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The People Living with HIV Stigma Index was developed by these three
organizations:

* The Joint United Nations Programme on HIV/AIDS (UNAIDS)

* The Global Network of People Living with HIV/AIDS (GNP+)

* The International Community of Women Living with HIV/AIDS (ICW)

The Korean Network for People Living with HIV/AIDS (KNP+) coordinated the
South Korean rollout of The People Living with HIV Stigma Index. The organizing
team includes:

« Solidarity for HIV/AIDS Human Rights, Nanuri+ (http://www.aidsmove.net)

* The Korean Youth HIV/AIDS Community, Al

* The Korean Gay Men’s Human Rights Group, Chingusai (https://chingusai.net)
* The Solidarity for LGBT Human Rights of Korea (http://www.lgbtpride.or.kr)

This research becomes possible because of 15 motivated field researchers who
conducted 104 survey interviews and 15 in-depth interviews. Hanrim University
provided technical assistance for ensuring ethical protocols for this research.
Sincere thanks go to all the people who took the time for the interviews to be
part of this important worldwide initiative. The Korean People Living with HIV
Stigma Index team also thanks the UNAIDS Regional Support Team for Asia
and the Pacific and 42 individual sponsors who made donations through Social
Punch.
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Introduction

From March 2016 to June 2016, 15 field researchers met 104 people living with HIV in
South Korea and asked about their experiences of stigma and discrimination in the last
12 months. The survey was conducted through a translated version of the standardized
questionnaire developed by the UNAIDS and associated institutions. In this brochure
we present selected results from the statistical analysis broken down into the following
sections:

1. Social Demographic of Respondents
2. Experiences in Healthcare

3. Work and Employment

4. Sexuality and Reproduction

5. Openness about HIV Status

6. Internalization of Stigma

7. Rights and Social Environment

8. Effecting Changes

In addition to questionnaire-based survey, 15 in-depth interviews were also conducted
to learn more about the everyday lives of people living with HIV in South Korea. The
full analysis including qualitative data is available from the full report in Korean.



1. Social Demographic of Respondents

98% of survey respondents are men, 1% are women, and 1% are transgender people.

Self-reported gender identity (multiple selections are allowed)

MSM 71.2%
Gay/Lesbian 86.5%

Transgender | 1.0%

90 respondents checked the category “gay and lesbian,” and it means that the most

of respondents are gay male. 74 respondents answered that they are “"MSM (men who
have sex with men)”. The number of respondents who checked the MSM category is
smaller than who identified themselves as gay, because MSM category is interpreted in
this context as something indicates that they are sexually active.

In terms of age, 30-49

year olds form the biggest
proportion of respondents
20-29 8.7% with 66%, followed by those
over 50 (24%), and those
under 29 (8%).

Age Group

30-39 28.9%

40-49 37.5%

50-59 18.3%

aor Fm%

26% of respondents have been infected less than or Years of living with HIV/AIDS
equal to 4 years. Overall, the greatest proportion of
respondents (64.6%) has lived with HIV/AIDS for 5-14  |ess than a year 2(1.9)

years. _ _ 1-4 years 25(24.0)
The level of education of whole respondents is

relatively high. Yet poverty is a serious issue among
survey respondents. Although more than half of 10-14 years 28(26.9)
respondents have college education, the proportion in
full-time employment at the time of the survey is only
36.5%. Around 50% of the total respondents are irregularly employed or unemployed,
and 42% of the total respondents are living with less than the minimum household
income, one million Won (875 USD) per month.

5-9 years 39(37.5)

more than 15 years  10(9.6)



2. Experiences in Healthcare

Around 30% of respondents answer affirmatively that they rather forwent a necessary
doctor’s visit at least once in the past 12 months.

“I avoided going to a local clinic when I needed to”

YES 29.8%

NO 70.2%

Only 27% of respondents are sure that medical documents about their HIV-infection
are handled completely confidentially, 53.8% are not sure, and 19.2% find it obvious
that confidential handling is not ensured. 17.3% of respondents even experienced the
disclosure of their HIV status by medical professionals without their consent.

Medical Records Confidentiality

I am sure that my medical records will 26.9%
be kept completely confidential. )

I don’t know if my medical
records are confidential. 53.8%

Itis clear to me that my medical 19.2%
records are not being kept confidential. Sl

Has a health care professional (for
example, a doctor, nurse, counselor,
laboratory technician) ever told
other people about your HIV status
without your consent?

YES NO UNSURE

17.3% 52.9% 28.8%




From the questions about HIV testing the following picture appears: 61.5% state that
they were tested for HIV without their knowledge. And 64% of them are those who

have been positive less than 10 years.

Motivations for HIV testing

%

Referred due to suspected HIV-related symptoms

23.1

I just wanted to know

13.5

Health check-ups (General check-ups, special check-ups of food

handlers, employees in the entertainment sector, soldiers, and 6.7

prisoners)

Referred by a clinic for sexually transmitted infections 1.9

This pattern is related to the fact that
more than half of respondents were
tested during medical procedures. Only
the 36.5% of respondents voluntarily took
HIV test in order to know about their HIV
status.

The proportion of respondents who received
both pre and post HIV counseling is only
11.5%. 42.3% of respondents reported that
they did not receive any kind of counseling
during testing, and 44.2% received only
post-test counseling. Pre-test counseling
can be a crucial step to provide appropriate
knowledge about HIV (including prevention
messages for those who may be at higher
risk) and to relieve any possible emotional
stress, but only 13.5% of respondents
received the counseling before testing.

Was the decision to be tested for HIV

up to you?

Yes, | took the decision
myself to be tested (i.e. it was
voluntary)

I was made to take an HIV test
(coercion)

| was tested without my
knowledge - | only found out
after the test had been done

HIV Test Counseling

| received both pre- and post-HIV
test counseling

I only received pre-test HIV
counseling

I only received post-test HIV
counseling

I did not receive any counseling
when | had an HIV test

%

36.5

61.5

%

11.5

2.0

44.2

42.3



3. Work and Employment

43.3% of respondents are full- or part-time employees. Only 8.9 % of respondents
who were currently full- or part-time employed reported that they had disclosed their
HIV status to their employer, and about half of them received discriminatory reactions.

More than the half of total respondents also reported that they decided to quit their
jobs or gave up pursuing further education because of their HIV status.

I took the decision to stop working YES NO
because of my HIV status. 21.2% 78.8%

I decided not to apply for a job/work

. YES
or for a promotion because of my HIV 21.2%
status.

I withdrew from education/training

or did not take up an opportunity for YES
education/training because of my HIV 1121/
status.

4. Sexuality and Reproduction

20% of respondents state that they abstained from sex because of their HIV status at
least once in the past year. In terms of abstaining from sex, the percentage of men
under 40 is slightly higher than those over 40.

I decided not to get married YES 44.2%

because of my HIV status.
NO 55.8%

I decided not to have sex YES = 20.2%
because of my HIV status.
NO 79.8%
I decided not to have (more) YES 35.6%
children because of my HIV
status. NO 64.4%
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5. Openness with HIV status

67 % of respondents state that they are open about their HIV status with their partners
and family members, and 31.5 % are with their colleagues and employers. 21% of
respondents rather decided not to disclose their HIV status to anyone, because all of
them anticipated discrimination or negative responses toward them.

Almost 40% of respondents state that they have isolated themselves from their own
family and/or friends. Such discrepancy between direct discrimination experiences
and interpersonal interactions indicates that social isolation is a common and serious
symptom of stigmatization.

I have chosen not to attend social I have isolated myself from my family
gathering(s) because of my HIV status. and/or friends because of my HIV
status.

YES 39.4%

YES

NO 63.5% NO 60.6%

Most respondents disclose their HIV status to their partners and family members out
of obligation. Besides, almost half of the respondents who revealed their HIV status to
the Internet community mentioned seeking emotional support as the main reason of
their disclosure.

I disclose to my HIV status to:
Partners 67.0%
Family members 67.0%
Colleagues and employers 31.5%
Internet communities 60.5%



6. Internalization of Stigma

75% of all respondents felt self-blame due to their HIV status at least once in the
past 12 months. 64.4% stated having feelings of guilt, and 59.6% reported having
low self-esteem. 26.9 % also agreed with the statement “I had the feeling I should be
punished”. It is also striking that 36.5% of respondents reported that they have had
suicidal thoughts. Only 13.5% stated that they experienced no negative feelings in
connection with their HIV status in the past 12 months.

Did you have one of these feelings in the past 12 months? (Yes answers)

I made accusations on others
| feel I should be punished

| feel suicidal

| feel ashamed

I have low self-esteem

I feel guilty

I blame myself 75.0%

None of these

7. Rights and Social Environment

25% of respondents reported having being gossiped behind their back, and 76%
among them attribute this directly due to their HIV status. 13.5% of respondents also
stated having been verbally offended in the past 12 months, and 71.4% among them
say that this happened in connection to their HIV status.

In the last 12 months, have you YES

i ) 25.5%
been aware of being gossiped
about more than once? NO 74.5%
In the last 12 months, have you
been verbally insulted, harassed YES 13.5%
and/or threatened more than NO 86.5%

once?

[C<]



12.5% of respondents reported that they were denied insurance in the past 12
months. 6.7% of respondents also stated that they were given medical treatments
or examinations without their consent. 4.8% had to disclose their HIV status to enter

other countries.

In the last 12 months, have any of the following things happened to you because of
your HIV status?

%
| was forced to submit to a medical or health procedure (including HIV testing) 6.7
| was denied health insurance or life insurance because of my HIV status 12.5
| had to disclose my HIV status in order to enter another country 4.8
| was detained, quarantined, isolated or segregated 1.9

Beside these violations, respondents expressed that they sensed negative attitudes
toward them in several social sectors. More than 70% of respondents stated that
the media space including both the public media representations and the Internet
comments provide unfavorable views toward people living with HIV/AIDS. Religious
groups' approaches toward HIV/AIDS are also viewed as hostile.

Where do you sense negative views toward people living with HIV?

M YES B No
Internet comments about HIV/AIDS 75% 25%
The media’s representations and narratives of HIV/AIDS 74% 26%
Religious groups’ attitudes toward HIV/AIDS 63.5% 36.5%

Family members/friends/partners attitudes 38.5% 61.5%

Medical professionals’ attitudes | i:):1/) 70.2%
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8. Effecting Changes

What are concerns for the future life that respondents have? 44.2% of respondents
said that they were concerned about preserving their mental and physical health.
Around 30% of respondents also worried about having economic difficulties.

What are concerns for the future life that you have?

Preserving physical and mental health 44.2%

Having economic difficulties

Having and maintaining a relationship

Having children and forming and maintaining family life

When problems associated with stigma and discrimination arise, the majority of
respondents said that they would get in touch with HIV support groups to ask
assistance. It is also important to note that more than half of respondents mentioned
HIV/AIDS counseling nurses as a source of help.

If you experience stigma or discrimination

which organizations or groups that you can go to for help?

People living with HIV support group 74%
Network of people living with HIV
HIV/AIDS counseling nurses and local health workers

Faith-based organization

A human rights organization

11



What is the most important thing that HIV/AIDS organizations and initiatives

need to do in reference to discrimination and stigmatization?

Raising the awareness and knowledge of the public about AIDS

Providing support to people living with HIV by providing
emotional, physical and referral support

Advocating for the rights of all people living with HIV

Educating people living with HIV about living with HIV
(including treatment literacy)

12



Concluding Discussions

: New Voices from Unknown Territory

More than 30 years on from the start of the HIV epidemic in South Korea, the reality
of living with HIV is still unknown. As the first peer-led research on HIV in this country,
the "People Living with HIV Stigma Index Project in South Korea” aims to map out this
unknown territory of life. Although effective HIV treatment has been available in South
Korea from the early stage of the epidemic such that an HIV diagnosis needs not be a
death sentence, stigma and discrimination against people living with HIV still remain
pervasive. Through this research, we try to amplify the unheard voices of the ordinary
people living with HIV.

The main limitation of this research is that our survey sample size is not big enough to
be statistically representative of all people living with HIV in South Korea. Considering
the fact that around 10,000 people are reported HIV positive in South Korea, only 1%
of them are reached through this research due to lack of resources and government
support. Another limitation of this research is the under-representation of a certain
section of the populations who are affected by HIV. Although this survey well reflects
gay populations’ experience of HIV epidemic in South Korea, women's experience

is unrepresented in this research. Other under-represented groups in this research
include the transgender populations and migrant communities. Further research is
required to fully understand how heterosexual, transgender, non-native Korean, and
rural populations are affected by HIV and AIDS related stigma.

The main findings of this research are:

While the general level of education of survey respondents is slightly higher than that
of the general population, the employment situation of them is precarious. Around
50% of the total respondents are irregularly employed or unemployed, and 42% of
the total respondents are living under the minimum household income. Dependence
on welfare benefits is also confirmed from in-depth interviews. Several of life history
interviewees expressed the emotional distress and economic difficulties of relying

on benefits from the National Basic Living Security. Unemployment and poverty is
seriously impacting people living with HIV. Such finding calls for a re-evaluation of
the current benefit system for people living with HIV who are unable to work
or work full-time. More research on how to strengthen anti-discrimination
protections in workplaces is also needed.



Almost 100% of survey respondents answered that they were currently receiving
antiretroviral treatment. Yet survey respondents are largely uncertain that their
privacy is protected in healthcare settings. Less than 30% of survey respondents were
confident about that their medical documents containing information about their

HIV status are handled completely confidential. Such low trust is also related to the
fact that 17.3% of the respondents reported that their HIV status was disclosed by
healthcare professionals without their consent. It shows that there is a high chance
that people with HIV experience violations of privacy during the routine procedures of
detection, testing, reporting, and receiving treatment. The impact of this can be seen
in the high numbers of people who reported that they had avoided going to hospitals
and clinics for necessary treatment because of their HIV status. Although the AIDS
Prevention Act includes confidentiality and anti-discrimination protection clauses,
people with HIV in South Korea do not enjoy guaranteed protection of their privacy.
Protection of privacy of people living with HIV is crucial for protecting their basic rights
to prevention, treatment, and care.

Systemic training for healthcare providers on HIV and AIDS should be
implemented with a special focus on patients’ rights. Stronger measures and
penalties also need to be imposed to prevent privacy violations and ensure
access to justice for those who experience rights violations.

The survey results show that the international standards on voluntary and confidential
testing and counseling are not fully implemented in South Korea. Only 11.5% of
respondents received both pre- and post-HIV test counseling, and more striking is
that 42.3% did not receive any form of counseling when they had an HIV test. It means
that most people learned about their HIV status without proper preparation and
knowledge. Such testing pattern reflects the fact that 61.5% of respondents stated
that they were tested without their knowledge, mostly during medical procedures. In-
depth interview findings also confirm that the sudden informing of their HIV status
was deeply traumatic experience. HIV is still a highly stigmatized disease, and pre-
and post-HIV counseling can be an effective tool to provide adequate knowledge
about HIV, to support the clients to be able to cope with immediate and intermediate
emotional and social implications, and to break down the stigma so as to enable a
more effective public health response.
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World Health Organization (WHO) also strongly recommends that HIV testing
should include counseling (pre-test information and post-test counseling) and
provide linkage to appropriate treatment and support services. The national
guidelines for voluntary and confidential HIV testing and counseling need to be
developed and implemented in accordance to WHO'’s consolidate guidelines for
HIV testing.

More than half of all survey respondents reported having high levels of self-stigma.
Only 13.5% of respondents said that they did not have any internalized stigma related
to their HIV status. The sense of self-blame, guilt, and low self-esteem were commonly
stated as major internal feelings they have. The percentages of people having suicidal
thoughts are also alarmingly high (36.5%). In comparison with other countries’ Stigma
Index Report, the level of internal stigma found in South Korea is particularly serious.
According to Global Stigma Index data set, among 6 countries (including Thailand,
India, Republic of South Africa, Uganda, and Germany), Korean respondents show

the highest level of agreement with six different negative feelings. The percentage of
respondents who have self-blame (75%) and who report a fear of gossip (78.8%) is also
extremely high compared to these countries.

The link between internalized stigma and social isolation is also confirmed. Significant
numbers of respondents decided not to pursue further education or career since

their diagnosis. Such tendency of withdrawal from social interactions is also found

in the family and sexual life. Almost 40% of respondents say that they have isolated
themselves from their family and friends; and 20% of respondents decided not to have
sex because of their HIV status.

HIV organizations, healthcare professionals, and government agencies in South
Korea should consider internal stigma as a serious health and social hazard and
actively respond to it. Internalized stigma hampers infected people’s capacity
to live within the society and deepens their isolation. A join national strategy
against HIV stigma should be implemented in partnership with people living
with HIV, government agencies, civil society organizations, and healthcare
professionals.



The high level of internalized stigma signifies that people living with HIV in South
Korea are repeatedly exposed to the negative attitudes toward them. More than 70%
of survey respondents stated that they felt that the public media’s views and remarks
on them were derogatory. It is also important to note that 63.5% of people agreed
with that religious groups contribute to spread negative views of people living with
HIV. Such results are interrelated with routine exposures to HIV myths and stigmatizing
languages.

As there has been no national HIV campaign launched for the general population since
2004, ill-informed and discriminatory messages are deeply damaging to people living
with HIV. We are facing with the urgent task of how to battle against stigmatizing
language routinely found in public discourses. National level campaigns should be
launched to provide up-to-date knowledge and information about HIV and to
confront discrimination against people living with HIV and sexual minorities.

Positive Voices

“By participating in the Stigma Index Project last year, I began to face up to the real problem
of discrimination and prejudice toward HIV. Now I start to working for the Korean Gay Men's
Human Rights Group as an HIV activist. The organization welcomed me, and it really made

me stronger. One day, South Korea will be the place where people living with HIV can live like
normal people. I hope that people living with HIV also overcome their own internal stigma and
start seeking help from the outside. A lot of things can be changed.”

Field Researcher, Seoul, April 2017

As the first peer-led research, the South Korean Stigma Index is the initial step to push
for change to ensure that the needs of people living with HIV and AIDS are fully met.
This research becomes possible through the self-organization of affected people,

and it gives hope. All field researchers who did survey and interviews expressed a
deep sense of satisfaction and encouragement in community organizing. The very
experience of being a researcher for their own problems, rather than being an object
of research turned out to be an empowering experience. Survey respondents and in-
depth interviewees also valued field researchers’ interests and concerns toward them,
and conducting research itself has been a process of community organizing. As this
research offers a rare chance to focus on gay males’ experience of living with HIV in
South Korea, the gap between HIV communities and sexual minority communities

is also bridged. This research also proves that the current HIV/AIDS organizations in
South Korea have a capacity to organize professional research activities and cooperate
with international agencies. In South Korea, the diverse voices of people living with HIV
have long been absent in policymaking and public discussions. This is the very time to
let their voices be heard.
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1. In Korean society, the stigma attached to HIV/AIDS acts as violence against people
living with HIV in a direct and indirect manner. HIV is not only a biological condition
but also constitutes social disabilities. Moreover, the stigmatization of HIV/AIDS is
closely associated with the stigmatization of women, sex workers, and foreigners. The
South Korean government should prioritize the elimination of social stigma and the
prohibition of discrimination against people living with HIV as their primary goal.

2. HIV ZFRI0| 7t52| Y 0|Xt ZH| BRAXL, AZCZM RIL0| 7HE Z|CHSHo| AZS UR|S = U
£ L3, M2|#H0| 2HE|0{0F Sttt OIS 2ot Z1F W HIV T HAL X ZES 2HZ & 189 X8
1t ol 0= HAS| SRIZ|0{0F STt ot ZAHRIO| AlelH HE| 2 H AHE SX(Q] HESIE ?lsh HIV &
FS "ZoHY AHESA| H HE|TH SOl 2ot HE 0 Fohs o2 HFZ Helotks 4ot Al HSH
O=2 HEF QU QUCf. Eot XAXOI HEYO| AHESZXAIY MEYS Sofl EHoi| [E A ol X XE 2
2 7i45H0F StCt.

2. Labor rights and social rights should be guaranteed to people living with HIV, so
they can exercise their full capacity as members of the family, economic agents, and
citizens. Accordingly, the discrimination and termination of employment based on
their HIV status and compliance with HIV testing in the workplace should be strictly
prohibited. It is also necessary to explore ways to consider HIV as a condition of
disability that is under the protection of the “Act on the Prohibition of Discrimination
of Disabled Persons, Remedy Against Infringement of their Rights, etc”. Finally, a
comprehensive form of anti-discrimination law should be enacted to thoroughly
address human rights violations and to prevent discrimination.
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3. HIV/AIDS policies in South Korea should change their current focus on infection
control to a human rights-centered approach that promotes early HIV diagnosis

and the wellbeing of people living with HIV. HIV education and services also should

be available at all different life stages. For instance, sex education for adolescents
should contain information regarding HIV in general as well as the diversity of sexual
orientations. A long-term roadmap to cope with aging HIV populations is also needed.

4. HIV 4TI2 Z#FIS Roti= +~HO0| OfL|2t ZHoi| Chot SHHE YEE Mot =X WEs U2 43
QUOH| XIX| HAE OFHE 4 U= 28| StLZ AAE0{0F ST HIV AL B2 HEQ| Ty aPgat
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4. HIV testing should be designed in order to provide a support system for those with
a confirmed diagnosis. Pre- and post-test counseling should be provided addressing
stigma-related issues, and regular and standardized trainings should be available for
medical and technical staff who are involved in testing and counseling. In the event of
an emergency where an HIV test has to occur in the absence of a prior consultation,
extra attention must be paid in consideration of the client's vulnerable state.

5. HIV ot & X|=0 E0ot= =02l ST, 2 SAKL= Q0| HZ0| 713 BIHer HHA &
Tk OfL2t ZAFRIS0| Xt L AHAS Hale A I ChaY 7tsH0| £Lt. 0|E2 A9 RRIEE
Sall 4l10] ZatE 4= UCh= HE Olsliotn, ZFUe I HEE I8t 2X|E %X(5H0}F SiCt. £35] 22
£840] M PO HIX FO| X|Zl(universal precautions) & ZHHOI0]| CHEH H|Y Z=4=0| 2IR10| X|7{

XOF StCY.

5. Health care workers, civil servants, and health practitioners participating in the
prevention and treatment of HIV/AIDS will most likely be the first to identify an
individual's HIV status. Therefore, they should understand that the stigma of HIV/
AIDS can be exacerbated by their own conduct and be constantly mindful of their
responsibility to promote the human rights of people living with HIV. In particular,
confidentiality of HIV status and universal precautions must be observed throughout
the entire duration of care.
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6. There is an urgent need to forbid the refusal of treatment based on the patient's HIV
status. The current situation that most nursing homes in South Korea tend to refuse
the admission of HIV patients reveals that without adopting strong anti-discrimination
measures, it is impossible to ensure HIV patients’ right to access long-term care. The
government should adopt strong measures to supervise medical institutions and
health care professionals to ensure HIV infected persons continue to have access to
treatment and care.
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7.1t is necessary to adopt national guidelines for people living with HIV who are
isolated in the military and detention facilities in order to ensure their rights to privacy,
treatment, and access to information are protected. Mass testing without individual
consent should be prohibited in these collective residential facilities, and private testing
and counseling services should be institutionally guaranteed especially for those who

are in the mandatory military service.
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8. The current "AIDS Prevention Law” that prohibits and criminalizes HIV transmission
must be amended. Such penalizing approach does not only undermine the sexual
self-determination of people living with HIV but also perpetuates HIV stigma. The
criminalization of non-HIV disclosure also brings negative effects on prevention, as

it discourages early and regular HIV testing. The existing clause that criminalizes HIV
transmission should be removed from the AIDS Prevention Act.
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9. Hate speech aimed at people living with HIV should not be tolerated, and any ill-
informed report that disseminates fear and misconception related to HIV and AIDS
should be regulated. Regular monitoring of the media and online platforms, as well as
appropriate control of hate speech that provokes discrimination against people living
with HIV should be enacted.
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10. We recognize that social networks of people living with HIV are key in providing
mutual emotional support, exchange of information, and a sense of social membership.
It is crucial to support HIV organizations and self-help groups and ensure their
participation in HIV/AIDS related policymaking processes. In combating HIV stigma,
the collaboration between HIV networks and sexual minority communities is also
crucial. We need to build a wider social network that takes into account the social
needs of people living with HIV and prevents marginalization based on stigma.
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