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This slide presentation has been produced as part of the Women for Positive Action initiative
Women for Positive Action aims to empower, educate and support women with HIV and the healthcare providers who treat them  
The slides overview the importance of issues relating to disclosure, stigma and discrimination in women living with HIV
The Women for Positive Action educational slide kits are intended for use by healthcare professionals, community representatives and patients who want to create or participate in learning opportunities relating to improving the care of women living with HIV.
For more information about Women for Positive Action please visit our website at www.womenforpositiveaction.org or please email the Women for Positive Action secretariat at wfpa@litmus-mme.com
This file contains a PowerPoint presentation for use in any non-commercial setting. This file is provided by the Women for Positive Action initiative. By requesting these materials, you are agreeing to use them as provided. However, if you choose to significantly adapt or edit these slides, change the meaning or context of the information, or use them for a purpose other than that outlined above, you accept responsibility for the content of your presentation and agree to use a different slide template.
Accuracy of Information and Disclaimer
We do our best to ensure that all information and material on the slides is accurate as at 23 February 2012, and if you find anything that is inaccurate let us know and we will correct it as soon as practicable.
We provide use of these resources free of charge and do so on the basis that we have no liability for their use. 
Women for Positive Action is supported by a grant from Abbott.





2

Contents

Empowering women to make a choice about disclosure

How can stigma be assessed?

How can we overcome stigma and discrimination?

Overcoming the challenges of stigma and discrimination: 
Case studies

Summary

Impact of HIV-related stigma and discrimination

Introduction and definitions



Introduction and 
definitions

Women for Positive Action is supported by a grant from Abbott



4

Definition of stigma

Goffman defined stigma as . . .

“an attribute that is deeply discrediting” and that 
reduces the bearer “from a whole and usual person to a 
tainted, discounted one” 1

•Using the Goffman definition, stigmatisation is thought 
to exist when society labels an individual or group as 
different or deviant1

•Stigma is also viewed as “a process of devaluation of 
people either living with, or associated with, HIV and 
AIDS”2

1. Goffman E 1963; 2. Mahajan A et al, 2008
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Definition of discrimination

• Discrimination is a consequence of stigma and is 
defined as . . .“when, in the absence of objective 
justification, a distinction is made against a person that 
results in that person being treated unfairly on the 
basis of belonging or being perceived to belong to a 
particular group”1

Mahajan A et al, 2008
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Definition of HIV-related disclosure

UNAIDS, 2003

• Disclosure is defined as “the act of informing another 
person or persons of the HIV-positive status of an 
individual”

• An act of disclosure may be done by the woman living 
with HIV herself, or by another person, with or without 
the consent of the individual
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Disclosure, stigma and discrimination are among 
the many challenges facing women with HIV
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Keegan A et al, 2005
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Issues associated with HIV-related stigma and discrimination can be found across all areas of a woman’s life
Social support is predictive of coping. However, stigma prevents disclosure and creates a barrier to social support. 
Stigma may be either directly experienced or perceived due to fear of potential discrimination if disease status is disclosed
HIV-related stigma may reduce the likelihood of a woman wanting to disclose their disease to family and friends
Stigma is linked with depression, post-traumatic stress disorder (PTSD), poor medication adherence and increased risk behaviour
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Discrimination can be driven by 
each different type of stigma

HIV-related stigma

Perceived 
stigma

Enacted 
stigma

Symbolic 
stigma

Internalised 
stigma

Zhang Y et al, 2009
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HIV-related stigma and discrimination may cause individuals to isolate themselves to the extent that they no longer feel part of civil society and are unable to gain access the services and support they need. Discrimination can be driven by the different types of stigma that may be experienced:
Internalised stigma
This is described as felt, imagined or self stigma and results from shame, blame, hopelessness, guilt and fear of discrimination
Internalised stigma can also affect caregivers and family members, who may also have feelings of shame, guilt or fear that they are unable to express
Internalised stigma can have a profound effect on HIV prevention, treatment, and care
Enacted stigma
Enacted stigma (or external stigma) refers to perceptions, feelings or actions towards those living with HIV and typically follows a three-step pattern a) identify those with HIV, b) create a distance between oneself and “them,” and c) restrict or exclude “them” 
Perceived stigma
Perceived stigma relates to how an individual believes society views him/her personally as a member of the stigmatised group
Symbolic stigma
Symbolic stigma refers to the process of othering, blaming and shaming. Women often report feeling this type of stigma as they may be framed as having a ‘dirty’ and ‘immoral’ disease 
The different types of stigma can overlap as a woman may experience ‘layers’ of stigma i.e. not only being affected by the stigma of having HIV, but may also include that related to the route of transmission, stigma around being unable to breastfeed or stigma associated with physical changes due to the disease or treatment

References
Zhang Y et al. Gender and Ethnicity Differences in HIV-related Stigma. 2009 Presented at the 1st International Workshop on HIV & Women, Washington DC, 2011. Abstract P_28.
Reidpath DD and Chan KY. A quantitative method for the analysis of the layering of HIV-related stigma. AIDS Care 2005;17:425–32.





Stigma can occur on several levels

HIV- 
related 
stigma

Adapted from Logie C et al, 2011

MICRO LEVEL
•Related to individual beliefs and 
interpersonal aspects e.g. 
relationships with family, friends 
and partners and social support

MESO LEVEL
•Stigma from community or 
religious groups 

MACRO LEVEL
•Involves organisations and 
political powers, laws and 
policies, and health and social 
service systems 

MICRO

MICRO

MESO

MACRO
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Stigma can occur on multiple levels and there are opportunities for overcoming discrimination and stigma-related attitudes and discrimination at each of these levels. A study by Logie et al. (2011) investigated the impact of stigma at each level through focus groups involving women living with HIV
Individual / interpersonal level (Micro level)
Stigma related to individual attitudes and beliefs as well as interpersonal aspects including relationships with family, friends and partners and social support
On this level experiences of stigma can reduce self-esteem, self-worth and at times lead to increased depression and/or suicidal thoughts. Women described hiding their HIV status to help manage the fear of discrimination and the negative social attitudes, reducing their ability to receive support 
Healthcare / community level (Meso level)
Stigma in the clinical setting as well as community and social norms. The women interviewed described social exclusion. Many women also reported feeling symbolic as they were framed as having a ‘dirty’ and ‘immoral’ disease
Societal level (Macro level)
Involves structural factors including organisations and political powers, laws and policies and health and social service systems. At this level women reported experiencing discrimination from health care workers and reduced access to care in social services and health care, and stigma within legal systems 
Joining social support groups emerged as an important coping resource for women with HIV, allowing them to deal with intrapersonal stress and combat feelings of isolation. Women described social groups as being an outlet; a place where they didn’t feel alone, could share their experiences with others who could relate and help each other 
Reference
1.	Logie CM. HIV, gender, race, sexual orientation and sex work: A qualitative study of intersectional stigma experienced by HIV-positive women in Ontario, Canada. PLOS Medicine 2011;Epub.





Impact of HIV-related 
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Women living with HIV experience 
greater stigma than men 

Zhang Y et al, 2009

• HIV-related stigma experienced by 1,065 people living with HIV in 
Ontario, Canada

Female 
(n=186)

Male 
(n=879)

P-value

Enacted stigma 
subscale score

11.5 9.0 <0.001

Disclosure 
subscale score

16.0 15.0 <0.001

Internalised stigma 
subscale score

13.0 10.0 <0.001

Perceived stigma 
subscale score

15.0 12.0 <0.001

Total HIV-related 
stigma score

55.0 48.0 <0.001
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Zhang et al. (2009) conducted a study to investigate the association between gender and subtypes of HIV-related stigma experienced by people living with HIV in Ontario
The study used data from the OCS - a longitudinal, observational, database. The purpose of the OCS is to collect information on the clinical, health, social, and behavioural profiles of people living with HIV in Ontario
The data was gathered by the OCS using the HIV-related Stigma Scale (Revised), a self-administered questionnaire consisting of 16 questions. These questions were a representative subset of questions from the original 40-item HIV Stigma Scale developed by Berger, Ferrens, and Lashley in 2001
This study found:
Significant demographic differences between females and males with regards to age, race/ethnicity distribution, sexual orientation, country of origin, immigration status, and years living in Canada
Females had higher subscale stigma scores for enacted, perceived, and internalised stigma than males
Females had higher total stigma scores than males

Reference
Zhang Y et al. (2009) Gender and Ethnicity Differences in HIV-related Stigma. Presented at the 1st International Workshop on HIV & Women, Washington DC, 2011. Abstract P_28




HIV-related stigma and discrimination: 
Impact on wellbeing and health

12
Sayles J et al, 2009; Vanable P et al, 2006; Rankin W et al, 2005; 

Rahangdale  L et al, 2010; www.stigmaindex.org
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HIV-related stigma and discrimination: 
Personal and psychological effects
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HIV-related stigma and discrimination: 
Social and community effects 
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Vanable P et al, 2006; Sandelowski M et al, 2004; www.stigmaindex.org

Presentator
Presentatienotities
References
Vanable PA et al. Impact of HIV-Related Stigma on Health Behaviors and Psychological Adjustment Among HIV-Positive Men and Women. AIDS Behav 2006;10(5):473-82
Sandelowski M et al. Stigma in HIV-positive women. J Nurs Scholarsh 2004;36(2):122-82.
Individual country analyses from http://www.stigmaindex.org




HIV-related stigma and discrimination: 
Partnership and family life effects 
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Vanable W et al, 2006; Sandelowski M et al, 2004; www.stigmaindex.org; WHO, 2011
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HIV-related stigma impacts on access 
to care and treatment adherence

16

• HIV-related stigma may be associated with 
suboptimal ART adherence
~ 42.5% reported suboptimal ART adherence
~ this relationship may be partially mediated by lower mental 

health status

• People living with HIV and AIDS experiencing high 
levels of stigma had over four times the odds of 
reporting poor access to care
~ 77% reported poor access to care and 10.5% reported no 

regular source of HIV care

Sayles J et al, 2009
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In a study by Sayles et al (2009) a total of 202 people living with HIV/AIDS in the United States (49% of participants were female) completed an anonymous survey assessing internalised HIV stigma, ART adherence and access to HIV care
33% of participants reported high levels of internalised stigma and those experiencing stigma had over four times the odds of reporting poor access to care
A total of 42.5% or participants reported suboptimal ART adherence. Findings showed that this relationship was partially mediated by lower mental health status1
A relationship between stigma and poor adherence has been demonstrated in previous studies2 

References
Sayles JN et al. The Association of Stigma with Self-Reported Access to Medical Care and Antiretroviral Therapy Adherence in Persons Living with HIV/AIDS. J Gen Intern Med 2009;24(10):1101-8.
Vanable PA et al. Impact of HIV-Related Stigma on Health Behaviors and Psychological Adjustment Among HIV-Positive Men and Women. AIDS Behav 2006;10(5):473-82.





Empowering women 
to make a choice 
about disclosure

Women for Positive Action is supported by a grant from Abbott



Disclosure in women living with HIV

• Disclosure is a major 
factor in all aspects 
of life and recurs 
over the course of a 
lifetime1

• HIV-related stigma 
negatively affects a 
woman’s willingness 
to disclose2

1. Quebec project; 2. WHO, 2004

Factors considered by women when 
thinking about disclosure1
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Disclosure should be a personal choice

• Important to promote openness about HIV BUT equally 
important to protect human rights 

• Each individual should be assured that the result of an HIV 
test is confidential and that decisions about disclosure will 
be decisions that they themselves must make

• Disclosure is a lifetime process, tailored to the individual 
woman
~ There are many levels and stages of disclosure, and no one 

path is suitable for everyone

Disclosure should feel like a safe event, where the 
benefits clearly outweigh any potential risks
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Positive impact of disclosure 

Voluntary 
disclosure

Characteristics
and benefits 
of disclosure 

Helps prevent 
onward 

transmission

Encourages 
access to HIV 

prevention and 
care services

Establishes 
trust between 

groups

Respects 
dignity of 
affected 

individuals

Helps reduce 
anxiety and 
depression

Helps reduce 
secrecy

Leads to 
greater 

openness in 
the community

Increased 
adherence

Beneficial results 
for individuals, 

families and 
partners

Maintains 
confidentiality

Helps reduce 
stigma and 

discrimination
UNAIDS, 2000, WHO, 2004
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Beneficial disclosure describes a situation where a person living with HIV informs people of their status so that this knowledge can help others for the purpose of prevention e.g. when status is shared with a sexual partner to help plan against onward transmission, or when HIV status is shared with family and friends to obtain support 
Beneficial disclosure is: 
Voluntary
Respects the autonomy and dignity of the affected individuals
Maintains confidentiality as appropriate
Leads to beneficial results for those individuals, and for their families and partners
Leads to greater openness in the community about HIV/AIDS
May help prevent against onward transmission of HIV
Beneficial disclosure has many advantages which include: 
Encouraging people to access HIV prevention and care services
As more people become aware of beneficial disclosure then stigma, discrimination and secrecy are likely to reduce
Provides support which is an important factor in helping individuals feeling comfortable with their status and the support opportunities available to them

Reference
1.	UNAIDS (2000). Opening up the HIV/AIDS epidemic. Guidance on encouraging beneficial disclosure, ethical partner counselling & appropriate use of HIV case reporting. Available at: http://data.unaids.org/publications/IRC-pub02/jc-execsumm_en.pdf





Quality of 
life

Factors that motivate women to 
disclose their HIV status
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Ethical 
responsibilit 

y

Concern for 
partner’s 

health

Seeking 
social 

support

Support from 
counselling

1. WHO, 2004; 2. Chandra P et al, 2003
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Initiatives to help support women who 
decide to disclose their HIV status
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• Train healthcare 
workers in HIV 
management 

• Establish more VCT 
services, including 
in rural areas and 
for marginalised 
groups

• Reform laws on 
discrimination and 
confidentiality

Policy and programme 
approaches

• Ongoing 
counselling and HIV 
support groups

• Role play
• Mediated 
disclosure

• Involving women in 
HIV testing and 
counselling

Counselling 
approaches

• Public information 
campaigns and 
community forums 
aimed at promoting 
tolerance, 
compassion and 
understanding, and 
reducing fear, 
stigma and 
discrimination

Community-based 
initiatives

WHO, 2004VCT = Voluntary Counselling and Testing
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Many initiatives exist to help women who do decide that disclosure is right for them. The WHO (2004) provide a range of suggestions to help support HIV disclosure among women. These include:
Conducting public information campaigns and community forums aimed at promoting tolerance, compassion and understanding, and reducing fear, stigma and discrimination
Encouraging participation of women living with HIV in public information campaigns, in HIV programmes and in policy formulation
Establish more Voluntary Counselling and Testing (VCT) services, including in rural areas and for marginalised groups
Support governmental agencies, NGOs and community-based organisations (CBOs) to make community-based services, including VCT, family outreach, community support, positive living, support groups and care options more widely available
Encourage the media to report on HIV/AIDS in a responsible, non-discriminatory and non-sensational manner
Train healthcare workers in:
the management of HIV 
taking precaution with attitudes of non-discrimination, acceptance and compassion
the principles of confidentiality and informed consent
Reference
World Health Organization. (2004) Gender Dimensions of HIV Status Disclosure to Sexual Partners: Rates, Barriers and Outcomes. Geneva: WHO. Available at: http://www.who.int/gender/documents/en/genderdimensions.pdf




Disclosure to children

23
Delaney R et al, 2008; WHO, 2011; Murphy DA 2008
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Disclosure to one’s children is a complex issue, with rates of disclosure ranging from 30–66% of mothers living with HIV1
Reasons for disclosure include:1
wanting the child to hear the diagnosis from the mother
feeling that the child has a right to know
wanting to reassure the child
Reasons for non-disclosure include:1
wanting the child to have a care-free childhood
not wanting the child to worry
not wanting to scare or confuse the child
The WHO has recently developed guidance on disclosure to children:
Anticipating and preparing for the understandable initial emotional reactions can improve the child’s responses
Stigma is a major barrier to disclosure of HIV status to children. Women fear that their children will face stigma and this fear often delays their decisions to disclose
In preparing for full disclosure, parents/caregivers and health workers need to help children manage the stigma of being affected by HIV
Children may need to be reassured as to how the parent/caregiver is feeling and have fears and concerns addressed

References
Delaney RO et al. Reasons for and against maternal HIV disclosure to children and perceived child reaction. AIDS Care 2008;20(7):876-880.
World Health Organization (2011) Guideline on HIV disclosure counselling for children up to 12 years of age. Geneva: WHO. Available at: http://whqlibdoc.who.int/publications/2011/9789241502863_eng.pdf
Murphy DA. HIV-positive mother’s disclosure of their serostatus to their young children: A review. Clin Child Psychol and Psychiatry 2008;13:105. 
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Why measure HIV-related stigma?

USAID, 2006

Presentator
Presentatienotities
Reference
USAID (2006) Can we measure HIV/AIDS-related stigma and discrimination? Current knowledge about quantifying stigma in developing countries. Available at: http://www.policyproject.com/pubs/generalreport/Measure%20HIV%20Stigma.pdf




The challenge of assessing stigma

• Defining and assessing stigma is challenging
• Progress has been made in developing programs to 

reduce stigma and discrimination
~ However lack of standardised indicators for measuring 

effectiveness has inhibited application and scale-up of 
proven strategies

• Measurement tools are designed to assess stigma from 
one of two perspectives 
~ the ‘stigmatisers’ e.g. general public or specific groups 

like healthcare workers
~ the ‘stigmatised’ e.g. women living with HIV 

Mahajan A et al, 2008
26
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The People Living with HIV 
Stigma Index

27
http://www.stigmaindex.org

Tool to assess trends in the 
stigma and discrimination 
experienced by those living 
with HIV

Comprised of a survey to 
collect information about the 
experiences of people living 
with HIV, in relation to stigma, 
discrimination and their rights

Presentator
Presentatienotities
The People Living with HIV Stigma Index is a tool to be used by, as well as for, people living with HIV. The Stigma Index has been running since 2008 and is the joint initiative of several organisations including: 
the Global Network of People Living with HIV/AIDS (GNP+)
the International Community of Women Living with HIV/AIDS (ICW)
the International Planned Parenthood Federation (IPPF)
the Joint United Nations Programme on HIV/AIDS (UNAIDS)
The Stigma Index supports the GIPA (Greater Involvement of People living with HIV and AIDS) principle through being driven by people living with HIV and their networks
By acting on the GIPA principle the People Living with HIV Stigma Index will empower both the individuals and communities most affected by HIV to initiate change and reduce the levels of HIV-related stigma and discrimination

Reference
www.stigmaindex.org




The People Living with HIV 
Stigma Index
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To enhance the 
understanding of 

stigma and 
discrimination- 

related experiences 
in a locality

To empower people 
living with HIV, their 

networks and 
communities to 

create and 
encourage change

To detect changes 
and trends in 

experiences over 
time

Aims

http://www.stigmaindex.org
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The design of The People Living with HIV Stigma Index mean that it can be adopted for independent use or it can be used in the group setting. It aims to help with understanding stigma and discrimination experiences in a specified area. The use of the Index over time, through comparing experiences from different areas, will be instrumental in increasing the collective understanding of stigma and discrimination in HIV and detecting changes and trends
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Stigma Index: 10 key areas of 
measurement

29
http://www.stigmaindex.org
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The Stigma Index has 10 key areas of measurement and will help increase the understanding of how stigma and discrimination is experienced by people living with HIV. The evidence gained may help shape future intervention programmes and policy change 
Policy and programme managers have long recognised that action is needed to address stigma and discrimination. The information gained from the Index will provide evidence for the success (or failures) of current programmes and highlight neglected areas requiring future action. These include
improving workplace policies
informing debates about the criminalisation of HIV transmission
promoting the realisation of human rights
The Index will be a powerful advocacy tool which will support the reduction of the stigma and discrimination linked to HIV
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How can we 
overcome stigma 

and discrimination?

Women for Positive Action is supported by a grant from Abbott



Key target audiences for stigma 
prevention initiatives

31
Logie C et al, 2011
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The GIPA Principle

• GIPA, Greater involvement of people living with HIV
• Universal right to self-determination and participation 

in decision-making processes
• Based on fact that direct experience and commitment 

have no substitute
~ no one can respect the interest of people living with HIV 

better those people themselves

• Widely recognised and accepted
• Should be implemented at all opportunities when 

working with organisations and individuals 

32
UNAIDS, 2007 
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Benefits of GIPA

• Strong HIV organisations
• Women with HIV engaged in and leading 

programmes
• Those with HIV are recognised as experts
• Increased self-esteem
• Decreased depression and social isolation
• Improved treatment adherence
• Increased employability
• Promoted overall health and well-being

33
UNAIDS, 2007 

Increased self-determination and personal development 
for women living with HIV
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Benefits of GIPA

• Stigma is reduced
• Key populations are engaged
• Communities meet their needs
• Discrimination is challenged
• Strong, supportive accessible health services
• Inequality is addressed
• Strong community systems and better local 

responses
• Rights are realised

34

Better local responses to HIV 
and stronger community systems

UNAIDS, 2007 



Peer support and peer education
• Allows sharing of feelings and information
• Provides mutual support

• Helps women to realise they are not alone
• Acceptance of HIV
• Disclosure to family or loved ones

• Many opportunities for women with HIV to provide support and 
encouragement to others
• Active participant in a support group 
• Giving presentations
• Communicating personal experiences
• Becoming a peer worker

• Can support women with HIV to understand instances when 
people may be uninformed about HIV e.g. a healthcare 
professional without HIV specialist knowledge

35
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Peer support allows sharing of feelings and information, and provides mutual support
Women to realise they are not alone
Can help with acceptance of HIV
Can also assist in disclosure to family or loved ones
There are many opportunities for women living with HIV to provide support and encouragement for other women
Becoming an active participant in a support group 
Providing presentations through a support group
Communicating personal experiences via support networks (written or online)
Devoting time as a peer worker to support and listen to women, particularly those who are
newly diagnosed
facing challenges in their lives



Existing peer support initiatives 
for women living with HIV
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The National Association of People With AIDS - http://www.napwa.org/
Bridge, Development – Gender - http://www.bridge.ids.ac.uk/
anRs - http://www.anrs.fr/
The Global Coalition on Women and AIDS - http://www.womenandaids.net/Home.aspx
Network Persone Sieropositive - http://www.npsitalia.net/
Femmes et SIDA - http://sidasciences.inist.fr/
Pozfem-uk - http://www.poz-fem-uk.org/
AIDES - http://www.aides.org/en
Positivo - http://www.positivo.org.pt/site/index.php
Teresa Group - http://www.teresagroup.ca/
Women’s Development Network - http://redmujeres.org/
LACCASO - http://www.laccaso.org/index_english.html
International Community of Women Living with AIDS/HIV - http://www.icw.org/
UNAIDS - http://www.unaids.org/en/
Organizacion Panamericana de la Salud - http://new.paho.org/
TAC - http://www.tac.org.za/community/
Positively Women - http://www.positivelyuk.org/
Women Won’t Wait- http://womenwontwait.org/
FUNDACION HUESPED - http://www.huesped.org.ar/
COPRESIDA - http://copresida.gob.do/sitioweb/index.php
Abraco - http://www.abraco.org.pt/
Blue Print For Action - http://womensblueprint.org/en/
German Network of Women and HIV/AIDS - http://www.netzwerkfrauenundaids.de/
WECARe+ - http://www.womeneurope.net/index.php/page/WECARe+/
Athena Network - http://www.athenanetwork.org/








Faith-based organisations (FBOs)

• Faith and religion can have a positive impact on wellbeing and 
emotional health1-3 

• Faith and religion can have a positive impact on wellbeing and 
emotional health1-3

• FBOs, such as tearfund, have the ability to influence the attitudes and 
behaviours of their community members, who are in close and regular 
contact with all age groups in society 

• FBOs, such as tearfund, have the ability to influence the attitudes and 
behaviours of their community members, who are in close and regular 
contact with all age groups in society

• Some faith groups provide an important source of comfort, friendship 
and practical support to those with HIV 

• Some faith groups provide an important source of comfort, friendship 
and practical support to those with HIV

• There are a growing number of initiatives aimed at equipping faith 
leaders with the information and tools to challenge HIV-related stigma 
and discrimination in their communities 

• There are a growing number of initiatives aimed at equipping faith 
leaders with the information and tools to challenge HIV-related stigma 
and discrimination in their communities 

1. Ironson G et al, 2006; 2. Woodard E et al, 2001; 3. Ridge D et al, 2008   
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Stigma can prevent disclosure among some women living with HIV, potentially due to fear of exclusion from their religious/cultural community, and can create a barrier to social support, which is often necessary for coping1 
However, there are a variety of ways religion/spirituality can positively impact women living with HIV. A comforting belief system may be related to slower disease progression of HIV through positive psychological effects, including improved optimism and reduced depression2
Some women believe that the influence of belief in a God enhances their ability to cope with their HIV diagnosis. The benefits of an active spiritual life may include peace, happiness and stress reduction3
Spirituality and mindfulness can also be associated with greater calmness and clarity of though, and may be is related to a variety of potential benefits such as strong emotional wellbeing which may lead to making choices to better look after one’s self and a greater enjoyment of life4

References
Zou J et al. Religion and HIV in Tanzania: influence of religious beliefs on HIV stigma, disclosure, and treatment attitudes. BMC Public Health 2009;9:75
Ironson G et al. An increase in religiousness/spirituality occurs after HIV diagnosis and predicts slower disease progression over 4 years in people with HIV. J Gen Intern Med 2006;21:S62-68.
Woodard EK and Sowell R. God in control: women’s perspectives on managing HIV infection. Clin Nurs Res 2001; 10:233-50.
Ridge D et al. Like a prayer: the role of spirituality and religion for people living with HIV in the UK. Sociol Health Illn 2008; 30:413-28.





Empowering healthcare professionals to 
recognise stigma

• Healthcare professionals should recognise the impact of 
stigma on healthcare outcomes

• Overall outcomes can be improved by providing appropriate 
and individualised support 

• Healthcare professionals should aim to develop a greater 
understanding of challenges faced by women and effective 
coping strategies
• Coping within the context of HIV can be used as a positive 

mechanism for stigma reduction

• Pharmacological and behavioural interventions can help 
women to cope and to plan for the future

Makoae L et al, 2008
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Healthcare professionals should recognise and provide appropriate and individualised support to maintain emotional wellbeing and help improve overall outcomes in women living with HIV
A range of interventions – both pharmacological and behavioural – may be required to help women living with HIV cope with their lives and plan for the future
Some of the main coping strategies, including rationalisation, joining a support group, disclosing and talking to others/helping others and educating others

Reference
Makoae LN et al. Coping with HIV-related stigma in 5 African countries. J Assoc Nurses AIDS Care 2008;19(2):137-46 




Discriminatory health care experiences 
can affect ART adherence

• Over 33% of participants reported a discriminatory health 
care experience 

• Over 33% of participants reported a discriminatory health 
care experience

• 24% did not trust their health care providers• 24% did not trust their health care providers

• More discrimination was predictive of greater distrust, weaker 
treatment benefit effects and poor adherence 

• More discrimination was predictive of greater distrust, weaker 
treatment benefit effects and poor adherence

• Distrust affected adherence by increasing treatment-related 
psychological distress and weakening beliefs around the benefits of 
treatment 

• Distrust affected adherence by increasing treatment-related 
psychological distress and weakening beliefs around the benefits of 
treatment

Thrasher  A et al, 2008 

• Thrasher et al (2008) investigated the impact of discriminatory 
healthcare experiences and healthcare provider distrust on 
ART adherence
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A study by Thrasher et al (2008) investigated the impact of discriminatory healthcare experiences and healthcare provider distrust on ART adherence
This study used data from the HIV Cost and Services Utilization Study. A total of 1,866 participants (54% white, 28% black, 14% Hispanic and 3% other) completed the baseline survey and 2 follow-up interviews and were prescribed ART at the second follow-up interview

Reference
Thrasher AD et al. Discrimination, distrust and racial/ethnic disparities in antiretroviral therapy adherence among a national sample of HIV-infected patients. Epidemiology and Soc Sci 2008;49:84-93.



Supporting women to cope with HIV- 
related stigma

• Rationalisation
• Seeing self as OK
• Letting it pass
• Turning to God
• Having hope
• Humour
• Keeping active/busy

Emotional coping strategies

• Joining formal or informal 
support groups

• Disclosing
• Speaking to others
• Getting counselling
• Peer support and education 

to gain knowledge
• Modifying behaviour
• Learning from 

others/following positive 
role models

Problem solving strategies

Makoae L et al, 2008

• There are a number of strategies which a healthcare professional 
can use or suggest to help support women experiencing stigma

40

Presentator
Presentatienotities
Reference
Makoae L et al. J Assoc Nurses AIDS Care 2008;19(2):137-46.




Overcoming the 
challenges of stigma and 

discrimination: 
case studies
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Case study: Belarus

• Weekly self-help 
groups

• Group and 
individual therapy 

• Telephone hotline
• Legal advice
• Involvement of 

people living with 
HIV 

• Prevent further 
spread of HIV in 
Belarus

• Provide 
psychosocial 
support and anti- 
stigma activities 

Objectives Actions

• Access to 
information, support 
groups

• Nationwide seminars
• Stories covering 

people with HIV 
provided by the media 

Outcomes

• Positive Movement: An initiative focussed on changing stigmatising attitudes 
towards people living with HIV

http://data.unaids.org/publications/irc-pub06/jc999-humrightsviol_en.pdf
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Positive Movement is an initiative in Belarus which is focussed on changing stigmatising attitudes towards people living with HIV
Objectives 
Prevent further spread of HIV in Belarus through involving those with HIV and their families in community-base prevention activities
Provide psychosocial support and anti-stigma activities to minimise the effects of HIV on the population
Actions
Weekly self-help group
Group and individual therapy – with professional psychologists
Telephone hotline – operated by trained consultants
Legal advice
Involvement of people living with HIV – include people with HIV volunteering to provide counselling and support for others
Outcomes 
Education around stigma and discrimination through
Access to information, support groups, individual psychological support and, legal advice and medical care
Nationwide seminar to share experiences in social and psychological support for those with HIV and medical professionals
Appearances of people with HIV on national television 
Publication of articles covering the life-stories of people with HIV in newspapers and magazines







Case study: Thailand

Religious leaders:
• Run seminars 

with local religious 
groups

• Make home visits 
to those with HIV

• Provide support 
and assistance for 
orphans affected 
by HIV

• Run local support 
groups

• To train religious 
leaders to play a 
role in the 
community 
response to HIV

Objectives Actions

• Religious leaders are 
offering support to 
those with HIV who 
have not yet 
disclosed 

• Those with HIV are 
taking a more active 
role in the community

• Women with HIV have 
been accepted into 
women’s groups in 
villages in northern 
Thailand

Outcomes

• Sangha Metta project: An initiative designed to mobilise religious leaders to foster respect 
and compassion for people living with HIV and AIDS, and participate in prevention activities

http://data.unaids.org/publications/irc-pub06/jc999-humrightsviol_en.pdf

Presentator
Presentatienotities
The Sangha Metta project is a Thai initiative designed to mobilise religious leaders to participate in prevention activities so as to foster respect and compassion for those living with HIV/AIDS
Objectives
To train religious leaders to play a role in the community response to HIV through their participation in prevention and care activities based on understanding, compassion and community solidarity
Actions
Train religious leaders with the management skills and tools to work in their communities
Run seminars with local religious groups
Make home visits and show compassion towards those with HIV
Assist families with burial costs
Provide support and assistance with accommodation, food and school for orphans affected by HIV
Run local support groups involving religious leaders and those with HIV
Religious leaders to conduct awareness raising activities
Outcomes
Religious leaders are offering support to those with HIV who have not yet disclosed 
Those with HIV are taking a more active role in the community which may help them become more willing to disclose their status
Women with HIV have been accepted into women’s groups in villages in northern Thailand
Similar programmes have been established in neighbouring countries i.e. Cambodia, China, Vietnam and Laos  



Case study: South Africa 

• Five TV series of 
Soul City and 
another TV series 
named Soul 
Buddyz 1 were 
aired

• Radio broadcasts  
• A series of 

booklets, 
including those on 
AIDS in our 
community and 
Living Positively 
with HIV/AIDS

• To change 
peoples 
perceptions and 
quality of life of 
people living 
with HIV

• Topics include:
• Stigma and 

discrimination 
• Living positively 

with HIV
• Importance of 

education 

Objectives Actions

• Opinions and 
attitudes to people 
living with HIV 
improved, particularly 
amongst younger age 
groups 

• Acknowledgement 
that people living with 
HIV can live a normal, 
healthy life 

• Reported increase in 
openness around 
youth sexuality 

Outcomes

• Soul City: An ‘edu-tainment’ initiative aiming to enhance quality of life for 
people with HIV 

http://data.unaids.org/publications/irc-pub06/jc999-humrightsviol_en.pdf
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Soul City is an ‘edu-tainment’ initiative that aims to impact positively on quality of life for people with HIV by integrating health and development issues into prime-time TV and radio dramas and booklets 
Objectives
To address topics related to HIV with the aim of changing peoples perceptions and consequently improving quality of life in those living with HIV
Topics include:
the reaction of uniformed people to those living with HIV
death 
stigma and discrimination 
living positively with HIV
the importance of education 
Actions
Five TV series of Soul City were aired reaching approximately 16.2 million people
A TV series name Soul Buddyz 1 was aired targeting children, five episodes addressed people’s reactions and prejudices to people living with HIV 
15 minute radio broadcasts  
A series of booklets, including those on AIDS in our community and Living Positively with HIV/AIDS
Outcomes 
Opinions and attitudes to people living with HIV had improved, particularly amongst younger age groups 
Attitude changed i.e. the social norm had shifted to a more tolerant position 
Acknowledgement that people living with HIV can live a normal, healthy life 
People said they were more likely to help someone living with HIV, ask partners to use condoms or go for an HIV test 
Reported increase in openness around youth sexuality 
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Case study: Deciding when to disclose 

• HIV-positive woman diagnosed several years ago
• Disclosed to her husband, hoping that he would support her, but 

he accused her of infidelity and left her
• She suffered alone for the next 5 years without telling anyone

~ She didn’t disclose to her family as she thought they were very 
negative about HIV and feared experiencing stigma

~ She lost a lot of weight as she didn’t know how to care for herself
• After 5 years she attended a counselling session, which turned 

her life around
~ Learnt that she was not alone
~ Stopped mourning for herself and became confident in her ability to 

live a full life
~ Improved her diet and gained weight
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Case study: Deciding when to disclose 

• She began talking about HIV issues to her friends and family, 
without referring to herself

• She realised that they were now understanding, and so she 
felt that the time was right to disclose
~ Her family were not shocked, but said they had always felt that 

she was keeping something from them
~ Her family are very supportive - emotionally and practically

• She now talks openly about her status at work, at home 
and at support groups for other women with HIV

Counselling can help women to recognise and develop their own coping 
capacity, so they can deal more effectively with problems

Disclosure is a process, not a single event

Along with peer support, counselling can support women in the process of 
disclosure



Summary
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Summary

• HIV-related stigma and discrimination can affect women 
living with HIV at multiple levels

• HIV-related stigma may result in:
~ Lower uptake of HIV preventive services, and testing 

and counselling
~ Reduced and delayed disclosure
~ Poor treatment adherence

• Stigma and discrimination disproportionately affect women 
and girls

• There are initiatives available to help support with 
disclosure and to combat against stigma and 
discrimination
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