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Presenter
Presentation Notes
Today I will present the findings of the Stigma Index Study. Data collection was completed in December of 2014.I am making this presentation on behalf of the South Africa PLHIV Stigma Index Survey Group. 

Before I  start with the formal presentation, I wanted to reflect on some of the reasons why this study is important both for making progress in dealing with HIV related stigma but also sort of taking that first step in challenging dominant ways of doing research.

This study is important one because it’s the first study of its kind in SA that uses the Stigma Index Scale on a national level to measure the level of stigma and discrimination as experienced by PLHIV. Previous studies achieved smaller sample sizes and were conducted in no more than 4 provinces.

For many years, subjective views have dominated the discourse on the levels of stigma and discrimination in the country. This study provides an objective view that will serve as a baseline for future comparisons.

Yes there has been some significant changes and shifts in policies and protections for PLHIV,  we should take cognisance of this.

But some 30 odd years into the epidemic,  it is not allright to say that we have low to moderate levels of stigma and discrimination, and therefore we are OK, we need to get to zero
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“Being
interviewed by
another person
living with HIV

does make

a difference —
as you feel
they really
would
understand
more about
how you feel
about things
related to
being HIV
positive.”

RESEARCHER, PILOT
WORKSHOR S0OUTH AFRICA

THIS IS THE PEOPLE LIVING
WITH HIV STIGMA INDEX.

IT IS AN INITIATIVE THAT HAS
BEEN DEVELOPED AND
IMPLEMENTED BY AND FOR
PEOPLE LIVING WITH HIV.

IT AIMS TO COLLECT
INFORMATION ABOUT THE
EXPERIENCES OF PEOPLE
LIVING WITH HIV RELATED
TO STIGMA, DISCRIMINATION
AND HUMAN RIGHTS.



Presenter
Presentation Notes
Lastly for many of us in HAST, this study was an  important one because of the meaningful collaboration with the SANAC PLHIV Sector, and the element of the study being an empowering one for PLHIV. So I will touch on in this in this presentation.

The stigma index is an initiative that has been developed and implemented by and for PLHIV. And we wanted to honour this process as far as possible. 
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Presenter
Presentation Notes
The NSP 2012-2016 has acknowledged that stigma and discrimination of PLHIV urgently needs to be addressed

This study was conducted to address the key priority area of reducing HIV-related stigma and discrimination as well as TB-related stigma.

This study was commissioned by the South African National AIDS Council (SANAC) under the leadership of the SANAC Secretariat and the SANAC Human Rights Technical Task Team (TTT). 

Importantly, this study was done in collaboration with The PLHIV Sector includes the TAC, NAPWA and Positive Women’s Network and would not have been successfully completed without the meaningful collaboration of the Sector, who was involved in all phases of the study, which include not only implementation, but also writing up, data analysis and interpretation of the data.

This encapsulates the principle of “Nothing about us without us” – 
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Presenter
Presentation Notes
The study was funded by GIZ, WRHI, USAID and PEPFAR through SANAC


Introduction

The People Living with HIV Stigma Index is a joint initiative of
several organisations including:

— GNP+

— International Community of Women Living with HIV

— IPPF and

— UNAIDS who have worked together since 2005 to develop this survey.

The Stigma Index collects information on HIV-related stigma and
discrimination and the rights of PLHIV to help with advocacy
efforts.

To date over 50 countries from all parts of the world have
undertaken national surveys using the PLHIV Stigma Index and
our research team undertook the first national survey in South
Africa during the last 4 months of 2014.

We also examined TB-related stigma and discrimination.


Presenter
Presentation Notes
As an introduction


ethods: Design and Implementation

A cross-sectional questionnaire-based survey in which PLHIV
were interviewed by other PLHIV.

« A purposive sample of over 10 000 PLHIV:

Linked to an organisation for PLHIV (i.e. support group) or

Attending health facilities and NGOs for the purposes of accessing
support or care related to HIV from 18 districts, one National
Health Insurance (NHI) pilot district per each province and a
second adjacent one in each province, were interviewed.


Presenter
Presentation Notes
The process of PLHIV interviewing other PLHIV regarding experiences of stigma and discrimination is not only an integral part of the Stigma Index Study, but it is also meant to be an empowering one

The process of implementing the index is intended to be an empowering one for PLHIV, their networks and local communities – a critical ingredient for ensuring that the Greater Involvement of People Living with HIV and AIDS (GIPA) principle is renewed (The PLHIV Stigma Index, 2014).

So in this study, all Interviewers, data capturers, study  managers were all living with HIV


»

Methods : Design and

Implementation
PROVINCE DISTRICT DISTRICT
Eastern Cape OR Tambo Buffalo City
Mpumalanga, Gert Sibande Ehlanzeni
Limpopo Vhembe Waterberg
Northern Cape Pixley ka Seme John Taolo Gaetsewe
Kwa-Zulu Natal uMgungundlovu Umkhanyakude
Western Cape Eden Cape Town
North West Dr K Kaunda Ngaka Modiri

Molema

Free State Thabo Mofutsanyane | Mangaung
Gauteng Tshwane Sedibeng



Presenter
Presentation Notes
The districts were identified on the bases of balancing the prioritization of districts implementing the NHI pilot programmes with the need to have both urban and rural districts included in the study. 

This means that if the NHI district was mostly urban then a mostly rural district in the same province was sampled. 

Hence this study represents a wide array of districts, and the results are robust enough to inform the stigma reduction programmes at national and also at districts level. 

The study took place in the following nine pilot districts of the NHI programme and an alternative district in each province as shown in Figure 1. The districts include the following:



Methods: Data analysis

e Allitems in various modules were first scored individually

« Afterwards, composite scores were calculated wusing scales (all
Cronbach alpha (a) coefficient of reliability or consistency = 0.78)
consisting of various items (number as shown in brackets) to obtain
overall measures as follows:

« Scale 1: Overall experience of external stigma (4 items, a = 0.786)
e Scale 2: Self-stigma (7 items, a = 0.871)

« Scale 3: Avoidance behaviour due to internalised stigma (9 items,
a =0.787)

» Scale 4: Fear of being stigmatised (5 items; a = 0.827)


Presenter
Presentation Notes
There are very many more clever people in the room, who would be able to adequately explain this, but in my understanding the 

Composite scores were derived from combining various individual sub-modules in the questionnaire. 

These composite scores were developed by simply adding the scores and at times it was necessary to re-compute the scores by combining some response choices. 

To verify that the composite scores measured the same attribute, the Cronbach alpha (α) coefficient of reliability (or consistency) of the scales formed as a result were calculated.  

Four of the composite scores examined had scales whose Cronbach α ≥ 0.70 showing that the items in each of the scales measured the same attribute.


RESULTS



Demographic characteristics

10 473 PLHIV aged 15 years and older

Mean age - 36 years

The majority (65.4%) were female

The majority (70%) were either married or in a relationship

The large majority (88%) completed secondary or tertiary education

5.8% of respondents were disabled and 7.5% from Lesbian, Gay,
Bisexual, Transgender, and Intersex (LGBTI) groups


Presenter
Presentation Notes
In total 10 473  PLHIV aged 15 years and older were included in the final analysis. The study sample had a mean age of 36 years old


Province and locality type

\

- A large town or

A rural area Small town or village city
Province n %
14 15 325 33.8 623 64.8 962
431 40.1 110 10.2 535 49.7 1076
104 207 7w w7 6 08 o3
179 13.8 947 73.2 168 13.0 1294
783 56.5 587 42.4 16 1.2 1 386
284 39.4 120 16.6 317 44.0 721
93 7.2 854 65.8 351 27.0 1298
730 56.1 506 38.9 65 5.0 1301
491 38.6 776 61.0 6 0.5 1273
3199 31.2 4962 48.4 2087 20.4 10 248


Presenter
Presentation Notes
With regards to province and locality type, almost half (48.4%) of respondents sampled were from small towns or villages, while close to a third (31.2%) were from rural areas and 20.4% were from large towns or cities.

The majority of respondents from the Western Cape were from large towns or cities. 

Northern Cape respondents were predominantly from small towns or villages (78.9%).

The majority of KZN and Mpumalanga respondents were mostly from rural areas


Economic situation in
households of respondents in
the survey

® Not enough money for
basic things

® Money for food and
clothes, but short on many
other things

™ Have most important
things, but few luxury
goods

B Money for extra luxury
things



Presenter
Presentation Notes
In terms of other socio-economic characteristics including  cost of living, half (50.3%) of the respondents (n = 10 024) reported that their household did not have enough money for basic things like food and clothes, over one-third (38.8%) reported that there was money for food and clothes, but they were short on many other things. 

Less than a tenth (9.2%) reported that they had most of the important things, but few luxury goods, and only around 2.0% reported that they had money for extra things such as holidays and luxury goods 


- Employment

* 61% reported having no form of employment and
that they were not looking for work

* 8% reported that they were currently a student

 32% reported that they were either full-time or
part-time employed



Years living with a HIV
diagnosis by age
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Presenter
Presentation Notes
With regards to years living with a HIV positive diagnosis.

Overall, almost half of respondents (49.6%) reported living with a HIV diagnosis for five years and more. Over a tenth (11.6%) reported 1 year and less of living with HIV.
 
When years living with HIV is disaggregated by age, over a third of the youth aged 15 to 24 years (36.4%) reported living with HIV for one year and less, while only 16.2% of youth reported living with HIV for five years and more.

In the age group, 25-29, 58.2%, reported living with HIV for 2-4 years.

Close to a tenth (8.6%) of respondents aged 30-39 years old reported living with HIV for one year and less.

The large majority of the older respondents aged 40 to 49 years (70.6%) and 

Those aged 50 years and older (69.1%) reported living with HIV for five years or more. 



»

EXPERIENCES OF STIGMA
AND DISCRIMINATION FROM
OTHER PEOPLE
(External Stigma)


Presenter
Presentation Notes
External stigma is enacted by others onto PLHIV. 

It is displayed through attitudes or actions aimed at PLHIV including insults, rejection, avoidance, intolerance, stereotyping, discrimination, and physical violence 


vEXPERENCES OF STIGMA AND
DISCRIMINATION FROM OTHER

PEOPLE

Type of social activity Perceived reason for
excluded from exclusion
e Social gatherings « Because of your HIV
« Family activities status
 Workplace activities * Other reason(s)
. Religious activities « Both because of your HIV

. . status and other
e School/university

reason(s)

activities
e Not sure why


Presenter
Presentation Notes
Experiences of stigma and discrimination from other people in the last 12 months were assessed based on reporting of exclusions from a) social gatherings (i.e. weddings, funerals); b) religious activities; c) family activities; d) school/university and lastly e) workplace activities

We asked PLHIV regarding the perceived reason for having been excluded from the social situations mentioned, those reasons include

An overwhelming majority of respondents (89.9%) reported never having been excluded from any of the types of social activities



Social situation excluded from

Social gatherings (n =1 011)

Because of your HIV status 440 /

Other reason(s)

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

Not sure why 69 5


Presenter
Presentation Notes
 However I want to focus on reporting on having been excluded from social gatherings: 


xcluded from family activities
(Individual items)

Family activities (n = 801)

Because of your HIV status

Other reason(s)

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

Not sure why


Presenter
Presentation Notes
Of  those who reported having been socially excluded from family activities, 44.1% indicated that it was because of their HIV status


VExperiences of being gossiped

about, verbal assaults and physical
harassments (individual items)

Experienced the following (once/few

times/often) in the last 12 months

Being gossiped about 21
Experienced discrimination 21
Being verbally insulted and harassed 15
Excluded from social gatherings 10
Excluded from family activities 9

Being physically harassed and/or threatened 8


Presenter
Presentation Notes
This table presents the results on gossiping, verbal assaults and physical harassments endured by PLHIV in the previous 12 months before the survey. 
 
A large majority of respondents (68.5%) reported never having been gossiped about in the last 12 months. 

The majority of respondents (78.3%) reported having never experienced discrimination in the last 12 months. 

The overwhelming majority of the respondents reported never having been verbally assaulted and harassed (84.0%); physically harassed (90.8%) or  reported never having been physically assaulted (91.5%) in the last 12 months.  
 
 Hence, actual or real experiences of stigma and discrimination in various settings were found to be relatively low as they were reported by less than 10.0% of the respondents. 

The exception was that 21% of the respondents reported being gossiped about and 21% of respondents reported having experienced discrimination. 



vﬂerall prevalence of external
stigma

e Overall, it was found that over one-third of the
respondents (35.5%) experienced some external
stigma


Presenter
Presentation Notes
This section reports on findings obtained from using Scale 1 on overall experience of external stigma by the respondents in this study. 



verall prevalence of external stigma

60

48.5

50

39.6

Percentage (%)

Free State KwaZulu Mpumalanga Gauteng Western Northern Eastern Limpopo  North West
Natal Cape Cape Cape


Presenter
Presentation Notes
I thought that it would be interesting to show this  figure of overall prevalence of external stigma per province.

 Proportionately more respondents from Free State, KwaZulu-Natal and Mpumalanga which have the highest HIV prevalence had experienced some external stigma than North West and Limpopo (p < 0.001).

For me, one of the things that I feel needs further discussion is that in terms of thinking how we can decrease stigma, if prevalence really matters in terms of stigma reduction. 



»

Access to work and health and
educational services


Presenter
Presentation Notes
One of the outcomes of stigmatisation can be denying HIV-positive and affected persons access to work, health, education and places of residence. 

Hence the stigma index also measures experiences of stigma and discrimination within these settings


Vcess to work and health and

educational services

Experienced the following (once/few

times/often) in the last 12 months

_ost a job 11
Refused employment 8
Denied sexual and reproductive health

services 5

Denied health care services

Dismissed, suspended or prevented from
attending educational institution 1


Presenter
Presentation Notes
The results on these issues are shown in this table.


It was reassuring that an overwhelming majority of respondents never experienced any of the following


»

INTERNALISED STIGMA


Presenter
Presentation Notes
Internalised stigma may lead to reduced self-confidence, loss of motivation, withdrawal from social contact, avoidance of work-and health-based interactions, and abandonment of planning for the future 

In the study we examined self-confidence, withdrawal from social contact (work and health-related) as well as feelings of shame, guilt, blame and suicidal thoughts in the last 12 months among PLHIV. 



r Internalised stigma

Ever experienced the following feelings

In the last 12 months
Blamed myself

~elt ashamed

~elt guilty

_ow self-esteem

Blamed others

Felt | should be punished
Felt suicidal

30
28
22
22
19
11
11


Presenter
Presentation Notes
This table presents the results from individual items of self-reported feelings of internalized stigma. 

With regards to internalised stigma, 30% blamed themselves, 28% felt ashamed, 22% felt guilty, 22% had low self-esteem, 10% blamed others 

Hence there is evidence of internal stigma experienced by a sizeable proportion of PLHIV who took part in the study. Of note is that experiences of internal stigma were found to be higher than experiences of external stigma reported by respondents in the last 12 months. Of concern, one in ten of the respondents felt that they should be punished as a result of their HIV-positive status (11.1%) and one in ten felt suicidal in the last 12 months (11.2%).  
 



mrall prevalence of internalised

stigma

« 43% of the respondents reported that they
had had some experiences of feeling
Internalised stigma



erall feelings of internalised
stigma

No feelings of Some feelings of
internalised internalised
stigma stigma

)

Socio-demographic characteristic

57.0 43.0
0.110
58.0 42.0
56.4 43.6
0.000
46.5 53.5
57.9 42.1
50+ 60.0 40.0
0.000
45.2 54.8
56.1 43.9
60.5 39.5
0.000
62.0 38.0
48.4 51.6
57.0 43.0
55.8 44.2
49.0 51.0
53.9 46.1
0.000
50.4 49.6
58.0 42.0
57.9 42.1
521 47.9


Presenter
Presentation Notes
This table shows the associations between the overall feelings of internalised stigma score from the scale and various socio-demographic variables. 

a) proportionately more respondents in the youngest age group of 15-24 years had felt some internalised stigma than among the older age groups (p < 0.001); 

b) proportionately more respondents who were living with HIV for 0-1 year  had felt some internalised stigma than longer durations of living with HIV  (p < 0.001); 

c) proportionately more respondents who were married or cohabiting but the husband/wife/partner is temporarily living/working away  and divorce/separated had felt some internalised stigma than those with different marital statuses (p < 0.001); 

d) proportionately more respondents who had no formal education and those with technical college/university level education had felt some internalised stigma than those with other educational levels (p < 0.001); 



Overall feelings of internalised
stigma

No feelings of Some feelings of
internalised stigma | internalised stigma

Socio-demographic characteristic

Total 57.0 43.0
Locality type 0.000
A rural area 54.6 45.4
A small town or village 56.7 43.3
A large town or city 61.9 38.1
Times gone without food 0.000
Often 46.5 53.5
Sometimes 57.5 42.5
Rarely 56.9 43.1
Never 59.4 40.6
Employment status 0.615

Employed 57.4 42.6

Currently not working 56.9 43.1


Presenter
Presentation Notes

f) more respondents living  in rural areas felt some internalised stigma than those living in other locality types (p < 0.001);  and 

g) proportionately more respondents who often went without enough food to eat had felt some internalised stigma compared to those who went without enough food sometimes, rarely or never (p < 0.001). 



»

DISCLOSURE AND
CONFIDENTIALITY


Presenter
Presentation Notes
 This section presents the results on both disclosure and confidentiality of HIV-positive status which are key factors in determining the levels of stigma and discrimination against PLHIV. 



r Disclosure and confidentiality

Group of people concerned % Told
them
Husband/wife/partner 89
Other adult family members 85
Children in family 68
Friends/neighbours 66
Co-workers 54
Employer(s)/boss(es) 49
Health care workers 49
Religious leaders 44
Teachers 30

Community leaders 25


Presenter
Presentation Notes
This section presents the results on both disclosure and confidentiality of HIV-positive status which are key factors in determining the levels of stigma and discrimination against PLHIV. 

This table shows the responses provided by respondents in the survey when they were asked about how the different groups of people that they interact with were first informed about their HIV-positive status. 

To start with, results show that the overwhelming majority of the respondents (89.4%) indicated that they had disclosed their HIV status  to their husband/wife/partner, while only a small proportion of respondents either did not know (4.2%) or reported that their spouses/partners saw the results first (3.3.%). 



Disclosure of HIV status to other
people without their consent by a
health care professional

73% of the respondents indicated that their status was not
disclosed without their consent

65% expressed confidence that their medical records will be kept
completely confidential

5% indicated that it was clear to them that their medical records
were not being kept confidential


Presenter
Presentation Notes
The Stigma Index scale also measures experiences of disclosure of HIV status to other people without their consent by a health care professional


»

TB-RELATED STIGMA


Presenter
Presentation Notes
TB is the leading HIV-associated opportunistic infection. 



TB-related stigma
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Gossiped about Being teased, Feelings of
insulted or sworn at  uncleanliness or
dirtiness


Presenter
Presentation Notes
Over a third (36.3%) of respondents reported being teased, insulted or sworn at because of their TB status and 41.4% reported being gossiped about because of their TB status

These findings, which were based on the analyses of individual items, were higher when compared to similar discrimination due to HIV-related stigma. 



Recommendations

* The following recommendations were made to SANAC

 There is an urgent need to develop and implement a national
stigma mitigation campaign led by SANAC to address internal
and external stigma.

» Particular emphasis should be placed on addressing internalised
stigma on an individual level among PLHIV, where existing
support group structures should be utilised and invigorated to
Implement psychosocial support for PLHIV.

* There is a need for on-going monitoring and evaluation (M&E) of
HIV stigma and discrimination issues at all levels by SANAC.


Presenter
Presentation Notes
Based on the findings the following recommendations


»

CONCLUSIONS



' Conclusions (1)

 This study found evidence of great strides
made with regards to combating stigma and
discrimination as experienced by PLHIV
especially in the health care sector as only a
very small proportion in the present study
reported having experienced discrimination
because of their HIV-positive status.

* Nevertheless, there is still some evidence of
stigma and discrimination against PLHIV having
been experienced in the health care sector.



' Conclusions (2)

e South Africa has made good progress in dealing with
HIV related stigma and the levels of stigma are
relatively low when analysing instances of stigma
iIndependently of each other.

 When composite scores of external and internal scores
are analysed the data shows that there is still a
moderate level of stigma affecting about one-third of
PLHIV who took part in the study.

« Of concern is the level of internalised stigma found in
this study, which is probably a consequence of the lack
of adequate psychosocial support that is currently
available for PLHIV to address the psychological
consequence of receiving an HIV-positive diagnosis
Including associated mental health issues.



Conclusions (3)

« Stigma Is a complex social process dependent
on SpeC|f|C CUIturaI COI’]’[EX’[S (Maughan-Brown; 2006; Parker &

Aggleton, 2003).


Presenter
Presentation Notes
Being HIV-positive often reinforces existing inequalities in South Africa.

In this study we found not only a high unemployment rate (60.7%). The data also revealed that over half (54.3%) of the respondents reported to have gone without food at some point in the last 12 months. 

In addition to the aforementioned socio-economic inequalities, HIV-related stigma is said to be frequently layered over other forms of social inequalities such as race, gender, class, sex work, sexuality, religion,  nationality, substance use, mental and/or physical disability, health, and so forth

Hence, stigma is a complex social process dependent on specific cultural contexts and we therefore

Cannot study stigma without considering other factors
Poverty
Gender-based violence
Social inequality
Local norms and attitudes
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