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2010 NGO Consultation on Stigma and Discrimination: Data summary

This is a summary report of the data received from 1556 participants in an online consultation carried out during March-April of 2010
(1021 respondents answered every question). The data here, supplemented by survey comments, more than 50 interviews and 8 focus
groups, was presented to the UNAIDS board (or Programme Coordinating Board — PCB) in June in the annual NGO report, available at
www.pcbngo.org. Sara Simon and Natalie Siniora of the UNAIDS PCB NGO Delegation’s Communication Facility worked with Laurel
Sprague, data analyst at Wayne State University, to develop this summary report and five regional reports. All information is public for use
in your own advocacy. Please credit the 2010 UNAIDS PCB NGO Delegation consultation on stigma and discrimination.

I. Who took the survey?

a. Regions
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In every region, most individuals and groups they represent identify with or serve PLHIV. Of the total sample, at least 22% of respondents
identified themselves as living with HIV and/or belonging to a network of persons living with HIV. There is lower representation of people
who use drugs in Africa and Latin America and the Caribbean (LAC). Asia and the Pacific have the highest representation of sex workers.
There is stronger representation of gays and lesbians in North America and Latin America and the Caribbean. Despite a lower number of
transgender respondents from North America, a higher percentage of respondents identify with or serve transgender people in North
America than in other regions. These numbers are also strong for Asia and the Pacific and Latin America and the Caribbean. African
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respondents identify as serving youth and children more than other regional respondents.

North American respondents are more

representative of older populations. The most representation of migrants comes from Europe, followed by Asia and the Pacific.
Representation of indigenous and ethnic minorities is fairly low everywhere, but strongest in North America. The high representation of
people with disabilities in North America may be related to the fact that HIV/AIDS is defined as a disability in US anti-discrimination laws.

Table 1: Population groups respondents
identify with or serve *

People living with HIV
Women and girls

People who use drugs

Sex workers

Gay or lesbian

Men who have sex with Men
Transgendered people

Youth

Children

Older persons

Refugee or asylum seeker
Internally displaced person
Migrant

Mobile communities (temporary movement or
permanent resettlement)
Indigenous communities and ethnic minorities
People with disabilities
Prisoners

Former prisoners

Labour

Faith based

Private sector

No answer

Total number of respondents
*Multiple answers possible

Africa

67%
53%
16%
29%
23%
25%
13%
61%
37%
16%
10%
11%
11%

10%

14%
19%
17%
5%
6%
18%
8%
1%
314

Asia and the
Pacific

64%
41%
35%
39%
31%
44%
25%
49%
26%
10%
8%
6%
20%

12%

15%
13%
9%
7%
12%
9%
9%
2%
245

Europe

72%
34%
36%
28%
32%
41%
17%
33%
11%
10%
13%
6%
23%

10%

14%
13%
15%
15%
9%
7%
4%
2%
263

North
America

82%
45%
39%
33%
61%
57%
39%
37%
17%
34%
11%
8%
15%

6%

21%
29%
18%
24%
4%
15%
8%
3%
294

Latin
American and
the Caribbean
55%

32%
13%
25%
52%
42%
29%
45%
12%
9%
2%
3%
8%

5%

11%
9%
13%
5%
12%
5%
6%
2%
377

Respondents were asked
what kind of organizations
they work for: Respondents
from Asia and the Pacific and
North America were most

likely to come  from
community based
organizations; respondents

from Africa and Europe were
most likely to be from
national NGOs and
respondents  from Latin
America and the Caribbean
were most likely to come
from human rights
organizations.




Il. How do respondents experience stigma and discrimination?

Respondents answered on behalf of themselves or groups that they work with. Respondents from all regions report a high level of
experiences of stigma and discrimination.
Latin
America
and
Caribbean

Asia and
the
Pacific

North
America

Table 2: Signs of HIV-related stigma or discrimination experienced by respondents or

Africa Europe

the groups they work with*

Negative attitudes and behavior because of HIV status or association with certain groups 80% 79% 81% 84% 76%
Social exclusion 35% 44% 27% 42% 31%
Religious exclusion 23% 26% 20% 33% 20%
Workplace discrimination (exclusion or forced disclosure) 42% 57% 51% 40% 61%
Loss of employment 37% 53% 46% 36% 56%
Exclusion at school 26% 26% 26% 22% 43%
Exclusion from family activities 55% 51% 44% 55% 45%
Health professionals are not helpful or refuse to provide care 37% 49% 55% 34% 49%
Travel or immigration discrimination 26% 38% 36% 27% 21%
Involuntary disclosure of HIV status by health staff, government officials, or press 30% 37% 41% 28% 34%
Detention or isolation 12% 16% 12% 18% 8%
Physical threats 26% 26% 22% 31% 26%
Criminalization and other discriminatory laws 47% 51% 55% 64% 39%
None of the above 6% 4% 4% 7% 4%
Total number of respondents 213 180 192 225 271
*Multiple answers possible
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from Asia and the Pacific and North America report higher social
exclusion.




Chart4: Employment Discrimination
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Employment discrimination is reported as incredibly elevated, with more than
40% of respondents saying they, or members of groups with whom they work,
experience workplace discrimination. Respondents from all regions report
that they, or groups with whom they work, experience loss of employment
(ranging from 36 to 56% across regions).

More than three-quarters of respondents from every region identify
experiences of negative attitudes or behaviors due to HIV status or
membership in affected groups. Physical threats are noted by 22 to 31% of
respondents globally. This is extraordinarily high, and later survey responses
indicating that protective laws are unknown or unenforced in most countries
imply limited recourse for such threats.

When people interact with institutions in health care

Chart 6: Legal, Governmental, and Health Worker Discrimination
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or the state, they are not receiving protection or relief
from stigma and discrimination experienced at social
levels. Instead, discrimination within health care
settings, by health professions, is high everywhere and
extremely high in Europe, Asia and the Pacific, and
Latin American and the Caribbean. The same three
regions report a large number of violations of privacy
by health and government workers. Travel and
immigration discrimination is most cited by
respondents from Asia and the Pacific and Europe.
Discriminatory laws are noted particularly by North

Discriminatory
laws

@ Africa @ Asiaand the Pacific O Europe ENorth America O Latin Americaand Caribbean

America, followed by Europe, Asia and the Pacific and
then Africa.




I1l. How does S&D impact on respondents’ access to HIV prevention, treatment care and support?

Almost 60% of all respondents report that they, or members of groups they work with, experience stigma and discrimination when
accessing prevention services; sexual and reproductive health services; treatment; care and support. Interestingly, respondents report that
they, or members of groups they work with, experience the most stigma and discrimination when accessing prevention services. This
implies that people are experiencing barriers before even testing positive. These respondents report still accessing services despite the
stigma and discrimination. About one-fifth of respondents report accessing services with minimal or no stigma and/or discrimination. The
least stigma and discrimination seems to be felt when accessing treatment services. Unfortunately, one-quarter to one-third of
respondents say that they, or members of the communities they serve, lack access to services either because they are afraid or because

they are outright denied.

Respondents from Asia and the Pacific are more likely than those from other regions to say they experience stigma and discrimination but
can still access prevention services. North American respondents are more likely to be afraid to access services and African respondents
are more likely not to access prevention services for some other reason, such as high transportation costs or too great a distance to a

health clinic.

Chart 7: Prevention Services
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Chart 8: Sexual and Reproductive Health Services
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Chart 9: Treatment Services
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Respondents from Asia and the Pacific again are more likely
than those from other regions to say they experience stigma
and discrimination but can access sexual and reproductive
health services. Respondents from Africa were more likely than
those from other regions to report that they, or groups they
work with, can access SRH services with little or no
discrimination; however, fewer than 30% of African
respondents indicate this and greater numbers reported being
afraid to access or finding access difficult or impossible for some
other reason. Again, comments from Africa note transportation
length and cost as barriers to accessing all services. Asia and the
Pacific respondents are more likely to be afraid to access
services, although more than 20% of respondents in every
region note that fear is a barrier.

European and North American respondents are most likely to
say that they can access treatment services with little or no
stigma and discrimination. Even so, only 30% of respondents
indicate that this is the case. Asia and the Pacific respondents,
or those they work with, are more likely to say they experience
stigma and discrimination but are still accessing treatment
services. North Americans are more likely to be afraid to access
and Asia and the Pacific more likely to be denied access to
treatment services. Once again, African respondents are more
likely to find access difficult or impossible for some other reason
(i.e transportation length and cost).




Chart 10: Care and Support Services
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North American respondents are most likely to say they, or
groups they work with, can access care and support services
with little or no stigma and discrimination. Asia and the Pacific
respondents are more likely to experience stigma and
discrimination, be afraid to access or be denied access to
services.

Chart11: Reasons given for being 'Afraid' or 'Denied'Services
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*Multiple answers possible

Respondents who answered
“afraid” or “denied” were
given four choices as to why:
identifying with a group that
is discriminated  against;
gender identification or sexual
orientation; confidentiality
reasons; or health care
workers are not helpful or
refuse to treat. The chart
below shows the global
responses. Large numbers of
respondents  from  every
region indicate that all of
these are problems for

themselves or those they work with, with the largest numbers of respondents citing confidentiality as the key reason that they are afraid
to or denied access to services.




Due to technical problems in the survey, some language versions lacked a separate response category for gender identification or sexual
orientation so this is a potential undercount of the true number who would have selected that response.’ For the sake of comparisons
across regions, the charts below combine the first two choices into one. These graphs demonstrate the strong relationship between HIV
stigma and other stigmas (association with a particular group that is discriminated against or gender identification or sexual orientation).

Chart 12: Prevention Services
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Chart 13: Sexual and Reproductive Health Services
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Respondents cite confidentiality as the top reason for being
afraid to or denied access to services, highest when accessing
prevention services. North American respondents cite group or
sexual identification or orientation, and confidentiality reasons
as barriers to prevention services more than other regional
respondents. African respondents cite group or sexual
identification as a barrier to accessing prevention services more
often than confidentiality or treatment by health care workers.

Respondents from Asia and the Pacific, Europe and Latin
America and the Caribbean are more likely to cite group or
sexual identity as a barrier to sexual and reproductive health
services more often than confidentiality or health care workers
not being helpful. African and North American respondents are
more likely to cite confidentiality.

' Of the respondents who answered the questions reported in charts 12-14, the second response option (gender identification or sexual orientation) was not included

in approximately 3% of the Africa surveys, 7% of the Asia and the Pacific surveys, 25% of the Europe surveys, and 78% of the LAC surveys.




Chart 14: Treatment Services
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Chart 15: Care and Support Services
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All regions here are more likely to identify group or sexual
identification as a barrier to treatment services for themselves

or groups they work with.

Respondents from Asia and the Pacific, North America, and Latin
America and the Caribbean are more likely to report group or
sexual identification as a barrier to care and support services.
African and European respondents are more likely to cite
confidentiality reasons as a barrier for themselves or groups

they work with.

! Of the respondents who answered the questions reported in charts 12-14, the second response option (gender identification or sexual orientation) was not included
in approximately 3% of the Africa surveys, 7% of the Asia and the Pacific surveys, 25% of the Europe surveys, and 78% of the LAC surveys. To make comparisons across

regions possible, the first two responses are combined in these charts.
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IV.Do respondents know of protective laws and services?

Chart 16: Awareness of Laws to Protect PLHIV against
Discrimination
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Overall, there is generally high awareness of protective laws. As shown in the graph, awareness is lower in Africa and Asia and the Pacific.
With the exception of Europe, fewer respondents were aware of laws that create barriers to access for affected persons.

Chart 18: How well known, followed, orenforced are anti-
discrimination laws?
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For every region, the biggest problem identified by
respondents is that the laws are not well-known. This
problem is reported as particularly acute in Africa (61% of
respondents selected this response) and Latin America
and the Caribbean (71% of respondents selected this

response).

Respondents also say the

enforced or followed in many cases.

laws are not
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The survey asked about particular services, such as legal services and awareness raising programs. For each of these services, a large
number or respondents say they do not know which implies that these services are difficult to access if they exist and are not well-known.
The majority of respondents were aware of the existence in at least some parts of their countries of programs to educate PLHIV about

their rights.

Chart 19: Mechanismsto document HIV
discrimination existin your country
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Chart 20: Mechanisms to address HIV
discrimination existin your country
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Chart 21: Programsto educate PLHIV about
their rights existin your country?
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Chart 22: Free or reduced cost legal services
existinyour country
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*This question was not included in 2% of the surveys completed by individuals in the Asian and African regions who answered question 13 (Each of these regions had 4

respondents who answered the other Q13 questions but were not asked this question).
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V. What do respondents identify as barriers to tackling stigma and/or discrimination?

. Latin
Al ar_lq the Europe North America American and Over.aII
Pacific Ranking

the Caribbean

Table 3: What limits stigma and discrimination programming?

Rank % chosen Rank %chosen Rank % chosen Rank % chosen Rank % chosen

Lack of resources 1 76% 1 76% 1 74% 1 71% 1 82% 1
Lack of government support 4 49% 2 67% 2 62% 2 55% 2 64% 2
Lack of staff or other dedicated persons to work on this 5 45% 3 52% 3 49% 3 54% 3 56% 3
Cultural barriers in your country 3 54% 5 49% 5 35% 4 46% 5 47% 4
Poor technical capacity of staff to implement effective 2 57% 4 49% 4 40% 8 24% 7 44% 5
programming

Lack of engagement by partners on the ground 5 45% 7 45% 6 35% 7 32% 8 42% 6
Religious barriers in your country 7 41% 9 32% 8 26% 5 41% 4 49% 7
Stigmatizing attitudes or behaviors of staff 8 37% 8 40% 7 28% 6 36% 6 47% 8
Legal barriers in your country 9 28% 6 48% 9 24% 9 23% 9 26% 9
Don't know 10 3% 10 2% 10 4% 10 10% 10 3% 10
Total number of respondents 197 175 179 214 247

Respondents from four of the five regions identify the same top three barriers to tackling stigma and discrimination: Lack of resources; lack
of government support; and lack of staff to work on this issue. In Africa, the poor technical capacity of staff and cultural barriers are issues
that rank higher than the lack of government support noted in the other regions. North America, Latin America and the Caribbean, and
Africa are more likely to cite religious barriers, while Asia and the Pacific indicate more concern with legal barriers.
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VI.What are respondents’ top priorities to address stigma and discrimination?

Table 4: Top Priorities by Region

Respondents

1 Raising awareness and knowledge among the public about HIV 16%

Global 2 Pressuring governments to change harmful policies and laws 12%

3 Funding civil society organizations 10%

1 Funding civil society organizations 12%

Africa 2 Providing support to PLHIV and promoting greater meaningful participation 12%

3 Raising awareness and knowledge among the public about HIV 11%

1 Raising awareness and knowledge among the public about HIV 18%

Asia and the Pacific 2 Funding civil society organizations 12%

3 Pressuring governments to change harmful policies and laws 10%

. . 1 Raising awareness and knowledge among the public about HIV 16%
Latin America and o . R o

the Caribbean 2 Funding civil society organizations 15%

3 Pressuring governments to change harmful policies and laws 11%

1 Pressuring governments to change harmful policies and laws 16%

Europe 2 Raising awareness and knowledge among the public about HIV 15%

3 Providing support to PLHIV and promoting greater meaningful participation 11%

1 Raising awareness and knowledge among the public about HIV 19%

North America 2 Pressuring governments to change harmful policies and laws 14%

3 Advocating for rights of PLHIV 11%

Every region cites raising awareness and knowledge among the public about HIV in their top three priorities. Every region except Africa
prioritizes changing harmful policies and laws. Europe prioritizes support to PLHIV and North America prioritizes advocating for PLHIV
rights over the funding of civil society organizations, which is prioritized in all other regions.
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