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Health Settings

Rights and Laws Themes in PLHIV
Stigma Index

Diagnosis experiences







867 Stigma Index ’,
Questionnaires ;.49
completed around UK, in
more than 40 sites




Stigma Index Questionnaire UK Location Participant Breakdown

Scotland
160, 18%
Northern Ireland
35, 4%
Rest of England
259, 30%
el London
23, 3%

364, 42%






* 20% had been living with HIV for 15+ years




Data collected ... but
what next???

Two main tasks:

1) Develop a tool that will give
access to some of the more
complex parts of the data
(Pointers)

Explore some of the findings
using qualitative approach
to gain greater insight into
the observations made.




The people living with HIV stigma index is a very
comprehensive and rich source of data

Some of it is too complex to summarise and
comprehend quickly

Pointers allow us

— to decide where we should direct sources to
find interesting individual stories and
relationships in the data.

— To do more sophisticated statistical analysis




 The basic premise is:

— Take the frequency data generated by
many questions and sensibly combine
it to make a single number

A way to summarise complex data in a
sensible way




Pointers allow specific questions to be asked:
* A tool for comparison within a group
* A tool for comparison between different

parts of the UK
* A tool for international comparison




Discrimination

4 Pointers







Discrimination (3SP + 4ST)

Sub-Pointers

Rights Abuse

Wider Community
Personal Relationships

Sub-Themes

Work & Education

Healthcare

Discrimination by other PLHIV
Assault




Close Relationships
Formal Relationships
Wider Community




Close Relationships
Formal Relationships
Wider Community




Negative Feelings
Self-Stigmatising Behaviour
Fears




Each of the 12 Sub-Pointers and
4 Sub-Themes is made up of a
number of questions from the

Stigma Index

For example...




Example (1 of 12 Sub-Pointers):

POINTER:
SUB-POINTER:

QUESTIONS:
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Qualitative 12 focus
groups completed in
across the UK

Total Qualitative Sample: n = 61



DEMOGRAPHICS FOR
QUALITATIVE WORK
SUMMARY




Power Point presentation used as Interview Schedule.

Two Interview Schedules developed (6 groups did each)

Each slide offered a summary of some key findings.

Participants were invited to
" make comments,
» share personal experiences,
» discuss findings
» enquire about anything they didn’t fully understand.




Focus Group Structure

Accessing Healthcare
Disclosure: Health Settings
Sexual Relations
Self-Stigma

How disclosure occurred

Was disclosure empowering?
Effecting Change

Priorities for addressing stigma

Experiences of discrimination
Stigma and discrimination
Employment

Coping with HIV

Effecting Change

Priorities for addressing
stigma




HOW CAN WE MAKE SENSE OF IT ALL




Pointers
& Themes

PLHIV Stigma Index
Questionnaire (n = 867)




Framework available

Pack includes overview
- of the potential areas
that can be explored in
using the different levels
- of data

F 3

The next three
presentations will offer
worked examples of
how the findings can be
applied

-
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* Discrimination and stigma
* |[nternal Stigma

 Disclosure
 Reactions




Pointers
& Themes

PLHIV Stigma Index
Questionnaire (n = 867)







Example (1 of 12 Sub-Pointers):

POINTER:
SUB-POINTER:

QUESTIONS:
















Almost exactly the
same for Men and
Women

Fewest negative
feelings for under
30’s (pointer = .284,
experienced by
73%)

Feelings Pointer




What Feelings?




“There are times when [ really feel so low but
that is as a result of a lot of other reasons,
one is not being able to having sex actually.
Not having a relationship sometimes, ... it

can be very lonely... As | said HIV is just
part of the jigsaw... There are times when
you just sit and think ‘| can’t be bothered, that
guy Is asking me out and | can’t be bothered
to go and disclose’ so it goes on like that.”




Guilt
43% (n=372)

What Feelings?




“I don’t know why | feel guilty, probably because the society doesn'’t
accept it, so | am quilty.”

“( feel) Guilty. Because | shouldn’t have slept with that other guy. | was
in a relationship and | feel a lot of guilt for that. He was an ex partner
and he knew he was HIV but he didn't tell me... So | have a lot of guilt
for my partner. | am worried.”

“I can relate to feeling guilty and also feeling that | should be punished ...
you are constantly being reminded, ‘if it wasn'’t for you then we wouldn'’t
be in this situation, you know it’s your fault.” When you hear it over and
over again, you start to feel that actually it might be my fault.”

“I never felt guilty. | don't think | deserve any punishment, | didn’t blame
others for it. It’s just like any other illness.”




Guilt
43% (n=372)

SHEYE
44% (n=376) What Feelings?




‘| feel ashamed because | can’t even openly
talk about it, so I'm still living another life.”




Guilt
43% (n=372)

SHEYE
44% (n=376) What Feelings?




‘I blame myself probably for not being well enough educated to know what
this HIV was all about.”

“I blame myself, ... if only the bells were ringing that day... When | came
to this part of this world (from Zimbabwe) | was so eager to just get my

family over here, which | couldn’t then, and all | did was work and sleep.
And then you find this guy who lives in the same block of flats as you, who
IS very single, who drives a very nice car, who is really, really very nice and
you think ‘Who says life is not good?’... If only someone were to slap me,
that very moment | could have saved myself.”

‘I blamed myself for being careless that’s all.”




Guilt
43% (n=372)

SHEYE
44% (n=376) What Feelings?




‘I am suicidal all the time, they’ve got me
seeing a psychiatrist... | can't even go out
and buy myself clothes or | can’t go on
holiday. It’s just a job to eat... The word

‘HIV’ is enough to drive me cuckoo. | can’t
talk about it. | can't read about it’




Trend reversed for
10-14 years TSD

19% women vs 30%
men blame others

>5 Years TSD more
women blame
others: 28% vs 16%
men

What Feelings?




What Feelings?




International
Feelings

Bangladesh: .446
96%

experienced

negative feelings

Women: .344
Men: .504

Profile of feelings
different for men
and women




Workshops to help
build self esteem &
self worth

Interventions

A specialist online
dating service for
PLHIV




Point of Contact
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Rights abuse
Discrimination: denial of health service
Testing experiences

Confidentiality
Reactions of health professionals to disclosure
Importance of education




Health Related
Themes

PLHIV Stigma Index
Questionnaire Sections 2B,
2C, 3A, 3B, 3D




In last 12 months 92 participants
(11%) reported that they had been
forced to submit to a medical or

health procedure.




In last 12 months 179 participants
(21%) reported that they had
experienced discrimination in health

settings.




The majority (n=146, 81%) of people who
had experienced discrimination in health
settings had experienced denial of health
service.

had been denied family planning services

had been denied sexual and reproductive
health care




-—
Of the women diagnosed in the ‘ .y v
last four years, who considered L
reproductive support applicablée N\

to them (n = 90), 64 (56%) had
not received counselling on their & L
reproductive options

“[PLHIV seeking] fertility
treatment ... [have] been ...
told, ‘well we can’t do that
for you with HIV, you can’t
be having children’.”

S






32% (n=87) No
counselling
during testing
process

Reflection of current

practice (in those diagnosed
in the last 4 years)




Potential implications of not
counselling when testing for HIV

The highest proportion of people reporting
suicidal feeling is in the group 2-4 years after
diagnosis.




Confidentiality

18% (157) reported it was clear that their
medical records were not being kept
confidential. A further 42% (361) were unsure
iIf their records were confidential.

“l know that medical records aren’t kept completely
confidential. Because | received somebody else’s blood
records, with their name and address, in my medical file...
just 6 weeks ago. They (the hospital) said that wasn't in the
medical file. | says ‘well, I've got it at home’. So they
apologised.”




Three options for response:
= Discriminatory

= No different

= Supportive




Discrimination Supportive No different




“My own doctor, if | asked him for
heroin he would give it to me just to
get me in and out. You know, one of
them can't even bear to look at me...
He can’t get the prescriptions wrote
out quick enough for me... Because
(of) his upbringing, he’s stuck up.
His father was a doctor, you know.
Just think very anti-gay, but what
can you do about it? ... | think he is
afraid of my HIV. You know, | might
sneeze on him.”




‘| needed to get my blood test
done. There was a nurse who
came in and ... | said ‘oh you
better protect yourself’ ... she

said, ‘thank you’. ... | said ‘you
better put your gloves on, just to
be careful.” And she said ‘you
know what, thank you very much,
not many people would just

say’... She was very kind to me.”




“I went to have my bloods taken for diabetes at the
GP practice the nurse knew | was coming... | got in
there she had a red ribbon. ... it could be a positive
thing that she’s in support but | would rather be
treated like anybody else... | thought there was no
need to wear a red ribbon. Are you trying to say
something to me? Are you feeling sorry for me or it

could mean “oh I'm in support with you”... But when
go to a doctors surgery and nobody’s wearing a
ribbon and they see me and the go and come back
with a red ribbon... | don't know what it meant but |

thought she shouldn’t have worn it.”

“Every time ... | go to the GP, even if | am not going
for HIV, ... they always talk to me about that ...
making me feel very embarrassed.”




“I very reluctantly told my doctor (GP) ... there
IS a big generation gap. He was never
brought up the way, he wouldn’t know what
the word “working class” would be... He
wouldn't have had an idea what it was like
when we grew up and | can’t really relate to

him... So when | told this doctor (GP), he was
quite all right, just right.”

“‘When | go to my GP now, he doesn’t ask me
SO0 many questions, he’ll just say, “you are not
breastfeeding”. He won'’t say “because you
are HIV’,




A persons could have 99 positive experiences with
health professional but one healthcare worker has
reacted unprofessionally could tick:

‘Discriminated against’ to highlight this occurrence
as unacceptable.

‘Supportive’ or ‘No different’ to reflect the majority of
their experiences.




“Last time | was in hospital, | felt stigmatised ... It
wasn’t by the nurses and it wasn’t by the consultant
in the clinic but ... when I was in A & E, doctors in

there. But even the junior doctor was alright, it was
... Some higher doctor ... just his whole attitude”




Three options for respQ
Discriminatory ‘\(‘

No dlfferenb\h\o &\\G“ 14% (88)
Sup R\ 78% (506)
Q& g\(\&\

n.b. (TQ% icipants indicated this was not applicable to them




This presentation contains
experiences of people about
what is occurring in practice

In the Index participants were asked what
they considered most important in addressing
stigma and discrimination. They were offered
five options. 29% considered:

‘Raising awareness and knowledge of
the public about AIDS’

to be the most important intervention to target
resources




GROUPS
‘Raising awareness and knowledge
of the public about AIDS’

“‘Some nurses they don’t have the knowledge and
when it comes to handling HIV it is a mess. But

you don’t blame them because they don’t know.
They think just touching somebody you can get it.”

“If people understood their rights with HIV that
might help ... to empower them ... to be able to

challenge [decisions to deny services].”




GROUPS
‘Raising awareness and knowledge
of the public about AIDS’

“| had a client who phoned in the other day and she had
started a new relationship and in this relationship she
disclosed to her partner that she was HIV positive and then

this partner phoned some nurse from some clinic and he
was told that he could actually contract HIV from kissing.
And so that meant that relationship was coming to an end
completely. And this is a health professional telling this guy
that you can contract HIV from kissing.”




Health Themes

PLHIV Stigma Index Questionnaire




Point of Contact
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Mental Health

Housing /UK Areas Discrimination
reported...

residency

Family / friends




Consider data to address the
positives / negatives: e.qg.

1.0f those whose status was
disclosed (642) to other adult
family members 84% (512) found

them to to be supportive or no
different.

2.100 participants reported
discrimination related to
employment.

Then compliment with qualitative
findings.







DATA EXTRACTION

From overall stigma index participants who
recorded ‘not applicable’ to disclose to a
religious leader were excluded from religion
specific reporting.







“My church ... knows that | am HIV positive
and it’s not an issue and they don't talk about
it. And when | meet them | am not worried

that they are going to talk about my status.”

“The priest from the church, he knows but
he’s not said anything to anybody, not even

his wife.”




“There is a need for more discussion of stigma
Iin the churches or in religious communities.”

“(She) told her very supportive clergyman ... in
confidence and after that he stopped her taking
the communion ... he also suggested that she
shouldn’t touch something else... In a
community where she felt she had been
accepted and she felt absolutely dreadful that
something that mattered to her spiritually
became an issue for her because of her HIV”




Guilt
43% (n=372)

What Feelings?

Shame
44% (n=376)







“If | disclose it to [the religious leader, he] will
tell some people... He'll [say] to the elder,
let’s pray for [her] ... she’s HIV'.”

“The Pastor mentioned we have to pray for
[someone] to chase away this curse of HIV.”







“| have found out that protestant people ... don't
have a lot of tolerance for people ... they seem to
look down their noses on you ... if you seem to be

gay they look down and that’s (HIV is) God’s
punishment.”

“I think they wouldn’t exclude me (from religious
gatherings) if they knew. | am not taking the risk...
Like anywhere else, some people would be alright

with it but a lot of people wouldn’t.”




Of the 120 individuals who disclosed to their
religious leaders 16 individuals (14%)
reported that they had been discriminated
against.

“If you were HIV positive you weren'’t
welcome in the church any longer. | have
met several people who have reported that
as an absolute fact. ... Well, because they’d
obviously sinned.”




EXCLUSION FROM RELIGIOUS ACTIVITIES

27 (10%) of the participants involved in a
religious community reported being excluded
from religious activities or places of worship
due all or in part to their HIV status.

Of those, the majority 17 (63%) had
disclosed their HIV status to religious leader.
10 (37%) had not disclosed.
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An observed assumption by parents with
religious beliefs was that their offspring would
not enter into sexual relations until they were
married. Participants considered this

assumption naive, meaning that young
people are deliberately not exposed to
information about safe sex practices and
therefore putting the young people at risk.




“| think certain religions don’t educate them
young enough in their heart of hearts and
their minds they (their children) don’t have
relationships until they’'ve got rings on their

fingers and signed on a dotted line.”




Some participants reported that they had
been advised that they should not take their
medication as prayer will cure them of HIV.
The recommendation to halt the medication

regime is a risk to individuals’ health.




“Why is it that the pastors tend to tell people to stop taking medication?
... I mean people end up dying.”

“I think the issue (is) that they regard it as a demon which can be
exorcised and once it has been exorcised you are free of HIV which is a

fallacy. It shows lack of understanding of how the HIV virus operates so
they will need a lot of education so that they will not detract people from
taking medication on the belief that the demon has been exorcised and
they are now clear.”

“Pastor Chris said ‘| must stop medication, I'm healed.’ ... So what I'm
saying is mostly don't listen to these churches, your medication is your
life... | stopped for 2 weeks ... but | was having all these rashes and |
went to a doctor.”
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Mental Health

Housing /UK Areas Discrimination
reported...

residency

Family / friends
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