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Introduction 
 
The impact of health-related stigma on the lives of affected individuals and their families has been 
known for a long time and has been well described, e.g. in the field of leprosy and mental health. 
More recently, the prominent role of stigma and discrimination in HIV/AIDS has become a major 
concern for those working with people living with this condition. Increasingly, the negative impact of 
stigma on disease control programmes themselves has been recognised and has led to calls for 
accelerated efforts to reduce stigma and discrimination. At the same time the lack of data on 
effectiveness of stigma reduction strategies and interventions has boosted work to develop new 
instruments to assess the various dimensions of stigma. However, such development work largely 
has been done within specific disciplines, such as HIV/AIDS, mental health and epilepsy. 
 
The idea of pooling resources on stigma and discrimination evolved gradually after the realisation that 
interventions and theoretical stigma models within leprosy, mental health, HIV/AIDS and epilepsy 
showed many commonalities and following the successful development of a generic scale to measure 
participation restrictions in the fields of both leprosy and physical disability. Most articles on stigma 
and discrimination refer to the work of Goffman and many also to the dichotomy of felt and enacted 
stigma developed by Scambler. However, not much sharing of experiences between the disciplines is 
reported in the development of measurement tools and the development and implementation of 
stigma reduction interventions. We saw great potential in synthesizing all the work and experiences 
collected over the years in the various disciplines. By pooling research findings and experiences, it 
would be possible to find commonalties in stigma theories, measurements and interventions and 
identify disease, culture and situation-specific features. We hoped that by bringing all these 
experiences together common theory, measurements and interventions could be developed.  
 
To start this process, the Royal Tropical Institute in Amsterdam (KIT) organised an international 
Workshop on Research on Health-related Stigma and Discrimination at the Kontakt der Kontinenten 
in Soesterberg, from 29 November to 2 December, 2004. The workshop was co-organised with the 
Swiss Tropical Institute and the London School of Hygiene & Tropical Medicine. More than seventy 
researchers and experts from the disciplines of leprosy, HIV/AIDS, tuberculosis, Buruli ulcer, mental 
health care, epilepsy and physical disability participated in the workshop. Together they represented 
55 academic institutes, organisations and health projects in Europe, Africa, Asia, North and South 
America. 
 
Before the workshop three background papers were written. Each background paper reflected one of 
the themes set out for the workshop; creating a model for health related stigma, establishing a 
methodological approach to measuring health related stigma and identifying effective interventions to 
help diminish health-related stigma. These papers were sent to the participants before the workshop 
to give an overview of the present knowledge within health-related stigma.  
 
The workshop objectives were as follows: 

• To review work done on stigma in the public health fields represented at the workshop, 
specifically to identify common crosscutting features of stigma, as well as distinctive disease- and 
culture-specific features. 

• To identify gaps in our knowledge, including the magnitude of health-related stigma and 
discrimination in different countries and the determinants of these. 

• To identify crosscutting features and differences in stigma experiences, models, assessment 
instruments and intervention strategies between health fields and cultures. To identify negative 
and any positive aspects of stigma. 

• To draw together the common features of stigma in the relevant fields of public health and 
advance the development of an operationally useful concept and model of health-related stigma. 

• To draw up a draft research strategy to develop, adapt and/or test instruments to assess key 
features of stigma and discrimination that may be applied for comparative study of health-related 
stigma within and across cultures and for impact evaluation of stigma reduction interventions. 

• To identify crosscutting strategies and models of interventions for reducing health-related stigma 
at the local, community and national level.  

• To develop an agenda for research and action, which may contribute to public health and social 
policy and to clinical practice. 
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A model of health-related stigma 
 
Why study stigma? Stigma has an impact on the affected person by increasing personal suffering, 
affecting access to health care, and often also affecting human rights. Weiss, Scambler, Aggleton and 
Dijker presented their viewpoints on models of stigma. Stigma is a complex construct, is disease-
specific, culture-specific and contributes to the ‘hidden burden’ of disease. In his paper ‘health-related 
stigma: rethinking concepts and interventions’, Weiss argued that stigma has become an important 
topic for public health. In doing so, health professionals should not only pay attention to the signs and 
symptoms of a disease, but also to the social aspects of illness. Although it is in the interest of public 
health to work to reduce stigma, a conceptual tension may exist between public health management 
of disease and stigma reduction. For example, exclusionary measures can be experienced as 
stigmatising, but is often based on rational public health control strategies. Weiss highlighted the 
importance of accounting for particular features of health-related stigma and the socio-cultural 
contexts that determines if a condition is stigmatised and that influences local manifestations of 
stigma. 
 
Scambler introduced the jigsaw model and argued that stigma is characterized by an ontological 
deficit combined with a perceived notion of culpability (for example, the assumption that someone 
living with HIV must have ‘done something wrong’ in order to become infected). Because stigma is a 
feature of social processes, it is important to note that often, those who are stigmatised are in part 
exploited, and in part oppressed, which is distinctly connected to relations of class and relations of 
command. Therefore, social structures are integral to a study of stigma. Stigma can be reduced by 
three different types of change, operational, political and structural. Operational changes can be 
achieved e.g., by health professionals within the health care system, political change requires action 
by governments, and structural change involves shifts at the level of social structures like relations of 
class, command, gender, ethnicity and age.  
 
Aggleton argued that the concept of stigma has been overstretched, and, because of that, is at risk of 
becoming meaningless. Therefore, it is important to identify the domains of stigma relevant to health 
and to clarify that stigma is a process, not a thing. Stigma can be understood from a variety of 
perspectives, mainly, as enacted, perceived, and in addition, self-internalised stigma. Stigma 
reinforces pre-existing inequalities and social divisions present in societies, including those related to 
gender, class, race, etc. Therefore, we must tackle stigma at its deep-rooted sources, in a 
multidisciplinary, multi-sectoral fashion. There is a ‘vicious cycle’ of stigmatisation, beginning with a 
given marker of difference, which leads to stigma, discrimination, disadvantage, low self-esteem, and 
the worsening of the status, eventually leading to further stigmatisation. Breaking the cycle of 
stigmatisation at any of these points aides in the reduction of stigma.  
 
Dijker explained that stigmatisation should be seen in relation to normal ‘social control’, that is, human 
response to difference. The human emotional response to difference can be either fight (which 
motivate anger/fear) or care (which motivates tenderness). Stigmatisation tends to occur when basic 
psychological mechanisms that originally allowed for adaptive forms of social control are activated 
under more complex conditions of living. 

 
 
Report of Group I – Models of Stigma 
 
After much discussion of where to begin in discussing models of stigma, this group came to the 
agreement that stigma exists where you have the intersection of social exclusion, disadvantage of 
some kind, and low value/low self-worth. We agreed that ‘stigma’ also exists with the intersection of 
any two of these three circumstances, all of which may be enacted by others, perceived as being 
enacted, anticipated, or self-imposed.  
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In subsequent meetings of the Models group, we expanded this model to illustrate that stigma is not 
an entity or thing that exists independently of society, culture, politics, etc. Instead, we looked at 
“antecedent factors” or underlying factors that contribute to the development of health-related stigma. 
We attempted to categorize these factors, using examples from different health problems. It was 
noted that different health problems or conditions, and certain treatment programs, create different 
(potential) stigma-related features. In addition, the same condition or feature of a condition might be 
perceived as stigmatising among some cultures/nationalities/ethnicities, but not others because of 
different “antecedent” conditions. Still, we were interested in seeing if there were some cross-cultural 
commonalities, at least in relation to particular health-conditions, or even across conditions, that could 
point to ways of addressing the problems of stigma. For example, it was discussed that for diseases 
that are already negatively stigmatised, such as leprosy, TB, and mental illness often (but not always), 
specialized medical centres for treatment of these conditions are themselves stigmatised, as are the 
patients that go to them. In this case, the antecedent factor would be the previously existing or 
historical stigma associated with certain diseases. Given this antecedent factor, the specialised 
treatment centre that is identifiable by others as a location for treating that condition constitutes a 
“stigma-related feature” of a specific condition.  
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We ultimately developed a model that looks at factors that are not only “antecedent” or previously 
existing, but also at variables that may continue to interact with other variables to produce a certain 
type of stigma. We tried to identify as many of these variables as possible. They included: 
 
¾�class structure 
¾�social/cultural classifications of race, ethnicity, language 
¾�global and local political economy 
¾�history (this could include quite a bit: historical policies about the condition in question, historical 

factors that have shaped the position of different regions and nations in the world system, etc.) 
¾�gender roles within a society (includes cultural expectations for behavior, appearance, dress, 

body type, marriage for men and women within a society) 
¾�religion 
¾�education 
¾�occupation/job situations 

Low value 

 
 

Disadvantage 

Stigma 

Exclusion 
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¾�aspects of the medical encounter (structure of the healthcare system, access to healthcare, 
biomedical models of illness, treatment and side effects of treatment for the condition in question, 
etc.) 

¾�conceptions of the body 
¾�popular understandings of illness in general or of the condition in question specifically 
¾�media representations (that reinforce or reflect cultural attitudes or that portray aspects of the 

health condition in question) 
¾�behavioural norms  
¾�conceptions about age 
 
This list surely leaves out some variables. At the same time, some of the above overlap or could be 
grouped together under a single label, such as “culture,” “politics,” or “economics”; for example. 
Conceptions of the body may be determined by gender expectations, both of which might be 
considered aspects of culture, if culture is defined as learned behaviours and beliefs.  
 
All of the variables above may interact with each other in a particular context. The way these variables 
interact with each other provides clues as to whether and how health-related stigma will exist within a 
society. This holistic model for looking at stigma is ultimately applicable to different health-related 
problems cross-culturally. As with other models of theory discussed by the group, it cannot be used 
as a predictor of stigma, but it can be used to understand stigma in context and thus formulate 
interventions that more completely address the roots of stigma.  
 
Some of the papers presented in the Models of stigma group demonstrated that many researchers 
have already found ways to incorporate this model into intervention strategies. For example, Dr. 
Chowdhury presented his research and work with women and deliberate self-harm in Sunderban, 
West Bengal, India. These women were stigmatised and ostracized in their communities because 
they had attempted suicide. Mental illness, attempted suicide, and depression are all stigmatising in 
India, but he and his research team noted that the solution in this case lay not solely in trying to 
change societal attitudes about people who had engaged in deliberate self harm. They also looked at 
the roots of the problem—why were women attempting suicide in the first place? Mental illness did not 
seem to be a cause of suicide attempts. Most of the women who attempted suicide were living with 
their husband’s family and reported being abused in the home. Laws such as the Dowry Prohibition 
Act, enacted to prevent spousal abuse or murder, have tended to create the opposite effect in some 
cases and increased abuse against women. The marginal position of women in general and 
particularly of the “daughter-in-law” in patrilocal rural Indian communities sets the stage for attempted 
suicide, which then creates stigma. Thus, educational intervention designed at eliminating stigma 
must be informed by a holistic understanding of where stigma originates. If interventions are 
constructed that deal with the root cause of stigma, which might be identified using the holistic model 
proposed in the models group, stigma may be eliminated as a problem.  
 
Although the group did not move beyond the model to specific types of interventions that could come 
from the use of the model, we did discuss the importance of how information is presented in 
educational or media formats. Some noted that education does not always decrease stigma, and in 
some cases, those who are more familiar with the “facts” about a condition may be more likely to hold 
stigmatising attitudes. Again, the holistic model proposed would address this issue and could be used 
to help designers of educational material or social marketing campaigns be aware of how different 
variables may affect how messages are received.  
 
Further issues and concerns include:  

• We need to be cautious about confining our study of stigma to Western concepts of morality; 
shame and guilt may in fact not be cross-culturally relevant concepts. 

• Proposed model for a definition of the experiences of stigma can be visualized as an overlap of 
exclusion, devaluation (low value) and disadvantage.  

• Stigma is multi-layered, and any model or framework designed to address stigma must be able to 
address this complexity.  

• Stigma occurs alongside other social realities and therefore we need to explore the 
interrelationships between stigma and these simultaneously occurring social factors.  

• Is it ever justifiable to rationalize stigma caused by public health policy? Stigma is not a 
replacement for social policy and health policy.  
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• Legislation may not be responsive to reduction of stigma because of wider social and structural 
realities. Structural (operational and political) change must come first.  

• Attention should be given to environmental and material, economic elements of stigma; if 
structural factors persist, the experiences of those affected may not change. We must be sure to 
involve people with stigmatising conditions in our work, and in further stages of development of 
the Consortium.  
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Methodological approach: measurement 
 
van Brakel started off this theme with his keynote lecture ‘Measuring health-related stigma’. To 
assess stigma and its determinants, a combination of qualitative methods (including in-depth 
interviews, FGDs, and observations) and quantitative methods (including indicators, scales, and 
questionnaires) methods are necessary. The complexity of stigma means that it is hard to pin down its 
nature to narrow, specific variables. Evaluation of change must involve the stigmatised, ideally asking 
them to identify felt dimensions of stigma before and after the program is put into place. Instruments 
to measure stigma and its related constructs have mostly been condition-specific. Approaches to 
stigma measurement have thus far focussed on the impact on the affected individual, perceived or felt 
stigma, self- or internalised stigma, the attitudes and practices of unaffected individuals, practices in 
health and social services, legislation, images of the affected as portrayed in the media and the public 
domain, and participation.  
 
Measurement entails assessing the extent/magnitude of stigma, assessing change and 
measuring/understanding the nature of stigma. Development of a measure of stigma should be based 
on measures and scales that already exist.  
 
 

Report of Group II – Measurement of Stigma 
 
1. Stigma in the context of epilepsy, HIV/AIDS, TB, SARS and leprosy and the requirement for 

measuring tools. 
 
The group heard presentations on stigma in the context of epilepsy, HIV/AIDS, TB, Buruli Ulcer, 
SARS and leprosy. These presentations drew attention to dimensions and domains of stigma that 
were common to many conditions. They emphasised the need for a better understanding of the 
nature and sources of stigma. A variety of qualitative and quantitative methods have been used to 
develop the existing tools, however, many of these have been used only once and most have been 
validated for use in only one condition. It is apparent that the demand for measurement tools comes 
from a great variety of conditions and contexts with the further complication of cross-cultural 
comparisons. Discussion focussed on what is required of a tool, what is to be measured and the tools 
already available. 

What is required 

Measures of stigma will be required to assess extent or magnitude, to allow broad comparisons, to 
reflect the nature of stigma, to assess change and to describe what is going on, for example, 
interpreting responses to the recent SARS outbreak as the outworking of stigmatising attitudes. Tools 
must be fit for the purpose and must cover all dimensions subject to change. They must be developed 
through qualitative as well as quantitative methods. 

What to measure 

Measurements are needed for all forms of stigma, experience (enacted), perceived and internalised. 
They need to cover all dimensions such as knowledge, values, attitudes and social distancing and life 
domains such as family, work and education. 

What is already available 

The group acknowledged the substantial implications of developing a new scale and recognised the 
value of focussing on existing proven tools in order to identify tools that may be further developed and 
validated to assess domains not adequately covered. The group also discussed the value of 
developing a database of existing domains, tools and items. Other issues relating to the choice of 
measurement tool include the model or understanding of stigma and the form of intervention.  
 
2. Requirements of any new scale 
 
Fundamental to the preparation of a new scale is theoretical underpinning. There must also be a clear 
understanding of the purpose of the scale. Specific scales may be needed to measure response to an 
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intervention. Measuring stigma in the community is not the same as measuring stigma in the 
individual and raises issues about the aspects of stigma to be measured. Measuring change is 
problematic for a number of reasons. First it is important to understand the changes that are 
expected. Next, there is the question of how to measure the specific change that is of interest and the 
minimal set of questions that will provide the necessary information. Finally there is the question as to 
whether a small change in a score reflects a real change in the individual’s life.  

Domains measured in HIV/AIDS stigma 

In the context of HIV, current tools assessing stigma in affected communities and stigma experienced 
by people living with HIV/AIDS address the following domains:  
 

Domains for communities affected by HIV Domains for people living with HIV 

HIV knowledge and casual transmission 
Questions relating fears to actions  
Values and attitudes 
Issues of responsibility or blame 
Social distancing 
Willingness to interact with affected people 
Support for coercive measures 
For example, quarantine 

Perceptions/fears of what would 
happen if become known 
Actual stigma experienced: 
Denial of rights 
Exclusion by family 
Loss of respect, social status. 
Ridiculed, hassled, threatened,  
assaulted 
 

 
Domains currently not measured in the context of HIV/AIDS include enacted (experienced) stigma at 
the population level, which has proved too difficult to address directly. Few studies document 
experience. Compounded or layered stigma as experienced by individuals stigmatised because of 
sexual orientation, drug use or role as a sex worker in addition to their HIV status has also proved 
problematic.  
 
3. Gaps and Challenges – the focus for future research 
 
In summary, the challenge is to identify tools that will assess the extent of stigma, the nature and 
determinants of stigma and changes in stigma. Equivalent tools are needed in the context of enacted, 
perceived or felt stigma and self or internalised stigma. These requirements are interrelated and must 
be developed in the context of a comprehensive model of stigma.  

Dimensions of stigma 

The group identified three dimensions of stigma. Felt or perceived stigma includes the individual’s 
perceptions and fears of what would happen if their status became known. Enacted or experienced 
stigma includes denial of rights (healthcare, employment, housing), exclusion by family and 
community, loss of respect or social status, verbal and physical abuse. Self- or internalised stigma 
consists of negative self-image, expression of shame and guilt, self-isolation, withdrawal including 
negative self-image, feelings of uncleanness, expression of shame and guilt. More work is needed to 
relate this understanding of stigma to earlier models that located fear and shame (i.e. internalised 
stigma) within perceived or felt stigma.  

Filling gaps  

Discussion identified the following research questions related to maximising the use of existing tools 
and filling gaps in existing knowledge. 

• Which existing measures may be refined and validated for wider use? 

• What are the fundamental causes of stigmatising actions, is there an alternative to asking 
hypothetical questions, so overcoming problems of ambiguity? 

• How can we best measure different dimensions of stigma (enacted, perceived, internalised)? 

• Which of the identified dimensions are amenable to assessment with a generic instrument across 
cultures? 

• What are the key domains currently without measurement and how may they be addressed? 

• How do we access those affected – for example, those who do not know they are already HIV 
positive?  

• What are the gender-specific items that differentiate the experience of men or women?   
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• What is extent/nature of stigma for children? How can we best measure stigma across the life 
span – e.g. for children versus adults? 

• How do we measure people’s understanding of Human Rights related to discrimination and 
stigmatisation? 

• How do we measure coping, resilience and management skills in relation to stigma? 

• How do we measure averted (prevented) stigma? 

• How do we measure challenging/confronting stigma? 

Development of stigma indicators 

Currently three groups are working in Tanzania. There is a need to field test indicators and to 
measure specific domains and constructs of stigma. Most indicators used to date give skewed data, 
positive rates of the order of just 10%. There is always underreporting of stigma, suggesting that more 
research is needed, for example, to explore the difference between what people say and what they 
do. How does one measure gossip? Does gossip reflect real attitudes and affect subsequent 
behaviour? If people’s behaviour is affected by gossip then this is an important point to consider in 
selecting and preparing interventions and indicators. 
 
In what way would it help us to find out what motivates behaviour? For instance, how do we find out if 
one person does not want to eat with another out of fear or out of shame. These questions concern 
deeper knowledge. Would a better understanding help us to develop better interventions and 
indicators and to assess impact? 
 
Potential indicators of what people fear in relation to stigma have been identified as follows: 
 

• Exclusion from social gatherings 

• No longer visited 

• People ‘check them out’ 

• Lost respect 

• Abandoned by spouse 

• Teased or sworn at 

• Gossiped about 

• Abandoned by family 

• Isolated in household 

• Lost customers 

• Denied promotion 

• Denied religious rights 

• Had property taken away 

• Sent home to village 

Methodological issues 

The following issues were identified in relation to methodology 

• What methods are most effective in measuring change? 

• What is the best set of answer choices in a quantitative instrument – e.g. Yes/No, Likert scale? 

• In the context of evaluating interventions, what is the minimum requirement for validation – for 
example in the use of a combination of methods and sources? 

• Importance of informed consent 

• Consciously and explicitly express ethical issues in health-related stigma research, specifically: 

• Interviewer training – sensitivity, skills, and awareness of unintended consequences for 
interviewer and interviewee 

• Appropriate response mechanisms including referral arrangements 
 
Focus Group Discussions are used to guide content and identify issues. However, scales based on a 
small and manageable set of questions may lack cross-cultural applicability. 

Strategic Issues 

The group identified approaches that would maximise the value of any future research. These 
included the following: 

• Address health-related stigma in multiple conditions - collaborate across diseases, programmes 
and disciplines to maximise the use of resources. 

• Need to demonstrate links between stigma reduction and health-related outcomes or quality of life 

• Frame research in terms that are relevant to decision-makers, policy makers and funding 
agencies 

• Emphasise the value of a single, basic quantitative measure applicable to and validated across 
wide-ranging contexts and conditions 
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• Involve communities in the development of methodologies and instruments 

Other proposals 

The group identified the need for continued communication and networking through all available 
means. Collating information on indicators used within exiting tools would be a valuable groundwork 
that would benefit any future research. The same would be true of peer reviews of available tools and 
instruments. This may be an appropriate activity for a PhD student. Such activities may extend to 
developing a database of items or questions from existing scales and tools. Informal discussions may 
identify opportunities for research collaborations within either existing or new research projects. 
 
Further issues and concerns regarding measuring stigma include:  

• The importance of using people who are suffering from the conditions themselves in all stages of 
stigma study.  

• There is to be aware that research methods may risk reinforcing stigma by the way in which the 
respondents are queried.  

• Need to work across different settings in which stigma can arise in a given cultural context 
(household, workplace, etc.) 

• Limitations of a stigma scale for understanding stigma; triangulation is important to capture 
variability and complexity of stigma within and across groups and may not be able to capture 
social processes.  

• What do we know about stigmatisers? How do they stigmatise and why?  

• Ethical considerations should be central to research on stigma because the issue is so sensitive 
that when we research stigma we are in a position to do great harm.  

• It could be useful to borrow from studies done on bullying amongst children and children of 
psychiatric patients to understand the impact of stigma on behaviour.  
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Interventions for stigma reduction 
 
The discussion on the experiences with stigma reduction interventions and their effectiveness was 
started off with three lectures. Sartorius reported of his 10-years experience with the WPA programme 
and presented a list of key decisions concerning intervention planning and implementation. He also 
explained that knowledge about a health problem does not necessarily lessen stigma, but can rather 
lead to greater fear and decreased tolerance. Mwambo presented experiences gained in the 
HIV/AIDS field. She too showed how knowledge can increase the fear of the disease. Care and 
support of the ill exist, but they coexist with stigma. Empowerment of the affected can reduce stigma 
among the affected, turning anger into action and creating solidarity among those who go public with 
their disease and normalization among unaffected public. She argued that people are often unaware 
of their stigmatising behaviour. Birbeck gave a short report of the experiences of stigma in the field of 
epilepsy and emphasized the importance of understanding the mediators of stigma. 
 
 

Report of Group III – Stigma reduction interventions 
 
Members of the “interventions” group were tasked with comparing their experience of stigma and 
examples of interventions in diverse cultural settings and social environments. The examples 
discussed came from experience with conditions such as Buruli Ulcer, leprosy, tuberculosis, HIV and 
AIDS, mental illness, epilepsy, disability and other chronic diseases from geographical settings in 
Asia, Africa and Europe.   

Identity and normality 

The group discussed the concept of identity, that people had a strong desire to stay “normal” and be 
seen as “normal” so that they could carry on a functional life and not be separated from their peers 
and community. Included in this were: 

• Getting married, having children, continuing at work despite their illness, even if it was life 
threatening such as in the case of AIDS. 

• Denial of symptoms even when they were obvious to others 

• Delay in health seeking behaviour since this was an acknowledgement of having a problem  

• Fear of deformity or disfigurement since these were the “stigmata” that labelled them as afflicted 

• Refusing to accept help from able-bodied people or offers of support being seen as patronising. 

Fear 

Fear within communities against people affected by certain conditions is often based on a fear of 
contagion, even associated with non-infectious conditions, and needs more understanding. If the 
disease leaves deformity such as blindness or scarring, the fear of contagion continues after cure. 
Fear of a chronic infection such as leprosy or tuberculosis in earlier stages may persist even after 
control has been established. Knowledge of modes of transmission does not necessarily reduce fear, 
and sometimes may increase it. The fear is often more of contamination, whereby association with a 
stigmatised person brings the stigma onto oneself, the person rather than the disease being seen as 
dangerous. Fear may be related to possible violence, unpredictability or inappropriateness of 
behaviour, such as with mental illness or epilepsy, where the origin of the behaviour is not understood 
and attributed to bewitchment or evil spirits. Sometimes, the stigma is transient and may disappear 
after the condition is medically cured such as with TB. When there are long asymptomatic periods, for 
example with HIV and hepatitis B, stigma may come and go. Attitudes may change over time 
especially with access to treatment.  Cancer used to carry stigma associated with death that has 
improved in many countries. Mostly though, stigmatised conditions are trapped in a chronic disease 
box, with social chronicity outrunning biological chronicity.  
 
Self-stigmatisation is usually associated with fear of abandonment: marital, community, workplace, 
church. This is not an unrealistic fear, since many do indeed suffer from rejection at all levels. When 
conditions are thought to be hereditary there is fear that family members will be rejected in marriage, 
even if they are not directly affected by the condition. Aspects of shame, blame, guilt, inner pain all 
attach to the condition and those affected. The sense of poor self-worth associated with self-
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stigmatisation is reinforced by the rejection of the people around them. However people with the 
condition may attribute incidents to the condition when in fact they may have no relationship to it. 

Negative stereotyping 

Surveys show that large numbers of disabled people feel discriminated against. The feeling of 
“badness” is often internalised by families who either exploit their earning potential as beggars or 
reject them. They may have to work as beggars because of being excluded from labour markets or 
being rejected from their family homes. The presentation of disability as victimhood may mean that 
people’s potential and skills are not utilised and that they are seen as incapable of contributing to 
family income or communal good. Problems are attributed to the disability when in fact they may be 
shared by able-bodied also, such as unemployment or poor education. When people with disability 
are always seen as beneficiaries or victims, their strengths are not recognised and approaches, for 
instance by health staff, may be paternalistic. These attitudes apply to most stigmatised conditions but 
are exemplified by physical disability. People with these conditions want autonomy, to do things for 
themselves, with partnership and solidarity from supporters rather than pity.  

Marginalization  

Families became stigmatised by the condition of a parent or child, even if other members were 
healthy, through the fear of their communities of the condition. So families were affected by the 
physical impact of the condition, and then also by the effect of the stigma created by the condition. 
We discussed whether this fear was rational, some group members feeling that this was mainly due to 
the fear of contagion, while others felt it was also fear of difference.  
 
Many of the conditions discussed increased poverty through loss of work and earnings, especially if 
there was severe disability involved, and through loss of support from their communities. Families 
from marginalized groups experienced layering of stigma, whereby they were more vulnerable to ill 
health through poor access to health services, more vulnerable to the impact of the condition through 
their poverty, and more vulnerable to the impact of the loss of support from their community. In this 
way, poverty and disadvantage were worsened by the condition and by the stigma associated with it, 
with downward social drift of affected people as a result. As a survival tactic, some families would 
abandon their affected relatives as a way of preserving most of the family, sacrificing the others. 
Affected people may also take themselves out of “normal” society to avoid infecting or affecting 
others. This is perceived as responsible behaviour but may reinforce a sense that these people must 
be kept separate, even when they are no longer infectious or showing inappropriate behaviour in the 
case of mental illness.  
 
Those with higher status in society, with more economic power, enhanced self-esteem and 
confidence, popularity, better access to health care and privacy especially through payment for 
services, suffered less from the impact of stigma associated with their condition. They are able to be 
more vocal and see themselves as deserving of rights to benefits rather than charity. Key aspects of 
surviving stigma were being treated with respect and dignity. The response of gay men in affluent 
communities such as the USA and Europe provided one example. Despite the stigma associated with 
homosexuality, many gay men organised together to push for funding for research for treatment of 
HIV-related conditions and refused to be belittled or shamed. Disabled people with facility to buy 
equipment, adapt vehicles and accommodation to suit their needs, get individualised prostheses and 
so on, were in better positions to lead functional lives including competing in sports, giving themselves 
better self worth.  

Human rights  

People suffering from stigmatised conditions are often denied basic human rights such as access to 
health services, work, housing, education, because they do not have the power or support to fight for 
them. Sometimes ignorance of modes of transmission of communicable diseases underlies denial of 
work or education facilities. Often it is a sense of poor value that restricts participation. Legislation to 
protect the rights of people with disability or being treated for a chronic illness, is important to 
establish the principle. However, the fear of discrimination may prevent disclosure of illness, even 
when there are rights and benefits reserved. The Treatment Action Campaign in South Africa laid 
down the principle that people with HIV had the human right to treatment under the constitution of the 
country. By marching through the streets wearing T-shirts proclaiming HIV positive, emphasising 
positive in attitude as well serostatus, participants were making a statement that they were not 
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ashamed of their status, that they valued themselves and deserved the same rights as anyone else 
with a life threatening illness, to be treated with respect.  
 
In conflict situations and wars, women who are raped may get pregnant or infected with sexually 
transmitted infections, but the blame of “being spoiled” attaches to them and their children rather than 
the perpetrators. Refugees and displaced populations also lose their pride and identity through having 
to leave their homes and may be looked down upon by the host country residents.   

Belief systems and influence of religion 

Religious beliefs often proscribed attitudes towards people with stigmatised conditions. These could 
be supportive or negative towards them. For example people with leprosy were told by the bible to live 
and dress in ways that separated them from others, to ring a bell to warn people away when they 
approached. Many religions saw disease as punishment from God or warnings from ancestral spirits 
but appeasements could be made that helped families to cope, deferred responsibility and defined 
relationships and behaviour within communities. Individuals who breached societal rules for instance 
through extramarital sex, could come back into the fold after performing rituals designed by traditional 
healers. Traditional practitioners prescribed herbal remedies that fitted with their belief systems and 
were more acceptable. However, these also delayed the time of seeking medical help for their 
condition. Traditional societies are often seen as more supportive of people with disability through 
acceptance that each person has a place and contribution to make. At the same time, causes of 
feared diseases were often attributed to “witchcraft” or poor hygiene.  
 
Examples were given of religions being condemning, judgemental, supportive and compassionate in 
different contexts. Some faith-based organisations condemn HIV as a product of immorality that taints 
whole families regardless of their behaviour, thus depriving them of support. At the same time, priests 
in Uganda have been inspirational in being open about their HIV positive status, providing role models 
to others. Many health services for chronic diseases are provided by religious groups and missions, 
but with segregated facilities that increased a sense of separateness. Faith is supposed to give hope, 
but makes judgements of what is deserving. Sometimes intolerance outweighed attempts to reduce 
stigma.  
 
An example was given of a stigma reduction toolkit through which faith leaders who were encouraged 
to take responsibility for stigma, left the meeting feeling emotionally engaged and asking for 
forgiveness for their previous responses.     

Iatrogenic stigma 

Sometimes there was conflict between health education given for prevention or to encourage early 
presentation to health services, for instance by teaching signs and symptoms of diseases, and the 
fear created by identifying people with these. This was referred to as iatrogenic stigma, where health 
professionals make stigma worse in their efforts to educate communities about such conditions. 
Resource constraints, insufficient training, poor supervision, low professionalism and stress inherent 
in public sector health and social services often leads to inadequate care given to patients.  Health 
workers become stigmatised by association with working with stigmatised patients, making it harder to 
work for such programmes. Staff may be fearful of the conditions they are dealing with even when 
they are familiar with relevant biomedical aspects. They sometimes do not offer diagnostic procedures 
because they themselves feel it is “better not to know”. Alternatively, treating patients and clients in 
dismissive ways would discourage them from attending for health care in time.  

Interventions 

The group agreed that there are several models of good practice that can be learnt from, by looking at 
what has been successful in other fields such as behaviour change. Often programmes are not 
designed to challenge stigma, but this results as a by-product of the “culture” of the intervention. 
Communities are at different stages in their response to stigma for various conditions, so a range of 
interventions is needed that are responsive and appropriate to the context we are working in, rather 
than seeking universal answers. Programmes have the best chance of success if they are 
multifaceted, multi-layered and multidisciplinary. 
 
The categories of operational, political and structural dimensions to stigma are important to establish 
what is needed in each intervention. Questions we discussed were:  
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• How to provide skills for employment in high unemployment environments – to avoid setting 
people up to fail or have unrealistic expectations  

• Providing benefits through programmes can create privilege leading to resentment from others 
[reverse stigma], for example when school fees are paid for one group and not another 

 
Since we are dealing with complex behaviours, societal values and attitudes that may take decades to 
change, studies need realistic long-term funding to enable longitudinal rather than cross sectional 
research with validated measures of stigma reduction. Services deserve the same priority in funding 
as other chronic diseases such as hypertension and diabetes. Successful integration into national 
programmes may be more sustainable than project work dependent on external funding. However, 
evidence of successful practices from project work is often not transferable to the public sector 
because they are less resourced and staff are not as dedicated. Public sector funding in developing 
countries is usually lower on a per capita basis than non-governmental organisations that may have 
access to international funding.  
 
There was concern that programmes in the past have inadvertently endorsed paternalistic 
approaches to people with stigmatised conditions. This must be addressed by working with affected 
groups as partners, rather than in a tokenistic way. There is currently more evidence on how to do this 
from programmes that have active participation of the beneficiaries. They should be involved from the 
outset in the design and development of research activities, so that they define the priorities 
addressed, own the outcomes of the work and the implementation of the interventions developed. 
Advocacy and activism are enabling functions that emphasise solidarity and community action rather 
than isolation and victimhood. The more organised and proactive the affected group, the quicker the 
response of communities, funding agencies and government bodies. There is currently more evidence 
than before on the success of skills transfer, coping strategies, psychosocial support, support groups, 
community mobilisation and networking and social skills training leading to more autonomy, 
confidence, self-efficacy, self esteem for participants.  
 
Interventions need to be driven by theoretical frameworks, as with the STEP [stigma elimination 
programme] in Nepal where the focus was on transforming individuals from having spoiled identities 
to becoming change agents for their communities, being taught facilitation skills to enable community 
members to have more education and independence, learning to open bank accounts and so on. 
There needs to be more understanding why educating communities fails to reduce stigma and 
discrimination. What people do is frequently different from what they say, so there is a need for 
validation of findings through different interventions and methods. 
  
The targets of interventions would be everyone, at all levels of communities but especially using 
knowledge of change management theories to target those who are influential and have leadership 
roles such as faith leaders, policy makers, legislators, police. Families are often mediators of stigma 
as well as recipients and multipliers, as are health workers despite working closely with their client 
groups. Education on the negative impact of stigma may assist those who are unaware that they are 
showing stigma to understand the consequences of their actions. This is particularly true of health 
workers and other public service providers. Methods shown to support public service workers to 
overcome their prejudices need dissemination such as values appraisal for health workers evaluated 
by the WHO. Faith-based institutions are a good entry point for stigma reduction, tolerance and 
acceptance especially through their outreach programmes such as home based care. The example of 
the stigma reduction toolkit used with faith leaders could be used more widely.   

Monitoring and evaluation 

Health impact assessment at the design stage of project development may be used to anticipate how 
programmes could potentially make stigma worse, and build in defences against this such as though 
advocacy led by affected people. Methods of monitoring and evaluation need to be built in from the 
outset with flexibility in programmes to make adjustments as needed. Participatory methods that 
include users of services and programmes would improve ownership of activities.   
 
Indicators that can be used to detect stigma reduction are: 

• Improved community diagnosis and case-finding 

• Earlier presentation with symptoms 

• Increased uptake of health and social services 
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• Increased awareness and uptake of benefits such as housing, schooling, welfare payments  

• Measures of autonomy and independence such as getting through employment interviews, 
opening bank accounts, staying in work 

• Ability to live in integrated housing in community 

• Volunteer support provided by community 

• Existence of support groups that are attended by members 

• Existence of income generating projects that provide social support, networking as well as 
providing financial support  
 

The group identified some guiding principles that should be taken into account in creating 
interventions, these are: 
1. Start with local strengths. 
2. Incorporate the cultural context. 
3. Include participation from persons with the condition at the in all stages of intervention 

development. 
4. Multi-level interventions (individual/ community/ societal etc) 
5. Take gender issues into account. 
6. Be careful of group/individual status. 
7. Be sensitive to existing groups/needs; develop approaches based on the individual/group needs 

and continue follow-up. 
8. Use Human rights approach 
9. Use age-specific approaches (L).  
10. Use family, extended family approaches (HIV). 
11. Interventions should be on-going and sustainable. 
12. Promote positive images and success stories. 
13. Learn from and use best practices/lesson learned.  
 
The guiding principles are summarised in a process cycle (see appendix 2). 
 
The deliberations of the group established the context of many dimensions of stigma that we are 
working with, accompanied by direct experience of interventions we were familiar with. From this a list 
of potential interventions and target groups was drawn up.  
 

I. Levels of Intervention
1
: 

 

• Intrapersonal/Individual 

• Interpersonal 

• Organizational/Institutional 

• Community 

• Policy/Societal 

• Global (an addition of the intervention working group) 
 

                                                      
1
 Source: McLeroy KR, Bibeau D, Steckler A, Glanz K. An ecological perspective on health promotion programs. Health Educ 

Q. 1988 Winter;15(4):351-77.  
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Appendix 3 gives an overview of examples of interventions at these different levels. 
 
II. Target Audiences for Interventions 
 

• People who are stigmatised 

• People who do the stigmatisation 
 
 
Further issues and concerns regarding the stigma reduction intervention include: 

• What sustains stigma? 

• How to evaluate the psychosocial process of stigma? 

• Why are some societies more tolerant of difference than others? 

• We should be aware of intervention approaches that have worked and why, so as not to repeat 
our mistakes. 

• If we knew more about how and why people stigmatise, appropriate interventions would be 
clearer. Who is excluding whom and why?  

• Output from this workshop should be sent to the groups of those affected by the diseases 
concerned. 

• We should be cautious not to label someone as stigmatised; let us not start with the assumption 
that all people are feeling stigmatised.  

• Experiences with stigma work and interventions are often found in the ‘grey-literature’ (i.e., list-
serves, etc.), for communicating on this work; this group can help to validate these studies and 
publication. 

• How do deal with stigma in the context of conflict situations, among refugees, who may be 
blamed for their situation?  

• In what way do health workers perpetuate fear and stigma?  

• We must ensure that stigma reduction programmes do not create privilege for some and in so 
doing, create resentment from others (for example, paying school fees for some affected children 
may create resentment from other community members).  

Policy 

Community 

Organizational 

Interpersonal 

Intrapersonal 

Individual Knowledge,  
Attitudes, Skills 

Family,  
Friends,  
Social  
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Relation-
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Conclusions 
 
Social exclusion and discrimination due to particular health condition are major hindrances for both 
patients and healthcare. This applies to people affected by leprosy, tuberculosis and HIV/AIDS, as 
well as to those with chronic health conditions such as schizophrenia, epilepsy and physical disability. 
A major finding of the international Workshop on Research on Health-related Stigma and 
Discrimination was that social and societal consequences of stigma and discrimination are very 
similar across the different healthcare disciplines as well as across different countries and cultures. 
For example, problems relating to marriage, (family) relations, work and education appeared to be 
practically universal. Much similarity was also found in the very negative impact of stigma on public 
health activities, such as combating HIV/AIDS, leprosy en tuberculosis. For instance, many people 
who may be HIV-positive are extremely reluctant to undergo testing, to cooperate with prevention or 
to accept treatment, because of the possible social consequences of disclosure of their status. In 
leprosy and tuberculosis control programmes, the fear of stigma is often a reason that people are very 
slow in coming forward for treatment. Stigma and the fear of discrimination can adversely affect 
adherence to therapy. Dealing with stigma and discrimination is now a recognised priority in each of 
the above-named healthcare areas.  

Stigma models 

It was concluded that a model of stigma must include a conceptual basis that reflects the complex 
influences and dynamics of the antecedent social conditions that underscore the occurrence of 
stigma. These antecedent conditions include factors such as gender, religion, economy, history, 
class, race, politics, health services, etc. A model of stigma must also capture the condition-specific 
features of stigma, including the factors leading to a particular condition being stigmatised, its 
personal impact, impact on society and the impact on public health services.  
While we seek to capitalise on the cross-cutting features of stigma and its impact, we cannot ignore 
existing differences between conditions and cultures. When designing stigma reduction interventions 
and attempting to measure stigma, these differences should be taken into account.  

Stigma measurement 

When measuring stigma, the specific purpose of the assessment and the questions to be answered 
must be carefully considered and the instruments used must be chosen or designed to match these. 
Sample research questions include: Can perceived stigma be measured separately from self- or 
internalised stigma? How to measure resilience? How to identify varying dimensions of stigma across 
cultural contexts?  Is there an agreed standard for validation? How to best measure change over 
time? How do we measure compounded stigma or layered stigma?  
 
Research on health-related stigma should be directly relevant to policy and funding, at the same time 
attempting to increase our scientific understanding of the phenomenon. Assessment instruments 
should create a link between stigma reduction and health-related outcomes or quality of life. The tools 
should enable assessment of the extent (severity) of stigma, improve understanding of the nature of 
stigma and allow assessment of change in stigma. A combination of qualitative and quantitative 
methodologies should be used. Although all indicators and instruments measuring stigma may not be 
applicable across settings and diseases, a core set of indicators/measures that are applicable across 
settings/diseases should be identified. To ensure that local priority and relevance is taken into 
account, communities should be involved in the creation of the measurement instrument and/or 
indicators.  

Stigma interventions 

Stigma can be reduced by addressing the health problem, the stigmatisers, the emotional impact, or 
by creating effective social policy. Social solidarity created through social networks, such as in self-
help organisations, can reduce stigma. Approaches to stigma reduction can be built upon wide 
perceptions of social injustice which can motivate people towards action, networks of communication 
and community trust. Stigma reduction must be established through existing structures in society 
rather than put into place externally. Interventions for stigma reduction should be aimed at the various 
levels where stigma occurs.  
Although much has been done at the individual level to decrease health-related stigma, much less 
has been done at the community, society, institutional, and global levels. A multi-sectoral approach is 
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needed, using common strategies across disciplines. The role of belief systems in coping should be 
better understood. The role of the family as mitigators of stigma and ways to include religious 
organizations as motivators to encourage ideas of socially responsible ways of behaving should be 
investigated.  
 
Interventions should take into account the determinants of stigma, such as the difference between 
stigma associated with chronic and with transient conditions. Some stigmatising conditions may move 
the afflicted in and out of the so-called ‘normal’ identity upon being cured of their disease. Some 
individuals with power and status may be better equipped to overcome and override the effects of 
stigma, underscoring the fact that stigma is worsened by pre-existing marginalisation, but can be 
overcome by enhanced social standing, support, and understanding.  
 
All interventions must build on local strengths and resources and embed actions within the local 
cultural context. We must try to understand those features that enable some to be more resilient to 
stigma. We can learn from what has worked for some groups; for example, highly active, vocal, and 
organized groups, such as the Disability Movement that succeeded in bringing about many structural 
changes for the benefit of people with disability, as well as a considerable improvement in social 
inclusion. Another example is that of the Gay Men’s Health Crises and other gay activist groups 
during the initial phases of the U.S. HIV/AIDS epidemic, who brought the issue to the fore and 
subsequently began to work to de-stigmatize it. We must understand and anticipate how programmes 
can make stigma worse by adding information but increasing fear; public health interest may not 
always coincide with interests of stigma reduction. Therefore, a careful analysis of the costs and 
benefits must be performed. Like in the example of the gay activists in the early phases of the 
HIV/AIDS epidemic, advocacy, design, and implementation of stigma reduction programmes must be 
led by the affected. This would increase the chances of success of the programme. Monitoring must 
be established from the beginning of the programme to ensure that it is reflexive and responsive to 
changing needs.  

A new international consortium on stigma research and action 

Recognising the similarities in the experiences and consequences of stigma provides a basis for a 
common approach, particularly in terms of collaborative research. It is hoped that this will result in 
improved strategies to mitigate (the effects of) stigma, applicable to all healthcare disciplines. A new 
international consortium for research on health-related stigma has been established to strengthen 
collaboration and the exchange of knowledge and research results among the various disciplines. The 
name of the consortium is International Consortium for Research and Action Against health-related 
Stigma (ICRAAS); website: www.dgroups.org/groups/Stigmaconsortium. See appendix 4 for the 
consortium’s 'status and functions' document. 
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Appendix 1 Potential indicators of stigma 
 
The below inventory, made by the Measurement group, related only to enacted stigma / 
discrimination. A similar exercise should be conducted for the other dimensions also. 
 

Indicators for institutional discrimination Conditions that report exclusion 
 

Health Services  

Denied access to (general) health services H, L, S, T, M, 

Referral within health services H, S, T?, E?, L, MH, B, CD 

Reduced quality of service  
 
Educational context 

 

Denied access to education  H, S, T?, E, L, PD, MH, CD 

Children of affected people denied access to education H, S, T, E?, L,  
 
Work Place 

 

Refused appointment/recruitment H, S, E, L, D(?), MH, B,  

Relating to promotion or skills development H, E, L, MH, CD 

Fired from job H, S, T, E, L, D, MH, B?,CD 

 
Leprosy (L), SARS(S), Buruli Ulcer(B), TB(T), HIV(H), Epilepsy(E), Mental Health(MH),  
Cognitive Disability (CD), Physical disability (D) 
 
“?” signifies uncertainty 
 
Indicators for interpersonal discrimination Conditions that report exclusion 

 
Relating to marriage 

 

Marital – getting married H, T, S?, E, L, D, MH, B, CD    

Marital – dating H, T, S?, E, L, D, MH, B, CD 

Marital – divorce H, T, S?, E, L, D, MH, B, CD 

Marital – conflict H, T, S?, E, L, D, MH, B, CD 

 
Relating to family 

 

Family – isolation H, T, S, E?, L, D, MH, B, CD? 

Family – abandonment H, T, S?, E?, L, D, MH, B, CD 

Family – abuse H, T, S?, E, L, D, MH, B, CD 

Family – avoidance H, T, S, E, L, D, MH, B, CD 

Family – or community – over protection  
 
Relating to friends 

 

Friends – avoidance, isolation H, T, S, E, L, D, MH, B, CD 
 
Note: Family, friends, etc. are culturally defined. 

 

 
Leprosy (L), SARS(S), Buruli Ulcer(B), TB(T), HIV(H), Epilepsy(E), Mental Health(MH),  
Cognitive Disability (D), Physical disability (D) 
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Indicators for policy, political and legal discrimination Conditions that report exclusion 

 
Structural/physical access issues 

 

  
Indicators for community-level discrimination  

Denied livelihood – e.g. as a food seller H, T, S, E, L, D, MH, B? 

Refused membership of clubs, associations H, T, E, L, D, MH, CD? 

Refused membership of religious organisation/community E, L, D, MH 

Disqualified from leadership of religious group  H, T ?, E, L, D, B, MH 

Not permitted to participate in church functions H, T, E, L, D, MH 

Not permitted to be a community leader H, E, L, D, MH, B 

Barred from normal social interactions H, T, S, E, L, D, MH, CD 

Withdrawal of normal social support H, T, S, E, L, D, MH, CD 

(Helping others)  

Exclusion from social gatherings and events H, T, S, E, L, D, MH, CD 

Exclusion from public places (e.g. restaurants, transport) H, T, S, E, L, D?, MH, CD 

Exclusion from community resources (e.g. wells, burial 
grounds)  

H, T, S, E, L, D?, MH, CD? 

 
Leprosy (L), SARS(S), Buruli Ulcer(B), TB(T), HIV(H), Epilepsy(E), Mental Health(MH),  
Cognitive Disability (CD), Physical disability (D) 
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Appendix 2 Guiding principles: Methodology 
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Appendix 3 Sample Interventions 
 
Level of Intervention Intervention  

Intrapersonal/ 
Individual 

1. Individual education, empowerment, and skills-building: 
 

a. Education and empowerment  
 

�� Positive living with the disease (HIV)/positive image building (DIS) 
(HIV) 

�� Psycho-education (MH) 
�� Awareness of individual rights (HIV) 
�� Building self-esteem (All) 
�� Role reversal/image reversal (DIS) 
�� Understanding and accepting of the illness (L) (TB) 
�� Non-formal education (L) 
�� Education in schools (MH) (DIS) 
 

b. Skills 
 

�� Assertiveness, negotiating skills (L) (HIV) 
�� Advocacy skills (L) (HIV) 
�� Problem-solving skills (L) 
�� Coping skills (L) (HIV) 
�� Stress management skills (HIV) 
�� Vocational skills and follow-up (DIS) (L) (MH)/income generating 

skills (HIV) (TB)/loans (DIS) 
�� Conflict management skills (HIV) 
�� Tailored social skills (based on stage/understanding of illness) (L) 
�� Self-care training (L) 

 
2. Individual counselling: 
 

�� Individual peer counselling (TB) 
�� Individual counselling by health provider (TB) 

 
3. Access to testing, medical care, interventions, treatment, home-based care, 

psychosocial support, and support for basic health needs 
 

Interpersonal �� Activities for the family of affected persons that build upon family strengths 
(HIV) (BU) 

�� Solidarity groups, support groups, user/client councils (MH) (HIV) (TB) 
�� Family counselling (MH) (TB) 
�� Contact strategies/activities (MH) 
�� Provider/client meetings (TB) 
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Level of Intervention Intervention  

Organization/ 
Institutional 

1. Awareness building and support structures within health care facilities: 
 

a. Health care providers 
 

�� Protection 
�� Support  
�� Education, value appraisal 
�� Sensitization activities  

 
b. Health care systems 

 
�� Policies 
�� Resources 
�� Structures 
�� Care services 
�� Support structures and services for disclosure 

 
2. Supportive work environment programs  
 

Community 1. Condition/disease image transformation and awareness building through 
sensitisation activities (focusing on the use of testimonies and the promotion 
of positive role models and awareness of individual human rights): 

 
�� Media 
�� Drama  
�� Films  
�� Photo exhibitions  

 
2. Community structures and systems that support disclosure 
  
3. Participatory approaches with community members to help identify problems 
 
4. Community-level advocacy through community-based NGOs and the 

involvement of community leaders (BU) (HIV) (ALL) 
 
5. Community-based rehabilitation (DIS) (L) 

 
Policy/Societal 1. Promotion of human rights:  

 
�� Advocacy 
�� Legal  
�� Awareness 
�� Addressing poverty 

 
2. Non-discriminative legislation (e.g. supportive work environment policies) 
 
3. Societal-level advocacy/protest  
 
4. Societal-level awareness building events/building positive images (i.e. AIDS 

quilt)  
 

Global 
 

International solidarity movements 
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Appendix 4 Stigma Consortium 
 

The consortium 

This document concerns the terms of reference and structure of the International Consortium for 
Research and Action Against health-related Stigma (ICRAAS). The consortium will be a partnership of 
recognized research institutes, organisations and projects with a base in Europe, but with partners 
from around the world. The focus of the work to be undertaken under the umbrella of the consortium 
will be in low and middle-income countries. 
 
The scope of the work on health-related stigma is potentially very large and its success will depend on 
partnerships with high-quality investigators and implementers, particularly in low and middle-income 
countries. Obtaining funding for this work, particularly for future research projects will require 
substantial scientific credibility. For these reasons we see great benefit in creating a platform for 
research and action together with a key investigators and partner institutions and projects that have 
an established track record in this field. 

Aim 

To reduce health-related stigma and its harmful consequences, including discrimination and social 
exclusion. 

Strategy 

To share, combine and exchange knowledge, expertise, instruments, networks, etc. for future 
research and action on health-related stigma and discrimination.  

Objectives 

The main objectives of forming a consortium are 
1) To facilitate the exchange of knowledge and expertise on health-related stigma and its 

consequences between researchers working in different public health fields. 
2) To stimulate action against health-related stigma and action to promote social inclusion. 
3) To exchange instruments and toolkits between public health fields. 
4) To support scientists from the South in studying health-related stigma and its consequences and 

stigma reduction activities. 
5) To provide a platform for discussion of issues concerning health-related stigma and 

discrimination. 
6) To create a multi-discipline forum of scientific excellence in the field of health-related stigma 

research to guide and monitor research projects carried out under its umbrella. 
7) To increase scientific credibility of funding applications to major donor agencies made under the 

umbrella of the consortium. 
 
The consortium will in no way interfere with or try to get involved in any current or future (research) 
projects of member institutes or organisations without a written request from the concerned member. 
The consortium will only become involved where such involvement is of benefit to the concerned 
consortium member. Administrative and managerial responsibility of all projects supported by or 
carried out under the umbrella of the consortium will be assigned to one of the member institutes or 
organisations. 
 

Structure 

We envisage several partly overlapping ‘circles’ of collaboration and networking. The ‘core group’ 
would comprise a number of institutes, projects and organisations, including those representing 
people affected by stigma, developing and guiding the consortium (the Steering Committee – see 
below). Each of these would have or establish a ‘circle’ of partnerships with other institutes and 
organisations to carry out research and action on health-related stigma and discrimination. Around 
these would be a wider network of contacts and collaborations with investigators working on stigma 
and discrimination and also with people involved in stigma reduction work. People affected by health-
related stigma should be involved in each of these circles. 
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A Consortium Steering Committee (CSC) will be set up comprising the Consortium Coordinator, 
representatives from consortium partners and independent experts. The CSC will be responsible for 
key decisions in the areas of: 

• Determining the structure, modus operandi and policies of the consortium 

• Monitoring of the ICRAAS activities 

• Approval of research proposals and protocols to be carried out under the consortium 

• Funding applications 

• Reviewing the progress and process of projects to be carried out under the consortium 

• Reviewing research results 

• Reviewing lessons learned from the collaboration 

• Planning of consortium meetings 
 
The Chairperson of the CSC will be elected by the committee. The ICRAAS Coordinator will be the 
Executive Secretary; the CSC will be serviced by the Consortium Secretariat Office. A CSC meeting 
will be held every six months. 
 
Of people taking part in the consortium we would ask a commitment depending on their level of 
partnership. Core group members would need to be able to commit enough time to attend twice-
yearly CSC meetings, as well as be involved in some of the ongoing activities of the consortium. It is 
estimated that this would take about one week per year. Core group members would allow their own 
name or the name of their institute, project or organisation to be listed as a supporting partner in 
future consortium-approved funding applications. Such applications would of course not be made 
without their full foreknowledge. 

Consortium secretariat 

A Consortium Secretariat Office will be set up in Netherlands. The office will be responsible for:  

• Liaison with consortium partners 

• Representing the consortium in relations with funding agencies regarding project applications 
submitted under the umbrella of the consortium.  

• Preparation of regular reports and financial statements to KIT, consortium partners and funding 
agencies as required. Progress reports will be sent every six months.  

• Developing good and effective communication between partners through the development of a 
consortium website and regular newsletters to partners. 

Membership 

Three categories of membership are suggested: supporters, participants and sponsors.  

• Supporters are members who support the cause of the ICRAAS, may wish to remain up-to-date 
with developments and may want to use some of the consortium resources.  

• Participants are active members who make use of the resources available through the consortium 
and who actively contribute to it by sharing their own expertise, tools, etc.  

• Sponsors are members who support the ICRAAS financially, either directly by contributing the its 
running costs or indirectly by making staff time and/or other resources available to the consortium. 

 
Potential members may apply for membership by sending an email application to the Consortium 
Coordinator, Dr. Wim van Brakel at <StigmaProject@kit.nl>, stating their field of interest, the reason 
why they would like to join the consortium and the type of membership they would like to have. 
Criteria for membership will be drawn up by the Steering Committee. 
 
 
KIT Leprosy Unit 
 

Wibautstraat 137J 

1097 DN Amsterdam 

Tel +31 20 693 9297 

Fax +31 20 668 0823 

Email: <KIT_LeprosyUnit@kit.nl> 
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Appendix 5 Participants 
 

PARTICIPANTS CONTACT LIST 

 
Name 

 
Postal address 

Abbass, Mohammed, Kabiru (Mr) 
 

Agogo Presbyterian Hospital, P.O. Box 27, Ghana, West Africa 

Aggleton Peter (Prof) 
 

Thomas Coram Research Unit, Institute of Education, University of 
London, 27/28 Woburn Square, London, WC 1H OAA, UK 

Anandaraj, Hannah (Dr) 
 

R.M. College of Social Work & Research Centre, Hyderabad, India 

Angermeyer, Matthias (Prof) 
 

Department of Psychiatry, University of Leipzig, Johannes Allee 
20, 04317, Leipzig, Germany 

Augustine, Anne, Valsa  (Ms) 
 

Clinical Psychology Department, SLR & TC, Karigini – 632 106, 
Tamilnadu, India 

Atre, Sachin (Mr) 
 

University of Pune, Flat no. 5, Gaurav apt., Dahanukar Colony 
Kothrud pune-29, India 

Baker, Gus A. (Prof) 
 

Liverpool School of Tropical Medicine, Lower Lane, Liverpool, L9 
7LJ, UK 

Bakirtzief, Zoica (Dr) 
 

American Leprosy Missions, Av. Antonio Carlos Comitre 510/83, 
Sorocaba, SP 18047-000 Brazil 

Bharat, Shalini (Prof) 
 

Unit for Familty Studies, Tata Institute of Social Sciences, S.T 
Road, Deonar, Mumbai, 400 088, India 

Billinglsey, Christie L. (Ms)  
 

The Synergy Project Social & Scientific Systems, Inc. 1101 
Vermont Avenue, NW Suite 900 Washington, DC 20005, USA 

Birbeck, Gretchen (Dr) 
 

Johns Hopkins Baltimore Medical College, East Lansing, MI 
48824-1313, USA 

Birke, Negatu (Ms) 
 

Ethiopian Nat. Association of Ex-leprosy Patients, P.O. Box 
70811,Addis Ababa, Ethiopia 

Bond, Virgina (Dr) 
 

London School of Hygiene & Tropical Medicine, P.O. Box 50110, 
Lusaka, Zambia 

Boyce, William (Prof) 
 

Queen’s university, Kingston, Antario K7L 3NK, Canada 

Chowdury, A.N (Prof) 
 

University of Calcutta, 7, D.L. Khan Road, Kolkata – 700025, India 

Coelho, Joao, (Mr) 
 

University of Leuven, E. Solvay Str. 56, 3010 Kessel Lo., Belgium 

Corneli, Amy (Dr) 
 

NIH TB and Stigma project, 410 Falrooks Curle Chapel Hill, NC 
27516, USA 

Cornielje, Huib (Dr) 
 

Enablement, Langenhorst 36, 2402 PX Alphen aan den Rijn, The 
Netherlands 

Cross, Hugh (Dr) 
 

American Leprosy Missions, Box 002 Mail and More 2
nd

 Level 
Paseo Marina, Ayala Center, Cebu Business Park, Cebu City, 
Cebu 6000, Philippines 

Dalal, Ajit (Prof) 
 

Department of Psychology, University of Allahabad, Allahabad 
211002, India 

Dijker, Anton (Dr) 
 

Maastricht University, P.O. box 616, 6200 MD Maastricht,  
Netherlands 

Ganapathy, Sudha (Ms) 
 

Tuberculosis Research Center, Spur Tank Road, Chetput 
Chennai, India 600003 

Gopal, P.K. (Dr) 
 

IDEA India, P.O. Box 912, Collectorate Post, Erode-638011, Tamil 
Nadu, India 

Graaf de, Leo (Dr) 
 

World Federation for Mental Health, Lingedijk 110, 4151 CN 
Acquoy, The Netherlands 

Goei de, Leonie (Ms) 
 

Trimbos Institute, PO Box 725, 3500 AS Utrecht, The Netherlands 
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Hadjipateras, Angela (Ms) 
 

ACORD, Construction House, 56-64 Leonard Street, London EC2A 
4JX, Uk 

Heijnders, Miriam (Dr) 
 

Royal Tropical Institute (KIT), Wibautstraat 137 J, 1097 DN 
Amsterdam, The Netherlands 

Hosoda, Miwako  (Ms)  
 

Memorial Health Foundation Sasakawa,  123 Yale Rd., Hartsdale 
NY 10530, Japan 

Ineland, Lisa (Dr) 
 

University of Umea, Hakmark 201, 905 91 Umea, Sweden 

Jacoby, Ann (prof) 
 

Liverpool School of Tropical Medicine, Department of Public 
Health, Whelan Building, 3

rd
 Floor, The Quadrangle, Brownlow Hill, 

Liverpool L69 3GB, UK 

Jans, Gerda (Ms) 
 

KNCV , P.O. Box 146, 2501 CC Den Haag, Netherlands 

John, Annamma (Dr) 
 

The Leprosy Mission, 259/A, A.P.C. Road Kolkata 700 006, India 

Johnson, R.C. (Dr) 
 

Buruli Ulcer National Control Programme, BP:25 Abomey calavi  
Bénin 

Justice, Judith (Prof) 
 

University  of California at Berkeley, 85 Fairlawn Drive, BerKeley, 
CA 94708, USA 

Kool, Jacqueline (Ms) 
 

Freelance Writer and Trainer, G. Rietveldhof 33, 3583 ET Utrecht, 
The Netherlands 

Koning de, Korrie (Ms) 
 

Royal Tropical Institute (KIT), Mauritskade 63, 1092 AD 
Amsterdam, The Netherlands 

Kwaak van der, Anke (Dr) 
 

Royal Tropical Institute (KIT), Mauritskade 63, 1092 AD 
Amsterdam, The Netherlands  

Macq, Jean (Dr) 
 

Politique et Systemes de Sante Ecole de Sante Publique, 
Universite Libre de Bruxelles, CP 597, Route de Lennik 808, 1070 
Bruxelles, Belgium 

Meij van der, Suzanne (Ms) 
 

Royal Tropical Institute (KIT),  Wibautstraat 137, 1097 DN 
Amsterdam, The Netherlands 

Mufuzi, Clement (Mr) 
 

Network of Zambia People Living With HIV/AIDS, P.O. Box 32717, 
Lusaka, 10101, Zambia 

Miles, M. (Mr) 
 

 m99miles@hotmail.com 

Moyer, Eileen (Dr) 
 

Amsterdam School for Social Science Research, Julianaweg 20, 
3525 VG Utrecht, The Netherlands 

Mbwambo, Jessie (Dr) 
 

Muhimbili University College of Health Sciences, Off United 
Nations Road, Department of Psychiatry, P.O. Box 65466, Dar 
Essalaam, Tanzania 

Nicholls, Peter (Dr) 
 

University of Aberdeen, 46 Farnham Road, Guildford Surrey Gu2 
4LS, UK 

Nyblade, Laura (Dr) 
 

International Centre for Research on Women, 1717 Massachusetts 
Ave, NW Suite 302, Washington, DC, 20036, USA 

Parkar, Shubhangi R. ( Dr) 
 

GSMedical College& KEM hospital Pare, Mumbai 400 012, India 

Person, Bobbie (Dr) 
 

Centers for Disease control & Prevention, 1600 Clifton Road 
Mailstop c-14, Atlanta, Georgia 30030, USA 

Pulerwitz, Julie (Dr) 
 

Horizons Program, 4301 Conneticet Ave Nw, Suite 280 
Washington, DC 20008, USA 

Raju, M.S. (Dr) 
 

The Leprosy Mission PVTC Chelluru, Vizianagaram-535005, India 

Ramakrishna, Jayashree (Prof) 
 

National Institute of Mental Health & Neuro Science, (NIMHANS), 
Post Bag 2900, Bangalore 560 029, India 

Ray, Sunanda (Dr) 
 

Health Protection Agency, 6 Frairs Mews, Pinwell Rd, Lewes BN7 
2LW, UK 

Reis, Ria (Dr) 
 

Amsterdam School for Social  Science Research, Oudezijds 
Achterburgwal 185, 1012 DK Amsterdam, The Netherlands 

Robertson, Jo (Ms) Oxford University, Welcome Unit for the History of Medicine, 45-47 
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 Bambury nd Oxford OX2 6PE, UK 

Sanudi, Lifah (Mr) 
 

EQUI-TB Knowledge Programme, P.O. Box 1597, Lilongwe, 
Malawi,  Central Africa 

Sartorius Norman (Prof) World Psychiatry Association, 14 Chemin Colladon, 1209 Geneva, 
Switzerland 

Scambler  Graham (Prof) UCL- University College London, Wolfson Bullding, 48 Riding 
House TT, London, UK 

Shiripinda, Iris (Ms) 
 

Radboud University Nijmegen, P.O. Box 9104, 6500 HE Nijmegen, 
The Netherlands 

Solomon, Elizabeth (Ms) 
 

Netherlands Institute for Human Rights, Janskerhof 3, 3512 BK 
Utrecht, The Netherlands 
 

Somma, Daryl (Ms) 
 

Swiss Tropical Institute, Socinstrasse 57, 4002 Basel, Switzerland 

Stienstra, Ymkje (Dr) 
 

Groningen University, P.O. Box 30 001, 9700 RB Groningen, The 
Netherlands 

Sturkenboom, Ingrid (Ms) 
 

Royal Tropical Institute (KIT), Vrijheer van Eslaan 479, 3353 TM 
Papendrecht, The Netherlands 

Tafes, Senkenesh Gebremariam  
(Sr) 

Medhen, P.O. Box 70435, Addis Ababa, Ethiopia 

Devlieger,  Patrick (Prof) Department of Social and Cultural Anthropology,  
University of Leuven, Tiensestraat 102, B-3000 Leuven, Belgium 

Veen van der, Ytje (Ms) 
 

The Leprosy Mission International, P.O. Box 902, 7301 BD 
Apeldoorn, The Netherlands 

Weiss,  Mitchell (Prof) 
 

Swiss Tropical Institute, Socinstrasse 57, CH-4002 Basel, 
Switzerland 

Werf van der , Tjip  (Dr) 
 

Groningen University Medical Centre, P.O. Box 30001, 9700 RB 
Groningen, The Netherlands  

White, Cassandra (Dr) 
 

Georgia State University, Atlanta, GA 30302, USA 

Zeleke, Waganesh Abeje (Ms) 
 

All Africa Leprosy Research and Training Centre, P.O. Box 20077, 
Addis Ababa, Ethiopia 

Zungu-Dirwayi, Nompumelelo 
(Ms) 

SAHARA, Private Bag X 9182, Cape Town, 8000, South Africa 

 

 

 
 


