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FOREWNORD Finally we commend the work of the community of people living with HIV in Sri
Lanka, who have tirelessly rewehed and compiled this report. &/are

It gives us great pleasure to share with you the results of the Stigma Index honoured to be involved idelivering itsfindings.

Report and findings.

At the heart of human rights is human dignity. And central to humamidy is } ]
a life free from stigma, discrimination and a commitment to upholding | A [

SOSNE2Yy SQa KdzYly NA3IKGad ¢KAAa YSHya K2y2dNiy3 GKS
Commitment on HIV/AIDS promulgated by the General Assembly of the United —

I Ny GA2y 27

Nations and to which Sri Lanka is ansitpry. Dr Nimal Edirisinghe Mr Gamini Wanaskara
Director, Executive Directar

The Stigma Index Report provides, for the first time, an important insightinto  National STI &IDS Control Programme Family Planning Association

the manner of injustice found against peopleavare HIV positive in Sri Lanka Sri Lanka Sri Lanka

It not only reveals that direct and visible injustice occurs, such as verbal
harassmehy domestic abuse, intimate partner violence as well as lost

employment opportunities, but also finds significant levels of invisible or :
ploy pp g (\ﬁg 4

structural injustice exists.

The many types of injustice found to be perpetrated against people infected Mr David Bridger

with the virus or against people from communities most vulnerable to HIVand  UNAIDS Country Coordinator

AIDS means that their human rights and the opportunities afforded them by  Sri Lanka and Maldives

such rights are gravely diminished. It means that opportunities for people with

HIV and AIDS to confidently live teame full and rewarding lives as those less

affected people are unfairly curtailedKey amongst the many findings of the

{NRA [lFyllty {dA3YF LYRSE wSLERNI N8 (KS KAIK tS@Sta 2F aAydaSNylfAasSR adAady
experienced by people who are infected or affected by HiNd the

GO2NNBSaLR2YyRAYy3I RSOAaA2yaéd GKSe& YIF1S Ay GKS FFLOS 2F GKS YlIyeée adNHzOGdzNY £ 2N
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 throughwhich remedies can be sought by those who have been

discriminated against.

As thereportassertsy L ¥ GKS {GA3IYlF LYRSE LRAyGa G2 FyedKAy3IZ Al LRAyGa G2 GKS

need for positive livig ¢ how to live positive, productive and full lives with HIV
¢in Sri Laka® ¢
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EXECUTIVEUMMARY

This People Living with HIV Stigma Indesport is a result of a series of
consultatons with keystakeholders including membership of three networks
of HIV positive people, and the National Partnership comprising of UN joint
team on AIDS, the National SBDAIDS Control Programme and the Family
Planning Association of Sri Lanka. During these consufatve reviewed the
findings of theStigma Indexand 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, Ol medication
and reproductive health options and issues of disclosure and confidentiality
related to medical sethgs, should be discussed primarily with the health
sector and used tassistthe health sector and practitoners further develop
skills on dealing with HIV positive people in Sri Lanka. This is especially
important in a setting where HIV positive peopleeaeluctant 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 practtioners,
especially doctors are largely considered above reproach-(ig@) bypatients

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 cormasging decisions; not

get married (>45%), not have sex (>35%), not have children (>/®%y have

their root in interaction with healthcare professionalsthe results on
internalized stigmag feelings of shame (>50%), sblame (>50%) and guilt
(>40%)¢ also show aclear need for positive networks in Sri Lanka to
introduce and/or strengthen positive living componentsPositive living
components, even as we assist the health sector to revisit their practices, can
help a Positive Network membership gairetanowledge 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 Lankadomalizeliving 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 humanights 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 pasi people, and educate HIV positive
people on their rights and available legal options.

The demographic data gathered though tisdigma Indexsuggests that HIV
positive people largely belonged ttow sociceconomic strata (annual
householdncome leveldelow USD 3000 for 74%, with only 1% earning more
than USD5000) 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 locug80% approx). This infomtion 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 th&tigma Indexhave poor knowledge of
rights they arereluctant to disclose their statugo family and friends and
therefore lack crucial social supportand they are totallydependent on the
government health sector for treatment

This report makes specific recommendations to address thelsexf people
living with HV in Sri Lanka, as identified through tBEgma Indexfocusing
primarily on Health Care Settings, Law and Rights and Positive LIViisg.
report recognizes that while external conditions of stigma and discrimination
need to beaddressed, HIV positive pple in Sri Lanka require the capacity and
skills to educate each other on life after HIV, and how theg lb@e positive
and productive lives free from fear, and be conscious of their rights; rights they
may have to fight for; dight that they must beliee they can win.
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BACGKGROUND

HIV and Sigmain Si Lanka

G/ dINNBSydGte {NA [FylF A&
number of people living with HIV as at end 2009 was 3000 and the estimated
HIV prevalence amanadults (149 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 DecemB@09, 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 tansmission 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 theufe. The presence

of a large youth population, internal and external migraton, clandestine but
flourishing sex industry, low level of condom use, concurrent sexual
relationships among mosat-risk-populatons (MARP) are some such factors.
Low level of exually transmitted infections (STI), availability and accessibility
to free of charge health services from the state sector, high literacy rate, low
f SOSt 2F RNMzZA AyeSOG2NAES | NB Tl O62N&

The UNGASS Report currently provittesmost detailed information available

extrapolated from research on HIV Knowledge, Attitudes and Behaviour
studies. For examplenia HIV & AIDSdpid Situation Asessment (RSA) tife
Maritime Sector in Sri Lankaonducted in January 2018tudents from across
three maritimeschoolsin the country (Colombo, Panadura, Galle) showed that

reduce stigmatizing attitudes towardpeople living with HIVOver 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 numbenodped dramati call)?.

The strength of the Stigma Index is that distinctive voices of HIV positive
people in Sri Lanka will be heard for the first time discustieq 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 straggc planis a good indicator to measure the
successes and challenges of the National Strategic Plan-&IKI).

wiharidthebadpRTivifidwith Rividighnd hddk? 25 @¢

The People Living with HIV Stigma Indexa joint initiatve that has been

on HIV in Sri Lanka and provides the necessary backdrop for the discussion of developed and implemented by and for people living with HIV. Those involved
HIV related stigma and discrimination in Sri Lanka. The UNGASS Report alsoin design and development of this survey tool (since 2005) include the Global

refers to the National Strategic Plan (202311) that guides hte national
NSalLl2yaSs gKAOK AyoOf dzr?éa
jdzt t AdGe 2F tAFS 2F LIS2LX°S AyFSOGSR
How stigma and discrimination has been mitigated and the increase in the
quality of life of HIV positey people is difficult to measure. Information on
experiences of stigma and discriminaton are largely anecdotal and
fragmented. Interaction and discussion with Positive Networks suggests that
stigmatizing attitudes and behaviour exist among family, collesg 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 Sii Lanka 2010, p.4
21bid, p.15

Network of People Living with HIV/AIDS (GNP +); the International Community

GYAGA3 I GAy 3 ofé/\ﬁpme_m wvingw;mmlvmm @@W)'mati@r)alﬂanna’dzoamntmgeuz @S

(UNAIDS).

The Stigma Index aims to a) Document various experiences of people living
with HIV within a particular community or country regarding HIV eslat
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 ime to ascertain if conditions for people
living with HIV hge improved or worsened with regard to stgma and
discrimination; d) Provide an evidence base for policy change and

®HIV & AIDS Rapid Situation Assessment Maritime Workers 2010

SELISNRA Sy OAy Jkndledg@ F HIY fstrissioh bkl tra%é-n]ﬁ‘sé?uﬁtﬁ’sxdg’e@ nof fecessaify U A Y

l.j
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programmatic interventions; and e) Use the Stigma Index as a local, national TheP eople Living with HIV Stigma Inddso recommended the establishing of

and global advocacy tool to fight for improved rights for peofiving with a National Partnership that will be responsible for implementing the index. The

SIA National Partnership in Sri Lanka includes UNAIDS, FR&&H (representing
IPPF), Lanka+ and Positive Hopes Alliance who represent GNP+ and ICW. The

TheStigma Indexool is designed to gather detailed information:on National STD & AIDS Control Programme (NSACP) have also been involved with
the implementation process and have thus far provided technical assistance

A Personal information- relationship status, education, employmeaind during thetranslation process of th8tigma Indexjuestionnaire.

household income levels

A Experience of stigma ardiscrimination from others More information on thePeople Living with HIV Stigma Indércluding the

A Access to work, lth and education services latest news, results and challenges faced during global implementation is

A Internal Stigma available onwww.stigmaindex.org

A Knowledge érights, laws and policies

A Experiences of effecting changéncluding efforts to challenge, confront

or educate someonwith stigmatizing behaviour

Experiences around testing and diagnosis; h) Issafeslisclosure and
confidentiality

A Knowledge andxperiences around treatment

A Knowledge and experiences around haychildren

A General problems and challenges

>

G¢KS LINPOSaa 2F AYLX SYSydGay3a GKS AYyRSE A& AYGUSYyRSR (G2 6S Iy SYLRsSNRAy3d 2vyS
for people living with HIV, theirnes 2 NJ] &= | yR f 2 Olhifs is Be YYdzy A GA Sa d¢

most significant feature of theStigma Index the full and complete

participation of people living with HIV in the (design and) implementation of

the Stigma IndexThe User Guide clearly statesieTPeople Living with HIV

Stigma Index is not intended to be an abstract academic exercise that is done

WP dzNJ O2YYdzyAldeX t S2L S tAGAYy3I 6AGK 1L+ gAftt 0SS i GKS OSyidNX 2F (KS LINROSa
as interviewers and interviewees and as drivers of how the informaton i

collected, analysed and uséd.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 emotionalnd 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 opportunitypeak of

what had happened to them.

“People Living with HIV Stigma Indgdser Guide 2008, p.4
® Ibid, p.9
® Ibid
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METHODOLOGY

Following the 2008 regional consultation in Katmarithe P eople Living with
HIV Stigma Indemethodology was introduced to South East Asia. Three
representatives from Sri Lankan networks of people livinty HIV attended

this consultation and following their retura NationalPartnership was formed

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

The Sri Lank&eople Living with HIV Stigma Inde&s implemented in three
phases. Phase | (Jug&eptember 2009) included seléoh and training of the
Stigma hdexresearch team, and completh of 60% of the interviews. Phase Il
(November 2009; March 2010) included completion of the remaining 40% of
interviews, data entry, analysis and reporting. Phase Il (April to June 2010)
included consultation with principle stakeholders on key findingsd
strategies moving forward iountry.

The People Living with HIV Stigma Indbas clear guidelinesas to the
processes and procedures of the index. It was requested that the
questionnaire should not be changed or adapted in any wayhis was
adheed 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
itinto both Sinhalese and Tail. All interviewers were people living with HIX,

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 existingnetworks8 which
included Lanka+(5 members) andPositive Hopes Allianc€2 members). We
conducted athree-day training programmefor interviewers at FPA Colombo

to provide participants with an understanding of the history, rationale and the
partners involed in thePeople Living with HIV Stigma Indax 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 understandi of the content of the

"a.S8Ay3 AYyUiSNBASSESR o6& | y2iKSNI LSNa2Y
NBIFfte ¢2dzf R dzyRSNAGFYR Y2NB I 02dzli K2¢ ¢2dz
Researcher, Pilot WorksppSouth Africalbid

B¢ KS LINROS&aa 2F AYLX SYSyiAy3d GKS AYRSE A&
gAGK ILxY GKSANI ySig2N1az yR f20Ft 02

t A QA y 3 Soadarky SIf 18+ R $a Gl 105

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; aml guidance as to how one would reflect on the data that have
been gathered during the interview process and be able to access the
necessarysupport from the team leadef. The translated questionnaire was
further refined during this training programme alongith the key related
concepts.

Respondents wergandomly selectedfrom the network memberships, and
also included those nemembers who were in contact with the networks.
Phase | 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 Il focused mainly on respondents from the
Colombo and Kandy districts.

Stigma Indexguidelines ensured that interviewees were clear on the nature
and scoe of the interview, and providederbal or written consentbefore
commencement? Interviewers also ensured that they worked together with
the interviewee (sidéy-sideinterviewing) to complete the questionnai}é.
Completed questionnaires were returned tthe 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 overallStigma Indeyrocess.

Data entry and analysis was cadieut using the recommended prograBpk

Info developed by the Centre for Disease Control and Prevention (CDC).
Questionnaires are currently archived as pemique identifying codesand
stored under lock and key by the Team Leader. Post data analysis ta draf
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 networkmembership to discuss and plan future
strategies using th&tigma Indexas an advocacy toal.

° |bid, p. 59
aDSG AYyTF2NINSR 02yaS ydiandnike 2eddin thatki® interyieivée NGRS &
T 2S (R 2ReicAMMEr, Rild¢ Wofkahoop, Soditi Afrifind, R11G2 o0 SAy 3 1L+ LI2AA
MgeNE (2 NBRAZOS betwsSn yoitsalSanthaiMeaviewek byGiging alongside
AtheliBeyVieveR, and Zhain inforfaticbeut J2om& dikhy Mie #ifficSit cangeNd Wil he Jt S

Y'Y dz/ A (i ihtSndedatt c ResdaiRHET, Plof\WdrkBhSp, JotBAfied, 0.2 S NJ

LI R F 2SNEWKES LINR O&S2ade F§
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The majority of theStigma Indexespondents were over the age of 35 with
near equal distribution of sexes. They have beéing with HIV for various
periods, with only one respondent indicating living with HIV rffwore than15
years.

The Stigma Indexespondents were predominantly fronoW socieeconomic
strata with 636 of households earning below 1500 USD annuaityanother

8% indicating that they have no means iocome. Only % 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 scHo®nly 5% of respondents received a technical
college or university degree. This suggests that the low sexbmomic levels

of HIV positive people in Sri Lanka are linked with low education levels.

The research team confirms that low levels of educathad 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 Indexoes provide evidence of dependence on the state for treatment.
When askedo 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 lifeine and, some spoke of
the economic difficulties they faced brder to access these free services.

0Ol hope the gover nmen
ot herwise | wild/l
olt is the duty of

with free ART f or

oWi Il the government
ldobbt , and then we wi
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WHO IS HIV POSITIVE IN SRI LANK

15-19 20-24
1o Respondent age (all)

20-24  25-29
2% 2% Respondent age (women)

50+
9%

30-39
40-49 44%
42%

15-19

2% Respondent age (men)
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WHO IS HIV POSITIVE IN SRI LANK

10'1:3:9”5 15+1vn:ars How longlivingwith HV (all) Respondent location

5-9years M Large town or city

M Rural area

Small town or village

10-14 years How longlivingwith HV (women) Annual household income
5% 1% 1%

5-9years
33%

—

W 0-250USD

W 251-750USD

W 751-1500U5D
W 1501-3000USD
W 3001-4000USD
W Above 5000 USD

10-14 years 15+years How longlivingwith HV (men)
4% 2%

5-9 years
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