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Methodology

UK STIBMA INDEX 2015 SURVEY

THE STIGMA INDEX UK 2015:
a new methodology for measuring the experiences BYUS-

of stigma among people living with HIV RUS 2009 Su rvey
et e — * 867 participants
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Introduction Objective

HIV-related stigma underpins the imbalance of power that many people We aimed to refine a survey ant to the UK, that responds [ J
living with HIV (PLHIV) experience. Building on The People living with HIV il to the dynamic nature of stigma and examine HIV-related stigma experienced

Stigma index 2009, a new online survey was created by the Stigmaindexuk ll among pecple living with HIV in a range of settings and scenarios (e.g.

waorking group. Here we discuss the unique features of the Stigmalndex healthcare, employment, family and friends). We also aimed to explor

UK2015 survey design and assess the success of the recruitment method Wl number of recruitment strategies and administer the survey in access

and its representativeness. ways.

Recruited by UK community & policy
organisations

Method

An advisory board led by peopla living with HIV was set up. Members
also Included academics, clinkians, epidemialogists and civil saciety [
representatives
The survey questions were devaloped to focus on felt, anticipated
and enacted stigma within different settings. Further questions were
asked around resilience and participants’ knowledge and experience
of HIV in regards to their rights and the law
Snap survey software allowed for the survey to be completed online,
as well as through a tablet-based application
The opportunity to win one of 20 IPads was offered to participants as
an incentive for completing the survey
The survey was promoted through community groups and HIV dinics
following ethics approval from the National Health Service ethical board
7 paar-ed support hotline was oparational during the 4 month

Peer-led interviews

2015 Stigma Index UK (Jan — April 2015)
1,576 individuals

Results
unknown
= 1576 peaple from all regions of the UK completed the survey, = Community  WNHS Clinic:
corresponding to approximately 2% of all adults living with Lid

diagnosed HIV in the UK
= The 1576 respondents represent an 82% increase on the number
of responses and broader geographical reach compared with the 4554
2009 survey
= 45% of respondents were recruited through community outreach 44
with the remainder recruited through HIV clinics 2538
* 1182 (75%) were men and 359 (23%) women, 2% identified as trans
nrnon-hin-ryu:d 1% preferred not to say 1826 [ )
. men who have sex with men
tMsMJ were overrepresented whereas women and persons of 5 s oy = =
bblack ethnicity were underrepresented

*nmlk @ @ @
i M4 BN
503 37
(89%) (a3%)

f
°

Recruited by over 120 cross sector community
organisations and 46 NHS clinics

= Community  ®NHS Clinic

* Self-completed survey online (SNAP)

* Ethical approval (NHS)

Conclusions
* The 2015 methodology used a dual arm recruitment (community people living with HIV in the UK. A description of HIV-related
and dlinic based) method and a secure online questionnaire. stigma in different settings will also highlight best practice and . . . . .
T e Ty e e TE | o ° P rize draw to win an i Pa as ince ntlve
the survey independently and no adverse events were reported The 2015 methodology represents a successful and acceptable way to
The change in recruitment method resulted in a higher number of recruit and assess stigma in a developed country setting that could
respondents who were more broadly representative of all adults be trialled in other countries, depending on local cultural acceptability
ing with HIV in the UK The process of refining the survey was successful and demonstrated
The high response rate will enable sub-group analyses in order to the importance of tailoring research tools to respond to the
compare the way stigma is experienced by different groups of changing nature of HIV in the UK and associated stigma. [

www.stigmaindex.org.uk

24/7 hotline - No adverse events




Measures

Experiences of stigma in Different experiences of stigma:
different settings:

_ , * Internalised (fear, worry)
e Sexual relationships

* Anticipated (avoiding situations)
* Enacted (treated differently)*

e Disclosure control & support
* Health and social care services e Pressure to disclose

 Family & Friends
Work place

* Educational settings

* Religious activities

*  Social services Participant information:
* Police, prison & detention

services . Age * Sex work
e Gender * Use of drugs
Su rvey tools: *  Ethnicity . Prisoner status
 Resilience score « Sexuality Migrant status

e Disabilit
* PHQ2 depression screening tool IsabIlity




Who took part?

20r 2%

Total: 1,576 participants “
Q @ White British/Irish
@ @ Back/African/Caribbean
@ other white (not British/Irish]
Gender ETHNICITY ) Mixed white, black, Asian
@ ssian
® Male ® Female @ Anyother
w 75% ? 22%

3%

B\ romtioary 9:‘*
2% o 1%
AG

E GROUP




Who took part?

UK Stigma Index
Freq

- Jo-30
. Js1-50
B 51150
I 5 - 400

* Majority taking ART (93%)

SOPHID

Freq

.~ ]o-3000

] 3001-5000 2
P 5001 - 15000
I 5001 - 40000

E

 Mean 11 years since diagnosis (range <1-34 years)




Positive Feelings

70

60 -

50 -

40 -

30 -

20 -

10 +

In control of health As good as anyone else Positive about future

Positive about life

M Yes
E No

® Not sure



Negative Feelings

80

70

60

50

40 - HYes
B No
30 - ® Not sure

20 -

10 -

Shame Guilt Blame self Blame others Low self- Suicidal
esteem



Experiences of stigma & discrimination

. % of all who report experience is due to HIV . % of all who answered yes
In the last 12 months...

Gossip T TN <.
Sexuat rejection NI 7

Workplace treatment m 27%
Have you worried about: Job security [JEETT 25%

Excluded - social gatherings [ RIZINN 245

verbal harassment [JREEIN 23%
Excluded - family gatherings [ 23

Physical assautt Pl 7
Avoided sex | L =X AN 7
Avoided social gatherings m 22%
| 0%

Have you: Avoided family gatherings 0%

Avoided employment / promotion m 12%
Left a job [ income source 1 0%

e B
sexual rejection [[JELI 207
verbal harassment [JJECI 192

Job change - consensual 3NN 10%
Excluded - family gatherings [ o+
Have you experienced: Excluded - social gatherings [ 2%
Lost job m 7%
Refused employment / promotion m 7%
Physical assault [§9 .
Job change -against wishes ﬂ




Awareness of HIV and support
@ @rmostau @some @ none @ Noresponse

59%

58%

456%
6%

Awareness among family ' Good support Awareness among friends Good support

. Percentage of people . Percentage of partners aware . Percentage reporting good support

Sexually active with only
main sexual partner

Main and others

Multiple




Getting personal

“None of my kids know that
I've got HIV.”

“I am a trans woman. People are White, aged 36, diagnosed
still afraid of things they do not 2014
understand.”

White non-British, Trans woman
aged 50, diagnosed 2000

“I haven’t felt comfortable not
being open about it,... I've found
, it really hard not being able to be
“In my church, I’'ve never really completely honest with people.”

alluded to having HIV, beFause | don’t White, aged 36, diagnosed 2014
know how they would think.”

Black woman aged 60, diagnosed
2003



Healthcare

. GP / Dentist aware . No response . GP / Dentist not aware

. Good support

. Good support

Awareness

Awareness &

w support in GP Ll
practice

& supportin
dental
practice

No response d No response




Healthcare

. Worried about being treated differently . Avoided seeking care . Felt refused or delayed treatment

39%

GP Dental practice STI clinic Outpatient Inpatient




Actions to Address Stigma

Education in schools 66%

Raising public awareness and knowledge 55%

Providing support [emotional, physical and referral)
Advocating for the rights of all people living with HIV
Advocating for evidence-based media coverage of HIV

Educating People living with HIV about living with HIV

Advocating for and/or providing support to marginalised groups




Conclusions & Reporting

e Stigma, and discrimination continue to impact the lives of HIV
positive people in the UK

 Many worried about negative treatment, and some experienced
HIV-related discriminatory treatment

* Half of participants reported feelings of internalised stigma, and
many had a poor self-image

* Our data has been used as evidence by a range of stakeholders
including local authorities, policy organisations (ie. APPG, NAT, HIV
Scotland) for resource mobilisation, advocacy efforts, programme
development and policy change

* We have presented findings at national and international
conferences

* Full findings can be found at www.stigmaindexuk.org



Young People’s Stigma
Survey UK — 2017




Who took part? (n=300)

Gender Age
2.33_.1.33 60.00 5334
50.00 46.67
H Male 40.00 -
M Female 30.00 -
® Non binary
20.00 -~
B Another way
10.00 -~
0.00 - T
Region in UK 1519 20-24
45 3g67 HIV acquisition
4.67-,0.67

H At birth

B Sexually

m DU
H Don't know

m Other




Positive Feelings

70

60

50
m Daily
m Weekly
B Monthly
M Rarely
i Never

In control of health As good as anyone else Positive about future  Positive about life



Negative Feelings

80

70

60

m Daily
m Weekly

= Monthly

M Rarely

m Never

Shame Guilt Blame self  Blame others Low self- Suicidal
esteem



Dissemination & Next steps

* International dissemination/knowledge
exchange

— Preparing abstracts for submission to national and
international conferences

— Academic papers and publications on both the
2015 adult and 2017 YP study datasets

* Analysis of Young People’s Stigma Survey UK data

* Dissemination of final report and leaflets to
narticipating sites

* Regional advocacy
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