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PPRREEFFAACCEE  

It is our pleasure as networks of people living with HIV to partner with the 
Stigma Index research. This important research, for the first time, analyzes 
levels of stigma and discrimination from the perspective of people living with 
HIV in Sri Lanka. We conducted this research for our own people. They were 

comfortable discussing their experiences with us, because they knew that we 
understood.  
 

A number  of incidents of both physical and psychological harassment due to 
HIV status have been reported in the recent past. We are pleased that there 
have been timely interventions to reduce such incidents in the future, but 
more needs to be done if people living with HIV are to live positive and 

dignified lives.  
 
The strategic information generated by this report lays the foundation and 

outlines the need for policy and practice that ensures our legal and human 
rights. We, as representatives of people living with HIV in Sri Lanka expect that 
the recommendations of this report be seriously considered and also 
integrated into future national strategic plans that deal with HIV & AIDS in Sri 

Lanka. 
 
 
 

 
Shereen Rodrigo Princey Mangalika Sunanda Jayarathne 
President, Director, General Secretary, 

Lanka+ tƻǎƛǘƛǾŜ ²ƻƳŜƴΩǎ bŜǘǿƻǊƪ Positive Hopes Alliance 
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FFOORREEWWOORRDD  

It gives us great pleasure to share with you the results of the Stigma Index 
Report and findings. 
 
At the heart of human rights is human dignity. And central to human dignity is 

a life free from stigma, discrimination and a commitment to upholding 
ŜǾŜǊȅƻƴŜΩǎ ƘǳƳŀƴ ǊƛƎƘǘǎΦ ¢Ƙƛǎ ƳŜŀƴǎ ƘƻƴƻǳǊƛƴƎ ǘƘŜ 5ŜŎƭŀǊŀǘƛƻƴ ƻŦ 
Commitment on HIV/AIDS promulgated by the General Assembly of the United 

Nations and to which Sri Lanka is a signatory. 
  
The Stigma Index Report provides, for the first time, an important insight into 
the manner of injustice found against people who are HIV positive in Sri Lanka. 

It not only reveals that direct and visible injustice occurs, such as verbal 
harassment, domestic abuse, intimate partner violence as well as lost 
employment opportunities, but also finds significant levels of invisible or 

structural injustice exists.  
  
The many types of injustice found to be perpetrated against people infected 
with the virus or against people from communities most vulnerable to HIV and 

AIDS means that their human rights and the opportunities afforded them by 
such rights are gravely diminished. It means that opportunities for people with 
HIV and AIDS to confidently live the same full and rewarding lives as those less 
affected people are unfairly curtailed. Key amongst the many findings of the 

{Ǌƛ [ŀƴƪŀƴ {ǘƛƎƳŀ LƴŘŜȄ wŜǇƻǊǘ ŀǊŜ ǘƘŜ ƘƛƎƘ ƭŜǾŜƭǎ ƻŦ άƛƴǘŜǊƴŀƭƛǎŜŘ ǎǘƛƎƳŀέ 
experienced by people who are infected or affected by HIV and the 
άŎƻǊǊŜǎǇƻƴŘƛƴƎ ŘŜŎƛǎƛƻƴǎέ ǘƘŜȅ ƳŀƪŜ ƛƴ ǘƘŜ ŦŀŎŜ ƻŦ ǘƘŜ Ƴŀƴȅ ǎǘǊǳŎǘǳǊŀƭ ƻǊ 

invisible societal barriers in Sri Lankan society. Unfair stereotyping of people 
with HIV is linked to prejudicial attitudes and there is a need to strengthen 
avenues through which remedies can be sought by those who have been 
discriminated against.  

  
As the report asserts, άLŦ ǘƘŜ {ǘƛƎƳŀ LƴŘŜȄ Ǉƻƛƴǘǎ ǘƻ ŀƴȅǘƘƛƴƎΣ ƛǘ Ǉƻƛƴǘǎ ǘƻ ǘƘŜ 
need for positive living ς how to live positive, productive and full lives with HIV 
ς in Sri LankaΦέ 

 
 
 

  

Finally we commend the work of the community of people living with HIV in Sri 
Lanka, who have tirelessly researched and compiled this report. We are 
honoured to be involved in delivering its findings. 
 

 
 
 

 
 
Dr Nimal Edirisinghe Mr Gamini Wanasekara 
Director, Executive Director, 

National STI & AIDS Control Programme Family Planning Association 
Sri Lanka Sri Lanka 
 
 

 
 
 

Mr David Bridger 
UNAIDS Country Coordinator 
Sri Lanka and Maldives 
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AACCKKNNOOWWLLEEDDGGEEMMEENNTTSS  

The successful implementation of the People Living with HIV Stigma Index in 
Sri Lanka would not have been possible without the support of Lanka+ and 
Positive Hopes Alliance (two networks of people living with HIV in Sri Lanka), 
UNAIDS in Colombo, and the Family Planning Association of Sri Lanka. 

 
We would also like to thank the National STD & AIDS Control Programme for 
technical support with the translation of the questionnaire, and International 

Planned Parenthood Federation UK and India, for technical support and 
advice during the implementation and analysis phases.  
 
We are especially grateful for the research team of people living with HIV that 

diligently performed the interviews, sometimes under arduous conditions, and 
similarly our gratitude extends to all those people living with HIV who 
participated in the Stigma Index study. 

  
Finally we would like to thank the team from Grassroots Development 
Consultants for help with facilitating the training programme of the Stigma 
Index interview team, analysis of the gathered data, and for producing this 

report. 
 
 
 

Hans Billimoria 
National Research Consultant 
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AACCRROONNYYMMSS    

AIDS  Acquired Immune Deficiency Syndrome  
ANC  Antenatal Care 
ARV (ART) Antiretroviral (Therapy) 
BCC  Behaviour Change Communication  

CBO  Community Based Organisation  
FGD  Focus Group Discussion 
FPASL  Family Planning Association, Sri Lanka 

FSW  Female Sex Worker  
GNP+  Global Network of People Living with HIV/AIDS  
HIV  Human Immunodeficiency Virus  
ICW  International Community of Women Living with HIV/AIDS 

IEC  Information, Education, Communication  
IDU  Injecting Drug User 
INGO  International Non-Governmental Organization  

IPPF  International Planned Parenthood Federation  
MARP  Most-At-Risk Population  
MSM  Men who have Sex with Men 
NGO  Non-Governmental Organization  

NSACP  National STD & AIDS Control Programme  
OI  Opportunistic Infection  
PLHIV  Person/people living with HIV 
RSA  Rapid Situation Assessment  

STI  Sexually Transmitted Infection  
UNAIDS  Joint United Nations Programme on HIV & AIDS 
UNHCR  United Nations High Commission for Refugees  

VCT  Voluntary Counseling and Testing 
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EEXXEECCUUTTIIVVEE  SSUUMMMMAARRYY    

This People Living with HIV Stigma Index report is a result of a series of 
consultations with key stakeholders including membership of three networks 
of HIV positive people, and the National Partnership comprising of UN joint 
team on AIDS, the National STD & AIDS Control Programme and the Family 

Planning Association of Sri Lanka. During these consultations we reviewed the 
findings of the Stigma Index and formulated strategies on how best to use this 
document as a tool for advocacy, education, and prevention in Sri Lanka. Both 

the National Partnership and the positive network membership agreed on the 
need for a focused approach, rather than general dissemination of the results.  
 
For example, results around access to treatment; including ART, OI medication 

and reproductive health options and issues of disclosure and confidentiality 
related to medical settings, should be discussed primarily with the health 
sector and used to assist the health sector and practitioners further develop 

skills on dealing with HIV positive people in Sri Lanka. This is especially 
important in a setting where HIV positive people are reluctant to disclose their 
status to family and friends, and often receive no support or advice outside of 
their visits to the clinic. Furthermore, given that medical practitioners, 

especially doctors are largely considered above reproach (god-like) by patients 
and are the primary source of knowledge and information for HIV positive 
people in Sri Lanka, the issue of possible stigma and discrimination in 
healthcare settings need to be addressed.   

 
While the high levels of internalized stigma and corresponding decisions ς not 
get married (>45%), not have sex (>35%), not have children (>75%) ς may have 

their root in interaction with healthcare professionals, the results on 
internalized stigma ς feelings of shame (>50%), self-blame (>50%) and guilt 
(>40%) ς also show a clear need for positive networks in Sri Lanka to 
introduce and/or strengthen positive living components. Positive living 

components, even as we assist the health sector to revisit their practices, can 
help a Positive Network membership gain the knowledge and skills to live full 
and productive lives. The results on internalized stigma or how HIV positive 
people view themselves is also a clear indication of how much more requires 

to be done by all stakeholders in Sri Lanka to normalize l iving with HIV.  
 
 

 
 

The Stigma Index also clearly points to a complete lack of knowledge and 
understanding of rights. Sri Lanka currently has no policy or law pertaining 
specifically to the rights of HIV positive people, however even the knowledge 
of basic human rights is poor, as is knowledge of available provisions under 

existing laws and policies. The Stigma Index can be used as a tool therefore to 
inform law and policy makers, encourage legal professionals to become 
potential advocates for rights of HIV positive people, and educate HIV positive 

people on their rights and available legal options.  
 
The demographic data gathered though the Stigma Index suggests that HIV 
positive people largely belonged to low socio-economic strata (annual 

household income levels below USD 3000 for 74%, with only 1% earning more 
than USD 5000) with low levels if education (almost 60% only achieved a 
maximum of primary education and >30% received secondary education) and 
a largely provincial or rural locus (80% approx). This information is validated 

by the Positive Networks, from whose membership the respondents were 
randomly selected. This also helps us understand the perception of infallibility 
with regard to healthcare professionals. Anecdotal evidence indicates that HIV 

positive people from middle class, affluent backgrounds do exist but largely 
ignore the positive network membership and also do not depend on the Sri 
Lankan health sector for treatment.  
 

In a nutshell, the respondents to the Stigma Index have poor knowledge of 
rights; they are reluctant to disclose their status to family and friends and 
therefore lack crucial social support; and they are totally dependent on the 

government health sector for treatment.  
 
This report makes specific recommendations to address the needs of people 
living with HIV in Sri Lanka, as identified through the Stigma Index, focusing 

primarily on Health Care Settings, Law and Rights and Positive Living. This 
report recognizes that while external conditions of stigma and discrimination 
need to be addressed, HIV positive people in Sri Lanka require the capacity and 
skills to educate each other on life after HIV, and how they can live positive 

and productive lives free from fear, and be conscious of their rights; rights they 
may have to fight for; a fight that they must believe they can win.  
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BBAACCKKGGRROOUUNNDD  

HHIIVV  aanndd  SStt iiggmmaa  iinn  SSrr ii  LLaannkkaa  

ά/ǳǊǊŜƴǘƭȅ {Ǌƛ [ŀƴƪŀ ƛǎ ŜȄǇŜǊƛŜƴŎƛƴƎ ŀ ƭƻǿ ƭŜǾŜƭ IL± ŜǇƛŘŜƳƛŎΦ ¢ƘŜ ŜǎǘƛƳŀǘŜŘ 
number of people living with HIV as at end 2009 was 3000 and the estimated 

HIV prevalence among adults (15-49 years) is less than 0.1%. Survey data 
observes that even among individuals considered at higher risk of infection on 
the basis of their occupation, behaviors and practices, the HIV prevalence is 

below 1% up to end of 2009. As at end December 2009, a cumulative total of 
1196 HIV persons were reported to the NSACP. The main mode of 
transmission is due to unprotected sex between men and women (82.8%). 
Men who have sex with men have accounted for 11.2% of the transmission 

while mother to child transmission was 5.4%. Transmission through blood and 
blood products was 0.4%. Injecting drug use in Sri Lanka is not a common 
phenomenon. However, certain socioeconomic and behavioral factors which 
are present in the country may ignite an epidemic in the future. The presence 

of a large youth population, internal and external migration, clandestine but 
flourishing sex industry, low level of condom use, concurrent sexual 
relationships among most-at-risk-populations (MARP) are some such factors. 

Low level of sexually transmitted infections (STI), availability and accessibility 
to free of charge health services from the state sector, high literacy rate, low 
ƭŜǾŜƭ ƻŦ ŘǊǳƎ ƛƴƧŜŎǘƻǊǎΣ ŀǊŜ ŦŀŎǘƻǊǎ ŎƻƴǎƛŘŜǊŜŘ ǘƻ ōŜ ǇǊƻǘŜŎǘƛǾŜΦέ

1
 

 

The UNGASS Report currently provides the most detailed information available 
on HIV in Sri Lanka and provides the necessary backdrop for the discussion of 
HIV related stigma and discrimination in Sri Lanka. The UNGASS Report also 

refers to the National Strategic Plan (2007-2011) that guides the national 
ǊŜǎǇƻƴǎŜΣ ǿƘƛŎƘ ƛƴŎƭǳŘŜǎ άƳƛǘƛƎŀǘƛƴƎ ǎǘƛƎƳŀ ŀƴŘ ŘƛǎŎǊƛƳƛƴŀǘƛƻƴ ǘƻ ƛƳǇǊƻǾŜ ǘƘŜ 
ǉǳŀƭƛǘȅ ƻŦ ƭƛŦŜ ƻŦ ǇŜƻǇƭŜ ƛƴŦŜŎǘŜŘ ǿƛǘƘ ƻǊ ŀŦŦŜŎǘŜŘ ōȅ IL±έ

2
 

 

How stigma and discrimination has been mitigated and the increase in the 
quality of life of HIV positive people is difficult to measure. Information on 
experiences of stigma and discrimination are largely anecdotal and 
fragmented. Interaction and discussion with Positive Networks suggests that 

stigmatizing attitudes and behaviour exist among family, colleagues, friends, 
healthcare sector, employers, and even religious leaders, but no documented 
evidence exists. Often information on stigma and discrimination has to be 

                                                                 
1 UNGASS Country Progress Report Sri Lanka 2010, p.4   
2 Ibid, p.15 

extrapolated from research on HIV Knowledge, Attitudes and Behaviour 
studies. For example, in a HIV & AIDS Rapid Situation Assessment (RSA) of the 
Maritime Sector in Sri Lanka, conducted in January 2010, students from across 
three maritime schools in the country (Colombo, Panadura, Galle) showed that 

knowledge of HIV transmission and transmission myths does not necessarily 
reduce stigmatizing attitudes towards people living with HIV. Over 90% of 
students identified the modes of transmission correctly, and over 80% 

identified existing myths of transmission correctly (including use of the same 
toilet facilities, speaking with and touching people living with HIV, and being 
sneezed on by people living with HIV) but when asked if they would work 
alongside people living with HIV (49%), share tools and equipment (37%) or 

share a room (35%) these numbers dropped dramatically.
3
 

 
The strength of the Stigma Index is that distinctive voices of HIV positive 
people in Sri Lanka will be heard for the first time discussing their perceptions 

and experiences of stigma and discrimination, and what it means to them to 
be HIV positive. This is neither an anecdotal fragmented account nor is it 
dependent on extrapolations from HIV related behavioural research with non-

HIV positive target groups. And with 2011 approaching the Stigma Index 
conducted two years into the strategic plan is a good indicator to measure the 
successes and challenges of the National Strategic Plan (2007-2011).  
 

WWhhaatt   iiss  tthhee  PPeeooppllee  LLiivviinngg  wwiitthh  HHIIVV  SStt iiggmmaa  IInnddeexx??  

The People Living with HIV Stigma Index is a joint initiative that has been 
developed and implemented by and for people living with HIV. Those involved 

in design and development of this survey tool (since 2005) include 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); and the Joint United Nations Programme on HIV/AIDS 
(UNAIDS).  
 
The Stigma Index aims to a) Document various experiences of people living 

with HIV within a particular community or country regarding HIV related 
stigma and discrimination; b) Compare situations of people living with HIV in 
one country or across different countries with respect to a particular issue; c) 

Measure changes over a period of time to ascertain if conditions for people 
living with HIV have improved or worsened with regard to stigma and 
discrimination; d) Provide an evidence base for policy change and 

                                                                 
3 HIV & AIDS Rapid Situation Assessment Maritime Workers 2010   
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programmatic interventions; and e) Use the Stigma Index as a local, national 
and global advocacy tool to fight for improved rights for people living with 
HIV.

4
  

 

The Stigma Index tool is designed to gather detailed information on: 
 
Á Personal information - relationship status, education, employment and 

household income levels 
Á Experience of stigma and discrimination from others 
Á Access to work, health and education services 
Á Internal Stigma 

Á Knowledge of rights, laws and policies 
Á Experiences of effecting change - including efforts to challenge, confront 

or educate someone with stigmatizing behaviour 
Á Experiences around testing and diagnosis; h) Issues of disclosure and 

confidentiality 
Á Knowledge and experiences around treatment 
Á Knowledge and experiences around having children 

Á General problems and challenges 
 
ά¢ƘŜ ǇǊƻŎŜǎǎ ƻŦ ƛƳǇƭŜƳŜƴǘƛƴƎ ǘƘŜ ƛƴŘŜȄ ƛǎ ƛƴǘŜƴŘŜŘ ǘƻ ōŜ ŀƴ ŜƳǇƻǿŜǊƛƴƎ ƻƴŜ 
for people living with HIV, their netǿƻǊƪǎΣ ŀƴŘ ƭƻŎŀƭ ŎƻƳƳǳƴƛǘƛŜǎΦέ

5
 This is the 

most significant feature of the Stigma Index; the full and complete 
participation of people living with HIV in the (design and) implementation of 
the Stigma Index. The User Guide clearly states: The People Living with HIV 

Stigma Index is not intended to be an abstract academic exercise that is done 
ΨtoΩ ƻǳǊ ŎƻƳƳǳƴƛǘȅΧ tŜƻǇƭŜ ƭƛǾƛƴƎ ǿƛǘƘ IL± ǿƛƭƭ ōŜ ŀǘ ǘƘŜ ŎŜƴǘǊŜ ƻŦ ǘƘŜ ǇǊƻŎŜǎǎ 
as interviewers and interviewees and as drivers of how the information is 
collected, analysed and used.έ

6
 It was designed to be a part of a process of 

empowerment for the interviewees and the interviewer in discussing the 
experiences of stigma and discrimination faced by them. The Sri Lanka 
research team reported how emotional and empowering certain interviews 
were, with both interviewee and interviewer breaking down over particularly 

difficult accounts of stigma. The empowerment came through the feeling that 
they were not alone, and that they had been given an opportunity to speak of 
what had happened to them.     

                                                                 
4 People Living with HIV Stigma Index ς User Guide 2008, p.4 
5 Ibid, p.9 
6 Ibid 

The People Living with HIV Stigma Index also recommended the establishing of 
a National Partnership that will be responsible for implementing the index. The 
National Partnership in Sri Lanka includes UNAIDS, FPA Sri Lanka (representing 
IPPF), Lanka+ and Positive Hopes Alliance who represent GNP+ and ICW. The 

National STD & AIDS Control Programme (NSACP) have also been involved with 
the implementation process and have thus far provided technical assistance 
during the translation process of the Stigma Index questionnaire.       

 
More information on the People Living with HIV Stigma Index, including the 
latest news, results and challenges faced during global implementation is 
available on www.stigmaindex.org. 
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MMEETTHHOODDOOLLOOGGYY  

Following the 2008 regional consultation in Katmandu, the People Living with 
HIV Stigma Index methodology was introduced to South East Asia. Three 
representatives from Sri Lankan networks of people living with HIV attended 
this consultation and following their return, a National Partnership was formed 

to coordinate implementationwhich included NSACP, UNAIDS, FPA, and 
representatives of the networks. The National Research Consultant was then 
recruited for implementation under the guidance of the National Partnership. 

 
The Sri Lanka People Living with HIV Stigma Index was implemented in three 
phases. Phase I (June ς September 2009) included selection and training of the 
Stigma Index research team, and completion of 60% of the interviews. Phase II 

(November 2009 ς March 2010) included completion of the remaining 40% of 
interviews, data entry, analysis and reporting. Phase III (April to June 2010) 
included consultation with principle stakeholders on key findings and 

strategies moving forward in-country.     
 
The People Living with HIV Stigma Index has clear guidelines as to the 
processes and procedures of the index. It was requested that the 

questionnaire should not be changed or adapted in any way. This was 
adhered to in Sri Lanka, and while there was provision to add sections, the 
research team after consultation with people living with HIV decided it was 
adequate for Sri Lankan contexts, and pains were taken to accurately translate 

it into both Sinhalese and Tamil. All interviewers were people living with HIV
7
; 

the Sri Lankan interviewer team consisted of seven people living with HIV, Four 
women and three men. This included two native Tamil speakers (one man and 

one woman). Interviewers were drawn from existing networks
8
 which 

included Lanka+ (5 members) and Positive Hopes Alliance (2 members). We 
conducted a three-day training programme for interviewers at FPA Colombo 
to provide participants with an understanding of the history, rationale and the 

partners involved in the People Living with HIV Stigma Index; an opportunity to 
consolidate their own understanding of the key concepts associated with HIV 
related stigma and discrimination, and to reflect on some of their own 
experiences of these; a thorough understanding of the content of the 

                                                                 
7 ά.ŜƛƴƎ ƛƴǘŜǊǾƛŜǿŜŘ ōȅ ŀƴƻǘƘŜǊ ǇŜǊǎƻƴ ƭƛǾƛƴƎ ǿƛǘƘ IL± ŘƻŜǎ ƳŀƪŜ ŀ ŘƛŦŦŜǊŜƴŎŜ ŀǎ ȅƻǳ ŦŜŜƭ ǘƘŜȅ 
ǊŜŀƭƭȅ ǿƻǳƭŘ ǳƴŘŜǊǎǘŀƴŘ ƳƻǊŜ ŀōƻǳǘ Ƙƻǿ ȅƻǳ ŦŜŜƭ ŀōƻǳǘ ǘƘƛƴƎǎ ǊŜƭŀǘŜŘ ǘƻ ōŜƛƴƎ IL± ǇƻǎƛǘƛǾŜΦέ ς 
Researcher, Pilot Workshop, South Africa, Ibid 
8 ά¢ƘŜ ǇǊƻŎŜǎǎ ƻŦ ƛƳǇƭŜƳŜƴǘƛƴƎ ǘƘŜ ƛƴŘŜȄ ƛǎ ƛƴǘŜƴŘŜŘ ǘƻ ōŜ ŀƴ ŜƳǇƻǿŜǊƛƴƎ ƻƴŜ ŦƻǊ ǇŜƻǇƭŜ ƭƛǾƛƴƎ 
ǿƛǘƘ IL±Σ ǘƘŜƛǊ ƴŜǘǿƻǊƪǎΣ ŀƴŘ ƭƻŎŀƭ ŎƻƳƳǳƴƛǘƛŜǎΦέ LōƛŘΣ ƛƴǎƛŘŜ ŦǊƻƴǘ ŎƻǾŜǊ 

questionnaire, and the associated forms and agreements that are 
administered as part of the interview process; the skills to conduct and record 
interviews with people living with HIV in their community using appropriate 
methods; and guidance as to how one would reflect on the data that have 

been gathered during the interview process and be able to access the 
necessary support from the team leader.

9
 The translated questionnaire was 

further refined during this training programme along with the key related 

concepts.   
 
Respondents were randomly selected from the network memberships, and 
also included those non-members who were in contact with the networks. 

Phase I included respondents from urban, provincial and rural communities 
with interviewers traveling as north as Anuradhapura, as south as Matara, and 
as east as Batticoloa. Phase II focused mainly on respondents from the 
Colombo and Kandy districts.  

 
Stigma Index guidelines ensured that interviewees were clear on the nature 
and scope of the interview, and provided verbal or written consent before 

commencement.
10

 Interviewers also ensured that they worked together with 
the interviewee (side-by-side-interviewing) to complete the questionnaire.

11
  

Completed questionnaires were returned to the Team Leader for quality 
review. This was followed by a debriefing to discuss interviewer experiences 

during implementation. This proved significant in gathering qualitative data on 
the overall Stigma Index process. 
  

Data entry and analysis was carried out using the recommended program Epi-
Info developed by the Centre for Disease Control and Prevention (CDC). 
Questionnaires are currently archived as per unique identifying codes and 
stored under lock and key by the Team Leader. Post data analysis a draft 

report was prepared, discussed with the research team and then shared with 
the National Partnership. Presentations on key findings in both English and 
Sinhalese were used for the respective consultations with the National 
Partnership and positive network membership to discuss and plan future 

strategies using the Stigma Index as an advocacy tool. 

                                                                 
9 Ibid, p. 59 
10 άDŜǘ ƛƴŦƻǊƳŜŘ ŎƻƴǎŜƴǘ ōŜŦƻǊŜ ǘƘŜ ƛƴǘŜǊǾƛŜǿ ǎǘŀǊǘs and make certain that the interviewee would 
ƎŜƴǳƛƴŜƭȅ ƭƛƪŜ ǘƻ ōŜ ǇŀǊǘ ƻŦ ǘƘŜ ǇǊƻŎŜǎǎ ŀƴŘ ƛǎ ƴƻǘ Ƨǳǎǘ ǎŀȅƛƴƎ ΨȅŜǎΩ ōŜŎŀǳǎŜ ǎκƘŜ ŦŜŜƭǎ ǇǊŜǎǎǳǊƛǎŜŘ 
ǘƻ Řƻ ǎƻΦέ ς Researcher, Pilot Workshop, South Africa, Ibid, p.11 
11 ά¢Ǌȅ ǘƻ ǊŜŘǳŎŜ ǘƘŜ ǇƻǿŜǊ ƛƳōŀƭŀƴŎŜ between yourself and the interviewee by sitting alongside 
the interviewee, and sharing information about some of the more difficult concepts with the 
intervieweeέ ς Researcher, Pilot Workshop, South Africa, Ibid, p.9 
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WWHHOO  IISS  HHIIVV  PPOOSSIITTIIVVEE  IINN  SSRRII  LLAANNKKAA??  

 
 

Who is HIV positive 

in Sri Lanka? 
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The majority of the Stigma Index respondents were over the age of 35 with 
near equal distribution of sexes. They have been living with HIV for various 
periods, with only one respondent indicating living with HIV for more than 15 
years.      

 
The Stigma Index respondents were predominantly from low socio-economic 
strata with 63% of households earning below 1500 USD annually and another 

8% indicating that they have no means of income. Only 1% of households 
earned more than 5000USD. Education levels are also low with 14% receiving 
no formal education; the bulk 46.5% managed only primary education and 
34% attended secondary school. Only 5% of respondents received a technical 

college or university degree. This suggests that the low socio-economic levels 
of HIV positive people in Sri Lanka are linked with low education levels.  
 
The research team confirms that low levels of education and economic status 

is common amongst network membership. It is also not clear if material or 
emotional support is the primary impetus to join a network, however the 
Stigma Index does provide evidence of dependence on the state for treatment. 

When asked to describe their problems and challenges with ART, over 70% of 
respondents spoke of their concerns of the government continuing with FREE 
ART, they discussed how they perceive it as their lifeline and, some spoke of 
the economic difficulties they faced in order to access these free services. 

 

 
 

 
 

 
 
  
 
 

 
 
 

òI hope the government will continue with free ART, 

 otherwise I will have no chance to live.ó 

òIt is the duty of the government to continue 

 with free  ART for all of us.ó 

òWill the government provide free ART forever? 

I doubt, and then we will be the ones in trouble.ó 

RReessppoonnddeenntt  aaggee  ((aallll))  

RReessppoonnddeenntt  aaggee  ((wwoommeenn))  

RReessppoonnddeenntt  aaggee  ((mmeenn))  

WHO IS HIV POSITIVE IN SRI LANKA? 
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RReessppoonnddeenntt  llooccaattiioonn  

EEdduuccaatt iioonn  lleevveell  

AAnnnnuuaall  hhoouusseehhoolldd  iinnccoommee    

HHooww  lloonngg  lliivviinngg  wwiitthh  HHIIVV  ((aallll))  

HHooww  lloonngg  lliivviinngg  wwiitthh  HHIIVV  ((wwoommeenn))  

HHooww  lloonngg  lliivviinngg  wwiitthh  HHIIVV  ((mmeenn))  

WHO IS HIV POSITIVE IN SRI LANKA? 
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What emerges from the Stigma Index is a group of HIV positive people that 
struggle economically and are dependent on the state and other actors for 
treatment, support and in some instances food and livelihood support.  

 

 
 

 
 

 
 
Evidence of dependence includes 13% who went hungry for up to 10 days in 
the month before they answered the questionnaire and their current 
employment status. The majority are unemployed, with only 8% who have 

retained fulltime employment. 
 
 

 
 
 
 

 
 
 

 
 
 
 

 
 
 

 
 
 
 

 
 
 
 

 
 
 

òThank God that the government provides free ART, 

 but it costs me a lot to travel to get it. But what to do? 

If I donõt take it then I will die.ó 

òI make a little money selling cards, and now I am 

learning to make candles. This will help me 

find money to buy other medication I need.ó 

òI hope the government will continue with free ART, 

 otherwise I will have no chance to live.ó 

òThe Salvation Army used to give us food packets, 

and now they have stopped that. 

It is very difficult for us to find food.ó 

CCuurrrreenntt  eemmppllooyymmeenntt  ssttaattuuss  ((aallll))  

CCuurrrreenntt  eemmppllooyymmeenntt  ssttaattuuss  ((wwoommeenn))  

CCuurrrreenntt  eemmppllooyymmeenntt  ssttaattuuss  ((mmeenn))  

Only 8% of respondents are in full-time employment 

WHO IS HIV POSITIVE IN SRI LANKA? 
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Loss of employment has little association with HIV status (and this is indicative 
of the secrecy and general non-disclosure of HIV status) and therefore poor 
levels of education, socio-economic status and also a largely provincial/rural 
locus may have roles to play in contributing to HIV status.    

 
There emerges a stereotypical profile of HIV positive people in Sri Lanka. They 
are poor. They are uneducated. They are ignorant of the ways of the world.   

    
Vulnerable key populations that are HIV positive include migrant workers 
(33%) with near equal distribution between men and women. The UNDP 
ǊŜǇƻǊǘ ΨIL± ±ǳƭƴŜǊŀōƛƭƛǘƛŜǎ ƻŦ aƛƎǊŀƴǘ ²ƻƳŜƴΥ ŦǊƻƳ !ǎƛŀ ǘƻ ǘƘŜ !Ǌŀō {ǘŀǘŜǎΩ 

states that άvarious reports assert that of all women living with HIV in Sri 
Lanka, 20 ς пу ǇŜǊŎŜƴǘ ŀǊŜ ǊŜǘǳǊƴƛƴƎ ƳƛƎǊŀƴǘǎΦέ12 This report also discusses 
ǘƘŀǘ ƴƻƴŜ ƻŦ ǘƘŜ мр IL± ǇƻǎƛǘƛǾŜ ǇŀǊǘƛŎƛǇŀƴǘǎ ƛƴ ǘƘŜ {Ǌƛ [ŀƴƪŀƴ ǎǘǳŘȅ άƘŀŘ 
heard of the virus prior to contracting it, and nearly half were uncertain about 

Ƙƻǿ ǘƘŜȅ ŎƻǳƭŘ ǎǇǊŜŀŘ ƛǘΦέ13 During the dissemination of key findings to 
approximately 30 HIV positive people from three networks in Sri Lanka, every 
single member spoke of a link to migrant work. They were either migrant 

workers themselves, or had a spouse or partner who was a migrant worker.  
 

The other vulnerable or key populations that emerged from the Stigma Index 
were men who have sex with men (10%); prisoners (8%); sex workers (6%) and 

injecting drug users (1%). This list is indicative of the negative HIV stereotype, 
also called most at risk populations from HIV. The public health perspective 
would argue that their increased risk is not due only to their potential to 

engage in risky behaviour but due to the stigma and discrimination that 
prevents them from accessing information and services that can help reduce 
the proclivity for risky behaviour. 

                                                                 
12 HIV Vulnerabilities of Migrant Women: from Asia to the Arab States, p. 85  
13 Ibid, p.86 

DDoo  yyoouu  bbeelloonngg  ttoo,,  oorr  hhaavvee  yyoouu  iinn  tthhee  ppaasstt  bbeelloonnggeedd  ttoo,,  aannyy  ooff  tthhee  ffoolllloowwiinngg  ccaatteeggoorriieess??  

WHO IS HIV POSITIVE IN SRI LANKA? 



     

 

PEOPLE LIVING WITH HIV STIGMA INDEX ± SRI LANKA Page 15 of 35 

Stigma and discrimination as a barrier to accessing HIV prevention information 
and services also includes those respondents who are married or have been in 
married relationships. 48.5% of respondents were either married or cohabiting 
with their partner.14 10% were divorced or separated, and 16% were widowed.  

 
Still, even though the majority of HIV positive people have been within 
culturally normative relationships, the stereotypes that face stigma and 

discrimination in Sri Lanka remain. Once again, they are poor. They are 
uneducated. They are either ignorant of the ways of the world, or belong to 
communities that put themselves at risk; this includes married people that 
ƘŀǾŜ άŜȄǘǊŀƳŀǊƛǘŀƭ ŀŦŦŀƛǊǎέ ƻǊ άǎŜȄ ǿƛǘƘ ǇǊƻǎǘƛǘǳǘŜǎέΦ ¢ƘŜ Stigma Index will 

show that it is this approach of stereotypes and HIV in Sri Lanka that lends to 
the experiences of stigma and discrimination.   
 

Do HIV positive people who belong to higher socio-economic groups exist? 
People who do not qualify as the stereotype? The research team speaks of 
how these individuals have avoided interaction with the networks, and also 
accessing free medication. This more affluent group accesses their medication 

from the private health sector either locally or regionally (India and Singapore) 
to ensure confidentiality of status. This information however is purely 
anecdotal. The Stigma Index records the experiences of only those who have 
had the courage to share.    
 

 
 

 
 
 
 

                                                                 
14 DƛǾŜƴ {Ǌƛ [ŀƴƪŀΩǎ ŎǳƭǘǳǊŀƭ ƴƻǊƳǎ ŀƴŘ ƳƻǊŜǎΣ ǘƘƛǎ ǎǘŀǘƛǎǘƛŎ ƛǎ ƳƻǊŜ ǎǳƎƎŜǎǘƛǾŜ ƻŦ ƛƴŘƛǾƛŘǳŀƭǎ ǿƘƻ 
are married rather than those cohabiting with unmarried partners. Only one instance of non-
married partners cohabiting was reported during debriefing sessions.   

RReellaatt iioonnsshhiipp  ssttaattuuss  ((aallll))  

WWoommeenn  MMeenn  

WHO IS HIV POSITIVE IN SRI LANKA? 

WHO IS HIV POSITIVE IN SRI LANKA? 
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EEXXPPEERRIIEENNCCEESS  OOFF  SSTTIIGGMMAA  &&  DDIISSCCRRIIMMIINNAATTIIOONN  

Experiences of 

 Stigma & Discrimination 
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This section is broken down into discussions around general experiences of 
stigma (including stigma in the workplace and educational settings) and stigma 
in healthcare settings. To set the context for ŘƛǎŎǳǎǎƛƴƎ IL± ǇƻǎƛǘƛǾŜ ǇŜƻǇƭŜΩǎ 
experience of stigma and discrimination in Sri Lanka, we have to first discuss 

their patterns on disclosure. 
 
 
Descriptions of how (and if) 
family and community learnt 
ƻŦ ǊŜǎǇƻƴŘŜƴǘǎΩ IL± ǎǘŀǘǳǎΦ 

I told 
them 

Someone 
else told 
them, 

WITH my 
consent 

Someone 
else told 
them, 

WITHOUT 
my consent 

They 
ŘƻƴΩǘ 
know 

my HIV 
status 

Not 
applicable 

 % % % % % 

Your husband/wife/partner 39.4 12.1 4 9.1 40.4 

Other adult family members 30.3 9.1 14.1 43.4 7.1 

Children in your family 14.1 3 4 54.5 25.3 

Your friends / neighbours 1 1 15.2 72.7 12.1 

Other people living with HIV 75.8 8.1 5.1 10.1 6.1 

People who you work with 2 0 5.1 57.6 36.4 

Your employer(s) 0 0 2 37.4 62.6 

Your clients 0 0 1 36.4 63.6 

Injecting drug partners 0 0 0 1 99 

Religious leaders 5.1 01 3 39.4 51.5 

Community leaders 3 2 3 34.3 57.6 

Health care workers 56.6 11.1 18.2 5.1 13.1 

Social workers 8.1 7.1 4 26.3 54.5 

Teachers 0 0 3 31.1 65.7 

Government officials 4 0 7.1 29.3 59.6 

The media 1 0 5.1 28.3 65.7 

 
HIV positive people have found it easiest to share their status with other 

people living with HIV. This is indicative of the majority of respondents 
belonging to networks in Sri Lanka. In terms of experiencing stigma and 
discrimination however, it is clear that respondents were not comfortable with 
friends, neighbours, co-workers, employers, and children finding out their 

status. In fact even spouses and other adult family members have not been 
the priority when disclosing HIV status. The research team reported that 
respondents requested interviews not at their homes or even the general 
vicinity, but at public places including bus stands, parks, tea shops, often after 

dark, to ensure that their families remained unaware of what was taking place. 
It is not clear whether disclosure has been difficult due to stigma and 
discrimination experienced directly or vicariously through anecdotal accounts 

of other HIV positive people. What is clear is that these patterns of non-
disclosure are the primary reason for recording low levels of experienced 
stigma through the Stigma Index.       
 

GGeenneerraall   EExxppeerriieenncceess  

As indicated above due to non-disclosure of HIV status recorded levels of 

stigma and discrimination remain low. For example, exclusion from social and 
religious gatherings, and family activities due to HIV status was as low as 10%, 
3%, and 5% respectively. And only 5% were forced to change their place of 
residence due to HIV status. 

 
 
 

 
 
 

 

òIf people in the village learn of my status 

I won't be able to walk on the road. 

 Only my children know in the village.ó 

IInn  tthhee  llaasstt  1122  mmoonntthhss,,  hhooww  oofftteenn  hhaavvee  yyoouu  bbeeeenn  eexxcclluuddeedd  ffrroomm  ssoocciiaall    
ggaatthheerriinnggss  oorr  aacctt iivviitt iieess??  
  
((TToottaall  nnuummbbeerr  ppeeooppllee  wwhhoo  bbeeeenn  eexxcclluuddeedd  ==  1122))  

EXPERIENCES OF STIGMA & DISCRIMINATION 
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HHaarraassssmmeenntt   &&  AAssssaauulltt   

Notably, 12% felt they were verbally harassed and threatened in 
circumstances specifically related to their HIV status. And 5% were physically 
assaulted based on their HIV status. Domestic abuse is under-reported in Sri 

Lanka
15

, ŀƴŘ {Ǌƛ [ŀƴƪŀƴ ŎǳƭǘǳǊŜ ǎƘŀǊŜǎ ǘƘŜ ǊŜƎƛƻƴΩǎ ǘǊŀŘƛǘƛƻƴŀƭ ŀǇŀǘƘȅ ǘƻǿŀǊŘǎ 
domestic abuse and intimate partner violence. Four women and a man who 
live with HIV being assaulted by husbands or family members would not be 

deemed unusual. In fact, the research team through discussion suggests that 
people would attempt to justify it based on punitive grounds, especially if the 
individual is perceived to bring shame on the family due to their HIV status. 
 

 
 
 
 

 

                                                                 
15 άMost ŀŎǘǎ ŀƴŘ ŎƻƴǎŜǉǳŜƴŎŜǎ ƻŦ ǾƛƻƭŜƴŎŜ ǊŜƳŀƛƴ ƘƛŘŘŜƴ ŀƴŘ ǳƴǊŜǇƻǊǘŜŘέ - Dr. Lakshman 
Senanayke, co-author, National Report on Violence and Heath in Sri Lanka. 
http://www.sundayobserver.lk/2008/04/20/imp01.asp 

12% of respondents 
reported verbal harassment related to their HIV status 

5% of respondents 
reported physical assault related to their HIV status 

IInn  tthhee  llaasstt  1122  mmoonntthhss,,  hhooww  oofftteenn  hhaavvee  yyoouu  bbeeeenn  vveerrbbaallllyy  iinnssuulltteedd,,  hhaarraasssseedd  aanndd// oorr  tthhrreeaatteenneedd??  
  
((TToottaall  nnuummbbeerr  ppeeooppllee  wwhhoo  hhaadd  ssoommee  ffoorrmm  ooff  vveerrbbaall  hhaarraassssmmeenntt  ==  2200))  

LŦ ǎƻΣ ǿŀǎ ǘƘƛǎΧΚ 

IInn  tthhee  llaasstt  1122  mmoonntthhss,,  hhooww  oofftteenn  hhaavvee  yyoouu  bbeeeenn  pphhyyssiiccaallllyy  hhaarraasssseedd  aanndd// oorr  tthhrreeaatteenneedd??  
  
((TToottaall  nnuummbbeerr  ppeeooppllee  wwhhoo  hhaadd  ssoommee  ffoorrmm  ooff  pphhyyssiiccaall  hhaarraassssmmeenntt  ==  77))  

LŦ ǎƻΣ ǿŀǎ ǘƘƛǎΧΚ 

EXPERIENCES OF STIGMA & DISCRIMINATION 

http://www.sundayobserver.lk/2008/04/20/imp01.asp
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EEmmppllooyymmeenntt   &&  EEdduuccaatt iioonn   

Of the 11% that indicated they lost their job, the most significant reason that 
emerged was poor health. Only 4% of respondents indicate they were refused 
a work opportunity due to their HIV status.   

 
No respondents reported being dismissed, suspended or prevented from 
attending educational institutions. This could be more reflective of the ages 

and educational levels of the respondents than it is of the lack of stigma and 
discrimination towards people living with HIV by educational institutions. 
Nevertheless, 3% of respondents indicated that due to their HIV status, their 
children had been dismissed, suspended or prevented from attending 

educational institutions. 
 
 
 

 
 
 

 
 
 
 

 
 
 

 
The bottom line remains: the reported low levels of stigma and 
discrimination in the Stigma Index are due to non-disclosure of HIV status.  
 

However, if HIV positive people are reluctant or afraid to disclose their status, 
this is still  an indicator of the high levels of stigma and discrimination they 
perceive or anticipate. To measure this perceived or anticipated stigma and 
discrimination by HIV positive people is difficult, yet the Stigma Index does 

include a section that asks respondents who have experienced stigma and 
discrimination on why they think people stigmatized or discriminated against 
them. Their answers indicate the need for a less deterrent approach to HIV 

prevention programming in Sri Lanka to which a pre-HAART 1980s, early 1990s 
Ψ!L5{ ƛǎ ŀ 5ŜŀǘƘ {ŜƴǘŜƴŎŜΩ ǎŎŀǊŜ ǎǘǊŀǘŜƎȅ ƛǎ ǎǘƛƭƭ ŎŜƴǘǊŀƭΦ It is a strategy that 
failed. It is a strategy that has proved to be an obstacle to HIV prevention, and 
a definite obstacle to HIV positive people accessing services. 

IInn  tthhee  llaasstt  1122  mmoonntthhss,,  hhooww  oofftteenn  hhaavvee  yyoouu  lloosstt  yyoouurr  jjoobb  ((iiff  eemmppllooyyeedd))  oorr  aannootthheerr  ssoouurrccee  
ooff  iinnccoommee  ((iiff  sseellff--eemmppllooyyeedd  oorr  aann  iinnffoorrmmaall//ccaassuuaall  wwoorrkkeerr))??  
  
((TToottaall  nnuummbbeerr  ppeeooppllee  wwhhoo  hhaadd  ssoommee  ffoorrmm  ooff  iinnccoommee  ==  8855))  

IIff  ssoo,,  wwaass  tthhiissΧΧ??  
  
((TToottaall  nnuummbbeerr  ooff  ppeeooppllee  wwhhoo  lloosstt  tthheeiirr  jjoobbss  oorr  iinnccoommee  ==  2244))  

Low levels of stigma and 

discrimination in the Stigma Index 

are due to non-disclosure 

of HIV status 

EXPERIENCES OF STIGMA & DISCRIMINATION 
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People are afraid of us. This fear is based on ignorance. People do not have 
accurate and comprehensive knowledge of HIV transmission. People are 
ashamed to be associated with me. I look sick. This insight into public 
perception is accurate and supported by personal accounts of research team 

members who have endured stigma and discrimination (related to casual 
transmission) even from non-HIV positive co-workers and colleagues working 
with them on HIV prevention education and support programmes. 

 
These results are also indicative of how HIV positive people view themselves. 
άL ƭƻƻƪ ǎƛŎƪέ ƛǎ ǊŜŀŘƛƭȅ ǘǊŀƴǎƭŀǘŜŘ ŦǊƻƳ άL ŀƳ ǎƛŎƪέΣ ǿƘƛŎƘ ƛƴ ǘǳǊƴ ŎƻƳŜǎ ŦǊƻƳ 
ǘƘŜ ŘƛŀƎƴƻǎƛǎ άȅƻǳ ŀǊŜ ǎƛŎƪΦέ Lƴ ŀ ǘƛƳŜ ǿƘŜƴ ōǳƎ ŎƘŀǎƛƴƎ

16
 ς aberrant to most ς 

remains a practice in environments where HIV is chronic and manageable, in a 
time when HIV, even in the developing world, if identified and treated, is a 
chronic and manageable condition, this focus on sickness needs revisiting. If 
the Stigma Index points to anything, it points to the need for positive living ς 

how to live positive, productive and full lives with HIV ς in Sri Lanka. Positive 
living that requires assistance and support from healthcare workers. 
 

 
 

                                                                 
16 http://en.wikipedia.org/wiki/Bugchasing 

IIff  yyoouu  hhaavvee  eexxppeerriieenncceedd  ssoommee  ffoorrmm  ooff  HHIIVV--rreellaatteedd  ssiiggmmaa  aanndd// oorr  ddiissccrriimmiinnaatt iioonn  
iinn  tthhee  llaasstt  1122  mmoonntthhss,,  wwhhyy  ddoo  yyoouu  tthhiinnkk  tthhiiss  iiss??  

EXPERIENCES OF STIGMA & DISCRIMINATION 

http://en.wikipedia.org/wiki/Bugchasing
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SStt iiggmmaa  iinn  HHeeaall tthhccaarree  SSeett tt iinnggss        

This section is divided into 3 key areas: Testing & Diagnosis; Confidentiality & 
Disclosure; and Care & Support (including Reproductive Options).  

 

TTeesstt iinngg  &&  DDii aaggnnoossiiss    

The majority of Stigma Index respondents were tested without their 

knowledge. This includes 78% of those tested for employment, which 
emerged as the most common reason for testing. The report on HIV 
Vulnerabilities of Migrant Women giveǎ ǳǎ ŦǳǊǘƘŜǊ ƛƴǎƛƎƘǘΥ ά.ƭƻƻŘ ŀƴŘ ǳǊƛƴŜ 
tests (for HIV and pregnancy, respectively) are mandatory for legally migrating 

women prior to their departure. The test results are provided directly to the 
agents, and many of the interviewed women admitted to being in the dark 
ŀōƻǳǘ ǘƘŜ ƴŀǘǳǊŜ ƻŦ ǘƘŜǎŜ ǘŜǎǘǎΦέ

17
  

 

 
 
 

 
 
 
 

 
 
 
 

 
 
 

   
 
 
 

 
 
 

 
 

                                                                 
17 HIV Vulnerabilities of Migrant Women: from Asia to the Arab States, p. 86 

 
 
 
 

 
 
 

 
 
 
 

 
 
 
 

 
 
 

The UNDP report on Migrant Workers together with 79% of Stigma Index 
respondents who reported that they received only post test counseling, 
indicates poor implementation of NSACP guiding principles. Section 3.2 of the 
National Strategic Plan 2007-2011 Respect for Human Rights clearly states: 

άHIV testing without prior informed consent is never acceptable (unless 
anonymous unlinked for screening purposes) and each HIV test result has to 
be confidential.έ  

 
 

 

òHIV testing without prior informed consent is never 

acceptable (unless anonymous unlinked 

for screening purposes) and each HIV test result 

has to be confidential.ó 

 

Section 3.2 of the National Strategic Plan 2007-2011 

Respect for Human Rights 

WWaass  tthhee  ddeecciissiioonn  ttoo  ggeett  tteesstteedd  ffoorr  HHIIVV  uupp  ttoo  yyoouu??  

WWhhyy  wweerree  yyoouu  tteesstteedd  ffoorr  HHIIVV??  

EXPERIENCES OF STIGMA & DISCRIMINATION 
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8% of Stigma Index respondents received no counseling either before or after 

testing positive. These are people who had to cope with their result based on 
their l imited understanding of HIV, which they equated with a death 
sentence, given the prevalent strategies of prevention in Sri Lanka. They had 
to wait until their appointment with a healthcare professional for treatment to 

learn of life options after HIV.    
 
Pre-test counseling prepares an individual for the HIV test. It allows for 

discussion of fears and doubts related to the test, and also mitigates the fear 
of receiving a death sentence. If correctly administered with discussions on 
lifestyle changes (regardless of the result) it can be an effective prevention 
tool and an opportunity for the test candidate to receive accurate and 

comprehensive information on living with HIV. Pre and post test counseling 
are the first steps in the continuum of care for a person living with HIV. 
Ignoring these first steps are a violation of human rights and a lost 
opportunity for both prevention and positive living.  

 
 
 

 

CCoonnff iiddeenntt iiaall ii tt yy  aanndd  DDiisscclloossuurree   

When Stigma Index respondents were asked to discuss problems and 
challenges related to HIV testing and diagnosis, their main issues were around 
confidentiality and disclosure. One respondent recorded:  

 

 
 
More than 65% of respondents echoed similar feelings through their written 

comments at the end of the questionnaire. This fear of being gossiped about is 
the primary fear HIV positive respondents had, and obviously will intensify 
when associated with healthcare workers who have accurate knowledge of 
their HIV status.  

 
 
 

 
 
 
 

  

òI am afraid that people will get to know about my 

status because hospital workers gossip.ó 

DDiidd  yyoouu  rreecceeiivvee  ccoouunnsseelliinngg  wwhheenn  yyoouu  wweerree  tteesstteedd  ffoorr  HHIIVV??  

8% of respondents received 

no counseling whatsoever 

IInn  tthhee  llaasstt  1122  mmoonntthhss,,  hhaavvee  yyoouu  bbeeeenn  ffeeaarrffuull  ooff  aannyy  ooff  tthhee  ffoolllloowwiinngg  tthhiinnggss  hhaappppeenniinngg  ttoo  yyoouu??  
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Furthermore, anecdotal evidence was offered by the research team and 
respondents on how their status was communicated by hospital workers to 
their village or community resulting in ostracization, physical assault and 
damage to property. It is no surprise therefore that the Stigma Index results 

indicate that HIV positive people in Sri Lanka do not absolutely trust that their 
confidentiality is maintained by healthcare workers with 42% indicating they 
are not sure whether healthcare workers have disclosed their status, and 23% 

claiming they have actual knowledge of healthcare workers disclosing their 
status without consent.  
 
 

 
In addition, 64% are not sure as to how confidential their medical records 
related to HIV status remain. With both these results the majority of 
ǊŜǎǇƻƴŘŜƴǘǎ ŀǊŜ Ψƴƻǘ ǎǳǊŜΩΣ ŀ ǊŜǎǇƻƴǎŜ ǘƘŀǘ ƛǎ ƛƴŘƛŎŀǘƛǾŜ ƻŦ ǘƘŜ need for an 

improved relationship between healthcare workers and HIV positive people.  
If the healthcare sector is willing to listen to the concerns of the Stigma Index 
respondents and take steps to build trust and confidence, in the event the 

Stigma Index is conducted again these results of confidentiality and disclosure 
will improve. 
 
 

 
 
 
 

 
 
 
 

 
 
 

 
 
 
 

 
 

òI am doubtful to the extent that my confidentiality is 

protected. I also don't think disclosure is an option. 

As soon as you disclose you are persecuted.ó 

DDiisscclloossuurree  ooff  HHIIVV  ssttaattuuss  bbyy  HHeeaalltthhccaarree  WWoorrkkeerr  WWIITTHHOOUUTT  ccoonnsseenntt  

64% of respondents 
are not sure that their medical records will be kept confidential 

 

3% of respondents 
Are certain that their records are definitely not confidential 
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CCaarree  aanndd  SSuuppppoorr tt   ((iinncclluuddii nngg  rreepprroodduucctt ii vvee  oopptt iioonnss))   

The Stigma Index results show that there is a need for more comprehensive 
care and support in Sri Lanka. Almost 50% of respondents reported that they 
have had no discussions with healthcare professionals on HIV related 

treatment options. This is despite respondents reporting ready access to 
antiretroviral therapy.  
 

  
 
 
 

 
 
 
 

 
 
 

 
 
 
 

 
 
 

Access to ART and discussion around ART regimens including adherence 
counseling is only part of the continuum of care, and treatment includes 
medication for opportunistic infections. The research team reported that some 
ǊŜǎǇƻƴŘŜƴǘǎ ƘŀŘ ǾŜǊōŀƭƭȅ ƛƴŘƛŎŀǘŜŘ ǘƘŀǘ ǘƘŜȅ ŘƛŘƴΩǘ ǳƴŘŜǊǎǘŀƴŘ ǿƘŀǘ ƪƛƴŘ ƻŦ 

medication they were taking for opportunistic infections (OI). The pills were 
described by colour not by name, and in the event they misplace or lose their 
medication they do not know what to buy at a pharmacy to continue with the 
course of treatment. Furthermore, the contrast between access to ART and OI 

medication could also point the economic status of HIV positive people in Sri 
Lanka outlined above, given that OI medication is not always made available 
by the state.  

 
 
 
 

 
 
 
 

 
 
 

 
 
 
 

 
Care and support does not end with ART or treatment of opportunistic 
infections. Positive living is about living full and productive lives as a HIV 
positive person. Normalizing living with HIV medically includes discussing the 

ǎŜȄǳŀƭ ŀƴŘ ǊŜǇǊƻŘǳŎǘƛǾŜ ƻǇǘƛƻƴǎ ƻŦ IL± ǇƻǎƛǘƛǾŜ ǇŜƻǇƭŜΦ ΨIŜŀƭǘƘȅΣ IŀǇǇȅ ŀƴŘ 
IƻǘΥ ! ȅƻǳƴƎ ǇŜǊǎƻƴΩǎ ƎǳƛŘŜ ǘƻ ǘƘŜƛǊ wƛƎƘǘǎΣ {ŜȄǳŀƭƛǘȅΣ ŀƴŘ [ƛǾƛƴƎ ǿƛǘƘ IL±Ω ŀ 
2010 publication by the International Planned Parenthood Federation states: 

ά{ŜȄǳŀƭ ŀƴŘ ǊŜǇǊƻŘǳŎǘƛǾŜ ǊƛƎƘǘǎ ŀǊŜ ǊŜŎƻƎƴƛȊŜŘ ŀǊƻǳƴŘ ǘƘŜ ǿƻǊƭŘ ŀǎ ƘǳƳŀƴ 
rights. Every person living with HIV is entitled to these rights and they are 
necessary for the development and well-being of all people and societies in 
ǿƘƛŎƘ ǘƘŜȅ ƭƛǾŜΦέ  

  
To enjoy these rights HIV positive people need the support of the healthcare 
sector. The Stigma Index results show that this support is still  lacking and that 

healthcare professionals will have to take steps in improving their interaction 
with HIV positive people around their sexual and reproductive needs. For 
example, 56% of respondents have not discussed issues of sexual and 
reproductive health, sexual relationships and emotional well-being with 

appropriate healthcare professionals.  
 
64% of respondents have however received specific counseling from 
Healthcare professionals on their reproductive options. The main objective of 

these counseling sessions appears to focus on dissuading HIV positive people 
from having children. 44% reported that healthcare professionals have advised 
them NOT to have child after being diagnosed HIV positive. 9% speak of being 

coerced into not having children; and 8% reported that obtaining ART was 
conditionally based on the use of some form of contraception and 4% 
(women) indicated that they were coerced into terminating their pregnancy.  

AAcccceessss  ttoo  aanntt iirreettrroovviirraall  tthheerraappyy  ((AARRTT))  

AAcccceessss  ttoo  OOppppoorrttuunniisstt iicc  IInnffeecctt iioonn  ((OOII))  mmeeddiiccaatt iioonn    
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49% of respondents 
have not had a constructive discussion with a healthcare professional about 

HIV-related treatment options 

and only 56%  
have had a constructive discussion with a healthcare professional about 

sexual and reproductive health 
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These results suggest Ǿƛƻƭŀǘƛƻƴǎ ƻŦ IL± ǇƻǎƛǘƛǾŜ ǇŜƻǇƭŜΩǎ ƘǳƳŀƴ ǊƛƎƘǘǎ as 
outlined above by IPPF. The research team offered the following rationale for 
the reluctance of healthcare professionals in Sri Lanka to encourage HIV 
positive people to have children.  

 
1) People living with HIV are not economically in a position to support their 

treatment and have a child. 

2) Limited access to required medical facilities including regular viral load 
and CD4 testing.  

 
The research team gleaned this information through discussion with 

healthcare professionals in Sri Lanka. They were unwilling to accept that 
healthcare professionals could have been unaware of reproductive options 
ŀǾŀƛƭŀōƭŜ ǘƻ ǇŜƻǇƭŜ ƭƛǾƛƴƎ ǿƛǘƘ IL±Φ άIƻǿ ŎƻǳƭŘ ǘƘŜȅ ƴƻǘ ƪƴƻǿΚ ¢ƘŜȅ ŀǊŜ 
ŘƻŎǘƻǊǎΦέ ¢ƘŜȅ ŘƛŘ ŀŘƳƛǘ ƘƻǿŜǾŜǊ ǘƘŀǘ ǘƘŜǊŜ ƛǎ ǊŀǊŜƭȅ ŀ ŘƛǎŎǳǎǎƛƻƴ ǿƛǘƘ ǘƘŜ IL± 

positive client on reproductive options. If the subject is broached the response 
of the healthcare professional is often imperative: It is not suitable for HIV 
positive people to have children!  

 
Healthcare professionals approach to reproductive options of people living 
with HIV has had its desired effec t. In the written responses by respondents on 
the problems and challenges with regard to having children, over 77% have 

indicated that it is NOT SUITABLE for HIV positive people to have children. In 
64% of the responses no additional reasons were proffered. The rest spoke of 
difficulties associated with costs of treatment, mor tality of infants, longevity of 

ǇŀǊŜƴǘǎ ǿƘƻ ƭƛǾŜ ǿƛǘƘ IL±Σ ŀƴŘ ǇŀǎǎƛƴƎ ƻƴ ǘƘŜ ΨǎƛƴΦΩ  
 

 
 

 
 

 
 

Only one respondent spoke vaguely of peoǇƭŜΩǎ ǊƛƎƘǘǎ ǘƻ ƘŀǾŜ ŎƘƛƭŘǊŜƴΥ  
 

 
 
If healthcare professionals do not support positive living in Sri Lanka, positive 

living interventions will fail. The positive networks and other civil society 
organisations that work with HIV positive people need to garner the support of 
the healthcare sector. Talk of rights and policies and laws is futile if healthcare 

professionals, who are perceived as the source of knowledge on life after HIV 
are not in agreement that HIV positive people can clinically l ive productive and 
full lives. The next section demonstrates that the decisions that HIV positive 
people make are based on their experiences of stigma and discrimination, and 

on information that is available to them on life after HIV.   

òIt is not suitable to have children in my view because 

we donõt know how long our health will remain like 

this and after that who will look after our children.ó 

 

òWhy do we want to pass this sin on to our children? 

It is better that we donõt have children.ó  

òEveryone would like to have a child. It is children that 

help us live for the future. So there should be advice 

and medication given to those who want to have 

children, even if they are HIV positive.ó   
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SSTTIIGGMMAA  IINNTTEERRNNAALLIIZZEEDD::  FFEEEELLIINNGGSS  AANNDD  

DDEECCIISSIIOONNSS  OOFF  HHIIVV  PPOOSSIITTIIVVEE  PPEEOOPPLLEE  

 
 

Stigma Internalised: 

feelings & decisions 

 of HIV positive people 


