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A workshop took place at Skipton House, Department of Health, on 19
November, organised by NAT and THT on behalf of the Independent Advisory
Group for Sexual Health and HIV. Those participating can be found at Annex
A. The focus of discussion was HIV-related stigma and discrimination. The
day consisted of a number of introductory presentations (the slides can be
found at Annex B); discussion groups looking at affected communities,
employment, media and healthcare; and then finally a concluding discussion.
Notes of all sessions are included in this document. The Executive Summary
below attempts to draw out key points from the day, but should be
supplemented by the more detailed notes of sessions.

Executive Summary
Key issues

There is evidence of real progress in reducing levels of HIV stigma and
discrimination, though of course also plenty to demonstrate they remain far
too common (with one in three people with HIV reporting experience of HIV-
related discrimination).

It is also clear that there are two interconnected barriers — external stigma and
discrimination, and internalised stigma (including ‘fear of stigma’) amongst
people living with HIV. Both can undermine health and social inclusion.

There is a danger in the ‘wrong kind’ of focus on HIV stigma actually
reinforcing and normalising stigma in society and internalising it within people
with HIV. We need both to communicate the realities of stigma and
discrimination, but also stress how attitudes have changed and are continuing
to change — and that the majority have supportive attitudes.

Discrimination is perhaps ‘easier’, and more important, to address
immediately than stigma — but less discrimination may well then contribute to
a decline in stigma.

There needs to be a continuation and further improvement in how we record,
collate, share and deploy data on, and experiences of, stigma and



discrimination in the UK. Continued funding is necessary for research into
public attitudes to HIV and into experiences of people with HIV of stigma and
discrimination.

More effort and resources must be put in to supporting people with HIV in self-

respect, self-confidence, greater ‘visibility’ and the tools needed to confront
stigma and discrimination at the personal and local level.

Specific recommendations for action

Schools -

There needs to be effective education in all schools addressing HIV stigma
and discrimination — both comprising PSHE which explicitly includes HIV and

broader education which addresses HIV-related stigma and discrimination.

Clear guidance is necessary from the DCSF to schools to end HIV
discrimination against children and young people with HIV.

Affected communities —

There needs to be an engagement of community media and faith groups in
tackling HIV stigma and discrimination.

Employment —

Irrelevant pre-employment questionnaires around health and disability should
be prohibited in advance of a job offer.

Employment tribunals need to be able to guarantee confidentiality for those
with HIV who wish to make a complaint.

Accurate and up-to-date information about HIV needs to be readily available
for employers — and there should be particular engagement of trade unions,
the Health and Safety Executive and the Chartered Institute for Personnel and
Development.

Asylum seekers in the UK for more than 6 months should have the right to
work.

The media —

Inaccurate and stigmatising reporting must be consistently confronted, using
for example the NAT/NUJ Guidelines on Reporting HIV. People with HIV can
be very effective in this regard.

There is a particular need proactively to address sensationalist reporting
around biting, discarded needles, criminal prosecutions and migration.



Healthcare —

There must be extensive training of all healthcare staff on HIV (including
stigma and discrimination), starting with those specialties which will come into
particular contact with people living with HIV

There must be particular actions to address stigma in primary care (for
example, all GPs being trained and confident in taking a sexual history, and
concerted representations to the British Dental Association to end
discrimination from dentists).

There must be improved processes to protect confidentiality of personal
health information within the NHS.

Current rules and practice on HIV-infected healthcare workers, including
dentists, fuel stigma and should be reviewed in the light of developing
understanding of risk and the impact of treatment on infectiousness.

Government responsibilities —

The Equality Bill provides an important opportunity to improve discrimination
law for people with HIV and those affected by HIV — and should address
multiple discrimination, discrimination by perception and association,
disability-related discrimination, harassment in goods and services, pre-
employment questionnaires, and confidentiality in employment tribunals and
other discrimination-related tribunals and courts.

There must be a renewed commitment to cross-departmental action from the
Government to address HIV stigma and discrimination over the next five
years, which identifies responsibilities and actions for key government
departments including the Home Office, Ministry of Justice, Department of
Health, Department for Work and Pensions and Department for Children,
Schools and Families.

There is an urgent need for the Government to end those policies which
reinforce stigma and discrimination — prosecutions for HIV transmission, and
charging certain migrants with HIV for their treatment.

The Government must ensure that all people with HIV are fully protected from
hate crime under statutory disability-related hate crime provisions.

The criminal and civil justice system needs to be properly trained around HIV.
Key areas for further consideration
A Stigma and Discrimination Action Plan?

There was debate as to how effective cross-departmental government action
against HIV stigma and discrimination should be developed. Do we need a



specific new action plan? Or is it enough simply to use other key current
government initiatives to secure progress?

A new approach to media work?

The HIV sector needs honestly to consider whether sometimes we
inadvertently encourage a sensationalist approach to HIV to underline the
need for our charities to be supported.

There is an argument for not having ‘more’ HIV stories but ‘better’ ones,
communicating treatment advances, such as greater tolerability, longer
lifespans, reduced infectiousness.

HIV stigma within African communities
More consideration and discussion are needed of HIV-related stigma and

discrimination within African communities. A further seminar specifically on
this issue could usefully be organised.



Introductory Presentations

The workshop began with three presentations, outlined below, exploring what
we know about HIV-related stigma and discrimination in the UK. The
presentation slides are included in an Annex to this report.

Yusef Azad, NAT
HIV Stigma and Discrimination: some initial issues

Yusef explained that the workshop would begin with some ‘scene setting’ as
to what was known on HIV stigma and discrimination. And to do that it was
important to have some shared understanding of what we meant by the two
terms. Of course much academic time had been spent on definitions but for
the purposes of the workshop it would be useful to distinguish between

on the one hand ‘stigma’, which was a matter of attitudes and perception, ‘a
mark of disgrace’ according to the dictionary, and linked to shame and social
isolation;

and on the other hand ‘discrimination’, more a matter of actions, of ‘less
favourable treatment’ linked to HIV status, which is neither reasonable nor
proportionate.

NAT had commissioned three surveys of public knowledge of and attitudes
towards HIV —in 2000, 2005 and 2007 — which included a number of
guestions relating to stigma and discrimination. The surveys were conducted
by Ipsos MORI of a representative sample of the British population. All
reported results were statistically significant and in a number of cases
guestions had been repeated between surveys allowing some assessment of
trends over time.

Yusef then presented some key findings from the surveys (see Annex and
NAT ‘Public Attitudes towards HIV 2007° NAT 2008).

One striking finding was that the proportion agreeing that ‘There is still a great
deal of stigma in the UK today around HIV and AIDS’ had declined over time
— from 85% in 2000 to 69% in 2007. This possibly suggested some progress
was being made and there was something to celebrate.

However, after a significant drop between 2000 and 2005, there had between
2005 and 2007 been a rise in the numbers who thought those who had been
infected through unprotected sex or injecting drug use ‘only had themselves to
blame’ (this was especially marked in relation to drug use). People who felt
this way also were more likely to disagree that those with HIV deserved the
same support as those with cancer.

But when people were asked to conceptualise HIV in more personal terms
results were more encouraging. In 2007, 74% said that their relationship
would not be damaged were they to find out that a family member was HIV



positive, and 67% said the same for a neighbour. And of those not ‘agreeing’
to the statement a significant proportion either ‘did not know’ what their
reaction would be or neither agreed or disagreed — the percentage positively
disagreeing with the statement (i.e stating their relationship would be
damaged) was 12% for a family member and 16% for a neighbour.

Similarly, the percentage who stated they would feel comfortable working with
a colleague who was HIV positive was 70% in 2007, up on the 57% in 2005.
Again this was an encouraging indication of progress and possibly reflected
the impacts of work done by a number of HIV organisations as well as the
influence of the Disability Discrimination Act 2005.

There was an interesting increase in the percentage of people who said that
they expected to be told if a colleague was HIV positive — up from 35% in
2005 to 44% in 2007. This reflected perhaps one way in which HIV stigma
and discrimination now manifest themselves — less in outright exclusion and
more in inappropriate disclosure requirements.

HIV stigma was associated in the surveys with poorer knowledge as to how
HIV is transmitted; fewer educational qualifications; social grades C2 and DE;
and older age groups.

There was in discussion general agreement as to the value of such surveys of
public opinion and the need to continue them. Some missing issues were
identified such as how attitudes to HIV relate to other identities e.g sexuality,
ethnicity, migration status (the issue of so-called ‘multiple discrimination’), as
well as questions around stigma, discrimination and co-infection with, for
example, hepatitis C.

One of the most striking messages was the possibility of significant changes
in public attitudes over a relatively short timescale. To give an example from
attitudes to homosexuality, the Health Education Authority found that whilst in
1987 74% of people in the UK thought homosexuality ‘wrong’, this had
declined to 44% in 1997 (and no doubt had declined further since). The NAT
surveys also contained some encouragement and begged the question of
whether as a sector we spend too much energy ‘talking up’ HIV stigma, and
thus almost normalising it, instead of emphasising positive changes in social
attitudes.

Jonathan Elford, City University

Discrimination experienced by people living with HI V in London

Jonathan presented a summary of research conducted by himself, Cecilia
Bukutu and Fowzia Ibrahim from City University London and Dr Jane
Anderson from Homerton University Hospital NHS Foundation Trust (see
Annex and AIDS and Behavior Elford et al Vol 12 No 2 March 2008). This
research looks at the ‘other side of the coin’ to attitudes researched amongst



the general public, focussing rather on how people living with HIV experience
discrimination.

The research was part of the East London project which researched a clinic
sample of HIV positive patients in East London. A guestionnaire was used
between June 2004 and June 2005 to examine social, economic and
behavioural characteristics of those patients. 73% of those eligible for the
study completed the questionnaire, and this constituted 63% of all people
attending the clinics (an extremely robust response rate).

Respondents were asked ‘Have you ever been treated unfairly or differently
because of your HIV status (in other words discriminated against)?’. And then
‘If yes, by whom?'.

Overall 29.9% of respondents reported HIV-related discrimination. This
varied between groups — 34% of both white and ethnic minority gay men
reported discrimination, compared with 28% of black African women and 21%
of black African men. However, further analysis revealed that this difference
in experience of discrimination between groups could be explained by ‘risk’
rather than ethnicity, gender or sexual orientation. More specifically, the
difference appears to be attributable to ‘number of years since diagnosis’ and
‘body showing signs of living with HIV'. Both these factors were strongly
associated with HIV-related discrimination. On average, gay men had been
diagnosed with HIV longer than black African men and women, and they were
also more likely to say their body showed signs of living with HIV. When
these factors were taken into account, the proportions who reported
experiencing discrimination were similar for all groups.

Of those who reported discrimination half stated it was from a healthcare
worker, amongst whom dentists (25.3%) and GPs (17.4%) were those most
commonly cited. 41.6% reported discrimination from partners, family or
friends; 27.3% fro a sexual partner; and 21.6% from colleagues.

Limitations of the study were that this was self-reported data; from one
geographic area; and it relied on someone interpreting a negative experience
and being HIV-related discrimination. Strengths were that the study was of a
broad cross-section of people from a common source; and it was a clinic
based sample (with laboratory confirmed diagnosis) broadly representative of
all those living with HIV.

One third of people diagnosed with HIV reporting HIV discrimination is a
significant proportion. The link between discrimination and both length of time
since diagnosis and body showing signs of living with HIV show that
discrimination is more likely to be experienced by those who find it hard to
conceal their infection. The results of the study underline the need for
concerted action to address HIV discrimination both inside and outside the
NHS.



Alessandra Trossero, IPPF
The People Living with HIV Stigma Index

Alessandra Trossero from IPPF introduced the ‘HIV stigma index’ developed
by IPPF with people living with HIV, to be used internationally to produce
consistent quantitative and qualitative data on the experience people living
with HIV have of stigma.

Whilst stigma was much discussed in relation to HIV what was less clear was
how we can measure stigma and its impact, track changes in the nature of
stigma over time and identify the relation between stigma and particular
policies or practices. IPPF were concerned to try to develop a means better
to assess HIV stigma and to that end convened a consultative meeting in
March 2004 with UNAIDS and networks of people living with HIV. A
guestionnaire was developed which was piloted in 2006 and then finalised in
2007, with a User’s Guide also produced.

The guiding principle of the Stigma Index is that it was by and for people living
with HIV. Not only did people living with HIV formulate the content of the
Index, its roll out depends on people living with HIV being trained to take the
survey to others. It thus is itself a form of capacity building for people living
with HIV.

The Index can chart changes in stigma over time; assess stigma in different
affected communities e.g MSM, IDUs, sex workers etc; look at stigma in
different settings. There were ten sections to the Index (see Annex), including
a section on internal stigmas and fears.

Actions to date had mainly been focussed on capacity development and roll-
out with 5 of the planned 7 regional workshops undertaken to date, seed
grants being distributed to work up proposals for Index roll-out at the national
level; and surveys underway in 2008 in Dominican Republic, Thailand,
Bangladesh, Zambia, Nigeria and Kenya.

The UK had been identified as a European country in which first to roll out the
Index in Europe and an initial scoping meeting was planned for late 2008 to
which many of the workshop participants would undoubtedly be invited. It
would require coordination across the sector especially given the fact there is
no overall UK organisation of people living with HIV but the Index requires
significant numbers of people living with HIV to be involved in its roll-out. It
would also be necessary to ensure the applicability of the questions to the UK.



MORNING WORKSHOPS

Affected Communities discussion group

The discussion focussed on people diagnosed with HIV who themselves
place blame or stigma on themselves and others diagnosed with HIV.

Power relations lead to individuals trying to differentiate between ‘good ‘and
‘bad’ people in order ‘place themselves’ in a category — “I'm not one of those
people”.

Many people newly diagnosed stigmatise themselves. Some people feel they
can cope with diagnosis but they don’t. Some who are worried cope better.
Silence from HIV positive women is the strongest sign of stigma.

Perceived fears of stigma are generally higher than real experiences and
disclosure allows people to access support.

Individuals with a high level of self confidence and knowledge about HIV show
a lower reaction to stigma and have a more positive attitude to how they
expect to be treated by others.

Women who disclose find more tolerance than expected consequently they
can tell others about their experience.

Concern was expressed that stigma created between groups of HIV positive
people should not be the only focus of the discussion and that public
ignorance and assumptions about HIV should be considered.

Key points
- Blame and the idea of ‘good’ and ‘bad’ leads to stigmatisation between

groups of HIV positive people
Experience of stigma is subjective — strong and knowledgeable
individuals are more able to cope with and challenge stigma.
Self labelling leads to the expectation of stigmatisation.
The debate should not only focus on ‘internalised stigma’ but on public
perceptions and ignorance.

Question: In what circumstances does discrimination occur?

Internalised within groups diagnosed with HIV
Faith groups

Family units

Health service environments

Schools

General social discourse



Discussion

Young gay men often have preconceived ideas of what a man with HIV looks
like — they think he would be a ‘dirty old man’; someone they would never
sleep with. Therefore, people who ‘look’ wrong are discriminated against and
young men are at risk because of their ignorance of who may be infected.

There is a difference between the levels of discrimination and anger aimed at
people who are perceived to have brought HIV upon themselves and into their
family as opposed to those who are perceived as innocent victims e.g.
children and wives. There is still a high degree of discrimination from faith
groups against men who have sex with men (MSM) and people who are
diagnosed with HIV because of the ideas that these individuals are breaking
social norms and the connection with sex and promiscuity.

Parents do not want to reveal diagnosis of children and vice versa

due to fear of discrimination. In some communities there is a denial that any
men are gay. MSM in some societies (that have universal marriage)
experience family pressure to get married and have children. It is not possible
to categorise MSM into a single group — language and cultural norms are all
different — consequently some MSM do not identify themselves as gay or
bisexual.

Health professionals highlighted the discrimination seen in waiting rooms
between HIV positive people picking on those who are stigmatised for other
reasons such as immigrants, ethnicity or nationality. It was agreed that HIV
stigma and discrimination ‘piggybacks’ on other prejudices

African people are frequently reluctant to go to clinics and group meetings
because they are afraid they might meet someone they know (this brings into
guestion whether clinics should be sited outside the main hospital or
incorporated inside the main buildings). There is a fear that information about
their condition would be divulged outside the clinic setting to their community.

Stigma against gay children in school is not addressed, whereas racism and
bullying in other areas is taken seriously by the education system. There
needs to be more done to address this problem.

There is a broader discourse in society — ‘if you are not well it is your own
fault’. Too fat = eat too much. HIV positive = bad lifestyle/doing wrong.
People feel they need an alibi — or accept they are to blame.

Tools/Action

Self Confidence

Best defence against stigma is helping the people diagnosed with HIV to
understand how it will affect their own lives and the lives of others.

Advice to newly diagnosed people is essential — advice that people who have
been diagnosed for many years can pass on. More programmes and services
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are needed to support people to come to terms with their diagnosis and gain
knowledge and confidence to rebut stigma and discrimination.

Staff Training

Training of healthcare workers essential — including non medical staff who
come into contact with HIV positive people. Health care environments should
prohibit proselytising aimed at people perceived as being sick due to sinful
behaviour.

Young People

There should be a positive attitude fostered towards gay people in schools —
compulsory PSHE will allow the teaching of clear and accurate information
about HIV to children. More proactive steps should be taken to ensure that
HIV positive children are not discriminated against in school.

Primary Targets
It was decided that it would not be a good idea to run a big anti-stigma
campaign as it could potentially fuel stigma. Instead it would be best to
breakdown the different areas of stigma into ‘bite size pieces’ and target
those. The areas proposed were:
Personal/Individual (rural/metro)
Training of professionals and general workers in all areas where they
come into contact with HIV positive people
Employers
School teachers/staff and other people dealing with children
Leadership training
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Employment discussion group

In Jonathan Elford’s study 30% of people experience discrimination in
the workplace. Furthermore, the workplace was the least likely place
where people would disclose. Those who disclosed were more likely to
have been discriminated against.

But how about the problems at the point of recruitment? Is there any
research on prejudice at that stage?

And what about when people drop out of work after the diagnosis?
People’s anxiety is related to questions posed by Occupational Health
but also there is anxiety about what to say and what not to say, how to
present oneself to an employer, how to answer disability-related
guestions in application forms, and whether there is a duty to disclose
one’s status or not.

Some of these problems are internalised, they relate to personal
attitude towards the condition

In this respect, the inclusion of HIV in the DDA has helped to frame the
issues

But what is the extent of people’s awareness of their rights under the
DDA? How is the DDA enforced? Are people empowered enough to
complain? Are people seeing HIV as a disability?

If Positive Discrimination is not allowed, which are the ways in which
specific employment of people living with HIV can be promoted?

HIV needs to be highlighted more strongly within the DDA-related
schemes and duty

People may fear applying for their DDA rights as it would bring more
disclosure

DDA not a solution for all.

Also the ban on work for asylum seekers is an obstacle as it fuels more
stigma, more poverty, less power.

Trade unions play a key role in supporting workers so they should be
targeted re. HIV awareness

There could be a compulsory HIV-related training unit for people
working in HR (via the Chartered Institute for Personnel and
Development ‘CIPD’)

Health & Safety Executive should give proper training re. HIV

Also necessary to look at Hep C in this context because of the
problems related to the impact of treatment

There are problems when the healthcare press ‘alerts’ workers about a
healthcare worker being diagnosed — it fuels stigma especially in the
local press

People from African communities have reported that they may not even
apply for certain jobs because they perceive the companies as
discriminatory so they’d rather find work in the voluntary sector etc
Perhaps worth exploring the good practice in place with some large
companies such as Virgin

Awards for businesses that implement progressive practice?

12



The EHRC should push the issue of HIV more

But also it is necessary to involve people living with HIV in building self-
esteem, self-advocacy, self-confidence in order to challenge and face
issues of discrimination in the workplace

13



AFTERNOON DISCUSSION GROUPS

Healthcare discussion group

It was agreed that there are many situations in health care settings for stigma
and discrimination to be experienced by people diagnosed with HIV. Some of
the locations mentioned were: dental practices, general practitioners,
maternity units, hospital wards, ambulance teams, clinics, chiropody,
physiotherapy, dermatology and other personal treatment practitioners.

Given the shift of much healthcare for people with HIV from secondary to
primary care, a key question is ‘How can we improve primary care to better
meet the needs of people living with HIV?'.

Arguments made around expectations of primary care
- Not all GPs will be happy to treat HIV patients

If you make a list of doctors who are: gay friendly, lesbian friendly,
black friendly — it supports discrimination
All doctors should have to follow best practice of care regardless of
sexual orientation, race or medical condition.
People should be able to access any GP and get best care
Vital that patients can trust the healthcare professional (in terms of
confidentiality, advice, care) — when patients discover they can't it is
devastating
Sometimes however, patients expect the worst, e.g. from dentists but
find the best.

Key problem areas within healthcare settings were i dentified

- Breaking confidentiality — need to know not always essential
Problems enforcing confidentiality on non clinical staff
Which is better for purposes of confidentiality? — GU clinics inside the
hospital main building or separate?
Proselytising
Bullying e.g. pregnant women pressured to have a caesarean section
Refusing treatment (e.g. dentists fearful of other patients leaving if they
treat HIV positive patients)
Discrimination in treatment and care e.g. cleaners refusing to clean rooms
of HIV positive patients
Need for improved complaints procedures — e.g complaints against PCTs
have to be made directly by the complainant — this reduces the number of
complaints as some individuals would rather have an organisation or
support group take on their grievance.
Media scare stories about health workers infecting patients lead to
increased stigma — usually not fully or accurately reported e.g. the
Leicester case — individual did not know their HIV status. Stories are not
about ‘get diagnosed’
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There could be special weeks for professional groups such as ‘Dental
Week’ to focus on the issues surrounding treatment of those diagnosed
with HIV

Actions needed
To improve confidentiality in healthcare settings, in particular in those
specialties and settings where HIV testing is being rolled out under the
new UK HIV Testing Guidelines
More training of medical staff and non medical staff in providing the
highest level of professional medical care to HIV positive patients and
about understanding what risks are/are not posed in dealing with HIV
positive patients
Should a charter be drawn up regarding non-discrimination?
HIV testing for pregnant women should be standardised so that the
test is offered in a consistent manner across the country
Training for specialists who have not dealt with HIV testing before but
will need to now under the new testing guidelines e.g. dermatologists
Specialist organisations should be encouraged to inform their members
about HIV, HIV treatment and standards of care
Clear guidance on the conflict between personal belief and role as
healthcare worker
Doctors should have extra sexual health training and also be
encouraged to use another member of practice staff where the patient
might feel more comfortable discussing confidential and sensitive
information. ‘Well women’ and ‘well man’ clinics are also useful.
There is already legislation against discrimination — this should be
enforced and new recruits need to be trained
There should be reconsideration, particularly given the impact of
treatment on infectiousness, of the ban on people living with HIV in
certain healthcare roles
More support for HIV positive healthcare staff e.g. agency nurses not
getting work
PCTs need to fund dentists to encourage them to treat HIV positive
patients/ Dentists run a business and need incentives to encourage
them
The BDA (British Dental Association) has to be pressed on the issue of
refusal to treat
There may be a link between the blanket ban on HIV positive people
practising as dentists and the high levels of stigma and discrimination
experienced from this profession. These guidelines should be
reviewed.
Commissioning — ‘local area needs assessments’ need to take notice
of smaller groups such as people living with HIV and ensure health
services meet their needs.

Key Conclusions
To prevent discrimination in healthcare settings use the Disability
Discrimination Act
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Extend public duty by Public Bodies to Professional Bodies

Still a lack of understanding even of the difference between HIV and
AIDS

Fear of being sued — e.g. dentists — levels of understanding about
HIV amongst a health body’s communications teams and lawyers
may not be accurate, well-informed or up-to-date

There may be a need to more broadly review current rules and
practice in relation to HIV and healthcare workers in light of
developments in treatment and its impact on infectiousness, as well
as greater understanding of real risks of transmission in healthcare
settings.
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Media Discussion Group

Criminalisation of HIV transmission is a crucial issue

But also race/migration

Though the stigmatisation takes place in relation to all communities
and groups

There is a lack of accurate reporting on all aspects of the criminal
cases in the press and much ignorance with regards to transmission
It's essential to work with the police to ensure best practice in the
police press releases that have often been misleading and judgemental

The media appears to be trapped in a 1980’s ‘AIDS crisis’ mentality in
which trauma is played up, whereas treatment and prognosis are being
played down

Though the media perhaps cannot be changed entirely, it is necessary
to control the excesses and to look to the NUJ for a new generation of
journalists.

NAT/NUJ Guidelines on reporting HIV should be widely disseminated
and used,

as should AHPN'’s Start the Press in relation to coverage of HIV and
African communities

People living with HIV should themselves challenge inaccurate,
sensationalist and stigmatising reporting. NAT’s Press Gang can
support people in doing this.

The media has a culture of blame overall and they don’t want good
news as they don’t make good stories...

There is ‘exotic’ reporting of HIV as an African problem

But the Black press is not engaging in fighting stigma unlike much of
the gay press

The community media has to be tackled as many people rely on and
read it

It's important to remember that ‘the media’ are made up of actual
people with their own attitudes and ideas

Journalists are part of the wider population and they too are often ill
informed

The focus of reporting seems to often involve biting, spitting,
needles...and the language is also a problem with words such as
victim, sufferer or patient being used much more than positive concepts
such as ‘living with HIV’, or support and solidarity

It is also necessary to distinguish which kind of message the sector is
looking to put across

Difficult to balance between messages against stigma (which may
emphasise the effectiveness of treatment etc) and messages to do with
prevention
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And should HIV receive more coverage than other health conditions?
Maybe we should be wanting less coverage? Particularly if HIV is of
interest only for sensationalist reasons

Is the absence of stories to do with the fact that the situation nowadays
is better for PLWH?

Is there a way in which the sector can somehow ‘make the news’ rather
than react to the news?

Possible way forward include: Use World AIDS Day to put across
positive stories...but there may be a fear amongst HIV organisations
that less sensationalism will mean less coverage and so affect funding
and support.

Reach out to obtain political endorsement...why should politicians talk
about Russell Brand or the X Factor?

Is there anyway to develop a contractual output (such as buying radio
time)?

How can the sector network with the executive side of the media, get to
the journalists and change their attitudes before the stories appear?
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CONCLUDING SESSION

Key principles in addressing stigma and discriminat ion

Addressing stigma and discrimination must be a priority for both communities
and government. There should be consideration of how the nature and
content of stigma and discrimination change over time (for example, possibly
fewer instance of outright exclusion but an increase in cases of inappropriate
disclosure requirements).

Sometimes there is a danger of inappropriate language or focus on stigma
actually reinforcing the stigma they are meant to address. Rhetoric and
arguments from the sector around HIV stigma and discrimination need to be
thought-through and persuasive, perhaps, for example, drawing on the
successful response to HIV in the UK.

Stigma is deep-rooted socially and change is more complex to influence. It
may be more readily practicable and useful to focus on tackling discrimination.
It may well also be the case that tackling and reducing discrimination has a
knock-on effect on stigma.

The developing human rights framework in the UK is an essential context
within which to work for an end to HIV-related stigma and discrimination.

The NAT/Sigma Research report ‘Outsider Status’ should also be referred to
for ways forward in addressing HIV-related stigma and discrimination.

Visibility and empowerment of people living with Hl Vv

Central to efforts to address stigma and discrimination must be a greater
public visibility for people living with HIV. HIV-related organisations should be
strongly lobbying for this.

There must be more investment in educating and empowering people from
the moment they are diagnosed with HIV, supporting self-confidence and self-
respect, enabling people to challenge stigma. Expert patient programmes
need to be both accessible and sustained.

Government departments and the NHS have a particular responsibility to take
the lead in supporting people with HIV in greater visibility (in their
documentation, websites, consultations, as ‘champions’ etc). This does not
happen at present.

As important is greater visibility of people with HIV within the communities
most affected — in particular gay and African communities — and in religious
communities.

People with HIV should consider greater involvement in local forums such as

in engaging local Commissioners, in PALS and as board members of PCTs.
Work was planned, supported by the DH, to provide people with HIV with a
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website to enable improved local engagement and ensure evidence is well
used at the local level.

Stigma and discrimination within affected communiti es

Stigma and discrimination need to be tackled with those communities most
affected by HIV — gay men and African communities.

This should include community media and faith groups.

There could be value in a separate seminar considering in detail stigma and
discrimination within African communities.

Improved partnerships

There is a need for improved partnership working and strategising, for
example with refugee organisations and disability groups, in order to address
stigma and discrimination.

There was good practice on information exchange and partnership in rural
areas which should be learned from in urban settings.

Documenting stigma and discrimination

It was agreed that documenting stigma and discrimination is a key part of the
process of lobbying for change, and an area where the HIV sector needs to
make real improvements.

There should be a standard process and tools across the HIV sector for
recording appropriately instances and experiences of HIV-related stigma and
discrimination, which can then be referred to and drawn on in advocating
change.

There should be political will and funding available to support research into
stigma and discrimination in the UK.

Government Action

There was discussion of the future for a Government Action plan on Stigma
and Discrimination. The Department of Health had committed itself to such
an Action Plan in the national strategy for sexual health and HIV. A draft
Action Plan was published in 2005 and a consultation held but was never
finalised as a distinct document. Instead an Implementation Plan was
published which mainly set out funded anti-discrimination activity by voluntary
sector bodies.

There was consensus that

cross departmental government action on HIV-related stigma and
discrimination remains vital, and that
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the Government must recommit itself to concerted action to address
HIV stigma and discrimination over the next five years.

Such cooperation should include DFID but not dilute a focus on UK issues —
there should be specific consideration of how departments liaise with each
other to reduce HIV stigma and promote social inclusion. All government
departments should be working to a consistent and up-to-date understanding
of HIV and its medical and social implications, which the DH can disseminate.

The Home Office, the Department for Work and Pensions and the Department
for Children, Schools and Families had a particular responsibility around
immigration policy, work and benefits, and schools/SRE respectively.

Specific guidance on how to address HIV-related stigma and discrimination
should be developed with support from the relevant government departments
for a few particularly significant sectors such as schools, healthcare and the
workplace.

There was debate as to what form Government commitment should take.

One option is simply to have a comprehensive cross-departmental Action
Plan as had been previously promised (though only partially delivered). Some
thought this may not be as effective as identifying key current policy levers
and effectively strategising action through these processes.

For example, there could be a government policy commitment to consider
explicitly HIV-related needs within the proposed Single Equality Duty.

Any action plan should be specific as to responsibilities for action, reflect the
diversity of those affected by HIV, and ensure a ‘normalisation’ of HIV i.e
always considered where relevant in all areas.

Key legal and discrimination issues

Criminal prosecutions

Although there had recently been a decline in criminal prosecutions, the issue
had not gone away (for example, complaints and police investigations
continue at a considerable rate). The criminal law casts a long shadow.
Appropriate best practice guidance for police investigations must be an urgent
priority.

There must be a full understanding of HIV amongst police, courts, judges,
CPS and so on — this would make a significant difference.
Social model of disability

The social definition of disability — more should be done to promote the social
model of disability and understanding that people with HIV are protected
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under disability law. Such an approach will also support those HIV positive
people who are also co-infected with, for example, hepatitis C.

One immediate need is for people with HIV to be protected appropriately from
disability-related hate crime under the Criminal Justice Act 2003.

Equality Bill

The Equality Bill is an important opportunity to take forward the legal
framework to protect people with HIV, in particular

Provide legal redress for ‘multiple discrimination’

Improve confidentiality provisions for employment tribunals (and other
equality-related courts/tribunals) — this will reduce the reluctance of
those discriminated against to approach employment tribunals
Prohibit pre-employment questionnaires on disability or health (apart
from the very rare instances where the question is essential to the job)

Asylum and immigration

There was discussion of the way discrimination reinforced structural
inequalities in society. Particular reference was made to asylum and
immigration issues. Asylum prejudice was feeding in to HIV stigma and
discrimination, and vice versa. Priorities are:

Access to free treatment for all

Access to work after six months in the UK

Effective challenging of the media over stigmatising reports of migrants
and HIV, which characterise people with HIV as a public health threat

Accessible HIV information for organisations

Both the public and private sectors need to be able to access clear and up-to-
date information about HIV which can inform decision-making and reduce
likelihood of stigma and discrimination. The HIV sector must ensure that such
information is available for people to use, for example on routes and likelihood
of transmission.

Confidentiality

Breaches of confidentiality can themselves be instances of stigma and
discrimination (whether from hostility, gossip, unfounded fears of infection etc)
and may render individuals more vulnerable to stigma and discrimination from
others. A key element in addressing stigma and discrimination is therefore
promoting the rights to privacy for people with HIV. In particular, there should
be appropriate respect for confidentiality in wider healthcare and in
multidisciplinary settings (amongst those mentioned were social care and
social services, child protection and mental health settings).
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Annex A

Attendees at the HIV Stigma and Discrimination Work
Wednesday 19 ™ November 2008 at Skipton House

Yusef Azad
Nonie Benson
Richard Betournay
Garry Brough
Derek Bodell
Jabu Chwaula
Paul Clift
Michael Carter
Michael Cameron
Elisabeth Crafer
Catherine Dodds
Jonathan Elford
Ceri Evans
Wondwossen Eshetu
Babs Evans
Russell Fleet
Robert Goodwin
Jane Hillier
Geoff Holliday
Deborah Jack
Robert James
Titise Kode
Sharon Kelsy
Andrew Little
Chris Morley
Angelina Namiba
Kay Orton

Sarah Paparini
Silvia Pettretti
Maria Phelan
Lisa Power

Mark Santos
Catherine Speller
Ale Trossero
Cheikh Traore
Kate Vick

NAT

shop

Equality & Human Rights Commission

Chelsea and Westminster
THT

SHIAG

AHPN

NAM

Black Health Agency
Positively Women
Sigma Research
City University
Chelsea and Westminster Hospital
NAZ Project

EJAF

MedFASH

DH

NAT

DH

NAT

NAT

AHPN

DH

George House Trust
AHPN

DH

THT

Positively Women
NCB

THT

Positive East

Press Complaints Commission
IPPF

GLA

SHIAG

23



Annex B

Powerpoint presentations from the HIV Stigma and Di
Workshop Wednesday 19 ™ November 2008

Presentation slides - Yusef Azad

Slide 1

SHAPING ATTITUDES
CHALLENGING INJUSTICE

TRANSFORMING
UK’S

CHANGING LIVES THE

RESPONSE
TO HIV

November 2008

scrimination

HIV stigma and discrimination

some initial issues

Yusef Azad, Director of Policy and Campaigns, NAT

Slide 2

Stigma and TRANSEORMNG

THE

discrimination - concepts o

X Stigma — attitudes/perception — ‘a mark of

X Discrimination - actions — ‘less favourable
treatment’ (which is neither reasonable nor
proportionate)

disgrace’ — linked to shame and social isolation
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Slide 3

Slide 4

Slide 5

NAT PublIC Attltudes TRANSF,ORMING

surveys - |

THE UK’S
RESPONSE
TO HIV

‘There is still a great deal of stigma in the UK today
around HIV and AIDS’ - 85% in 2000; 73% in 2005;
69% in 2007

‘More needs to be done to tackle prejudice against
people with HIV' - 71% in 2007

‘People who become infected with HIV through
unprotected sex only have themselves to blame’ -
57% in 2000; 43% in 2005; 48% in 2007

NAT PublIC Attltudes TRANSF,ORMING

surveys - I

THE UK’S
RESPONSE
TO HIV

‘People who get infected with HIV through injecting
drug use only have themselves to blame’ - 58% in
2000; 47% in 2005; 64% in 2007

‘People with HIV deserve the same level of support
and respect as someone with cancer’ - 77% in 2000;
70% in 2005; 70% in 2005

‘If | found out my neighbour was HIV positive it
would not damage my relationship with them’ - 67%
in 2007

NAT PublIC Attltudes TRANSF,ORMING

surveys - |l

X

THE UK’S
RESPONSE
TO HIV

‘If | found out someone in my family was HIV positive
it would not damage my relationship with them’ -
74% in 2007

‘I'd feel comfortable working with a colleague with
HIV' - 57% in 2005; 70% in 2007

‘I'd expect to be told if one of my colleagues was HIV
positive’ - 36% in 2005; 44% in 2007
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Slide 6

Slide 7

Slide 8

Associated with stigma TRANSFORMING

IR

THE UK’S
RESPONSE
TO HIV

Less accurate knowledge as to how HIV is
transmitted

Fewer educational qualifications
Social grades C2 and DE
Older age groups

Future public attitudes TRANSFORMING

THE UK’S

Su rveyS? REsPONSE

ok ek

Is this a useful survey to continue?
How can we improve the questions?
How should we use the results?

Do we go for ‘glass half full’ or ‘half empty’ in our
messaging?

Are there any conclusions we can draw from
results to date as to how society attitudes are
changing and how we might influence them?

Some concluding TRANSFORMING

THE UK’S

guestions RisroNse

What will an effective stigma and discrimination ac  tion
plan look like?

What role do people with HIV, and organisations
supporting people with HIV, have in changing societ  y's
attitudes?

How can communities more effectively engage at the local
level to address stigma and discrimination?

Are there legal changes necessary? [criminal
prosecutions? hate crime?]
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Slide 9

TRANSFORMING
THE UK’S
RESPONSE

TO HIV

www.nat.org.uk
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s
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Presentation slides - Jonathan Elford

Slide 1
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Slide 2

Slide 3

Slide 4

Discrimination experienced by
people living with HIV
in London

Jonathan Elford
City University London

Jonathan Elford

Cecilia Bukutu

Fowzia Ibrahim

City University London
Institute of Health Sciences

Jane Anderson
Homerton University Hospital NHS
Foundation Trust, London

Objectives

To examine
* the extent to which people living with

diagnosed HIV in London reported
being discriminated against because
of their infection

® by whom

* factors associated with reporting HIV-
related discrimination
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Slide 5

Slide 6

Slide 7

NHS HIV outpatient clinics

* |n the UK, National Health Service
(NHS) outpatient clinics provide
clinical care to the majority of people
diagnosed with HIV

¢ Clinic sample broadly representative
of all those diagnosed with HIV

East London project

* Questionnaire study examining social,
economic and behavioural
characteristics of patients attending HIV
outpatient clinics in north east London

® Barking, Barts, Homerton, Newham,
Royal London, Whipps Cross

® June 2004-June 2005
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Slide 8

Slide 9

The North East London Strategic Health Authority

Recruitment 2004-2005

People attending the clinics 2680
Eligible for the study 2299
Declined to participate 612

Completed a questionnaire 1687
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Slide 10

Slide 11

Recruitment 2004-2005

People attending the clinics 2680

Eligible for the study 2299 (100%)
Declined to participate 612 (27%)

Completed a questionnaire 1687 (73%)

Recruitment 2004-2005

People attending the clinics 2680 (100%)
Eligible for the study 2299 (86%)
Declined to participate 612

Completed a questionnaire 1687 (63%)
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Slide 12

Slide 13

Slide 14

Overall sample of people with HIV

Black African heterosexual men 704
and women

Black African heterosexual women 480
Black African heterosexual men 224

Gay men 758

White 646
Ethnic minority 112

Discrimination

Have you ever been treated unfairly
or differently because of your HIV
status (in other words discriminated
against)?

If Yes, by whom?

If Yes, by whom?

* partner *GP
* family * dentist

* neighbours * HIV clinic

e sexual partners e sexual health clinic
* school/college e antenatal services
* colleagues * voluntary sector

* social services * community groups
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Slide 15

Discrimination

Have you ever been treated unfairly
or differently because of your HIV

status (in other words discriminated
against)?

Overall, 29.9% of respondents
reported experiencing HIV-related
discrimination

Slide 16
Percentage who reported HIV-related
discrimination
34.0% 34.0%
White gay Ethnic Black African  Black African
men minority gay  heterosexual heterosexual
men women men
(n=621) (n=106) (n=448) (n=210)
Slide 17

Percentage who reported HIV-related
discrimination

p=1.0
34.0% 34.0%

White gay Ethnic Black African  Black African
men minority gay  heterosexual heterosexual
men women men

(n=621) (n=106) (n=448) (n=210)
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Slide 18

Percentage who reported HIV-related
discrimination

34.0% 34.0%

White gay Ethnic Black African  Black African
men minority gay  heterosexual heterosexual
men women men

(n=621) (n=106) (n=448) (n=210)

Slide 19

Univariate analysis: odds ratios for reporting
HIV-related discrimination

OR 95% ClI

Gay men

Black African 0.57,0.95 <0.05
women

Black African ) 0.36, 0.74 <0.001
men

Slide 20

Number of years since diagnosis
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Slide 21

Reported HIV-related discrimination:
gay men

p<0.001

3to 4 5t09
Years since diagnosis

Slide 22
Reported HIV-related discrimination:
black African heterosexual women
p<0.001
3to4 5t0 9
Years since diagnosis
Slide 23

Reported HIV-related discrimination:
black African heterosexual men

24.1% 28.0% 26.3% p<0.05

13.3%/\‘

3to4 5t09

Years since diagnosis
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Slide 24

Number of years since diagnosis

Median
* Gay men
¢ Black African women

* Black African men

Slide 25

Body showing signs of living with HIV

Slide 26

Reported HIV-related discrimination

Showing signs ®m Not showing signs

Body showing signs that they are living with HIV
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Reported HIV-related discrimination

Gay men

Showing signs ®m Not showing signs

Body showing signs that they are living with HIV

Slide 28

Reported HIV-related discrimination

Gay men

Showing signs ® Not showing signs

Body showing signs that they are living with HIV
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Reported HIV-related discrimination

Gay men

Showing signs ®m Not showing signs

Body showing signs that they are living with HIV

Slide 30

Reported HIV-related discrimination

Gay men

<0.001
43%

25%

Showing signs m Not showing signs

Body showing signs that they are living with HIV
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Reported HIV-related discrimination

Gay men Black African
women

<0.001 <0.001

43% 40%

25
i 21%

Showing signs m Not showing signs

Body showing signs that they are living with HIV

Slide 32

Reported HIV-related discrimination

Gay men Black African  Black African
women men
<0.001 <0.001 <0.05
43% 40%
32%

25
i 21%

15%

Showing signs m Not showing signs

Body showing signs that they are living with HIV
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Body showing signs of living with HIV

* Gay men
* Black African women

* Black African men

Slide 34

Multivariate analysis

Controlled for
* number of years since HIV diagnosis

* body showing signs of living with HIV

Slide 35

Multivariate analysis: odds ratios for
reporting HIV-related discrimination

aOR 95% ClI p

Gay men 1.00

Black African 1.06 0.79,1.41
women

Black African 0.71 0.48,1.05
men




Slide 36

Slide 37

Slide 38

Exposure to risk

HIV-related discrimination appeared
to be a function of “exposure to risk”
rather than ethnicity, gender or
sexual orientation

HIV-related discrimination

Have you ever been treated unfairly
or differently because of your HIV
status (in other words discriminated
against)?

If Yes, by whom?

Number (%) who reported
HIV-related discrimination

No %
403 100.0%
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Slide 39

Number (%) who reported
HIV-related discrimination

No %

Total 403 100.0%

By health care worker 200 49.6%

Slide 40

Number (%) who reported
HIV-related discrimination

No %

Total 403 100.0%

By health care worker 200 49.6%

By partner, family or friends 172 41.6%

Slide 41

Number (%) who reported
HIV-related discrimination

No %

Total 100.0%

By health care worker 49.6%

By partner, family or friends 41.6%

By sexual partner 27.3%
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Number (%) who reported
HIV-related discrimination

No %

Total 100.0%

By health care worker 49.6%
By partner, family or friends 41.6%

By sexual partner 27.3%

Colleagues 21.6%

Slide 43

Number (%) who reported
HIV-related discrimination

No %

Total 403 100.0%

By health care worker 200 49.6%

Slide 44

Number (%) who reported
HIV-related discrimination

No %

Total 100.0%

By health care worker 49.6%

Dentist 25.3%
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Slide 46

Slide 47

Number (%) who reported
HIV-related discrimination

No %

Total 100.0%

By health care worker 49.6%
Dentist 25.3%
GP 17.4%

Number (%) who reported
HIV-related discrimination

No %

Total 100.0%

By health care worker 49.6%
Dentist 25.3%
GP 17.4%

Hospital staff 10.4%

Limitations

* Self-reported data

* Relies on someone interpreting a
negative experience as being HIV-
related discrimination

* One geographic area
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Strengths

* Broad cross-section of people from a
common source

* Clinic sample broadly representative
of all those living with diagnosed HIV

* Laboratory confirmed HIV diagnosis

Slide 49

Conclusion

Nearly one third of people living
with HIV surveyed in London clinics
in 2004-2005 reported being
discriminated against because of
their HIV status

Slide 50

Conclusion

* Half of those reporting HIV-related
discrimination said this had involved
a health-care worker

* HIV-related discrimination appeared
to be a function of “exposure to risk”
rather than ethnicity, gender or
sexual orientation
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Presentation slides — Alejandra Trossero

Slide 1

Slide 2
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Slide 3

Slide 4

Slide 5
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Slide 6

Slide 7

Slide 8
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