with peers appears to have become more common than in previous 
generation. Further, sexually transmitted infection is not view with a somewhat 
cavalier attitude, refl ecting beliefs about the ease of cure, minimal impacts, and 
short-term implications.

  “Talking about girls, how pretty she looks, was very open and casual where I came from—
things like kissing were common. As for sex [intercourse], if the two were willing, they 
would go home to have sexual relations when no one was at home.” And he goes further 
expressing frustration with his own economic limitations, “Especially those young men 
around who have made a lot of money in other places. They will book a room at a hotel to 
have casual sex… they often spend at least one thousand each time!” (20–29-year-old 
unmarried male) 

 When friends from my village come to visit, we went to bars and disco halls and often 
talk freely and tease about sex… if a friend became infected we would stop playing with 
him until he was cured. [I] wouldn’t look down on him since he had his own reasons. 
Maybe too strong a sexual desire, but it was only himself who go in trouble. (20–29-year 
married male) 

 Some like talking about it… if it is hard to bear the loneliness they would go to the 
beauty parlor—don’t kiss and use condoms is the rule. When you go to the beauty parlor, 
you should use a condom because there is no love to show those who are prostitutes… in 
the past, they would be afraid of being pregnant. Later, my friends were afraid of being 
infected with disease. (20–29-year-old unmarried male) 

4.3        Media and Its Impacts on Culture Change 

 Attributions for behavior as a function of exposure to outside media has clearly 
infl uenced the attitudes of Chinese youth regarding their perceptions and expecta-
tions of what is “normal” and acceptable sexual behavior.
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  As I can remember when I was a child, even shots of kisses and cuddling in the movies was 
rare. Now there are things much more serious than that—the whole upper body is naked… 
these are the trashes of foreigners. In the past there was little cuddling, kissing in the street. 
But now it is quite common. (20–29-year-old unmarried male) 

 Even if I am attracted by a third person, it would be nothing so long as my wife does not 
know. If she were to fi nd out, she would start a quarrel with me that might end in divorce 
and my parents scolding me. But, I’ve heard others say a local boss has a mistress. He puts 
his wife aside and stays with the mistress almost every day. People do not make any com-
ment about his behavior. After all, he has money; nobody can do anything about him. 
(20–29-year-old married male) 

 At that time, China was in great confusion… we could only watch martial arts fi lms in 
secret; we talked about many things about physical development. Sometimes we had jokes 
with the girls and occasionally came in touch with their bodies… I was about 14 or 15. 
Later, sexual behavior occurred to a couple of students. That was acceptable as long as they 
get married eventually. But one had sex with his girlfriend in junior middle school was 
expelled from school when the authorities found out. As sexual relations are concerned in 
the 1980s, it was very good and promiscuity was negligible. In the 1990s the situation 
changed a lot. Up to 2000, the changes are drastic and tend toward liberalism—this is but 
normal. (30–39-year married male) 

5         So, What Is at Stake? 

 Despite the dangers of risky sex behavior being consistently articulated among this 
study’s population, risky sex continues. Social learning theory (Bandura  1977 , 
 1986 ) suggests that perception of risk is determined largely by interacting forces 
among individuals’ selves, their behavior, and the environment in which they live. 
That is, surrounding peer activities, exposure to information in the media, and a 
subjective understanding of societal response to these behaviors defi ne perceived 
risk and reward. While the rewards and costs of behavior can often be considered in 
logical terms, and indeed are articulated as such by study participants, the serious-
ness/valuation of the rewards and costs are determined more by impressions of the 
observed behavior and response in the surrounding environment. Similarly, these 
youth may be demonstrating characteristics of a “personal fable” perspective—that 
is an egocentric overdifferentiation of their own experiences leading to the belief 
that the cause-effect experiences of others do not apply to themselves (Elkind  1967 ). 
When the logic and seriousness valuation are inconsistent and ambiguous, behavior 
is seen to move more toward the acceptance of greater risk as behavior is motivated 
by greater perceived reward. Less grounded in tradition, with less perceived at stake 
by accepting risk, and more enticed by newly available opportunity, young Chinese 
and rural-to-urban migrants appear more prepared to accept and engage in increas-
ingly risky behavior. 

 The effectiveness of intervention and education efforts continues to be frustrated by 
the clear stigma associated with HIV/AIDS inherent in Chinese culture (Abdullah et al. 
 2005 ; Lieber et al  2009 ; Li et al.  2010 ; Rou et al.  2010 ). The fi ndings here indicate a 
need for effective HIV/STD prevention efforts to attend to issues of stigma and other 
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traditional features of the Chinese sociocultural context. In spite of an awareness of 
what modernization has brought to the Chinese culture, traditional conservative beliefs 
and values about sex persist and seriously challenge the safe navigation of this increas-
ingly risky environment. Identifying and working respectfully within the cultural belief 
systems dominant in the sociocultural context is as important to intervention design as 
a thorough evaluation of a target population’s needs, behaviors, and characteristics. 
Our data expose and explicate how the salient cultural schemata in this Chinese socio-
cultural context present unique and complex circumstances that must be respected and 
understood as part of the intervention planning and implementation. We expect that the 
benefi ts of this study’s approach, framework, and fi ndings can be incorporated into 
future intervention design among Chinese populations. These considerations will help 
guide a program’s effectiveness by enhancing the “fi t” of the intervention to the target 
population and help boost program strength and sustainability.     
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1            Introduction 

 While HIV emerged in central Africa and spread southward, the fi rst HIV/AIDS 
cases in the Republic of South Africa were diagnosed in men who have sex with 
men (MSM) in the mid-1980s. 1  Unlike the primarily homosexually spread HIV 
epidemics of North America and Western Europe, the modern South African AIDS 
crisis has been primarily driven by heterosexuals. In fact, the heterosexual 
HIV/AIDS epidemic in South Africa has completely eclipsed AIDS among MSM. 
Nevertheless, HIV continues to spread among South African MSM (Burrell et al. 
 2010 ; Lane et al.  2011 ; Rispel et al.  2011 ). Not unlike other marginalized and 
disenfranchised populations, South African MSM have limited access to HIV/AIDS 
prevention programs and health resources, including targeted education programs, 
HIV testing and counseling, care services, and antiretroviral therapy. Given the 
generalized AIDS epidemic and limited health resources in South Africa, it is under-
standable that any one group may not be singled out for prevention and treatment 
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services. However, MSM may be the most diffi cult to reach population because they 
remain invisible and unattended in South Africa’s HIV/AIDS prevention and treat-
ment services. 

 A history of homophobia and criminalization of same-sex behavior in many 
southern African countries including South Africa undoubtedly plays a critical role in 
the absence of HIV/AIDS services for MSM. It is well established that MSM conceal 
their sexual orientation and engage in clandestine sexual relations. Secrecy is also 
maintained when MSM test HIV-positive, concealing their HIV status from sex part-
ners. Failure to disclose ones HIV-positive status to sex partners can place them at 
risk, further propelling the HIV epidemic (see also Chaps.   16    ,   17    , and   18     in this 
volume). With little research until recently conducted on the HIV risks facing MSM 
in South Africa, there remains an urgent need to take stock in what we do know and 
to identify our gaps in knowledge. Examining where we are at the present time of the 
epidemic and what we know is critical to developing a research agenda as well as to 
inform prevention programming and treatment services. The purpose of this chapter 
is to examine the current state of research on MSM and HIV/AIDS in South Africa. 
In this chapter, we briefl y discuss same-sex behavior and sexual identities in southern 
Africa more broadly and then we review HIV/AIDS in reference to MSM in South 
Africa in particular. We also describe research fi ndings from a qualitative study of 
HIV-positive MSM and examine layering of stigmas experienced by HIV-positive 
MSM. We conclude with recommendations for advancing HIV prevention targeted to 
South African MSM within the framework of a human rights perspective.  

2     Same-Sex Sexualities in Southern Africa 

 There is a growing body of research on same-sex relationships in southern Africa. 
Gay and bisexual men are unlikely to come forward to participate in research given 
the degree of risk for negative social consequences that they face. In parallel to gay 
men’s reclusiveness, there is also considerable reluctance to focus on MSM among 
researchers and service providers. A sense of denial regarding homosexuality contrib-
utes to the continued lack of attention to this population (Johnson  2007 ). Another 
factor that signifi cantly contributes to the lack of research on MSM in southern Africa 
stems from stereotyping the masculinity of African men and denial of homosexuality 
in African culture (   Constantine-Simms  2000 ). Myths of African sexuality and beliefs 
about inherent differences in sexualities between Africans and Western populations 
have also contributed to a general ignorance of diversity in sexual orientations (Reid 
and Walker  2005 ). Still, others have pointed to traditional customs among indigenous 
populations for the suppression of homosexuality (Epprecht  2006 ). 

 Anthropological research has provided insights into the long-standing history of 
homosexuality in African cultures. For example, Teunis ( 2001 ) investigated homo-
sexual relationships between truck drivers and adolescent boys in Dakar Senegal 
and found these practises well established. Adolescent homosexuality is also 
described by Lockhart ( 2002 ) who studied the sexual behavior of street boys in 
Tanzania. In both cases, power differentials between older men and adolescents 
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were obvious in the sexual dynamics and directly tied to HIV risks. The history of 
homosexuality in countries such as Lesotho and Nigeria is also well documented, 
with sexual relationships refl ecting stereotypical male-female gender roles in tradi-
tional marriage (Epprecht  2002 ; Allman et al.  2007 ). Culturally defi ned heterosexual 
roles also characterize homosexual relationships in South African culture, such as 
the “male wife” role characteristic of sexual encounters which were found in some 
South African mining townships (Halperin  1999 ). These power differentials have 
human rights implications that extend from those that occur in the same gender-
power dynamics of heterosexual relationships. 

 With the rise of HIV/AIDS, there has been greater attention to homosexuality in 
some African countries such as Burkina Faso, Gambia, and Senegal (Niang et al. 
 2004 ). Although the increased attention to MSM in the context of HIV/AIDS has 
brought benefi ts of increased knowledge and awareness of needs, there has also 
been a price paid for blaming MSM for the AIDS crisis, further increasing the social 
stigmatization of MSM (Van Kesteren et al.  2005 ). The layering of AIDS stigma 
and homophobia is a common social phenomenon that may even be enhanced in 
countries where homosexuality is denied and AIDS is highly stigmatized. Same-sex 
relations are often seen as unAfrican and homosexuality is considered a European 
perversion or “White thing” among some Black South Africans (Lillah-Chiki  1999    ; 
Isaacs and Miller,  1985 ; Grundlingh  1999 ; Stein  2001 ; Graziano  2004 ). 

 There are also exaggerations of homosexuality in southern Africa along with 
unfounded beliefs that HIV epidemics are primarily attributable to the practise of 
anal intercourse, both among homosexuals and heterosexuals (Brody and Potterat 
 2003 ). The myth that HIV is not transmitted via vaginal intercourse is used to suggest 
that homosexuality and heterosexually practised anal sex are far more prevalent than 
ever before considered given the extent of AIDS in Africa. While the risk for HIV 
transmission is substantially greater for anal intercourse than vaginal intercourse, 
there is no credible evidence that anal intercourse is practised frequently enough 
to account for the HIV epidemic in southern Africa. In the absence of empirical 
evidence, exaggerated accounts of anal sex have caused backlash by falsely sug-
gesting that vaginal intercourse is safe. In summary, research in southern Africa 
suggests that homosexuality is highly stigmatized and when layered with AIDS 
stigmas, poses serious challenges to HIV/AIDS prevention, testing, and treatment. 
Masculinity perceptions and misinformation about the relative effi ciency of modes 
of HIV transmission have also served to further marginalize MSM.  

3     HIV/AIDS and South African Men Who Have Sex with Men 

 Beginning in the early 1980s in the Western Cape of South Africa, HIV infection 
was characterized by male homosexual transmission, similar to patterns identifi ed 
among gay men in the northern hemisphere (Ras et al.  1983 ; van Hermelen et al. 
 1997  cited in Burrell et al.  2010 ). Following this time, there was a considerable 
amount of attention given to redefi ning gay identities and gay communities in South 
Africa. Pegge ( 1995 ), for example, described the lives of gay men and lesbians with 
specifi c attention to gay men living in Cape Town. In this account, when the HIV 
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epidemic amplifi ed in South African gay communities, there was still considerable 
secrecy about homosexuality and AIDS which acted to drive these communities 
even further underground. The early association between HIV/AIDS and gay com-
munities in South Africa acted to further stigmatize homosexuality, defi ning AIDS 
as a gay disease, particularly with white South Africans, much as it did in the USA 
during that time. Also in parallel to the history of AIDS in other countries, the pub-
lic’s early failed response to AIDS in South Africa, particularly between 1983 and 
1994, led to a further rejection of homosexuality and blame for HIV/AIDS that 
added to homophobia and the stigmatization of same-sex relationships. 

 The early association of AIDS to gay communities did, however, lead to behavior 
changes among some gay men in the face of the rising HIV/AIDS epidemic. The “AIDS 
scare” infl uenced some gay men in South Africa to practise safer sex, to cease their 
involvement in commercial sex establishments, and to change their partnering patterns, 
becoming more monogamous or serially monogamous. Although it is apparent that 
some gay men changed their behavior in South Africa in response to AIDS, there is no 
reliable estimate for current sexual risks and protective practises in male homosexual 
relations. The lack of information about gay men and their risk for HIV fuels denial and 
even avoidance of studying homosexuality, further contributing to the lack of public 
health attention to this population. The lack of HIV/AIDS surveillance among MSM in 
South Africa contrasts with other countries suffering generalized AIDS epidemics such 
as Thailand, where there is evidence for widespread HIV/AIDS among MSM and the 
need for prevention and care interventions targeted to MSM (Van Griensven et al.  2005 ). 
In the absence of active monitoring and surveillance, however, we are only left to guess 
the true extent of HIV/AIDS in South African MSM. We also do not know which needs 
among HIV- positive MSM are unmet since MSM remain hidden in the HIV/AIDS epi-
demic (Botha and Mtetwa  1995 ; Potgieter  2006 ; Pugh  2007 ). 

 Lane et al. ( 2006 ) confi rmed that stigmatization and fear produce barriers to access-
ing HIV counseling and testing, as well as other prevention programming, among South 
African MSM (see also Chap.   6     in this volume). He also found that black South African 
MSM engage in considerable high-risk behaviors, with as many as one in four black 
MSM infected with HIV, a level of HIV prevalence that creates a particularly high-risk 
situation for HIV transmission. Nevertheless, South African MSM remain marginalized 
and unattended in HIV prevention and care. South Africa’s inattention to a relatively 
small number of persons who are at great risk within a larger and more diffuse general-
ized AIDS epidemic creates an obvious inequity, and this human rights neglect trans-
lates to further spread of HIV. In addition, social stigmas attached to both homosexuality 
and HIV/AIDS likely combine to further complicate HIV prevention efforts.  

4     Experiences of Layered Stigma Among MSM Living 
with HIV/AIDS 

 Layered stigma refers to multiple stigmatized identities, such as those ascribed to 
race, gender, and HIV status, existing within a single individual. In the present case, 
we are referring to the stigmas ascribed to homosexuality and HIV-positive status. 
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The adversities of each stigmatized identity are thought to multiply when layered, 
the degree to which is determined by culture. Stigmatization is also the basis for 
concealment of hidden identities, creating the vicious cycle of stigmas leading to 
concealment, social isolation, and further stigmas (see also Chaps.   1    ,   2    , and   3     in this 
volume). 

 Layered stigma will be greatest in contexts with strong masculine-defi ned 
male roles and perceived taboos of AIDS, such as peri-urban townships. Same-
sex relationships among men in South African black townships are therefore 
often clandestine for fear of being stigmatized and ostracized by family members 
and friends. In addition, MSM and gay couples in black South African townships 
are physically attacked for their sexual orientation (Lillah-Chiki  1999 ). 

 To illustrate the experiences of layered stigma, we draw briefl y from a qualitative 
study conducted with HIV-positive MSM in Cape Town. Survey data were also col-
lected in 2005 and reported in previous research (Cloete et al.  2008 ). A qualitative 
study was conducted as part of formative research for the adaptation of two risk- 
reduction interventions to the South African context for people living with HIV/
AIDS. Fourteen key informants were interviewed, seven of whom were affi liated 
with support groups for people living with HIV/AIDS and the other seven repre-
sented nongovernmental organizations, activist groups, government departments, or 
training services. We also conducted eight focus group discussions with existing 
support group structures that were situated at either antiretroviral (ARV) treatment 
sites or organizations that provide services to people living with HIV/AIDS. Access 
to these support groups was obtained through the same key informant participants 
described above. 

 Two focus groups were conducted with MSM; participants were accrued using 
convenience sampling techniques, mostly by word of mouth (Liamputtong  2007 , 
 2013 ). Issues explored in both the individual and group interviews included the 
challenges facing people living with HIV/AIDS. The interviews and focus groups 
were audio-recorded, transcribed, and translated as needed. A thematic analysis was 
undertaken to distill and interpret the data (Liamputtong  2013 ). We used a grounded 
theory approach to extract data from the narratives. All interviews were conducted 
either by the fi rst author or under the direct supervision of the fi rst author. The study 
was approved by the Research Ethics Committee of the Human Sciences Research 
Council. 

 In this formative research, among self-identifi ed HIV-positive gay men, it was 
found that AIDS-related stigma were pervasive in their lived experiences. Examples 
of self-blame and internalized AIDS stigma were common. Examining the views of 
men that we interviewed illustrates the common stigmas and discrimination that 
MSM experience and how AIDS stigma becomes layered on stigmas of  homosexuality. 
For example, one participant said:

  For gay men the experience is slightly different to straight people because it confronts us on 
another level with our own sexuality, and the sense of shame and guilt that resonates from 
that internal phobia is quite profound for gay men, it makes the crisis of acceptance much 
more diffi cult than for straight people. 
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   Experiences of stigma were closely tied to sexual identities as illustrated when a 
man stated his sense of self: “us as gay men, our sense of self is often very, very 
heavily invested in our sexuality, our bodiliness…” 

 Others reiterated this sentiment expressing that

  It’s not the crisis of going out and telling the people, the sense of shame is internal. And it 
often confronts us with our sexuality, yes, and that sense of shame and guilt. 

   HIV-positive MSM mentioned that they talked more to their straight friends 
about HIV than their gay ones stating, “there [is] almost more discrimination within 
the gay community.” They also suggested a sense of not confronting the possibility 
of becoming infected, “what the gay community in Cape Town is doing is that there 
is a collective denial.” 

 The discrimination and rejection from the gay community then seemed to stem 
from this denial, as one participant said “and they go into denial and then you come 
along and you … and you like, they don’t want to know about you because you are 
the thing they afraid of.” 

 According to the participants in our focus groups, being gay and HIV-positive 
was like a “double whammy,” and feelings of internalized AIDS stigma are greater 
among MSM compared to heterosexual experiences. This sentiment refl ects layering 
of stigmas as stated by one man:

  It’s made more diffi cult for those people who are homosexual because in many cases they 
in the closet about their sexuality and if all of a sudden the situation concerning the HIV 
status come out it’s double the trouble as it were. 

   In addition to dealing with the issues of discrimination and stigma, many HIV- 
positive MSM fi nd it challenging to access services that meet their HIV treatment 
and care needs. Considering the layered stigmatization experienced by many HIV- 
positive MSM seeking health services remains a formidable problem. One of the pri-
mary reasons for this is that MSM are still discriminated against by healthcare 
practitioners working within mainstream public health facilities. Rectal exams 
are not routinely performed and requesting this procedure will surely disclose ones 
sexual orientation. In addition, experiences of internalized stigma can impede HIV- 
positive MSM from seeking health and treatment services:

  … [for those men]…who want to be straight but are having gay sex and so they are HIV 
positive and they “gay” but they trying to live a straight lifestyle…I mean I know a lot of 
people like that, that never face any of the issues and they die because of they can’t get 
medical help because they don’t want to acknowledge they’ve got HIV. 

   A theme that recurred throughout our discussions with these South African 
MSM was that there remains a general lack of understanding in mainstream 
healthcare about the issues facing MSM and ignorance of their HIV prevention 
and treatment needs. Another recurring theme focused on the challenges of adher-
ing to antiretroviral drug regimens and fi nding a suitable health practitioner or 
service provider working within the gay community. In our focus groups, there 
was much concern about the challenges of taking ARVs. Participants talked of 
taking “cocktail breaks,”
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  … if for instance you are going on holiday and you are going to use recreational drugs … 
they (doctors) advice you to stop the ARVs. 

   Such interruptions in ARV treatment regimens run the greatest risk for develop-
ing treatment-resistant strains of the virus. It was also common for men in the group 
discussion to talk of engaging in alternative medications and therapies for maintain-
ing their health status other than adhering to the ARV treatments. A general reluc-
tance by HIV-positive MSM in seeking mainstream medical services was evident in 
our discussions around health, care, and treatment issues and poses a signifi cant 
threat to public health as well as infringements on human rights.  

5     Human Rights and HIV/AIDS 

 As declared by former President of South Africa Nelson Mandela, HIV/AIDS is a 
human rights issue, perhaps even more so among MSM. South Africa was the fi rst 
country to include the right to express sexual orientation in its national constitution. 
The Equality Clause of the Constitution specifi cally states:

  Everyone is equal before the law and has the right to equal protection and benefi t of the 
law… The state may not unfairly discriminate directly or indirectly against anyone on one 
or more grounds, including race, gender, sex, pregnancy, marital status, ethnic or social 
origin, colour, sexual orientation, age, disability, religion, conscience, belief, culture, lan-
guage and birth (Constitution of the Republic of South Africa, No.108 of 1996, Issue 23: 
1247) 

   This constitutional right protects the freedom of sexual expression but its imple-
mentation and transformation of social and cultural daily practise have not been 
realized by many South Africans. Fear of disclosing sexual orientation remains 
commonplace, with MSM experiencing a sense of vulnerability that they could fall 
victim to stigmatization and discrimination. The pressing concealment of sexual 
orientation also creates barriers to seeking healthcare. In fact, only in 2007 did the 
HIV/AIDS and STI Strategic Plan for South Africa 2007 – 2011  acknowledge that 
MSM have been neglected in the country’s efforts to prevent and treat HIV/AIDS. 

 South Africa’s constitutional protections against discrimination for sexual orien-
tation afford countless opportunities to bring MSM out of the shadows and into the 
reach of public health interventions. AIDS stigmas add a layer of concealment that 
ultimately propagates the spread of HIV. Leadership at the highest levels is neces-
sary to change the course of public attitudes and beliefs about HIV/AIDS. The cred-
ibility of President Mandela and his stand on AIDS have helped to counter denialist 
and anti-medical forces in South Africa. Nevertheless, policies are set by sitting 
presidents and health ministries, and here, South Africa has suffered great setbacks. 
Increasing access to antiretroviral treatment has been slower in South Africa than in 
most other countries in the region, with mother-to-child transmission rates remain-
ing high in South Africa, whereas the rates of infected infants among their much 
poorer neighbors have plummeted. For example, the rate of HIV transmission from 
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pregnant women to their newborns in Botswana, a poorer country than South Africa, 
is approaching nearly zero because of the country’s universal testing and treatment 
program for pregnant women. In South Africa, nearly one in fi ve babies born to 
HIV-positive women are born HIV infected. These statistics represent the more gen-
eral resistance in the health ministry to increase treatment access. The slow roll out 
of HIV treatments by the South African government is the result of a confused HIV/
AIDS policy that has historically embraced HIV/AIDS dissident views. The lack of 
a science-based HIV/AIDS health policy obviously impacts everyone affected by 
AIDS but perhaps even more so among those who are marginalized by the health- 
care system, particularly gay and bisexual men. 

 There are also apparent inequalities in access to HIV prevention for MSM in 
South Africa. Gay men’s health clinics and gay-friendly clinical services are scant 
and located in the major socio-economic hubs of South Africa. The lack of gay-
sensitive health services is particularly problematic for the detection and treatment 
of sexually transmitted infections in rural areas. Health workers who exhibit 
homophobia may mistreat men who require rectal examinations for diagnosis and 
treatment. Men are likely to withhold symptom complaints that can be indicative of 
rectal infections which can become life threatening when untreated. Discriminatory 
practises in healthcare are violations of basic human rights that require structural 
interventions at all levels of government and civil society. One alternative could be 
to establish specialized gay-sensitive clinics in targeted areas that approximate gay 
communities. However, this approach will isolate services in only a few large cities 
and will not provide any true increase in services. Specialty clinics for men are also 
unrealistic given the lack of resources in South Africa, especially outside of large 
cities. The more realistic alternative is to train health workers in gay-related health 
issues and provide sensitivity training. At the very least, intensive sensitivity train-
ing is needed for health workers in prisons, migratory work camps, and mines. It is 
also essential that existing laws and constitutional protections be enforced to assure 
the rights of all people to receive health services without discrimination including 
those who are incarcerated (see also Chap.   8     in this volume).  

6     Conclusion 

 Society-level interventions need to be put in place to protect the rights of South 
African MSM, just as they are needed for women and other marginalized and dis-
empowered populations. For example, HIV voluntary counseling and testing (VCT) 
services can be tailored for MSM to address issues of sexual orientation and gender 
power. Outreach and community-based VCT can help engage MSM to access HIV 
prevention services. Promoting HIV testing for everyone reduces the stigma of any-
one getting tested. Assurances of privacy in the counseling context afford opportu-
nities for honest discussions of risk and risk reduction. Still, community-based 
HIV-VCT will not be trusted by some people in terms of privacy, especially those 
who are suspicious of public health systems. Centralized and clinic-based VCT can 
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offer a greater sense of confi dentiality and anonymity for some people seeking VCT. 
In South Africa, it is common for people to travel considerable distances to nearby 
cities to receive sexually transmitted infection services and HIV-VCT rather than 
utilize neighborhood clinics where others know them and see individuals who are 
receiving services. From both a human rights and a public health perspective, assur-
ing multiple options for receiving VCT in a variety of settings will help promote 
testing access and uptake. 

 In addition, HIV prevention campaigns aimed to reach MSM can be venue- 
motivated. Prevention campaigns for MSM can be delivered at places where MSM 
congregate, such as gay-friendly businesses, social clubs, Internet cafes, bars, mas-
sage parlors, and so on. Besides targeting gay-identifi ed venues, national prevention 
campaigns should explicitly include sexual behaviors frequently practised among 
MSM, especially anal intercourse, in their prevention campaigns. Researchers 
should also be encouraged to collaborate with gay communities and sexual rights 
organizations when conducting HIV/AIDS research. Collaborations with local gay 
organizations and sexual rights organizations should be developed with consultation 
to representatives of such organizations. Collaborative research that is conducted in 
a culturally sensitive manner improves our chances for attaining meaningful and 
implementable research fi ndings. 

 In conclusion, MSM should be considered a high-priority population for HIV pre-
vention in South Africa. The layered stigmas ascribed to homosexuality and HIV/
AIDS pose unique challenges to HIV/AIDS prevention, detection, and treatment. Fears 
associated with stigma keep people from seeking testing and treatment. Health services 
in prisons, work camps, and mines should provide nondiscriminatory and non-stigma-
tized services to all men. In South Africa, layered stigma is further complicated by 
historically salient perspectives on masculinity and homophobia which invariably lead 
to gender-based discrimination. Gender- and sexual orientation-sensitive sexual health 
services, particularly for detecting and treating sexually transmitted infections and 
accessing HIV counseling and testing, will be necessary for South Africa to stem the 
HIV epidemic among MSM.     
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1            Introduction 

 As China’s modernization marches forward at an extremely rapid rate, younger gen-
erations are facing new economic and social environments and traditional values are 
increasingly being questioned. In Chap.   14     in this volume, Lieber and colleagues 
highlight one aspect of this tension in their discussion of sexuality and the redefi ni-
tion of sexual norms among Chinese youth today. Similarly, the emergence of gay 
identities and communities in contemporary China clashes with many traditional 
cultural values and norms. And as a result, men who have sex with men (MSM) 
experience a variety of subtle as well as blatant rejection and discrimination on the 
basis of their sexual orientation (see also Chaps.   15    ,   17    , and   18    ). As many authors in 
this volume have highlighted, perceived stigma and discrimination can result in dete-
rioration of physical and mental well-being as well as lead to risky health behaviors 
and delayed medical treatment. For MSM in China, social discrimination may also 
have deleterious consequences for public health as individuals avoid taking health 
precautions as a means to avoid discovery, placing themselves, and potentially their 
heterosexual partners at higher risk for HIV infection (Choi et al.  2008 ). 

 As researchers increasingly pay attention to this vulnerable population, our 
understanding of the social discrimination that MSM in China face is becoming 
richer, enabling the development of interventions. However, policy efforts may pre-
fer to take a more nuanced approach rather than target the entire MSM community 
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because such attention may spark even greater social marginalization. To that end, 
this chapter describes our initial attempts to understand the prevalence of social 
discrimination against MSM in China and identify which individuals are dispropor-
tionately affected by it. We also make a critical distinction between perceived stigma 
and experienced discrimination as implications for risky sexual behaviors and inter-
vention development can differ. For example, MSM perceiving high levels of stigma 
and experiencing few overt discriminatory acts may be more isolated form social 
networks (even from other MSM), engage in riskier sexual behaviors, and be more 
diffi cult to reach than those who perceive less stigma but experience greater dis-
crimination (see also Chaps.   15    ,   17    , and   18     in this volume). While our empirical 
analysis is based on a sample of MSM living in Shanghai, China, we believe that 
some of our observations may become more generalizable to MSM living elsewhere 
in China as more and more communities of MSM emerge in other urban areas.  

2     Theoretical Background 

2.1     Social Discrimination 

 Conceptually, social discrimination is derived from the process of stigmatization 
that can have both internal psychological and external physical consequences. 
According to the sociologist, Erving Goffman ( 1963 ), stigma is associated with an 
undesirable attribute that is “deeply discrediting” and results in a “spoiled identity,” 
radically changing the way individuals view themselves and are viewed as persons. 
Once a stigmatized individual is set apart from others, his/her life chances and 
opportunities are lessened because he/she is considered to be inferior and to repre-
sent a danger to society, all of which lead to social rejection and social isolation 
(Goffman  1963 ; Jones et al.  1984 ; Link et al.  1989 ). That individual may experience 
 perceived  or  felt stigma  or shame and fear of discrimination, which can prompt 
people to attempt to pass as a member of the non-stigmatized group and reduce the 
likelihood of  experienced  or  enacted stigma  or actual episodes of discrimination 
(Scambler and Hopkins  1986 ; Scambler  1989 ; Jacoby  1994 ; see also Chaps.   1    ,   2    ,   8    , 
  9    ,   11    ,   12    , and   17     in this volume). 

 Furthermore, because stigma derives from social defi nitions of acceptable stan-
dards, what attributes are considered to be deviant will vary depending on cultural and 
social contexts (Katz  1981 ; Liamputtong and Kitisriworapan  2012 ; see Chaps.   1    ,   2    ,   7    , 
and   8    ). In China, although homosexuality is not expressly illegal, it is not socially 
accepted and is often equated with rejecting China’s fundamental cultural tradition 
that expects each person to fulfi ll certain fi lial pieties. Sons, in particular, are obligated 
to get married, have children, and carry on the family name. China’s transition to a 
market-based economy in recent decades has ushered in a fl urry of changes within 
Chinese society and culture. Exposure to transnational infl uences along with increased 
individual liberty has facilitated the emergence of new identities, including gay and 
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lesbian identities. For example, MSM in China have adopted “gay” from Western 
culture to describe themselves. MSM communities in China fi rst emerged in major 
urban areas in the mid-1990s (Zhang and Chu  2005 ) and have since quickly devel-
oped in medium-size cities as well with venues, such as bars, cafes, teahouses, and 
gyms that cater to nonheterosexuals. Gay and lesbian communities have also estab-
lished a prominent presence on the Internet with over 500 websites dedicated to gay, 
bisexual, or lesbian topics (Wang and Ross  2002 ). 

 Although homosexuality has become more visible in contemporary China, same- 
gender sex is still proscribed. Until recently, MSM could be arrested under vague 
laws against hooliganism (Liu and Choi  2006 ) and homosexual behavior was con-
sidered to be psychiatric condition until 2001 (Chu  2001 ). In a recent qualitative 
study of social discrimination against MSM in Shanghai, MSM described fears of 
being socially ostracized from their families and peers, fears of jeopardizing their 
social status and the status of their families because of his sexual orientation, and 
intense pressures to marry and form a family (Liu and Choi  2006 ). Moreover, mis-
conceptions of homosexuality as a physical or mental defect and popular stereo-
types that equate homosexuality with femininity were pervasive. Men experienced 
discrimination in areas such as employment, healthcare, education, and housing 
(Gill  2002 ) and could be denied some basic human rights (see Chaps.   8     and   15    ). 
Some may also encounter harassment from neighbors and police due to physical 
appearances and experience social rejection from peers and family members (Liu 
and Choi  2006 ). Thus, gay men in China can often encounter subtle as well as bla-
tant rejection and discrimination on the basis of their sexual orientation.  

2.2     Social Discrimination and Health 

 Numerous studies have shown that experiences of social discrimination lower one’s 
physical and mental health and increase the likelihood of engaging in risky behav-
iors. In a study of 741 gay men in New York City, Meyer ( 1995 ) found that individu-
als who experienced internalized homophobia, stigma, and actual discrimination 
and violence were twice to three times more likely to suffer from high levels of 
distress. This “minority stress” may partially explain observed elevated psychiatric 
morbidity risk among lesbian, gay, and bisexual individuals. Mays and Cochran 
( 2001 ) revealed that perceptions of discrimination were positively associated with 
both harmful effects on quality of life and indicators of psychiatric morbidity. In 
reference to sexual activity, individuals who suffer from social discrimination are 
also more likely to place themselves in risky situations. In a study of 912 Latino gay 
men in Miami, Los Angeles, and New York, Diaz and colleagues ( 2004 ) found that 
men who experienced more instances of social discrimination were more psycho-
logically distressed and more likely to participate in risky sexual situations. Similar 
results were reported for a study of 250 gay Latinos in Virginia (Jarama et al.  2005 ). 

 Linkages between social discrimination and health have also been shown among 
Asian immigrants in the United States and studies conducted in China. In a qualitative 
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study of young Asian and Pacifi c Islander (API) MSM, Choi and colleagues ( 1999 ) 
found that those who had a negative self-image were more likely to have had risky 
sexual encounters than those with a positive self-image, who were motivated to 
engage in HIV-protective behavior (i.e., condom use during anal sex). Among API in 
New York City, different types of coping mechanisms used in response to experiences 
of social discrimination were related to HIV risk behaviors (Wilson and Yoshikawa 
 2004 ). In China, individuals with sexually transmitted infections (STIs) who have 
reported feeling stigmatized are not only associated with more sexual risk-taking 
behaviors but also are less likely to notify spouses (Liu et al.  2002 ). Perceived dis-
crimination has also been linked to inconsistent use of condoms among a sample of 
187 gay men in Hong Kong (Wong and Tang  2004b ). 

 In China, because of the stigma associated with homosexuality, MSM may be 
willing to forego safe-sex precautions, avoid seeking health services or testing, or 
be unwilling to accept outreach services, even if free, to avoid the risk of discov-
ery. Consequently, social discrimination may also have adverse implications for 
public health as well. For example, high rates of risk behaviors and low rates of 
condom use may help to fuel China’s emerging HIV/AIDS epidemic among 
MSM. Understanding the dynamics of the disease within this population is only 
beginning to be understood as the existence of MSM in China has often been 
denied in the past. Early surveys conducted among MSM communities in various 
large cities and provincial capitals throughout China have reported HIV preva-
lence rates ranging from 1.0 to 3.4 % (Choi et al.  2003 ,  2005 ; Tao et al.  2004 ; Wu 
et al.  2004 ; Zhu et al.  2005 ). More recent data show much higher HIV prevalence 
rates, ranging from 2.9 % in various cities across China to an alarming high of 
26.5 % in Chongqing (Feng et al.  2009 ; Xiao et al.  2010 ). Surveys have also found 
that many MSM in China are married and have sex with women, have low rates of 
condom use, and have limited knowledge of HIV transmission routes (Zhang 
et al.  2000 ; Choi et al.  2004 ; Wu et al.  2004 ). As a result, MSM may unknowingly 
spread HIV and other sexually communicable diseases to their partners, both men 
and women. Indeed, experiences of homophobia have been directly associated 
with having unprotected anal sex with men within the same sample of Chinese 
men studied here (Choi et al.  2008 ).  

2.3     Social Discrimination and “Coming Out” 

 Individuals may experience different types of social discrimination depending on 
the degree to which they have disclosed their homosexuality to others. Being 
“out” may target the individual for more overt acts of victimization as evidenced 
by numerous accounts of violence against gay, lesbian, and transgender individu-
als (for a review, see Meyer  2003 ). Empirically, Huebner and colleagues ( 2004 ) 
revealed that men who were more likely to report antigay experiences (harass-
ment, discrimination, and physical violence) in the previous 6 months were also 
more open to disclosing their status to others. Indeed, prior qualitative work 
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studying MSM in Shanghai suggests that it may be the case that MSM who are 
“out” to individuals who are not homosexual (e.g., parents, siblings, colleagues) 
experience more enacted stigma, while those who have not disclosed contend 
more with perceived stigma (Liu and Choi  2006 ). In fact, fear of being discrimi-
nated against or socially rejected because of one’s homosexuality was often the 
form in which perceptions of stigma was described for gay men in Shanghai. 
Experienced discrimination occurred when the individual was suspected to be gay 
because of his appearance or mannerisms or originated from family members to 
whom the respondent had already come out to.   

3     The Study 

3.1     Study Aim 

 Although social discrimination against MSM in China hinders both individual and 
public health, little quantitative evidence is available to understand the prevalence 
of antigay harassment, discrimination, and victimization in China. This study is a 
fi rst attempt to measure lifetime experiences of social discrimination against MSM 
in China through a survey conducted with 477 MSM surveyed in Shanghai. This 
study aims to identify which individuals are disproportionately affected and assess 
the effect that disclosure of homosexuality may have on individuals’ experiences of 
social discrimination. We separately measure perceived stigma and experienced dis-
crimination, operationalized as separate ordinal scales, and hypothesize that disclo-
sure of one’s homosexuality differentially affects one’s experiences of each type of 
discrimination.  

3.2     Survey Data Collection 

 From September 2004 to June 2005, 477 MSM who met three eligibility require-
ments (age 18 and over, lived in Shanghai, and had ever had sex with a man) were 
recruited using a snowball sampling method (Liamputtong  2010 ). Initial seed 
participants were recruited through outreach activities and fl iers posted at MSM 
venues, such as bars, dance clubs, and restaurants. During screening, eligible 
participants were given the option of conducting the survey with either a male or 
female member of the research team at the Shanghai Municipal and fi ve District 
Centers for Disease Control and Prevention (CDCs). Six male and two female 
healthcare workers conducted interviews. Prior to administering the face-to-face 
questionnaire, participants were asked to read an information sheet describing 
the study’s purpose and procedures and give verbal informed consent. At the 
conclusion of the survey, participants were given 50 yuan (about US$6.50) as 
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compensation for their own participation. Participants were also given three cou-
pon cards to refer three more participants to the study and were compensated 10 
yuan (about $1.20) more for each additional participant he recruited and subse-
quently enrolled into the study. The questionnaire took about 30 min to complete 
on average and was conducted in Mandarin Chinese or the local Shanghainese 
dialect according to the respondent’s preferences. The institutional review boards 
of the University of California, San Francisco, and the Shanghai Municipal CDC 
approved this study. 

 The instrument was initially drafted in English, translated into Chinese by one 
member of the research team, and then cross-checked with a second research team 
member; both researchers are fl uent in these languages. To check the accuracy of 
the translation and the clarity of questions and response choices, the instrument was 
pilot-tested with 12 individuals comprised of both research team members and 
MSM recruited from the local community. After several iterations, the translation of 
the instrument was again checked and confi rmed by a third bilingual member of the 
research team. Also prior to beginning the study, researchers administering the sur-
vey instrument participated in a 2-day training event to understand the purpose of 
the study, familiarize themselves with the instrument and procedures for obtaining 
verbal informed consent, and practise interview techniques. In particular, interview-
ers were instructed to read each question verbatim and in exactly the same manner 
while administering the survey. 

 In addition to obtaining socio-demographic information, the questionnaire asked 
participants about their lifetime experiences with social discrimination. Respondents 
were asked how often (“never,” “once or twice,” “a few times,” or “many times”) they 
had experienced a particular situation involving social discrimination in their life-
time. Three questions pertained to perceived stigma: (1) How often have you felt that 
your homosexuality hurt and embarrassed your family? (2) How often have you had 
to pretend that you are not homosexual in order to be accepted? (3) How often have 
you heard that homosexuals are not normal? Seven questions pertained to enacted 
stigma: (4) How often have you been made fun of or called names for being homo-
sexual? (5) How often have you lost a job or career opportunity for being homosex-
ual? (6) How often has your family not accepted you because of your homosexuality? 
(7) How often have you been hit or beaten up for being homosexual? (8) How often 
have you lost your friends because of your homosexuality? (9) How often have you 
been kicked out of school for being homosexual? (10) How often have you lost a 
place to live for being homosexual? 

 Results of factor analysis confi rms the existence of two dimensions, one mea-
suring perceived stigma (questions 1–3) and one measuring experienced stigma 
(questions 5–10). Question 4 did not load on the experienced stigma dimension 
and therefore was excluded. 1  The resulting scales for felt and enacted stigma are 
constructed as a sum of the frequencies reported (i.e., never = 0, many times = 4). 
The aggregation of three questions for perceived stigma results in a scale that 
ranges from 3 (i.e., never experienced any instance) to 12 (i.e., experience each act 

1    Varimax rotation used.  
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many times). Similarly, the range for the experienced stigma scale ranges from a 
minimum value of 6 to a maximum of 24. These scales represent ordinal measures 
of lifetime experiences of each type of discrimination. The simple correlation 
between the perceived stigma and experienced stigma scales is very low (0.03). 
The development of this scale has since been repeated and published elsewhere 
(Neilands et al.  2008 ). 

 The questionnaire also asked about the degree to which individuals had disclosed 
their sexual orientation to others. This was measured from a series of questions ask-
ing participants to answer “yes,” “no,” or “no such person” to whether certain other 
people knew that he has sex with other men, including male friends who have sex 
with men, male friends who have sex with women only, female friends, one’s wife, 
parents, siblings, coworkers or employers, doctors or other medical professionals, 
and others.  

3.3     Empirical Analysis 

 Statistical analysis was conducted as follows: To test the difference between the 
two ordinal scales for felt and enacted stigma for each observation, the Wilcoxon 
signed- rank test was employed. Multivariate linear regression was then used to 
investigate the correlates of social discrimination. The main explanatory vari-
ables were chosen based upon a priori hypotheses about which individual char-
acteristics may infl uence the frequency with which MSM experience each type 
of stigma. These include age, highest educational attainment, monthly income, 
marital status, migrant status (measured by whether the respondent possessed a 
Shanghai residency card), self- reported sexual orientation, and disclosure of 
sexual orientation to different groups of individuals (“no” and “no such person” 
responses were combined and coded as “0”). Because prior qualitative research 
suggests that experiences of perceived stigma and experienced discrimination 
may differ by migrant status (Liu and Choi  2006 ), we test for interaction effects 
in subsequent specifi cations.   

4     Main Findings 

4.1     Sample Characteristics 

 The summary statistics for our sample of MSM are displayed in Table  16.1 . This 
sample of MSM is generally young; over two-thirds of sample participants were 
under the age of 30 (68 %,  N  = 326) with a median age of 26 (range 18–57). 
Respondents are also generally well educated with 22 % ( N  = 103) having received 
a college degree and 39 % ( N  = 187) completing high school. Over three-fourths of 
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participants are never married (78 %,  N  = 372), 13 % ( N  = 62) are married, and 9 % 
( N  = 43) are divorced or separated. Almost three-fourths of participants are employed 
( N  = 350) at the time of the survey and only 22 % ( N  = 105) are registered residents 
of Shanghai. Nearly half of the respondents earn between 1,001 and 3,000 yuan 
(51 %,  N  = 242), a quarter earn 501–1,000 yuan (24 %,  N  = 113), and 7 % ( N  = 35) 
earn less than 500 yuan. Approximately 57 % ( N  = 270) of participants self-identify 
as gay or homosexual, 38 % ( N  = 181) as bisexual, and 6 % ( N  = 26) as heterosexual 
or undecided.

   Responses to disclosure questions are shown in Table  16.2 . About 91 % 
( N  = 435) of respondents are out to some other MSM. Fewer respondents are out 
to heterosexual male and female friends: 27 % ( N  = 128) and 13 % ( N  = 64), 
respectively. In contrast, only 2–8 % of respondents are out to members of their 
immediate families, such as their wife, parents, or siblings. Some 13 % ( N  = 64) 
are out to coworkers, but only 4 % ( N  = 19) to employers. Nearly 9 % ( N  = 41) are 
out to their doctor.

  Table 16.1    Sample 
characteristics ( N  = 477)  

  N   % 

 Age (median, 26; range, 18–57) 
  18–29  326  68.3 
  30–39  103  21.6 
  40+  48  10.1 
 Education 
  Less than high school  186  39.0 
  High school degree  187  39.2 
  College degree  103  21.6 
 Currently employed 
  Yes  350  73.4 
  No  126  26.4 
 Monthly income (yuan a ) 
  >5,000  33  6.9 
  3,001–5,000  52  10.9 
  1,001–3,000  242  50.7 
  501–1,000  113  24.0 
  ≤500  35  7.3 
 Marital status 
  Never married  372  78.0 
  Married  62  13.0 
  Separated/divorced  43  9.0 
 Sexual orientation 
  Gay/homosexual  270  56.6 
  Bisexual  181  38.0 
  Heterosexual/undecided  26  5.5 
 Shanghai residency card* 
  Yes  105  22.0 
  No  371  77.8 

   a 1 US dollar ≈ 8 yuan  
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4.2        Prevalence of Stigma and Discrimination 

 Respondents’ lifetime experiences of social discrimination are reported in Table  16.3 . 
As hypothesized from previous qualitative work in Shanghai by Liu and Choi ( 2006 ), 
perceived stigma was more prevalent than instances of experienced discrimination. 
Almost 97 % ( N  = 461) of respondents had perceived some stigma at least once in their 
lifetime, whereas only 23 % had experienced at least one instance of discrimination.

   Table 16.2    Disclosure of homosexuality ( N  = 477)   

 Who knows you have sex with men? 
 Yes 
 N  (%)  No (%) 

 No such person 
(%) 

 Some male friends who have sex with other men  435 (91.2)  38 (8.0)  4 (0.8) 
 Some male friends who have sex with women 

only 
 128 (26.8)  328 (68.8)  21 (4.4) 

 Some female friends  64 (13.4)  340 (71.3)  73 (15.3) 
 Wife  11 (2.3)  89 (18.7)  376 (79.0) 
 Mother  33 (6.9)  435 (91.4)  8 (1.7) 
 Father  26 (5.5)  439 (92.0)  12 (2.5) 
 Some brothers  37 (7.8)  351 (73.6)  89 (18.7) 
 Some sisters  28 (5.9)  369 (77.4)  80 (16.8) 
 Some coworkers  64 (13.4)  371 (77.8)  42 (8.8) 
 Some employers  19 (4.0)  411 (86.2)  47 (9.9) 
 Some doctors  41 (8.6)  399 (83.8)  36 (7.6) 
 Other  4 (0.9)  453 (99.1)  0 (0.0) 

   Table 16.3    Lifetime experiences of perceived stigma and overt discrimination based on sexual 
orientation ( N  = 477)   

 Never 
 Once or 
twice 

 A few 
times  Many times 

  N  (%)   N  (%)   N  (%)   N  (%) 

 Perceived stigma scale items (scale mean = 8.0, sd = 2.4, min = 3, max = 12) 
  Heard that homosexuals are not normal  51 (10.7)  117 (24.6)  147 (30.9)  160 (33.7) 
   Had to pretend that you are not 

homosexual in order to be accepted 
 119 (25.2)  53 (11.2)  66 (14.0)  235 (49.7) 

   Felt that your homosexuality hurt and 
embarrassed your family 

 197 (42.0)  77 (16.4)  78 (16.6)  117 (24.9) 

  Any instance of perceived stigma  16 (3.4)  203 (42.9)  230 (48.6)  24 (5.1) 
 Experienced overt discrimination scale items (scale mean = 6.5, sd = 1.3, min = 6, max = 24) 
  Lost friends  397 (83.1)  48 (10.5)  21 (4.6)  8 (1.8) 
  Not been accepted by family  442 (93.2)  13 (2.7)  11 (2.3)  8 (1.7) 
  Lost a job or career opportunity  455 (95.4)  16 (3.4)  5 (1.0)  1 (0.2) 
  Lost a place to live  458 (96.0)  16 (3.3)  3 (0.6)  0 (0.0) 
  Been hit or beaten up  462 (99.1)  1 (0.2)  3 (0.6)  0 (0.0) 
  Been kicked out of school  473 (98.7)  5 (1.0)  1 (0.2)  0 (0.0) 
  Any instance of overt discrimination  366 (84.5)  42 (9.7)  16 (3.7)  9 (2.1) 
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   The results of the Wilcoxon signed-rank test indicate that perceived stigma is 
experienced more frequently than experiences of overt discrimination (adjusted 
variance = 8,278,185.25,  t  = 10.60,  p  < 0.01). Only 11 % ( N  = 51), 25 % ( N  = 119), 
and 41 % ( N  = 197) of respondents have never heard that homosexuals are not nor-
mal, have never had to pretend not to be homosexual in order to be accepted, and 
have never felt that their homosexuality hurt and embarrassed his family, respec-
tively. In contrast, 83 % ( N  = 397) have never lost friends, 93 % ( N  = 442) have never 
failed to be accepted by their family, 95 % ( N  = 455) have never lost a job, 96 % 
( N  = 458) have never lost a place to live, 97 % ( N  = 462) have never been physically 
beaten, and 99 % ( N  = 473) have never been kicked out of school because of their 
homosexuality. 

 The disparity between the prevalence of perceived stigma and experienced dis-
crimination is not surprising given the nature of stigma. Although individuals may 
not encounter discriminatory acts on a day-to-day basis, the process of self- 
stigmatization associated with perceptions can lead to ongoing internal psychologi-
cal and emotional struggles with shame, negative feelings about one’s sexual 
orientation, and fear (Meyer  1995 ). However, gay men in Shanghai appear to expe-
rience less overt discrimination but relatively the same rates of felt stigma in com-
parison to the discrimination experiences of other gay men around the world. For 
example, the prevalence of perceived stigma among this sample of MSM is surpris-
ingly similar to that among Latino gay men in the United States by Diaz and col-
leagues ( 2001 ). In their sample of 912 MSM, 91 % had heard that gays are not 
normal, 64 % had had to pretend to be straight, and 70 % felt that their homosexual-
ity hurt their family. Although much smaller percentages of Latino men similarly 
encountered actual victimization (18 % experienced violence as a child, 10 % expe-
rienced violence as an adult, and 15 % experienced job discrimination), these rates 
of experienced discrimination are somewhat higher than those observed in this 
study. These results can also be compared to a study of 1,248 gay men in the south-
western USA, which found that 11 % experienced discrimination and 5 % experi-
enced physical violence in the previous 6 months; (Huebner et al.  2004 ) and a 
survey of 656 gay men in England, which found that 38 % had been attacked in the 
past 5 years and 51 % physically bullied at school (King et al.  2003 ).  

4.3     Predictors of Perceived Stigma 

 Although MSM in Shanghai may experience less overt discrimination stigma than 
gay men in Western countries, this lower prevalence is most likely not due to a more 
socially tolerant environment in China. Rather, gay men in China may be more reluctant 
to disclose their homosexuality to others due to a more repressive environment. 
Results of linear regression analysis for perceived stigma are reported in Table  16.4 . 
Note that the reference group consists of individuals aged 18–29 who did not attain 
at least a high school degree, were never married, were not migrants, earned over 
1,000 yuan per month, and self-identifi ed as gay. In column 1, perceptions of stigma 
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are signifi cantly higher for men aged 40+, those who are unemployed, and those who 
have migrated to Shanghai. Older men may feel greater tension between traditional 
values and their sexual orientation as they may have contended with these issues for 
much of their adult lives when homosexuality was even less tolerated in China. Less 
tolerance of homosexuality in more traditional villages sheltered from social changes 
in large urban areas may contribute to perceptions of stigma for migrant MSM who 

   Table 16.4    Linear regression analysis of perceived stigma correlates   

 (1)  (2) 

 Coeff.  SE  Coeff.  SE 

 Age 25–29  0.058  (0.139)  0.126  (0.305) 
 Age 30–39  −0.042  (0.175)  −0.086  (0.179) 
 Age 40+  0.631*  (0.247)  0.622*  (0.259) 
 High school degree  −0.061  (0.128)  −0.153  (0.303) 
 College degree  −0.193  (0.185)  −0.156  (0.200) 
 Married  −0.213  (0.189)  −0.290  (0.410) 
 Separated/divorced  −0.127  (0.232)  −0.116  (0.379) 
 Unemployed  0.434**  (0.143)  −0.032  (0.333) 
 Migrant  0.369*  (0.157)  1.071  (0.624) 
 Income <500  0.412  (0.274)  −0.031  (0.511) 
 Income 500–999  0.293  (0.197)  0.487  (0.446) 
 Income 1,000–2,999  0.026  (0.167)  0.167  (0.287) 
 Bisexual  −0.076  (0.119)  −0.082  (0.120) 
 Heterosexual/undecided  −0.475  (0.263)  −0.434  (0.264) 
 Out to MSM  −0.877**  (0.201)  0.036  (0.469) 
 Out to heterosexual friends  0.031  (0.133)  −0.100  (0.269) 
 Out to family  0.499**  (0.165)  0.805**  (0.306) 
 Out to coworkers  0.141  (0.173)  −0.362  (0.444) 
 Out to others  −0.088  (0.199)  −0.140  (0.375) 
 Interactions with migrant  −0.113  (0.318) 
  × Age 25–29  0.093  (0.450) 
  × Married  0.078  (0.433) 
  × Separated/divorced  0.137  (0.315) 
  × High school  0.545  (0.369) 
  × Unemployed  0.989  (0.608) 
  × Income <500  −0.087  (0.490) 
  × Income 500–999  −0.054  (0.343) 
  × Out to MSM  −1.096*  (0.515) 
  × Out to heterosexual friends  0.183  (0.307) 
  × Out to family  −0.467  (0.362) 
  × Out to coworkers  0.558  (0.482) 
  × Out to others  0.135  (0.440) 
 Constant  6.792**  (0.331)  6.110**  (0.600) 
 Observations  471  471 
 R-squared  0.186  0.225 

  * p  < 0.05; ** p  0.01 
 Reference categories: age 18–24, less than high school, never married, income 3,000+, “gay”  
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are also often unemployed. Because MSM may be pressured into marriage by their 
families (Liu and Choi  2006 ), gay men from rural areas may deal with feelings of 
guilt and shame associated with failing to fulfi ll the wishes of family members back 
home. They may also contend with the fear that their families or children could be 
stigmatized out of association. Consequently, moving to urban areas can be one way 
of escaping social discrimination in home villages for gay men. The perceived stigma 
scale is unrelated to education, marital status, or income, indicating that such stigma 
transcends these demographic differences. Men who self-identify as heterosexual or 
undecided are marginally signifi cantly ( p  < 0.10) less likely to perceive greater stigma 
possibly because they do not identify as gay and thus are not sensitive to the stigma 
associated with homosexuality.

   This sensitivity toward antigay sentiment may also explain why disclosure of 
one’s sexual orientation is signifi cantly related to experiences of perceived stigma. 
Being “out” to other MSM signifi cantly reduces perceived stigma, but being out to 
family members signifi cantly increases it. This suggests that individuals who dis-
close their homosexuality status to their MSM peers may fi nd social support within 
this community. On the other hand, family members who are aware of a young 
man’s homosexuality may be the source of social disapproval. This is supported by 
previous qualitative research that shows that family members are not often accept-
ing of homosexuality, particularly when he is the only child, and often try to inter-
vene (Liu and Choi  2006 ). The supportive effect of MSM social networks is further 
supported by the results for migrant status interactions displayed in column 2. 
Nearly all of the effect of migrant status on elevated perceptions of stigma is offset 
when migrants are out to other MSM. No other interactions are signifi cant.  

4.4     Predictors of Experienced Discrimination 

 The results of linear regression analysis for experienced discrimination are reported 
in Table  16.5 . The main effects in column 1 show that younger men experience 
signifi cantly more discrimination and the effect for married men is marginally sig-
nifi cant ( p  < 0.10) and positive. No other socio-demographic background character-
istics are signifi cantly related. As younger men adopt more Westernized identities 
and behaviors, including recent trends in appearance, fashion, and expressions, gen-
erational differences among the population may associate such differences with 
other practises that are also perceived as deviant, such as homosexuality. Interviews 
with MSM in Shanghai showed that appearance and dress among younger men 
invited criticisms, even from casual observers (Liu and Choi  2006 ). Moreover, asso-
ciation with other similarly adorned people may arouse suspicion. Indeed, regres-
sion results show that being out to other MSM signifi cantly increases experiences of 
discrimination. However, being out to heterosexual friends and coworkers signifi -
cantly decreases it. We cannot say for sure that disclosure to wider social circles 
outside of MSM groups can actually reduce discrimination. In fact, disclosure can 
lead to signifi cant backlash among friends and family members who feel it 
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necessary to intervene. Some of these effects may be due to selection whereby 
friends and colleagues may choose to disassociate themselves, and only those who 
remain are those who are accepting and supportive of the individual.

   Hence, disclosure results should be taken cautiously as wholesale disclosure of 
homosexuality in China may lead to adverse outcomes. Further regressions results 
in column 2 intimate that the effect of being out to family members for nonmigrant 

   Table 16.5    Linear regression analysis of experienced discrimination correlates   

 (1)  (2) 

 Coeff  SE  Coeff  SE 

 Age 25–29  0.558*  (0.281)  0.397  (0.612) 
 Age 30–39  0.076  (0.352)  −0.081  (0.358) 
 Age 40–49  0.552  (0.498)  0.404  (0.518) 
 High school degree  −0.065  (0.258)  0.703  (0.606) 
 College degree  0.137  (0.374)  0.375  (0.400) 
 Married  0.676  (0.381)  0.159  (0.850) 
 Separated/divorced  −0.255  (0.466)  −1.857*  (0.759) 
 Unemployed  −0.024  (0.289)  −1.322*  (0.664) 
 Migrant  0.032  (0.318)  −0.905  (1.280) 
 Income <500  −0.488  (0.551)  −0.016  (1.021) 
 Income 500–999  0.315  (0.398)  −0.037  (0.892) 
 Income 1,000–2,999  0.409  (0.336)  −0.055  (0.577) 
 Bisexual  −0.062  (0.242)  −0.127  (0.240) 
 Heterosexual/undecided  −0.093  (0.538)  −0.140  (0.533) 
 Out to MSM  1.530**  (0.414)  1.435  (1.000) 
 Out to heterosexual friends  −0.561*  (0.269)  −0.533  (0.551) 
 Out to family  0.356  (0.337)  1.911**  (0.616) 
 Out to coworkers  −0.837*  (0.345)  −1.668  (0.886) 
 Out to others  0.253  (0.395)  −0.541  (0.749) 
 Interactions with migrant 
  × Age 25–29  0.137  (0.638) 
  × Married  0.711  (0.926) 
  × Separated/divorced  2.612**  (0.866) 
  × High school  −0.821  (0.629) 
  × Unemployed  1.578*  (0.738) 
  × Income <500  −0.105  (1.214) 
  × Income 500–999  0.796  (0.982) 
  × Out to MSM  0.901  (0.691) 
  × Out to heterosexual friends  0.067  (1.088) 
  × Out to family  −0.055  (0.627) 
  × Out to coworkers  −2.264**  (0.731) 
  × Out to others  0.984  (0.961) 
 Constant  6.279**  (0.676)  6.796**  (1.231) 
 Observations  465  465 
 R-squared  0.092  0.147 

  * p  < 0.05; ** p  < 0.01 
 Reference categories: Age 18–24, less than high school, never married, income 3,000+, “gay”  
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MSM is strongly predictive of experiencing increased discrimination. Since migra-
tion and physical separation from family members is one type of coping strategy for 
MSM who come from the countryside, this result supports the fear that many MSM 
face of being found out by their parents or family back home (Liu and Choi  2006 ). 
Some migrants will tap into MSM networks in Shanghai not only for social reasons 
but also to fi nd employment. Male prostitutes, or “money boys,” working in 
Shanghai are often migrants from the countryside who do not necessarily identify 
themselves as “gay.” Some of these men expressly deny being gay and rationalize 
their work in terms of the monetary reward, while others are extremely ashamed of 
what they do and see it as an interim job until more respectable employment is 
found. In other analysis using this data, homophobia has been directly linked to 
fi nancial hardship (Choi et al.  2008 ). It is unclear how much overlap there is between 
MSM circles and coworkers in our disclosure questions. A large amount of confl u-
ence may explain why migrants who are out to coworkers experience signifi cantly 
less discrimination. On the other hand, migrants may often fi nd work in jobs that are 
predominately held by other migrants, such as construction labor, where greater 
empathy may be shown for individuals facing similar migration challenges. 
Interaction results also show that migrants who are unemployed experience signifi -
cantly more discrimination. Thus, association with other migrants may also provide 
some social support. In any event, the diffi culty in interpreting this result indicates 
a need to further refi ne disclosure questions. Finally, results in column 2 also show 
that migrants who are separated or divorced experience signifi cantly more discrimi-
nation. Separation or divorce from a spouse may signal some other reason for being 
an unfi t husband, which runs counter to traditional marital values and may be closely 
associated with sexual dysfunction. As Liu and Choi ( 2006 ) found, being unmarried 
at an older age is one aspect associated with the stigma of homosexuality as it defi es 
cultural expectations and may be perceived to be a result of some physical or mental 
fl aw in China. For example, employers may inquire as to why an individual is not 
married or does have children, which, in turn, may adversely infl uence hiring 
decisions.   

5     Conclusion 

 The study on which this chapter is based attempts to quantitatively measure the 
prevalence of social discrimination against MSM in China through a sample of 
respondents in Shanghai. Although Shanghai is perceived to be a more socially 
tolerant city given its international connections and booming economic activity, 
results show that homosexuality is still highly stigmatized. Few individuals are 
out to wider social circles, including family members, contributing to higher prev-
alence of perceived stigma and fewer experiences of overt discrimination. Our 
data show that being out to other MSM was associated with lower perceived 
stigma, while being out to one’s family members was associated with higher per-
ceived stigma for all men and greater experienced discrimination for nonmigrants. 
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These results affi rm general fi ndings in the literature that close family members 
can contribute to social discrimination for gay men. On the other hand, socializing 
and coming out to other MSM may have a protective effect against perceptions of 
stigma, even though results show that it may increase experiences of overt 
discrimination. 

 As homosexual identities and communities continue to emerge throughout 
China, social discrimination against gays is likely to increase. Interventions to 
reduce stigma and discrimination in China may want to take two approaches. First, 
interventions may want to focus on general attitudes toward MSM and awareness 
among non-MSM groups to dispel misconceptions and misunderstandings of homo-
sexuality as a physical or mental condition. Although the frequency of enacted 
stigma is lower in China than in other countries, still, one-fourth of the men in this 
sample encountered violence, rejection, or discrimination in employment, housing, 
and education due to homophobia at least once in their lifetime. While homosexual-
ity is no longer offi cially classifi ed as a mental disorder in China, actions by govern-
ment and law enforcement that interfere with the lawful operation of gay venues and 
activities continue to fuel general negative attitudes toward homosexuality. Offi cial 
government tolerance often lags popular sentiment in China and cultural values may 
change without policy intervention, however slow. More targeted interventions may 
want to assist MSM who want to come out to family members of friends by empow-
ering with strategies to dispel popular misconceptions. Additional research will be 
needed to understand what specifi c approaches may help, but recounts of MSM in 
Shanghai who have come out to family members indicate that acceptance, or at least 
tolerance, can be gained eventually. 

 Other targeted interventions may opt to help MSM cope with stigma and reduce 
sensitivity to negative feelings by leveraging the protective effects of supportive 
peer social networks. Certainly, the positive effects of social networks in coping 
with discrimination have been documented for gay men (Holahan and Moos  1987 ; 
Pierce et al.  1996 ; Wilson and Yoshikawa  2004 ). Empirical research by Meyer 
( 1995 ) suggested that gay men are protected from the effects of homophobia through 
receiving emotional support from other gay men. Furthermore, social networks can 
mediate the effects of social discrimination and elevated risk behaviors. Studies 
have shown that gay men are more likely to use condoms when they have already 
come out (Kelly et al.  1990 ), have favorable attitudes toward coming out (Anderson 
and Mavis  1996 ), and identify with gay communities and social networks that 
openly endorse community health concerns, preventive messages, and safer sex 
norms (McKirnan et al.  1995 ; Waldo et al.  1998 ). Among gay men in Hong Kong, 
those who consistently used condoms showed greater self-acceptance and disclo-
sure of their homosexual sexual orientation, were more involved with local gay 
communities, and endorsed more favorable attitudes toward coming out (Wong and 
Tang  2004a ). However, for these men, disclosure also followed a gradient whereby 
gay friends were told fi rst, followed by heterosexual friends, siblings, parents, and 
coworkers (Wong and Tang  2004b ). This suggests that interventions that promote 
MSM activities and interpersonal relationships within the MSM community can 
help enforce safety norms and provide coping mechanisms.     
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1            Introduction 

 The outlook for people living with HIV (PLHIV) has changed dramatically as a 
result of combination antiretroviral treatment, including in low- and middle-income 
countries where treatment is becoming increasingly accessible (UNAIDS  2010 ). 
Nevertheless, living with HIV continues to pose many health and social challenges 
for affected individuals and communities. Stigma and discrimination in particular 
affect PLHIV worldwide (UNAIDS  2010 ). Indeed, United Nations Secretary 
General Ban Ki-moon ( 2008 ) has commented that stigma and discrimination is 
one of the biggest hurdles for the global HIV response. In their meta-analyses of 
research conducted in North America, Logie and Gadalla ( 2009 ) found that higher 
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experienced HIV-related stigma was consistently and signifi cantly associated with 
poorer physical and mental health and lower social support in PLHIV (see also 
Pascoe and Smart Richman  2009 ). HIV-related stigma also affects the success of 
HIV responses (cf. Mahajan et al.  2008 ). Stigma may act as a barrier to testing for 
HIV (Fortenberry et al.  2002 ), delay treatment uptake, and result in incomplete 
adherence (Vanable et al.  2006 ), in particular because of concerns over HIV status 
disclosure (Rintamaki et al.  2006 ). See also Chap.   1     and chapters in Part I in this 
volume. 

 HIV-related stigma and discrimination can occur in a range of contexts, and it is 
surprising that only little research has assessed HIV-related stigma in the gay com-
munity. A notable exception is a study among HIV-positive gay men in the United 
States that drew on qualitative and quantitative data collected in the late 1990s 
(Courtenay-Quirk et al.  2006 ). Findings from 250 semi-structured interviews illus-
trate that HIV-positive men experienced a “serostatus divide” in the gay community 
(Courtenay-Quirk et al.  2006 ). More specifi cally, HIV-positive men had the sense 
that HIV is not a welcome topic and felt that HIV-negative men feared becoming 
infected with HIV. Furthermore, men experienced sexual rejection and avoided 
developing close relationships. Participants also reported instances of outright dis-
crimination and judgment for having HIV. Analysis of quantitative data obtained 
from 206 HIV-positive gay men further showed that perceived HIV-related stigma 
in the gay community was prevalent (Courtenay-Quirk et al.  2006 ). Flowers et al. 
( 2000 ) undertook individual interviews and focus groups with 37 predominantly 
non-HIV-positive gay men in Scotland. Their fi ndings confi rm the experiences of 
HIV-positive men in the USA and exemplify that HIV testing in particular has 
afforded this “othering” and sexual exclusion of known or assumed HIV-positive 
gay men. These authors also address how this social exclusion is compounded by 
the emergence of serostatus-based, non-condom risk management practises, in the 
context of which HIV-positive men are seen as posing a risk for HIV-negative men. 
This contrasts sharply with earlier community prevention assuming universal risk 
and shared responsibility (Flowers et al.  2000 ). See also Chaps.   15    ,   16    , and   18     in 
this volume. 

 HIV stigma experienced by gay men living with HIV within the gay community 
and HIV-related stigma as expressed by non-HIV-positive men remain to be system-
atically studied. Furthermore, published research into the stigma experienced by 
PLHIV has typically made use of substantially different measures than research into 
stigma expressed by non-PLHIV. Importantly, to date not much research on HIV-
related stigma and discrimination has been conducted in Australia, including among 
gay men. To address these critical knowledge gaps and investigate HIV-related 
stigma in the gay community as experienced by HIV-positive men and expressed by 
non-HIV-positive men, we conducted an online community survey in Australia. 
This HIV Stigma Barometer Survey included a newly developed, conceptually 
based measure of HIV-related stigma. Equivalent versions of this measure were 
administered to HIV-positive and non-HIV-positive gay men to enable comparison 
of experienced and expressed stigma. The study also explored factors that may 
shape the experience and expression of HIV-related stigma.  
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2     Stigma as Socially Constructed Exclusion 

2.1     Social Categorization and Derogation 

 Contemporary scholarly interest in stigma is typically traced back to the seminal 
work of Goffman ( 1963 : 3), who describes stigma as an attribute that deeply dis-
credits an individual and reduces him or her “from a whole and usual person to a 
tainted, discounted one.” Goffman ( 1963 ) distinguishes three broad types of stigma, 
each of which is associated with HIV (Fife and Wright  2000 ): abominations of the 
body or physical imperfections (e.g., bodily signs of treatment side effects), blem-
ishes of individual character or character fl aws (e.g., engaging in unprotected anal 
sex), and tribal stigma of race, nation and religion or membership of a negatively 
regarded social group (e.g., people who inject drugs). Stigmas can taint a person’s 
social identity because socially undesirable attributes become associated with ste-
reotypes (Goffman  1963 ) and discrediting of PLHIV may at least in part refl ect 
negative social views of the often already marginalized communities most affected 
by HIV, such as gay men, people who inject drugs, and sex workers. See also Chaps. 
  1     and   2     in this volume. 

 Perhaps because of his use of the term “attribute,” it has been suggested that 
Goffman refers to stigma as a trait (Berger et al.  2001 ), or that his depiction has 
promoted a focus on stigma as something in the person (Link and Phelan  2001 ), 
“a kind of thing” (Parker and Aggleton  2003 : 14). For Goffman ( 1963 : 3), however, 
stigmatization refl ects social relationships and he posits that an attribute “is neither 
creditable nor discreditable as a thing in itself.” Most contemporary views of stigma 
explicitly acknowledge that “stigma is relationship- and context-specifi c; it does not 
reside in the person but in a social context” (Major and O’Brien  2005 : 395). Stigma, 
in other words, is seen as the social construction of a consequential form of differ-
ence between individuals and communities. Goffman ( 1963 : 4) also notes “there are 
important attributes that almost everywhere in our society are discrediting” and ste-
reotypes are typically well known among members of a culture. Consequently, ini-
tial stigmatizing reactions can be relatively spontaneous and be attenuated 
subsequently by more thoughtful reactions, but only if people have the motivation 
and cognitive capacity to adjust their responses (Pryor et al.  2004 ). 

 Social psychological theory and research have over the past decades made 
important contributions to understanding the psychological aspects of social catego-
rization and stereotyping that are implicated in stigma (Link and Phelan  2001 ). 
Much of this work has been concerned with intergroup relations and (racial) preju-
dice (Brewer  2007 ; Phelan et al.  2008 ). As summarized by Brewer ( 2007 ), the social 
psychology of intergroup relations compellingly shows that stereotypes and preju-
dice at least in part arise from the normal process of categorization of the social 
world, a simplifi cation that is a functional necessity to effectively navigate our com-
plex environments. Social categorization accentuates similarities within a social 
group as well as differences between groups and underlies stereotypes that can have 
evaluative and behavioral consequences (Brewer  2007 ). 
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 To the extent that a person self-categorizes as a member of a specifi c social 
group, this group becomes important for an individuals’ social identity and 
in- group–out-group (i.e., “us–them”) differentiation occurs from which prejudice 
and discrimination can arise (Brewer  2007 ). Whereas stereotype-based discrimina-
tion is the product of “cold cognition” that can follow from beliefs about any social 
category, prejudice is characterized by strong emotional and affective investment 
(“hot cognition”), stemming from the critical element of self-referencing or 
 self- involvement (Brewer  2007 ). The resulting in group favoritism and withhold-
ing of favors and benefi ts from others is the main driver of discrimination of social 
groups (Brewer  2007 ). Nevertheless, hate of a social group can also be expressed 
in attempts to harm or disadvantage the out-group, irrespective of personal benefi ts 
(Brewer  2007 ).  

2.2     Power Differences and the Functions of Stigma 

 The social psychology of stigma had been criticized for “a decidedly individualistic 
focus” (Link and Phelan  2001 : 367). However, the social psychological approach of 
stigma is not so much individualistic in that it seeks to illuminate the cognitive (and 
affective) processes that operate across individuals in a social context. Furthermore, 
a central proposition is that prejudice refl ects and justifi es existing structures of 
intergroup relations (Brewer  2007 : 695), albeit that macrolevel, structural social 
processes assume more prominence in sociological perspectives on stigma. Parker 
and Aggleton ( 2003 ), writing specifi cally about HIV and AIDS, view stigma as 
playing a key role in producing and reproducing relations of power and control and 
in establishing and maintaining the social order. This is closely aligned with 
Brewer’s ( 2007 ) view of the function of prejudice. Based on an analysis of coales-
cence of conceptual models of stigma and prejudice, Phelan and colleagues ( 2008 ) 
propose three power-related functions of stigma and prejudice: legitimizing exploi-
tation and dominance, enforcing social norms, and, particularly relevant for HIV-
related stigma and discrimination, avoiding disease. These functions parallel the 
stigmas Goffman ( 1963 ) distinguishes as related to group membership, behavior, or 
appearance (cf. Major and O’Brien  2005 ). 

 The importance of processes related to power in understanding stigma is well 
established in current conceptual models (Major and O’Brien  2005 ), albeit that much 
less progress has been made in advancing a related research agenda, as proposed by 
Parker and Aggleton ( 2003 ). An infl uential conceptualization of stigma as shaped 
by power dynamics was originally proposed by Link and Phelan ( 2001 ), whose 
comprehensive account combines social psychological and sociological perspec-
tives (cf. Mahajan et al.  2008 ). According to Link and Phelan ( 2001 ), stigma exists 
when a set of interrelated processes converge. Firstly, people distinguish and label 
differences (i.e., social categorization), and secondly dominant cultural beliefs 
link labeled persons to undesirable characteristics (i.e., stereotyping). Thirdly, labeled 
persons are seen as different from the dominant group (i.e., in-group–out-group 

J.B.F. de Wit et al.



293

differentiation and prejudice), which, fourthly, results in status loss and discrimination. 
Fifthly, these processes are seen as “entirely contingent on access to social, 
economic and political power” (Link and Phelan  2001 : 367), as that affects who 
dominates the social fi eld. Mahajan and colleagues ( 2008 : S71) add that structural 
violence (e.g., racism, sexism) and preexisting stigma (e.g., regarding gay men, sex 
workers, people who inject drugs) “can potentiate the power of stigmatisers and 
enable even more intensive stigma and discrimination.”  

2.3     Contributors to Experienced and Expressed Stigma 

 An important distinction that Goffman ( 1963 ) made early on is that between stigma-
tizing attributes that are visible or invisible. This distinction fundamentally affects 
the extent to which people can choose to “pass” by concealing the stigma 
(Stutterheim et al.  2011 ). For people who do not experience any symptoms from 
advanced HIV disease or treatment side effects, HIV is a concealable stigma that 
makes them potentially discreditable and can result in concerns regarding disclo-
sure. Disclosure and concealment have been both found to have positive and nega-
tive consequences (cf. Stutterheim et al.  2011 ) and PLHIV are likely to inform their 
signifi cant others once they perceive that the benefi ts of the disclosure outweigh the 
associated costs (Serovich  2001 ). The benefi ts of disclosure in particular include the 
opportunity to received social support and relief (Serovich et al.  2008 ), while 
reasons for nondisclosure include fear of rejection and fear of stigma (Swendeman 
et al.     2006    ). In other words, obtaining social support through disclosure comes at 
the risk of experiencing stigmatizing responses, and stigma is typically seen as an 
important inhibiting antecedent of HIV status disclosure (Chaudoir et al.  2011 ; 
Molero et al.  2011 ; see also Chap.   5     in this volume). 

 Molero and colleagues ( 2011 ) suggest that concealing of stigma is perhaps one 
of the most common strategies of coping with discrimination. In particular, they 
propose that the more group-based discrimination PLHIV experience, the more 
likely they will be to conceal. This will result in less perceived personal discrimi-
nation and promote well-being. We test the complementary hypothesis and 
widespread assumption that increased disclosure is associated with more experi-
enced stigma. Supportive evidence is provided by a recent study of PLHIV in 
The Netherlands (Stutterheim et al.  2011 ). This study found that PLHIV who chose 
to be open about their HIV status experienced more stigma, but not more psycho-
logical distress, than people who concealed their HIV status to all but a selected few. 

 Molero et al. ( 2011 ) propose that PLHIV can also cope with HIV-related stigma 
by increasing identifi cation with the community of PLHIV, as this offers psycho-
logical benefi ts that may help overcome some of the negative effects of discrimina-
tion, including through a willingness to engage in collective action. This reasoning, 
perhaps paradoxically, suggests that PLHIV who identify more with the community 
of PLHIV may experience more HIV-related stigma. This hypothesis is supported 
by fi ndings that people who regard their stigmatized identity as a central part of their 
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self-identity are more likely to see themselves as targets of discrimination (Major 
and O’Brien  2005 ). In this study, we will assess whether PLHIV are more likely to 
experience HIV-related stigma to the extent that HIV status is more important to 
their identity and they engage more with the PLHIV community. Conversely, we 
expect that people not living with HIV for whom their HIV status is a more impor-
tant part of their identity are more likely to express HIV-related stigma. This follows 
from the notion that the more important membership of a social group is to one’s 
self-identity, the more likely in-group–out-group differentiation, prejudice, and dis-
crimination become (cf. Brewer  2007 ). 

 An important reason for stigmatization to occur is to avoid illness (Phelan et al. 
 2008 ). This suggests that, as has been found previously (Herek et al.  2002 ), people 
not living with HIV should express more HIV-related stigma if they are more con-
cerned about infection and perceive more risk of HIV transmission from sex with a 
partner who is HIV-positive. Education about transmission and prevention of HIV 
is an important component of prevention, and this may mitigate HIV-related stigma. 
Gay men are generally excellently informed and HIV prevention is in particular 
delivered through community organizations, venues, and media, as well as peers. 
We hence expect that the extent to which gay men engage with the gay community 
should be associated with reduced experienced and expressed stigma. This expecta-
tion also refl ects the emphasis community-based HIV prevention has traditionally 
placed on shared responsibility and non-stigmatizing responses (cf. Flowers et al. 
 2000 ). Furthermore, there is evidence suggesting that in communities motivated by 
personal values to control HIV-related prejudice, PLHIV experience less disclosure 
concerns (Miller et al.  2011 ).  

2.4     Measuring HIV-Related Stigma 

 Two independent reviews of stigma measures in the domain of HIV (Nyblade  2006 ) 
and chronic health conditions including HIV (Van Brakel  2006 ) draw attention to 
the wide diversity of types of stigma measures and specifi c instruments. An impor-
tant distinction is whether stigma measures are designed for people who may be 
stigmatized, such as PLHIV, or for people who may be potential stigmatizers, such 
as the general public. Within the set of measures that target each of these popula-
tions, further distinctions can be made. Notably, in stigma measures designed for 
PLHIV, assessments of perceived/felt, experienced/enacted, or internalized stigma 
can be distinguished (Nyblade  2006 ; Van Brakel  2006 ). Perceived/felt stigma refers 
to PLHIVs’ awareness of negative social attitudes, experienced/enacted stigma 
encompasses acts of discrimination, and internalized stigma refl ects negative self- 
views (Logie and Gadalla  2009 ; see also Chaps.   2    ,   3    ,   9    ,   11    ,   12    , and   16     in this vol-
ume). Measures targeting potential stigmatizers include assessments of attitudes 
and values towards PLHIV and measures of social distancing, sometimes including 
questions regarding support of coercive measures towards PLHIV (Nyblade  2006 ), 
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as well as indicators of discriminatory practises, services, legislation, and materials 
(Van Brakel  2006 ). Van Brakel ( 2006 ) further notes that data may be collected in a 
number of different ways, in particular through qualitative methods (e.g., in-depth 
interviews, focus group discussions, questionnaires, and scales) and by using proto-
cols to collate indicators. 

 Quantitative assessments using questionnaires are most frequently used in 
research of HIV-related stigma, and, in the last decade, numerous studies have been 
conducted to develop, validate, and culturally adapt scales to measure stigma as 
perceived, experienced, and internalized by PLHIV (Fife and Wright  2000 ; Berger 
et al.  2001 ; Lee et al.  2002 ; Vanable et al.  2006 ; Holzemer et al.  2007 ), including for 
use in low- and middle-income countries (Kalichman et al.  2009 ). While each of 
these scales refl ects a careful process of item development based on conceptual 
analysis and previous research, there is at the same time a great deal of variation in 
terms of their content and the aspects of stigma and discrimination that are assessed, 
but not in their association with health outcomes (Logie and Gadalla  2009 ). This 
diversity refl ects the multiple processes involved in stigmatization, the different 
contexts in which stigmatization can occur, including the different actors involved, 
as well as differences in the origins and the ways stigma is expressed and experi-
enced. Recognition of this inevitable complexity and context-specifi c nature of 
HIV-related stigma serves as a reminder that, while “accurate and comprehensive 
assessments” (Mahajan et al.  2008 ) may be desirable, concise measures of key 
aspects of stigma may be more feasible. Measures that can be used in different com-
munities and contexts would make a valuable contribution to the research literature 
by enabling much needed comparisons of perceptions, experiences, attitudes, and 
practices of different actors. 

 We in particular note that existing measures of HIV-related stigma for non- 
PLHIV (Herek et al.  2002 ) are mostly not directly comparable to measures of 
stigma perceived or experienced by PLHIV. The availability of similar measures of 
HIV-related stigma for PLHIV and non-PLHIV would provide important tools to 
compare perspectives as well as to explore the extent of social desirability bias in 
self-reported stigma and discrimination by non-PLHIV. This lack of comparable 
instruments has also been noted by others. Notably, Visser and colleagues ( 2008 ) 
recently adapted an existing instrument to develop parallel scales of personal stigma, 
stigma attributed to others and stigma internalized by PLHIV in a community in 
South Africa. For the present study, we developed parallel scales of experienced and 
expressed HIV-related stigma among gay men in Australia. This scale aims to cap-
ture what we consider conceptually critical components of stigma that recur across 
scales and allow for a parsimonious measure of HIV-related stigma in general (i.e., 
not pertaining to specifi cs not relevant for all individuals/communities): blame and 
judgment and social distancing (Fife and Wright  2000 ), as well as negative emo-
tions (Brewer  2007 ; Phelan et al.  2008 ). Items were derived from previous research 
and existing scales (Berger et al.  2001 ; Herek et al.  2002 ; Kalichman et al.  2005 , 
 2009 ; Holzemer et al.  2007 ; Genberg et al.  2008 ; Sayles et al.  2008 ; Visser et al. 
 2008 ; Stutterheim et al.  2009 ).   
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3     HIV Stigma Barometer Survey 

3.1     Procedures 

 The  HIV Stigma Barometer  was an anonymous, cross-sectional self-report survey, 
conducted via the internet. The survey was hosted on the website of the Australian 
Federation of AIDS Organisations (  www.afao.org.au    ), which also provided partici-
pant information and contact details of the study team. Eligibility criteria included 
being 18 years of age, living in Australia at the time of the survey and either being 
a person living with HIV (irrespective of gender and sexual identity) or being an 
HIV-negative or HIV status unknown gay or other man who has sex with men. 
Participants also needed to be suffi ciently profi cient in English, as no other lan-
guage versions of the questionnaire were provided. The study protocol was approved 
by the University of New South Wales Human Research Ethics Committee.  

3.2     Participants 

 Participants were recruited into the survey during 2 months, from 1 December 2009 
until 31 January 2010. In this period, the study website was accessed 1,855 times 
and 1,694 people proceeded to the online survey, of which 1,680 (99.2 %) provided 
informed consent; 1,258 respondents met the eligibility criteria. Of the eligible par-
ticipants, 214 (17.0 %) were HIV-positive, 914 (72.7 %) were HIV-negative, and 
130 (10.3 %) were of unknown HIV status, either because they had never been 
tested or were unsure of their current status. In line with the study aims, HIV-
negative and HIV status unknown men are combined in data analyses and compared 
with HIV- positive men. 

 Participants came from all Australian states and territories and the majority was 
recruited via a gay chat site (60.2 %), followed by gay community and HIV organi-
zations (21.7 %), a gay social networking site (9.2 %), and  Facebook  (8.9 %). 
Almost all participants (91.6 %) self-identifi ed as gay or queer; 8.4 % self-identifi ed 
as bisexual. Participants’ mean age was 38.0 years (SD = 11.4; range 18–70) and 
half (50.5 %) of participants had an undergraduate or postgraduate degree. A minority 
of participants (3.3 %) had an Aboriginal or Torres Strait Islander background. 
Almost all participants (94.7 %) reported at least one male sex partner in the previous 
year and on average men had 21.1 sex partners in the previous year (SD = 36.4; 
range 1–500 [truncated]). We also asked men whether they had sex with any partners 
they had known to be HIV-positive, HIV-negative, or HIV status unknown. Over 
half (53.6 %) of men who had at least one sex partner in the previous year had sex 
with one or more partners with a serononconcordant HIV status (i.e., HIV status 
unknown or known to be different from participant’s). In all, 794 men (66.7 %) 
were in a relationship with one or more regular partners in the previous year.  
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3.3     Measures 

3.3.1     Disclosure of HIV Status 

 HIV-positive participants were asked to indicate the extent to which they had 
disclosed their HIV status to their regular partner(s), casual partners, family members, 
female friends, straight male friends, gay male friends, acquaintances, neighbors, 
work colleagues, healthcare providers, and online contacts. Responses were given on 
a fi ve point scale (1 = none; 5 = all). Exploratory principal components analysis with 
orthogonal rotation resulted in two components with eigenvalues higher than 1 that 
explained 58.6 % of the variance in disclosure items. The fi rst component consisted 
of seven items (Cronbach’s alpha = .86), assessing disclosure of HIV status in social 
settings, including to colleagues, friends, acquaintances, neighbors, and family. The 
second component encompassed four items (Cronbach’s alpha = .72), assessing 
disclosure to sexual partners, healthcare workers, and online contacts.  

3.3.2     HIV-Related Stigma 

 All respondents answered 22 items regarding HIV-related stigma that they had 
experienced (HIV-positive participants) or expressed (non-HIV-positive partici-
pants). The items encompassed general rather than context-specifi c stigma-related 
thoughts (e.g., blaming), feelings (e.g., disgust) and actions (e.g., keeping a physical 
distance) and were mostly derived from existing research and scales (Berger et al. 
 2001 ; Herek et al.  2002 ; Kalichman et al.  2005 ,  2009 ; Holzemer et al.  2007 ; Genberg 
et al.  2008 ; Visser et al.  2008 ; Stutterheim et al.  2009 ). Responses were given on a 
5-point scale (1 = not at all; 5 = always). To allow for direct comparisons between the 
experience of stigma of HIV-positive people and expressions of stigma by non-HIV-
positive people, equivalent versions of the measure were developed that differed 
only in whether they asked about personal experiences (HIV-positive men) or attitudes 
and behaviors towards PLHIV (non-HIV-positive men). Internal consistency of 
the 22-item scale was very good (Cronbach’s alpha = .93) and a mean score was 
calculated across all items to refl ect HIV-related stigma, with higher scores indi-
cating more stigma. 

 We undertook a principal components analysis on the 22 items to explore poten-
tial subsets of items that combine into more specifi c subscales. The principal com-
ponents analysis was conducted on the full sample of participants and for ease of 
interpretation of components orthogonal rotation was used. This analysis produced 
fi ve components with eigenvalues higher than 1 that together explained 70.4 % of 
the variance in item scores. A fi rst component consisted of six items (Cronbach’s 
alpha = .88), which refl ected attributions of responsibility (e.g., “HIV-negative peo-
ple that I know think I got what I deserved/HIV-positive people got what they 
deserve”). A second component consisted of seven items (Cronbach’s alpha = .88), 
assessing social distancing (e.g., “They are careful not to touch me/I am careful not 

17 Strange Bedfellows: HIV-Related Stigma Among Gay Men in Australia



298

to touch them”). The third component encompassed four items (Cronbach’s 
alpha = .88), referring to negative emotional reactions (e.g., “To what extent have 
you experienced [anger] from HIV-negative people in relation to you being HIV- 
positive?/To what extent do you experience [anger] when interacting with HIV- 
positive people?”). Component four included three items (Cronbach’s alpha = .79), 
which refl ected exclusion of PLHIV as sexual and/or romantic partners (e.g., “They 
refuse to have sex with me/I refuse to have sex with them”). The fi fth and last com-
ponent consisted of two items (Cronbach’s alpha = .54), tapping into excessive 
apprehension (e.g., “They are overly kind to me/I am overly kind towards them”). 
This latter component is excluded from any analysis of subscale, due to insuffi cient 
internal consistency. Furthermore, one item (“To what extent have you experienced 
[pity] from HIV-negative people in relation to you being HIV-positive?/To what 
extent do you experience [pity] when interacting with HIV-positive people?”) was 
deleted from the sexual exclusion subscale as this substantially increased internal 
consistency (Cronbach’s alpha = .91). For each of the remaining four subscales, 
mean scores were calculated across items, with higher scores refl ecting more attri-
butions of responsibility, social distancing, negative emotional reactions, and sexual 
exclusion.  

3.3.3     Community Engagement 

 The survey included three questions to assess men’s engagement with the gay com-
munity and three similar questions to assess engagement with the HIV-positive 
community (“How many of your friends are [gay men/HIV-positive]?; “How much 
of your free time do you spend with [gay men/HIV-positive people]?”; “How much 
do you feel part of a [gay community/HIV-positive community]?”), based on ques-
tions used in previous research with gay men in Australia (e.g., Rawstorne et al. 
 2005 ; Zablotska et al.  2011 ). Responses were given on a 5-point scale (1 = none/not 
at all; 5 = all/very much). Internal consistency of the measure of engagement with 
the gay community was adequate (Cronbach’s alpha = .76), as was internal consis-
tency of the measure of engagement with the PLHIV community (Cronbach’s 
alpha = .76). For both measures, mean scores were calculated; higher scores refl ect 
more community engagement.  

3.3.4     HIV Status Identity 

 The survey included four items on participants’ perceptions of their HIV status as a 
key aspect of their self and identity. These items were derived from theorizing of 
possible selves (Markus and Nurius  1986 ) and domains of the self (Higgins  1987 ) 
and assessed the extent to which participants perceived their HIV status to be related 
to aspects of the person they currently are (“actual self”), the person they will be in 
the future (“future self”), the person they want to be (“ideal self”), and the person 
they should be (“ought self”). Participants responded to these items using a fi ve 
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point scale (1 = totally disagree; 5 = totally agree). Internal consistency of the items 
was very good (Cronbach’s alpha = .94), and a mean score was calculated; higher 
scores indicate that participants considered their HIV status more important to 
their identity.  

3.3.5     Perceived Risk of HIV Transmission 

 To assess the extent to which gay men perceive risk of HIV transmission from having 
sex with an HIV-positive partner, we developed a series of questions regarding 
perceived risk of HIV infection related to 21 specifi c sexual practises. These prac-
tices ranged from deep kissing to unprotected receptive anal intercourse with 
ejaculation and responses were indicated on a 5-point scale (1 = no risk; 5 = very 
risky). The viral load of the HIV-positive partner was assumed to be unknown. 
Internal consistency of the 21 items was very good (Cronbach’s alpha = .93). A mean 
score was calculated and a higher score indicates more perceived transmission risk 
from sex with an HIV-positive partner of unknown viral load.    

4     HIV-Related Stigma and Covariates Among Australian 
Gay Men 

4.1     HIV Status Disclosure and Experienced Stigma 
in Positive Men 

 Almost all (84.8 %) HIV-positive men had disclosed their HIV status to one or more 
others. Extent of disclosure was highest to healthcare workers ( M  = 4.2; SD = 1.1) 
and regular partners ( M  = 4.2; SD = 1.4); almost all men had disclosed to all their 
healthcare providers and regular partners. Disclosure was intermediate with respect 
to gay male friends ( M  = 3.3; SD = 1.3), casual sexual partners ( M  = 3.0; SD = 1.4), 
family members ( M  = 2.9; SD = 1.7), and heterosexual female friends ( M  = 2.7; 
SD = 1.4); men on average had disclosed to half of these. Men’s disclosure was 
lower to their online social network ( M  = 2.4; SD = 1.4) and heterosexual male 
friends ( M  = 2.3; SD = 1.4), with men on average disclosing to less than half of these. 
Disclosure was lowest to colleagues at work ( M  = 1.9; SD = 1.4), acquaintances 
( M  = 1.6; SD = .96), and neighbors ( M  = 1.2; SD = .56), with men on average dis-
closing to few colleagues, acquaintances, and neighbors. Refl ecting these patterns, 
participants scored higher on the disclosure to sexual partners and healthcare 
workers scale ( M  = 3.6; SD = 1.2) than on the disclosure in social settings scale 
( M  = 2.3; SD = .95). 

 HIV-positive men reported low experienced HIV-related stigma on the full 
22-item scale ( M  = 2.0, SD = .93) and also scored low on the subscales assessing social 
distancing ( M  = 1.8, SD = .96) and attributions of responsibility ( M  = 1.9, SD = 1.1). 
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Scores were higher on the negative emotional reactions subscale ( M  = 2.2, SD = 1.1) 
and highest on the sexual exclusion subscale ( M  = 2.8, SD = 1.3). HIV- positive 
men’s overall experiences of HIV-related stigma were signifi cantly associated with 
disclosure to their sexual partners and healthcare workers scale ( r  = .16,  p  < .05); 
fi ndings were similar for associations with the stigma subscales, albeit that no sig-
nifi cant association was found with the sexual exclusion subscale. Neither overall 
experienced stigma nor stigma subscale scores were associated with the disclosure 
in social settings scale. Analyses of associations with the specifi c items regarding 
disclosure to sexual partners and healthcare workers showed that overall experi-
enced stigma and stigma subscale scores, with the exception of sexual exclusion, 
were signifi cantly associated with disclosure to regular partners. Disclosure to 
casual partners was only signifi cantly associated with the negative emotional reac-
tions subscale. No signifi cant associations were found for disclosure to healthcare 
workers or to men’s online network.  

4.2     Expressed Stigma Compared to Experienced Stigma 

 Non-HIV-positive men expressed limited HIV-related stigma, as assessed with the 
full 22-item scale ( M  = 1.7, SD = .58). Non-HIV-positive men scored lowest on the 
social distancing ( M  = 1.5, SD = .64), attributions of responsibility ( M  = 1.5, 
SD = .59), and negative emotional reactions ( M  = 1.5, SD = .73) subscales. Scores 
were highest on the sexual exclusion subscale ( M  = 2.9, SD = 1.5). Comparison of 
scores on the full 22-item scale by HIV status found that, overall, HIV-positive 
men’s reported extent of experienced HIV-related stigma was signifi cantly higher 
than the expressed HIV-related stigma reported by non-HIV-positive men,  t  = 5.1, 
 p  < .001. Furthermore, HIV-positive men scored signifi cantly higher on the attribu-
tions of responsibility subscale,  t  = 5.2,  p  < .001; the social distancing subscale, 
 t  = 5.1,  p  < .001; and the negative emotional reactions subscale,  t  = 9.1,  p  < .001. 
Scores on the sexual exclusion subscale did not differ signifi cantly between HIV-
positive and non-HIV-positive men.  

4.3     Demographic and Behavioral Patterning of Stigma 

 For HIV-positive men, no signifi cant associations were found between overall 
experienced stigma or scores on any of the stigma subscales and age, education, 
sexual identity (gay vs. bisexual), number of sexual partners in the previous year 
and having had, in the previous year, any partners known to be HIV-positive or HIV- 
negative. Overall experienced stigma was however signifi cantly higher in men who 
had any sex partners of unknown HIV status ( M  = 2.3; SD = .90) than men who had 
not ( M  = 1.9; SD = .91),  t  = −2.4,  p  < .05. Men who had HIV status unknown sex part-
ners also scored higher than men who had not on all stigma subscales. While men 
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who had any regular partners in the previous year did not differ from men who had 
not in overall experienced stigma, they scored signifi cantly lower on the sexual 
exclusion subscale. Men who had any serononconcordant partners in the previous 
year equally did not differ from men who had not in overall experienced stigma, but 
scored signifi cantly lower on the negative emotional reactions subscale. 

 Among non-HIV-positive men, expressed HIV-related stigma, either overall or 
as assessed with any of the subscales, was not associated with education, having had 
regular partners in the previous year or having had any HIV status unknown sexual 
partners in the previous year. Overall expressed stigma was however inversely 
related to non-HIV-positive men’s age ( r  = −.17,  p  < .001) and older men were also 
more likely to score lower on each of the stigma subscales. Participants who had 
higher numbers of sex partners also expressed less HIV-related stigma overall 
( r  = −.08,  p  < .001) and scored lower on the social distancing and sexual exclusion 
subscales; no association was found between number of partners and scores on the 
attributions of responsibility and negative emotional reactions subscales. In addi-
tion, gay men expressed signifi cantly less overall stigma than bisexual men ( M  = 1.6 
[SD = .54] vs.  M  = 2.0 [SD = .72];  t  = 5.1,  p  < .001) and scored signifi cantly lower on 
each of the stigma subscales. Furthermore, men who had any known HIV-positive 
partners in the previous year also expressed signifi cantly less stigma than men who 
had not ( M  = 1.4 [SD = .45] vs.  M  = 1.7 [SD = .58];  t  = 8.5,  p  < .001) and scored sig-
nifi cantly lower on each of the subscales. Men who had any known HIV-negative 
partners did not signifi cantly differ from men who had not in overall experienced 
stigma. However, they did score signifi cantly lower on the social distancing scale 
( M  = 1.4 [SD = .60] vs.  M  = 1.5 [SD = .72];  t  = 2.2,  p  < .05). Men who had any seronon-
concordant partners in the previous year equally did not differ from men who had 
not in overall expressed stigma; they did however score lower on the sexual exclu-
sion scale ( M  = 2.7 [SD = 1.5] vs.  M  = 3.0 [SD = 1.4];  t  = 3.4,  p  < .01).  

4.4     Community Engagement, HIV Status Identity, 
and Perceived Transmission Risk 

 On average, participants reported moderate levels of engagement with the gay 
community ( M  = 2.8; SD = .92) and low engagement with the HIV-positive commu-
nity ( M  = 1.6; SD = .74). HIV-positive men reported signifi cantly higher engagement 
with the gay community ( M  = 3.0 [SD = .88] vs.  M  = 2.7 [SD = .92];  t  = 4.2,  p  < .001) 
as well as with the HIV-positive community ( M  = 2.3 [SD = .84] vs.  M  = 1.5 
[SD = .63];  t  = 13.5,  p  < .001) than non-HIV-positive men. Their HIV status on 
average was of moderate importance for participants ( M  = 3.0; SD = 1.2), with 
higher importance reported by non-HIV-positive men than HIV-positive men 
( M  = 3.0 [SD = 1.3] vs.  M  = 2.8 [SD = 1.1];  t  = −3.2,  p  < .01). Men overall perceived 
moderate risk of HIV transmission from sexual practises with an HIV-positive 
partner with unknown viral load ( M  = 2.6; SD = .68) and HIV-positive men perceived 
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signifi cantly lower HIV transmission risk than non-HIV-positive men ( M  = 2.1 
[SD = .55] vs.  M  = 2.7 [SD = .66];  t  = −14.1,  p  < .001). 

 In HIV-positive men, overall experienced HIV-related stigma was signifi cantly 
correlated with engagement with the HIV-positive community ( r  = .13,  p  = .05) and 
HIV status identity ( r  = .23,  p  = .001); the more men engaged with the HIV-positive 
community and the more important their HIV status was for their identity, the more 
HIV-related stigma they perceived. Furthermore, engagement with the HIV-positive 
community was associated with higher scores on the social distancing ( r  = .17, 
 p  < .05) and negative emotional reactions ( r  = .14,  p  < .05) subscales, but not the attri-
butions of responsibility and sexual exclusion subscales. HIV status identity was 
signifi cantly associated with the attributions of responsibility ( r  = .22,  p  < .001), 
social distancing ( r  = .20,  p  < .01) and negative emotional reactions ( r  = .20,  p  < .01) 
subscales, but not the sexual exclusion subscale. No associations were found 
between overall experienced stigma, or any of the subscales, and engagement with 
the gay community or perceived risk of HIV transmission. 

 In non-HIV-positive men, overall expressed HIV-related stigma was signifi cantly 
associated with gay community engagement ( r  = −.21,  p  < .001), HIV-positive com-
munity engagement ( r  = −.35,  p  < .001), HIV status identity ( r  = .33,  p  < .001), and 
perceived HIV-transmission risk ( r  = .37,  p  < .001). These fi ndings indicate that the 
more non-HIV-positive men engaged with the gay or HIV-positive communities, the 
less likely they were to express HIV-related stigma. Conversely, the more important 
HIV was for men’s identity or the more risk of HIV transmission they perceived 
from having sex with an HIV-positive partner with unknown viral load, they more 
likely they were to express stigma. Gay community engagement, HIV-positive com-
munity engagement, HIV status identity, and perceived risk of HIV transmission 
were also signifi cantly associated with all stigma subscales. 

 To assess independent associations between participants’ overall HIV-related 
stigma and demographic characteristics, sexual behaviors, community engagement, 
HIV status identity, and perceived HIV-transmission risk, multivariate linear 
regression analyses were conducted for HIV-positive and non-HIV-positive men 
separately. For HIV-positive men, the multivariate model was signifi cant,  F (13, 
185) = 3.1,  p  < .001. Signifi cant associations were found with age (Beta = −.18, 
 p  < .05), having had any known HIV-negative partners in the previous year 
(Beta = −.27,  p  < .01), engagement with the HIV-positive community (Beta = .22, 
 p  < .05), and HIV status identity (Beta = .21,  p  < .01); older men and men who had 
any known HIV-negative partners were less likely to experience stigma, while men 
who engaged more with the HIV-positive community and men for whom HIV status 
was more important to their identity were more likely to experience stigma. When 
added to the multivariate model, no signifi cant associations were found between 
experienced stigma and disclosure of HIV status to sexual partners and healthcare 
workers or with disclosure in social settings. 

 For non-HIV-positive men, the multivariate model for overall expressed HIV- 
related stigma was also signifi cant,  F (13, 978) = 31.9,  p  < .001. Signifi cant associa-
tions were found with age (Beta = −.06,  p  < .05), having had any known HIV-positive 
partners in the previous year (Beta = −.08,  p  < .05), having had any HIV status 
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unknown partners in the previous year (Beta = .13,  p  < .001), having had any 
serononconcordant partners in the previous year (Beta = .06,  p  < .05), engagement 
with the HIV-positive community (Beta = −.22,  p  < .001), HIV status identity 
(Beta = .25,  p  < .001), and perceived risk of HIV transmission (Beta = .25,  p  < .001). 
Older men and men who had any known HIV-positive partners were less likely to 
express stigma, as were men who engaged more with the HIV-positive community. 
Men who had any HIV status unknown or serononconcordant sexual partners, men 
for whom their HIV status was more important to their identity, and men who per-
ceived higher risk of HIV transmission from sex with an HIV-positive partner were 
more likely to express stigma.   

5     Conclusion 

 The HIV Barometer Survey suggests that experiences of stigma overall are low 
among HIV-positive gay men in Australia. Encouragingly, HIV-positive gay men 
experience little attribution of responsibility, that is, blaming and judgment, from 
their HIV-negative peers. Importantly, they also report little social distancing. 
However, the somewhat higher self-reports of negative emotional reactions suggest 
that stigma does affect HIV-positive gay men in Australia. The fi nding of moderate 
levels of experienced sexual exclusion moreover confi rms that an HIV-related divide 
in the gay community predominantly plays out in the sexual and relationship arenas, 
as also found by Courtenay-Quirk and associates ( 2006 ), among gay men in the 
United States. Our parallel measure of stigma expressed by HIV-negative gay men 
largely mirrors these experiences of HIV-positive gay men. 

 Before considering the fi ndings and their implications in more detail, several 
potential limitations of the HIV Stigma Barometer Survey should be noted. As ran-
dom samples of gay men are diffi cult and costly to recruit, this study used conve-
nience sampling, which may limit the generalizability of fi ndings. Furthermore, 
participants were recruited via the Internet, which may exclude gay men with no or 
restricted access. However, Internet recruitment of gay men has been found to result 
in more diverse samples of gay men than more traditional venue-based sampling 
(Elford et al.  2004 ). Research in the UK has also found that the social and demo-
graphic characteristics of gay men recruited via the internet were broadly similar to 
those of gay men in a national probability sample of adults participating in a survey 
of sexual attitudes and lifestyles (Evans et al.  2007 ). In our study, we observed that 
participation rates (data not shown) refl ect estimated sizes of gay communities in 
Australian jurisdictions (Prestage et al.  2008 ). In addition, a careful analysis has 
debunked major concerns regarding the trustworthiness of Internet research (Gosling 
et al.  2004 ). Furthermore, the anonymity afforded by online data-collection may 
attenuate self-presentation concerns in studies of sensitive topics, such as HIV- 
related stigma. 

 It should also be noted that data were collected in a cross-sectional survey, limit-
ing the possibility to draw any causal conclusions. Furthermore, we used parallel 
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forms of a newly developed HIV-related stigma scale that was not previously 
validated. However, this scale refl ects a careful consideration of key aspects of 
stigma measures and items to a large extent were derived from scales used in previ-
ous research. Importantly, the parallel forms of the stigma measure enabled a criti-
cal and infrequently reported cross-validation of self-reports of experienced and 
expressed HIV-related stigma (see also Visser et al.  2008 ). The good correspon-
dence of scores on the parallel scales speaks to concerns regarding social desir-
ability bias, in particular in self-reports of HIV-related stigma enacted by people not 
living with HIV (Nyblade  2006 ). Concerns regarding social desirability bias and 
impression-management effects have substantially contributed to the development 
and popularity of less obtrusive measures of social attitudes, such as the implicit 
association test (Greenwald et al.  2009 ). Our fi ndings suggest that social desirability 
bias in a more traditional self-report measure of stigma in non-HIV-positive 
gay men may be limited, as their stigma scores not only correspond to those of 
HIV- positive gay men, but exceed them with respect to sexual exclusion, the 
domain in which HIV-related stigma in particular plays out in the gay community 
(cf. Courtenay-Quirk et al.  2006 ). 

 We further note that, while there is substantial support for the evolved defi nition 
of stigma offered by Link and Phelan ( 2001 ), there remains wide variation in stigma 
measures, many of which have received support in validation studies. This is 
because stigmatization is a multifaceted phenomenon that can occur in a range 
of social contexts, refl ects multiple underlying origins and social functions, 
impacts individuals and communities in different ways, is studied in a range of 
scholarly disciplines, and can be assessed from the perspective of different actors. 
To strengthen the measurement of stigma, the fi eld fi rst and foremost needs to estab-
lish the critical aspects of the process of stigmatization. This consensus building 
may benefi t from a recent comparison of conceptual and methodological approaches 
undertaken by leading scholars (Phelan et al.  2008 ). 

 Beyond a description of experienced and expressed stigma, this study assessed 
several factors that may shape the experience and expression of HIV-related stigma, 
including disclosure of HIV status. Not surprisingly, HIV-positive men disclosed 
most often to healthcare workers and regular sexual partners. Disclosure to casual 
partners was less common and this may be related to anticipated sexual rejection 
(Bird and Voisin  2011 ). Disclosure was lower in other social settings, in particular 
to colleagues, acquaintances, and neighbors, illustrating that HIV status disclosure 
is a strategic process to enable obtaining social support and mitigating the risk of 
stigmatization (Chaudoir et al.  2011 ; Molero et al.  2011 ; Stutterheim et al.  2011 ). 
Our data support the assumption that disclosure can increase experienced stigma, 
but we found this only for disclosure to regular partners. This offers further support 
for the observation that HIV-related stigma in the gay community plays out in the 
sexual domain, in particular in the context of establishing committed relationships 
(see also Courtenay-Quirk et al.  2006 ). 

 Our assessment of demographic and behavioral patterning of stigma in particular 
showed that older gay men experienced and expressed less stigma, as did men who 
had serodiscordant sex partners. This may refl ect that older men have had more time to 
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adapt to the HIV epidemic and can also suggests that older gay men have benefi tted 
more than younger men from mostly earlier views of HIV as a community issue 
(Flowers et al.  2000 ). The attenuated experience and expression of stigma among men 
who had serodiscordant partners may signal that HIV-negative men who cross the HIV 
status divide may already be less likely to stigmatize, which may contribute to positive 
experiences of HIV-positive men (cf. Chaudoir et al.  2011 ). Alternatively, intimate 
relations between serodiscordant partners can serve to reduce fears, stereotypes, and 
“othering,” which would be in line with the contact hypothesis that suggests that, if 
conditions are appropriate, prejudice can be reduced through social contact (see 
Brewer  2007 ). Both explanations can also account for the lower stigma expressed by 
HIV-negative men who engaged more with the HIV-positive community. 

 In contrast, our fi ndings show that HIV-positive men who engage more with the 
HIV-positive community experienced more stigma, which could suggest that the 
HIV-positive community is an important refuge for gay men who experience HIV- 
related stigma (cf. Molero et al.  2011 ). Also as expected, when HIV status was a 
more important aspect of their self-identity, gay men were more likely to experi-
ence and express stigma. These fi ndings are in line with our hypothesis derived 
from identity threat and social identity accounts of stigma and prejudice (Major 
and O’Brien  2005 ; Brewer  2007 ). To the extent that HIV status is an important part 
of their identity, PLHIV may be more likely to experience attitudes and behaviors 
as stigmatizing or be more vigilant and likely to notice stigmatizing attitudes and 
behaviors (cf. Major and O’Brien  2005 ). Nevertheless, as proposed by Molero and 
colleagues ( 2011 ), increased identifi cation may offer PLHIV psychological bene-
fi ts and help overcome some of the negative effects of discrimination, including 
through a willingness to engage in collective action. The observed higher expressed 
stigma in HIV-negative men for whom their HIV status is a more important part of 
their identity supports the expectation that the more important membership of a 
social group is to one’s self-identity, the more likely in-group–out-group differen-
tiation, prejudice and discrimination become (cf. Brewer  2007 ). With respect to 
HIV, this in-group favoritism may refl ect the function of stigma to avoid illness, as 
HIV-negative men were also more likely to express stigma if they perceived more 
transmission risk from sex with an HIV-positive partner. This suggests that, if 
perceptions of risk decrease, including as a result of accumulating evidence that 
HIV transmission is substantially reduced if PLHIV are effectively treated (Cohen 
et al.  2011 ), stigma will decrease. However, as risk is subjectively experienced, 
additional approaches may be required to address underlying social and psycho-
logical processes. 

 Contrary to expectations, no association was found between either experienced 
or expressed stigma and gay community engagement. This may refl ect, as noted 
above, that how gay communities respond to HIV has changed substantially 
(Flowers et al.  2000 ). As a result, they may no longer shape how gay men experi-
ence living with HIV and respond to PLHIV. In addition, as gay men increasingly 
socialize online (Rosser et al.  2008 ), traditional venues and media for HIV preven-
tion and stigma reduction may be eroding and not yet fully be replaced by  appropriate 
new channels of communication and education. 
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 In sum, the fi ndings from the HIV Stigma Barometer Survey illustrate that stigma 
in the gay community in Australia in general is limited. It is, however, not insignifi -
cant, as our fi ndings support previous reports of a serostatus divide among gay men 
that plays out in the sex and relationship domain. Future research will need to 
address how this sexual and romantic exclusion affects the well-being of HIV- 
positive gay men. This emerging sexual serostatus divide not only has the potential 
to undermine the social coherence of the gay community, it can also challenge suc-
cesses achieved in HIV prevention to date. Stigma can discourage HIV status dis-
closure to sexual partners and limit the potential effi cacy of serostatus-based, 
non-condom use strategies to reduce the risk of HIV transmission that heavily rely 
on HIV status disclosure. Furthermore, there is a risk that promoting such risk 
reduction strategies in the gay community compounds HIV-related stigma. We con-
clude that thirty years into the HIV epidemic there remains a clear need for efforts 
to mitigate HIV-related stigma in gay communities in developed countries.     
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1            Introduction 

 HIV and Hepatitis C are both highly stigmatized blood borne viral infections causing 
overlapping epidemics because of their shared routes of transmission. The World 
Health Organization estimates that 3 % of the world’s population are infected with 
the Hepatitis C virus (HCV), and it is a signifi cant cause of life-threatening liver 
disease. An estimated 15 % of the 33 million people living with HIV worldwide are 
co-infected with HCV (Low et al.  2008 ). Although the primary mode of HCV trans-
mission is via contaminated injection equipment and blood products, it can also be 
transmitted through sexual practises that result in bleeding. Outbreaks of Hepatitis 
C infection have been reported in HIV-positive men who have sex with men (MSM) 
in Europe, America and Australia (Danta et al.  2007 ; Schmidt et al.  2011 ). In the 
UK, 97 % of Hepatitis C cases reported in MSM were also co-infected with HIV 
(Health Protection Agency  2008 ). The presence of two sexually transmitted viruses 
in one population raises some interesting questions about stigmatizing processes in 
stigmatized populations. Do gay men experience Hepatitis C as more stigmatising 
than HIV? In what ways are multiple stigmas layered in stigmatized individuals and 
social groups, and how do two cohabiting sexually transmitted viruses affect sexual 
interaction and disclosure?    

    Chapter 18   
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2     Theoretical Background 

 According to Schmidt and colleagues ( 2011 : 7) “sexual transmission of HCV seems 
to occur when HCV-contaminated blood is passed on in a context of situationally- 
increased HCV prevalence (group sex in HIV-positive gay sexual networks),” and 
therefore public health messages should target HIV-positive gay men and “focus on 
the avoidance of sexual and sex-associated exposure to blood.” Previous research 
has shown that many HIV-positive MSM use “serosorting” strategies to fi nd sero- 
concordant partners for unprotected anal intercourse (Xia et al.  2006 ; Dougan et al. 
 2007 ; Elford et al.  2007 ). Although this strategy can prevent HIV transmission to 
HIV negative men, the possibility of HIV superinfection and the acquisition of other 
sexually transmitted diseases including Hepatitis C remains a risk in HIV-serosorted 
unprotected sexual practise (Clatts et al.  2005 ; Gotz et al.  2005 ). The “safety” of 
serosorting strategies has also been questioned in recent research which suggests 
that knowledge of another person’s sero-status may be based on guesswork, leading 
Zablotska and associates ( 2009 ) to coin the term “seroguessing.” 

 Recent research has drawn attention to the experience of stigma and discrimina-
tion in people living with Hepatitis C (Blair and Blair  2003 ; Hopwood and Treloar 
 2003 ; Zickmund et al.  2003 ; Zacks et al.  2006 ; Butt et al.  2008 ). The stigmatization 
process of HIV and Hepatitis C are similar, arising from a fear of a contagious life- 
threatening disease combined with a perception that disease acquisition can be 
attributed to deviant lifestyle choices (Goffman  1963 ; Devine et al.  1999 ). However, 
whereas HIV has been particularly associated with male homosexual behavior 
(Herek and Capitanio  1999 ), Hepatitis C has been particularly associated with 
injecting drug use (Blair and Blair  2003 ; Butt et al.  2008 ). According to Jones and 
colleagues ( 1984 ), the process of stigmatization is relational, which implies that 
different diseases can be stigmatized differently within different groups of people. 
Added to this, Ware and associates ( 2006 ) drew attention to the multiple and hierar-
chical experience of stigma in people living with HIV/AIDS, but the experience of 
multiple stigmas in HIV/HCV co-infected MSM has not been widely investigated. 
Research which has investigated the disclosure of Hepatitis C within everyday contexts 
found that it is not uncommon to receive a negative reaction (Hopwood et al.  2010 ). 
In HIV studies, some research suggests an association between stigmatization and 
transmission risk through non-disclosure (Novick  1997 ; Cusick and Rhodes  1999 ; 
Petrak et al.  2001 ; Klitzman and Bayer  2003 ), but the social interactions underlying 
these processes are still not well understood. 

 Goffman’s ( 1963 : 13) ground-breaking investigation defi ned stigma as “an attri-
bute that is signifi cantly discrediting.” Scrambler ( 1989 ) distinguishes between “felt 
stigma” which is an experience of internalized shame and a fear of being discrimi-
nated against for a culturally unacceptable attribute and “enacted stigma” which are 
experiences of actual discrimination (see also Chapters   1    ,   2    ,   3    ,   9    ,   12    ,   16     and   17     in 
this volume). Contemporary research argues for a conceptualization of stigma that 
goes beyond the notion of an individual attribute towards an understanding of stigma 
as a complex social process, shaped by interpersonal and structural dynamics, which 
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reproduces inequality and social exclusion within specifi c cultural contexts of moral 
experience and power relations (Link and Phelan  2001 ; Parker and Aggleton  2003 ; 
Yang et al.  2007 ; Butt  2008 ). Building on this framework, I focus on stigma as an 
emotionally driven phenomenon and this investigation will particularly explore the 
emotional context within which stigmatization processes occur. This approach is 
informed by an understanding of emotions “as complex physical, cultural and rela-
tional compounds” (Williams and Bendelow  1998 : 154), which bridge the gap 
between subjective consciousness, interpersonal interaction and social structure 
(Barbalet  2001 ).  

3     The Study 

 The research draws on in-depth interviews with nine HIV-positive gay men living in 
London who were either co-infected with HCV or who had cleared HCV infection 
by successful interferon treatment. The interviews begin with one broad question 
asking participants to tell the story of their experience of living with HIV/HCV co- 
infection. Once the story had been told, follow-up questions explored in particular 
the perceived differences in stigmatization of HIV and HCV within the gay com-
munity, and the impact of HCV on sexual practise. The interviews were digitally 
recorded, anonymized and fully transcribed. Participants were invited to review 
their interview transcript and participate in an ongoing analytic email dialogue to 
clarify the narrative and foster a collaborative co-construction of interpretation and 
meaning (Gubrium and Holstein  1995 ). After several readings of the transcripts an 
inductively derived coding frame of signifi cant themes emerged; these were sub-
jected to a constant comparative analysis (Strauss and Corbin  1990 ). The emergent 
themes were further explored in relation to the existing literature in accordance with 
the principles of adaptive theory (Layder  1998 ). In order to contextualize the 
research within the subculture discussed by participants, inquiry included an ano-
nymised content analysis of adverts posted on an internet dating site used by gay 
men to seek others for barebacking (intentional unprotected anal intercourse). 
Analysis of these adverts identifi ed references to Hepatitis C and explored differ-
ences in disclosure of HIV and HCV. 

 The sexual practises of the respondents included UAI, fi sting and group sex 
which sometimes took place in the context of recreational drug use. The participants 
are therefore characteristic of the HCV behavioral risk profi les identifi ed in Danta 
et al. ( 2007 ) and Schmidt et al. ( 2011 ). All participants tended to use HIV serosort-
ing as a strategy to enable UAI with sero-concordant partners and to reduce the risk 
of HIV transmission. The majority of participants used Internet dating sites to make 
contact with other HIV-positive men because they considered this medium facili-
tated identifi cation of suitable partners, sexual negotiation and disclosure. Several 
participants had successfully completed HCV treatment and therefore contributed 
insights from two different sero-status positions. The age range of the sample was 
32–43. Participants’ details have been anonymized and summarized in Table  18.1 .

18 The Hierarchical Experience of Stigma in HIV/Hepatitis C Co-infected Gay Men
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4        Findings 

4.1     Fear and Shame: The Emotional Burden 
of Hepatitis C Stigma 

 In this study, fear loomed large in the metaphors used to describe the Hepatitis C 
virus. So, for Simon it was “the silent monster” and for Steve, “the unspoken curse 
out there at the moment.” Kevin explained how this fear created a silence around 
Hepatitis C in the gay community:

  I think that Hep C is the big new elephant in the room. We sort of know it’s there but it 
seems more diffi cult to talk about than HIV … I think that gay men are afraid of Hep C and 
I think that’s because they don’t seem to know much about it, except maybe it kills you. 

   Participants attributed the fear of Hepatitis C to a range of factors including fear 
of death, contagion, interferon treatment, complicating existing HIV and a fear of 
the lifestyle restrictions that follow HCV co-infection:

  Hep C is stigmatizing because the treatment required is diffi cult. HIV has become less of an 
issue as people merely see it as an illness that is treatable by taking medication. (Steve) 

   The guy who rejected me had heard about the implications of co-infection. It’s very bad 
news because you have to stop drinking and taking drugs. So, it has big limitations on your 
lifestyle. (Tomas) 

   The fear that disclosure of HCV would result in sexual rejection was mentioned 
by several participants and particularly in relation to a fear of being excluded from 
practising barebacking with other HIV-positive men:

  People are scared of saying they are HCV-positive because you will be rejected. Full 
stop – no sex – end of. The big issue is that if you are HIV-positive you can bareback with 

  Table 18.1    Summary of 
participant demographics  

 Year of diagnosis  HCV treatment 

 David  HIV 1993  Yes, cleared 2005 
 HCV 1995 

 Steve  HIV 1999  Yes, 3 times, cleared 2009 
 HCV 2005 

 Simon  HIV 1998  No 
 HCV 2005 

 Tomas  HIV 2003  Yes, cleared 2005 
 HCV 2003 

 Kevin  HIV 1991  No 
 HCV 2005 

 Alain  HIV 1995  Yes, cleared 2009 
 HCV 2005 

 Pete  HIV 2008  Yes, cleared 2009 
 HCV 2008 

 Serge  HIV 1997  Yes, twice, cleared 2009 
 HCV 2003 

 Rob  HIV 2004  No 
 HCV 2008 
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other positive guys but if you have hep C then that throws a nasty spanner in the works and 
nobody wants that. This is the big fear and the reason why it is so stigmatized in the gay 
community. (Rob) 

   Shame often accompanied fear in the emotional experience of Hepatitis C stig-
matization. Kevin suggested that the shame attached to Hepatitis C was derived 
from its association with injecting drug use:

  Shame is defi nitely a factor I think because of the connotations of it being considered a 
junkies disease for a long time. 

   And for Simon, the internalized shame and fear of ‘felt stigma’ were more pain-
ful than the physical burden of the illness itself:

  I think how it makes you feel is worse than the actual thing itself … The fear of rejection, 
the fear of the stigma and all that is actually more toxic than the disease itself. I felt grubby. 
I felt scanky. I felt isolated. I felt lonely. I felt stupid for getting myself in that situation 
without being informed … and isolated without the same camaraderie of being just HIV- 
positive … It’s the shame: the shame, secrecy, stigma and everything else. 

   Several issues arise from these descriptions of the emotional experience of 
Hepatitis C stigmatization for co-infected HIV-positive gay men. In what follows, I 
identify a hierarchical stigmatization process in gay sexual communities which adds 
to the transmission risk of Hepatitis C among HIV-positive “serosorting” gay men.  

4.2     Hepatitis C Is More Stigmatized Than HIV 
in Gay Sexual Subcultures 

 From their experience of HIV/HCV co-infection, all of these gay men felt that the 
stigma attached to Hepatitis C was greater than the stigma attached to HIV. For 
instance, Pete suggested that:

  Stigma around Hep C is what HIV was in 1988. If you have Hep C you are a leper – one of 
the diseased unclean ones. 

   Participants were also aware of the relational dimension of stigma, as illustrated 
here in a comment by Steve who suggested that different social groups and subcul-
tures attach different degrees of stigma to the same virus:

  It is interesting that Hepatitis C seems to have the same stigma within the gay community 
as HIV in heterosexual world. 

   In addition, several participants also identifi ed divisions in the gay community 
according to viral sero-status.

  There are two communities; the HIV community and gay community. And there are two 
viruses. So, when you get something extra like Hep C you get extra stigma. You might feel 
okay about telling people about one virus in one community but not in the other. (Kevin) 

   Hep C is not yet owned by the gay community like HIV, and if it’s not owned, then it is 
outside and more stigmatized … Even within the gay community, and the HIV community 
too, it has created a “them and us” type of situation. (Steve) 

18 The Hierarchical Experience of Stigma in HIV/Hepatitis C Co-infected Gay Men
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   These comments suggest a hierarchy in the gay community stratifi ed by stigma, 
with HIV negative gay men on the inside, HIV-positive gay men in the middle, and 
HIV/HCV co-infected gay men on the highly stigmatized periphery.  

4.3     Hierarchical Stigmatization Makes Disclosing HCV More 
Diffi cult Than HIV in MSM Communities 

 All the participants in this study thought that Hepatitis C was more diffi cult to talk 
about in the gay community than HIV. Tomas acknowledged that the greater stigma 
attached to Hepatitis C in the gay community has created a fear of disclosure, but to 
break this silence would demand signifi cant courage to face the high risk of 
rejection:

  It takes a lot of courage. Sometimes, we don’t have the strength to gather that type of cour-
age … I have never had anyone disclose hep C to me in a sexual situation yet – the HIV 
yes – but not the hep C. And later, I have discovered some of those people I’ve had sex with 
sitting in the [HCV] clinic. 

   Steve identifi ed that there are barebacking and fi sting (which involves inserting a 
hand into the rectum) sexual subcultures within the gay community. These subcul-
tures are relatively “close knit”; disclosing Hepatitis C therefore carries the risk of 
being identifi ed without consent as a highly stigmatised carrier of Hepatitis C in the 
wider group. This could present a considerable risk to personal well-being:

  People seem more open about disclosing their HIV status than Hep C status … I think Hep 
C is the new HIV as it was in the early days. Fear of rejection, not only from sexual encoun-
ters but peers generally – like a leper – leads to fear of disclosure. And the close knit of 
barebacking and fi sting communities online means that word can spread quickly so people 
disappear from the online community and then reappear in synch with the end of [HCV] 
treatment. (Steve) 

   An effect of this stigmatization process is that co-infected gay men either decide 
not to disclose Hepatitis C or remove themselves from these sexual subcultures until 
they have successfully completed treatment and cleared the virus.  

4.4     Problems with Serosorting 

 HIV serosorting was used by all of the participants as a strategy to try and ensure 
that unprotected sexual practise took place with HIV sero-concordant partners and 
reduce the risk of HIV transmission. However, several participants described how 
Hepatitis C threatens the relative safety of HIV serosorting as a sexual health 
 strategy. David elaborated how:

  Having HIV is not such a big deal because I have been shagging mainly HIV men for a very 
long time. So, you have your bareback sex and don’t really think about it. It isn’t really an 
issue. But, this Hep C thing is a big issue. People are scared but nobody is talking about it. 

G.J. Owen
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   Alain discussed how serosorting was implicated as a factor in his own infection 
with HCV:

  I do serosort others, for a variety of reasons, and I could see how that would give a false 
sense of security as far as Hep C is concerned … I suppose in my case the false sense of 
security concerned people’s honesty and openness; I had been naïve in thinking that anyone 
who had been truthful about their HIV status would do the same for their Hep C status too 
… The Hep C situation on the scene is much like HIV was in the early days, so guys will 
avoid having sex with other guys who they defi nitely know have Hep C. though they tend 
to assume that guys don’t have Hep C if it isn’t mentioned. 

   Simon described the practical diffi culties of maintaining HCV transmission 
safety at a HIV-serosorted sex party:

  Trying to keep things safe at a sex party really is a palaver. I mean, it is a palaver one on one 
but then it is a doable palaver … But, try doing that with six people in a room; trying to keep 
track of what’s going where and who is doing what. You have to color code your dildos—
color code your gloves! 

   Several of the participants reported using Internet dating websites, some of 
which were specifi cally set up with options to disclose HIV status to facilitate mak-
ing contacts for barebacking with other HIV-positive men. However, a content anal-
ysis of one of these websites showed that disclosure of HCV was very rare although 
it was not uncommon for profi les to specifi cally mention being Hepatitis C negative, 
sometimes with the date of sero-testing. For example:

  Hep C negative from February 2011 and like to remain that way, please be honest about 
your status. 

   Many of the adverts posted by HIV-positive men explicitly stated that they would 
only bareback with other HIV-positive men:

  In shape, athletic poz guy. Hep C and STI negative (last tested February 2011). Only bare-
back with other poz guys. 

   Some were advertising for bareback group sex parties, which have been identi-
fi ed as a particular HCV transmission risk (Danta et al.  2007 ; Schmidt et al.  2011 ):

  Looking to arrange occasional bareback group meets. Must be reasonably in shape and STI/
Hep C free. 

   The hierarchical stigmatization of Hepatitis C within this barebacking subculture 
is illustrated in this advert:

  Horny poz guy looking for bareback sex. Please be Hep C negative. HIV-positive guys 
very welcome! 

   Some seemed to be placing great faith in HCV testing and disclosure as a strategy 
to prevent HCV transmission:

  As for Hep C, I’m negative and I know that for sure. Do you? 

   However, not everyone was convinced of the reliability of this testing and disclo-
sure strategy:

  Let’s face it lads, none of us can truly know our Hep C status if we bareback, but for the 
record I am Hep C neg as of Feb 2011. 
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   The high frequency of references to Hepatitis C on these profi les suggests 
heightened awareness of the risk of Hepatitis C transmission in this subculture. But, 
rather than avoiding the sexual practises in which HCV transmission may occur, users 
of these websites seemed to be relying on test and disclosure strategies. However, 
these strategies are unreliable because many people do not know they are infected 
(Health Protection Agency  2009 ), those who have tested negative for HCV may 
have subsequently sero-converted, and, as this research demonstrates, stigma makes 
it very diffi cult to disclose Hepatitis C.  

4.5     Moral Dilemmas in HIV/HCV Disclosure 

 Avoiding HEP C so please disclose your status. It’s your moral duty – It’s about mutual 
respect. 

 This advert from the barebacking website draws attention to the moral dimension 
of disclosure and sexual practise, raising the question of whether Hepatitis C disclo-
sure can be reduced to a simple “yes” or “no”? One participant told the story of an 
arrangement made online to meet a fellow HIV-positive man for unprotected sex in the 
context of recreational drug use. However, the interviewee did not disclose his HCV 
status until after sexual activity had started which resulted in immediate termination of 
the encounter with some bad feeling. I asked how he felt about the incident:

  Participant: Well, I felt guilty, of course. I felt angry. I felt guilty that I didn’t tell him before 
and angry that I put myself in that situation … Yeah, a lot of guilt, I think. 
 Interviewer: So, if you felt guilty afterwards about not saying something, what was it that 
might have prevented you from saying something earlier? 
 Participant: (pause) Well, fear of rejection mainly. 

   All of the men in this study spoke of complex competing considerations that 
infl uenced the outcome of their sexual negotiations. As well as a fear of rejection, 
several respondents also spoke of a fear of being excluded from a “camaraderie” of 
HIV-positive MSM. This camaraderie was an important source of intimacy and 
social support and could be expressed through the intimacy of unprotected sex. 
Nonetheless, many of the participants also spoke of a competing need to maintain 
moral integrity, a need which could be threatened by engaging in unprotected sex 
without disclosure of HCV, as explained by Alain:

  I decided to be open about hep C … I also think it’s important that anyone who has sex with 
me is aware. That way they can make a fully informed decision to have sex with me. 
Although understandable, being dishonest, either by omission or deceit seems to lack 
respect for either oneself or for others. I felt I would rather live with no sex life at all, than 
have that on my conscience. 

   These dilemmas are summarized by two participants who refl ected on the asso-
ciation of stigma and the silence of non-disclosure:
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  Stigma silences things and that allows more stigma to build in that silence. But, you can 
understand why people have to remain silent because the stigma is there in the fi rst place. 
It’s a chicken and the egg type thing. (Simon) 

 Well it’s a circle of silence. You don’t say anything and I don’t say anything and every-
body is happy. But of course, looking at it the other way, you don’t say anything and I don’t 
say anything and everybody is unhappy. The silence creates a lot of problems. It just takes 
breaking that circle to create a ripple effect, but it’s breaking that circle which is diffi cult. 
(Tomas) 

5         Discussion 

 This chapter has examined the emotional burden of stigma in HIV/HCV co-infected 
gay men. All of the participants experienced Hepatitis C as more stigmatized than 
HIV within the gay community. The effect of this hierarchical stigmatization was to 
make HCV more diffi cult to disclose than HIV. This complicated sexual negotiation 
was set within a context of a “barebacking” gay sexual subculture where HIV sero-
sorting was used as a risk reduction strategy. The outcomes of this stigmatizing 
process included feelings of social exclusion, threats to moral integrity and a pos-
sible HCV transmission risk. 

 A model illustrating the hierarchical stigmatization process and the resultant 
marginalization of HIV/HCV co-infected gay men can be constructed from the data 
(Fig.  18.1 ). Following the conceptualization of stigma as a social process by Parker 
and Aggleton ( 2003 ), the model situates the MSM community as a marginalized 
group within society. The outcomes of stigmatizing processes for the individual are 
located within the context of a gay sexual subculture which is structured by social 
power, for according to Parker and Aggleton ( 2003 : 18), power “stands at the heart 
of social life and is used to legitimize inequalities of status within the social 
structure.”

   The stigmatization of people according to health status is one way in which soci-
eties and communities become stratifi ed. The model illustrates how stigmatization 
is a complicated social process drawing boundaries between groups and tending to 
increase the burden of social exclusion and isolation for those most marginalized by 
multiple stigmas. The dividing effect of HIV/AIDS stigma within gay communities 
has previously been noted by Dodds ( 2006 ) and Courtenay-Quick et al. ( 2006 ). The 
notion of a hierarchical stigmatization process is supported by Ware and colleagues 
( 2006 : 908), who found that “for many people living with HIV/AIDS, stigma is not 
only double, but multiple and hierarchical.” 

 The model is also used to account for the emergent concept of a “camaraderie of 
 just  being HIV-positive” as described by one of the study participants. Siconolfi  and 
Moeller ( 2007 : 46) identify serosorting as a practise that helps to reduce stigma for 
some HIV-positive individuals by reinforcing “a sense of community and connect-
edness” through shared intimacy with other HIV-positive men. My fi ndings suggest 
that one of the outcomes of the hierarchical stigmatisation process is to separate 
co-infected gay men from this camaraderie, thereby increasing “felt stigma” and 

18 The Hierarchical Experience of Stigma in HIV/Hepatitis C Co-infected Gay Men



318

social isolation. This suggests that stigmatization processes can both reinforce and 
disrupt the supportive camaraderie experienced within gay sexual subcultural 
communities. 

 This model, then, describes the  process  of hierarchical stigmatisation. But, what 
about the  effects  of this process? These can be demonstrated by a second model 
(Fig.  18.2 ) which builds on Kevin’s description of Hepatitis C as “the big new ele-
phant in the room” –  a silent circle  model of sexual transmission of Hepatitis C 
(Owen  2008 ). The model proposes that fear of HCV contagion causes Hepatitis C 
to be stigmatized in gay sexual subcultures. This can lead to experiences of sexual 
rejection when HCV is disclosed. Sexual rejection can trigger feelings of fear and 
shame, which, in turn, can lead to silence and non-disclosure. This creates a HCV 
transmission risk in the sexual contexts described by Schmidt and colleagues ( 2011 : 
7) and supports recent research fi ndings that HIV serosorting parties are an emerg-
ing risk environment for STI transmission (Clatts et al.  2005 ; Gotz et al.  2005 ). As 
well as revealing how stigma can silence the disclosure of HCV, the fi ndings also 
suggest that sexual decision making is a complicated process requiring a balancing 
of the desire for connection with other HIV-positive men against threats to moral 
integrity that accompany non-disclosure of HCV (Fig.  18.2 ).

   Recent research investigating the negotiation of barebacking by HIV-positive 
gay men found that experiences of rejection and HIV-related stigma inclined some 
gay men towards participation in casual sex environments where communication 
and disclosure were not the norm (Bourne et al.  2009 ). Further research is needed to 

Stigma outcomes
(‘Felt stigma’)

1. Emotional reactions: shame,
fear, anger

2. Status loss/ feeling devalued
3. Social isolation

4. Disclosure avoidance
5. Threats to moral integrity

6. Threats to health and wellbeing

Stigmatizing processes
(‘Enacted stigma’)
1. Fear of contagion
2. Labeling and stereotyping
3. ‘Othering’
4. Discrimination
5. Rejection
6. Marginalization
7. Social exclusion

Society
Social power,

cultural values, &
competing groups

HIV/HCV co-infected MSM

HIV-positive MSM

Uninfected MSM

MSM Sexual Subcultures

Increasing
stigma

Increasing 
marginalization

  Fig. 18.1    A process model of the hierarchical stigmatization of HIV and Hepatitis C in an MSM 
sexual subculture       
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Hepatitis C
“The big new elephant in the room” 

  Fig. 18.2    Silent circles: stigma and Hepatitis C transmission risk among HIV-positive gay men       

explore whether HIV/HCV co-infected gay men are also inclined to participate in 
anonymous sex environments in order to avoid the harmful consequences of being 
stigmatized when HCV is disclosed. In this study, responses to being co-infected 
included non-disclosure of HCV, disclosing HCV and risking rejection, and with-
drawing from sexual activity until HCV treatment had been successfully concluded. 
Further investigation is required to understand the factors which infl uence these 
responses by HIV/HCV co-infected gay men. 

 This study highlights the need for public health campaigns that encourage gay men, 
and in particular HIV-positive gay men, to question the relative safety and reliability of 
strategies involving serosorting and presumed HCV disclosure. Prevention efforts need 
to focus on providing clear information about the routes of HCV transmission and the 
associated sex-related practises. There is a pressing need for community- level interven-
tions to reduce the stigma surrounding Hepatitis C in the gay community. The history 
of our experience of HIV has shown that gay community mobilization is an essential 
starting point for effective sexual health programs (Watney  2000 ; Weeks  2000 ). The 
problem of Hepatitis C needs to be empathetically owned as a gay community issue. 

 This chapter has explored the stigmatization of Hepatitis C within a specifi c gay 
sexual subculture. Despite the limitations of sample size, the research is offered as 
a contribution to understandings of stigma as a social process by constructing 
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empirically grounded models that illustrate “how some individuals and groups come 
to be socially excluded,” and identify some of the “forces that create and reinforce 
exclusion in different settings” (Parker and Aggleton  2003 : 16).     
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1            Introduction 

 The demographics of the HIV/AIDS epidemic has evolved over the last few decades 
in the United States from a disease that initially affected largely white homosexual 
men to a disease that is now infects predominately African Americans and Latinos 
(see also Chaps.   9     and   11     in this volume). By the end of 2007, African Americans 
made up nearly half (45 %) of all 10 cases of HIV (Henry and Kaiser Family 
Foundation  2002 ; Centers for Disease Control and Prevention  2010 ). Additionally, 
geographic changes have also occurred as the disease has shifted from those living 
predominately in urban and large metropolitan areas in the Eastern and Northwestern 
United States (USA) to now include the Deep South as well as rural areas. 

 For example, in Alabama in 2010, African Americans made up 71 % of new 
cases of HIV, with many of these cases in rural counties (Alabama    Department of 
Public Health  2009 . Additionally, Southern states such as North and South Carolina, 
Georgia, Alabama, Mississippi, Louisiana, Arkansas, Texas, and Florida now 
encompass the region of the United States where the epidemic is increasing, while 
other regions in the United States are seeing decreasing or stabilized new cases of 
HIV (Southern Manifesto Update  2008 ).  

 Those who are older, ages 50 and above, and living with HIV/AIDS are also on 
the rise in the United States since the beginning of the epidemic. For example, 
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between 2003 and 2007, the annual estimated number of individuals aged 50 and 
older living with AIDS increased more than 60 %. In 2006, new HIV infections in 
persons age 50+ accounted for 5,800 or 10 % of new infections, representing an 
infection rate of 6.5 per 100,000. Most importantly, the infection rate among those 
aged 40–49 and relatively high survival rates suggest that the number of older per-
sons living with HIV/AIDS will continue to steadily increase (Center for Disease and 
Prevention Control Surveillance Reports  2007 ; Population Research Bullentin  2009 ). 

 Within this subpopulation, disparities do exist. For example, of all older adult AIDS 
cases in the United States, more than half (55 %) are among African Americans and 
Hispanics. Among older men diagnosed with AIDS, 51 % are African American 
and Hispanic. Among older women diagnosed with AIDS, 73 % are African 
American and Hispanic. Nationally, African American women account for approxi-
mately 11 % of the total female population aged 50 and older (United States Census 
Bureau  2001 ), yet account for more than 50 % of AIDS cases and more than 65 % 
of HIV infections among women in the same age group. These disparities appear to 
be even more pronounced in the rural Deep South (Winningham  2006 ). 

 There are many theories as to why these demographic shifts have occurred. 
Socio-behavioral issues such as poverty, poor housing, limited HIV prevention 
education, and lack of infected person’s early knowledge of their HIV status may 
either directly or indirectly increase the risk for HIV infection and affect the 
health of people living with HIV, which may be more predominant in the South. The 
literature cites that older adults often under-perceive their risk for contracting HIV 
(Jackson et al.  2005 ; Winningham  2006 ). Other theories for why the disease is 
increasing in the South include (1) unequal funding for HIV/AIDS treatment and 
prevention in the South based on initial demographics and (2) poor healthcare 
access infrastructure in the South, which is largely rural, including poor public 
transportation systems for those who do not have access to transportation (Southern 
Manifesto Update  2008 ). Additionally, although there are interventions that are 
aimed at African Americans, particularly high-risk groups, such as men having sex 
with men (MSMs) and intravenous drug users (IVDU), none are tailored to the 
Deep South or to older adults, the population group where the epidemic continues 
to increase. 

 Increasingly, the literature has also reported HIV/AIDS-related stigma as a bar-
rier for HIV/AIDS prevention worldwide, with a few researchers concentrating their 
efforts on older adults in the United States (Emlet  2007 ; Hillman  2007 ; Cornelius 
et al.  2008 ). Despite these limitations, there is beginning to be a body of literature 
that is addressing this area and has speculated that religion may play an important 
role in fueling HIV/AIDS-related stigma (Lichtenstein  2006 ; Parsons et al  2006 ; 
Foster  2007 ; Foster and Gaskins  2009 ). 

 In this chapter, we review the literature of HIV/AIDS-related stigma in African 
Americans in the Deep South and then explore this topic in the context of two recent 
studies conducted by the authors. The fi rst study (which we will call the  Older AA 
HIV Study ), characterizes how older African American persons living with HIV 
manage their disease through their own personal spiritual lens, despite perceived 
stigma from organized religion. The second study (which we will call the  AA Church 
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Leader Study ) examines both positive and negative infl uencers on whether African 
American pastors and church leaders will conduct HIV/AIDS prevention activities 
within their congregations. It is hoped that the chapter will provide a better under-
standing as well as potential interventions for the management of HIV/AIDS-related 
stigma in the Deep South United States.  

2     Theoretical Context 

 The overall theoretical context of both studies is based on the foundational work of 
Goffman. In the book  Stigma: Notes on the Management of Spoiled Identity  
published in 1963, Goffman provides a defi nition of stigma as “an attribute that is 
deeply discrediting within a particular social interaction.” His explanation of stigma 
focuses on the public’s attitude toward a person who possesses an attribute that falls 
short of societal expectations. The person with the attribute is “reduced in our minds 
from a whole and usual person to a tainted, discounted one” (see Chaps.   1     and   2     in 
this volume). Goffman further explains that stigma falls into three categories:

    1.     Abominations of the body —various physical deformities   
   2.     Blemishes of individual character —weak will, domineering or unnatural pas-

sions, treacherous and rigid beliefs, or dishonesty. Blemishes of character are 
inferred from, for example, mental disorder, imprisonment, addiction, alcohol-
ism, homosexuality, unemployment, suicidal attempts, or radical political 
behavior   

   3.     Tribal stigma of race, nation, and religion —beliefs that are transmitted through 
lineages and equally contaminate all members of a family (Goffman  1963 ).    

  Because the fi rst study targets older African Americans living with HIV/AIDS in 
Alabama, the work of Emlet ( 2006a ,  b ) expands the original work of Goffman. He 
has conducted numerous studies on HIV/AIDS-related stigma in older adults 
infected with HIV/AIDS and has developed a theoretical framework or model that 
targets this subpopulation. The framework includes the interaction between ageism 
and HIV-related stigma and makes the diagnosis complicated and multifaceted. 
Emlet describes rejection, stereotyping, and feelings of loneliness as being a part of 
this intersection in older adults infected with the disease. Additionally, a fear of 
contagion that is stigmatizing, violations of confi dentiality, and protective silence 
are hallmarks of stigma, while employment discrimination, internalized ageism, 
comorbidity and practical management of HIV, and other chronic diseases, as well 
as late diagnosis, are hallmarks of ageism (Emlet  2006a ,  b ). 

 The use of faith-based interventions in HIV/AIDS prevention is increasing, 
particularly targeted at adolescents and high-risk behaviors such as substance abuse 
(Mertz  1997 ; MacMaster et al.  2007 ; Francis and Liverpool  2009 ). Although more 
and more studies target faith-based leaders in HIV/AIDS prevention, very little 
make the connection with stigma, particularly in rural communities in the South. The 
second study targets African American (AA) pastors and leaders living in Alabama 
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and potential HIV/AIDS-related stigma in relation to their HIV/AIDS prevention 
activities, which specifi cally targets this population in relation to stigma. However, 
based on empirical and experiential work of the fi rst author, a theoretical framework 
has been published that describes general community-related stigma in the Deep 
South. In the model, stigma, fear, and denial are elements that emerge in rural African 
American communities in relation to HIV/AIDS. The author suggests in this frame-
work that community empowerment around HIV/AIDS in African American rural 
communities, cultural competence skill development of healthcare providers and 
church leaders, and social action of communities affected by the disease could decrease 
stigma, fear, and denial as barriers to prevention (see Fig.  19.1 ) (Foster  2007 ).

3        Older AA HIV Study 

 A study on stigma in older African Americans with HIV/AIDS was conducted in a 
Southern state. The research design was a mixed methodology design incorporating 
focus groups and two quantitative stigma instruments: the Self Perceptions of HIV 
Stigma Scale and the Stigma Impact of HIV Scale. Four focus groups were con-
ducted with 24 African American men and women aged 50 or older with a confi rmed 
diagnosis of HIV. Demographics of the sample included: (a) the mean age of participants 
was 57; (b) 7 % were male, and 30 % were female; (c) the majority (96 %) of 

  Fig. 19.1    Theoretical model of stigma, fear, denial (SFD) of HIV/AIDS African Americans in 
rural Alabama       
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participants were unemployed (not working or retired); (d) 74 % received food 
stamps, and 80 % had an annual income <$20,000; and (e) the majority (62 %) had 
at least a high school education or less, and 57 % resided in nonmetropolitan areas. 

 Participants were recruited through AIDS Service Organizations. An average of 
six participants attended each focus group session, which lasted 1½–2 hours. The 
group discussions were audiotaped then transcribed for analysis. The two stigma 
instruments were completed by participants prior to the group discussions. The  Self- 
Perception of HIV Stigma  is a 13-item questionnaire that measures self-perceptions 
of HIV stigma resulting from participants’ HIV/AIDS diagnosis. It uses a Likert- 
type scale (1 = Not at all, 2 = Rarely, 3 = Sometimes, and 4 = Often). Higher scores 
indicate greater perceived stigma. Items were drawn from and approved by focus 
groups with women with HIV as well as consultation with experts in the fi eld and 
others infected with the disease to support the instrument’s validity. Emlet ( 2005 ) 
assessed the tool and reported a reliability coeffi cient of 0.83 for the overall scale. 
 The Stigma Impact of HIV  is a 24-item scale with four subscales assessing the expe-
rience of stigma (social rejection, fi nancial insecurity) and the internalized experi-
ence of being stigmatized (internalized shame, social isolation). Questions utilized 
a fi ve-point Likert-type scale (1 = Strongly Disagree, 2 = Disagree, 3 = Undecided, 
4 = Agree, and 5 = Strongly Agree). Items in each of the subscales were summed and 
averaged for comparison. Reliability ranged from 0.85 to 0.90 on the subscales (Fife 
and Wright  2000 ). 

 Results of focus group discussions revealed four major themes: disclosure, 
stigma experiences, acceptance of disease, and the need for HIV/AIDS education. 
Other key fi ndings from the study included:

•    Most participants’ experienced “internalized stigma” but little “external stigma.” 
In other words, in analyzing both stigma scales, the participants reported from 
the Self Perceptions of HIV Stigma Scale that they rarely or did not experience 
stigma. In the stigma impact of HIV Scale, the only subscale with scores statisti-
cally signifi cant of stigma was the internalized shame scale with a mean score of 
3.28. With the exception of the question, “I feel others are to blame for my 
illness” (33 % of participants agreed or strongly agreed), more than 60 % of 
participants agreed or strongly agreed with each question. Although there was a 
wide variance in participants most likely disclosed to, female relatives such as 
mothers and sisters were more likely to be the recipients of disclosure than male 
relatives. Additionally, persons who appeared to be tolerant or knowledgeable 
about HIV/AIDS (i.e., healthcare professions) were more likely to be the recipients 
of disclosure.  

•   A lack of external stigma was closely linked to fact that most participants had not 
disclosed their disease to anyone outside of a close knit circle of selected close 
relatives, friends, and healthcare workers.  

•   Organized religion settings such as church were perceived by most participants 
to be a major source of HIV/AIDS-related stigma.  

•   Non-organized religious settings, spirituality, or a personal relationship with a 
higher being appeared to be associated as desired by participants and as a major 
source of strength of participants in the management of their disease.     
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4     AA Church Leader Study 

 This study was conducted in two phases. In phase I of the study, in-depth interviews 
were conducted with eight African American pastors in rural Alabama. Interviews 
asked about their current and past HIV/AIDS prevention activities as well as their 
own and peer’s attitudes, beliefs, and barriers around HIV/AIDS. 

 Key fi ndings from in-depth interviews include:

•    Although most pastors had not conducted HIV/AIDS prevention activities within 
their congregations, most were very open to it.  

•   There appeared to be both negative and positive infl uencers as to whether the 
pastors conducted HIV/AIDS prevention activities. For example, negative infl u-
encers included (1) theological tension between prevention and risk behaviors 
such as sexual promiscuity, adultery, and drug use—it was hard to some pastors 
to reconcile moral issues associated with condom use in non-married persons; 
(2) generalized ignorance about the disease and its prevention; and (3) stigma 
and fear associated with the disease because it is a health issue, not church issue. 
Positive infl uencers included: (1) reverse migration of many participants from 
larger metropolitan areas outside of the Deep South back to Deep South, suggest-
ing greater access to HIV/AIDS education and infected persons; (2) proximity to 
those in healthcare occupations, either pastors in health-related fi elds or their 
spouses; and (3) whether or not they had a health-related ministry at church—
some had developed health awareness ministries as a part of a national directive 
(denominational directives).    

 In light of phase I results, a written survey was developed and administered to 36 
church leaders at a statewide church conference. The survey asked eight questions 
ranging from pastors’ interest in prevention, and if there was no interest, they were 
asked to explain why and what their HIV/AIDS experiences had been, including 
where they obtain their AIDS information; infl uencers in HIV/AIDS prevention; 
whether they have a health-related ministry and a description of it; and whether they 
have members who have been affected and whether they have visited or performed 
ministerial duties for affected members or their families. 

 The survey revealed several issues including:

•    Most church leaders are very receptive to HIV/AIDS prevention activities within 
their congregations.  

•   Church leaders receive their information about HIV/AIDS from a variety of 
sources, including television, brochures, and radio.  

•   More urban church leaders knew someone infected with disease than rural church 
leaders.  

•   There may be a correlation with providing ministerial services to those affected 
and whether they know someone infected or what their occupation is.     
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5     Main Issues 

5.1     The Role of HIV/AIDS-Related Stigma in Rural 
African Americans 

 The studies highlighted in this chapter explored two types of HIV/AIDS-related 
stigma. The fi rst characterized stigma from the viewpoint of those living with the 
disease. The written surveys revealed that internalized shame accompanied peo-
ples’ HIV/AIDS diagnosis, with very little external stigma being reported. The 
internalized shame is also important because of the implications it has on manage-
ment of HIV/AIDS patients who are older. Because these patients often have other 
chronic illnesses, and the manifestation of their disease is different from their 
younger counterparts, strategies to manage and support those infected will be 
important. 

 The other type of HIV/AIDS-related stigma is community stigma. The literature 
has spent much more time in characterizing the stigma associated with the HIV/
AIDS patient caregivers and close contacts (Herek et al.  1998 ) and much less on the 
stigma associated community-wide. Although the second study reported that church 
leaders in the rural South do not appear to have resistance to conducting HIV/AIDS 
prevention activities within their congregations, the study also revealed that very 
few are actually conducting prevention activities. Thus, the issue of translation of 
knowledge into practise is an area of research that is needed. 

 For example, after completing the study, the author volunteered to provide HIV/
AIDS education to each of the eight pastors interviewed. Only 2/8 or 25 % of 
pastors scheduled a session. Additionally, another pastor who invited the author to 
present at his church reneged on his promise when the researcher showed up at a 
church session. Hence, although the potential for partnerships is great, the time 
involved with establishing trust and overcoming these barriers will have to play itself 
out. Perhaps, forging ahead with a few pilot partnerships between healthcare 
providers and faith-based leaders who may be ready to provide prevention educa-
tion can begin to build capacity for prevention in these communities. 

 The other interesting scenario that was revealed in both studies was the migra-
tion of many African Americans back to the Deep South from larger metropolitan 
areas in other parts of the country. The fi rst African American migration took place 
after the emancipation of slavery. Large numbers and droves of freed slaves left the 
South in order to pursue employment and better opportunities for themselves and 
their families. This migration increased in the Jim Crow era, 1940s–1960s, where 
institutionalized racism persisted in the South, driving many African Americans out 
(Reich  2006 ). 

 In the last several decades, there has been a reverse migration of African 
Americans back to the South for various reasons, including to take care of family 
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members and retire on home or family land (Frey  2004 ). Several of the participants 
in both studies were reverse migrators. Therefore, their role in HIV/AIDS aware-
ness, education, and prevention has not been explored. For example, a few of the 
participants in the fi rst study who were public about their HIV/AIDS status were 
transplants. Additionally, several of the pastors who were interviewed in the second 
study were also transplants and were very knowledgeable about HIV/AIDS and 
receptive to conducting HIV/AIDS prevention within their congregations. 

 Such demographics may need to be teased out to see what role they are currently 
playing in HIV/AIDS prevention and treatment and what future role they may 
play. This certainly formed a context for perhaps not just viewing some of the 
barriers that faith-based leaders may have in conducting HIV/AIDS prevention in 
their communities but instead viewing some of the strengths that such subpopulations 
may play in prevention activities. 

 Focus group discussions revealed that very few participants had publically told 
people of their diagnosis outside of very close relatives, friends, and healthcare 
workers, suggesting that community disclosure was tightly linked to stigma (see also 
Chaps.   5     and   11     in this volume). Although this has also been reported in other stud-
ies, (Sowell et al.  1997 ) the characterization of community disclosure in rural African 
American communities in the Deep South should be further explored. It may play a 
signifi cant role in why the larger community may be in denial about how bad the 
HIV/AIDS epidemic is in this area of the country because many in the community 
may not personally know anyone who is affected. Skill building around helping 
older adults living with HIV/AIDS to publically disclose could be helpful in HIV/
AIDS advocacy for this population and for the community. Additionally develop-
ment of additional strategies to decrease community stigma using this subpopulation 
could also be useful.  

5.2     Awareness of HIV/AIDS in AAs in the Deep South 

 Both studies highlight a generalized lack of awareness of the increasing epidemic of 
HIV/AIDS in African Americans in the Deep South. Most of the older participants 
living with HIV/AIDS in the fi rst study did not actively seek HIV testing, and were 
unaware of their risk. Study participants also expressed frustration at the commu-
nity’s generalized lack of knowledge about the current epidemiology of the disease 
in their own community, as well as general AIDS information. Of course, some of 
the issues around stigma, fear, and denial may prohibit the community from access-
ing information about HIV/AIDS. Thus, the stigma issues and community HIV/
AIDS awareness are closely linked. 

 The second study just briefl y surveyed church leaders about where they access 
their information about HIV/AIDS from. Short-term access venues such as bro-
chures, television, and radio were given most often as choices. More long-term 
venues such as formal training sessions were not. Current diffusion evidence-based 
strategies or evidence-based strategies rely on long-term and multiple sessions. 
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Such strategies may not be infi ltrating rural Southern communities well and may not 
be practical or effective. Testing interventions that are short and accessible are 
needed. Additionally, there are no strategies that target minority older persons in the 
United States. Such interventions could be helpful. 

 Based on the fi rst study and previous reports, there are very few African Americans 
in the rural South who are public about their HIV/AIDS status. Therefore, it is theorized 
that many in the community do not know persons who are infected (Foster  2008 ). This 
appears to be true in our fi rst study, where a lack of public or community disclosure was 
tightly linked to a negative perception of being stigmatized. In our second study, many 
more urban participants personally knew someone infected. The literature does not 
make a strong correlation between HIV/AIDS personal knowledge and preventive 
health behaviors. This has not been studied well in African American rural populations. 
We provided some baseline data that suggests that those who personally know someone 
infected are more willing to conduct HIV/AIDS prevention activities. Additionally, 
other factors such as service occupations, specifi cally health-related fi elds, may make a 
person more willing to conduct prevention activities. We saw that thread in our in-depth 
pastor interviews where some of the pastors’ wives were in the health fi eld (i.e., nurses). 
Looking at the infl uence of the spouse’s occupation on health behavior has not been 
studied and might be interesting to target specifi c pastors in HIV/AIDS prevention. 
Whether they conduct HIV/AIDS prevention activities remains unknown.  

5.3     Opportunities to Address Community-Based Stigma 
Through Faith-Based Strategies 

 One of the most poignant fi ndings in the fi rst study was that when participants were 
asked the location where they experienced stigma the most, many stated organized 
religion or church. At the same time, most identifi ed their spiritual beliefs and 
practises as a major source of emotional support. Spiritual practises such as prayer 
and even going to church occasionally gave them comfort and reenforced purpose 
in their lives. Other studies have reinforced the importance of spiritual beliefs and 
practises in coping with HIV disease and adherence to treatment (Vyanvaharkar 
et al.  2007 ). 

 The importance of the Black church for the African American community has 
been documented (Billingsley and Caldwell  1991 ; Billingsley  1992 ). Partnerships 
with health practitioners and public health and African American faith-based com-
munities has been proven to improve health outcomes in a variety of illnesses and 
health behaviors, such as tobacco control, cancer, and heart disease, especially 
where health disparities exist (Sutherland et al.  1992 ; Becker et al.  2001 ; Oexmann 
et al.  2001 ). Increasingly, use of faith-based partners in HIV/AIDS prevention activ-
ities has been cited (Baker  1999 ; Agate et al.  2005 ; Centers for Disease Control 
 2006 ; McNeal and Perkins  2007 ; Griffi th et al.  2010 ). The second study highlights 
how these partnerships could be used in HIV/AIDS prevention in the rural Deep 
South. Use of health-related ministries, targeting those pastors who may have a 
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disposition to conducting prevention, such as those who have migrated from larger 
cities where access to HIV education may be more prevalent, those who have health 
backgrounds and careers or who are married to those in the health fi elds, or other 
indicators could be used to more specifi cally target the community. 

 Additionally, the church might be a perfect target to increase awareness specifi -
cally about risk for HIV/AIDS in older persons. The demographics of many rural 
churches are predominately female and over the age of 50 (Sussman  2004 ). Perhaps 
education that targets this subpopulation may be less controversial in terms of 
other subpopulations such as men who have sex with men (MSMs) or intravenous 
drug users (IVDUs). A focus more on heterosexual risk reduction targeting this age 
group may be perceived less negatively by the community and particularly the 
church community. Such an approach could enable an entry point into rural com-
munities to start the HIV/AIDS prevention message and expand into other sub-
populations and risk behaviors over time. 

 One of the other lessons learned from the second study was that HIV/AIDS pre-
vention, education, and training of pastors and church leaders with their peers would 
probably be most effective. Additionally, evaluation of these programs also is 
needed to translate best practises. Denominational differences probably do occur, so 
delineation between denominations, gender and age differences, church size, and 
church structure could also be helpful. 

 Although the pastor’s infl uence in programming in a church is often essential, 
the study indicated that there may be other infl uential persons within congregations 
who could plan and conduct HIV/AIDS education. During the in-depth interviews 
with pastors, a few pastors indicated that they would be more comfortable if the 
impetus for HIV/AIDS prevention came from church leadership and membership 
and not from them. Therefore, other structures within the church need to be explored. 
Certainly, health-related ministries appear to be a great avenue, including traditional 
nurse’s guilds and missionaries. Although many of these ministries are often led by 
women, women may play an important informal leadership role in rural African 
American churches in the Deep South, where many of the top leadership roles are 
traditionally held by men (i.e., pastors, ministers, deacons, trustees). The develop-
ment of HIV/AIDS ministries within congregations also needs to be explored within 
this subpopulation. Through whatever organizational unit, building the capacity of 
the community and, in particular, faith-based communities, through lessons learned 
in these studies, would be the ultimate goal.   

6     Conclusion 

 These studies indicate the importance of better characterization of HIV infection in 
older African American adults living in the Deep South, particularly in rural areas, 
and better characterization of how partnerships with faith-based communities could 
be used to build the capacity of these communities to prevent future disease. These 
studies also indicate the great need for future research in this area in order to 
decrease the epidemic in this region of the United States.     
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1            Introduction 

   The thing is that the circumstances in which we were all infected are different, and yet vertically, 
at some point we get connected, by HIV and by experiences, and we sit at the same table 
we look at each other in the eye with some degree of understanding that we are headed in 
the same direction. Some of us have not yet experienced the level of stigma as others, but 
the path is the same, the issues we will face are the same, and resolving those issues will be 
different depending on circumstances. Through sharing and realizing that the problem 
exists, we will hopefully have some perspective. The project allowed people living with 
HIV to link and to reconnect with each other and initiated the process of fi nding a solution, 
not for now, but maybe later. (Researcher, UK, March 2011) 

   In 2004, in the shower of a sunny suburban fl at in central London, the idea for  The 
People Living with HIV Stigma Index  (Stigma Index) began to take root. 1  Although 
the idea would grow and gain shape and defi nition over many years due to the 
insights of many different people around the world, in essence, the idea was for a 
community-based research initiative to fi ll a gap in our understanding about how 
people living with HIV experience stigma in everyday life and to what aspects of 
identity and/or settings it is attached. Unusual and ambitious, the idea had a twist—
that it would not be traditionally researched, as something done by academics or 
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1    Kevin Osborne, the Senior Advisor for HIV with IPPF, had the idea after many years of experi-
ence as an activist and manager as part of the response to HIV—internationally as well as in South 
Africa. He has been the driving force behind the consultations and partnerships established for the 
idea to grow and take shape.  
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people wearing white coats or even people necessarily with a university education. 
From the beginning, it was an initiative by and for people living with HIV—a 
research tool that could be just as meaningful in the process of its implementation 
as in the depth and robust nature of its analytical enquiry. 

 Many of the people whose lives would be touched by the Stigma Index in the 
years that followed had not the slightest inkling, in 2004, of the journey ahead. 
Alastair, the lead facilitator of the Stigma Index in the UK, was an actor and dancer 
in London’s West End and facilitating professional development training during the 
day. David, a coinvestigator and driving force behind the roll-out of the initiative in 
Malawi, was the Controller of Programmes for Radio 1 with the Malawi Broadcasting 
Corporation (MBC). Pamela, the UK data entry manager, was studying and volun-
teering with an HIV organization in South London and was going through the initial 
entry process for the Royal Navy. And Faith, who was to become one of the core 
partners and life story interviewers with the initiative in Malawi, was working as a 
nurse and project offi cer with a local sexual health clinic. These four people—with 
their very different lives, backgrounds, beliefs and experiences—alongside many 
others in the peer-led research teams (between 20 and 35 in each country), would 
devote their energy, compassion and commitment to implementing the Stigma 
Index in the UK and Malawi more than 5 years later. 

 By “walking the talk”, as an initiative by and for people living with HIV working 
in an inclusive and non-stigmatising way, the Stigma Index can be seen as part of an 
evolving research paradigm—performative social science—that essentially seeks to 
“perform” the desired outcomes of the research while also reporting on the process 
and results (Haseman  2006 ). 

 This chapter consolidates some insights about the process of the Stigma Index 
from two very different countries and contexts in terms of culture, wealth, religion, 
location as well as HIV profi le—the United Kingdom (UK) and Malawi—and 
explores the notion of performative research through a discussion of power, partici-
pation and social change. The chapter does not review the detailed fi ndings from the 
Stigma Index research nor does it explore the degrees and realities of stigma in these 
two very different contexts. 2  Rather, it focuses on the refl ections shared by some of 
the research team in both countries and their experiences of being involved in a 
common initiative—one that has a framework similar enough to be comparable but 
fl exible enough to be adapted to the local context. The quotations presented here 
come from the notes, diaries and refl ections documented from the team members. 3  
These inform a review of the process of implementing an action-oriented research 
initiative, by and for people living with HIV, as a model for both understanding and 

2    National reports of the complete results from each country and future publications will present the 
details of the fi ndings related to settings, degree and experiences of stigma. Although a composite 
index has been developed for the results from the Index, the national data should not be compared 
between countries (only within) given the different sampling approaches adopted in each country 
context.  
3    In the UK, from a refl ection and evaluation workshop convened in December 2009 and written 
refl ections collected in February 2011; in Malawi from a mid-process and end of collection refl ec-
tion meeting held in November 2010 and March 2011, respectively.  
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addressing stigma. In conclusion, the potential of the initiative is explored as a 
transformative model for generating personal and social change in tackling HIV- 
related stigma. 4   

2     Power to Change 

 Recent shifts in three crucial areas—approaches to community development, 
to understanding human rights and to valuing the perspectives of people most 
affected in policy debates—have begun to recognize the agency and integral role 
that actors have in their own development and processes of change. 

 For development, this has been triggered by the evolution of participatory 
approaches, which draw on Freirean notions of self-critical awareness (conscien-
tização) and a belief that “refl ection—true refl ection—leads to action” and that 
“oppressed” people themselves hold the key to their own development and sustain-
able social change (Freire  1972 : 48; Freire  1974 ; Chambers  1997 ,  2008 ). 5  

 For understanding human rights and indeed documenting human rights viola-
tions, this has been triggered by an increasing recognition of “actor-oriented” 
approaches. 6  Increasingly, the notion of human rights has been reframed as “shaped 
through actual struggles informed by people’s own understandings of what they are 
justly entitled to” (Nyamu-Musembi  2002 : 1; Wilson  1997 ; Uvin  2004 ). Such expe-
riences have been recognized through international declarations and covenants, 
which necessarily implicitly decree that discrimination on the basis of HIV status 
(actual or presumed) is prohibited (United Nations General Assembly  1966a ,  b ; 
United Nations  1949 ). Human rights are universal and are in principle guaranteed 
by international standards that legally protect individuals and groups (Kohi et al. 
 2006 ; Greeff et al.  2008 ; see also Chaps.   8     and   15     in this volume). 

4    Further details about the research fi ndings can be found on  The People Living with HIV Stigma 
Index  website (  www.stigmaindex.org    ) or by contacting the country teams directly—IPPF in the 
UK or MANET+ in Malawi.  
5    Having been “induced from practice”, theories of participation are deeply rooted in its practical 
applications and implementation (Chambers  1997 : 104). Evolving from the origins of Rapid Rural 
Appraisal (RRA) in the early 1990s and Participatory Rural Appraisal (PRA), participation now 
represents a broader shift towards a “bottom- up” approach to development. The fundamental prin-
ciples can be summarised into three main points: (1) Outsiders facilitate not dominate; (2) methods 
indicate a shift from closed to open, individual to group, verbal to visual and measuring to compar-
ing; (3) partnerships and sharing of information—between insiders and outsiders and between 
organisations (Chambers  1997 : 105–106).  
6    Traditional defi nitions of human rights have recently been challenged by the recognition of the 
role of agency and participation in the realization of human rights. Human rights traditionally have 
been defi ned as “norms and standards tend to be drafted by government representatives, negotiated 
in political fora, and incorporated in the body of international law in the form of international trea-
ties which impose legal obligations on the governments that ratify them” (Gruskin  2004 : 329). 
This would include, for example, the Universal Declaration of Human Rights (United Nations 
 1949 ), the International Covenant on Economic, Social and Cultural Rights (ICESCR) and the 
International Covenant on Civil and Political Rights (1966) and other key international declara-
tions (Gruskin and Tarantola  2005 ).  
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 For valuing the perspectives of people most affected in policy debates, programing 
and all areas relating to HIV, the GIPA Principle (The Greater Involvement of People 
Living with HIV) was formalized in the Paris AIDS Summit Declaration in 1994 and is 
now a core criteria for policy consultations, international grant applications and 
organizing committees relating to HIV (GNP+  2009 ). The GIPA principle—based 
on principles of community organizing and community building—is central for 
effective interventions, and new models are emerging for advocacy and social 
change in response to HIV-related stigma (Mahajan et al.  2008 : S75). More recently, 
responding to some experiences of tokenism, it has since become known as the 
MIPA principle—the Meaningful Involvement of People Living with HIV. 

 In all three areas, therefore, there has been a shift beyond dualisms (violator v 
violated, oppressor v oppressed, powerful v powerless) to recognize the benefi t 
of proactively engaging people most affected by an issue (in this case HIV) in the 
process of defi ning the shape of the response. 

 In the context of addressing stigma and discrimination relating to HIV, it is rare 
that interventions have been designed with social transformation or community 
mobilisation in mind and have often been based instead on practises targeting 
behavior change (Parker and Aggleton  2003 : 21):

  Only more rarely have interventions been designed with the goal of unleashing the power 
of resistance on the part of stigmatized populations and communities—in spite of the fact 
that empirical studies of empowerment and social mobilization in response to HIV and 
AIDS have clearly demonstrated that the most effective and powerful responses to the 
epidemic … have taken place precisely when affected communities have mobilized them-
selves to fi ght back against stigmatization and oppression in relation to their lives. 

   The process (of participation, of consultation and of understanding documenting 
human rights realities) can be just as important as the product or outcome. 

 Refl ections from the Stigma Index offer an opportunity to hold a mirror up to 
nature. It challenges practitioners, policy makers and advocates—including people 
living with HIV—to recognize that people living with HIV are not a homogenous 
group and to critically question preconceived notions about the capacity needs and 
wants of people living with HIV. For example when, how and to what purpose is the 
GIPA principle applied? Whose voices are most often included and/or heard? 

 HIV, and the myriad of individuals whose lives are touched by it, extends beyond 
the virus to intersect with a bigger, more dynamic and complex reality—for 
individuals as well as for communities and countries. In 2011, 30 years into the 
epidemic, is the GIPA/MIPA model enough—is it fi t for purpose to meet the needs 
of very different individual lives in diverse social contexts touched by HIV?  

3     HIV-Related Stigma 

 Living with HIV today is a different experience for every individual. For some, 
taking treatment, seeking support, and accessing health services is routine and part 
of a wide selection of services and choices available. For others, information is 
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limited, support insuffi cient, or choices denied because of fear or marginalization. 
Stigma relating to HIV still remains a signifi cant challenge because it has an impact 
on the accessibility and orientation of services (not only health, but also legal, care 
and support services) as well as on the self-worth, sense of belonging (e.g. in commu-
nity or faith based settings) and general quality of life. Conversely, stigma can also 
trigger positive forces for change and networks of solidarity that rise to challenge 
the social norms and practises that marginalize, stigmatize and discriminate. See 
also other chapters in this volume. 

 Stigma can have a pervasive presence in the everyday lives of many people living 
with HIV as well as many people who care for, are married to or are friends with 
people living with HIV. Stigma can also affect people linked with HIV in other ways 
through their sexual practises (such as same-sex attraction) or professions (such as 
sex work) or behaviors (such as drug injection) that are associated with HIV trans-
mission. Orphans and vulnerable children, carers, HIV-service providers, family 
members and friends can also experience stigma by association with people living 
with HIV. There is a need to focus on a structural understanding of HIV-related 
stigma that includes recognition of the dynamic interplay between an individual and 
the social determinants and power structures that infl uence people’s lives, such as 
the intersection of race, gender, faith, ethnicity and/or livelihoods (Parker and 
Aggleton  2003 ; see also Chaps.   1    ,   2     and   3     in this volume). 

3.1     What Is Stigma? 

   Stigma only comes in because of [a] simple misunderstanding of people. (Participant, 
Malawi, December 2010) 

 Stigma is a socially accepted excuse to justify a fear of intimate relations. (Researcher, UK, 
April 2011) 

   Stigma is imbued with power and is commonly understood as a process of 
devaluation or as a “mark” of discreditation (Goffman  1963 ; see Chaps.   1     and   2    ). 
Experiences of stigma are unique to individuals and to the context in which they 
live. Different types of stigma have been differentiated as enacted stigma (actions 
resulting from stigma, also known as discrimination), perceived stigma (fear that 
stigma will be experienced), stigma by association (stigma experienced because of 
perceived association with a stigmatized group or discredited behavior) and inter-
nalized stigma (the internalization of the negative or devaluing attitudes) (Link and 
Phelan  2001 ; Parker and Aggleton  2003 ). Stigma attaches itself not only to indi-
viduals but also to specifi c social contexts and can be layered or compounded for 
many different reasons (Goffman  1963 ; Manzo  2004 ). Often, stigma is something 
that is felt but can be diffi cult to articulate.

  I cannot describe stigma but I know what it means. There are people who are HIV-positive 
and they stigmatize themselves; they always isolate themselves from others. There is also 
the stigma which you can experience from other people because they are HIV-positive—
they deny or refuse to accept what they are. (Participant, Malawi, October 2010) 
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   And yet stigma is something that can be present and felt in different and seemingly 
mundane everyday experiences.

  I understand stigma because I do not talk about somebody; I talk about myself. Because 
I have gone through some diffi cult times and I have evidence. Stigma and discrimination 
exists [sic]. I do understand, and I am able to see it, because there comes time when they put 
a cross on your plate or your cup. When you ask for water you see that each time they bring 
you the same cup so that nobody else uses it. (Participant, Malawi, November 2010) 

   HIV—and the millions of lives it touches—triggers at times uncomfortable or 
unexpected conversations and is embedded within many personal, programmatic 
and policy priorities and agendas around the world. Stigma relating to HIV remains 
a signifi cant challenge because it has an impact on the accessibility and orientation 
of services (not only health but also legal, education, care and support services—see 
Chaps.   6     and   8     in this volume) as well as on self-worth and general quality of life—
which affects people living with HIV, their families, friends and carers, as well as 
broader social attitudes refl ected in the media, in institutional policies, practises and 
in political debates. 

 HIV-related stigma can have an impact at three key levels.

    1.    Personal 
 “Self-stigma” can be manifested in different ways, originating either from how 
one feels about oneself (a sense of self-worth) or how one internalizes the nega-
tive attitudes one may perceive from others. The distinction between the two is 
not always clear, and internalized stigma can negatively affect the quality of life 
and self-worth of people living with HIV and can create barriers to realizing 
other human rights (Simbayi et al.  2007 ; Li et al.  2009 ). Stigma has been shown 
to be associated with stress, depression and lower perceived quality of life among 
people living with HIV (Simbayi et al.  2007 ). People living with HIV can feel 
dirty, ashamed or guilty because of their HIV status, and it is uncontroversial and 
well evidenced that stigma exacerbates the already-heavy burden experienced by 
people living with HIV (Li et al  2009 ).

  Linked in with feelings of guilt was individuals’ tendency to blame themselves for being 
infected—for example in Leeds, someone said ‘My argument has always been you were 
there too… You are responsible for yourself. Surely you’ve got to take some of the blame 
as well.’ Some blame others. One woman expressed anger towards God for being infected. 
Another individual stated that she held her husband responsible for infecting her because he 
was unfaithful. In my case, I knew my husband had a past so never blamed him. (Researcher, 
UK, February 2011) 

       2.    Service 
 Stigma creates barriers for accessing health services (Maman et al.  2009 ). 7  
For example, research has indicated that stigma affects HIV prevention and treat-
ment efforts, including the use of condoms, HIV testing uptake and uptake of 
prevention of mother-to-child transmission programs (Maman et al.  2009 ; 

7    HIV-related stigma also creates barriers for people accessing other services (such as legal, 
employment, psychosocial care), but for the purpose of this chapter, we are focusing specifi cally 
on health services.  
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Genberg et al.  2009 ; Simbayi et al.  2007 ). Stigma has been identifi ed as a factor 
contributing to the refusal to return for the results among people who have tested, 
to low HIV disclosure rates and to affect adherence to antiretroviral therapy 
(ART). Research has also found that experiences of stigma in a healthcare setting 
limit the uptake of these services by people living with HIV (Greeff et al.  2008 ; 
Kohi et al.  2006 ; see also Chap.   6    ).   

   3.    Structural 
 Stigma can reenforce power inequalities and processes of social marginalization 
(Parker and Aggleton  2003 ; Mahajan et al.  2008 ). It touches on intimate behav-
iors, decisions and moralities that are accompanied by a minefi eld of personal 
and societal attitudes, perceptions and principles (Dodds  2006 ). As such, stigma 
relating to HIV is often confl ated with others such as racism, xenophobia, 
homophobia or sexism (Herek  1999 ; Nyblade  2006 ). 

 There is a need to focus on a structural understanding of HIV-related stigma that 
includes recognition of dynamic interplay between an individual and the social 
determinants and power structures that infl uence their lives.      

3.2     What Is the People Living with HIV Stigma Index? 

  The People Living with HIV Stigma Index  (Stigma Index) is a community research 
and advocacy initiative that has been developed by and for people living with HIV. 8  
Championing a community research model, the power of the research process lies in 
the community of people living with HIV—those interviewing as well as those par-
ticipating—in documenting experiences of stigma and discrimination relating to HIV 
in peer interviews. People living with HIV are at the centre of the process, driving 
each stage of the project implementation, and the interviews aspire to be empowering 
for both the interviewers and for the participants. 9  The questionnaire captures how 
people have experienced—and been able to challenge and overcome—stigma and 
discrimination relating to HIV over a 12-month time period. 10  The research is not 
looking for stigma per se but rather aims to monitor the nuances and document places 
(sites and settings) where stigma is experienced and assess the degree to which it is 
present during that preceding 12 months. The initiative is an example of a performa-
tive, actor-oriented and participative approach to researching health and human rights.

8    The roll-out of the international initiative is coordinated by the International Planned Parenthood 
Federation (IPPF), in partnership with the Global Network of People Living with HIV (GNP+), the 
International Community of Women living with HIV (ICW) and the Joint United Nations 
Programme for HIV and AIDS (UNAIDS) (  www.stigmaindex.org    ).  
9    The core of the initiative can be summarised in 4 ‘P’s, that is, the process was just as important as 
the product, that it was led by people living with HIV and that it guided by a partnership (IPPF 
 2009 ).  
10    The idea with the Index is that it can be repeated every 2–4 years, once the baseline has been 
established, so that trends can be compared overtime, and it can be useful for monitoring and 
evaluating the effi cacy of policy changes and interventions.  
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  You’re all positive too? OK, Count me in. (Participant, UK, June 2009) 

  It      gave others confi dence through me because when I was with somebody, be it … whoever I 
was relating with, because they knew that they are talking to a fellow person living with HIV, 
and I knew that I was talking to a fellow person living with HIV, so there was this companion-
ship. There was this cross-fertilisation of confi dence. (Researcher, Malawi, March 2011)  

   The Stigma Index has been implemented, to different extents and various degrees, 
in more than 40 countries around the world. As a direct result of working as part of 
the team implementing the Index, many lives have been touched and friendships 
formed that will (and already do) extend beyond the period of data collection and 
scope of the project.

  For many of us the process of engaging in a community research project was diving into 
uncharted waters for others like falling off a log… For all of us at some level the experience 
of being involved has been at some level empowering and for many of us transformational. 
(Researcher, UK, February 2011) 

   In the UK, the Stigma Index was rolled out in 2009 with follow-up qualitative 
interviews in 2010. Between May and September 2009, 867 people living with HIV 
were interviewed by their peers about experiences of living with HIV, accessing 
health and other services, experiences of stigma and discrimination, sources of sup-
port and living positively. 11  The interviews covered a vast area of the UK, including 
Aberdeen, Birmingham, Belfast, Cardiff, Edinburgh, Glasgow, Leeds, London, 
Manchester and Wolverhampton. The roll-out of the initiative was coordinated by 
IPPF, with more than 45 partner organization around the UK, providing guidance 
and technical assistance during the implementation (IPPF  2009 ; Sharp  2010 ).

11    The project was supported by the MAC AIDS Fund and the Scottish Government and the 
research guidance provided by Dr. Laura Sharp with the Centre for Psychosocial Research.  

  Image 1    Members of the UK Stigma Index team refl ecting on their experience (November 2009)        
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  Image 3    Members of the UK Stigma Index team demonstrate their solution for overcoming 

stigma (November 2009)        

  Image 2    Learning by doing—Members of the UK Stigma Index critically refl ect on the research 
process and prioritize areas for advocacy based on the results (November 2009)        
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     In Malawi, a total of 2,272 people living with HIV were interviewed in the three 
regions of Malawi for the Stigma Index in 2010–2011. The results provide a  baseline 
from which comparisons can be made, and the national response to HIV can be 
monitored over time. 12  The quantitative results from the Stigma Index were comple-
mented by 15 in-depth interviews as well as a collection of 42 life story 
interviews. 13 

  It was unique that we had people who are positive collecting the data. Talking to people 
through the training helped them refl ect on their experiences and helped them to have cer-
tain explanations about their feelings and experiences. For example, after seeing a question 
asked in the questionnaire, they would come and ask me about it and how it related to their 
story. (Researcher, Malawi, April 2011) 

   The results from the Stigma Index in both countries indicate that stigma is not 
only impacting the quality of health services available to people living with HIV, but 
also that it is impacting someone’s quality of life and sense of self, within a dynamic 
and changing social context.

  Image 4    Side-by-side interviewing in Malawi—interviews designed to equalize the power 
relationship between interviewer and participant (October 2010)        

12    The study was commissioned by MANET + with fi nancial support from IPPF and the United 
Nations Joint Programme on HIV and AIDS (UNAIDS) country offi ce in Malawi. The research 
guidance provided by Dr. Maureen Chirwa and her team at Royal College of Medicine with the 
University of Malawi.  
13    The life story interviews were collected as part of an action research study coordinated by Lucy 
Stackpool-Moore, as doctoral research with the University of London (School of Oriental and 
African Studies and Birkbeck College) and the University of Malawi (Centre for Social Research).  
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4           Magic Listening and Empathy: A Kind of Antidote to Stigma 

 Being part of the team of one of the biggest HIV community research programs in UK has 
been truly inspirational and inspiring. We suggest that it was the fact that we had no idea 
how the research was going to turn out, and we were all eager to see the end result. Most of 

  Image 5    Collaborative writing of the draft report in Malawi (February 2011)        

  Image 6    The steering group for the life story component of the research in Malawi (October 
2010)        
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us had experienced stigma at some point during our diagnosis, but the anticipation was 
 trying to fi nd out to what extent everyone was affected and what impact did it have on 
peoples’ lives and in dealing with and managing their HIV.

  I didn’t want it to stop… I felt like I was possessing some magical powers, because in the 
end we had a tangible ‘fact’, we had policy and decision makers listening, we had MPs and 
politicians actually getting interested in HIV issues, we had national organisations request-
ing more data and coming up with strategies on how they can develop and work with the 
research…. (Researcher, UK, February 2011) 

   While the context and experiences of stigma in each country are diverse, some 
common refl ections emerged from the teams implementing the initiative. Concepts 
emerging from the refl ections of the research team can be loosely grouped under the 
themes of listening, empathy and trust. In many ways, these ingredients could also 
combine to provide a potion—a kind of antidote—to stigma. 

 From the quantitative (the Index questionnaire itself) and even more so from 
the qualitative interviews, the researchers appreciated the opportunity to listen to 
the stories of others. In many of the interviews, having an HIV-positive diagnosis 
was the only common ground linking the researcher and participant who might 
otherwise have very different lives. In both countries, this revealed to all members 
of the team the diversity of HIV and how it reaches different people within their 
community.

  I guess the best part of this whole research was just listening. Listening to people living with 
HIV sharing and talking about the experiences of living with HIV and being stigmatized 
and discriminated against and in some cases not. On my part it was the humbling effect it 
had on me, realizing that some of the people do not talk about such issues in their house-
holds but they trusted me enough to indulge to share those experiences without any barriers 
and boundaries. I could relate to them and they could relate to me, and I was in no better 
place than anyone else. (Researcher, UK, March 2011) 

   There was also a sense of appreciation for the knowledge and opportunity 
that came from being part of the initiative. This was heightened when the 
absence of both became apparent in the response of some participants. This was 
particularly apparent in the context of knowledge of human rights in both 
countries. 

 I felt like I could be part of the audience to hear their story and also to be accorded that 
opportunity where they can share with you their story. It also helped me to have some 
insights on what is going on currently and the issues of HIV, both levels, depending on 
where I did the interviews. But, more so also to have a perspective because I think I had 
always thought that maybe when we were on ARVs [antiretroviral drugs] these are my 
rights. Like me I look at my rights and I safeguard them. But, then you go somewhere 
else where they don’t even look at those things—to them they don’t matter, you know? 
To them, it’s just if I have to go to a clinic and get the drugs, that’s all I need for now, and 
to me that’s OK. So, you are also able to appreciate the other side of life where people 
don’t ask for too many things, all they want is to make sure they get their ARVs and 
they’re OK with it. So, we are able to appreciate the other side of life and see how people 
are managing in very underprivileged circumstances (Researcher, Malawi, March 2011).

  There is a need to educate about people’s rights. For one to identify that they have been 
discriminated against they need to know their rights. (Researcher, London, May 2009) 
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   Many of the researchers found that in listening to the experiences of others, parts 
of their own story and their own experiences living with HIV were refl ected.

  I have also found that voluntary testing is still a challenge. Joseph 14  came just like myself. I 
didn’t go for testing voluntarily—I had to be sick, and very sick, that almost what you call 
near death sickness. So, when Joseph was talking about that I could relate with what I went 
through… From Joseph’s and this other one I have discovered even when I look back to my 
own life I’ve discovered lifestyles contribute to [HIV] transmission. These are very things 
that are not discussed. Because when I look back, when these people were telling their 
stories, I was trying to look back at myself. (Researcher, Malawi, November 2010) 

   This included not only empathy with others directly involved in the national 
research initiative but also with others around the world—both part of the global 
initiative as well as more generally affected by HIV and involved in understanding 
and responding to HIV-related stigma.

  For me, it means a lot. But to mention a few [aspects] it gave me a wide range concerning 
[that] HIV is real. And that HIV is affecting or infecting people all over the world. Be it in 
town or villages. And it also gave me a wide range to realise that the world is concerned 
about HIV and AIDS. (Researcher, Malawi, March 2011) 

   The empathy and common ground made easier by the shared reality that both 
interviewer and participant were living with HIV not only facilitated empathy in the 
interview process but also helped enable a feeling of trust and openness. Particularly 
with the life stories in Malawi, this led to some surprising sharing even among 
people who knew each other quite well and a sense that the researchers were privi-
leged to hear some of the more ‘hidden’ dimensions of the realities of HIV.

  Again for me, it was a learning experience. It gave me an opportunity to understand the 
life of the person living with HIV. A deeper understanding of the person living with 
HIV—the Malawian person living with HIV. That the person living with HIV is not the 
one my eyes see, it’s not the one that my eyes see, but it’s someone that is the inside 
self, the one that like he puts it, the hidden aspect of the epidemic. (Researcher, Malawi, 
March 2011) 

 Everything I thought I knew about stigma in the UK and my own stigma I didn’t really 
know. The deliciousness is in the discovery that you don’t know the answers. It’s been an 
amazing journey. (Researcher, UK, October 2009) 

   For some of the researchers, it was at times confronting to realize that stigma can 
start from within—that sometimes internalized stigma can be stronger than the 
experiences or perceptions received from others can be the sense of worth within.

  Participating in both the roll out of the research questionnaire, in a focus group and a follow 
up event reinforced to me how much stigma there is still around but also how, in my opin-
ion, some of it is internalized. (Researcher, UK, 2011) 

    Each of the different journeys for the individual researchers in each country was 
unique. For each person, it yielded at times an unexpected moment of insight, a 

14    Not his real name.  
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mirror to refl ect back on themselves, or perhaps an opportunity for a shared story, 
soft drink or cup of coffee and at times even a tear or a smile. 

  It was great to get together with so many people’s different opinions; our differences are 
what made this process so interesting. (Researcher, UK, December 2009) 

   There were also diffi cult moments, where people argued or disagreed. For some 
of the researchers, at times the refl ection in the mirror became too confrontational 
or too close to the bone and was upsetting. Often, but not always, when this occurred, 
support was at hand from others in the team and/or from the supervisor. On other 
occasions, the realities of daily life, for example, fi nding money for transport or 
refreshments to or from the interview, were a challenge. 

 Recognizing that people living with HIV are not a homogenous group, neither 
was the team, and a continuing challenge was engaging a cross-section of people 
living with HIV as researchers and participants in the initiative. This included a 
consideration of gender, age, geographical location, sexual orientation, race, time 
since HIV diagnosis, employment level, education level and economic status. In 
both countries, concerted effort was made to include the perspectives of men who 
have sex with men, sex workers, young people, people who could be seen as 
“elites” or professionals, prisoners or ex-prisoners, people with disabilities and the 
perspectives from other people living with HIV who can often be “harder to reach” 
or less visible. This was achieved to different degrees of success in both countries. 
One of the challenges in both the UK and Malawi was engaging professional 
people living with HIV to participate in the research. This could have been for 
many reasons, including the timing and location of the interviews, although every 
effort was made to schedule these at fl exible times and diverse locations to be 
accessible to many. 

  In both countries, cross-sectional recruitment was challenge and some people were 
more open to participating than others. This could have been for many  reasons. Some 
people may have chosen not to participate because they may not have disclosed to 
anyone in their workplace and feared that by participating in an interview their HIV- 
positive status would be revealed. Or perhaps, as some researchers in Malawi refl ected, 
stigma can be experienced differently for people of differing social classes, and per-
haps, it can be easier for poor people to disclose because there was a perception that 
they had “less to lose” and more to gain from disclosing. But, this was not necessarily 
the case because others in Malawi observed that poorer people may feel coerced to 
disclose (but still facing high levels of stigma) because of the promised benefi ts such as 
food supplements or additional salary benefi ts (for civil servants). This example high-
lights both the role of perception from the research team as well as the potentially 
confl icting motivations at work infl uencing why or why not someone living with HIV 
might engage with the Stigma Index. Another reason why some people did or did not 
participate may be perhaps because HIV is less present in their life or stigma seems to 
be no longer a big issue—they simply “get on with it” and have other more pressing 
concerns or motivations. There are as many reasons explaining why some people did 
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  Image 7    Launch of the initial fi ndings from The People Living with HIV Stigma Index UK at the 
Houses of Parliament, with Annie Lennox, for World AIDS Day 2009        

  Image 8    MANET+ Executive Director is interviewed by the national media to generate public 
debate about the results of The People Living with HIV Stigma Index results in Malawi 
(November 2010)        
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not get involved as explaining why some did and equally explaining their various 
degrees of participation, commitment and engagement. These reasons could relate to 
HIV-related stigma, or they could relate to other parts of life, such as opportunity costs 
or benefi ts of participating, availability, timing or location or even “belief ” in the 
impact or value of research such as the Stigma Index.  

 It is clear that in the UK and Malawi, as in many places around the world, some 
people living with HIV are at the forefront, not only living through, confronting and 
overcoming devaluing attitudes and behaviors relating to HIV, but also speaking out 
against prejudice, supporting their peers and advocating for positive social change 
(see also Chap.   22    ). Yet, people living with HIV are very different. They face differ-
ent life challenges and opportunities, have varying needs and desires and face dif-
ferent choices about how and to what extent they challenge stigma and are visible in 
the response to HIV. This was equally true in terms of the national response to HIV- 
related stigma in both countries as for the diversity of the individuals participating 
and researching as part of the Stigma Index team.

5         Conclusion 

 HIV is not the whole story, it is just part of it. (Researcher, Malawi, February 2011) 

 For Alastair, Pamela, David and Faith and many people in the country teams in 
the UK and Malawi, the process of working with the Stigma Index was both chal-
lenging and rewarding, offering an opportunity to learn about the complexity of 
identity, identifi cation (or lack of) with any one identity-based movement (e.g. 
based on gender, age, sexuality or nationality) and principles about modelling or 
“performing” the change envisaged for the world. 

 The teamwork dynamics, combined with the results and the process of imple-
menting  The People Living with HIV Stigma Index  in the UK and Malawi, offer a 
model for further analysing the kind of individual and social transformation neces-
sary to tackle the underlying causes of stigma and social inequalities that fuel ill- 
health (WHO  2008 ). The Stigma Index is unique in its ambition to engage individuals 
within the context of their own lives and different circumstances or realities, to 
shape the refl ection, action and vision for change—an approach that straddles 
deeply personal feelings and wider social attitudes. Yet, for lasting change, the 
momentum and ideas generated through community action needs to be supported 
and reinforced by wider institutional, policy, social and legislative structures—
either strengthening existing ones to be more supportive, or generating systemic 
change to create new ones where this is needed. Community-based action (of which 
the Stigma Index is one of many examples) is only one part of a multifaceted and 
complex picture needed for facilitating individual and social change. 

 It is clear from these two countries that the process of participating in the Stigma 
Index has had an impact. For the individual team members in the UK and Malawi, 
motivations for getting involved varied. Some became involved as an opportunity to 
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learn research skills and generate an income (structural level). Others became involved 
because they wanted better knowledge and access to treatment and health services 
relating to HIV (service level). Others were involved perhaps because they were 
recently diagnosed HIV-positive, or had only recently become open about their HIV 
status, and were looking to learn more from their peers about personal and social sup-
port relating to HIV (personal level). Some were motivated by all these reasons and 
more. For many, these motivations shifted and changed over time, and what they 
gained from participating was almost always different from what they expected. 

 There is great hope among the research teams in both the UK and Malawi that the 
evidence and analysis generated from the Stigma Index will infl uence positive 
change. In the UK, one of the main fi ndings was a difference between knowledge of 
and actual engagement of services to address HIV-related stigma. The results and 
follow-up in-depth research have focused on understanding why that is and advocating 
for better or more targeted alternatives to meet the needs of people living with HIV. 
Other key issues emerging from the results that have formed the basis of advocacy 
work building on the Stigma Index relate to knowledge of human rights and the 
criminalization of HIV transmission, experiences of HIV-related stigma and access-
ing to services for migrants to the UK and issues concerning aging with HIV. In 
Malawi, the results provide new insight into the degree of HIV-related stigma expe-
rienced by people living with HIV. Initial results and analysis highlight signifi cant 
differences between districts of the country as well as between men and women in 
terms of gossip, internalized stigma and access to health services. The results also 
indicate that although many of the participants know about human rights, few have 
sought redress to protect their rights when they have been violated. With a proposed 
draft HIV legislation in Malawi, the results from the Stigma Index can further inform 
community and policy consultations on the human rights and legal environment. 

 For the researchers and partners involved in the Stigma Index in the UK and 
Malawi, more than anything the experience left a taste of how addressing HIV- related 
stigma—in terms of both the personal and social responses it demands—is complex 
and all encompassing. To “perform” the kind of personal and social change neces-
sary to overcome stigma, our efforts need to engage conscious attitudes as well as 
those less conscious. To effectively address a complex multilevel concern like HIV-
related stigma, a complex multilevel solution is needed. In essence, the ingredients 
of an effective “anti-stigma” intervention include bringing different people together; 
bridging diversity; addressing the personal, service and structural levels of stigma; 
and enabling the total value of the process to be much more than the sum of its parts. 

 Understanding and addressing stigma related to HIV can—and must—look 
beyond HIV to engage wider issues of discrimination, marginalization, racism, 
homophobia and other social injustices. The meaning of HIV in someone’s life var-
ies immensely and changes during the course of someone’s life. HIV is part of life, 
but it is not the whole story.     
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1            Introduction 

 HIV/AIDS is one of the main causes of illness and death of mature adults in the 
world (Barnett and Whiteside  2006 ). In Thailand, life expectancy has decreased as 
a consequence of the HIV/AIDS epidemic, with HIV/AIDS being the fi rst-ranked 
cause of death in the working-age population (Ministry of Public Health [MOPH] 
 2009 ). Although a number of healthcare policies have been implemented, such as 
Thailand’s “100 % Condom use” and “prevention of mother-to-child transmission” 
programs, the Ministry of Public Health reported that by 31 May, 2010, 376,847 
Thais were living with HIV/AIDS and that nearly 99,257 had died of the disease 
(MOPH  2010 ). 

 The prospect of having HIV/AIDS is a distressing circumstance for a number of 
reasons. People living with HIV/AIDS must face the possibility of impending death 
(Songwathana and Manderson  2001 ; Liamputtong et al.  2012 ) as well as the meta-
phorical death of hopes and life expectations (Balthip  1999 ; Holt et al.  1999 ). HIV/
AIDS disrupts people’s life plans and family dynamics as well as threatening the 
meanings and purposes of their life. Although advances in medication are changing 
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the status of HIV/AIDS from that of a terminal illness with an early death to that of 
a chronic illness, deaths resulting from HIV/AIDS are still occurring (Hoy-Ellis and 
Fredriksen-Goldsen  2007 ). 

 Secondly, people living with HIV/AIDS and their families have to deal with the 
stigma and rejection associated with HIV/AIDS (Crawford  1996 ; Mak et al.  2006 ; 
Nilmanat et al.  2006 ) that erodes their sense of self, changes the perspective of their 
lives and their relationships with others (Moser et al.  2001 ). The stigma attached to 
HIV/AIDS is reported to be greater than that of other comparable illnesses (Crawford 
 1996 ; Balthip  1999 ; Mak et al.  2006 ; van Rie et al.  2008 ). Because the fi rst and 
second waves of HIV/AIDS infection in Thailand occurred in intravenous drug 
users and commercial sex workers, the disease has always been strongly stigma-
tized in Thai society (see also Chap.   22     in this volume). The pandemic of HIV/
AIDS has led to increased incidence of pulmonary tuberculosis, and people infected 
with both HIV/AIDS and tuberculosis report that they are faced with double stigma 
(Balthip et al.  2002 ). Although antiretroviral (ARV) drugs are available, discrimina-
tion related to HIV/AIDS continues to occur, including discrimination by healthcare 
providers who are the main sources of information and knowledge as well as poten-
tially the main supporters of people with HIV/AIDS (Sringernyuang et al.  2005 ). 
See also Chap.   6     in this volume. 

 Thirdly, the vulnerability, sickness, and death of a mature adult in the family 
affect the whole family because of the increased dependence of those who are 
infected with HIV/AIDS on the other family members and on others in society. 
Elderly people become caregivers of younger family members who are sick, and 
there is an increase in the number of orphans needing care (Safman  2004 ; Barnett 
and Whiteside  2006 ). 

 Fourthly, the toxicity and side effects of drugs (Schaefer  1995 ) lead some people 
with HIV/AIDS to continue to view the disease as terminal (Hoy-Ellis and 
Fredriksen-Goldsen  2007 ). In some cases, the diffi culty of complying or the incon-
venience of the regimens (Gold and Ridge  2001 ) causes this attitude also, as adher-
ence to restrictive regimens for medication and self-care, and frequent medical 
appointments are required, in order to keep themselves healthy and reduce the 
chance of drug resistance (Portillo et al.  2003 ; United Nations Development 
Programme [UNDP]  2004 ). A number of Thai studies have shown that people liv-
ing with HIV/AIDS are trying to take care of themselves and manage their situation 
including taking ARV drugs in order to maintain their health status, with the hope 
of living a normal life with HIV/AIDS (see, e.g., Namjantra  2003 ; Oonkatepon 
et al.  2006 ; Liamputtong et al.  2012 ). However, medical advances and strict medical 
and self-care regimens are not suffi cient to address the signifi cant distress and ques-
tions about the meaning and purpose of life that being diagnosed with HIV/AIDS 
generates. 

 People living with HIV/AIDS have to reconcile themselves to leading a life with 
a chronic, stigmatized, and life-threatening illness. Nevertheless, some Thai people 
living with the disease conduct their lives full of hope, demonstrating a will to live, 
and apparently achieving harmony and peace in their lives despite their life- 
threatening circumstances (Balthip  1999 ; Siriwatanamethanon  2008 ; Liamputtong 
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et al.  2012 ). Thus, in this chapter, we draw on the fi ndings of two studies (Balthip 
 2010 ; Siriwatanamethanon  2008 ) in order to explore how Thai people with  HIV/
AIDS are able to move from experiencing “social disgust” ( sungkom rungkiat ) to 
living with peace and harmony.  

2     Grounded Theory and the Studies 

 The two grounded theory studies (Balthip  2010 ; Siriwatanamethanon  2008 ) were 
conducted in the South and the Northeast of Thailand, respectively. Participants in 
each study were HIV seropositive, aged 18 years or older, were mentally alert and 
able to communicate in the Thai language, and were willing to participate in the 
research. Participants in the Southern study had been diagnosed with the disease for 
5 years or longer. More than half of the participants in the Northeastern study had 
contracted HIV/AIDS while working away from home (e.g., in Bangkok) and had 
returned to their home villages when they were unable to continue their work in the 
city. Purposive, snowball, and theoretical sampling techniques (Liamputtong  2013 ) 
were used in each study to select participants. Information sheets and consent forms 
(in Thai) were provided to ensure informed consent was obtained for participation. 
Ethical approval for each study was granted by a Human Ethics Committee of 
Massey University. 

 Data were gathered from 33 participants with HIV/AIDS in the South and 30 in 
the Northeast through in-depth interviews and participant observations over extended 
time periods. Interviews were conducted in the Thai language or in the local dia-
lect and were tape-recorded and then transcribed verbatim (Liamputtong  2010 ). 
Data collection and data analysis were undertaken in parallel, with initial data 
analysis shaping theoretical sampling and the focus of future data collection. The 
process of data analysis was guided by grounded theory methods (Glaser  1992 , 
 1998 ; Strauss and Corbin  1998 ). The grounded theory analytic technique of coding 
was used to conceptualize the data, by identifying patterns or events in them. In the 
process of data analysis, techniques such as theoretical memo writing and constant 
comparative analysis were applied to assist in the identifi cation of categories and 
subcategories. Categories were saturated when no new information emerged dur-
ing coding (Strauss and Corbin  1998 ; Liamputtong  2013 ). Each study developed a 
substantive theory that refl ected the views of participants who were living with 
HIV/AIDS and accounted for the patterns of behavior that followed their diagnosis 
with HIV/AIDS. 

 Siriwatanamethanon ( 2008 ) explored the ways that Thai people with HIV/AIDS 
take care of their health and manage their lives in the social environment of stigma-
tization and discrimination. In her substantive theory, Siriwatanamethanon identi-
fi ed a core social psychological process “from experiencing social disgust to passing 
as normal” that illuminated the strategies used by participants to resolve the ever- 
present risk of stigmatization and discrimination and to “pass” as normal in their 
local community. 
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 Balthip ( 2010 ) explored how Thai people who had lived with HIV/AIDS for 
5 years or longer were able to live with peace and harmony in their lives despite liv-
ing with a deeply stigmatized and life-threatening illness and whether or not the 
peace and harmony that they described could be linked to Western concepts of spiri-
tuality. She developed a substantive theory “Achieving Harmony of Mind” that 
describes the process of the development of mind (in Buddhist terms, life consists of 
body and mind) in Thai people living with HIV/AIDS. The metaphor of an eclipse 
was used to represent the extent to which the individual’s mind was overshadowed by 
the diagnosis of HIV/AIDS and its consequences. While each of these studies had a 
different focus at the outset, nevertheless, there were many fi ndings in common. Both 
studies reported that HIV/AIDS turned the lives of the participants upside down.  

3     HIV/AIDS “Turned Life Upside Down” 

 Being diagnosed with HIV/AIDS resulted in the lives of most participants being 
“turned upside down.” Their reactions ranged from shock, disbelief, denial, especially 
by those who were diagnosed with HIV infection before the ARV drugs were 
launched, to relief. Nine Northeastern participants knew they were susceptible because 
other family members had the disease or their spouses had previously died from the 
disease. However, most participants did not expect to have an HIV-positive diagnosis; 
thus, it was very diffi cult for them to accept that their lives had become overshadowed 
by this disease. As one young Southern participant described the experience:

  On the day that I went to the hospital to receive the result of my blood test I felt happy… 
I felt very relaxed because I was pretty sure that I would never get infected… At fi rst, they 
didn’t tell me the result of HIV but they… told me some general ideas about this disease… 
Then, the doctor said to me “if you have HIV, you can accept it, right?” Then, I asked them, 
“what is the result of my blood test?” then doctor said, “you’re infected [HIV]”. “Oh!” … 
After that I didn’t hear anything when the doctor talked to me. I was deaf, speechless, 
tongue-tied… Then I rode my motorcycle back home. I didn’t know how I got back home… 
OH!!! I already arrived home… I got confused! When my mother and sister asked me about 
the result, I started crying. 

   Siriwatanamethanon ( 2008 ) describes this initial period following diagnosis as 
“Being HIV/AIDS” – a term that expresses the loss of identity and feelings of shame 
and inferiority that are a consequence of the diagnosis. Most of the participants in 
her study understood HIV/AIDS as a disease that is  tid tor  (communicable),  nah 
klua  (fearful),  nah la ay  (shameful),  ruk sa bor souw  (incurable), and  taay wai  
(expect to die soon). In addition, it was a disease of social disgust ( sungkom 
rungkiat ). However, Siriwatanamethanon suggests that the initial shock, loss of 
hope, and fear of stigmatization abated as participants came to accept the diagnosis 
and learnt about the possibilities of living with HIV/AIDS as a chronic disease 
rather than a rapidly fatal illness. In contrast, Balthip ( 2010 ) argues that the loss 
of one’s original identity continues well beyond the initial phase of diagnosis. 
Some Southern participants (all of whom had been diagnosed with the disease for at 
least 5 years) reported that they were “the third group” of people in this society. 
They saw themselves as different from others, as one woman explained:
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  I think that what’s happening to me is really serious… very painful! HIV has changed my 
life… It [HIV] extremely changed my life. My hope changed. … Everything has changed 
both within society and even my mind. … in my mind I always think that I’m different from 
others – normal people… Especially, when I live with normal people, I keep thinking that 
I’m different from others. We are not the same. 

   The perception of being useless occurred when people could no longer continue 
to perform their roles as before, such as working in their previous job and support-
ing parents. In some cases, the idea of getting married and having a baby was put on 
hold because they were aware that they were carrying a contagious disease. This 
limitation destroyed the participants’ hopes and restricted their way of living such 
that they lacked motivation to adhere to restrictive self-care requirements. The loss 
of sense of self through the destruction of their former identity led to feelings of 
inferiority which were induced by the stigma associated with a spoiled social iden-
tity (Goffman  1963 ; Saylor  1990 ; see Chaps.   1     and   2     in this volume).  

4     Experiencing Social Disgust 

 AIDS is not just a physical disease, but it is also a disease that opens one to social 
disgust from within one’s own family as well as friends, employers, neighbors, 
and the wider community (Phengjard et al.  2002 ; Namjantra et al.  2003 ; 
Siriwatanamethanon et al.  2009 ; Liamputtong et al.  2012 ). 

 Weiss and Ramakrishna ( 2006 : 536) defi ne a health-related stigma as “a social 
process or related personal experience characterized by exclusion, rejection, blame, 
or devaluation that results from experience or reasonable anticipation of an adverse 
social judgement about a person or group identifi ed with a particular health problem.” 
All participants in our studies reported experiencing stigma and discrimination that 
was both direct and indirect. A Southern participant commented:

  The thing that makes me feel saddest is why the good that I have done for them [friends], 
for a long time is gone just because I am infected with HIV. My friends and I used to say we 
are close friends and have a good friendship. Where are they? My friendship was destroyed 
and I was judged when they know I have this illness… When my friends know about my 
[HIV] diagnosis, I lose them one by one. 

   Consistent with other studies (Songwathana and Manderson  1998 ; Nilmanat 
et al.  2006 ), participants felt judged by societal beliefs. Women with HIV/AIDS are 
often blamed as agents of transmission and are marked as  samson  (promiscuous) 
while HIV-infected men are more likely to be seen as victims of prostitutes 
(Songwathana and Manderson  1998 ; Nilmanat et al.  2006 ; Liamputtong et al.  2012 ; 
see also Chap.   22    ). In fact, most of the Northeastern women participants contracted 
HIV/AIDS from their husbands. But, they were marked as  samson  and a bad person 
by people in the community, as a Northeastern woman participant commented:

  I am not a bad person… I am not  samson tang pase  [promiscuous]…I rely on myself. I am 
a good person; I stop thinking to get a new husband [laughing] because I do not want to be 
hurt again, I don’t want people to look down on me and blame me as a bad person again…
I didn’t do anything wrong. 
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   Beliefs about HIV/AIDS as a disease of social disgust were held by some participants 
as well as by those around them. A Northeastern participant commented:

  AIDS is such a disgusting disease as compared to other incurable diseases such as diabetes 
and heart disease because those diseases have no nodules, pus, dark spots on the body… 
and skinny, it [AIDS] is disgusting. 

   According to Goffman ( 1963 : 18), “shame becomes a central possibility, arising 
from the individual’s perception of one of his attributes as being a defi ling thing to 
possess.” Participants in both studies reported that they felt scared to undertake 
activities which involved contact with others because they worried that they and 
their families would be faced with discrimination once their HIV status became 
known. A Northeastern participant described her situation:

  Since I got AIDS… I just stay indoors in the city; I don’t join with people in the community. 
Around my house there are a lot of food shops. I don’t want somebody to know I have AIDS 
because I am afraid of them looking down on me and my family…May be it can affect my 
family, especially I am concerned about my daughter as she is young and doesn’t know 
everything about me and her father……I’m afraid of getting stigma and discrimination 
from others. Moreover, I fear my husband might lose a job if other people know he got HIV 
because of the social disgust…an AIDS person! 

   Participants experienced stigma both from the people who were closest to them, 
such as family members, outsiders such as friends and employers, as well as health-
care professionals (see Chaps.   1    ,   2    ,   4    , and   6    ). Some Southern participants perceived 
that the doctor was reluctant to care for them and treated them as “second class.” 
Although they had no other option for assistance in dealing with their symptoms 
and consider that health professionals could help them, they preferred to keep their 
HIV status confi dential:

  When people living with HIV/AIDS have to be admitted to hospital, they [the doctors and 
nurses] will put them in an isolation room – a glass room. In general people know that those 
who stay in this room [glass room] are those who are infected with HIV/AIDS. Therefore, 
although many people infected with HIV/AIDS are very sick, they do not want to go to the 
hospital and be admitted to that room. They feel hopeless. Even their relatives feel hopeless. 
They prefer to die at home rather than be admitted to the glass room. I also felt scared and 
sad. I don’t want to go to the hospital and stay in that room. Although I think that every 
person is the same [we are all human beings], they [the doctors and nurses] treat us differ-
ently. They treat us [people living with HIV/AIDS] as second class [people]. 

   Participants in both studies managed the risks of social disgust and the need for 
support by selective disclosure of their HIV status.  

5     Selective Disclosure of HIV Status 

 The concept of disclosure is often categorized as disclosed or not disclosed (Greeff 
et al.  2008 ; see also Chap.   5    ). However, the notion of selective disclosure better 
represents the fi ndings of both studies. Disclosure of one’s HIV status has the 
potential for mixed results (Sandelowski et al.  2004 ; Chandra et al.  2003 ; Greeff 
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et al.  2008 ; Liamputtong et al.  2012 ; see also Chap.   5     in this volume). Participants 
reported that disclosure was highly complex and risky because of the high degree of 
stigmatization and discrimination in Thai society, but they selectively disclosed to 
others because they needed support to maintain their lives. For example, a Southern 
participant received support from his uncle from the time of diagnosis. However, his 
uncle kept the secret of his nephew’s illness:

  My uncle knew the result at the same time as me, giving me moral support ( kamlang jai ). 
He told me that “life is not full of roses”, so I should not feel depressed and he promised 
that he would keep the result to himself, and asked me not to commit suicide. He protects 
me, and encourages me to fi ght the circumstances; he tells me not to give up. Up until now, 
my uncle has never told anyone [about the participant having HIV infection]. 

   Self-disclosure enabled participants to seek social support and new information 
about, and treatment for, the disease. Participants selectively disclosed their diagno-
sis, because they did not want to be hurt by rejection and they did not want their 
families or their job to be affected. For example, a Northeastern couple, both of 
whom had HIV/AIDS, had a small barber shop in another village about 30 km from 
their house. They kept their HIV/AIDS situation secret in that village, but they 
chose to disclose their illness to people in their hometown:

  I haven’t revealed the fact that I have HIV [in the village where they work]. Sometimes I am 
afraid that people who live near my business will know that I am infected with HIV. I am 
afraid of the customers fi nding out that I have HIV, and then telling others so that my liveli-
hood is affected. I am a barber, and perhaps some will decide not to get a haircut at my 
shop – especially uninformed people who do not understand the disease, but have a negative 
attitude to AIDS and HIV-infected people… 

   Balthip ( 2010 ) argues that selective disclosure of one’s HIV status is a key condi-
tion for overcoming distress because it opens a channel for love and support ( kam-
langjai ). A number of participants experienced distress and an unwillingness to live 
over a long period of time before they reluctantly disclosed their HIV status. Those 
who kept their HIV secret found it diffi cult to receive  kamlangjai , and they suffered 
distress for as long as they kept the secret – several years in some cases. After par-
ticipants had disclosed their HIV status, either voluntarily or involuntarily, their life 
changed in a positive way and they were able to overcome their suffering (see also 
Liamputtong et al.  2012 ).  

6     Finding Meaning in Life 

 Participants, who were distressed about their diagnosis and perceived themselves as 
being worthless, often asked themselves “Why do I have to live?” and “For whom 
do I have to live?” Answering these questions assisted participants to fi nd meaning 
and purpose in life and a will to live. Balthip ( 2010 ) reveals in her study that when 
participants had a sense of self-love, they gained inner strength to fi ght for them-
selves and encouraged themselves to live although they did not have any support. 
Having connectedness with others such as parents or an older person, children, and 
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partner was important to help participants to fi nd a will to live as they found their 
self-worth in their value for others. Note that having connectedness to self or others 
does not necessarily require disclosure of their diagnosis. 

 Connectedness to older persons is based on the sense of duty to care for older 
people. It is also a feeling of gratitude toward them. Thai children have learned how 
to care for their parents with sincere love, which is expressed through caring behaviors 
(Tongprateep  2000 ). Such close personal relationships are based on  bunkhun  (grati-
tude), a deep sense of obligation and the need for affi liation and security (Mulder 
 1996 ; Liamputtong  2007 ). For many participants, their connectedness with parents 
or the older generation refl ects gratitude that gave them the  palangjai  (will power) 
to live as a Southern participant reported:

  I have to look after my parents, my family… taking care of everyone the best I could. I try 
to help them to live in a better condition, and prevent them from going back to the same 
hardship that they had experienced. I want to ensure that my parents live comfortably and 
have everything they need as they are approaching their last stage of life. That would release 
me from worrying about them. And that’s all I could do. 

   Another kind of connectedness with others is that between parents and their 
child. The well-being of their children motivated participants who were parents to 
continue their life. Thai culture emphasizes the relationship between parents and 
children (Liamputtong  2007 ). For example, one metaphor depicts the importance of 
the mother by saying that “lacking a father is the same as lacking a paddle, but lack-
ing a mother is the same as the boat being broken.” The deep longing of mothers in 
the studies is to see their children grow up safely, as a Southern participant explained:

  My daughter is my  kamlangjai . I hope to live with her for a long time. Until, she can take 
care of herself… When I got sick I worried about her and was concern about my daughter, 
I thought I shouldn’t give up. I can’t get worse [I should fi ght to get better]. I should fi ght. 
I should live for my daughter. I have to live my life for my daughter. 

   Having found a reason or reasons for living, participants needed to fi nd ways of 
receiving love and support despite their HIV status. 

6.1     Receiving Love and Support 

 The barriers to seeking such love and support are stigmatization and discrimination. 
However, selective disclosure enabled participants to fi nd love and support from 
signifi cant people in their lives that helped them to regain and maintain their power 
to manage their situation and combat the suffering from living with HIV. Participants, 
who had a partner or lover, shared love, care, and concern together; they needed to 
live for each other and expressed this relationship as offering double power to face 
HIV/AIDS. The perspective of “someone [signifi cant] needing me and loving me” 
was very important for the person living with HIV/AIDS who was sensitive and 
feeling inferior, as it offered protection for them from potentially hurtful situations 
and feelings of security and warmth, as one Southern participant described:
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  My family is the source of  kamlang jai . They are always by my side, giving me suggestions. 
My mother, in particular, is always there for me, talks to me, tells me that no matter how 
terrible I look [because of nasty rashes and lesions], I will always be her daughter… at the 
beginning I had suicidal ideas, but after listening to what my mum said, I couldn’t bring 
myself to commit it [suicide]. I believe, if I didn’t have my parents to give me warmth, and 
courage I would not have been able to live up until today. 

   Mulder ( 1996 : 78) suggests that the “mother-child relationship is at the heart of 
the ideology that informs the Thai way of life” (see also Liamputtong  2007 ). 
Although in the past, consistent with Thai culture, their parents might not have 
demonstrated how much they loved them, when participants were diagnosed, they 
understood how much love their parents had for them, especially their mothers. As 
a consequence of the love and support received, participants saw the opportunity to 
survive and to live a normal life with HIV/AIDS.  

6.2     Accomplishing Harmony in Oneself 

 Balthip ( 2010 ) suggests that accomplishing harmony in oneself is based on realiz-
ing that if one needs to live with an illness, one has to reverse one’s way of thinking 
from negative to positive and open one’s mind to gain understanding in positive 
ways, of both the truth of the illness and the truth about oneself. Three positive per-
spectives about the illness were identifi ed in this regard. Firstly, having HIV/AIDS 
was perceived as normal in that disease was part of the normal life cycle, as a num-
ber of Southern participants commented that “we (persons living with HIV/AIDS) 
have this disease and the others have other diseases. Each person has their own 
disease.… Everyone has his/her own disease.” Secondly, having HIV/AIDS was not 
severe. Having ARV drugs available led the participants to perceive that this disease 
was manageable. People can live with this disease longer now than in the past. As 
another Southern participant remarked:

  Having this infection [HIV] is better than having cancer or kidney disease. People with 
cancer or kidney disease have to travel to hospital every day, for radiotherapy in cancer 
cases and for dialysis in kidney cases. So, it [living with HIV/AIDS] is better. 

   Thirdly, although initially nearly all participants expressed only the negative side 
of having HIV/AIDS, later some of them saw positive and signifi cant changes in 
their life and valued HIV as a way of bringing about a positive change. This leads to 
the possibility that people can integrate and accept HIV/AIDS as part of their life 
(Liamputtong et al.  2012 ). Thus, in Balthip’s study ( 2010 ), participants claimed that 
their illness enhances their self-growth, a fi nding similar to that of other studies 
(Goffman  1963 ; Belcher et al.  1989 ; Schaefer  1995 ; Hall  1998 ; Siegel and 
Schrimshaw  2000 ; Bouthillette  2001 ; Moser et al.  2001 ). 

 Knowledge and information about the nature of the disease, treatment, and care 
played a signifi cant role in changing the way of thinking of participants in both studies 
from a negative perception into a positive perception. It helped them to adjust and 
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manage their situation and became comfortable in living with their illness (Schaefer 
 1995 ). Knowledge played a signifi cant role, not only in helping participants to know 
how to take care of themselves but also by enhancing the sense of self-value and 
hope in living. A study in TB patients found the same result – that knowledge can 
contribute to a more positive outlook on the illness (Sengupta et al.  2006 ). 

 Some participants in both studies who had been infected with this disease by 
their partners at fi rst blamed their partners, but later they perceived having HIV in 
the light of their own  karma.  Other studies in the Thai context have also shown that 
participants believe that having HIV/AIDS (Songwathana  1998 ; Ross et al.  2007 ; 
Liamputtong et al.  2012 ) or having children with schizophrenia (Rungreangkulkij 
and Chesla  2001 ) is because of their previous (bad)  karma.  Religious doctrine that 
is related to the concept of  karma  helps people to accept suffering and enables them 
to feel relief. The perspective that their life is directed by their  karma  not only 
enabled the participants in our studies to accept having HIV/AIDS but also provided 
the way to decrease their bad  karma  by doing good deeds (see also Liamputtong 
et al.  2012 ). 

 In order to live with HIV/AIDS, perceiving self-value is important because it 
diminishes feelings of inferiority, as well as resulting in people being kind to them-
selves. People who regain a sense of self-value and have a diminished sense of 
being spoilt can accept their illness, accept themselves, and live with their situation 
(Saylor  1990 ). Participants defi ned the meaning of a  good person  as a person who 
was kind, concerned, had a good relationship, had a calm mind, was generous, and 
less selfi sh. They also realized that this meaning of a good person within themselves 
could not be eradicated by having HIV. That led them to perceive that they still 
had self-value or that they were still the same people that they were in the past. 
A Southern participant said: “Don’t think that we can’t do this like other people can 
because we have the disease…. We actually can do anything we want [as same as 
the others].” Balthip ( 2010 ) argues that the feelings of stigma and of tainted identity 
cannot overshadow them once they have a sense of self-value and self-acceptance. 
The fi nding of positives in oneself increases the sense of self-value, decreases feel-
ings of inferiority, and promotes the feeling of being normal.   

7     Living Life as Normal 

 Once the participants perceived that they were normal people, they could go on with 
their life although they had to live with HIV/AIDS. A Southern participant illus-
trated the accommodation of HIV/AIDS in participants’ everyday lives and their 
ability to live (as normal) with HIV/AIDS:

  At this moment, I think I am fi ne… I am living my life comfortably. If I take a good care of 
the HIV, it cannot destroy me.  If I died the HIV would die as well. I do whatever to think 
that HIV is part of my life. It is there living in my body. Just think about it that way… 
I should be the leader of HIV. I do whatever to control the disease, preventing it from domi-
nating my life. 
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   While Balthip’s study ( 2010 ) focused on development of the mind in response 
to HIV/AIDS, Siriwatanamethanon’s study ( 2008 ) focused on the choices that 
participants made in order to live a normal life, such as avoiding unhappy situations, 
getting remarried to establish a “complete” family, including having a baby to con-
tinue the family line, seeking support, and keeping well. Getting remarried enabled 
participants in Siriwatanamethanon’s study to live as a “normal” family, the same as 
other families living in Thai society, a fi nding consistent with those of Klunklin and 
Greenwood ( 2005 ). Balthips’ study also identifi ed avoiding negative situations, 
building a new “personal” world, practising a careful life style, and having discipline 
in life and being active in care, as activities reported by participants in her study. 
Consistent with living in a collective society, managing and rebuilding relationships 
with others was a key element in choices made by participants (Siriwatanamethanon 
 2008 ; see also Chaps.   4     and   5     in this volume). A Southern participant described 
the strategy:

  We can’t stop people from thinking; they can think what they like. Their words are like a 
sharp needle which if we take [what people said] on board will hurt us. So, it is up to us to 
pick and choose the people [with] whom we want to get involved… I try to exercise choice 
about the people I associate with. I have to know to screen my companions. I don’t pick 
those people who are going to hurt my feelings. 

   Some participants established their own new group; a process that Southern par-
ticipants called “building up an own new world.” This strategy means that they 
selected friends they could associate with, or spend time with. Building a new world 
usually means building new relationships with friends who shared the same disease. 
However, later, sometimes, their new world included people who were not infected 
with HIV/AIDS but who showed real friendship toward them. Thus, the indicators 
for choosing who would be a part of this new world were understanding the deep 
feelings of each other, sharing experiences and knowledge, having no distance between 
each other, comforting each other, and being encouraged to have  palangjai . This 
fi nding is supported by that of Baumgartner ( 2007    ) who also found that the sense of 
group unity helped others to accept their situation (see also Chap.   22    ). 

 For most Northeastern participants, living a normal life means living with 
extended family and contributing to family life and income as illustrated below:

  I am now having a normal life. I am very happy because everything is normal and good for 
me. I can stay alive and live with my family (husband, my parents, my brother and my 
daughters)…and I can do everything as people can. I have no symptoms on my body I look 
healthy… 

   These participants asserted that they did not want to be treated as HIV/AIDS 
patients. They wanted to join the family activities and community as normal people 
by helping with the housework or other work-related activities such as going to the 
farm to feed animals, and to enjoy themselves. In order to be treated as normal, 
participants need strategies to “pass” as normal. Passing is defi ned by Goffman 
( 1963 : 58) as “the management of undisclosed discrediting information about self.” 
In the context of these studies, “passing” means that people living with HIV/AIDS 
tried to ensure that they had no visible signs so that their disease was not noticeable 
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to others. This was achieved both by keeping well and by covering any visible signs 
with clothing. Selective disclosure strategies, as discussed earlier, also contributed 
to passing as normal in some contexts. Consistent with these fi ndings, Barroso 
( 1997 ) contends that the process of normalizing, focusing on living, taking care of 
oneself, having relationships with others, and having the feeling of triumph allow 
participants to reconstruct their lives within the context of AIDS. 

 The majority of participants in both studies felt satisfi ed with this stage of the 
journey in their life when they had the ability to live as normal with HIV/AIDS even 
though they faced suffering at times. However, a number of participants in Balthip’s 
( 2010 ) study found an ultimate meaning in life by following ways of living which 
were based on understanding  the truth about life  that is underpinned by Buddhist 
doctrines.  

8     Discovering an Ultimate Meaning in Life 

 Meaning in life can be discovered many times in one’s lifetime. Balthip ( 2010 ) 
shows in her study that there were two signifi cant times that the participants asked 
questions about the meaning in life. The fi rst time, as discussed earlier, occurred 
when the participants looked for meaning when their life had been turned upside 
down by the diagnosis of HIV/AIDS. The second time occurred when the partici-
pants who were living normally with HIV/AIDS raised new questions, for instance, 
why they were born and whether or not they had done all that they were supposed 
to do in life. As a consequence of this new round of questioning, some participants 
gained insight and understood the truth about life which led to their being able to 
live life with contentment. 

 The notion of  the truth about life  is underpinned by Buddhist doctrines. The 
words of Buddha mean that all must depart – all beings that have life must shed their 
compounded forms; component things are impermanent (Dhammananda  1993 ; 
Hanh  2004 ). Dhammananda ( 1993 ) explains in more depth that the Buddha teaches 
that life has mind and matter and nothing more. Apart from these realities that form 
the  nama-rupa  compound, there is no self or soul. The mind part of the compound 
is what experiences an object or event. Both the mind and the matter arise because 
of the conditions of people’s lives, and this is happening every moment of their 
lives. As a consequence, an understanding of such impermanence can free human 
beings from getting caught in the suffering of craving, attachment, and despair 
(Hanh  2004 ). 

 The notion that nothing is permanent can explain diffi cult questions, for instance, 
“why do humans become ill?,” or “why do I have this disease?” Not only is the 
answer that I have this disease because of my (bad)  karma , but it is because illness 
is a part of life and nothing is permanent. Thus, it is normal that human beings 
become ill or sick. Being born, being old, being sick, and dying is the normal life 
cycle – along with constant changing. Another question is, “why do human beings 
die?” The answer is because human beings are under the same rules of 
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impermanence and change as everything else in the world. Therefore, it is normal 
that their life will change. Dying and death are the truths that every human being 
will encounter. Life is uncertainty, but death is certainty. This understanding helped 
some participants to feel calm and peaceful and less worried about dying and death. 
A Southern participant commented:

  I feel that my life is balanced. I am able to adapt and to view the world in more different 
ways, and to take a broader view. I look at the reality of life more deeply than I used 
to – that birth, aging, infi rmity and death are common and natural experiences. I view 
[ interpret ] life through religious principles… I have heard a saying “It happens, it takes root 
and it disappears”. I say that everything is like that. Nothing is permanent… We should 
release and lay down issues [ ploy wang ], ignoring them, then we can obtain inner 
tranquility. 

   As a consequence of realizing the truth that nothing is permanent, people are 
enabled to reassess their priorities and think what are the important things that they 
have to do while they are alive? In her study, Balthip ( 2010 ) identifi es three ways 
that participants live their lives in order to achieve peace, harmony, and calm: 
(1) living with equanimity ( ubekkha ), (2) living with awareness, and (3) living with 
loving kindness ( metta ), compassion ( karuna ), and altruistic joy ( muthita ). 

 Hanh ( 2004 ) explains equanimity as nonattachment, nondiscrimination, even- 
mindedness or letting go. In Balthip’s study, living with equanimity involves living 
in the moment, having mindfulness, practising detachment ( ploy wang ) or letting 
go, and living a simple lifestyle or living with self-suffi ciency as highlighted by the 
Thai King. 

 Firstly, living in the moment and having mindfulness means enjoying and focus-
ing on now and stopping the mind from wondering about the past, and the future. 
Practising mindfulness to stop their mind from dwelling on unhelpful or negative 
thoughts and creating calmness of mind is the way of living in the moment. 

 Practising detachment or letting go ( ploy wang ) is the second way to live with 
equanimity. While children provide the main connection that enhances the will to 
live, in order to fi nd peace and harmony in life, the participants had to reduce their 
connections (detachment) and let go or  ploy wang  duties, worries, and needs. Lastly, 
living a simple lifestyle or self-suffi ciency is the third way of living with equanim-
ity. Participants found happiness in nearly all activities, although those activities 
were very simple. The Thai King promotes the importance of learning to recognize 
what is suffi cient for individuals’ needs in order to remind people to live their life 
with simplicity while living well with their condition. Once people apply these prin-
ciples, they prove that happiness in life is not diffi cult to obtain as it does not depend 
on material things. Rather, it depends on a mind that feels satisfi ed with what they 
have and who they are. Another aspect of living a simple life style is not having high 
expectations which lead to false hopes and cause burdens and diffi culty in life. 
Some participants stopped establishing burdens in their lives by stopping having 
children or not starting new relationships. 

 Living with awareness means living life being careful, not careless, and is infl u-
enced by an acceptance that their life is more fragile and compromised and that they 
understand the truth about life, in particular that death is the truth and everyone will 
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face this. Three ways of living were identifi ed that contributed to living with awareness. 
Firstly, fi nishing business for themselves in this life means focusing on taking care 
of themselves and having a careful lifestyle in order to live longer and more health-
ily, with less suffering and less dependence and burden on others. Secondly, prepar-
ing merit for the next life is strong in participants who believed in the law of  karma  
or the concept of  boon  (good  karma ) and  bab  (bad  karma ) and the result of good 
deeds on life after death. Living longer allows them to gain more merit and helps 
them have an inner peace, a calm mind, and self-confi dence. Finishing business 
related to care of parents and children is the last way of living with awareness. 
Caring for parents or showing gratitude is an important task that is ingrained in Thai 
people (Liamputtong  2007 ). Therefore, many participants made arrangements for 
someone to care for their parents if they (the participants) were unable to do this. 
Another duty was fi nishing their obligations to their children. A number of partici-
pants made plan for the future of their children and raised their concerns about sav-
ing money for them. They wanted to feel reassured that when they were not around, 
their children would be able to continue to live and grow up. They were happy and 
could detach from any duty and worry. They could welcome death and die with 
“eyes closed.” 1  

 The last way that participants lived their lives in order to achieve peace, harmony, 
and calm was living with loving kindness ( metta ), compassion ( karuna ), and altru-
istic joy ( muthita ) .  For instance, participants practised meditation, prayer, or  lamad , 
attended the temple, made merit, helped others, and avoided destruction of others by 
both physical and psychological means such as jealousy and thinking badly. They 
did not blame, hurt, or feel angry toward anyone. They were also concerned not to 
spread this disease to others. Additionally, some provided food for monks, and oth-
ers made donations or became monks. A man becoming a monk is counted as doing 
a good deed for his parents (Tongprateep  2000 ) and for themselves because in doing 
good for their parents, they will receive huge merit in return. When people are doing 
meditation or prayer, they can stop their thinking when they think badly and enhance 
the way of thinking well. One Muslim participant explained:

  When I start to say a prayer, a strange but positive feeling occurs, the feeling of joy and 
happiness. The prayer restores strength and it is comforting my mind. It make me  ploy  of 
hearing what people say [gossip]… I don’t take it seriously. I feel relaxed. Never mind…. 

   Having happiness and peace in life is a reward derived from practising altruism 
and helping others. It is like a kind of fuel that makes people continue their life with 
happiness, as another Southern participant described:

  After participating in the activity [working as a volunteer], from not having any idea about 
medications, now I have got some knowledge of how to use ARV drugs. If someone has a 
symptom, I would know what it is, how to prevent its recurrence.... It has been nine months 
since I joined this volunteer work.  After returning to live in my hometown, and starting to 

1    “Eyes closed” is a metaphor that is often used in the Thai context for people who die free from 
worry. Thai people often say that they will die with their eyes closed. By contrast, one who has 
worry will die with open eyes.  
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work, the benefi t in terms of money is not great, but it [volunteer work] makes me happy to 
have the chance to take care of others…. I have come across a lot of occasions which made 
me feel happy. 

   One main reason that makes the participants repeatedly voice their desire to help 
others, in particular, people living with HIV/AIDS, all of whom they perceived as their 
friends, was that they hoped to prevent HIV/AIDS in others and decrease the severity 
of HIV/AIDS including stigma. Some of them said that they would not wish such a 
fate on anyone. One participant expressed her feeling of becoming a refuge for others 
which increased her will to live and enhanced the feeling of fulfi llment in her life:

  Being able to support and give shelter to other people makes me feel good. As I told you 
I can’t die, not now anyway. I still have several people who need my help. This strengthens 
my will to battle the sickness. I have to fi ght…. If we are sick, we have to build up our 
willpower and fi ght against hardships… can’t weep. The courage is built up from inside…
can’t give up… feeling tired, have a rest, and when feeling better, go back to work. 

   Practising forgiveness ( ahosikam  2 ) is another way to live with kindness, compas-
sion, and altruistic joy. Practising  ahosikam  both presents a sense of having  metta , 
and  karuna , and rewards individuals with a calm mind because they can let go ( ploy 
wang ) of their suffering or angry feelings toward someone or something. Thus, 
participants practised forgiveness toward their partners who infected them with 
HIV, toward the persons who think negatively of them or blame them, and toward 
everyone in the world, even those who have already passed away, in order to feel 
calm and peaceful:

  On my days off from work, I go to temple nearby my house. I go there to offer food and 
goods to monks, just do it on my free time. What I do makes me happy, I pray for the dead 
who do not have relatives, and for those people who continue talking negatively about me. 
I pray to forgive them. It really makes me feel better. 

   Having a belief in a religious doctrine provided some participants with a means 
to reclaim their sense of who they are. This helped them achieve harmony in life; 
they had a stable state of mind, and they could not be upset by gain or loss. Although 
Buddhists and Muslims use different words and different ways to guide people to do 
good deeds rather than being selfi sh, both religions teach people to do good deeds 
and they both trust in rewards for doing good. Also, religious practises such as 
meditation can reduce stress and suffering as well as prevent the onset of disease 
and enhance peace. After the participants recognized the truth about life, they 
understood what was really necessary for their life and what they really wanted as 
human beings in order to enable them to live their life with calmness, peace and 
harmony, or  kwarmsa-ngobjai  that leads to living well and dying well. 3  The participants 

2     Ahosikam  means forgiveness or reconciliation. It occurs when people need to forgive someone 
who has hurt them or made them feel suffering. It is the way to let go the suffering.  
3    Living well and dying well. Living well means living life with happiness and not feeling scared 
to die. Dying well means they feel relaxed when death is coming because they have no, or less, 
agony in this life and also they prepare their property that is merit (good deeds) for the next life. 
These help the participants to live with HIV infection in peace, which is an ultimate purpose in life.  
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understood and realized which things bring them pleasure, peace, and harmony and 
what cultivates their mind to gain peace and develop. As many participants said, 
everyone needs happiness and peace in their life. By living life with contentment 
such as being selfl ess, by dedicating time in life to do good deeds, peace comes as a 
result of having consideration toward others. Buddha said that component things are 
impermanent and human beings are impermanent, unstable, not to last, and com-
passed about with a self (Dhammananda  1993 ). This is the nature of the concept of 
self that leads to the ending of a self or  nonself . Once people feel free from self, they 
understand that nothing belongs to them – rather, they understand that everything  is  
them. They also understand that everyone has their own value and is important. 
Finally, they will gain the feeling of fulfi lment in life associated with peace or seren-
ity or  kwarmsa-ngobjai . Finding peace is a lifelong process. Although some people 
cannot achieve it, others can reach this ultimate goal of life.  

9     Conclusion 

 Being diagnosed with HIV/AIDS resulted in the lives of most participants being 
“turned upside down.” In a society in which HIV/AIDS has been highly stigma-
tized, the diagnosis results in both a devalued self and the risk of “social disgust” 
from others in society. Both studies explored the processes by which participants 
used selective disclosure to reconnect with others for support, enabling them to fi nd 
meaning in life, to understand and revalue themselves, to overcome their life crisis, 
and to live life as normal. For some participants in Balthip’s study ( 2010 ), fi nding 
an ultimate meaning in life, consistent with Buddhist teaching, enabled them to 
obtain peace and harmony. Balthip argues that all people have the ability to reach 
the feeling of being calm and peaceful or  kwarmsa-ngobjai , even if they are poor in 
terms of material possessions. However, in both studies the majority of participants 
felt satisfi ed at the stage of their life journey when they had the ability to live as 
normal with HIV/AIDS.     
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1            Introduction 

 Currently, Thailand is still experiencing an epidemic of HIV infection and AIDS. 
Ever since the diagnosis of the fi rst case of AIDS in 1984, the epidemic has risen 
rapidly, and now it has affected people ranging from injecting drug users, sex workers, 
heterosexual men, their wives and sexual partners, to the infants of infected mothers 
(Singhanetra-Renard et al.  2001 ; Maneesriwongul et al.  2004 ; Aheto and Gbesemete 
 2005 ; Sringernyuang et al.  2005 ; Apinundecha et al.  2007 ). In late 2005, the esti-
mated number of people living with HIV/AIDS (PLWHA) was 560,000 (Kartikeyan 
et al.  2007 ). Currently, however, about one million Thai people are still living with 
HIV/AIDS (UNAIDS/World Health Organization (WHO)  2008 ). 

 Although Thailand has successfully reduced the spread of HIV among female 
and male sex workers and their clients (Ungphakorn and Sittitrai  1994 ; Mason et al. 
 1995 ; Mastro and Limpakarnjanarat  1995 ; Visrutaratna et al.  1995 ; Nelson et al. 
 1996 ; Sanondhavat et al.  1997 ; Lyttleton  2000 ; McCamish et al.  2000 ; Ainsworth 
et al.  2003 ; Apinundecha et al.  2007 ), the number of HIV seroprevalence among 
women has steadily increased (Brown et al.  1994 ; Ruxrungtham and Phanuphak 
 2001 ; National AIDS Prevention and Alleviation Committee  2008 ; Rasamimari 
et al.  2008 ). According to Thai Ministry of Public Health ( 1999 ), HIV 
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seroprevalence among childbearing women was 1.6 % nationwide and 4–5 % in the 
northern region. There were approximately 23,000 HIV-positive women who gave 
birth in Thailand (Siriwasin et al.  1998 ), and around 26 % of HIV-infected women 
in Bangkok had HIV-negative partners. Many of these women have contracted HIV 
from their husbands who had sexual contacts with sex workers (World Bank  2000 ). 
HIV prevalence among women continued to rise and by 2000, about half of new 
cases occurred among women infected by their husbands or partners (Ainsworth 
et al.  2003 ). The recent report by the National AIDS Prevention and Alleviation 
Committee ( 2008 : 10) suggested that “the increasing trend of HIV prevalence in 
ANC women at 2nd and 3rd pregnancies indicates that the infection is spreading 
more deeply into families in general, and probably will remain at relatively high 
levels going forward.” It is likely that the HIV/AIDS epidemic among Thai women 
is still an urgent public health issue (see also Chaps.   21     and   23     in this volume). 

 Culturally, HIV is still perceived as a “death sentence.” It is also stigmatized due 
to its association with physical decay (Ungphakorn and Sittitrai  1994 ; Lyttleton 
 1996 ,  2000 ; see also Goldin  1994 ; Bennetts et al.  1999 ; Parker and Aggleton  2003 ). 
AIDS in Thailand, as elsewhere, is seen as self-infl icted and associated with deviant 
behaviors relating particularly with sex. It is also seen as only those who indulge 
themselves in sexual endeavors that the infection will occur. As such, sex workers 
are inevitably seen as the transmitters of the infection (Jackson et al.  1992 ; Lyttleton 
 2000 ; McCamish et al.  2000 ; Kerrigan et al.  2001 ). It is not too surprising then that 
people living with HIV/AIDS experience the stigma attached to HIV/AIDS and 
most are discriminated against in their everyday life (Songwathana and Manderson 
 2001 ; Boer and Emons  2004 ; Sringernyuang et al.  2005 ; Apinundecha et al.  2007 ). 

 Despite decades of the epidemic within the country and the extensive media 
campaigns throughout the 1990s, the Thai people do not have suffi cient knowledge 
and understanding of HIV/AIDS, its transmission, and prevention (Ungphakorn and 
Sittitrai  1994 ; Apinundecha et al.  2007 ). Many misconceptions about modes of 
transmission still abound (Singhanetra-Renard et al.  2001 ; Boer and Emons  2004 ). 
As physical and moral appearances are important in Thai society, shame is therefore 
experienced by Thai people infected with HIV/AIDS (Bennetts et al.  1999 ). The 
continuing high rates of HIV/AIDS and shame and stigmatization attached to the 
epidemic contribute to inappropriate knowledge and understanding of the infection 
and its transmission among the Thai people. Hence, HIV/AIDS remains a public 
health problem in Thai society (Lyttleton  2000 ; Singhanetra-Renard et al.  2001 ; 
Boer and Emons  2004 ). 

 During the fi rst decade of the HIV/AIDS epidemic in Thailand, most PLWHA 
dealt with stigma by keeping their HIV status secret (Apinundecha et al.  2007 ; see 
also Ukosakit  1990 ; Hongvivatana et al.  1993 ; Pradubmook  1994 ; Knodel et al. 
 2001 ; Songwathana and Manderson  2001 ; Dane  2002 ). People living with HIV/
AIDS had to deal with stigma arising not only from their communities but also 
within their families. Reactions such as separation of clothing and eating utensils 
and being excluded from community activities were very common. Although 
recently, we have seen many communities who became more sympathetic and 
started to accept PLWHA, many are still concerned about risk of HIV infection 
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from contact with PLWHA. A study in Khon Kaen province in northeast Thailand 
(Manijsin et al.  2003 ) still revealed that more than a quarter of young adults were 
unnecessarily anxious about contracting HIV through their proximity with PLWHA 
(such as living or working nearby), sharing meals or utensils (such as plates and 
glasses) with PLWHA, and eating food prepared by PLWHA. 

 However, recent studies have started to point to more positive attitudes toward 
people living with HIV/AIDS in Thailand (VanLandingham et al.  2005 ; Apinundecha 
et al.  2007 ). 

 In their recent study, VanLandingham and colleagues ( 2005 ) claim that there are 
different reactions to PLWHA and their families in community. Overall, these reac-
tions are more positive than what has been widely assumed. These studies did not 
focus on women, and so knowledge about how women living with HIV/AIDS are 
treated in Thailand is largely absent. Since Thai women are now experiencing 
high prevalence of HIV/AIDS, there is an urgent need for healthcare providers to 
understand their experiences so that more sensitive healthcare can be achieved. 

 In this chapter, we examine community attitudes toward women living with HIV/
AIDS in Thailand at the present time. We also look at strategies employed by 
women in order to deal with any stigma and discrimination that they may feel or 
experience in their communities. We argue that women are not passive victims, but 
rather, they act in their own agencies in order to counteract any negativity they might 
encounter. The chapter is based on our larger study of the experiences of women 
living with HIV/AIDS and their participation in clinical trials in Thailand.  

2     HIV and AIDS: Stigma and Identity 

 In this chapter, we attempt to link Goffman’s original insight ( 1963 ) concerning the 
impact of stigma in the construction of a spoiled identity (see also Chaps.   1     and   2     in 
this volume) with a more contemporary thinking about identity. Hall ( 1990 ) has 
pointed to the socially construction of identity and suggests that identity is constantly 
changing. Parker and Aggleton ( 2003 : 19) suggest that this theory alerts us to “theorize 
changing constructions of identity” not only in relation to the experience of stigma 
but more importantly “resistance to it” (Castells  1997 : 8). According to Castells 
( 1997 ), there are three identities. First, legitimizing identities are “introduced 
by the dominant institution vis a vis social actor.” Second, resistance identities are 
“generated by those actors that are in position/conditions devalued and/or stigma-
tized by the logic of domination.” And last, project identities are formed “when 
social actors, on the basis to whatever cultural materials are available to them, build 
a new identity that redefi nes their position in society and, by so doing, seek the 
transformation of overall social structure” (Parker and Aggleton  2003 : 19). Indeed, 
it is within the last two identities that we focus on in this chapter. In our study, we 
will show that the women attempt to deal with stigma and discrimination by going 
public as a collective identity, that is, to join PLWHA support groups.  
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3     Methodology 

 This chapter is based on our larger project on the experiences of women living with 
HIV/AIDS who have participated or are participating in drug trials in Thailand. 
A qualitative approach is adopted in this study. The qualitative approach is appro-
priate because qualitative researchers accept that, in order to understand people’s 
behavior, we must attempt to understand the meanings and interpretations that peo-
ple give to their behavior (Barbour  2007 ; Liamputtong  2013 ). Using a qualitative 
method enables the researcher to examine the interpretations and meanings of HIV 
clinical trials within the women’s perspectives. The strength of using qualitative 
methodology is that it has a holistic focus, allows for fl exibility, and also allows the 
participants to raise issues and topics which may not have been included by the 
researcher, hence, adding to the quality of the data collected. This methodology is 
particularly appropriate when the researcher has little knowledge of the researched 
participants and their world views (Liamputtong  2007 ,  2013 ). 

 In this study, in-depth interviews (Serry and Liamputtong  2010 ) and some 
participant observations (Liamputtong  2013 ) were conducted with 30 Thai women. 
The number of participants was determined by theoretical sampling technique, 
which is to stop recruiting when little new data emerges (Liamputtong  2013 ). 
Previous experiences indicate that saturation tends to occur around the 25th 
interview. In this study, we continued to recruit HIV-positive women until we had 
26 participants and saturation occurred. 

 Purposive sampling technique (Liamputtong  2013 ) was adopted, that is, only 
Thai women who had experienced HIV/AIDS and who were participating, or had 
participated, in HIV/AIDS clinical trials and female drug users who have been par-
ticipating in vaccine trials were approached to participate in the study. The partici-
pants were recruited through advertising on bulletin boards at hospitals and personal 
contacts made by the Thai coresearchers, who have carried out a number of HIV/
AIDS research projects with Thai women. In conducting research related to HIV/
AIDS and with drug users, the recruitment process needs to be highly sensitive to 
the needs of the participants (Renzetti and Lee  1993 ; Singhanetra-Renard et al. 
 2001 ; Spirig  2002 ; Smith  2003 ; Liamputtong  2007 ). The sensitivity of this research 
guided our discussion of how we would approach the women and invite them to take 
part in this research. We only directly contact potential participants ourselves after 
being introduced by our network or gatekeepers. Due to the sensitive nature of this 
study, we also relied on snowball sampling techniques, that is, our previous partici-
pants suggested others who were interested in participating (Liamputtong  2013 ). 
We also enlisted the assistance of leaders of two HIV/AIDS support groups to 
access the women in this study. We also took part in the activities of the groups as 
part of the methodology of this study. 

 Interviews were conducted in the Thai language to maintain as much as possible 
the subtlety and any hidden meaning of the participant’s statements (Liamputtong 
and Naksook  2003a ,  b ; Liamputtong  2010 ). Prior to the commencement of the 
study, ethical approval was obtained from the Faculty of Health Sciences Human 
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Ethics Committee, La Trobe University, Australia, and Ethics Committee at 
Chulalongkorn University, Thailand. Before making an appointment for interviews, 
the participant’s consent to participate in the study was sought. After a full explana-
tion of the study, the length of interviewing time and the scope of questions had 
been explained, the participants were asked to sign a consent form. Each interview 
took between 1 and 2 h. Each participant was paid 200 Thai baht as a compensation 
for their time in taking part in this study. This incentive is necessary for a sensitive 
research like this, as it is a way to show that research participants are respected for 
their time and knowledge (Renzetti and Lee  1993 ; Liamputtong  2007 ,  2013 ). 

 With permission from the participants, interviews were tape-recorded. The tapes 
were then transcribed in Thai for data analysis. The in-depth data was analyzed 
using a thematic analysis (Braun and Clarke  2006 ; Liamputtong  2013 ). All tran-
scripts were coded and subsequently emerging themes were derived. The emerging 
themes are presented in the results section.  

4     Being Infected with HIV: The Discourse of  Rang Kiat  

 We asked the women about how people in the community see them as a woman and 
also being a mother who is infected with HIV. Most women would keep the illness 
secret by not telling people outside their immediate families. HIV/AIDS still carries 
a stigma among Thai people, despite the recent media campaign and health educa-
tion to promote better understanding about HIV/AIDS (Lyttleton  2000 ,  2004 ; 
Apinundecha et al.  2007 ; see Chaps.   21     and   23     in this volume). Within a social cli-
mate where PLWHA are stigmatized, Mak and colleagues ( 2007 : 1550) suggest not 
too many people would be willing to disclose their HIV status (see also Lau and 
Wong  2001 ; Lau et al.  2003 ; Zhou  2007 ; Chap.   6     in this volume). 

 The Thai discourse of  rang kiat  was expressed by most of the women to mean 
being discriminated against in their narratives (cf. Chap.   21     about the feeling of 
disgust toward PLWHA). The words have the same connotation as in other stigma-
tized illness or living conditions such as leprosy, tuberculosis, living in poverty, and 
being a sex worker. Pailin said that she kept her HIV status secret because of the 
fears that people would discriminate against her:

  I am afraid that people will  rang kiat  me. Everyone is the same, and they think the same 
about the illness. It does not matter how many thousand people have HIV/AIDS within the 
populations of more than 60 millions, I would say that only zero percent will accept people 
living with HIV/AIDS. 

 Women tend to be more vulnerable to stigma and discrimination (de Bruyn  1993 ; 
Green  1995 ; Nyblade et al.  2003 ; Lekas et al.  2006 ). Lyttleton ( 2000 : 198) says this 
clearly in his work in northeastern Thailand that during his fi eldwork, he found 
many villagers referred to women as the agents of the emergence of AIDS in phrases 
like “AIDS comes from bad girls” and “women selling themselves outside of home 
and being a prostitute.” The women in our study too suggested that women in 
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particular would be more stigmatized than men. Women who contract HIV/AIDS 
would be perceived as  pu ying mai dee , that is, being “bad” women who liked to 
have sex with many men. Women contracted HIV from  rok mua  (promiscuous dis-
ease – contracting from having sex indiscriminately). 

 As Lyttleton ( 2000 : 198) has found in northeast Thailand, the women in our 
study also expressed that nowadays most Thai people still see women living with 
HIV/AIDS as in the past, and they associated these women as  pu ying sum son  (pro-
miscuity; sexually indulged women) who like  pai tiaw  (going to clubs and bars and 
drinking alcohol and having sex with men indiscriminately). In a way, this bad 
image of women living with HIV/AIDS is similar to that portrayed in the early mass 
media campaign in Thailand (Lyttleton  2000 ,  2004 ). As Arunee suggested, people 
do not see or believe that they are infected by their husbands or partners. Hence, 
women are blamed for having the disease, and this is the reason for them keeping 
the illness secret. Sinjai elaborated on this that:

  People in community tend to see this disease as  rok mua . As women, we can have only one 
partner or one husband. But, for those who have HIV/AIDS, people tend to see them as 
having too many partners and this is not good. They are seen as  pu ying mai dee . And they 
will be  rang kiat  more than men who have HIV/AIDS. Men who live with this disease are 
not seen as bad as the women are. If you are women and have HIV/AIDS, it is worse for 
you. 

 To the women in our study, people in Thailand still have insuffi cient knowledge 
about HIV/AIDS. Yenta suggested that she kept her HIV-positive status secret from 
neighbors due to societal discrimination against people living with HIV/AIDS. 
People still believe that those who had HIV would die quickly and they would be 
put in a special place. This means that HIV/AIDS is still seen as a contagious dis-
ease that people should avoid. She said that this is mainly due to how the media 
portrayed HIV/AIDS in its early days. The negative images continue to live in Thai 
people’s minds. Hence, discrimination continues to live in Thai society (Lyttleton 
 2000 ; Songwathana and Manderson  2001 ; Sringernyuang et al.  2005 ). Most people 
still believe that once a person has HIV, he or she would die quickly and would pass 
it on to others (Lyttleton  2000 ; Kubotani and Engstrom  2005 ). Sinjai gave us an 
example from her own father who shunned people living with HIV/AIDS:

  Once there were people standing outside our house trying to raise funds for people living 
with AIDS, but my father chased them away. He told them not to step into the house as 
people in his family would get AIDS too. He walked in and said this to me “if I knew any-
one in this house has AIDS, I would leave that person at Wat Phra Baht Nam Phu [a temple 
where many terminally ill AIDS patients stay and die]”. I looked up onto his face and 
thought that I would get this reaction from him if I told him that I have also got it. 

 Sinjai also told us about her sister who believed that HIV/AIDS could be passed 
on from breathing in the disease from an infected person despite that fact that her 
sister had obtained a bachelor’s degree from a university:

  My sister saw me taking a lot of medications and she started to tell me a story of her col-
league who has got AIDS and she said she had to breathe the air from the same room as the 
AIDS person and therefore she would have contracted AIDS from the that person. 
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 Pensri said that she would not tell anyone outside her own family. She did not 
mix much with her neighbors but only worked on her own farm. Hence, no one 
would question her about her illness. She said that she could not anticipate how 
local people would treat her if she disclosed her HIV status to them. It would be best 
for her that she kept it secret. Arunee, too, told us that:

  I don’t tell anyone that I have HIV. I keep it as my secret. I also think that people will not 
be able to accept the disease. This disease, everyone  rang kiat  it. I know that people  rang 
kiat  this disease, so I will not tell anyone that I have got it. 

 It has been suggested that rural people tend to accept PLWHA more than urban 
people (VanLandingham et al.  2005 ; Lyttleton et al.  2007 ). In certain areas in the 
north of Thailand, almost all families would have someone living with HIV/AIDS, 
and most people provide certain support, physically, emotionally, and fi nancially. 
This has not really happened in urban areas like Bangkok. Ajchara lived in an affl u-
ent area in Bangkok. She suggested that these people tend to discriminate against 
people who were seen as socially abnormal and this includes people living with 
HIV/AIDS. She was afraid that they would  rang kiat  her:

  I am afraid that people in my area would see me as a bad woman and that they would  rang 
kiat  me. People in my area are very different from others. Once they know that someone has 
got some bad diseases, they would  rang kiat  those people. They are all very rich. So, I am 
afraid that they might know about me having HIV. Even nowadays, they always ask me 
what I have done that I am so thin like this. Whenever I go out, they will ask me where I go, 
and I have to tell them that I go to see a doctor because I have diabetes. I have to lie. For 
people who have HIV, who dares to tell them the truth! So, I tell people that I have diabetes, 
but they keep making comments that I am very thin. 

 Often, women used other less stigmatized illnesses as an explanation of their ill 
health, as illustrated in Ajchara’s narrative. This is a rather common strategy in loca-
tions where HIV/AIDS is highly stigmatized. Zhou ( 2007 ), for example, shows that 
PLWHA in China strategically claimed that they had diseases like hepatitis B, 
tuberculosis, and cancer as a way to cover their HIV/AIDS as the symptoms of these 
diseases are similar to those of AIDS (see also Chap.   7    ). Arunee too said that her 
neighbors kept asking her why she was so thin. She had to say that she was not feel-
ing too well. As she was not a person who likes going out and having fun, rather she 
tends to stay home and work, people did not continue to question her. Arunee told 
them that she had problems with her lung and liver. 

 However, we also found that some women indicated that their local community 
knew about their HIV status, and they were not discriminated against. They con-
tended that it was dependent on where people live. If it was a small community and 
people know each other, discrimination might not occur, as people would help each 
other. But, they also suggested that this might not happen with all smaller communi-
ties. Sukhwan’s husband was from the north of Thailand. When his conditions 
became worse, he wished to return to his hometown to die. Sukhwan said most 
households in his village would have at least one member who had got HIV/AIDS. 
Hence, people tended to know who had it, and there was no discrimination against 
them in this village (see Lyttleton  2000 ; Boer and Emons 2005; VanLandingham 
et al.  2005 ). 

22 AIDS Support Groups and Women Living with HIV/AIDS in Central Thailand   

http://dx.doi.org/10.1007/978-94-007-6324-1_7


384

 According to the women in our study, stigma against people living with HIV/
AIDS in Thailand has decreased to some extent, and this was due mainly to the 
media. In recent years, contrary to the campaigns in the last decade or so, the mass 
media in Thailand have started to present issues relating to HIV/AIDS in a more 
positive light, as they started to understand the lives of those living with the illness. 
Daranee, for example, suggested that as many people in Thailand will be likely to 
have their family members infected with the HIV/AIDS, they are more likely to 
acquire knowledge about the disease and have a better understanding of the issues.  

5     Being Discriminated Against 

 The physical appearance of many women in our study changed after they were 
infected with HIV. These changes had a great impact on their lives. Several research-
ers have pointed to the social meanings located within the bodies of PLWHA (see 
Sontag  1990 ; Murphy  1995 ; Varas-Diaz et al.  2005 ). The beginning of a bodily 
change related to the HIV conditions, which often reveals a more deterioration of 
the illness, as Varas-Diaz and colleagues ( 2005 : 182) have found in their study, 
brings forth more stigmatization because “people associated these changes with 
prolonged illnesses and imminent death.” And all too often, job loss is a conse-
quence. Pacharee, for example, had to leave her job due to the changes in her body:

  At the beginning of my illness, my face turned black. I did not know about this illness and 
my husband had already died. I had to work to bring up my two children. But, later on I 
could not do so because my face was black and I was very thin. I was much thinner than I 
am now. I was asked to leave my job. When I went to apply for any other job, no one took 
me in and this had an impact on my children. 

 Lau and Wong ( 2001 ) have shown in Hong Kong that if a person was HIV posi-
tive, he or she would be dismissed from work, and coworkers had ungrounded fears 
and misunderstandings about PLWHA. Similarly, Simbayi and colleagues ( 2007 ) 
have shown that in South Africa, more than 40 % of their respondents experienced 
discrimination and one in fi ve persons with HIV/AIDS had lost a job because of 
their HIV status. One woman in our study, Isara, was working in a jewelry shop, and 
after her employer learned that she had HIV, she was told to leave her job. They 
were afraid that she would pass on the disease to her customers. Pacharee too was 
ordered to leave her job as a hairdresser in a town outside Bangkok. She was 
informed that if the customers knew about her HIV status, her employers might lose 
their customers. When she applied for a job at other shops in that town, she was told 
that they did not need any new workers. Eventually, Pacharee had to move to 
Bangkok where people would not know about her illness:

  I was crying because I could not fi nd any job for my survival. So, I made up my mind to 
move into Bangkok. When I applied for a job at [X], no one wanted to take me in because 
my physical appearance had changed. They all told me that they did not need any one at the 
moment. No barbers or hair studios gave me a job. I was living in that town for a long time, 
they all knew me and so they knew that I had AIDS. 
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 Although nowadays healthcare providers tend to have better attitudes toward 
PLWHA, some women in our study expressed their views that they were treated 
negatively by healthcare providers (see Chap.   3     in this volume). As Varas-Diaz et al. 
( 2005 ) and Lekas et al. ( 2006 ) have suggested in their studies, the women main-
tained that there was still discrimination within the healthcare system. The case of 
Sinjai presents an interesting aspect about discrimination from healthcare providers 
in the Thai society. It was from a nurse who worked in a counseling office of 
the hospital where she learned about her HIV status. She went to have a blood test 
when she was 7 months pregnant:

  After the doctor told me, a nurse called me to go to the counseling offi ce. She said she 
would give me some advice. But, she spoke negatively about me. She asked me if my hus-
band knew about the illness, and I told her that he did not know as I had just been told about 
it too, and I was about to go to tell him. I asked if she wanted my husband in the room but 
she wanted to talk to me fi rst. She asked me what type of person my husband was and I said 
he is  khon jai ron  [a hot-hearted person who has a tendency to become angry easily]. She 
said if my husband knew that I was the one who brought the disease into the family, how 
he would react to this. She implied that it was me who contracted the disease fi rst and 
passed it on to my husband. She said that if he knew about it, wouldn’t he shoot me to dead 
because I was the one who made him sick. She said I looked so sick and so it must be me 
who passed on the disease. She said I would be dead three months after giving birth. I 
would not live that long because I was so sick and I probably passed the disease onto my 
baby too. 

 In Sinjai’s case, the nurse’s attitude was a refl ection about how society perceives 
women living with HIV/AIDS. They still see women as the carriers of HIV 
infection.  

6     Fears of HIV/AIDS in Community 

 Our data suggest that Thai people still have great fears about HIV/AIDS. Earlier 
educational programs and advertising campaigns through the media played a major 
role in creating fears (Lyttleton  2000 ,  2004 ; Maneesriwongul et al.  2004 ). Ironically, 
this is opposite to the recent information, communication, and education (IEC) pro-
grams which have the intention of creating more positive attitudes toward people 
living with HIV/AIDS in Thailand. The IEC policy aims to promote an environment 
which is “conducive for the prevention and alleviation of HIV/AIDS” (Aheto and 
Gbesemete  2005 : 36). This policy is aimed to succeed by several means including 
the media campaigns. As found in the study of Maneesriwongul and colleagues 
( 2004 : 31), most caregivers believed that the widespread fear of AIDS in the com-
munity was the direct result of the sensationalism of the media. As a result, many 
Thai people still had great fears about AIDS. Despite the fact that the media has 
recently started to publish more positive messages, fear of HIV/AIDS contagion 
continues to be prevalent in local communities. Sinjai, for example, suggested that 
her parents still have fears about HIV/AIDS although they lived with a person 
infl icted by HIV:
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  My parents are still very afraid of AIDS, particularly when they see advertising about AIDS 
or movies or TV programs or news on AIDS. Whenever they see these, they would take 
their children and grandchildren to have a blood test… Most people still have negative 
attitudes toward AIDS. 

 Deng and others ( 2007 : 1566) showed in their study with the Dai in China that 
even within the family, the use of separate kitchen utensils was common. The par-
ents did not reject their HIV-infected children, but they still treated them differently, 
and it was due to the distrust and dislike of the disease (see also Varas-Diaz et al. 
 2005 ; Lekas et al.  2006 ). The women in our study also suggested that in the early 
part of their illnesses, parents would separate everything from them. Sinjai said that 
at the beginning of her illness, her mother would keep things separated. Her mother 
would not share even glasses or plates and often would eat separately from her. 
Puangthip, too, elaborated on this that:

  As most people would not know how we actually get HIV/AIDS, they  rang kiat  women like 
us. You don’t need to look that far. It is my own sister who has already accepted that I have 
got HIV. She says she does not  rang kiat  me, but she will be very careful about everything 
as she still thinks she might get it from me, like, when she sleeps, she will get another piece 
of bed cloth to cover where she sleeps. She is very careful. Even water, she will buy her 
own… What I mean that even if an educated person like my sister is still like this, what 
about other people? When they know about my HIV status, they will  rang kiat  me for sure. 

7         Chom Rom  AIDS: PLWHA Support Groups 

 The rapid spread of HIV and AIDS in Thailand has placed a great burden on the 
public healthcare system as well as the PLWHA and their families. Governmental, 
nongovernmental offi cials, local communities, and the PLWHA themselves have 
responded to this crisis by establishing PLWHA support groups as an alternative 
healthcare approach for PLWHA (Del Casino  2001 ; Lyttleton et al.  2007 ). 

 Presently, there is a large number of AIDS support groups existing throughout 
Thailand. These support groups have been formed particularly to help people living 
with HIV/AIDS. The main functions of PLWHA support groups include the 
provision of counseling and educational campaigns and making home visits to 
PLWHA. The establishment of PLWHA support groups in the community has been 
increasingly accepted by people in the community (Im-em and Suwannarat  2002 ). 
However, Lyttleton ( 2004 ) suggests that HIV/AIDS support groups are formed as 
an attempt by PLWHA to defend their HIV/AIDS status. The formation of these 
support groups, Lyttleton and others ( 2007 : S46) contend, accommodates “social 
normalization of HIV infection by creating the social platform and moral support 
for public disclosure of HIV status.” PLWHA support groups are the most salient 
exemplar of a collective identity emanating from the epidemic of HIV and AIDS in 
Thailand (Lyttleton  2004 ). 

 The fi rst AIDS support group, known as the “Wednesday Friends Club” (WFC), 
was set up in Bangkok at the Thai Red Cross Anonymous Clinic in 1990. By early 
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2002, more than 400 support groups for PLWHA in Thailand have emerged 
(Lyttleton  2004 ). Most are community based. In 2003, the Family Health 
International (Kubotani and Engstrom  2005 ) indicated that there were 465 support 
groups in Thailand. And by early 2006, there were 920 groups (Lyttleton et al. 
 2007 ). Most of these support groups operate in northern Thailand, the region which 
is hit heavily by the AIDS epidemic. According to Lyttleton and colleagues ( 2007 ), 
in central Thailand and mostly in Bangkok, there were 89 groups in 2005. Many 
groups meet at local hospitals, while others at NGO offi ces, and some assemble in 
rented houses or the homes of members. The Thai government, as well as foreign 
donors, encourages and supports regular meetings. They tend to be organized by 
local health authorities and/or NGOs, who provide administration and some medi-
cal assistance (   Smitaketarin and Paowanaporn  2000 ). Some groups meet weekly, 
but most groups meet monthly. The activities and atmosphere in the group meetings 
may range from informal group functions to formal training and educational ses-
sions (Lyttleton  2004 ). 

 Similarly, in the northern region of Thailand, Chiang Mai province, PLWHA, 
NGOs, and government health agencies have established PLWHA support groups. 
These have created new social support structures for PLWHA. The groups meet 
often to discuss health-related issues. They meet in a number of locations, including 
government healthcare settings such as hospitals and health stations and local 
community sites (e.g., temples or the homes of PLWHA or community activists) 
(Del Casino  2001 ). 

 Although there have been some obstacles for PLWHA to participate in commu-
nity groups, most PLWHA continue to meet and support each other. They share 
their lived experiences as PLWHA. According to Smitaketarin and Paowanaporn 
( 2000 ), lack of adequate funding and deteriorating health prevent members from 
participating. Location and distance of groups and too few government and NGO 
supporting organizations also deter many PLWHA participating in support group 
activities. 

 Smitaketarin and Paowanaporn ( 2000 ) point out that PLWHA support groups 
initiated by government health facilities tend to be located in local hospitals and 
this accounts for half of all PLWHA groups in Thailand. Lyttleton and colleagues 
have also recently revealed this ( 2007 ). Our study indicated that many hospitals 
in Bangkok and surrounding provinces organized HIV/AIDS support groups 
where PLWHA were able to join. The women in our study referred to these 
groups as  chom rom  AIDS (AIDS clubs). Most groups would meet monthly, and 
the hospital staff would organize some activities on the day, which tended to run 
for the whole day. In the PLWHA support group that we participated in Bangkok, 
each one who joined the activities of the day received a government compensa-
tion of about 100 Thai baht. However, this did not apply to all groups, as some 
groups do not receive any compensation but may be given compensation for 
transportation costs. Activities of PLWHA groups that Lyttleton ( 2004 ) has 
observed covered immediate personal assistance, collective treatment strategies, 
and activities with support community functions (including health promotion ini-
tiative and public parades on World AIDS Day). The support groups in which we 
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have taken part during the fi eldwork of this study included similar activities to 
that Lyttleton witnessed and included relaxation activities (yoga and meditation), 
games, information relating to HIV/AIDS and treatments, and the provision of 
haircuts to members (and these included health care providers who participated 
on the days and us as researchers). One group that we took part in also provided 
free lunch prepared by a family of one HIV-positive woman. Some groups also 
included information about drug trials and new drugs and also some government 
initiatives. 

 Lyttleton ( 2004 : 3) points out that, in reality, anyone living with HIV should 
be able to join PLWHA groups in Thailand. But in practise, not everyone does so. 
There are many reasons for this including personal disinclination, practical con-
straints, lack of family support, and the fi nancial assistance. This is also true with 
the women in our study. Some did not join in support groups because they did 
not have enough time to do so, as they had to work. Others were not interested 
in doing so. And there were those who could not leave the children with anyone 
else. But, most women would join in. There were many reasons for this as we set 
out below. 

7.1     Gaining Knowledge and Assistance 

 Commonly, when the women were asked what benefi t they received from joining 
the group, most would refer to knowledge they gained from joining. Niramol, for 
example, said that:

  Before I join this  chom rom , I did not understand much about HIV/AIDS. I only knew that 
we can get HIV/AIDS from having sexual intercourse and so each time we have sex, we 
must use condoms. If a mother has HIV/AIDS, she cannot breastfeed her baby… But, after 
I had my baby and have joined this  chom rom , I have gained a lot of knowledge about HIV/
AIDS. Now, I know a lot about this disease. 

 It is typical for most  chom roms  to have their names reflect their life and 
what they hope to have. For example, a woman living with HIV/AIDS set up 
her own support group, and she named it as the “Life With Hope Group.” The 
name “Life With Hope” was used to pronounce that people living with HIV/
AIDS have the same hopes and dreams as others who are not HIV positive 
(Chomsookprakit  2008 ). Pensri joined in a club called  Chom Rom Arom Dee  
(the Good Mood Club). She often received some dried food when going to the 
club. The club also organized several activities such as fund raising, informa-
tion about illnesses and illness management, health-care card (30 Baht 
HealthCare program), and/or even some social and political activities around 
Bangkok. In a way, the club acts as a social network for the women (and anyone 
living with HIV/AIDS) (Lyttleton  2004 ; Kubotani and Engstrom  2005 ; 
Chomsookprakit  2008 ).  

P. Liamputtong et al.



389

7.2      Puag Diew Kan : Sense of Belonging 

 Lyttleton ( 2004 : 3) suggests that joining a support group is the means that PLWHA 
obtain knowledge and use it to deal with their “personal and social disadvantage.” 
Becoming a member of PLWHA support groups is a form of belonging, and it is a 
strategy that the women use as a means to deal with their HIV status. The main argu-
ment of Lyttleton ( 2004 : 7) is that belonging to an HIV/AIDS support group “takes 
specifi cally mandated forms to reverse the shame and stigma associated with HIV 
infection.” Joining HIV/AIDS support groups may, on the one hand, pose the danger of 
making oneself known to others in a wider community, which in turn, may make one-
self vulnerable to stigma and discrimination. On the other hand, a group member “func-
tions as an active rebuttal of the stigma widely directed at those with HIV” (Lyttleton 
 2004 : 3). Collectively, a support group is a means that the women employed to fi ght 
against stigma and discrimination that they may feel or experience in the society. 

 Most women also suggested that there was an opportunity to meet other people 
who were in the same situation as them (Davison et al.  2000 ). For Kanokwan, join-
ing an HIV/AIDS group allowed her to be able to talk to people who have simi-
lar experiences whom she referred to as “our group of people” ( puag diew kan ) 
(cf. Lyttleton  2004  for Thai women who suggest belonging to the same bloodline 
( sai luat deaw gan ) for those who join PLWHA support groups). Belonging to the 
same group of people, she felt that she could make jokes and tease others in the 
group without fear of offending them. It also made her feel  sabai jai  (feeling relief) 
about living with HIV/AIDS. 

 Most women who joined PLWHA support groups would regard others, particu-
larly those whom they had met for a period of time, as their real friends (cf. Lyttleton 
 2004 ). They also suggested that the group helped to reduce the sense of isolation 
that most women living with which HIV/AIDS had to deal. Naree suggested that 
she was able to have time to chat with other friends by coming to the group activi-
ties. This again helped her not to feel too isolated. And for Pensri:

  I feel that coming to a group allows me to meet my friends. I feel so good when I see that 
everyone in the group is still alive. We have fun, and we laugh and do things together. I feel 
good and happy when I come to the group. Coming to the group and seeing many others 
who have the disease like me makes me feel that I am not the only person who lives with 
HIV in this world. 

 As we have suggested earlier that not all HIV-positive women joined  chom rom , 
but we also found that women would try their best to attend group activities. Naree 
also suggested that the group activity was a positive thing for her. Although she 
could not attend all group activities, she would try to attend as often as she could.

  Joining the group helps me to have more knowledge about the disease and other things. If I 
only continue to sell things in the shop like this, I would not be able to see or know anything 
and hence I would not have any knowledge about it. Because I join the group, I know a lot 
more about new information about the illness, disease and others, as the group leader tends 
to fi nd new information for us. 
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 Kesaree too told us that she never missed any group activity. This is what she 
said:

  The group is very important for me and I never miss one. What we don’t know, we will 
learn in this group activity. Like, some people don’t want to wash their clothes with others 
in the family because they are afraid that they might infect others. There was one person 
talked about this thing at the group, and that helps to clarify our beliefs. Sometimes we 
know but we do not feel confi dent enough, and when someone comes and tells us the cor-
rect information, it helps a lot. Whenever they have a speaker talking about HIV/AIDS 
issues, there will be lot of people in the group asking questions and this improves our 
knowledge of our health status. 

7.3         Kam Lang Jai : Emotional Support 

 Due to the issue of disclosure and social acceptance, most PLWHA tend to seek 
emotional support from people who share similar conditions such as other PLWHA, 
rather than close friends and family (Mak et al.  2007 : 1557; Davison et al.  2000 ). 
Belonging to a support group allows PLWHA to access more emotional support 
from their peers. In our study, PLWHA support groups provided emotional support 
to many women. As we have said above, Kanokwan felt  sabai jai  (relief) after join-
ing an HIV/AIDS group as it allowed her to be able to talk to  puag diew kan  (people 
who have similar experiences) (see Davison et al.  2000 ). Learning more about oth-
ers in the group also made women emotionally stronger about their HIV status. 
Wasana had this to say:

  Joining the group activity is good as I can meet many of my friends there. Everyone in the 
group looks good [no negative physical appearances], and this makes me to have more  kam 
lang jai  (emotional strength) that it is not only me who has got this disease in the world. 

 Arunee joined a group activity in her local area outside Bangkok:

  Joining the group helps me to meet other friends. If someone is not well or something hap-
pens to a person, we would all know. We talk and share information. There are many people 
who join the group so I can meet others. It makes me realize that I am not the only person 
who lives like this. X [the group leader] is also supportive and keeps telling me not to  khit 
mak  [worry too much] about my illness, and I should look after my mind [emotional 
well-being]. 

 For Wasana, whenever she joined the group, it was diffi cult for her to leave as she 
enjoyed hearing different life stories from the members which not only helped her 
to understand the life of other women who are living with HIV but it was also fun, 
and this has helped her to deal with her emotional health better. 

 Puangthip was going to abort her baby when she learned that she had HIV/AIDS 
as she thought that she would pass HIV to her baby and she would not live long 
afterward. However, after joining the group, she learned that it was not necessary to 
be the case. This helped her to keep her baby. And again this helped her with emo-
tional strength.
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  I think joining the group is very good. It helps people with emotional support ( hai kam lang 
jai ) and so we have more emotional strength. At fi rst, I thought my baby would have HIV 
too, so I thought I would get it out [abort]. I also thought I would not live very long. But, 
when I join the group, outreach workers gave me a lot of emotional support and they told 
me that the chance of my baby getting HIV/AIDS is smaller than before. So, I decided to 
keep the baby. 

8         Home Visit and Local Group: Still Some Stigma 
and Resistance 

 One main aim of support group functions is to provide a home visit for PLWHA 
(Im-em and Suwannarat  2002 ). But, this may not be acceptable to many women. 
What is interesting about the fi ndings of our study is the fact that most women did 
not wish to have any home visits by outreach workers from AIDS support groups, 
hospitals, or other health settings. Arunee, for example, said that the group leader 
that she attended wanted to make a home visit, but:

  I told him that it was inconvenient for him to visit me at home. If he comes to see me at 
home, my neighbors would start asking me about him. Who is he and why does he pay me 
a visit? As not too many in my local area have visitors, people might even become fright-
ened about a stranger too. But if I go out, they might say do you have an appointment with 
a doctor? And I don’t have to lie about it. 

 Additionally, we found that some women would not attend groups closer to their 
homes or in local areas for fear of being known that they were HIV-positive. For 
these women, they prepared to travel to another area to join groups. Puangchompoo, 
for example, would not attend local HIV/AIDS group but would go to the group in 
another suburb.

  I would not go the group in my area, only if I really needed to go. I go to another group in 
Bangkhen. I go every month. It is far from my home, but I can meet my friends there. It is 
better than staying by yourself as we can exchange information and we can obtain more 
knowledge and we know about the advance of HIV-related stuff. 

 As Del Casino ( 2001 : 415) has shown in his study in Chiang Mai, PLWHA are 
cautious about where they will attend support groups. Attending some meeting sites 
may invoke discrimination. For example, walking into a health station for a PLWHA 
support group meeting is like announcing one’s HIV-positive status to others in the 
local community. Sometimes, PLWHA prefer to meet in sites which are away from 
their residence or formal public healthcare spaces. Both Del Casino ( 2001 ) and 
Lyttleton ( 2004 ) suggest that more women join and participate in PLWHA groups 
than men. Both contend that PLWHA support groups in Thailand are gender focused. 
Although our study focused on women only, we also observed this. Our participation 
in PLWHA groups both in Bangkok and its vicinity revealed this pattern. More women 
living with HIV/AIDS turned up at group meetings than men. The men who actually 
participated came because their wives requested or asked them to come along.  
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9     Conclusion 

 Despite the fact that Thailand has a progressive national approach to deal with HIV/
AIDS, the stigma of HIV/AIDS and the fear of the infection remains. We have thus 
far suggested that stigma and discrimination toward PLWHA in Thailand still exists, 
although it was not as marked as others have found earlier. Thai people, even family 
members of the women in our study, still have fears about HIV/AIDS. This fear, as 
Lyttleton ( 2000 : 224) contends, is created by the AIDS campaigns in the nation. 
Although the initial mass media campaigns in Thailand acted as an “effective buffer 
against high rates of transmission,” the campaigns have also created fear of AIDS 
among Thai people. The aggressive campaigns have created a continuing sense of 
stigma that Thai people attach to HIV/AIDS (Busza  2001 ; Lyttleton  2000 ,  2004 ). 
Although in some parts of Thailand, such as the North and in rural areas, there is 
more local acceptance due to the commonplace presence of HIV and AIDS (Im-em 
and Suwannarat  2002 ; Lyttleton  2004 ; VanLandingham et al.  2005 ), PLWHA are 
still rejected even by their family and close kin and more so among others in com-
munity (Lyttleton 2004 ; see also Songwathana and Manderson  2001 ; Maneesriwongul 
et al.  2004 ; Sringernyuang et al.  2005 ; Apinundecha et al.  2007 ). The advancement 
of HIV treatments, such as ARV, has prolonged the life of many PLWHA as well as 
reduced AIDS to a manageable chronic condition (Lyttleton et al.  2007 ). But, this 
has also increased the disclosure of HIV/AIDS, and many PLWHA are opened to 
stigma and discrimination in community (Apinundecha et al.  2007 ; Liamputtong 
et al.  2012 ). 

 As Im-em and Suwannarat ( 2002 ) have pointed out that community attitudes 
toward PLWHA in Thailand are mixed our data also suggest that there is a variation 
in how the women are perceived by the community. Some women do feel stigma-
tized, but not all feel that way. Some women express positive attitudes from the 
community. Following Goffman ( 1963 ) and Mechanic ( 1995 ), VanLandingham and 
colleagues ( 2005 : 407) suggest that community reaction to PLWHA is “complex, 
dynamic, and dependent on both the context and the observer” (see chapters in Part 
I of this volume). This may account for the fact that different studies reveal different 
pictures in Thailand as we have indicated in our study. 

 Due to stigma and discrimination, PLWHA attempt to fi nd strategies to deal with 
or to fi ght against it. In this study, we contend that joining AIDS support groups was 
used by the women as a strategy to counteract stigma of their conditions and lives 
in Thai society. As Lyttleton and colleagues ( 2007 : S49) contend, PLWHA support 
groups act as “a panacea for stigma and alienation”; hence, it is not too surprising to 
see many women in our study join and participate in group activities regardless of 
their physical conditions. 

 Lyttleton ( 2004 : 11–12) theorizes that PLWHA individuals join support groups 
for several reasons. First, support groups lend critical assistance for PLWHA 
including educational, material, and emotional assistance. More importantly, 
however, support groups “challenge social discrimination” by allowing the 
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members with a very specifi c means of “being publicly positive.” This in turn 
enables the PLWHA to “reposition his/her life and to refashion a subjective sense 
of self.” When individuals join a support group, they disclose their HIV status. 
But, they also enter “a forum that offers the potential to reformulate a sense of 
“worth” that has been categorically devalued by mainstream associations with 
HIV in Thailand.” Precisely, a critical function of PLWHA support groups is 
“their ability to convert the shame induced by social discrimination into a more 
positive sense of self-identity.” 

 Our study supports Lyttleton’s suggestion ( 2004 ). Support groups offer women 
more knowledge about the illness and how to deal with it better. Foucault ( 1980 ) 
posits that with more knowledge, individuals feel that they have more power to 
deal with their situations. This is echoed in our study. Support groups also provide 
women with a sense of belonging. Women get to know more about others who are 
in the same situation as themselves. By joining the group, it makes them realize 
that they are not alone in the lonely world of living with HIV/AIDS. With more 
knowledge and with the sense of belonging, support groups offer the women emo-
tional strength to deal with stigma and conditions. We contend that joining sup-
port groups creates collective power for all women, and this collective power 
allows the women to defend their conditions and deal with their self in a more 
positive light. 

 As Parker and Aggleton ( 2003 : 21) suggest, the most powerful way to fi ght 
against stigma and discrimination of HIV/AIDS occurs when the communities are 
able to mobilize themselves to do so. Several studies have clearly demonstrated the 
empowerment and social mobilization in response to HIV/AIDS in societies (see 
Daniel and Parker  1993 ; Altman  1994 ; Epstein  1996 ; Parker  1996 ). Parker and 
Aggleton ( 2003 ) advocate that it is time for us to begin thinking more seriously 
about using new models for advocacy and social change in our response to HIV and 
AIDS-related stigma and discrimination, and building community strength is one of 
these models. The development of PLWHA support groups that we have articulated 
in this chapter is a good example of community strength. 

 This study contributes to our understanding of the construction of HIV/AIDS 
stigma and discrimination as well as the means that affected individuals can employ 
to deal with stigma and discrimination in Thailand. We contend that such knowl-
edge will help to develop more responsive and effective strategies in order to 
reduce or even eradicate stigma and discrimination at personal, community, and 
national levels.     
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1            Introduction 

 AIDS-related stigma and discrimination have enormous public health signifi cance 
because PLWHAs who perceive or experience stigma may be reluctant to disclose 
their HIV status, may delay testing and treatment, and avoid care and support pro-
grams (Daniel and Parker  1993 ; Buzra  2001 ; Nyblade et al.  2003 ). It is widely 
reported that some groups suffer from stigma more than others, especially females, 
commercial sex workers, injecting drug users, and homosexuals (Nyblade et al. 
 2005 ). If true, such variations have important implications for public health pro-
grams that seek to slow the spread of the virus and to mitigate its consequences 
among those infected, their families, and their communities. 

 Female PLWHAs are widely assumed to be much more vulnerable to stigma than 
male PLWHAs (De Bruyn  1992 ; Warwick et al.  1998 ; Nyblade et al.  2003 ). This 
notion is intuitively appealing because in some developing countries women are eco-
nomically, culturally, and socially disadvantaged, and they lack equal access to HIV 
treatment, fi nancial support, and education (UNAIDS  2000 ). In Thailand, however, 
a recent study found that female PLWHAs in fact reported more positive experiences 
with community reactions than male PLWHAs (VanLandingham et al.  2005 ). For 
example, 63 % of female PLWHAs, but only 42 % of male PLWHAs, reported expe-
riencing support from people in their community (VanLandingham et al.  2005 ). 
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 Research on HIV-related stigma among PLWHAs is hampered in a number of 
ways. First, most previous research pertaining to PLWHAs has focused exclusively 
on the negative aspects of PLWHA’s perceptions and experiences and has neglected 
potentially positive community aspects such as community support and care. It is 
critical to investigate both negative (stigma) and positive (community support) 
aspects of community-PLWHA relationships if these relationships are to be better 
understood in the wide range of contexts in which they occur (see also Chap.   22     in 
this volume). 

 Second, although a variety of individual factors, such as sex, place of residence, 
and education, have previously been studied as correlates of HIV-related stigma 
(Kidanu et al.  2004 ; Nyblade et al.  2005 ; VanLandingham et al.  2005 ; see Chap.   2    ), 
these studies only used univariate or bivariate analyses that did not take into account 
likely confounders. Thus, independent effects of gender and other factors on stigma 
remain unclear. 

 Third, most previous studies exploring stigma as it relates to PLWHAs are based 
on case studies or qualitative analysis, or hypothetical questions asked of non- 
PLWHA respondents about how they might react to a PLWHA (Nyblade et al.  2003 ; 
VanLandingham et al.  2005 ). Answers to these hypothetical questions do not always 
match actual behaviors (Nyblade et al.  2005 ). Also, the widespread use of anecdotes 
and very small samples, often consisting of those experiencing the worst stigma, 
severely hamper the validity and generalizability of fi ndings. 

 The recruitment of an unbiased sample of PLWHAs is extremely diffi cult, and 
while the data used for the VanLandingham et al.’s ( 2005 ) paper cited above may be 
better than most, compositional features of the sample may help to explain some of 
the gender differences found. In other words, men and women PLWHAs may join 
support groups at different stages of the illness and for different reasons (see also 
Chap.   22    ). Disentangling these compositional features from a true gender effect will 
be a main focus of this chapter. 

 This chapter specifi cally addresses following questions:

    1.    What are the levels of stigma and community support as perceived and experi-
enced by both male and female PLWHAs in Thailand?   

   2.    What factors might explain gender-based differences on the above outcomes for 
this population?      

2     Background 

2.1     Current HIV/AIDS Situation in Thailand 

 The HIV prevalence rate among the adult population (age 15–49) in Thailand was 
1.4 per 100 persons in 2007 (UNAIDS  2008 ), but infection rates vary widely by 
region. Rates are highest in the northern part of the country, moderate in Bangkok, 
and lowest in some Central, Northeastern, and Southern provinces (UNAIDS  2004 ). 
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Of all AIDS cases reported since 1984, the most common route of HIV transmission 
is through heterosexual intercourse (88 %), followed by intravenous drug use (6 %), 
and perinatal transmission (5 %) (UNAIDS  2004 ). Although the number of new 
HIV infections and HIV prevalence has consistently declined since the mid-1990s, 
HIV has become a “mature generalized epidemic.” Increasing numbers of new HIV 
infections in Thailand are now occurring within the general population, particularly 
among the wives and sexual partners of men who were infected from their visits to 
sex workers (UNAIDS  2002 ).  

2.2     Defi nition and Types of Stigma 

 Goffman’s defi nition of stigma is commonly used as a starting point for defi ning 
stigma: an undesirable or discrediting attribute that an individual possesses, thus 
reducing that individual’s status in the eyes of society (Goffman  1963 ; see also 
chapters in Parts I and II in this volume). Researchers have categorized stigma into 
two types: perceived and enacted stigma (Jacoby  1994 ; Malcom et al.  1998 ; 
Scrambler  1998  cited in Brown et al.  2003 ). Perceived stigma among PLWHAs 
refers to an individual’s perception of negative attitudes and experiences and to his 
or her fear of discrimination because of HIV status. Enacted stigma refers to nega-
tive acts or actual experiences that result from stigma and is often used synony-
mously with discrimination (Scrambler  1998 ; Malcom et al.  1998 ; Nyblade et al. 
 2005 ; see also Chaps.   1    ,   2    ,   3    ,   9    ,   11    , and   12     in this volume). This study focuses on 
the fi rst type of stigma, i.e., perceived stigma, but also includes specifi c measures of 
more concrete community responses as experienced by this study’s sample of Thai 
PLWHAs.   

3     The Study 

3.1     Data Sources 

 Data were collected in 1999 and 2000 using an assisted, self-administered survey 
that included 412 members of PLWHA support organizations in Bangkok and three 
smaller towns in Northern Thailand: Lampang, Chiang Mai, and Chiang Rai. These 
sites were selected in part because they have experienced some of the highest HIV 
rates in the country. HIV prevalence among military recruits for the period November 
1991 through May 1998 was 8.3 % for Chiang Mai, 5.4 % for Lampang, 9.4 % for 
Chiang Rai, and 2.7 % for Bangkok (Im-em  1999 ). A second reason is that the com-
parison between Bangkok and the northern areas can be helpful to illustrate key 
differences in how community reaction plays itself out in a megacity versus smaller 
towns. Bangkok’s population size was over six million in 2000; our three northern 
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up-country cities had population sizes ranging between just under 200,000 (Chiang 
Rai) and just 400,000 (Chaing Mai) (Thailand National Statistics Offi ce  2008 ). 

 The survey includes information on respondents’ socio-demographic characteristics, 
perceived stigma, perceived and enacted community support, information about 
PLWHAs’ AIDS-related symptoms, disclosure of HIV-positive status, and a wide 
range of additional topics. Because questions about perceived stigma and perceived 
and enacted community support were asked only of those respondents who reported 
that members of their community knew or suspected that they were infected with 
HIV, data for PLWHAs whose status was not known to the community were omitted 
from the analysis (19 %). Thus, the working sample is restricted to 338 respondents 
who were known to be or suspected by their communities to be infected with HIV.  

3.2     Sampling 

 Collecting data from PLWHAs is a very diffi cult task, partly due to the fact that many 
PLWHAs have been disinclined to disclose their status or to participate in research 
(VanLandingham et al.  2002 ; Measure Evaluation and UNAIDS  2000 ; Nyblade et al. 
 2005 ). Although a random probability sampling of all PLWHAs in Thailand is theo-
retically ideal, such a sampling strategy has not been feasible for a number of rea-
sons, including diffi culty of identifying PLWHAs and the sensitivity of the topic. 

 Therefore, purposive sampling procedures were used to obtain a reasonably large 
and diverse sample of HIV-infected persons. All PLWHAs from principal local HIV/
AIDS support groups in each city were invited to participate in the survey. Most par-
ticipants were recruited and interviewed at support group meeting or activity places. A 
few were recruited at district hospitals, local health stations, and through personal 
contacts. Nearly all who were approached were willing to participate; there were only 
19 refusals. More details about the sampling and recruitment procedure can be 
obtained from a previously published research report (   VanLandingham and Im-em 
 2001 ). Although we believe this sampling procedure to be the best approach available 
to gain access to a broad range of PLWHAs in Thailand who are still well enough to 
participate in such a study, this sample is unlikely to be perfectly representative of the 
population of Thai PLWHAs. Other work suggests that male and female PLWHA sup-
port group participants may differ in their characteristics compared to the population 
of male and female PLWHAs in Thailand. First, although male PLWHAs outnumber 
females (UNAIDS  2004 ), many Thai PLWHA support groups contain a larger share 
of females than males. This may be due to the fact that most PLWHA support groups 
are dominated by health-maintenance and care-giving activities (it is not unusual for 
there to be more than one HIV-infected person in a household), which are widely per-
ceived to be the domain of women rather than men in Thailand (Del Casino  2001 ). 
Second, female PLWHAs in support groups may be more in need of economic support 
than men (due to a loss of their husbands) but healthier (healthy enough to travel to 
join the groups’ activities) than the more general population of female PLWHAs in 
Thailand. Earlier research suggests that after husbands get sick and die, female 
PLWHAs often become aware of their HIV status and join in such support groups, 
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even though they are still healthy. Third, PLWHA support group participants may have 
higher self-esteem than the population of PLWHAs, therefore are more likely to dis-
close their HIV status. This may be due to the fact that a majority of PLWHAs support 
group members are women and many of them have not been infected via socially 
stigmatized behaviors such as injected drug use, homosexual intercourse, and com-
mercial sex, but rather infected through their husbands (VanLandingham et al.  2002 ). 
Finally, individuals who are experiencing stigma may be less likely to join such groups 
than those who are not experiencing stigma (VanLandingham et al.  2002 ). Therefore, 
male and female PLWHAs in support groups may be less likely to have perceived and 
experienced stigma compared to a more general population of male and female 
PLWHAs in Thailand (see also Chap.   22     in this volume).  

3.3     Measurement 

3.3.1     Dependent Variables 

 Three dichotomous variables were selected as the main dependent variables: 
 (1) Perceived stigma was measured by asking whether or not PLWHAs perceived 

that most people in the community generally reacted with “disgust/fear” toward 
them or “look down upon” them. Those who selected “yes” on either “disgust/fear” 
or “look down upon” response categories were considered to be those who per-
ceived stigma. (2) Perceived community support (a positive or neutral community 
reaction) was measured by asking whether or not PLWHAs perceived that most 
people in the community reacted to them in a way that was generally “supportive,” 
“sympathetic,” or “no different than before.” Those who selected “yes” on the “sup-
portive,” “sympathetic,” or “no different than before” response categories were con-
sidered to be those who perceived community support. (3) Enacted community 
support was measured by asking if PLWHAs observed that most people in the com-
munity generally “helped” them. Those who selected “yes” indicating that they had 
been “helped” were considered to be those who experienced community support. 

 We do not have an adequate measure in this study for enacted stigma. Gossip, 
which we do ask about, is problematic on several grounds. First, “gossip” may be 
merely perceived rather than experienced. Second, distinguishing between “gossip” 
and “general talk” about a remarkable situation is diffi cult; HIV is a remarkable 
phenomenon in most communities and is a topic of much conversation. For these 
reasons, we have not included gossip as an outcome in our analyses.  

3.3.2     Independent and Control Variables 

 The main independent variable was sex, and control variables were (1) widowhood 
status, (2) age, (3) level of education, (4) place of residence, and (5) presence of any 
current visible symptoms and disabilities including weight loss, mouth or skin 
rashes, diffi culty moving about, inability to work, inability to leave house alone, 
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inability to dress oneself, and inability to walk. Except for level of education, all of 
these variables were dichotomously coded. 

 A “current visible symptoms” variable was chosen as our main control variable 
because physical deformity is one of the main causes of stigma (Goffman  1963 ). 
A “widowhood” variable was also used as a control variable because widowed 
PLWHAs (especially female widows) tend to receive more sympathy and support 
from their communities compared to non-widow PLWHAs (VanLandingham et al. 
 2002 ). A “place of residence” variable was included based on the hypothesis that 
PLWHAs who reside in northern small towns are more likely to perceive and expe-
rience community support, and less likely to perceive and experience stigma, than 
those reside in Bangkok. Other demographic variables such as “age” and “level of 
education” were included as standard control variables.   

3.4     Analysis 

 Univariate analysis was conducted to compare the levels of perceived stigma and 
perceived and enacted community support between male and female PLWHAs. 
Pearson’s Chi-square tests (bivariate analyses) were performed to describe the 
unadjusted association between the dependent and independent/control variables. 
Multiple logistic regression analysis was performed to estimate the net effect of sex 
and other socio-demographic variables on the likelihood that a PLWHA perceived/
experienced stigma and community support. Four distinct models examined gender 
differences in PLWHA’s perceived/enacted stigma and community support:

   Model 1: Logit Y1 ( X ) =  β 0 +  β 1(sex) +  є   
  Model 2: Logit Y1 ( X ) =  β 0 +  β 1(sex) +  β 2(symptoms) +  є   
  Model 3: Logit Y1 ( X ) =  β 0 +  β 1(sex) +  β 2(symptoms) +  β 3(widowhood) +  є   
  Model 4: Logit Y1 ( X ) =  β 0 +  β 1(sex) +  β 2(symptoms) +  β 3(widowhood) +  β 4(age) +  

β 5(education) +  β 6(residence) +  є     

 Variables were included in the models in this particular order because our primary 
purpose was fi rst, to determine the size of the effect of sex (male vs. female) on stigma and 
second, to determine the source of any such effect, i.e., the degree to which sex differences 
could be explained by symptoms, marital status, and/or standard demographic factors. 

 A “current visible symptoms” variable was fi rst entered in model 2 because vis-
ibility of PLWHA’s AIDS symptoms has been shown to increase community’s fear 
of HIV infection through casual contact (Khuat et al.  2004 ), and thus, visible AIDS 
symptoms may be a fundamental factor affecting PLWHA’s perceived stigma and 
possibly their perceived and enacted community support. A “widowhood” variable 
was entered in model 3 because previous research suggests that widowhood is 
strongly associated with increased community sympathy and support 
(VanLandingham et al.  2005 ); the study on which this chapter is based aimed to 
examine the adjusted effects of widowhood on both stigma and community support 
under the condition that all respondents’ AIDS symptoms are held constant. Other 
three control variables such as “age,” “education,” and “place of residence” were 
included in model 4 because these are common demographic control factors.   
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4     Results 

4.1     Sample Characteristics 

 Of the 338 respondents, there were considerably more females (71 %) than males 
(29 %) in our sample. The mean age of male and female PLWHA respondents were 
34 and 32 years, respectively. Two-thirds of the female PLWHA respondents (66 %) 
were widowed, compared to 11 % of the male PLWHA respondents. The proportion 
of those who had divorced or been separated were much higher among male 
PLWHAs (16 %) than female PLWHAs (9 %). Only 2 % of female PLWHAs were 
single, as opposed to 29 % of male PLWHAs. The majority of female PLWHAs 
(91 %) lived in the northern part of Thailand, while 20 % of male PLWHAs resided 
in Bangkok. More than two-thirds (71 %) of male PLWHAs reported they were cur-
rently having visible HIV-/AIDS-related symptoms or disabilities, while 52 % of 
female PLWHAs reported the same (Table  23.1 ).

   Table 23.1    Socio-demographic characteristics of participants by gender   

 Items 

 Males ( N  = 98)  Females ( N  = 240)  Total ( N  = 338) 

  N   %   N   %   N   % 

 Age  Mean = 34.2 
(20–69) 

 Mean = 31.6 
(17–52) 

 Mean = 32.3 
(17–69) 

  Sex  
 Male  98  29.0 
 Female  240  71.0 
  Marital status  
 Single  28  28.6  4  1.7  32  9.5 
 Currently married  43  43.9  55  22.9  98  29.0 
 Divorced or separated  16  16.4  22  9.2  38  11.2 
 Widowed  11  11.2  159  66.3  170  50.3 
  Place of residence  
 Bangkok  20  20.4  22  9.2  42  12.4 
 Northern provinces a   78  79.6  218  90.8  296  87.6 
  Level of education  
 Less than 6 years  44  44.9  90  37.5  134  39.6 
 6 years  25  25.5  105  43.8  130  38.5 
 More than 6 years  29  29.6  45  18.8  74  21.9 
  Presence of any current visible symptoms  b  
 No  28  28.6  116  48.3  144  42.6 
 Yes  70  71.4  124  51.7  194  57.4 

   a Northern provinces include Chiang Mai, Chiang Rai, and Lampang 
  b Visible symptoms include (1) weight loss, (2) mouth or skin rashes, (3) diffi culty moving 
about, (4) unable to work, (5) unable to leave house alone, (6) unable to dress myself, or (7) 
unable to walk  

23 Gender Differences in Stigma and Community Support Among People Living…



406

   Table 23.2    Proportions    of PLWHAs respondents who perceived stigma and who perceived and 
experienced community support by gender   

 Items 
 Male % 
( N  = 98) 

 Female % 
( N  = 240)   P  value 

  Perceived stigma  a   <0.05 
 Yes  45.9  33.8 
  Perceived community support  b  ( positive or neutral 

community reactions ) 
 <0.01 

 Yes  58.2  72.9 
  Enacted community support  ( being helped )  <0.05 
 Yes  15.3  26.3 

   a Those who reported that general reactions of most people in their communities to you were “dis-
gust,” “fear,” and/or “looked down upon” 
  b Those who reported that general reactions of most people in their communities to you were “sup-
portive,” “sympathetic,” and/or “no difference than before”  

4.2        Descriptive Analysis of Dependent Variables 

 We found signifi cant gender differences in both stigma and community support. 
The proportion of respondents who reported perceiving stigma from most people in 
their communities was signifi cantly lower among female PLWHAs (34 %) than 
male PLWHAs (46 %) ( p  < 0.05). Also, female PLWHAs were signifi cantly more 
likely than male PLWHAs to report perceived community support (73 % for females 
and 58 % for males,  p  < 0.01) and also experience community support (26 % for 
females and 15 % for males,  p  < 0.05) (Table  23.2 ).

4.3        The Unadjusted Associations of Control Variables 
with Perceived and Enacted Stigma and Community Support 

 The likelihood that PLWHAs perceived stigma was signifi cantly higher among non- 
widows, those residing in Bangkok, and those with visible AIDS symptoms than 
among widows, those residing in northern provinces, and those without visible 
AIDS symptoms ( p  < 0.05,  p  < 0.001,  p  < 0.001, respectively). Even so, less than half 
of each of these subgroups—except those living in Bangkok—reported perceived 
stigma as the general norm (Table  23.3 ).

   As expected, widows were signifi cantly more likely than non-widows to report 
perceived and enacted community support ( p  < 0.01 and  p  < 0.05, respectively). 
The percentage of respondents who reported perceiving community support was 
signifi cantly higher among those living in northern provinces, compared to those 
residing in Bangkok ( p  < 0.001). Interestingly, those with 6 years of education 
were signifi cantly more likely than those with less than or more than 6 years of 
education to perceive community support ( p  < 0.001). But again and contrary to 
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much existing literature, the majority in each subcategory above—except for those 
living in Bangkok—reported perceived support, rather than perceived stigma, to 
be the norm.  

4.4     The Unadjusted Associations of Control Variables 
with Perceived and Enacted Stigma and Community Support 
by Gender 

 By comparing the results in Table  23.4  with those in Table  23.5 , the males in most 
subcategories—except those living in Bangkok and those with 6 years of educa-
tion—showed higher percentages of reporting perceived stigma than female respon-
dents. For example, the percentage of respondents who reported perceiving stigma 
was much higher among male widows (46 %) than female widows (30 %). In terms 
of perceived community support, almost all female respondents in each subcate-
gory—except those living in Bangkok—showed higher percentages of reporting 
perceived community support than male respondents. For example, the percentages 
of respondents who reported perceiving community support were much higher 
among female widows (78 %) and female northern residents (77 %) than male wid-
ows (55 %) and male northern residents (63 %), respectively. In terms of enacted 
community support, the results show a similar pattern as those described in per-
ceived community support.

    Results from Tables  23.4  and  23.5  also show some gender differences and 
similarities in factors associated with stigma and community support. Interestingly, 
the percentage of respondents who reported perceiving stigma was signifi cantly 
higher among male PLWHAs with 6 years of education than male PLWHAs with 

   Table 23.3    Unadjusted association of independent and control variables with the likelihood of 
PLWHA’s perceived stigma and perceived and enacted community support ( N  = 338)   

 Items  Perceived stigma (%)  Perceived support (%)  Enacted support (%) 

  Widow status  
 Non-widow  43.5*  60.7**  17.9* 
 Widowed  31.2  76.5  28.2 
  Province  
 Bangkok  66.7***  35.7***  16.7 
 Northern provinces  33.1  73.3  24.0 
  Level of education  
 Less than 6 years  41.8~  60.4***  17.2~ 
 6 years  29.2  81.5  29.2 
 More than 6 years  43.2  60.8  23.0 
  Presence of any current visible symptoms  
 No  24.3***  72.9~  22.2 
 Yes  46.9  65.5  23.7 

  Chi-square test: ~<0.1; *<0.05; **<0.01; ***<0.001  
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    Table 23.4    Unadjusted association of independent and control variables with the likelihood of 
PLWHA’s perceived stigma and perceived and enacted community support among male PLWHAs 
respondents ( N  = 98)   

 Items  Perceived stigma (%)  Perceived support (%)  Enacted support (%) 

  Widow status  
 Non-widow  46.0  58.6  13.8 
 Widowed  45.5  54.5  27.3 
  Province  
 Bangkok  60.0  40.0~  15.0 
 Northern provinces  42.3  62.8  15.4 
  Level of education  
 Less than 6 years  47.7*     56.8**  15.9 
 6 years  24.0  84.0  20.0 
 More than 6 years  62.1  37.9  10.3 
  Presence of any current visible symptoms  
 No  28.6*  57.1  14.3 
 Yes  52.9  58.6  15.7 

  Chi-square test: ~<0.1; *<0.05; **<0.01; <0.001  

    Table 23.5    Unadjusted association of independent and control variables with the likelihood of 
PLWHA’s perceived stigma and perceived and enacted community support among female 
PLWHAs respondents ( N  = 240)   

 Items  Perceived stigma (%)  Perceived support (%)  Enacted support (%) 

  Widow status  
 Non-widow  40.7  63.0*  22.2 
 Widowed  30.2  78.0  28.3 
  Province  
 Bangkok  72.7***  31.8***  18.2 
 Northern provinces  29.8  77.1  27.1 
  Level of education  
 Less than 6 years  38.9  62.2*  17.8 
 6 years  30.5  81.0  31.4 
 More than 6 years  31.1  75.6  31.1 
  Presence of any current visible symptoms  
 No  23.3**  76.7  24.1 
 Yes  43.5  69.4  28.2 

  Chi-square test: ~<0.1; *<0.05; **<0.01; ***<0.001  

less than or more than 6 years of education ( p  < 0.05). However, this difference was 
not signifi cant among female PLWHAs. Female PLWHAs who lived in Bangkok 
were signifi cantly more likely to perceive stigma than female PLWHAs who lived 
in northern provinces ( p  < 0.001). This signifi cant association was not found among 
male PLWHAs, although the pattern of results is the same. Presence of any current 
visible symptoms was signifi cantly associated with higher likelihood of perceived 
stigma among both male and female PLWHAs ( p  < 0.05 among male PLWHAs; 
 p  < 0.01 among female PLWHAs). 

 The percentage of respondents who reported perceiving community support was 
signifi cantly higher among female widows than female non-widows ( p  < 0.05). 
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However, this signifi cant association was not found among male respondents. 
Education was signifi cantly associated with respondent’s perceived community 
support among both male and female PLWHAs ( p  < 0.01 among male PLWHAs; 
 p  < 0.05 among female PLWHAs). Both male and female respondents who lived in 
northern provinces were more likely to perceive community support than those who 
lived in Bangkok ( p  < 0.06 among male PLWHAs;  p  < 0.001 among female 
PLWHAs). In terms of enacted community support, no signifi cant results were 
found among either male or female respondents.  

4.5     The Adjusted Association of Independent Variables 
with Perceived and Enacted Stigma and Community Support 

4.5.1     Perceived Stigma 

 The multivariate results from Model 1 show that female PLWHAs were signifi -
cantly less likely than male PLWHAs to report perceived stigma (OR = 0.6,  p  < 0.05). 
Model 2 shows that the point estimate of the effect of being a woman was to face 
only 71 % of the odds a man would to perceive stigma; however, this effect was no 
longer signifi cant after controlling for the presence of any visible AIDS symptoms, 
which is highly signifi cant. The point estimates in Model 3 still suggest that female 
PLWHAs were less likely than male PLWHAs to report perceived stigma; however, 
the gender effect remains statistically insignifi cant after adding widowhood status 
in the model, the addition of which moves the point estimate of the sex effect closer 
to parity, but is itself not statistically signifi cant. The point estimate in Model 4 sug-
gests that the gender effect completely disappears after including the three control 
variables. Model 4 also indicates that PLWHAs with any visible AIDS symptoms 
were 2.4 times more likely than PLWHAs without any visible AIDS symptoms to 
report perceived stigma, after controlling for other variables ( p  < 0.01). PLWHAs 
who lived in northern provinces were less likely to report perceived stigma than 
PLWHAs who lived in Bangkok (OR = 0.3,  p  < 0.01) (Table  23.6 ).

4.5.2        Perceived Community Support (Positive or Neutral 
Community Reaction) 

 The pattern of results in Table  23.7  mirrors those in Table  23.6 . Model 1 shows that 
female PLWHAs were 1.9 times more likely than male PLWHAs to report per-
ceived community support ( p  < 0.01). The point estimate in Model 2 still suggests 
that female PLWHAs were more likely than male PLWHAs to report perceived 
community support, and this gender effect remained statistically signifi cant and 
similar in magnitude after controlling for the presence of any visible AIDS symp-
toms (OR = 1.8,  p  < 0.05). Model 3 shows that the point estimate of the effect of 
being a woman was to enjoy 139 % of the odds a man would to perceive community 
support; however, this gender effect was no longer signifi cant after adding 
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widowhood status in the model. Model 3 also indicates that widows were 1.7 times 
more likely than non-widows to report perceived community support ( p  < 0.05). The 
point estimates in Model 4 suggest that the gender effect remains statistically insig-
nifi cant after including the three control variables; again, the effect approaches par-
ity here. Model 4 also suggests that PLWHAs with 6 years of education were 
signifi cantly more likely to report perceived community support than PLWHAs 
with less than 6 years of education (OR = 2.3,  p  < 0.05). In addition, PLWHAs who 
lived in northern provinces were 3.9 times more likely to report perceived commu-
nity support than PLWHAs who lived in Bangkok ( p  < 0.001).

4.5.3        Enacted Community Support (Being Helped) 

 The pattern of results in Table  23.8  is similar to those in Tables  23.6  and  23.7 . 
Model 3 shows that the association between enacted community support and gender 
did not persist after controlling for both presence of any visible AIDS symptoms 
and widowhood status. Model 4 shows that the point estimate of the effect of being 
a woman was to experience 133 % of the odds a man would to experience commu-
nity support, after including all control variables; however, this effect of female 
advantage remains statistically insignifi cant.

     Table 23.6    Multivariate regression for outcome of PLWHA’s perceived stigma ( N  = 338)   

 Perceived stigma 

 Model 1  Model 2  Model 3  Model 4 

 Adjusted odds 
ratio 

 Adjusted odds 
ratio 

 Adjusted odds 
ratio 

 Adjusted odds 
ratio 

  Sex  
 Male 
 Female  0.600*  0.708  0.826  1.066 
  Current visible symptoms  
 No 
 Yes  2.608***  2.541***  2.416** 
  Widow status  
 Non-widow 
 Widowed  0.747  0.736 
  Age  
 Continuous  1.037 
  Level of education  
 Less than 6 years 
 6 years  0.794 
 More than 6 years  1.109 
  Place of residence  
 Bangkok 
 Northern provincial  0.307** 

  ***<0.001; **<0.01; *<0.05; ~<0.06  
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    Table 23.7    Multivariate regression for outcome of PLWHA’s perceived community support 
( N  = 338)   

 Perceived community support (positive or neutral community reaction) 

 Model 1  Model 2  Model 3  Model 4 

 Adjusted odds 
ratio 

 Adjusted odds 
ratio 

 Adjusted odds 
ratio 

 Adjusted odds 
ratio 

  Sex  
 Male 
 Female  1.937**  1.848*  1.390  1.119 
  Current visible symptoms  
 No 
 Yes  0.780  0.823  0.899 
  Widow status  
 Non-widow 
 Widowed  1.747*  1.587 
  Age  
 Continuous  0.983 
  Level of education  
 Less than 6 years 
 6 years  2.326* 
 More than 6 years  1.190 
  Place of residence  
 Bangkok 
 Northern provincial  3.935*** 

  ***<0.001; **<0.01; *<0.05; ~<0.06  

   Table 23.8    Multivariate regression for outcome of PLWHA’s enacted community support 
( N  = 338)   

 Enacted community support (being helped) 

 Model 1  Model 2  Model 3  Model 4 

 Adjusted odds 
ratio 

 Adjusted odds 
ratio 

 Adjusted odds 
ratio 

 Adjusted odds 
ratio 

  Sex  
 Male 
 Female  1.969*  2.047*  1.621  1.331 
  Current visible symptoms  
 No 
 Yes  1.214  1.268  1.314 
  Widow status  
 Non-widow 
 Widowed  1.539  1.718~ 
  Age  
 Continuous  0.967 
  Level of education  
 Less than 6 years 
 6 years  1.421 
 More than 6 years  1.315 
  Place of residence  
 Bangkok 
 Northern provincial  1.409 

  <0.001; <0.01; *<0.05; ~<0.06  
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5          Conclusion 

 The multivariate analyses presented here indicate that much of the female advan-
tage with regard to HIV-related social stigma and community support in Thailand 
appears due to compositional features of the sample and that factors more directly 
associated with gender are also important. Regarding perceived stigma, since 
women PLWHAs in this sample are less advanced in their illnesses, they exhibit 
fewer symptoms, and obvious symptoms are associated with more perceived stigma. 
Similarly for residence, men PLWHAs in the sample are more likely to live in 
Bangkok than up-country, and Bangkok residence is associated with more perceived 
stigma than is up-country residence. 1  

 Women PLWHAs are more likely than men to perceive community support in 
large part because women are more likely to be widowed than men, and widow 
status seems to generate substantial sympathy with respect to other marital status, at 
least for women. As above, men PLWHAs in the sample are more likely to live in 
Bangkok than up-country, and Bangkok residence is associated with less-perceived 
community support than up-country residence. 2  

 As is the case for perceived stigma and perceived community reaction, women’s 
advantages over men in experiencing enacted community support become statisti-
cally insignifi cant in the presence of factors that control for visible symptoms, 
marital status, age, socio-economic status, and residence. However, none of these 
control and explanatory variables is statistically signifi cant covariates of enacted 
community support. 3  Also, the point estimate in the fi nal model, albeit statistically 
insignifi cant, still suggests that the odds of women experiencing enacted commu-
nity support are about a third higher than for men. 

 In conclusion, compositional differences related to the fact that husbands tend to 
become infected earlier than wives—resulting in our female respondents more likely to 
be widowed and less likely to have advanced symptoms than our male respondents—
and related to the fact that our male respondents are more likely than are our female 
respondents to live in Bangkok, a less sympathetic environment than up-country, 4  

1    The bivariate association between Bangkok residence and perceived stigma is statistically signifi cant 
only for women. The fact that it is insignifi cant for men is likely a function of the smaller number of 
men in the sample—the point estimates suggest a similar disadvantage for Bangkok residence for men.  
2    The bivariate association between Bangkok residence and perceived community support is statis-
tically signifi cant only for women. The fact that it is insignifi cant for men is likely a function of the 
smaller number of men in the sample—the point estimates suggest a similar disadvantage for 
Bangkok residence for men.  
3    Widowhood is of borderline signifi cance in this model.  
4    The male disadvantage related to Bangkok residence may be due to the anomie of Bangkok, or 
perhaps that selection factors predispose men in our sample to both stigma and Bangkok residence. 
If a nontrivial fraction of our male Bangkok residents were gay (Bangkok is a major destination for 
gay men in Thailand), they would face the double jeopardy of being both gay and HIV infected, a 
jeopardy that would surely accentuate stigma for them and a feature that would be missed by our 
model’s assumption of “no difference” between the stigma-related characteristics of male and 
female Bangkokians.  
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explain some but not all of the advantages women have over men with regard to 
HIV-related stigma, perceived community support, and enacted community support 
for this sample of HIV-infected adults in Thailand. That much of this disadvantage for 
men appears due to compositional differences makes them neither inconsequential nor 
independent of gender dynamics that work against men. Earlier infection during the 
pre-ARV era and a higher likelihood of visible symptoms condemn many men to more 
stigma and less support than would otherwise have been the case. Stated differently, the 
fact that so many of the early cases of HIV in Thailand were male—and were occurring 
before the general population understood how one does and does not contract it and 
before the widespread availability of treatment—undoubtedly resulted in many of 
these early male PLWHAs having a much rougher experience with HIV-related com-
munity reaction than subsequent waves, which included many more women. 

 Some of these advantages for women appear to be more directly related to gen-
der stereotypes. For example, being widow confers advantages for perceived (and 
perhaps enacted) community support for women but not for men. This likely refl ects 
community awareness of a common pattern of married women becoming infected 
by their husbands, who became infected earlier in their lives (Songwathana and 
Manderson  2001 ; Dane  2002 ); women are therefore often considered to be “inno-
cent victims” (Buckley  1997 ). While activists have experienced more success in 
combating stereotypes that serve to “blame the victim” for HIV-positive gay men, 
less progress has been made in fostering more sympathy and support for HIV- 
positive heterosexual men. 

 The majority of our PLWHA respondents report positive or neutral community 
reaction to their HIV status, and male PLWHAs face more problem than female 
PLWHAs. These results strongly suggest that generalizations and assumptions 
about the ubiquity of stigma and discrimination against PLWHAs and about dis-
proportionate suffering among female PLWHAs relative to men both need to be 
reexamined and subjected to more rigorous empirical investigations than have 
previously been employed. Much of the existing research on AIDS-related stigma 
has been hampered by a number of methodological shortcomings (VanLandingham 
et al.  2005 ) and by preconceived notions regarding gender and stigma. Population-
based research on stigma should become more feasible since expanding avail-
ability of treatment provides incentives for PLWHAs to be more open about their 
serostatus. 

 The study’s samples from PLWHA support group members are unlikely to be 
perfectly representative of all PLWHAs in Thailand. Although multivariate 
models controlled for the socio-demographic characteristics of the study’s sam-
ple, this would not necessarily completely resolve issues of potential selection 
bias in the sample. The study results are strictly illustrative of the male and 
female PLWHA support group participants but also provide more general 
insights into the dynamics between socio-demographic factors (especially gen-
der), and stigma and community support among PLWHA support group mem-
bers in the study areas. 

 Future stigma reduction and support programs for PLWHA support groups in 
Thailand need to be focused on the subpopulations that are male, non-widowed, 
living in Bangkok, and have visible AIDS symptoms.     

23 Gender Differences in Stigma and Community Support Among People Living…
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