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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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http://www.stigmaindex.org/

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§

aul
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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)

PEOPLE LIVING VWTHIV STIGMA INDEXSRI LANKA




WHO IS HIV POSITIVE IN SRI LANK

lofljazears 1511/:“ How longlivingwith HV (al) Respondent location

M Large town or city
M Rural area

Small town or village

10—1:%ears How longlivingwith HV (women) Annual household income

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% Education level

B No formal education
H Primary school
i Secondary school

m Technical College / University
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oThank God that t heARg
but it costs me a lot to traved get it. But what to do
f | dondt t al

What emerges from the&Stigma Indexs a group of HIV positive people that
struggle economicallyand aredependent on the state and other actorfor
treatment, support and in some instances food and livelihood support.

0Ol hope the gover nmen
ot herwise |  wild/l

oThe Salvation Army 1
and now they have stopped th:
It is very difficult forusto filh f o©

d make a littlanoney selling cardsand now am
learning to make candled-his will help me
findmonet o buy ot her

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 unemployedwith only 8% who has
retained fulltime employment.

8%

Page13of 35
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WHO IS HIV POSITIVE IN BRNKA?

Qurrent employment status(all)

M Doing casual or part-time work (self-employed)
H In full-time employment

i In part-time employment

B Unemployed and not working at all

B Working full-time but not as an employee (self-employed)

Qurrent employment status(women)

B Doing casual or part-time work (self-employed)
B In full-time employment

M In part-time employment

m Unemployed and not working at all

B Working full-time but not as an employee (self-employed)

Qurrent employment status(men)

B Doing casual or part-time work (self-employed)
H In full-time employment

i In part-time employment

B Unemployed and not working at all

B Working full-time but not as an employee (self-employed)




WHO IS HIV POSITIVE IN SRI LANK

Loss of employment has little association with HIV status (and thislisative Do you belongto, or have you in the past belonged to, any of the following categories?
of the secrecy and general nediscloaure of HIV statu3 and thereforepoor

levels of education, socieconomic status and also a largely provincial/frural 1% 1% 1% 1%

locus may have roles to play in contributing to HIV status. 1%

There emerges a stereotypical profile of HIV positive people in Sri Lanka. They
are poor. They are uneduced. 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
NSLI2Z NI WI L+ +dzf YSNIOAfAGASA ! BIF 6aX AN
states thatdvarious reports assert that of all women living with HIV in Sri

Lanka, 20cny LISNOSy (i |+ NB NIBhisdapftralsd disduases NI

GKFG y2yS 2F GKS wmp 1Lz LRaixdrgs LI dzRé aK
heard of the wrus prior to contracting it, and nearly half were uncertain about

K2g GKS& O2 dA Buring tiNKidsdninatichdé key findings o

approximately 30 HIV positive people from three networks in Sri Lanka, every

single member spoke of a link to migrambrk. They were either migrant

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

The other vulnerabler keypopulations that emerged from th8tigma Index ®m Men who have sex with men

were men who have sex with men (10%); prisoners (8%); sex workers (6%) and B Sex worker

injecting drug users (1%). This listis indicative of the negative HIV stereotype, B Migrant worker

also called most at risk populatons from HIV. The public health perspective W Prisoner

would argue that their increased risk is not due only to their potential to B | don’t belong to, and have not in the past belonged to, any of these categories
engage in risky betviour but due to the stigma and discrimination that ® Prisoner and sex worker

prevents them from accessing information and services that can help reduce B Prisoner and injecting drug user

the proclivity for risky behaviour. B Prisoner and migrant worker

m Sex worker and migrant worker

B Men who have sex with men and transgender

m Men who have sex with men and sex worker

B Men who have sex with men and migrant worker

211V Vulnerabilities of Migrant Women: frofsia to the Arab States, p. 85
31bid, p.86
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WHO IS i POSITIVE IN SRI LANKA

Stigma and discrimination as a barrier to accessing HIV prevention information Relationship status(all)
and service also includes those respondents who are married or have been in
married relationships48.5% of respondents were either married or cohabiting

with their partner'* 10% were divorced or separated, and 16% were widowed.

Still, even though the majoritpof 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 bgltm
communities that put themselves at risk; this includes married people that
KI S GSEGNI YENRGEE F FFIF A NSigma 2nldwila SE 6
show that itis this approach of stereotypes and HIV in Sri Lanka that lends to
the experiences aftigma and discrimination.

Do HIV positive people who belong to higher seet@nomic groups exist?
People who do not qualify as the stereotype? The research team speaks of
how these individuals have avoided interacton with the networks, and also 1%
accesing free medication. This more affluent group accesses their medication
from the private health sector either locally or regionally (Ingied Singapore)

to ensure confidentiality of status. This informaton however is pure|y ® Married or cohabiting but hushand/wife/partner is temporarily living/working away from the household
anecdotal. TheStigma Indexecords the experiences of only those who have
had the courage to share.

B Married or cohabiting and husband/wife/partner is currently living in household

M In a relationship but not living together
W Single
B Divorced/separated

= Widow/widower

Women

YDAGSY {NXA [lyllQa Odf GdN}t y2N¥a FyR Y2NBar G(GKAAd &dFdAaGAO A& Y2NB &dzA3Sa0GA0S 2F AYRAGAR
are married rather than those cohabiting with unmarried partners. Only one instance of non
married partners cohbiting was reported during debriefing sessions.
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EXPERIENCES OF STIGMA & DISCRIMINA

This sectionis broken down into discussions arourgkneral &periencesof of other HIV positive people. What is clear is thaedbk patterns of non
stigma (including stigma in the workplace and educatibsattingg and stigma disclosure are the primary reason for recording low levels of experienced
in healthcare sttings To set the contextor RA & Odza Ay 3 | L = LJ2stigmathi@®h théSignafiin8eR a

experience of stigma and discrimination in Sri Lanka have to first discuss

their patterns on disclosure. General Experiences

As indicated above due to negisclosure of HIV status recorded levels of
Descriptions of how (and if Itold Someone Someone  They Not stigma and discrimination rmeain low. For example, exclusion from social and
family and canmunity leamt  them  elsetold  else told R2y ¢ applicable religious gatherings, and family activiies due to HIV status was as low as 10%,
2¥ NBaLEZyRsSyu them, them, know 3% and 5% respectively. And only 5% were forced to change their place of

WITHmy  WITHOUT myHIV

e e e residence due to HIV status.

% % % % %
Your husband/wife/fpartner 394 121 4 9.1 404 Inthe last 12 months, how often have you been excluded from social
Other adultfamily members 30.3 9.1 141 434 7.1 gatheringsor activities?
Children in your family 141 3 4 545 253
Your friendd neighbours 1 1 15.2 727 121 (Total number people who been excluded =12)
Other people living with HIV 75.8 8.1 5.1 10.1 6.1 87 = Women m Men = Al
People who you work with 2 0 5.1 57.6 364
Your employer(s) 0 0 2 374 626
Your clients 0 0 1 364 63.6
Injecting drug partners 0 0 0 1 99
Religious leaders 5.1 01 3 394 515
Community leaders 3 2 3 343 57.6
Health care workers 56.6 111 18.2 5.1 131 5 4 9
Social workers 8.1 7.1 4 263 545 s @l Sl
Teachers 0 0 3 311 65.7
Governnent officials 4 0 7.1 293 59.6 Never Once Afew times Often
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 af people inhe viIIage learn of my statu
belonging to networks in Sri Lanka. In ternof experiencing stigma and .

discrimination however, itis clear that respondents were not comfortable with | won't be able to walk on the roc
friends, neighbours, cavorkers, employers, and children finding out their Only my children know in the Vi”&gé

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 theifamilies 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

Page17of 35 PEOPLE LIVING VWTHIV STIGMA INDEXSRI LANKA



EXPERIENCES OF STIGMA & DISCRIMINA

Harassment & Assault

of respondents

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 stati@omestic aluse is undefreported in Sri I’eportedverbal harassmenfblated to their HIV status
Lanka> F YR {NRA [Fy{ly Oddf (idNB akKlkNBa GKS
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 of respondents
deema unusual. In fact, the research team through discussion suggests that :

people would attempto justify it basedon punitive grounds, especially if the reported phySICaI assaultelated to their HIV status
individual is perceived to bring shame on the family due to their HIV status.

Inthe last 12 months, how often have you been verbally insulted, harassed and/ or threatened? Inthe last 12 months, how often have you been physically harassed and/ or threatened?
(Total number people who had some form of verbal harassment =20) (Total number people who had some form of physicd harassment =7)
79
m\Women ®mMen Al 92 H\Women ®Men Al

Never Once Afew times Often Never Once Afew times Often

LT a23s ¢ka GKAAXK

Both because of
your HIV status
and other reason(s)
5%

Because of your
HIV status
Both because of 43%
Because of your
HIV status
55%

your HIV status
and other reason(s)
29%

For (an)other
reason(s)
30%

For (an)other
reason(s)
14%

B oMost OGa +FyR 02yaSlidSy0Sa 2F GA2tBryl@hmaB YAy KARRSY | yR dzy NSLI2 NI SRéE
Senanayke, cauthor, National Report on Violence and Heath in Sri Lanka
http:/mww.sundayobserver.lk/2008/04/20imp0l.asp
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EXPERIENCES OF STIGMA & DISCRIMINA

Employment & Education
o o L Inthe last 12 months, how often have you lost your job (if employed) or another source
Of the 11% that indicated they lost their job, the most significant reason that ofincome (if self-employed or an informal/casual worker)?

emerged was poor health. Only 4% of respondents indicate they were refused
a work opportunity due to their HIV status. (Total number people who had some form of inaome =85)

No respondents reported being dismissed, susgmth or prevented from

attending educational institutions. This could be more reflective of the ages 61 ®Women MMen Al
and educational levels of the respondents than it is of the lack of stigma and
discrimination towards people living with HIV by educational institutions. 44
Nevertheless 3% of respondents indicated that due to their HIV status, their

children had been dismissed, suspended or prevented from attending

educational institutions. 17
11
9

Never Once A few times Often

Stigma Index

If 0, was thisX?

(Total number of people who lost their jobsor income =24)

Because of your
HIV status
Both because of 29%
The bottom line remains:the reported low levels of stigma and your HIV status
. L . . . . and other reason(s)
discrimination in the Stigma Indexare due to nondisclosure of HIV status 17%

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 For (anjother
perceive or anticipate.d measure this perceived or anticipated stigma and re;s;;(s)
discrimination by HIV positive people is difficult, yet tBégma Indexdoes
include a section that asks respondents who have experienced stigma and
discrimination onwhy they think people stigmatized atiscriminated against
them. Their answers indicate the need for a less deterrent approach to HIV
prevention programming in Sri Lanka to whia preHAART 1980s, early 1390

Wi L5{ A& I 580K {SyiGSyOlfiQasiraddgNtBat & G N} 1S3 A& adGatt OSYGNxrt o
failed. Itis a strategy that has proved to be an obstacle to HIV prevention, and

a definite obstacle to HIV positive people accessing services.
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EXPERIENCES OF STIGMA & DISCRIMINA

People are afraid of us. This fear is based on ignorance. People do not have
accurate and comprehensive knowlge of HIV transmission. People are
ashamed to be associated with me. | 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 noHIlV positive cavorkers and colleagues working
with them on HIV prevention edccation and support programmes.

These results are also indicative of how HIV positive people view themselves.

aL 221 aAO01¢é Aa& LNXIIYRAAKARO (|GéN vy A GIKS RA yF NRaENJG O2YSa FTNRY
GKS RAIF3Iy2aira ae2dz | NB kéberastiomesict GAYS 6KSy o6dza OKE aAy3
remainsa practice in environments where HIV is chronic and manageable, in a

time when HIV, even in the developing world, if identified anehted, is a

chronic and manageable condition, this focus on sickness needs revisiting. If

the Stigma Indexpoints to anything, it points to the need for positive living

how to live positive, prodetive and full lives with HIX{in Sri Lanka. Positive

living that requires assistance and support from healthcare workers.

If you have experienced some form of HIV-relaed signa and/or disorimination
inthe last 12 months, why do you think thisis?

People are afraid of getting
infected with HIV from me
People don't understand
how HIV is transmitted
and are afraid | will infect
them with HIV through

casual contact
People think that having HIV

is shameful and they should
not be associated with me

Religious beliefs
or 'moral' judgements

'8 http:/len.wikipedia.org/wikiBugchasing
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Sigmain Healthcare Settings Why were you tested for HIV?

This sections divided into 3 key areas: Testing & Diagnosis; Confidentiality &
Disclosureand Care & SuppofincludingReproductive Options 8%

Ijust wanted to know
7%

Test [ ng & D GQHOSiS lliness or the death of Emp‘o‘;‘nem
husband/wife/partner/family 7

The majority of Stigma Indexrespondents were tested without their mif;;"
knowledge. This include§¥8% of those tested for employment which

emerged as the most common reason for testing. The report on HIV
Vulnerabilies of Migrant Women gisie dza FdzNIKSNJ Ay aA 3aKay a
tests (for HIV and pregnancy, respectively) are mandatory for legally migrating Referred by a clinic for sexually
women prior to their departure. The test results are provided directly to the e o ransmitted infections
agents, and many of the interviewed women admitted to beingthe dark iz

Fo2dzi GKS yIF ddNB 2F (kKSas (S5aiaot

Pregnancy
3%

Wasthe decision to get tested for HIV up to you?

The UNDP report on Migrant Workers together with 79%Stigma Index
respondents who reported that they received only post test counseling,
Yes, | took the decision indicates poor implemntation of NSACP guiding principles. Section 3.2 of the

mvs(elf:obete)sted National Strategic Plan 202011 Respect for Human Rightdearly states:
voluntary
37%

OHIV testing without prior informed consent is never acceptable (unless
I was tested without my anonymous unlinked for screening purposes) and eHtW test result has to

knowledge - | only found be confidentialé
out after the test had
been done
55%

cHIV testing without prior informed consent is nev
acceptable (unless anonyious unlinked

for screering purposes) and each HIV tessult
ook the decision to be has to be confidentik .

tested, but it was under
pressure from others
7%

I was made to take an
HIV test (coercion)
1%

Section 3.2 of the National Strategic Plan 2P071
Respect for Human Righ

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

PEOPLE LIVING VWTHIV STIGMA INDEXSRI LANKA
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EXPERIENCES OF STIGMA & DISCRIMINA

Did you receive coungelingwhen you were tested for HIV? Confidentiality and Disclosure

When Stigma Indexrespondents were asked to discuss problems and
L did not receive any challenges elated to HIV testing and diagnosis, their main issues were around

counselling when I had confidentiality and disclosure. One respondent recorded:
an HIV test
8%

1 only received post-test Ve et (Gl o I a m a f r a I d t h a t p e (

ost-HIV test counselin,
HIV counseling C &

79% 11% status because ho:

More than65% of respondents echoed similar feelings through their written

comments atthe end of #aquestionnaire. This fear of being gossidubutis

lonly received the primary fear HIV positive respondents had, and obviously will intensify

pre-testHIY counseling when associated with healthcare workers who have accurate knowledge of
their HIV status.

8% ofStigma Indexespondents received no counseling either before or after Inthe last 12 months, have you been fearful of any of the following thingshappeningto you?
testing positive. These are people who had to cope with their result based on
their limited understanding of HIV, which thegquated 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 (regarefs 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 persloning with HIV.
Ignoring these first steps are a violation of human rights and a lost
opportunity for both prevention and positive living.

of respondents received o+ » s = = »

nocounseling whatsoeve
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EXPERIENCES OF STIGMA & DISCRIMINA

Furthermore, anecdotal evidence was offered by the research team and

respondents on how their status was communicated by hospital workers to 64%
their village or community resulting in ostracization, physical assault and

damage to property. It is no surprideerefore that the Stigma Indexesults not sure
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 disclogeglrtstatus, and 23% 3%
claiming they have actual knowledge of healthcare workers disclosing their
status without consent. certain

Disclosure of HIV statusby Healthcare Worker WITHOUT consent

Not sure
43%

In addition, 64% are not sure as to how confidential their medical records

related to HIV status remainWith both these results the majority of

NSaLR2YyRSyiGda NS Wy2(d ad2NSQInekdfdBm LI2yaS GKIFIG A& AYRAOFGAGS 2F GKS
improved relationship between healthcare workers and HIV positive peaple

If the healthcare sector is willing to listen to the concewnfsthe Stigma Index

respondents and take steps to build trust and confidence, in the event the

Sigma Indexis conducted again these results of confidentialityd disclosure

will improve.

d am doubtful to the extent that my confidentiality
protected. | also donthink disclosure is an option
As soon as you disz$e you are persecuted.

Page 23 of 35 PEOPLE LIVING VWTHIV STIGMA INDEXSRI LANKA



Care and Support (induding reproductive options)

The Stigma Indexesults show that there is a need for more comprehensive
care and supportin Sri Lanka. Almost 50% of respondents reported that they
have had no discussions with healthcare professionals on HIV related
treatment options. This iglespite respondents reporting ready access to
antiretroviral therapy.

Accessto antiretroviral therapy (ART)

Don't know
6%

Access to ART and discussion around ART regimens including adherence
counseling is only part of the continuum of care, and treatment inetud
medication for opportunistic infections. The research team reported that some
NSaLR2YyRSyidia KIFIR @SNblffe AYyRAOIFGSR
medication they were taking for opportunistic infections (Ol). The pills were
described by colourat 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 Ol
medication could also point the economic stato§HIV positive people in Sri
Lanka outlined above, given that Ol medication is not always made available
by the state.

l.j

EXPERIENCES OF STIGMA & DISCRIMINA

Accessto Opportunigic Infection (O) medication

Not sure
43%

Care and support does not end with ART or treatment of opportunistic
infections. Positive living is about living Ifdnd productive lives as a HIV

positive person. Normalizing living with HIV medically includes discussing the
d&SEdzZlt FyR NBLNRBRAZOGAGS 2LIiA2ya 2F | Lz
240y ! &2dzy3 LISNBR 2y Qa 3IdzA RS (i2K { KSAQNII w
2010 publication by the International Planned Parenthood Federation states:

G{ SEdzZ f I yR NBLINRRdzOGA GBS NARIKGE I NB NE
rights. Every person living with HIV is entitled to these rights and they are
necessary for the eé/elopment and wetbeing of all people and societies in
GKAOK (KS& f A @S¢

To enjoy these rights HIV positive people need the support of the healthcare
sector. TheStigma Indexesults show that this support is still lacking and that
healthcare professinals 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
feproductiye, Bealih,sexg) ddatopshipsaaqd gofPRrelPRg Uity 4 v &

appropriate healthcare proféssionals.

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 dissgadiV 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
condiionally based on the use of some form of contraception and 4%
(women) indicated that they were coerced into terminating their pregnancy.
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offespondents

have  had aconstructive diScLeSionwith a healthcare professional about
HIVfrelated treatment options

and Only

have had £0NStructive diSCUSSIONvith a healthcare professional about
sexual and reproductive health
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These results suggesA 2 f F GA2ya 2F | L+ LJ24&7AEAJDSOnksre tdfpSndent spdlazVaguely dvisI 8Ad& NR IKGa G2 KIF @S
outlined above by IPPF. The researeam offered the following rationale for
the reluctance of healthcare professionals in Sri Lanka to encourage HIV

positive people to have children. OEver yone woul d i ke t«

help us live for the future. So there should be ad\

1) People living with HIV are not economically in a position to support their and medication given to those who want to he
treatment and have a child. . .

2) Limited access to required medical faciliies including regular viral load children,evenfi t hey ar e

and CD4 testing.

The research team gleaned this informaton through discussion with If healthcare professionals do not support positive living in Sri Lanka, positive

healthcare professionals in Sri Lanka. They were unwilling to accept that 1ving interventions will fail. The positive networks and other civil society
healthcare professionalgould have been unaware of reproductive options organisations that work with Hipbsitive people need to garner the support of

F At o6fS G2 LS2LX S tAGAY3I 6AGK |L+$e%¢@We%%%%%“"%%®dW@§a [ gsdutilqifdhgaincare y g
R2OG2NB ®¢ ¢KS& RAR FRYAG K28SOSNI (KL PrOESRIGAS Whe gre peicalet as the source of npwledge oy lifeaftal RIV i k
positive client on reproductive options. If the subjéstbroached the response are notin agreement that HIV positive peoplencainically live producuve and

of the healthcare professional is often imperative: It is not suiable for HIV full lives. The next sectiodemonstratesthat the decisions that HIV positive

positive people to have children! people make are based on their experiences of stigma and discriminaiwh
on information that is available to them on life after HIV.

Healthcare professionals approach to reproductive options of people living

with HIV has had its desired effect.thre 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.réhespoke of

difficulties associated with costs of treatment, mortality of infants, longevity of

LI NByda ¢K2 fA@S gA0GK 1L+ FyR LIaaiy3d 2y (KS WarayoQ

ol t i'S not suitabl e wse
we donot k n o ealthhvid remalin dike
this and after that W

O0Why do passthisaimdn totow children
Itis bettert hat we dono
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DEASONS OF HIV POSTI VE PEOPLE
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