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1. Lay Summary

Systematic Review

Background:

People living with infectious diseases that can be passed from person to person (i.e.,
communicable diseases), can experience rejection or judgement from others (i.e.,
stigma). This review aimed to understand the experiences of people who openly tell
others (i.e., status share) that they have a communicable disease. The research question
was ‘What are the experiences of those living with a communicable disease who share

their status openly?’.

Method:

A systematic review aims to critically summarise previous research that relates to a
particular question, in this case, the question above. The previous research that was
reviewed was related to people’s experiences (i.e., qualitative methodology), as it was
hoped it would provide a more detailed summary compared to looking at statistical
data. The studies included were only studies where participants were aged 18 and over
and had a diagnosis of a communicable disease, such as human immunodeficiency virus
(HIV), tuberculosis or leprosy. Articles were searched for on two databases and overall,
1300 papers were found. The articles were assessed for whether they were relevant to
the question. Thirteen articles were thought to be relevant and have been included in
this review. The findings from the articles were grouped together, (i.e., synthesised), to

make overall categories or themes relating to the experiences of openly sharing.



Findings:

Findings showed the experiences of people could be grouped into three main themes:
before sharing openly; the process of sharing openly; and the outcomes of sharing
openly. Themes linked to before sharing included concerns about being rejected or
experiencing judgement from others. Reasons why people wanted to share included
wanting to share knowledge with others, wanting to get support, and not wanting to lie.
Things that helped people with sharing were having information about HIV and being
able to come to terms with their diagnosis. The process of sharing included sharing
strategies changing over time. Benefits of sharing included getting support, supporting

others, sharing knowledge with others and relationships becoming closer.

Conclusion:

Findings showed that reasons for sharing were both for the individual and for others
around them. Additionally, the way people share is different for everyone and people
thought there were more positive outcomes to sharing than negatives. These findings
will help both people living with communicable diseases and professionals working

with them to be able to support them.

Empirical Study

Background:

People living with HIV experience difficulties linked to their physical and mental
health. These include difficulties taking medication regularly, feeling alone, anxious,
or depressed, and experiencing rejection and judgement from others. People who share
their HIV status with others have found that they get more support from others and find

it easier to regularly take medication. However, people have also experienced rejection



or judgement. This study aimed to explore the experiences of people living with HIV
who openly share their status. The research question was ‘What are the experiences of

adults with HIV who are open about their HIV status?’.

Method:

This study was also a qualitative study design as it was hoped this would be the best
way to get detailed accounts of people’s experiences. Participants needed to be over 18,
with HIV that they contracted later in life, not at birth (i.e., behaviourally acquired
HIV), be ‘open’ about their status, and having received their HIV diagnosis at least six
months ago. Being ‘open’ was defined as their GP, most of their friends and family and
their last three sexual partners since diagnosis being told or knowing. I interviewed
eight people living with HIV. Questions for my interview were written with the help of
two other people living with HIV. NHS and University ethics committees reviewed the
study to make sure it was safe to carry out. The interviews were studied, and themes

were grouped together.

Findings:
Five main themes were created from the analysis:
(1) Emotional reaction at diagnosis — this included sadness, shame and acceptance
linked to their HIV diagnosis.
(2) Decisions to share — reasons why people shared their status included wanting to
be honest, wanting to educate and being accepting of their diagnosis. Having

information about HIV and having support helped people to share.
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(3) Strategies for sharing — people had different strategies for sharing and when
they started sharing. Some people were more influenced by their first experience
of sharing than others.

(4) Outcomes of sharing — positive outcomes of sharing included raising awareness
about HIV, not having to lie, and getting support. Negatives included rejection,
and concern from others.

(5) Comparative experiences of sharing — there were mixed thoughts about whether
people thought sharing their HIV status was better or worse than sharing other

information about themselves, such as sexuality and mental health difficulties.

The main findings indicated that acceptance is an important factor linked to openly
sharing, decisions to share were linked to seeing positives for yourself or someone else,
sharing openly was an individual process and that participants mainly experienced

positive outcomes following openly sharing.

Conclusion:

These findings hope to inform people living with HIV and professionals to understand
the options that are available to people about sharing and things that might make it
easier to share. They also showed the importance of accepting one’s HIV diagnosis as
being helpful for openly sharing and helping people to know they do not need to rush
into sharing their status. Findings could also increase knowledge for people not living

with HIV and charities about the process of individuals openly sharing their HIV status.
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Next Steps

The systematic review and empirical study found some similarities and some
differences in the themes relating to experiences of openly sharing. They found that
openly sharing is an individual process and there are both positives and negative
outcomes of sharing. Additionally, factors such as having knowledge and having

support make it easier to share.

It is hoped that the findings will not only be able to help people living with HIV and
professionals, but also charities, the HIV negative population and the academic
community. The findings of the studies will be sent to HIV clinics, participants, and

charities, and are going to be submitted to journals for publication.

12



2. A Systematic Review Exploring the Experiences of Openly Sharing

Communicable Disease Status

Abstract
Research suggests that people living with communicable diseases experience stigma in
relation to their illness. Some communicable diseases are associated with greater levels
of stigma than others, which can be detrimental to someone’s mental and physical
health. Status sharing has been found to be associated with social support, however,
there have been mixed outcomes found. This review looked at the experiences of people
who share their communicable disease status openly, rather than selectively. The
objective of this review was to critically analyse and synthesise themes associated with
experiences of openly sharing of communicable disease status. Searches were run on
PubMed and Psyclnfo for peer-reviewed journals. Qualitative and mixed method
articles were included with only qualitative data analysed. Other criteria included
participants who were over 18 years old and with a diagnosis of a communicable
disease. Titles and abstracts were screened and assessed for eligibility by the primary
researcher and a secondary reviewer, followed by full text screening. Any
disagreements were resolved by a third rater with expertise in the field. Out of 1300
articles, 13 were included in the review. Participants ranged in age, gender and sexuality
and articles were from a range of locations. Studies were quality assessed for four
criteria ‘credibility’, ‘confirmability’, ‘transferability’ and ‘dependability’. Thematic
synthesis identified six analytical themes: ‘fears for sharing openly’; ‘assists with
sharing openly’; ‘reasons for sharing openly’; ‘methods for sharing openly’; ‘benefits
for sharing openly’; and ‘negatives of sharing openly’. Findings suggested that reasons

for sharing openly had both personal and social factors, methods of openly sharing were
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variable and there were many more positive outcomes than negative outcomes.
Findings will help both clinicians and people living with these illnesses to understand
the different elements of status sharing and what might help individuals as well as some

of the possible consequences.
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Introduction

Communicable Diseases

Communicable diseases are diseases caused by microorganisms that are spread
from one person to another, directly or indirectly. They are treated depending on the
type of disease that they are. For example, bacterial diseases are treated with antibiotics
and viral infections can be treated with antiviral medication. Some communicable
diseases can be treated with medication, and cured, if the treatment is successful. For
example, people with leprosy can receive a multidrug therapy which can completely
cure leprosy (World Health Organisation, 2020b), similar to the treatment of
tuberculosis (World Health Organisation, 2010), whilst others can be managed long
term with medication but cannot be cured, as is the case for HIV. The management of
these diseases will not only improve someone’s physical health, but also has benefits

such as improving quality of life and reducing the risk of onward transmission.

Communicable Diseases and Stigma

Whilst the management and treatment of many communicable diseases has
progressed greatly, leading to better physical health and quality of life, many people
with these diseases still experience a great deal of stigma in relation to their illness
(Williams, Gonzalez-Medina, & Vu Le, 2011). Stigma is defined as a “negative social
attitude” associated with a mental, physical or social characteristic of someone (APA,
2020). Some communicable diseases are associated with a greater level of stigma than
others, and some are not stigmatised. It is possible that there might be certain features
of illnesses that are associated with stigma more than others. These features might

include judgement about the behaviour leading to someone contracting an illness, the
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possible outcomes following contracting it or the fear of infection (Courtwright &
Turner, 2010; Des Jarlais et al., 2006). For example, tuberculosis has commonly been
associated with the HIV/AIDS pandemic in Southern Africa (Zolowere et al., 2008).
Individuals living with these conditions experience discrimination from their family

and community, including people with the same condition (Zolowere et al., 2008).

Research on HIV has found that there are different types of stigma: anticipated,
internalised and enacted. Anticipated stigma is the discrimination that someone
believes will be directed towards them (Earnshaw et al., 2013), whilst internalised
stigma is where someone starts to believe the negative views about them or their
condition (Berger et al., 2001), and enacted is the discrimination, negative attitudes, or

avoidance of people living with communicable diseases (Earnshaw & Chaudoir, 2009).

All types of stigma can be detrimental to someone’s mental health, as well as
impacting their physical health. Stigma associated with communicable diseases impacts
the likelihood of someone accessing services to be diagnosed, as has been found with
people with leprosy (Nicholls et al., 2005). Moreover, it has been found that people
living with HIV who experience stigma are less likely to access treatment (Chesney &
Smith, 1999; Earnshaw et al., 2013; Vanable et al., 2012). The stigma and prejudices,
defined as a predetermined opinion that is not based on thought or experience,
associated with these illnesses have a further consequence of being an obstacle for
eradicating many communicable diseases, as has been found with diseases such as
leprosy (Kay et al., 2010) and sexually transmitted diseases (Montgomery et al., 2008).
This is due to people being less likely to seek medical treatment and hiding their status

from others, which might lead to onward transmission (Des Jarlais et al., 2006).
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Communicable Diseases, Stigma and Status Sharing

Stigma can have an impact on someone’s physical and mental health, with
people being less likely to seek medical intervention. Stigma might also lead
individuals to be less likely to share their illness status with others. Patients with
tuberculosis were found to fear the discrimination they might experience following
sharing their status (Zolowere et al., 2008), whilst fearing social exclusion from
families and communities was thought to be a barrier to sharing of individuals with
leprosy (Sermrittirong & Van Brakel, 2014). In particular, women were found to

actively try to hide their status due to these fears (Ramasamy et al., 2020).

Factors which affect sharing in people living with HIV include ‘disclosure self-
efficacy’ (Abler et al., 2015; Nostlinger et al., 2015; Semple et al., 1999), sharing
anxiety (Greene et al., 2013), anticipated responses in others (Greenhalgh et al., 2016;
Kaushansky et al., 2017; Semple et al., 1999) sexuality (Elford et al., 2008), and age
(Latkin et al., 2012). Similar findings have been found in research looking at leprosy
status sharing (Thilakavathi et al., 2015) and tuberculosis (Zolowere et al., 2008). Status
sharing has also been associated with feelings of trust, safety and an obligation to keep

others safe (Zolowere et al., 2008).

Both benefits and negative outcomes have been found following status sharing
of communicable diseases. Findings following a meta-analysis show a positive
correlation between sharing HIV status and social support, and a negative correlation
between stigma and sharing (Smith, Rossetto, & Peterson, 2008). Sharing of
tuberculosis status has been associated with feelings of encouragement and

empowerment (Zolowere et al., 2008). However, not all research looking into sharing
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status has found positive outcomes. One study found that non-disclosure of HIV status
was not associated with a higher prevalence of adverse health difficulties
(Daskalopoulou et al., 2017). Additionally, some individuals with tuberculosis felt
stigmatised following sharing their status (Zolowere et al., 2008). Given the mixed
findings around status sharing and communicable diseases, it is of interest to understand

more about this process.

Open Status Sharing

Open sharing is sharing some information about yourself openly with people
from different domains of your life. For example, open HIV status sharing is sharing
your HIV status with many people across different domains of your life (Hult, Wrubel,
Brénstrom, Acree, & Moskowitz, 2012). Open status sharing is thought to be driven by
personal and social factors but there has not been much research looking into it. Within
other areas, open status sharing, for example openly sharing mental health difficulties
has been associated with enhancing self-esteem and empowerment (Corrigan et al.,
2013), whilst openly “coming out”, defined as publicly sharing ones sexual orientation,
as homosexual has also been found to increase acceptance, support and happiness

(Corrigan & Wassel, 2008).

Systematic Review Rationale

Research suggests that sharing someone’s communicable disease status may
help individuals to feel more supported and possibly strengthens relationships, which
in turn could help with adherence to treatment, both improving someone’s physical and

mental health. Additionally, research focussed on the transmission of infectious
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diseases found that to prevent further onward transmission, people need to share their
disease status, which was particularly important in relation to sexually transmitted
diseases and is thought to be similar for other diseases (Montgomery et al., 2008).

Therefore understanding this process in more detail would be beneficial.

It is of interest psychologically to understand the open sharing process of
individuals with communicable diseases, particularly stigmatised conditions, to
understand their experience of sharing their status. This includes what helped them, and
whether they have experienced any benefits or negative outcomes following sharing.
As discussed, stigmatised conditions are often, but not always, associated more with
person-to-person communicable diseases, therefore only these diseases will be included

in the study.

This review is looking particularly at the experiences of people who share
openly, not selectively, therefore not hiding their illness purposely from others. Only
open sharing will be looked at within this review as it is thought that the experiences,
across the domains mentioned above, of being open about someone’s condition might
be different to someone who selectively shares their diagnosis with others. Therefore,
this review looks to extract themes from within studies exploring the experience of
individuals with communicable diseases who openly share their status to others, which

to the author’s knowledge, has not been done before.

Systematic Review Objectives
The aim of the systematic review is to critically analyse and synthesise themes

associated with experiences of open sharing of communicable disease status. Given the

19



objective is to look at the experiences of people with communicable diseases, it was
thought that qualitative studies would provide much more detailed accounts than

quantitative studies and therefore only qualitative data will be reviewed.
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Method
Study Eligibility
The inclusion criteria were as follows:
- Empirical studies
- Using qualitative and mixed method methodologies, where it was possible to
extract the qualitative data
- With participants who were over 18 years of age
- With participants with a diagnosis of a communicable disease who were open

about their communicable disease status

Sources of Information

Literature searches were run on both PubMed and PsycInfo databases. Only
research published in a peer-reviewed journal in English were included and there was
no restriction on publication date. The reference section of eligible studies and review
articles generated through the search were read to identify any other potentially relevant

studies.

Search Strategy

Eligible studies needed to include the following constructs:

Open Status Sharing:

Status sharing was defined as the act of making a condition known or a fact that

is made known. Open sharing was being defined as someone who will share the status
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of their condition to most other people in their life. Search terms will be based on the

definition of open sharing.

Communicable Physical Health Conditions:

The most common communicable diseases based on the World Health
Organisation are tuberculosis, leprosy, Ebola, COVID-19, influenza, measles,
pneumonia, strep throat and sexually transmitted infections (World Health
Organisation, 2020a). Sexually transmitted infections included have been based on both
The Terence Higgins Trust and The Well Project (The Well Project, 2020; The Terence
Higgins Trust, 2020). The diseases chosen were all person-to-person communicable
diseases. Not all person-to-person communicable diseases are stigmatised however
these ones are thought to be associated with more stigma given the perception from
others about how people might contract the illness, some of the long-term effects and

the fear associated with them.

Based on these constructs and developed further following a literature review of
terms, the following search terms were searched for in the title and abstract of research
studies in both PubMed and PsycInfo:

- Open Disclosure: open* disclos*” OR “public* disclos” OR “open* share” OR
“public* share” OR disclosure* OR disclos* OR “self-disclosure*” OR “self
disclosure*” OR “open status” OR “public status”

- Communicable Diseases: tuberculosis OR TB OR leprosy OR ebola OR covid-
19 OR coronavirus OR “sexually transmitted infection*” OR STI OR STD OR
“sexually transmitted disease*”” OR HIV OR “human immunodeficiency virus”

OR chlamydia OR “genital wart*” OR HPV OR “human papilloma virus” OR
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gonorrhoea OR hepatitis OR “hepatitis A” OR “hepatitis B” OR “hepatitis C”
OR HAV OR HBV OR HCV OR herpes OR LGV OR “lymphogranuloma
venereum” OR “mycoplasma genitalium” OR Mgen OR molluscum OR NSU
OR “non-specific urethritis” OR “pubic lice” OR shigella OR syphilis OR
chancroid OR trichomoniasis OR influenza OR measles OR pneumonia OR
“strep throat”

- Mixed methods and Qualitative: Qualitative OR “grounded theory” OR
“thematic analysis” OR IPA OR “interpretive phenomenological analysis” OR
“narrative analysis” OR “narrative model” OR “phenomenological model” OR
“content analysis” OR “ethnography” OR “ethnographic model” OR “case

study” OR “case study model” OR “historical model” OR “mixed methods”

Data Collection

Using the Preferred Reporting Items for Systematic Reviews and Meta-Analysis
(PRISMA) guidelines, the articles were identified, screened and quality assessed
(Moher et al., 2009). The database searches were completed on 28" September 2020
and the articles meeting the criteria were identified. Duplicate articles were removed

by the primary researcher.

The first step of eligibility screening involved the primary researcher and a
second reviewer (a third-year psychology undergraduate student) independently
screening the titles and abstracts of all the articles. At this stage, any articles considered
to be eligible by either reviewer were included in the next stage of the eligibility

process.
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The full texts were independently screened, again by the primary researcher and
the second reviewer. Reasons for excluding articles at this stage were documented.
Inter-rater agreement was calculated using Cohen’s Kappa (0.46) indicating a moderate
reliability of inter-rater agreement (McHugh, 2012)(Appendix A). Any disagreements
between the primary researcher and the second rater were reviewed by a third rater with
expertise in the field. There were 46 disagreements at the title and abstract screening
stage and 14 disagreements at the full text screening stage. The main reasons for
disagreement were predominantly regarding whether the participants were using an

open sharing strategy or a selective strategy.
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Figure 1
PRISMA Diagram (Moher et al., 2009)
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Data Extraction

The following information was extracted from the studies that were included:
author, publication date, study design, study location, sample characteristics,
qualitative methodology used, interview questions or focus of the study and themes
regarding experiences of open sharing. Themes included factors linked to helping or
inhibiting sharing and perceived benefits or negative experiences following sharing that

might influence onward sharing.

The review looked to understand the themes linked to open sharing of
communicable disease status. These themes included the experiences of sharing.
Thoughts or concerns pre-sharing were looked for and included anticipated stigma or
hopes for sharing. Other themes included the outcome of sharing, both personally in
terms of internalised stigma and any benefits to their physical health condition, and
within their relationships, for example the support they might or might not receive and
any impact on the closeness of their relationship. Finally, further themes included

whether their experiences of sharing have impacted further decisions to share.

Quality Assessment

The quality assessment tool used was adapted from the Cochrane Critical
Appraisal of Qualitative Research (Hannes, 2011). The adapted version of this tool was
adapted by and used in Evangeli, Pady and Wroe's systematic review (2016). The tool
assesses four areas of quality within a study. These areas are ‘Credibility’,
‘Transferability’, ‘Dependability’ and ‘Confirmability’. To meet each of these criteria,
it was decided that each study would need to meet at least two of the sub-categories

within each area. This was how the tool was used in Evangeli et al.’s (2016) review.
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Quality assessment was completed by the primary researcher and second
reviewer independently. Ratings for each sub-category within one of the four domains
were compared by the primary researcher and any disagreements were reviewed by a
third rater with expertise in the field who determined the outcome. Specific areas
disagreed on included what constituted a ‘thick description of sending and receiving
context’, ‘greater than or equal to 80% response rate’, ‘peer review’, ‘audit trails’ and

‘reflexivity’.
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Table 1

Quality Assessment Tool adapted by Evangeli et al., (2016). Tool adapted from Hannes,

(2011)

Credibility

1. Do the findings hold true?

At least 2 of the following used: member checks,
outside auditors, attention to negative cases,
independent analysis by more than one researcher,
verbatim quotes, sufficient data presented to
support the findings, consideration of data
saturation.

Transferability

2. Are the findings transferable to
other settings?

At least 2 of the following used: rich detail of study
participants including contextual background
information and demographics, thick description
of sending and receiving context, statement of
sampling strategy that shows that convenience
sampling was not used, >80% response rate.

At least 2 of the following used: peer review,
debriefing, audit trails, self-critical reflexivity,
inter-rater agreements, detailed description of
analysis process including explanation of how data
presented was selected from original sample.

Dependability

3. Is the research logical,
traceable, and clearly
documented?

Confirmability

4. Is the analysis grounded in the
data?

At least 2 of the following used: assessing the
effects of the researcher during all steps of the
research  process, reflexivity, background
information presented on researcher’s
background, education, and school of thought.
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Data Synthesis

Data synthesis was carried out using a thematic synthesis approach as found in
a paper by Snilstveit, Oliver, & Vojtkova (2012). The steps were developed by Thomas
& Harden (2008) and involve three steps. Firstly, coding the text, then developing
descriptive themes and finally generating analytical themes. Coding involves line by
line coding of the findings in each included study. Secondly, similar codes are clustered
together and a new overarching code, known as a descriptive theme, is developed.
Finally, analytical themes are generated by the researcher interpreting the descriptive

themes relevant to the review question.
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Results

Overall Study Characteristics

Thirteen studies were included in the systematic review. Twelve studies were
qualitative studies, and one was mixed methods. Studies were published between 2002
and 2020. Research took place in Canada, Denmark, Kenya, Uganda, one study took
place across five African Countries (Lesotho, Swaziland, South Africa, Malawi and
Tanzania) and eight studies took place in the United States of America (USA). The
sample size ranged from 8 to 225 (median: n=30). Seven studies included male and
female participants, whilst five were female only studies, and one study was male only.
Twelve of the studies inclusion criteria was PLWH, whilst the other study was
specifically for participants with Hepatitis C, and HIV was one of the exclusion criteria.
Two studies’ inclusion criteria included either men who have sex with men (MSM) or
homosexual and bisexual females. All the other studies either included heterosexual,

homosexual or bisexual participants, or did not state the sexuality of participants.

For the majority of studies, data was collected using semi-structured interviews
(n=9). One study conducted focus groups before undertaking semi-structured
interviews, whilst another study conducted semi-structured interviews in groups and
then individual semi-structured interviews. One study purely used focus groups to

gather data and the final study wrote field notes alongside an intervention.

Different qualitative methods were used to analyse the data. These included
Thematic Analysis, Grounded Theory, Content Analysis and an “Iterative Coding
Process”. Further details of the studies, including themes associated with sharing

openly, can be found in Table 2.
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Table 2

Summary of Included Studies Table

Reference Study Design | Location | Sample Qualitative Interview Experiences of Sharing Openly
Methodology Questions or
Focus of Study
Black & Qualitative, USA N=48, Women, Intervention with Assessed Factors Pre-Sharing:
Miles (2002) | descriptive, African American, field notes made of | disclosure goals | - Not wanting to lie
intervention PLWH (7 were HIV | each visit - Hoping to get support
with field positive - Wanting to educate others
notes grandmothers but Content analysis - Raising awareness or protecting
primary carers) and constant others
Part of a comparison -Blame or “getting even”
larger RCT Age=22-65 (Lincoln & Guba,
(Mean=37, SD 9.2) 1985)
Process for Sharing:
38% (n=18) married - Open within all adult relationships
or living with a
partner Outcomes Post-Sharing:
- Educating others
Length of time since
diagnosis = 5.5. (2-
11, SD 2.6)
Carnes, Qualitative, USA N=84; Men, >18, Thematic analysis | Exploring Factors Pre-Sharing:
Carey, semi PLWH, Black and/or participants’ - Help with treatment adherence
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Gelaude, structured Latino, MSM, spoke degree of care - Hoping to get support
Denson, & interviews English or Spanish engagement and
Bessler HIV disclosure | Process for Sharing:
(2020) 15% (n=13) 20-29; and social - Telling all friends and family
20% (n=17) 30-30, support
33.8% (n=28) 40-49;
31.3% (n=26) 50-59 Analysed
response
59.5% (n=50) Black frequencies for
African/American, select thematic
36.9% (n=31) codes (1) the
Hispanic/Latino, number of
3.6% (n=3) person roles the
Black/Hispanic participant
Latino reported
disclosing to (2)
69% (n=58) time since
Gay/homosexual, diagnosis and
20.2% (n=17) first disclosure
bisexual, 10.7% (3) disclosure
(n=9) something else for support in
or other managing their
care
Emlet (2008) | Qualitative; USA N=25 Development of “Tell me about a | Factors Pre-Sharing:
semi conceptual model | time you felt - Not wanting to lie
structured Criteria: >50 years Open coding discriminated - Wanting to speak up
PLWH (Strauss & Corbin, | against or - Age helping with sharing
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interviews,
cross sectional

Aged 50-72 (m=56.1,
SD=5.75),

1998), Grounded
Theory (Strauss &
Corbin, 1998)

mistreated
because of being
older and having

- Wanting to educate others
- Wanting to raise awareness and
reduce further spreading of HIV

HIV disease”
68% (n=17) male, and “What do Process for Sharing:
32% (n=8) female you think - Process of ‘coming out’, where
60% (n=15) white, society should once decision to share was made it
36% (n=9) African know about was then public information
American, 4% (n=1) being older and
Non-White Hispanic having HIV Outcomes Post-Sharing:
disease?” - Catharsis
Route of HIV
transmission: 36%
(n=9) exposed
through MSM, 36%
(n=9) exposed
through heterosexual
sex and 16% (n=4)
through injection
drug use, 4% (n=1)
through contaminated
blood and 8% (n=2)
unknown
Gillett & Qualitative; Kenya N=21; Women, Thematic “Why do Factors Pre-Sharing:
Parr (2010) | semi PLWH analysis/approach | women living - Seeing others sharing
structured with HIV - Hoping to get support
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interviews

Focus groups
and then semi-
structured
interviews
with three
support group
members and
two support
group leaders

62% (n=13) 40-53,
38% (n=8) 20-39

All Christian

33% (n=7) married,
9% (n=2) boyfriends,
33% (n=7) widowed
(5 tested positive for
HIV after husband
died from AIDS)

Time since diagnosis:

3 months - 7 years
(majority over 3
years)

Support group
members between 4
months and 4 years

(Miles &
Huberman, 1994)

choose to
disclose their
status?”

“Why do
women living
with HIV
choose to
withhold their
status?”

“What are your
experiences of
HIV status
disclosure
and/or what are
the experiences
of people you
know?”

“What are your
opinions about
the support
groups, did the
support groups
influence your
decision to
disclose your
HIV status?”

- Fears of rejection
- Acceptance

- Wanting to help others living with

HIV
- Fears of stigma

- Help with treatment adherence
- Raising awareness of HIV

- Having support

- Wanting to educate others
- Feeling obliged to share

Process for Sharing:

- Does not mind who they share

with
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Greeff et al., | Qualitative, 5 African | N=225 (39 focus Tesch Open coding | Focus groups Factors Pre-Sharing:
(2008) descriptive, countries; | groups), 49.3% technique discussions: - Faith
focus groups | Lesotho, (n=111) PLWH of (Cresswell, 1994) | Aimed to - Having support
Swaziland, | those: 46.8% (n=52) understand an - Seeing others sharing
South men, 53.2% (n=59) “emic view” of | - Hoping to get support
Africa, women PLWH of - Health deterioration
Malawi & stigma and - Wanting to protect family or
Tanzania | Mean age 36.8 discrimination. | children
- Having information
Of focus groups - Economic factors
53.8% (n=121) urban - Raising awareness or protecting
settings and 46.2% others
(n=103) rural - Acceptance
Process for Sharing:
-Sharing with everyone they have
relationships with
- Speaking publicly at events
Outcomes Post-Sharing:
- Educating others
- Wanting to speak up
- Not being believed about HIV
status
Hatala et al., | Qualitative; Canada N=21; PLWH, 55% Constructivist First round: Factors Pre-Sharing:
(2018) Two rounds of (n=12) male, 45% grounded theory more generally | - Fears of stigma

semi
structured

(n=9) female, all
Indigenous

approach for data
generation and

about health

- Positive outcomes outweighing
negative outcomes
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interviews

No further
demographics

analysis (Charmaz,
2006; 2011)

Second round:
more
specifically on
HIV treatment
and care as well
as experiences
of illness
disclosure

- Not wanting to lie to others

- Others being knowledgeable
about HIV

- Positive previous experiences of
sharing

- Raising awareness of HIV and
preventing further spread

- Confidence to challenge stigma
- Increased self-esteem or sense of
self

- Hoping to get support

-Fear of rejection

- Wanting to educate others

- Difficulties with mental health

- Acceptance

- Helping others living with HIV

Outcomes Post-Sharing:

- Increased sense of purpose

- Helping others living with HIV
- Having a sense of belonging to
something

- Self-acceptance

- Getting support

- Trying to help with wider
systemic difficulties

- Strengthening relationships
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- Educating others

Hult et al.,
(2012)

Mixed
methods;
Longitudinal
cohort study

USA

N=75 (but data of
first 50 analysed);
92% (n=69) male, 8%
(n=6)female

Criteria: HIV
diagnosis within 8
weeks (Range 1-14),
English speaking, >
18, be able to consent

63% (n=47)
Caucasian, 19%
(n=14) African
American, 12% (n=9)
Latino, 6% (n=5)
Asian

78% (n=59) gay, 8%
(n=6) heterosexual,
14% (n=10)
bisexual/other

Sharing patterns:
32% (n=16) stigma
concerns, 16% (n=8)

Thematic analysis;
developed case
summaries

Experiences of
disclosure
experience,
including who,
when, why,
how, what the
response was
and how they
felt

Factors Pre-Sharing:

- Hoping to get support

- Positive outcomes outweighing
negatives

- Having support

- Self-acceptance

- Feeling obliged to share

- Others having knowledge of HIV
- Not wanting to lie to others

Process for Sharing:

- Initially sharing with close
friends, family or partner

- Sharing with a small number of
people initially and a wider group
within 3-9 months post diagnosis
- Negative reactions not deterring
future sharing

Outcomes Post-Sharing:
- Getting support
- Receiving some mixed reactions
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social isolation, 30%
(n=15) strategic
disclosure, 22%
(n=11) universal
disclosure

Machtinger
et al., (2015)

Qualitative;
semi
structured
interviews

USA

N=8, Women, PLWH

Aged between 23-65
mean=48, SD=14

N=5 African
American, n=1
Caucasian, n=1
Cherokee, n=1 more

than one ethnicity
(other)

n=1 bisexual, n=7
heterosexual

Length of time since
diagnosis: mean = 13,

range= 1-24 years

All taking ART

Thematic analysis
(Braun & Clarke,
20006)

Public
disclosure
experiences and
possible impact
on interactions
and
relationships
with others

Factors Pre-Sharing:

- Educating others

- Feelings of safety

- Acceptance

- Confidence to challenge stigma

Process for Sharing:
- Sharing with smaller groups
before publicly sharing

Outcomes Post-Sharing:

- Sisterhood

- Catharsis

- Self-acceptance

- Safer and healthier relationships
- Educating others

- Increased sense of purpose
- Health outcomes

- Not having to lie

- Acceptance from others

- Sense of belonging
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- Helping with other difficult

experiences
- Negative experience for child of
participant
Medley, Qualitative; Uganda N=30 Iterative coding Experiences of | Outcomes Post-Sharing:
Kennedy, semi pross (Bernard, finding out HIV | -Acceptance from others
Lunyolo, & | structured Criteria: Women, 18- | 2000) positive, - Experiencing discrimination
Sweat interviews 49 years old, disclosure of - Not having to lie
(2009) diagnosed with HIV HIV status, - Educating others
for at least 1 month, barriers to - Not being believed
currently pregnant or disclosure, - Experiencing rejection
given birth in the stigma and - Getting support
previous year discrimination
18 - 39 years old,
median=28
Length of time since
diagnosis 1 month -
15 years (median =
12 months)
20% (n=6) post-test
support groups, 47%
(n=14)urban clinics,
33% (n=10) rural
clinics
Ortiz, (2005) | Qualitative, USA N=19, >18, PLWH, Content analysis Experiences of | Factors Pre-Sharing:

cross sectional

Latina's (women),

living with
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descriptive

85% (n=16) Mexican

HIV/AIDS in

- Positive previous experiences of

study; semi American, 5% (n=1) San Francisco sharing
structured Nicaraguan, 5% Bay Area and - Not wanting to lie to people
interviews (n=1) Puerto Rican, links between - Raising awareness and reducing
5% (n=1) Salvadorian social context the onward spread of HIV
and disclosing - Deterioration in physical health
50% 30-39 and mean HIV status - Felt obliged to tell people
age 37.6 - Wanting to educate others
- Testing relationships with people
12 single; 9 never - Hoping to get support
been married, 3
divorced. 5 were Process for Sharing:
married, 2 were - Telling close friends and family
widows initially
- Telling everyone they see
- The more people they told, the
easier it became to share
Outcomes Post-Sharing:
- Building stronger relationships
- Self-acceptance
Rodkjaer, Qualitative; Denmark | N=16, 25% (n=4) Glaserian Experiences of | Factors Pre-Sharing:
Sodemann, | semi women, 75% (n=12) | Grounded theory living with HIV | - Prepared to face prejudice
Ostergaard, | structured men, PLWH (Glaser, 1978; including - Having information about HIV
& Lomborg | interviews, Glaser & Strauss, facilitators and | - Not wanting to lie to others
(2011) cross sectional Aged: 22-66 1967; Lomborg & | barriers and - Having support

Kirkevold, 2003)

coping strategies

- Prepared to manage others’
reactions
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50% (n=8)
homosexual, 50%
(n=8) heterosexual

50% (n=8) diagnosed
before 1996

- Does not mind who knows

- Positive anticipated outcomes
outweighing negatives

- Acceptance

Process for Sharing:

- Thought of as an individual
process

- Most people adopting a no sharing
or limited sharing strategy initially
before becoming more open

- Would often get to know people
before sharing their status

Outcomes Post-Sharing:

- Self-acceptance

- Not having to lie to others
- Experiencing rejection

Suarez
(2019)

Qualitative;
semi
structured
interviews

USA

N=53; 55% (n=29)
men and 45% (n=24)
women

People living with
Hepatitis C

4% (n=2) 20-30, 13%
(n=7) 31-40, 40%
(n=21) 41-50, 36%

Initial coding
(Charmaz, 2002)

Analysis approach:

between technical
approach vs
emergent intuitive
approach due to
specific research
questions in mind

Experiences of
people living
with hepatitis C,
including
knowledge of
the disease,
experiences with
stigma and
discrimination,
disclosure

Factors Pre-Sharing:

- Wanting to speak up

- Health deterioration

- Having support

- Help with treatment adherence
- Faith

- Privilege

- Feeling obliged to share

- Wanting to protect others

- Wanting to support others
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(n=19) 51-60, 7%
(n=4) 61-70

64% (n=34)
Caucasian, 30%
(n=16) African
American, 6% (n=3)
Asian

Mode of
transmission: 55%
(n=29) drug related,
24% (n=13)
transfusion/surgery,
9% (n=5) unknown
mode, 6% (n=3)
sex/household
contact, 4% (n=2)
tattoo, 2% (n=1)
occupational needle
stick

People co-infected
with HIV were
excluded

Disclosure Patterns:
Activist: 9% (n=5)

e.g. strategies of
disclosure)
(Marshall &
Rossman, 1999).

practices and
coping
techniques

- Wanting to reduce stigma
- Hoping to get support
- Wanting to educate others

Process for Sharing:

- Activists sharing to educate
public, support others and reduce
stigma

- Open disclosure sharing as they
saw it as the right thing to do and
for support

- Sharing patterns are not static but
change over time and thoughts
around sharing can change

Outcomes Post-Sharing:
-Self-acceptance
- Experiencing discrimination
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(middle class); Open:
38% (n=20); Limited:
38% (n=20),

Reluctant:15% (n= 8)

1 (6%) of African
Americans embraced
open disclosure,
while all others
engaged in limited
and reluctant
disclosure

Teti, Hayes,
Farnan,
Shaffer, &
Gerkovich
(2018)

Qualitative;
Semi
structured
interviews in
groups - 3
meetings then
the exhibit and
thena 1:1
interview

USA

N=38, >18, PLWH
willing to be able to
take, discuss and
exhibit photographs,
MSM or bisexual

21% (n=8) men and
79% (n=30) women

Photographs,
individual
interviews and
groups interviews

Theme (Charmaz,
2006) and
Narrative
(Riessman, 1993)
analyses to analyse
and to organise the
data

Explore how the
process helped
them to express
their
experiences of
HIV e.g., “what
did you learn
about yourself,
what story did
your pictures
tell about your
life with HIV?”

Factors Pre-Sharing:
- Not minding who knows
- Educating others

Process for Sharing:
- Interviews in local papers and
radio stations

Outcomes Post-Sharing:

- Not having to lie

- Rejection

- Helping others living with HIV
- Sense of belonging

- Catharsis

- Self-acceptance
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Synthesis of Study Findings

The findings from each study were synthesised using a thematic synthesis
approach (Snilstveit et al., 2012). Only qualitative data was synthesised. Additionally,
only findings related to the systematic review question were synthesised, namely
experiences of sharing openly. Overarching descriptive codes were developed based on
clustering together similar initial codes. Analytical themes were generated by
interpreting the descriptive themes (Thomas & Harden, 2008). Six analytical themes
were identified: ‘Fears for Sharing Openly’, ‘Assists with Sharing Openly’, ‘Reasons
for Sharing Openly’, ‘Methods of Sharing Openly’, ‘Benefits of Sharing Openly’ and
‘Negatives of Sharing Openly’. The analytical themes were divided into three
categories ‘Factors Pre-Sharing Openly’, ‘Process for Sharing Openly’, ‘Outcomes of
Sharing Openly’. Quotes linked to each descriptive code can be found in Table 3,

demonstrating how the codes were developed from the data.

Factors Pre-Sharing Openly

Fears for Sharing Openly

Only two studies (15%) indicated that participants had fears for openly sharing.
These fears were linked to either rejection (Hatala et al., 2018) or enacted stigma, such

as discrimination (Gillett & Parr, 2010).

Assists with Sharing Openly

Nearly all studies (n=10) reported factors that helped participants with sharing.
Seven descriptive codes were developed across the studies. The most common factor
mentioned was acceptance about their illness. This was a factor spoken about in seven

studies, whether this was accepting their condition or coming to terms with their illness
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(Gillett & Parr, 2010) and having the confidence to challenge the stigma associated
with it (Hatala et al., 2018). Another key factor linked to helping people share openly
was having support of others. This was a theme in six studies, whether that was support
groups (Suarez, 2019), support from family (Rodkjaer et al., 2011) or counselling
(Greeff et al., 2008) as well as having support leading to feelings of safety which have
helped people to share (Machtinger et al., 2015). Other factors thought to help with
openly sharing were having faith and being informed. Factors such as age (Emlet,
2008), being prepared to manage others’ reactions, including possible prejudice
(Rodkjaer et al., 2011), and privilege (Suarez, 2019) were only mentioned in one study

each.

Reasons for Sharing Openly

Twelve of the 13 studies (92%) included reasons for openly sharing the status
of their communicable disease, with 12 descriptive codes developed. These factors
could be further subdivided into personal and social reasons for sharing. Personal
reasons were economic factors, health deterioration, hoping to get support, not wanting
to lie, positive outcomes outweighing negative outcomes, positive previous
experiences, and relationships. Social factors were blame or ‘getting even’, educating
others, others having knowledge, seeing others share and supporting others. Personal
factors that were repeatedly mentioned in studies were around support and not wanting
to lie (n=8). Other factors such as economic factors, health deterioration, positive
outcomes outweighing negatives, positive previous experiences and relationships were
included in between one and four studies, possibly showing the more important factors
were people hoping to get support and not wanting to lie within their relationships. In

terms of the social factors, themes that were repeatedly mentioned included educating
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others (n=9) and supporting others (n=8). Educating others was in the context of trying
to raise awareness of the communicable diseases to prevent them from spreading (Black

& Miles, 2002) as well as reducing stigma (Suarez, 2019).

Process for Sharing Openly

Methods of Sharing Openly

The majority of studies (n=11) noted themes that were related to how people
might openly share their status, and how they reach the point where they choose to
share openly. There were six descriptive codes developed from this. These were
typically only mentioned in one study with one exception where three studies found
that people would initially share with close friends and family before choosing who
else to share with (Carnes, Carey, Gelaude, Denson, & Bessler, 2020; Hult et al., 2012;
Ortiz, 2005). They demonstrated that choosing to share openly is a process over time
(Hult et al., 2012) and that all patterns for sharing change over time (Suarez, 2019).
Other studies found that some people will share with people when they see them (Ortiz,
2005), whilst others would want to wait to get to know people before sharing or might

not actively tell everyone but would not lie if asked (Rodkjaer et al., 2011).

Outcomes of Sharing Openly

Benefits of Sharing Openly

69% (n=9) studies included the benefits of sharing. There were nine descriptive
codes identified as being benefits of sharing. The most commonly reported benefits
(n=6) were getting support and acceptance of condition. Acceptance was sub-divided
into self-acceptance (n=5) and acceptance from others (n=2). The next most recounted

factor was educating others (n=4) and catharsis (n=3). The remaining factors were all
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reported in one or two studies. As with the reasons for sharing, the benefits could be

seen as personal and social benefits.

Negatives of Sharing Openly

Negative outcomes following openly sharing were reported by participants in
54% of studies (n=7). There were three descriptive codes developed from the initial
coding with rejection being an outcome for participants in three studies. Participants in
two studies reported experiencing discrimination following openly sharing, whilst in

one study participants reported not being believed (Medley et al., 2009).
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Table 3

Synthesis of Studies Table

Category

Factors Pre-
Sharing Openly

Analytical Descriptive Code | Quote Example
Theme
Fears for Sharing | Rejection “There is a time when you’re scared to tell people, because you’re scared of the
Openly reaction you’re going to get. When I first got sick, I was scared to tell my family
because I was scared they would push me away. But I did tell them anyway. |
don’t think anybody should hide it” (Hatala et al., 2018, p.7)
Stigma or Fear of slander and abandonment. A major barrier to disclosure was fear of
Discrimination slander within the community, with the women reporting that HIV infection is
associated with promiscuity and witchcraft (Gillett & Parr, 2010, p. 340)
Helps with Acceptance " Once you want to disclose, first you have to accept yourself, accept your status
Sharing Openly and accept the way you are...meeting others who are like me has helped.”(Gillett
& Parr, 2010, p.341)
Age "“That’s probably part of why I’'m so open about disclosing and [doing] speaking

engagements, because there’s a lot of people younger than me who don’t go out
and speak because they don’t want anyone to know. I think that’s partly an age
factor. After years of holding all that in and not wanting to disclose, it’s like
opening up the dam. It’s like I don’t care who knows, everybody can know.”"
(Emlet, 2008, p.715)

Being Informed

"Counseling, information, education, and advice were seen as facilitating actions
in this study." (Greeff et al., 2008, p.320)

Faith

"It is important to note that disclosure patterns are not static. For example,
religiosity was a catalyst for a shift to more open disclosure for one participant.
Catherine, the only African American in this group, began to disclose more
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openly over time. She coped with her health and illness through her faith and felt
that she should be more open as a testament to her God" (Suarez, 2019, p.1652)

Having Support

"All five persons were involved in support groups, which may help explain their
desire to share information with others although it is unclear which came first."
(Suarez, 2019, p.1651)

Prepared to "The HIV-positive person had to be prepared to face stigmas and prejudices, and
Manage Others to support the persons to whom he or she had disclosed." (Rodkjaer et al., 2011,
Reactions p.1253)

Privilege "All respondents except Connie, a middle-class Asian woman, were White and

middle class. Only one participant reported drug use as a mode of acquisition
though his other privileged positions (e.g. White, middle-class male) may have
minimized fear of discrimination. Thus, this disclosure pattern was mostly limited
to middle-class White participants, who have more structural and cultural
privileges to balance the potential stigma from disclosure. African American
participants, however, did not engage in activist disclosure." (Suarez, 2019,
p-1652)

Reasons for
Sharing Openly

Blame or ‘Getting
Even’

"She had told them for a number of reasons, which she had carefully evaluated.
One reason was a desire to get even with the man who gave her the infection. “I
do think my friend had AIDS. I couldn’t believe it when he told me I needed to
get checked. I know I told some people to get back at him.”" (Black et al., 2002,
p.694)

Economic Factors

"Economic factors, such as lack of money to access medical services, made them
disclose to health professionals. Because poverty is a big problem in Africa, this

aspect is different to what is stated in the literature: “Since I had no money I had

to tell the doctor the truth, that I am HIV positive.”" (Greeff et al., 2008, p.319)

Educating Others

"Community education ‘We do health education in schools, churches and even in
the marketplace. Education shows people it’s a disease that you can get without
being immoral’ (support group leader, age 41). ‘Yes, and let them [the
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community] all be educated, because they are still holding onto the old myths that
if you are cut you will be infected, if you share a cup you will get infected; yes,
they are still holding onto the old teachings, let them be changed and told’
(farmer, age 42). " (Gillett & Parr, 2010, p.341)

Health
Deterioration

"Ability to care for oneself. There were perceptions of risks among the women
when timing their disclosures. The women would find it necessary to disclose
their diagnosis if the women perceived a change in health status or when there
was a noticeable physical change that would affect their everyday functioning or
care-taking ability.

9: I really worry that if I do really get sick [I will have to tell my mother].

7: [If I become ill] then I will have to tell. Because they [brother and sister] will
notice [I am ill], but I see no reason [to tell them now because] the last ten years
I’ve been healthy." (Ortiz, 2005, p.213)

Hoping to Get
Support

"If support could be gained by disclosure, like prayer, the people living with
AIDS seemed more open to disclosure. This once again confirms the literature: “I
wrote to my parents and all my relatives who cared for me, asking them to pray
for me.”" (Greeff et al., 2008, p.319)

Not Wanting to
Lie

"I didn’t put a lot of thought into telling my close friends. Because I feel like any
kind of secrecy I have around it and not wanting to tell people I really trust and
love, I feel like it might be really unhealthy to store that inside right now, any
kind of guilt or shame, because it’s not how I feel about it." (Hult et al., 2012,
p-186)

Others Having
Knowledge

"In all of the cases where participants decided to disclose their HIV status to a
family member, they suggested a key reason was that they had faith that their
family had a good understanding of the condition and would respond
accordingly." (Hatala et al., 2018, p.7)

50




Positive
Outcomes
Outweighing
Negatives

"In all of these descriptions, participants noted fears of rejection and stigma from
within the family, yet they made decisions to risk this potential social harm to get
support and care from family members" (Hatala et al., 2018, p.7)

Positive Previous
Experiences

"The Latinas expanded their disclosing to other friends and even strangers after
initial disclosing to their family members. Disclosing to the important people in
their lives lessened their fears of telling other people about their seropositive
status." (Ortiz, 2005, p.213)

Relationships

"Latinas disclosed to people with whom they wanted to establish a relationship.
They disclosed to a potential friend to allow the person to assess the situation to
see if he or she wanted to continue or end the relationship. This process helped the
women decrease the risk of rejection.

11: If ’'m going to make a friend and I need somebody to talk to them, I will tell
them [my diagnosis]. I tell these people [potential friends] straight out first. They
can accept me or they can just go about their business. . . . That way ...I am not
going to get hurt very much; still it’s going to hurt me to be rejected.

9: Let me tell you so you can leave and get out of my way....I think a lot of that
rejection [when] telling somebody. I [have] gotten to the point where I feel I am
not going to put up with their BS and dance around a little square for them and not
tell them.No, I [would] rather tell them so they can leave if they are going to
leave." (Ortiz, 2005, p.213)

Seeing Others
Share

"Interaction in a group of other infected people or when another infected person
disclosed his or her status tended to give people living with AIDS more courage
to disclose their status than when alone in this situation." (Greeff et al., 2008,
p-320)

Supporting Others

"Activist disclosure refers to those who widely disclosed to family, friends,
coworkers, and, importantly, the general public. While these participants
disclosed for a variety of reasons, they specifically discussed their disclosure
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practices in terms of educating the public, supporting other persons with hepatitis
C, and to reduce stigma" (Suarez, 2019, p.1649)

Process for
Sharing Openly

Methods of
Sharing Openly

Process Over
Time

"The participants in this group disclosed their HIV status to

many different people in their social network. They typically disclosed to an
initial group of people right after getting diagnosed, and then told an increasing
number as well as a wider circle of people by 3 and 9 months after diagnosis."
(Hult et al., 2012, p.186)

Strategies "It is important to note that disclosure patterns are not static.” (Suarez, 2019,

Changing Over p.1652)

Time

Tells Everyone "Everybody I see, out of my family, everyone knows. Whenever I see a friend, I
let them know. They say how are you doing? and I say I have the virus. [ am HIV
positive. I always tell people because I might be on a poster or something. ...I am
real open, I don’t have a problem [about telling people]. Now [that] my family
knows, I don’t care about the rest." (Ortiz, 2005, p.213)

What Might "In contrast to the Stigma Concerns group, receiving negative reactions from

Change Strategy

others did not deter the Universal Disclosure participants from continuing to
disclose. However, over time, 3 participants in this group did become more
selective in their disclosure. I have a friend of mine who told me, unless it is
important for the basis of your relationship to continue, nobody really needs to
know! [Male, African American, age 43]" (Hult et al., 2012, p.186)

Who People
Share With

"Of those who did disclose to family, the mother was the most common person
disclosed to, with fathers and other siblings disclosed to less frequently. Other
relationship domains in which participants disclosed included past sex partners,
housemates, support groups, co-workers, and acquaintances. Most participants
recounted disclosing to sex partners either just previous to engaging in sexual
activity or by seeking out sex partners with the same HIV status in advance
(serosorting)." (Hult et al., 2012, p.183)
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When People
Would Share

"Choosing the open strategy did not mean disclosure to everyone the participants
met, but if people asked them they would disclose their status. Unintentional
disclosure and concerns about others finding out about their HIV in an inadvertent
way was the reason for choosing this strategy. The participants who chose the
open strategy wanted people to get to know them a bit before they told them about
their HIV status, especially people they were or wanted to be close to. This
approach was chosen so as to be seen as the person they were without interference
from other people’s opinions and prejudices about HIV." (Rodkjaer et al., 2011,
p.1253)

Outcomes of
Sharing Openly

Benefits of
Sharing Openly

Acceptance

"Being open helped the HIV-positive persons accept their new identity by
balancing their integrity with their HIV status" (Rodkjaer et al., 2011, p.1253)

Catharsis

"Because having that secret for so long and now I don’t have that, it — like a big
old load had been lifted and I don’t have to feel ashamed no more" (Machtinger et
al., 2015, p.192)

Educating Others

"A societal benefit of disclosing for several participants was that of helping others
understand the importance of preventing HIV" (Black & Miles, 2002, p.692)

Health Outcomes

"The impact of Medea is consistent with, and adds to, an emerging literature
describing the positive impacts of disclosure (of HIV and other stigmatizing
experiences) and ET on the health and emotional outcomes of WLHIV"
(Machtinger et al., 2015, p.194)

Help with Other
Difficulties

"While HIV disclosure was a focus of Medea, storytelling included the disclosure
and processing of other stigmatizing and traumatic experiences with the support
of a diverse group of women" (Machtinger et al., 2015, p.194)

Helping Others

"Thus, being a helper is fundamentally an identity of moral empowerment and is
focused around a notion of giving or offering one’s voice, to speak about one’s
truth, and experience in such a way as to be a source of social benefit and good
for others" (Hatala et al., 2018, p.9)
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Increased Sense
of Purpose

"Participants described improved self efficacy in many ways, including an
increased sense of purpose, accomplishment, and motivation" (Machtinger et al.,
2015, p.194)

Relationships

"So it was very healing, personally going through a process of navigating being
newly diagnosed. And it was fun. You know, there was always laughing, always
funny stories, always whatever. There was — I mean it did feel like a very close
bond with folks. You spend so much time. You reveal some of your deepest
secrets that you can’t reveal to anybody else" (Machtinger et al., 2015, p.192)

Support

"A few participants had shared their HIV status with their entire communities.
Women who had disclosed to their communities often expressed relief at not
having to keep their diagnosis a secret, and they reported that the community was
generally supportive of them." (Medley et al., 2009, p.1750)

Negatives of
Sharing Openly

Not Being
Believed

"Other women said that at first, their family members did not believe they were
serious: I told my sister but she doesn’t believe me at all. She often tells me that
being a last born, I like making up stories in order to attract attention; she has
refused to accept that I tested positive for HIV. The reason she gives is that I look
too fat to have the virus in me. The perception that women looked too healthy to
have HIV was relatively common among family members who disbelieved the
results." (Medley et al., 2009, p. 1751)

Rejection

"Not everyone in the HIV-positive persons’ network accepted their status, and
some of their network might therefore disappear during the disclosure process"
(Rodkjaer et al., 2011, p.1252)

Stigma or
Discrimination

"Among women who had disclosed their HIV status to other family or community
members, 2 said that their family members reacted with pity toward them. A few
reported that they had been gossiped about or stigmatized by neighbors." (Medley
et al.,, 2009, p.1751)
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Quality Assessment

All studies met the criteria for ‘Credibility’ with all studies paying attention to
negative cases, including verbatim quotes and with sufficient data presented to support
findings. Three studies included member checks, seven studies included independent
analysis by more than one researcher and four included consideration of data saturation.

No studies reported the use of outside auditors.

Only 23% of studies (n=3) met criteria for ‘Transferability’. These studies were
Suarez (2019), Hatala et al., (2018) and Machtinger et al., (2015). Suarez (2019)
included rich detail of study participants and provided a statement of sampling strategy
showing that convenience sampling was not used. Hatala et al., (2018) and Machtinger
et al., (2015) provided a thick description of sending and receiving context (i.e.
demographic information about the researcher) and provided a statement of sampling
strategy. Machtinger et al., (2015) also had a response rate of >80%. Some other studies
included information about the sampling strategy but no further information within this

criterion.

77% of studies (n=10) met criteria for ‘Dependability’. All studies included a
detailed description of the analysis process and then one of peer review, debriefing,
audit trails, self-critical reflexivity and inter-rater agreements. Only one study provided

information about peer review (Hatala et al., 2018) and self-critical reflexivity

(Rodkjaer et al., 2011).

8% of studies (n=1) met criteria for ‘Confirmability’. This study provided

information regarding assessing the effects of the researcher during all steps of the
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process and reflexivity (Rodkjaer et al., 2011). Other studies provided some
information on the effects of the research, reflexivity or background information about
the researcher’s background, education and school of thought, however, did not provide

sufficient information to meet two criteria.
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Table 4

Quality Assessment Table

Study Criterion 1: Criterion 2: Criterion 3: Criterion 4:
Credibility | Transferability | Dependability | Confirmability

Suarez, 2019 v v x x
Carnes et al., v x v x
2020
Hatala et al., v v v x
2018
Teti et al., v x 4 x
2016
Machtinger et v v v x
al., 2015
Hult et al., v x v x
2012
Gillett & v x v x
Parr, 2010
Medley et al., v x v x
2009
Rodkjaer et v x v v
al., 2011
Emlet, 2008 v x x x
Ortiz, 2005 v x x x
Greeff et al., v x v x
2008
Black & v x v x
Miles, 2002
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Discussion

Summary

The systematic review aimed to address the research question regarding ‘the
experiences of people openly sharing their communicable disease status’, with the
objective of critically analysing and synthesising themes associated with these
experiences. Thirteen studies were reviewed, with 12 of them related to HIV and the
final study about participants with Hepatitis C. Overall, experiences of openly sharing
communicable disease status were found to fit into six themes, focussed on experiences

before, during and after openly sharing.

Key Findings

The most spoken about analytical theme across the studies was the reason for
openly sharing. There were many different reasons that participants spoke about, and
the reasons had both personal and social motivators. The main descriptive themes were
not wanting to lie, a personal motivator, educating others and supporting others, both
social motivators, and getting support, both a personal and social motivator. There were
no differences across the papers in terms of age, gender or cultural background for these
themes. Not wanting to lie or feeling obliged to share might possibly be due to a moral
dilemma, which has been shown to influence PLWH status sharing practices (O’Leary
& Wolitski, 2009). Most research has found getting or giving support as well as
educating others as being what individuals find to be a benefit of HIV status sharing
rather than a motivator as found in these studies. Social support and sharing has been
found to be associated previously (Smith et al., 2008). Additionally, it is important to

consider that some of these studies were done in the context of support groups.
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Therefore, people reporting that they were either hoping to get support or hoping to
support others might be due to why they have attended the group rather than necessarily

why they are sharing their status openly.

The findings regarding the methods of openly sharing were inconsistent. Eleven
of the 13 studies reported when or to whom people choose to openly share and there
was some agreement on it being a process that changes or develops over time. However,
some participants appear to have adopted a strategy where they tell everyone whilst
others might base it more on the closeness of that relationship, who might need to know
or wait to get to know people before they share their status. Waiting to get to know
people and sharing with more serious partners has been found in other research of
PLWH (Obermeyer et al., 2011). One of the studies found that people who adopted a
‘universal disclosure’ strategy, were less likely to be deterred from sharing if they
received a negative reaction (Hult et al., 2012). However, this needs to be interpreted
with caution as over a quarter of those who did initially identify as ‘universal
disclosure’ did become more selective with their sharing pattern due to negative
experiences. The inconsistency in these findings overall possibly indicates that the
process of openly sharing communicable disease status is an individual process that is
changeable over time and that there are different factors, including all the other themes

linked to pre and post sharing that help to inform the process.

Factors that were thought to assist with openly sharing their communicable
disease status were reported in 10 studies. Of those 10, seven studies identified
acceptance of their illness as being one of the factors that might help people to share

their status. Literature looking at sexuality has focussed somewhat on identity or sense
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of self and how that might help with someone openly sharing (Corrigan & Wassel,
2008). This has some level of similarity to what has been found with openly sharing
communicable disease status. Included within this theme were individuals wanting to
challenge the stigma around their illness. This is similar to findings around ‘coming
out’ (Corrigan et al., 2013) but has not been found in more selective sharing of HIV
status. Whilst acceptance was a common theme across most studies, there were other
themes that varied study to study, such as being informed, having faith, and having

support but these were not commonly reported themes.

Although benefits of sharing were mentioned in nine studies, there were no
consistent findings with regards to what these benefits were. Nine main themes were
found, with getting support and help with acceptance of condition being the most
frequently reported. Getting support has previously been found to be a benefit in
research looking at the ‘coming out process’ (Corrigan et al., 2009) and more selective
HIV status sharing (Smith et al., 2008). However, given the inconsistency across these
findings, it is hard to draw conclusions that can be transferred to other populations.
There were some findings that seem to be reported in other research with regards to
more selective HIV sharing which are congruent with the findings of the review, such
as health outcomes, medication and treatment adherence and reducing onward
transmission (King et al., 2008; Klitzman et al., 2004), however, this was only found in
one study. Previous findings have found a link between sharing and treatment
adherence, but it would be interesting to understand whether there is a difference in

adherence between open and selective sharing strategies.
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As has been found in literature looking at both more selective HIV status
sharing and ‘coming out’, there are both positives and negatives linked to sharing
(Corrigan et al., 2009; Daskalopoulou et al., 2017). Only seven studies reported
negative outcomes following sharing, which were rejection, discrimination and people
not being believed. For those who were not believed about their status, these were both
women in African countries. Both of these were due to the way the individual looked,
possibly indicating how some illnesses are perceived by the public and indicating there
is a need for further education and awareness around communicable diseases. Both fear
of rejection and discrimination were themes found to be fears pre-sharing. These were
only themes generated from two studies. In both cases, rejection and discrimination are

consistent with literature, whether that be HIV, sexuality or mental health.

One important finding is that the negative themes, either fears or outcomes,
were not mentioned nearly as frequently as the more positive elements of sharing. This
could be that people have not experienced negative thoughts or outcomes as much.
Another possibility is social desirability bias (Paulhus, 1991), and participants not
wanting to appear weak or be judged by the researcher or not wanting others to view
openly sharing as a negative thing. Therefore, it is difficult to be certain about how
often people have negative experiences of openly sharing their communicable disease

status.

Finally, with some findings, in both the ‘assists with sharing’ and the ‘benefits
of sharing’, it is difficult to know what the cause of those themes are. For example,
acceptance and support are themes that appear in two distinct categories, however there

is no way to know what the role of sharing, acceptance and support are on each other
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and how much they impact each other. Therefore, they need to be interpreted with

caution.

Strengths and Limitations of Included Studies

In terms of the quality assessment of the studies, a strength of the studies is that
they all met criteria for ‘credibility’ meaning that the findings are likely to be a fair
depiction of what the participants reported and experienced. Additionally, 10 of the 13
studies (77%) met criteria for ‘dependability’. This indicates that there is clear and
transparent evidence of what each study did. However, only three studies met criteria
for ‘transferability’, meaning that the findings are not transferable to other settings for
the majority of studies. Transferability involves providing demographic information
about both participants and the researchers, as well as using a sampling method that
was not convenience sampling, and finally having a >80% response rate. Only one
study met the criteria for ‘confirmability’ (Rodkjaer et al., 2011). This indicates that
there was not sufficient evidence provided within the studies to show whether the
analysis was grounded in the data or not. The criteria for ‘confirmability’ were looking
for evidence of reflexivity, not only about the research but also about the impact of the
researcher’s theoretical orientation on the study. This is an important element of
research, taking into account any possible assumptions or biases that might be made
during the research, as well as reflections on the research as a whole. It might be that
some of these studies did do these things however did not report them in the write up.
Therefore, it would be beneficial if future studies report elements such as reflexivity
clearly. Finally, only one study was non-HIV related. Therefore, it is difficult for the

studies to be transferable to other person-to-person communicable diseases other than
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HIV. This is possibly inferring the importance of further research into open sharing of

other communicable diseases, not just HIV.

Strengths and Limitations of Systematic Review

Strengths of the systematic review include a clear protocol being developed
which was then able to be followed by the primary researcher and second reviewer, as
well as a third rater with expertise in the field. Additionally, both the screening and
eligibility process were completed by both the primary researcher and the second
reviewer, with any disagreements resolved by the third rater. This made these steps of
the process more reliable. Kappa was found to be moderate in terms of inter-rater
reliability (McHugh, 2012). This might have been improved by a clearer understanding
from the primary researcher and the second reviewer on what ‘open sharing’ was, as

well as how experiences were being defined.

Additionally, there were a diverse range of studies included, looking at age,
gender, cultural context, and location of the studies, which will hopefully demonstrate
experiences of open sharing of communicable diseases across the world, and not
looking at one specific demographic. Finally, both peer-reviewed literature and
reference sections of eligible studies were read to identify any other potentially relevant
articles. This ensured that there was a thorough search completed, and all relevant and

eligible studies were included.

Despite the strengths of the review, there were also some limitations. With

regards to the search terms and inclusion of communicable diseases, it was difficult to

define ‘open sharing’ and therefore it is possible that some studies might not have been
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located during the searches and there was some difference of opinion when studies were
initially being screened and reviewed by the primary researcher and second reviewer.
Another limitation of the study was which communicable diseases to include. It was
decided that person-to-person communicable disease would be included and only ones
that are considered to be more stigmatising. This again, was a slightly subjective choice,
which was informed by looking at the WHO guidance (2020), The Terence Higgins
Trust (2020) and The Well Project (2020) and reviewed by the primary researcher’s

academic supervisor.

Another limitation was that search terms were only searched for in the title and
abstract and therefore some eligible studies might have been missed. This is also the
case with only two databases being used for the literature search. By searching more
databases, it might have been possible to broaden the search and find additional eligible
studies. By limiting the papers to peer-reviewed journals and not including grey
literature, this might have had a similar effect. Finally, the experiences of people openly
sharing their communicable disease status was assessed and synthesised by including
qualitative only data. However, it would be interesting to look at experimental studies
to be able to understand some causal links between possible factors and sharing as using

qualitative only data does not allow for any causal links to be drawn.

Research and Clinical Implications

Despite there being many findings, and in some case findings that were not
consistent across all studies, the themes that emerged could help clinicians working
with people from these populations to understand what helps people to share their

illness statuses, particularly these stigmatised illnesses, what factors might be
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encouraging or discouraging people to share, and what the perceived benefits and
negative experiences were which might influence further sharing. The emphasis on
support and acceptance across the categories demonstrates the importance of
encouraging psychological support for individuals with communicable diseases as a
way of accessing support and possibly aiding with acceptance of their condition. This
might then be able to help people to think about the idea of sharing and with whom they
might want to share with. This review shows that research is emerging in this area,
namely open sharing of diseases particularly HIV. However, it has also highlighted
some gaps in the literature, around open sharing of communicable diseases other than
HIV. There have been some similarities and differences to findings looking at selective
sharing, with one difference being those who are open wanting to challenge the stigma
associated with their illness. This possibly highlights one difference between why

individuals adopt an open sharing strategy as opposed to a selective strategy.

Although there was not a great deal of emphasis on the negatives of sharing,
whether that be fears or outcomes, it is important for clinicians to understand that
sharing does not always lead to positive outcomes and that openly sharing with
everyone might not be the best for all individuals. This research has shown that both
positives and negatives are associated with openly sharing, and the importance of being
able to discuss this with individuals so they have a better understanding of sharing and

can make decisions about it accordingly.

Finally, given the theme of being educated or informed in both categories of

assisting with sharing and benefits of sharing, it has highlighted the ongoing need for

further awareness about communicable diseases to be shared, which could help to
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reduce the stigma associated with them and the ongoing discrimination that people

living with these conditions experience.

Conclusions

Overall, this review has found the experiences of people openly sharing their
communicable disease status can be understood looking at factors pre-sharing,
outcomes post sharing, and the process of sharing. Findings have suggested that
everyone’s experiences have to some extent differed, but the predominant findings
indicated many factors that assist with sharing as well as benefits from sharing.
However, there are also fears linked to sharing and negative outcomes and therefore it
is important to focus on these too and try to understand these in greater detail. Clinical
implications include the importance of support and helping someone come to terms

with their illness as these were significant factors that help with openly sharing.
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3. Exploring the Experiences of People Living with HIV who have Shared

their Status Openly

Abstract
HIV can cause difficulties linked with physical and mental health as well as stigma.
HIV status sharing has been associated with increased medication adherence,
psychological benefits such as social support, and the reduction of onward
transmission. However, negative consequences such as rejection and discrimination
have also been found. This study aimed to address the gap in the literature and explore
the process of openly sharing one’s HIV status, with the main research question being
‘What are the experiences of adults with HIV who are open about their HIV status?’ It
also investigated whether the first experience of sharing impacted future decisions to
share, and which factors were perceived to influence the decision to adopt an open
sharing strategy. Semi structured interviews were conducted with eight PLWH.
Participants were all male, identified as homosexual and had undetectable viral loads.
They ranged in age, ethnicity, and time since diagnosis. Interview transcripts were
analysed using Interpretative Phenomenological Analysis (IPA). Five master themes
were identified: ‘emotional reaction at diagnosis’; ‘decisions to share’; ‘strategies for
sharing’; ‘outcomes of sharing’; and ‘comparative experience of sharing’. Findings
indicated that open sharing was an individual process in terms of when they shared,
how they shared, why they shared, what helped them to share and the outcomes of
sharing. Important factors included being educated and wanting to educate others, to
help to reduce stigma. Acceptance of one’s HIV status helped with sharing and
particularly sharing openly. Findings could be helpful for PLWH and clinicians to

understand the different options as well as the role of acceptance and approaching
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sharing with caution until someone is ready to share. Findings around increasing
knowledge and the process of open sharing will also be beneficial to charities, the HIV

negative population and the academic community.
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Introduction

HIV

Human Immunodeficiency Virus (HIV) targets the immune system leading to
an increased likelihood of contracting other infections and illnesses. If left untreated,
HIV can develop into Acquired Immunodeficiency Syndrome (AIDS) (World Health

Organisation, 2019).

Approximately 38 million people were living with HIV (PLWH) worldwide in
2019 (World Health Organisation, 2019). Of those, an estimated 105,200 people were
living with HIV in the UK and a total of 98,522 were accessing treatment (The National
Aids Trust, 2021). In 2019 in the UK, just over two thirds of individuals accessing
treatment for HIV were male (68,088) and over half were white (54,621) and just over
a quarter were Black African (28,525). Over 90% acquired HIV through sexual
transmission (91,216) and of those, the proportion was very similar through
heterosexual sex and men who have sex with men (MSM). Overall, new HIV infections

have been reduced by 20% since 2010 (World Health Organisation, 2019).

HIV and Challenges

The physical health difficulties associated with HIV can be managed by taking
lifelong medication: anti-retroviral treatment (ART). ART does not cure HIV but
suppresses someone’s viral load and allows their immune system to become stronger
and therefore have the ability to fight infections. By taking ART medication, it is
possible to suppress someone’s viral load to the point where it is ‘undetectable’, with

more recent findings indicating that those with an undetectable viral load are unable to
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transmit the virus to others. This is known as ‘Undetectable = Untransmittable’ (U=U)
(Rodger et al., 2019). In addition to using medication to manage the illness of the
individual, it is possible to give others preventative medication, pre-exposure
prophylaxis (PrEP), which protects people who are HIV-negative from contracting HIV
(World Health Organisation, 2019). However, there are challenges to taking medication
which might impact adherence to it. These include side effects, difficulty taking the
medication, treatment fatigue and not wanting to be reminded every day that you are

living with HIV (CDC, 2021).

There are other challenges associated with HIV. Firstly, HIV stigma, which can
be experienced in different ways, whether it is internalised (i.e. having a negative view
of yourself linked to HIV), enacted (i.e. discrimination from others towards PLWH) or
anticipated (i.e. the belief that discrimination will be directed towards PLWH)
(Earnshaw & Chaudoir, 2009). Secondly, mental health difficulties are over-
represented in PLWH compared to the general population (Owe-Larsson et al., 2009).
Some of the most common mental health difficulties PLWH experience are depression
and anxiety (Remien et al., 2019). Mental health difficulties can lead to negative health
outcomes among PLWH (Adams et al., 2016). Challenges have also been found in the
development of meaningful relationships, including feared or enacted rejection
(Driskell et al., 2008; Rutledge, 2007) and feelings of loneliness due to difficulties

accessing social support (Vance, 2006).

HIV and Status Sharing
HIV status sharing has been associated with positive outcomes. Although in

some areas, the evidence is variable, there is strong evidence that status sharing can
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result in psychological benefits, such as increased social support (Smith et al., 2008),
increased self-esteem (Quinn & Chaudoir, 2009; Vyavaharkar et al., 2011) and reduced
anxiety levels (King et al., 2008). There is, however, some variable evidence, with some
studies not finding positive outcomes linked to status sharing and adverse health
difficulties (Daskalopoulou et al., 2017; Kittner et al., 2014). There is good evidence
that status sharing can reduce ongoing transmission of HIV by individuals using
condoms during sex (Hightow-Weidman et al., 2013; King et al., 2008; Pinkerton &
Galletly, 2007), increased numbers of people taking PrEP and encouraging others to be
tested (King et al., 2008). In terms of physical health, status sharing has been found to
improve engagement in treatment more generally compared to those who do not share
their status (King et al., 2008; Klitzman et al., 2004; Spangler et al., 2014). It has also
been found that there are higher levels of individuals starting and adhering to ART
treatment (Ekama et al., 2012) due to accessing support and less need to conceal
medication (Calabrese et al., 2012). Due to this evidence, it is valuable to investigate
the relationship between status sharing and HIV further. By understanding more about
status sharing in HIV, it might be possible to help individuals across many domains in

their life.

Disclosure Processes Model

The Disclosure Processes Model (Chaudoir & Fisher, 2010), adapted for an HIV
population, outlines a possible process that occurs when individuals share their HIV
status. ‘Antecedent Goals’ are split into ‘Approach Goals’ and ‘Avoidance Goals’.
Approach goals relate to pursuing positive outcomes whilst avoidance goals are linked
to preventing negative outcomes. The next part focuses on the ‘disclosure event’: the

content of the event and the reaction of the recipient. The next stage is the mediating

71



processes, and three processes are highlighted: alleviation of inhibition, social support
and changes in social information. These processes impact the ‘Long Term Outcomes’
on an individual, dyadic and social contextual level. Finally, these ‘feedback loops’

might result in people being more open or trying to hide their status.
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Figure 2

Disclosure Processes Model adapted for HIV disclosure (Chaudoir & Fisher, 2010)

Decision-Making Process Outcome Process
Antecedent Goals Mediating Processes
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Pursue positive outcomes Social Support
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Patterns of Sharing

Status sharing can be selective or open. Often individuals might ‘selectively’,
also known as ‘strategically’, share their status. Selective sharing is sharing with people
within their social network, but within that it will still be strategic, meaning they are
dependent on the personal characteristics of that person. Patterns of selective sharing
have shown that in the nine months following diagnosis, people might start to
selectively share (Hult et al., 2012). This is thought to be to get support (Maman et al.,

2014) or to reduce onward transmission (Anglewicz & Chintsanya, 2011).

Open HIV status sharing is sharing your status with many people across
different domains of your life (Hult et al., 2012). A few HIV studies have looked at
open sharing within a subset of their sample and found benefits of openly sharing their
status, both at an individual and population level. This includes additional support,
building a positive identity, greater acceptance and increased wellbeing (Hatala et al.,
2018). One study looked at disclosure and non-disclosure in HIV with a sample with
mixed sharing patterns (Hult et al., 2012). A subset of the sample openly shared, and it

was found sharing can be influenced by stigma experienced and need for social support.

Status sharing has also been associated with negative outcomes. Selective status
sharing to partners has been found to lead to arguments, rejection and feelings of
distress from partners (Damian et al., 2019) whilst open status has been associated with

outcomes such as rejection and discrimination (Medley et al., 2009).

No studies have looked solely at individuals who openly share their HIV status.

It is unclear why some people choose to share openly and some more selectively, as
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well as the process taking someone from selective sharing to open sharing.
Additionally, it is unclear whether the motivators to share are different depending on

whether you are sharing selectively or openly.

One possibility is whether open sharing is something to do with identity and
acceptance of one’s HIV diagnosis. It is thought to be unlikely that individuals will be
open about sharing their status unless they have accepted it. Jaspal & Breakwell (2012)
found that we develop an identity which is made up of content and value dimensions.
Two processes, the ‘assimilation-accommodation’ process, and the ‘evaluation’
process regulate our identity. Assimilation-accommodation involves us taking in and
adjusting to new information whilst evaluation communicates meaning and value on
what makes up one’s identity. Four principles guide this process: ‘continuity’, across
both time and situations, ‘distinctiveness’, ‘self-efficacy’ and ‘self-esteem’ (Jaspal &
Breakwell, 2012). Other principles have been added, including ‘belonging’ and
‘meaning’ (Breakwell et al., 2002; Vignoles et al., 2006) and ‘psychological coherence
principle’ (Jaspal & Cinnirella, 2012). Identity process theory suggests that some
people’s identities might be more resilient and can incorporate new information without
it being problematic whilst others will find it more challenging and will need to use

coping strategies to aid them.

Whilst another possibility is what motivates someone to share, and more
specifically, to share openly rather than selectively. Self-determination theory views
behaviours as being on a continuum which ranges in the extent that someone is
motivated to complete a behaviour and what the motivation is (Deci & Ryan, 1985,

2008). On the more controlled end of the continuum is ‘external regulation’ which is
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the behaviour that is motivated by external factors that might be controlled by others.
‘Introjected regulation’ is controlled by occurrences that are internalised, and
individuals might feel shame if they do not complete behaviours but approval if they
do. ‘Identified regulation’ is more led by the individual and involves ‘conscious
acceptance’ of the behaviour and the outcome might outweigh other difficulties
associated with the behaviour. Finally, the other end of the continuum is ‘integrated
regulation’. This form of motivation involves an individual not only identifying with
the behaviour, but it is also integrated into their belief system. It might be that if
someone is sharing due to their identity, for example wanting to be open and honest,
then there is possibly a deeper motivation, whilst extrinsic motivation might be less

deeply motivated but also have benefits.

Current Project

This project, informed by theory such as the Disclosure Processes Model
(Chaudoir & Fisher, 2010), aims to address the gap in the literature and explore the
process of open sharing in HIV. This includes the link between acceptance and
adjustment, as well as motivation for open sharing, mediating factors of sharing,
including acceptance and adjustment, and consequences of sharing. This is clinically
relevant as it will aid professionals’ understanding of how people might come to terms
with their HIV diagnosis, what has made it possible to share their status and the effects
of sharing. This could help with functional strategies to manage stigma of having an
HIV diagnosis and how to adjust to life living with HIV. Additionally, factors such as
U=U will be explored in this project, to understand whether these findings impact on

someone’s decision to share their status.
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Study Objectives

This project aims to understand the experiences of individuals who are open
about their status. It aims to understand emotional reactions at diagnosis, reasons why
individuals openly share their status, whether recent findings of U=U and access to
PrEP, impact the decision to, and consequences of sharing. Also, perceptions of how
others responded to HIV sharing are explored with the hope of gaining insights into
what might help with HIV stigma reduction, given a lack of knowledge has been linked

to increased stigma (Lifson et al., 2012).

Questions were guided by the Chaudoir and Fisher model (2010). The primary
research question is “What are the experiences of adults with HIV who are open about
their HIV status?’ This includes reasons why people choose to share their status and
the experiences of sharing. Secondary research questions include whether the first
experience of sharing has impacted future decisions and which factors were perceived

to influence the decision to adopt an open sharing strategy.
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Method

Design

A cross-sectional, qualitative approach was used. As this was an exploratory
study looking at the experiences of PLWH openly sharing their status, qualitative
analysis was chosen over quantitative, with the aim of understanding individuals’
experiences of sharing openly, its consequences and factors that might help someone
to develop an open sharing strategy. A qualitative approach is helpful in understanding
an individual’s perspective, feelings, understanding of their experiences and behaviour
(Rahman, 2016). Interpretative phenomenological analysis (IPA) was used to analyse

the data (Smith, Flowers, & Larkin, 2009).

IPA was chosen over other models, such as Grounded Theory (Charmaz, 2014),
as the aim for this project was to understand individuals’ experiences and personal
factors rather than generate a model. IPA allowed for the participants to tell their own
experiences in their own words which allowed for experiences to be gathered in the
individual’s own terms and not according to pre-determined themes. The researcher

then attempted to interpret the individual’s understanding.

Participants

The inclusion criteria included: adults (> 18 years), of any gender or sexuality,
who are HIV positive, having acquired HIV behaviourally and who are “open about
their HIV status”. Behaviourally acquired HIV is when someone is not born with HIV
or contracts it during birth, rather contracts it later in life. Open about their status was

operationalised as the following people being told or knowing: their GP, most of their
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friends and family and their last three sexual partners since diagnosis. This was based
on previous research (Daskalopoulou et al., 2017), however it was also acknowledged
that there is no recognised way to operationalise this. The criteria were based on
acknowledging that people will categorise open in different ways, but it was thought
that proportion was important. Exclusion criteria included those who are at risk of harm
to themselves or others, at the point of initial recruitment or interview stages, and
individuals who had been diagnosed with HIV within the last 6 months. This was due
to ensuring that individuals have had some time to process their diagnosis and the

chance to share their status.

Participants (n=8) were recruited from HIV clinics. All participants identified
as male and homosexual. Participants ranged in age (range: 25 — 63 years old, median:
45 years old), ethnicity, religion, relationship status and other self-identified health

conditions, as can be shown in Table 5.

All participants consented to basic clinical information to be provided by
clinicians. Participants ranged in length of time since diagnosis (Range: 2 — 18 years,
median: 14 years). All participants were on ART, with undetectable viral loads and
CD4 counts ranging between 175 and 616 cells/mm?, with a median of 440 cells/mm?.
Viral load is the term used to describe the amount of HIV in your blood and is
considered to be undetectable when the number is <50 copies. A CD4 count is the
measure of white blood cells an individual has, which are important for your immune

system. The ‘normal’ range for CD4 is between 500 and 1200 cells/mm?.
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Table 5

Participant Demographic Data

Participant Age Time Since Ethnicity Religion Relationship Self-Identified Viral CD4
Number Diagnosis Status Health Conditions Load Count
1 37 12 years Hispanic Christian Married Anxiety <40 475
2 25 2 years Black No Religion In a relationship N/A <20 374
Caribbean
3 45 16 years Black African No Religion Married N/A <20 487
4 45 18 years White British Christian Married N/A <40 616
5 26 8 years White British Christian In a relationship N/A <20 405
6 45 16 years White British No Religion Single Borderline 47 574
Personality Disorder,
Dysthymia, Eating
Disorder, Anxiety and
Panic Disorder
7 57 12 years White British Christian Single Borderline <20 330
Personality Disorder,
Depression and
Anxiety
8 63 16 years White British No Religion Married Eczema and Asthma <20 175
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Sampling

Convenience sampling was used. It was ensured that the research problem was
relevant and personally significant to all of the participants as in needed in IPA
(Pietkiewicz & Smith, 2014). When calculating sample size, data saturation was taken
into account as it is often a measure of validity for a qualitative research project. Data
saturation occurs when no new information is being found by further interviews
(Chamberlain, 1999). For IPA, the focus is on ensuring full and rich accounts are
obtained and both similarities and differences in experiences are explored across the
sample (Hale et al., 2008). Secondly, the specificity of the research question impacts
the sample size, and although the HIV population is large, those who are open about
their status is small. Therefore, based on the guidance (Smith, 2004), and taking into
account the points above and the information found in the interviews, it was thought
that eight participants was plausible to achieve the aims of the study and ensure in depth
data was gathered and similarities and differences in experiences were understood but

the amount of data is not too great to be analysed (Turpin et al., 1997).

Recruitment

Participants were recruited from two HIV clinics within central London.
Clinicians from within these clinics identified potential participants and approached
them with the study details. If they were interested in taking part and consented to their
details being passed on to the researcher, they were referred. The researcher provided
potential participants with the participant information sheet (Appendix B), detailing the
purpose of the study and what it involved. Participants had the opportunity to ask

questions before consenting to take part (Appendix C). Due to the ongoing coronavirus
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pandemic, the interviews took place remotely, either over the telephone or over skype
and were audio recorded using a dictaphone. Six of the participants were recruited from
an outpatient HIV clinic which has 1094 patients, Site A. The other two participants

were recruited from a service that has 3100 patients, Site B.

Overall, 38 potential participants were approached by clinicians to take part in
the study. Eight declined, 20 did not meet criteria, as they had not shared with most of
their friends and family. Of the 10 who were approached by the researcher and met the

criteria, eight participants agreed to take part and two did not respond.

Questionnaires

Participants completed the Hospital Anxiety and Depression Scale (HADS)
(See Appendix D) (Zigmond & Snaith, 1983a). The HADS is a 14-item valid tool
within hospital settings as well as valid in community and primary care settings
(Zigmond & Snaith, 1983a). This tool was not used as a diagnostic tool for the study.
This scale has been found to be a useful screening tool for depression in HIV
populations (Savard et al., 1998). Results showed that overall, there was a higher
anxiety scores than depression within the sample, and that one participant had a high

depression score. See Table 6 for full results.

Participants also completed the Living with HIV Cognition Questionnaire (See
Appendix E). This questionnaire was adapted for PLWH from the original
questionnaire, the Illness Cognition Questionnaire (Evers et al., 2001) which is
validated in chronic illness samples. This questionnaire has been used in HIV studies

previously (Earnshaw et al., 2013). It is an 18-item questionnaire which looks at
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individuals’ cognitions around helplessness, acceptance, and perceived benefits in
people with HIV. Overall, the ‘acceptance’ scores were high whilst there was a
variation on the ‘perceived benefits’ scores. There was one high score on ‘helplessness’

however the other scores were low. See Table 7 for full results.

Participants completed a demographic questionnaire to help situate the sample.
See Appendix F for the demographic questionnaire. Participants also consented for
clinicians to complete a clinical questionnaire. See Appendix G for the clinical

questionnaire.
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Table 6
HADS Scores (Zigmond & Snaith, 1983)

Participant Number Anxiety Score (/21) Depression Score (/21)
1 14 1
2 1 0
3 4 1
4 5 2
5 2 1
6 19 15
7 2 5
8 13 7
Subscale Median: 4.5 1.5
Table 7

Living with HIV Cognition Questionnaire Scores (Adapted from Evers et al., 2001)

Participant Helplessness Acceptance Perceived
Number Subscale (/24) Subscale (/24) Benefits (/24)
1 6 24 19
2 6 23 19
3 6 23 24
4 6 23 17
5 7 23 23
6 18 22 12
7 6 24 20
8 8 17 12
Subscale Median 6 23 19
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Interview Schedule Development

Draft interview questions were initially generated by the researcher, guided by
the Chaudoir and Fisher model (2010). These questions were reviewed by the academic
and field supervisors. The researcher also discussed the interview questions with two
PLWH, who did not meet the study criteria as they were not open about their status, for
any insight into the language used and to ensure the relevant areas were covered. The
interview schedule was amended based on feedback (see Appendix H for feedback and

changes made).

The researcher and academic supervisor role-played the interview schedule
before the first interview. The academic supervisor also reviewed the first unannotated
interview transcript and commented on interview style. Both the role-play and the
transcript provided helpful feedback which focussed on using clinical skills such as
asking for further information and summarising on more occasions throughout the

interview.

Procedure

Semi-structured interviews, with 11 open-ended questions, were conducted.
Each question had further follow-ups and prompts (see Appendix I for the Interview
Schedule). Questions focussed on experiences of sharing, specifically the first
experience of sharing and whether this impacted future decisions to share, what factors
made it easier for people to share, with one possibility being U=U, strategies for sharing
and consequences of sharing. Interviews lasted between 45 and 93 minutes. Participants
and service users, who reviewed the interview schedule, were offered a £10 Amazon

voucher as a token of appreciation.
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IPA

Interviews were recorded and transcribed verbatim. Analysis of the data was
done using IPA which allowed for the individual’s experiences to be understood.
Following the steps outlined by (Smith et al., 2009), the transcripts were read and re-
read until the researcher was familiar with the data. The next step was initial coding,
which involved coding the data across three categories: descriptive, linguistic and
conceptual. From this, emergent themes were then generated and connections across
the themes were explored. Once this was completed with one transcript, the process
was repeated with the next. See Appendix J for an extract of a coded transcript. Finally,
patterns across the transcripts were identified. The academic supervisor reviewed two
coded transcripts and provided feedback on these as well as commenting on a draft

table of themes.

Maintaining Quality

To maintain quality standards, the analysis adhered to seven qualitative research
standards (Elliott et al., 1999). This involved ‘owning one’s perspective’ including
describing theoretical, methodological and personal orientations linked to the study.
The researcher kept memos which captured her thoughts, interpretations and decision
making. The researcher continued to use supervision and feedback from the participants
to reflect on their own contribution to the process (Charmaz, 2014). The researcher
always considered her predeterminations linked to her position as a heterosexual, 27-
year-old, white British, HIV negative female and how this might have impacted on the
conducting the research. This might have included her interactions with participants
and interpretation of data. Other research standards adhered to were ‘situating the

sample’ by providing demographic data, ‘grounding in examples’ by providing
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examples for each theme, ‘coherence’ using a table to summarise the analysis and show
relationships between the themes, ‘accomplishing general compared to specific
research tasks’ by ensuring the conclusions drawn are from the participants involved
and “resonating with the readers’ by presenting the findings in a way that will improve
the reader’s understanding of experiences of PLWH who have shared their status
openly. The final standard of ‘credibility checks’ involved the researcher’s academic
supervisor reviewing data analysis and ‘member checks’ being completed by
participants. These involved participants reviewing the overall themes concluded from
the data. This ensured respondent validation (i.e., that it was a fair reflection of the
transcriptions and the experiences of the participants). All participants agreed to being

contacted for member checks, however, only one participant responded.

Ethical Considerations

This project received full NHS REC and HRA approval from the Camden and
Kings Cross REC on 13 and 14" July 2020 respectively (Appendix K and Appendix
L). Self-certification from the Royal Holloway, University of London REC was
completed on 14" August 2020 (Appendix M). The study received approval from the
Site A Research and Development (R&D) committee on 9™ October 2020 (Appendix

0) and Site B R&D committee on 29" October 2020 (Appendix N).

As the focus of the interview was sensitive in nature, time since diagnosis was
considered when recruiting to ensure that individuals had the opportunity to adjust to
the positive HIV test result. Additionally, the researcher monitored participants’
reactions and affect throughout their interaction and could stop the interview at any

time due if there were any concerns. Participants were also reminded they could choose
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not to answer any questions during the interview. Confidentiality was fully explained
to participants and the limits of confidentiality both in writing and verbally. For one
participant a full risk assessment was completed, and no immediate concerns emerged.
The clinical team were informed of this and followed up with the participant. Support
services were also discussed with the participant. Participants were also aware they

could withdraw from the study up until the end of February 2021.
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Results
Based on the emergent themes, five master themes were found. Within these
master themes, there were further subordinate themes. See Table 8 for an overview of

the master themes and subordinate themes.

Table 8

Master and Subordinate Themes

Master Themes Subordinate Themes
Emotional Reaction at Diagnosis Negative
Other
Decisions to Share Reasons why people share their status

What made it easier to share

Strategies for Sharing Who they share with
When they share
How they share

Future sharing

Outcomes of Sharing Benefits
Negatives
Comparative Experiences of Sharing Sharing mental health difficulties or

sexuality worse than HIV
Sharing HIV worse than other things

Conflict of professional and personal life

Each master theme is discussed, with reference to the subordinate themes. To

demonstrate each theme and ground the themes in the participants’ narratives,
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quotations will be included and reference to some of the emergent themes to show how
the subordinate and master themes were synthesised from the transcripts. The themes
discussed are linked to the research questions. Other themes that were found, but were

unrelated to the research questions, were not included.

Theme 1 — Emotional Reaction at Diagnosis
All participants spoke about their emotional reaction to receiving an HIV
positive diagnosis. Some of these reactions might have been linked to whether or not

they had symptoms of HIV or whether it was a regular sexual health check-up.

Negative

All eight participants described some negative reactions to their diagnosis.
There were a couple of thoughts that were repeatedly spoken about. Firstly, three
participants described being confused when they received their HIV positive diagnosis.

The confusion appeared to be around how they contracted HIV:

“I was kind of, I couldn’t necessarily pinpoint how or when” (P5).

In addition to being confused about receiving an HIV positive diagnosis, one

participant also showed an element of feeling that it was unfair or unjust:

“I'm a bit confused still, because he was undetectable, so I'm not 100% sure

how I got it...I questioned a bit, not why that had happened, but how that had

happened” (P2).
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Feelings of sadness, devastation and shame also featured. Five participants

expressed feeling sad or unsettled when they received their HIV diagnosis:

“Um and then I found out and I was diagnosed so it was kind of a shock, it
wasn'’t like I was expecting that result. Um, I was just being safe rather than sorry”

(P3).

The other three participants expressed feelings of devastation upon receiving

their diagnosis:

“It was quite devastating for me. Despite the fact that there was a part of me
that knew that I might be positive, there was also um, a part of me that never wanted

that to happen so when it happened it was quite devastating” (P3).

Finally, two participants spoke about feelings of shame when they received their

HIV positive diagnosis:

“Um, I think there was a little bit of shame attached to it in so much that I should

have known better” (P7).

Other
Whilst participants expressed feelings of sadness and devastation, four of the
participants also spoke about being accepting of their HIV positive diagnosis at the time

they received it:
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“It wasn’t a relief that I was HIV positive, but it was a relief that all the horrible
symptoms of the last month were that and weren’t something else that was going on
that I didn’t know about...I don’t think I realised that I was anxious about not getting

HIV until I suddenly didn’t feel anxious once I had it, it was kind of weird” (P4).

“I actually said to the nurse that was sat across me at the Hospital I actually
said “Is it going to be this time?” and she said “mm yes” um it was, I was quite like ok

then” (Pl).

Theme 2 — Decisions to Share
Reasons why people share their status openly

All participants discussed reasons that led them to share their status openly. An
overarching theme for openly sharing was participants being able to see a benefit for
themselves or others. Seven participants spoke about the desire to be honest with

people. For some participants it was so they did not have to be so secretive:

“But as soon as I left work I only saw the people I like after that anyway... So

there's no point in being so secretive” (PS§).

Whilst for others there was possibly an additional element of feeling

empowered when they shared openly with people:

“That it is very empowering, that is one less secret that you have to carry

around” (P3).
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Six participants discussed wanting to share openly to educate people. Educating
people was not only about dispelling possible myths or increasing people’s knowledge,

but also to try to reduce the spread of HIV:

“Um, I think the biggest thing now is for me to be an educator...because I think,
again it’s you know you, you very much in the past year about how to defeat a virus, it

is together, so education is the biggest thing for me” (P5).

Another reason for sharing openly was being able to support others who have
received an HIV positive diagnosis. Six participants spoke about this, with three of the

participants working in the HIV field:

“I wanted to give back, I have done peer support and all that” (P6).

Three participants described sharing openly due to their acceptance of their

diagnosis and how it was a part of them, and they wanted people to be aware of it:

“I think maybe in the beginning I might have been a bit nervous to, especially
when I hadn’t told many people, but nowadays it is one of those things where, if people

don’t take you for who you are then they don’t need to be in your life, in a way” (P5).

In contrast to reasons why participants would share, something they all
acknowledged was that they did not want to be reduced to their diagnosis and
maintained it was a part of them but there was more to them that just being HIV

positive:
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“I mean there's more to me than just my diagnosis... In fact it is one of the

smallest parts” (P8§).

What made it easier to share

There were eight themes linked to factors that made it easier for people to share
their status. The most common theme that arose was having knowledge or being
informed. Participants spoke about how this helped, particularly in being able to

respond when people asked questions:

“And I guess, always have the knowledge behind you as well because I think
that helps quite a lot because if and when you do get asked questions or people coming
back to you, you kind of know most of the answers and that gives them an understanding
and makes it helpful for them as well to understand a bit more about what HIV is, what

it means, how it is transmitted and kind of all the information that goes with that” (P2).

In addition to this, being informed helped to give people confidence while they

were sharing:

“But I think overall it is it's being informed, um thinking about the way you tell
people and just I suppose oozing confidence is not the right word but it is really about
being confident about it rather than having that like oh I have got something to tell you
and it is not very nice or you know, it is being right ok, I have got something to say, you
know, I'm living with HIV, everything's fine, I'm on treatments, I'm undetectable, and

explain what that is and you know I'm very comfortable with this” (P7).
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Possibly linked with people having knowledge, some participants (n=4) thought
sharing with someone who was HIV positive made it easier to share. This was possibly
due to feeling a sense of belonging as well as those individuals knowing how you might

feel about it:

“I lived in [Spanish city] for about four years and um in a way I was looking
forward to going back and telling two or three of them that I've joined the club kind of
thing... Because that they were really really supportive... Because they knew, they knew

what I was going to feel” (PS).

Together with gaining knowledge, medical advancements, and most notably

U=U, were mentioned by six participants as a factor helping them to share their status:

“Erm, yeah, I would say U=U is probably the biggest thing that you know, it
should make it easier because it shouldn’t allow people to think something crazy like

you sneeze on someone and they are going to get HIV or something” (P2).

“I just personally think that it is one of the many advancements that we are

going to see in the area of HIV that we need to talk about and we need to educate people

more about it” (P3).

Relationships and support were also thought to be involved in making it easier

to share. Most participants (n=6) spoke about how the nature of their relationship with
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others helped them to share, particularly helping with trust. This factor was most

commonly spoken about when referring to sharing initially:

“How close I am to someone” (P2).

Some participants felt that trust was particularly important as they felt more

control over who knew and knowing that others would not be told:

“And then he would never have shared that information with anyone until I, 1

did” (P§).

Five participants described different elements of feeling supported as helping

with sharing, this was in relation to feeling supported by friends or family:

“Ah so I could you know, I was listened to, there was no judgments, you know

there was no sadness either you know, in fact we probably ended up chatting for quite

some time and having a bit of a laugh and yeah” (P7).

As well as being supported by professionals:

“Yeah, he was saying how, that I had fallen into a trap of “my name is X and [

have got this” but I had fallen into the trap of “I am this, but my name is X (P6).
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Other emergent themes, separate from knowledge and support were common
amongst the transcripts. Six participants talked about not having expectations of how

people will react helping them with sharing:

“So just accept the circumstances and what is about to happen... And don’t be

afraid of whatever reaction comes” (P5).

Four participants spoke about how accepting your diagnosis can make sharing

easier, but they also stated the importance of not sharing with too many people too

quickly:

“You have to recreate your own confidence again... I think you need, well 1

needed a real time of reflection” (P$).

“The hardest thing is, and I still say this now to people that newly positive is, it

is better to not tell too many people too quickly because you end up supporting their

emotional reaction rather than dealing with your own reaction” (P4).

Finally, the age or stage in someone’s life helped three participants with sharing:

“Um, I think it is really neither here nor there, so at this stage of my life it really

is neither here nor there so as long as I have my medication with me, I am fine” (P1).
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Theme 3 — Strategies for Sharing Openly
All participants discussed their strategies for sharing openly, which was
synthesised into four subordinate themes: who they share with; when they shared; how

they share; and future sharing.

Who they share with

Five participants spoke about telling people on a need-to-know basis:

“So going forward, if people needed to know... I would tell them” (P1).

Three of these five spoke about the importance of their ‘gut feeling’ about who

they should tell and how it was often right:

“Um, because I think, like I say, I do regret not telling my family sooner,
however they kind of proved me right because they over worried, like I know the reasons
why I didn’t want to tell them were right however since telling them, well since them

knowing shall I say, it has made a lot of things more easier for me” (P5).

The other three participants described themselves as advocates, where they have

publicly told people across social media or newspaper articles:

“I encourage people to test, I support people who reach out to me who have just
been diagnosed, I share my life’s story so much so that people can know that HIV is not
a death sentence, it is not, um, it is not you know yeah, it is what it is, you can live with

it and you can manage it effectively “(P3).
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“So I was quite quite outspoken but I would say now much more of an advocate,
much more of wanting to educate people so I've moved away from that kind of in your
face kind of you know you're wrong kind of thing, you know this is the science, you
know get up to speed with things to more kind of like well okay so you've got some
worries about this, let's talk through them. So more of an advocate, so yeah just want

to try and educate people” (P7).

When they shared
All participants described gradually telling more people over time and not
acknowledging a particular point when they felt like they were “open” about their HIV

status. They described:

“Once you have passed the 5 or 10 mark, these things tend to err

[laughs] ...rapidly escalate” (P4).

In addition to gradually telling more people, six participants described the

experience getting easier the more people they shared with:

“So the more, I kind of opened up myself to other people about it, the easier it

became” (P1).

In terms of when people first shared, four participants described sharing their

status immediately after receiving the diagnosis:
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“Essentially just told them all straight away” (P2).

Whilst other participants (n=3) were more cautious initially:

“I was cautious about sharing, just because of what I have said before which is

I had seen people go out and tell 20 people in what, 2 days, and then spend 6 months

managing those 20 people who wanted to come round, cook for you, look after you,

make sure you are ok and I was like I really don’t want any of that” (P4).

This included some participants initially not sharing for months or possibly

years:

“Like I said I never said anything about it, so this was maybe 3 or 4 years after”
(P3).
How they share

The main point that participants spoke about in terms of how they share was the
importance of sharing in a natural way, possibly due to not wanting to place too much

emphasis on it. Seven participants mentioned this:

“You can't just knock on the door and say put the kettle on you know, it needs

to be organic” (P8).

“Over time and it was only when [ felt like it was appropriate I didn’t want to

Just like splurt it out and just make a thing of it, it was only like if a situation arose or
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like, so you know what I mean, if it came into, if that sort of topic came up, I might have

mentioned it” (P5).

“It’s not something that I will blurt out, it is normally going along that

conversation and so seems a bit more natural” (P2).

Other strategies of how participants shared were less commonly mentioned

across the participants but included using humour (n=2):

“Er, it is just um, I think it is just casually, um, you know, if we are, [ am with a
group of people in a bar and we are discussing you know PrEP or anything then I will
often say, you know, that ship has sailed I am now on meds, [laughs], er I think it is

just, um, I think people are fine with the way I say it, people are happy with it” (P1).

And using mixed media (n=3):

“Um so that was World Aids Day campaign, well it was a couple of days before
world aids day that year, so that was like when I kind of told the world really, or readers
of the the [newspaper] and then I started doing some, well I then joined some
community forums for people living with HIV and I was very open about it there, you
know, I had my photo taken for my profile, so yeah I would say it was a couple of years

down the line, maybe three years down the line after” (P7).

Whilst other participants would normalise HIV (n=4) at the same time as

sharing their status:
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“And I explained to her the advance in medicine and that taking one tablet a
day was going to mean that I was going to live a, you know, a normal life, so yeah”

(P1).

Although the language used was only mentioned by one participant, this

participant placed a great deal of emphasis on it throughout:

“Yeah absolutely yeah I've kind of moved from perhaps saying I'm HIV positive
which I used to say, or to then moving to saying I'm living with HIV to now sort of

saying well I'm on treatment and undetectable” (P7).

Some thought was also given to what to do once you have shared with someone.
This included giving people time to process what you have said or allowing them time

to get information (n=2):

“Want you to go, go off and ask a doctor, a friend and read about it, by yourself

and find your own sources, and I said make sure the source of information you go after

is um is a good source of information” (P1).

And finally, not making assumptions about reactions (n=1):

“And in the same way I think with the telling people your status, and this goes,

this is true for sexuality as well, you know people assume it is their special thing, it is

their special time, and they forget that other people might, you can have your own
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prejudices about the person you are telling and don’t be surprised if they come out with

something that surprises you [laughs]” (P4).

Future sharing
Participants spoke about future sharing and how previous experiences might or
might not have influenced sharing going forward. Three participants reported being

impacted by their first sharing experience:

“After seeing their reaction because they were first, I guess that kind of set for

me hopefully what everyone’s reaction would kind of be like. Um, and it pretty much fit

into that, there wasn’t anyone who I was shocked about their reaction” (P2).

In addition to the first experience impacting future sharing, some participants

(n=4) said they have learnt from both positive and negative experiences:

“So maybe that was the start of my kind of advocacy of my kind of you know,

after that I thought there is no way that I am having somebody be like that” (P7).

In contrast to this, two participants reported their sharing practices have not

been influenced by previous sharing experiences:

“No, I mean people talk about how they tell people and people don’t react to

them very well, it doesn’t stop me from telling other people” (P3).
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Theme 4 — Outcomes of Sharing
The outcomes of sharing have been synthesised into two subordinate categories:

benefits and negative outcomes.

Benefits

Seven participants described sharing strengthening their relationships with

those they shared with:

“It actually made it [our relationship] closer” (PS§).

“Again, I think really only positively” (P4).

Linked with strengthening relationships, three participants said they viewed a

benefit of sharing as getting support from others:

“And if you do have a strong rapport with family or friends then definitely do

speak to them and never be afraid to speak to friends/family/clinicians if you are feeling

really upset, feeling down” (P2).

As well as receiving support from others, two participants spoke about the

benefit of being able to help others by sharing:

“And there are times therefore where it makes it very relevant to talk about

personal experience, I think” (P4).
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Participants (n=7) also acknowledged the benefit of not having to lie to people,

particularly about attending appointments or taking medication:

“However, since telling them, well since them knowing shall I say, it has made
a lot of things more easier for me...Um, not having to lie about doctor’s appointment,

not having to hide my medication in drawers, stuff like that” (P5).

Finally, being able to educate others, either to raise awareness of reduce stigma

was a benefit that almost all participants (n=7) spoke about:

“I think it is judiciously used and I think it is important for people to see that a
diverse range of people are living with HIV and that it is not an impairment to
succeeding and working in various fields and various specialities and various different

areas” (P4).

Negatives

There were three negative outcome themes that arose. The most commonly

spoken about was concern from others. This was only mentioned by three participants:

“Um and one was a very old school friend, who reacted quite negatively, but

um, only because she was upset” (P4).

Only two participants spoke about experiencing rejection following sharing

their status:
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“And he said no no not at all he said I can't possibly go out with you, [laughs]
and this was over lunch so that was a bit [ remember feeling quite annoyed by that, and
thinking for goodness sake, you know you’ve met me, you have come to sort of have
lunch with me and we were getting really really well but just because I told you that
information then all of a sudden he's like no I can’t possibly see you again. It’s almost
like guilty by association you know you're gonna get HIV by associating with somebody
so I remember the few times when I was quite angry with some people's reactions”

(P7).

Finally, one participant spoke about their status being shared without their

permission:

“Then that person then went on to tell a lot of other people in a very spiteful
manner and um, because that person was hoping that I had had sex with someone,

unprotected, without telling them” (P1).

Theme 5 — Comparative Experiences of Sharing
The final master theme that arose was the comparative experiences of sharing.

This was divided into three subordinate themes.

Sharing mental health difficulties or sexuality worse than HIV

Four participants described sharing their HIV status as being easier than sharing

either their mental health difficulties:
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“And both my the last two guys I was seeing I told them about my HIV status
long before talking about my mental health problems. Um I am still a little bit reticent
around that um so it's obviously some kind of internalised stigma around that maybe,

about mental health” (P7).

Or their sexuality:

“I guess in a way it is sort of similar to coming out as gay in a way...I think
actually that was probably harder than having to tell people about my diagnosis to be
fair. But then having said that, I say that, but then everyone’s reactions were very

similar” (P2).

Sharing HIV worse than other things
One participant described sharing their HIV status as more difficult that other

things, for example their sexuality:

“Um yeah it is different, I mean I was more comfortable coming out than telling
people about my status for a long time, it took me quite a long time to be able to tell
people about my status but I was very comfortable coming out to talk about my
sexuality, so yeah I was very comfortable talking about my struggle with mental health
than I was to talk about my struggle with HIV so yeah it is different to how I talk about

certain things” (P3).
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Conflict of professional and personal life
Finally, one participant spoke about how there is sometimes a conflict for them
with regards to their professional and personal life and that it can be helpful but also

occasionally unhelpful:

“but sometimes it takes some audience members down completely the wrong

sort of track, because then they start asking you questions that are not relevant to the

topic [laughs] ...So it can a distracting, a distractor, as well as a positive thing” (P4).
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Discussion
This study aimed to understand the experiences of individuals who are open
about their HIV status. This included their emotional reaction at diagnosis, reasons why
they chose to share their status and the experiences of sharing. Secondary research
questions included whether the first experience of sharing has impacted future decisions
and which factors were perceived to influence the decision to adopt an open sharing
strategy. Interest in perceptions of how others responded was explored with the hope

of gaining insights into how HIV stigma can be reduced.

IPA was used to analyse eight interviews with men who are open about their
HIV status. The findings indicate that openly sharing one’s HIV status is an individual
process that is different for everyone. Other findings suggest that acceptance of HIV
status and having knowledge influence openly sharing one’s HIV status and the benefits

of sharing outweigh the negative outcomes.

Overview of Study Findings
The results will be discussed in relation to the research questions as well as the
Disclosure Processes Model (Chaudoir & Fisher, 2010), previous research and theory.

Similarities, differences, and new findings will be highlighted.

Experiences of People Sharing
Reasons to Status Share
Reasons that individuals chose to share had an overarching theme of being able

to see the benefits for either themselves or those they were sharing with. This ties in
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with self-determination theory (Deci & Ryan, 1985, 2008). Self-determination theory
views behaviours as being on a continuum which ranges in the extent that someone is
motivated to complete a behaviour and what the motivation is (Deci & Ryan, 1985,
2008). It is possible that people who share their HIV status openly have ‘identified
regulation’ and have a conscious acceptance of wanting to share to achieve their valued
outcomes, such as educating others or being honest. Conversely, people who have more
selective sharing strategies might feel more external regulators to their behaviour or it

might not align with their values.

The finding of being honest also ties in with previous research identifying a
moral element to status sharing (O’Leary & Wolitski, 2009). Furthermore, participants
also reported feeling empowered being open about their HIV status as found in other

research and this might have encouraged them to share further (Hatala et al., 2018).

Additionally, when comparing the reasons to share from this study to the
Disclosure Processes Model (Chaudoir & Fisher, 2010), the findings indicate that
participants’ decision-making process was more focussed on ‘approach goals’ rather
than ‘avoidance goals’. This might have been due to the nature of the participants being
open about their status and therefore being less focussed on times when they do not
share but also could be in line with self-determination theory and what their motivation

1S.

Outcomes

Many benefits were described following sharing with few negative outcomes

spoken about. The negative outcomes discussed were similar to what has been found in
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previous research about HIV status sharing outcomes (Medley et al., 2009). It is
possible that participants did not want to report the negative experiences and were
potentially concerned that it might dissuade others from considering sharing.
Additionally, it is possible that the benefits outweighed the negatives and therefore
might not be thought about as much or paid as much attention given the sample were

individuals who were willing to discuss sharing their status.

In terms of benefits, the individual long-term outcomes in the Disclosure
Processes Model, and previous research, such as psychological distress, adherence to
ART and health outcomes were not common themes found in this study (Chaudoir &
Fisher, 2010; Machtinger et al., 2015). On an individual level, getting support was a
benefit that was spoken about by most participants. This has also been found in other
research looking at those openly sharing their HIV status (Hult et al., 2012; Medley et

al., 2009).

In terms of ‘dyadic long-term outcomes’, participants spoke about relationships
being strengthened and not having to lie to others. Relationships being strengthened has
been an outcome found in previous research (Machtinger et al., 2015), whilst not
wanting to lie is more often a reason to share in other studies (Hult et al., 2012).
Participants did talk about others being concerned for them; however this was not a

theme shared by all participants.

As with previous research, the ‘social contextual long-term outcomes’ of raisin
9

awareness and testing were outcomes for participants as well (Black & Miles, 2002).
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However, it is difficult to draw a conclusion of this being an outcome rather than the

ability to educate others about HIV and testing given the qualitative nature of this study.

The First Experience of Sharing

The process of sharing highlighted that it was a personal process, and all
participants had a different journey to openly sharing their HIV status. When comparing
to the Disclosure Processes Model (Chaudoir & Fisher, 2010), the ‘disclosure event’
and the ‘feedback loop’ were important to some participants, but less significant to
others. This might be due to levels of acceptance, possibly how expectant someone is
of a reaction or the reasons why they were choosing to share. Previous research has also
found that individuals who ‘universally disclosed’ were not deterred from future

sharing by previous reactions (Hult et al., 2012).

Factors Perceived to Influence an Open Sharing Strategy

Mediating processes, such as having support, were discussed by participants as
a factor making it easier to share, but other factors such as knowledge were also central
to helping them to share. This is in line with previous research looking at openly sharing
Hepatitis C and HIV status and to some extent, the Disclosure Processes Model
(Chaudoir & Fisher, 2010; Greeff et al., 2008; Suarez, 2019). Having knowledge about
HIV was a reason for sharing as a well as a factor that made it easier to share. Research
has shown that stigma associated attitudes are often linked with a lack of knowledge
about HIV transmission, treatment or not knowing someone living with HIV (Lifson et

al., 2012).
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The most agreed upon factor across participants was that sharing openly was a
gradual process and there was not a moment in time when individuals decided to be
‘open’ about their HIV status. This is similar to what has been found with the coming
out process, where it is thought there are five developmental stages of coming out: pre-
coming out; coming out; exploration; first relationship; and identity integration
(Coleman, 1982). It would be interesting to see whether this process also occurs in a
heterosexual population in the same way, or whether for some people their experience

of sharing an aspect of their identity previously supported their sharing process.

Acceptance was a factor across many of the master themes and could be
considered another mediating process. Across the journey of openly sharing,
acceptance seemed to be a factor that helped people to share initially and then to
continue sharing. Although all participants described feeling negative emotions at
diagnosis, half of them spoke about some element of acceptance. It is possible that
acceptance, even if just a small amount, helped them with the process of sharing. This
might be due to them experiencing less internalised stigma, which is a challenge

associated with living with HIV (Earnshaw & Chaudoir, 2009).

These findings align with previous research looking at identity. Identity process
theory suggests that some people’s identities might be more resilient and can
incorporate new information without it being problematic (Jaspal & Breakwell, 2012).
Conversely others will find it more challenging and will need to use coping strategies
to aid them. Individuals’ perception of HIV as a threat might vary depending on factors
such as when they were diagnosed, their age, their knowledge, and medical

advancements, such as U=U. The perception of threat and someone’s identity resilience
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together might influence the process of acceptance. Those who can assimilate and
accommodate the new information about their diagnosis, might have been more able to
accept their diagnosis. This is because the information might have been integrated into
their identity and become part of them but not the only element of their identity. This

might be the case with those who are open about their HIV status.

Strengths and Limitations

There were strengths and limitations to this research. Strengths included using
IPA for data analysis. IPA provided an in-depth analysis of participants experiences
and the ability for their experiences to be individually explored (Smith et al., 2009).
Secondly, the interview schedule was developed by the primary researcher with input
from both the academic supervisor, field supervisors and two service users who are
living with HIV but did not meet criteria for the research. This ensured that relevant
questions and prompts were asked as well as language being appropriate and sensitive
to the population it was aimed at. The academic supervisor also reviewed two coded
interview transcripts to give advice on how to improve both the interviews and the
coding. The researcher ensured that all standards for maintaining study quality were
adhered to (Elliott et al., 1999; Hannes, 2011) as discussed in the methods section.
Finally, it was felt that the aims of the study were met and full and rich accounts were

obtained, with data saturation being met (Chamberlain, 1999).

However, there were also limitations in this study. Although having a fairly
homogeneous sample is a benefit of IPA, it possible that it also makes it less
transferable to other populations, such as women or people who do not identify as

homosexual. This might possibly be due to convenience sampling being used rather
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than theoretical sampling. Secondly, it is important to take into the account the
researcher’s background and that findings were based on the researcher’s
interpretations of the data, as is the case with IPA. Although both member checks and
reviews by the researcher’s academic supervisor took place, others conducting the same
research might have interpreted the transcripts in a slightly different way and only one
participant responded to the member checks. It was noted that many benefits were
discussed with participants, and very few negatives. It is possible that participants
wanted to appear positive about their experiences or felt that questions were directing
them to talk about positive experiences, but it would have been interesting to understand

whether it was a true reflection of their experiences.

There are a few limitations linked to the way the research was set up. The
definition of ‘open’ was challenging to operationalise. Literature was reviewed to see
how previous research has defined ‘open’, but there was not consensus on how to
operationalise open. If this study was to be repeated, it is possible that the criteria might
not be fully replicated as ‘most of friends and family’ is relatively subjective. Secondly,
due to COVID-19, the interviews took place remotely, via skype or over the telephone.
Although there were no difficulties with the interviews, it is possible that smaller
details, such as body language, might have been lost from not being in the room with
the participant and factors like this might have added to the analysis and findings.
Finally, some of the prompts in the interview schedule were possibly too leading.
Although it was important to ask the same questions to participants, the researcher was
aware that some questions might have been too leading and therefore some
conversations might not have been naturally spoken about by participants or been an

important factor for them to speak about.
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Implications

This study adds further to our understanding of HIV status sharing, but
particularly individuals sharing their status openly. To the authors knowledge, no
research into HIV has looked at a sample who are all open about their HIV status and
their journey of sharing. Many of the findings are in line with or agree with previous
research on more selective status sharing but add to the literature looking at open
sharing. One of the main findings was that having knowledge helps with status sharing,
emphasising the need to educate people, both those living with HIV and the HIV
negative population, about what HIV is, how it is transmitted and the treatment options.
This is particularly important as a lack of knowledge about HIV has been associated

with stigma (Lifson et al., 2012).

Secondly, it was found that sharing HIV status openly was an individual process
and that participants had different strategies. When clinicians are working with
individuals who have been given an HIV positive diagnosis, it might be helpful for both
clinicians and PLWH to be aware that there is no right way of them doing this process
but that individuals need to find the way that suits them. It might be helpful to
acknowledge that acceptance was a key contributing factor to helping participants share
openly and therefore emphasising that there is no time limit for people to start sharing
and possibly the more they are able to accept their diagnosis and be cautious with

sharing initially, the easier the process of being open about their status might be.

Additionally, this research has helped to inform about factors that people found

helpful when they were considering sharing their status with others and that support

was a key factor. Therefore, it would be important for clinicians working with people

116



who are given an HIV positive diagnosis to ensure they have some form of support,
even if initially it is support from clinicians and that people do not feel isolated whilst
they are coming to terms with their diagnosis. Finally, this study found that even though
participants differed on their reasons for sharing, overall, the reasons were due to them

either being able to see benefits for themselves or others.

Future Research

This study has highlighted some areas for future research. Firstly, acceptance
was a prominent finding, which impacted individuals across the sharing process. It
would be interesting to understand more about the acceptance process. Secondly, this
sample was homogenous being men who identified as gay. It would be interesting to
see whether the findings are similar if the demographic of the sample was more diverse.
Additionally, it would be interesting to understand more about people’s perceptions of
HIV pre-diagnosis and how this might link to their own perception of people’s
reactions, and whether the reactions were concordant or discordant with their own held
beliefs. Finally, when thinking about how HIV might be appraised as a threat, it would
be interesting to understand differences in the threat perception from people diagnosed

at different times.

Conclusion

Overall, the findings showed that the experience of sharing openly was an
individual process with each participant having slightly different experiences from the
other. This was in terms of when they shared for the first time, how they shared, reasons

why they shared and what helped them to share and the outcomes of sharing. Most
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participants spoke about the importance of both PLWH having knowledge but also the
need to educate others to help to reduce the stigma around HIV. It was also found that
acceptance of one’s status helped with sharing and particularly sharing openly. This
research adds to the current literature and also aids both clinicians working with PLWH
and those with HIV to understand the process of sharing openly and how individuals

can be helped in the future.
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4. Integration, Impact and Dissemination Summary

Integration
Overall, the aim of the thesis was to understand the experiences of PLWH who
are open about their HIV status. This was achieved through both the systematic review
and the empirical study. The systematic review looked more generally at the
experiences of people with a communicable disease who are open about their status,

whilst the empirical study looked solely at PLWH who are open about their status.

The two studies were conducted at the same time and therefore were able to
inform each other, with the systematic review providing background research that was
relevant to the empirical study. This was possibly more informative than initially
expected. It was hoped that the systematic review would be a review of experiences of
openly sharing communicable disease status, however following the screening and
eligibility searches, 12 of the 13 studies were a sample of PLWH, with the other study
focussing on people with Hepatitis C. This meant that although it was not possible to
critically evaluate papers regarding other communicable diseases, it was informative
for the empirical study as subsets of these samples were open about their HIV status.
Findings indicated what literature was available on openly sharing HIV status and
informed conclusions drawn from the empirical study. Additionally, given the
systematic review was solely looking at qualitative papers, the quality assessment
helped inform factors that needed to be considered and included in the empirical study.
However, it might have been that analysing both at the same time meant that certain
themes stood out more than others during the interpretation of the empirical study,

based on the findings in the systematic review.
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The systematic review was initially meant to look at all stigmatised conditions,
not just physical health conditions. This included stigmatised mental health conditions.
However due to the volume of papers, the question was adapted and overall, it was
decided the criteria would be communicable diseases. It would have been interesting to
understand what sharing open experiences of other stigmatised conditions was like and

draw further comparisons, not just among physical health, and mainly HIV.

Additionally, the systematic review included studies worldwide, with none of
the studies being based in the UK. In contrast, the empirical study recruited participants
from two HIV clinics in London. It is possible that the important factors, themes and
conclusions drawn from the empirical study might be slightly different to the studies in
the systematic review due to different circumstances, culture, access to healthcare,
including treatment options and availability, and societal view and knowledge about
HIV. This is an important factor to consider, particularly with regards to transferability
of findings. Another difference to consider for the interpretation of the findings is the
different demographics of the samples, as the empirical study sample ended up being a
sample of all men who identified as being homosexual. Some of the experiences and
interpretations drawn from their experiences could be different to those who are either

female or with a different sexual orientation.

There were many similarities in the themes found across the systematic review
and the empirical study. The systematic review articles had subsets of samples who
were open about their HIV status, and not the whole sample, as in the empirical study.

Although there were similarities found, it is difficult to draw full comparisons as the
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studies in the systematic review had different aims or might have been looking at one
aspect of sharing. In comparison, the empirical study tried to understand the full
experience someone might have, from receiving their HIV positive diagnosis, adjusting
and possibly accepting that diagnosis, making the decision to share their HIV positive

status, and choosing to be open about it.

The themes that were similar included factors that made it easier to share,
including having knowledge, acceptance of HIV diagnosis, having support, one’s age
and being prepared for any reactions. Findings from the systematic review in terms of
what made it easier to share also included privilege and faith, both of these were not

discussed in the empirical study but are interesting factors to hold in mind.

Similar findings on reasons why individuals shared their status were to educate
others, wanting to be honest and wanting to support others. In the systematic review,
other findings included blame, economic factors, health deterioration, relationships and

seeing others share their status.

Both the systematic review and the empirical study highlighted that the process
and strategies for sharing their status differed for all individuals, with some people
being advocates and others telling people on a ‘need to know’ basis, as well as when
people chose to start sharing their status and be more open about it. Findings from the
empirical study also included how people shared their status and factors related to

future sharing and whether they were impacted by previous experiences.
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Benefits of sharing from both the systematic review and empirical study
included strengthening relationships, support, educating others and helping others,
whilst studies from the systematic review also spoke about health outcome benefits.
Negative outcomes following sharing for both the systematic review and the empirical
study included rejection, and experiences from the systematic review included not
being believed as well as experiencing enacted stigma, whilst in the empirical study,
participants spoke about concern from others and their status being shared without their

permission.

Other differences in findings included the systematic review having more
emphasis on fears of individuals before sharing, whilst in the empirical study, there was
more emphasis on understanding participants reactions at diagnosis. Finally, in the
empirical study, participants spoke about comparative experiences of sharing in relation
to other personal information they might share about themselves, such as mental health
difficulties, sexuality. They also spoke about difficulties when working in the HIV field
and managing when is an appropriate and helpful time to share and when it might be

obstructive or unhelpful to your work.

Reflections on the Research
Empirical Study Research Process

A dominating factor that impacted the empirical study research process that it
is important to consider is the COVID-19 pandemic. As will be explained in more detail
below, the pandemic impacted the NHS ethics and R&D approval, recruitment, and the

interview process.
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Carrying out the NHS ethics process was without many difficulties. It was
slightly delayed due to the start of the COVID-19 pandemic, as the process was moving
to a remote platform and adjustments needed to be made to the project to allow for it to
all take place remotely. Submitting documents to R&D at both sites was slightly

delayed due to further clarification with regards to the need to recruit remotely.

The recruitment process was carried out efficiently by the clinicians at the HIV
clinics, particularly given the restrictions in place due to COVID-19 and this sample
being a ‘hard to recruit’ sample. Due to the restrictions, the researcher was unable to be
on site so was not able to have a presence within the service and speak with clinicians
to discuss the research study. As outlined in the methods section, clinicians were the
first point of contact with potential participants regarding the study. Many staff within
the HIV clinics were re-deployed to other services to support during the pandemic,
meaning that there was less availability for clinicians to help with recruitment and
possibly some clinics and appointments were postponed. Given all of this, recruitment

was efficient, and we were able to reach our target recruitment number.

PLWH who are open about their HIV status are considered a ‘hard to recruit’
population as although there are 105,200 number of people living in the UK with HIV
(World Health Organisation, 2019), there are not many who are open about their status.
Due to this, at times it was difficult for clinicians for find potential participants who
would meet criteria or want to take part in the study. This possibly meant that
recruitment was longer than if it was not a ‘hard to recruit’ population. Ethics was also
approved to recruit from a psychology service at one of the sites, however, recruitment

was unsuccessful there. Some potential participants were approached, however they did
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not want to take part in the study. It is interesting to consider why this might be the
case. One hypothesis is that during therapy, they did not feel comfortable taking part in

a research study.

Empirical Study Interview Process

Interviews took place over skype (n=6) or the telephone (n=2). It is possible that
some of the nuances were lost due to this, particularly during the telephone interviews.
However, it might have made taking part in the study more appealing as participants
could do it from their own homes and might have felt safer and able to be more open

with a slight sense of detachment from the interviewer.

It was also important to reflect on, and continue to reflect during the write up,
on the differences between myself and the participants. As a white, HIV negative,
heterosexual female, with no experience working with people with HIV or knowing
anyone who is HIV positive, there would be factors that I would not know, and it was
important to reflect and be curious during the interviews. This included summarising
and checking my understanding to ensure during analysis the interpretations of their

experiences was as accurate as possible.

I have reflected on the need to be aware of language used and the questions I
was asking, and not wanting to put participants in a position where they did not feel
comfortable to answer some of the questions. Participants were very open and honest,
and it compelled me to want to help them to raise further awareness and create a space
for the right talking points to be spoken about with regards to HIV. All participants and

service users involved in helping with the interview schedule were very helpful and
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would state their hopes for making a difference to PLWH and raising awareness of

HIV, whether it be testing, treatment and medical advancements.

Throughout the interview process, I was able to reflect on the interviews.
Interviews would be transcribed straight after to allow for discussion during supervision
with my academic supervisor. This enabled me to reflect on some of the themes of the
interviews and to think about whether there were other areas or questions that I could

focus on or ask.

Researcher Bias

It is also important to consider and reflect on any possible researcher bias. I was
aware of my own background, both demographically and my clinical experience to
date. I thought in supervision about how this might impact the way I chose to interpret
the participants’ experiences, particularly with the interpretative nature of IPA as an
analysis method. The main model I have used throughout my clinical experience is
cognitive behavioural therapy, therefore some of my questions and prompts, as well as
my interpretations, might have been informed by this. Additionally, I have not worked
with the HIV population before and so I have less understanding of other models that

might be applicable to working with this population.

It has also been helpful to think further about how things have changed in terms
of the treatment, the cultural views and the possible trauma associated with an HIV
positive diagnosis. Some participants spoke about the trauma experienced previously
and how that is still very much on people’s minds or something they lived through. It

was a factor that was really important to hold in mind throughout my research as my
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initial thoughts when considering how treatment had moved on was linked primarily to
the medical advancements and cultural views about HIV. Additionally, to get different
perspectives, it was helpful to speak with people from different countries and of

different ages working in different areas to see how this has impacted them.

Service User Involvement
Service users, who are living with HIV, were consulted for the design of the

research, the analysis of results and the dissemination.

Design of the research:

Two service users reviewed the draft interview schedule in terms of the
number of questions, the wording of questions and whether they suggested any
additions or changes to the interview schedule. This helped to ensure the questions
were relevant, the language was appropriate and sensitive and that the necessary

questions were included.

Analysis of results:

Following the transcription and analysis of results, participants were asked to
review the overall themes concluded from the data. This ensures respondent
validation, meaning that the themes are a fair interpretation and reflection of the
experiences of the participants. Only one participant responded to the member checks,
and although this was very helpful, further responses might have provided more

insight into whether the findings were a true reflection of their experiences.
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Dissemination of findings:
Service users involved in the consulting on the interview schedule were also
consulted about the best way to present these findings back to the services involved

and the participants. A summary of the findings that is easily accessible to all

participants and service users will be created.
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Impact
Challenges of HIV
As mentioned, HIV has been associated with challenges including physical
health difficulties if left untreated (World Health Organisation, 2019), mental health
difficulties (Owe-Larsson et al., 2009), feelings of isolation (Vance, 2006), and enacted,

internalised or anticipated stigma (Earnshaw & Chaudoir, 2009).

Potential Beneficiaries

Given previous research about HIV and status sharing, it is hoped that by having
a better understanding of individual’s experiences when they receive an HIV positive
diagnosis and understanding factors linked to sharing their HIV status, that it might be
possible to help PLWH to make decisions about whether they want to share their status
and what factors consider. Additionally, it is hoped that the findings of this research
will impact not only those living with HIV, but will help inform clinicians, charities,

the HIV negative population and the academic community.

People Living with HIV:

Findings from the empirical study followed the process of receiving an HIV
positive diagnosis and the factors and steps individuals took to openly sharing their
HIV status. Overall, despite some negative outcomes and worries, participants saw the
benefits of sharing openly, not only for themselves but also for others, who are living
with HIV or who are HIV negative. Findings included reasons why people wanted to
share, what made it easier to share, the process of sharing and strategies that people
used, outcomes of sharing and comparing sharing to other experiences. There were

similar findings in both the empirical study and the systematic review.
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Both studies indicated there was no right way for people to share with others
and acknowledged that the outcomes and reactions are not always positive and that
there might be times when people might be better not to share. By increasing PLWH’s
knowledge about HIV, including treatment and the sharing process, it might help
PLWH when they receive their HIV positive diagnosis. Knowledge about the sharing
process could include what options are available and what factors have been important
and helped others. This is particularly relevant given the emphasis that participants

placed on being informed and having knowledge.

Acceptance was a key factor that came up across both studies and seemed to be
something that was very important at the time of receiving their diagnosis and what
helped with making the decision to share and made it easier to share. Firstly, by
understanding the importance of acceptance linked with sharing openly, it might help
PLWH to understand that there is no time limit to sharing with others and that initially
being cautious with sharing and taking time to reflect on their diagnosis could be
helpful. Also, by accepting one’s diagnosis, it makes it easier to share as you are
possibly less expectant and hopeful for a particular reaction and can adapt depending
on the reaction you receive. For all participants, the time period of acceptance was
different and therefore helping PLWH to understand that the acceptance and adjustment
process can take time might ease pressure they might feel to be accepting of their

diagnosis.
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HIV Negative Population:

Increasing awareness of the findings from both the systematic review and the
empirical study might help the HIV negative population in multiple ways. Initially, by
increasing awareness about the most recent medical advancements regarding how HIV
is or is not transmitted and treatment options might help to reduce the spread of HIV,
promote testing, and promote people seeking help. Additionally, increased knowledge
might help to reduce the stigma associated with HIV, which is possibly currently due

to the lack of knowledge around the subject.

Clinicians:

Participants spoke about the importance of support, both professional and
personal, throughout their experiences. The findings from the systematic review and
the empirical study will be helpful for all clinicians working with PLWH, not just
mental health clinicians working with PLWH. This might include clinicians working in
areas such as A&E where someone might be given an HIV positive diagnosis. Findings
can inform clinicians about the support that can be offered to PLWH, when they receive
their diagnosis, when they are trying to adjust to life with it, and when they are thinking
about sharing. The findings highlight reasons why participants wanted to share and
what made it easier for them as well as the ways in which they chose to share and
building to becoming open about their status. Clinicians might be able to share some of
this information with PLWH and discuss options with them and emphasise that there

are many ways for this process to happen, with no one way being the right option.

The awareness of acceptance helping with openly sharing one’s status will be

helpful for clinicians to know. Additionally, possibly acknowledging that this can take
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time and therefore discussing with PLWH whether being cautious initially with who
you want to share with until they have come to terms with it might be helpful. Being
aware of this and having these discussions with PLWH might help to relieve possible
pressure they feel to share but also to think about support options for them whilst they
are trying to come to terms with their diagnosis. Additionally, these findings might be
able to inform criteria for support to ensure that there is not a “cut off” for individuals
coming to terms with their diagnosis and that people might benefit from education and

support further down the line.

Findings from the empirical study also demonstrate that although participants
were positive overall about their experiences, there were times when they did
experience negative feedback from those they shared with. Therefore, if clinicians can
speak openly with PLWH about the possibility of this happening it might help PLWH
to be aware and prepared for a diverse range of reactions and be able to become

informed and feel able to respond to questions people might have.

Charities:

Charities such as the Terence Higgins Trust and Positively UK are a support to
those living with HIV and a resource to clinicians and the HIV negative population.
The results found in this research emphasise the importance of raising awareness about
HIV. By sharing the results with these charities, they might inform charities what
factors people find important when they are considering sharing their status and
different ways people share their status and the outcomes people have received. This
information is also important for the HIV negative population to understand to improve

their knowledge and support those living with HIV.
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Academic Community:

This research was completed as a gap in the literature had been identified. This
gap was there being little understanding as to the process PLWH go through when they
receive an HIV diagnosis and the factors they consider when thinking about sharing
their status openly. By sharing the findings, they can add to the current literature and
inform academics and clinicians to help to integrate the findings into their work as well
as identifying areas for future research. These include replicating the research with a
different sample demographic or understanding more about what helped individuals to

accept their diagnosis.
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Dissemination
It is important to try to maximise the impact of the thesis by ensuring the
findings are shared with beneficiaries. This includes sharing the findings with PLWH,
clinicians, HIV negative population, charities, and the academic community as well as

academic publication in relevant journals.

To disseminate to PLWH and clinicians, a summary of the systematic review
and the empirical study findings will be sent to each recruitment site, including the
participants, HIV charities and HIV services. The summaries will be written in
language that is applicable to its audience, highlighting the key findings. Additionally,
posters and leaflets will be sent to HIV services and charities that can be distributed to
PLWH. The posters might be a reminder for clinicians to remember to speak to PLWH
to see if they need any support or space to discuss acceptance and adjustment of HIV
and options around sharing. The posters might also help PLWH to signpost they can

ask for extra support around these areas. The leaflets will outline the key findings.

For clinicians, the summaries will include implications and recommendations
based on the findings with the hope they can be integrated into the work done at both
charities and HIV services. It also might be possible to present at team meetings to
discuss the findings with clinicians, and to think together about how this research might
be relevant to their services. By discussing the findings at team meetings, it might also

be possible to answer any questions in relation to the findings.

For charities, a summary of findings will be sent to them, which if they are

interested, it could go on their website and help to raise awareness about HIV. This
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could include the different options there are for PLWH thinking about sharing their
status but also provides knowledge to the HIV negative population who are interested

in understanding more about HIV and the sharing process.

For the academic community, the research has been presented to Royal
Holloway, University of London trainees and academic tutors. The aim of presenting
was firstly to summarise the findings and what they might add to the literature, and
secondly that trainees starting their research might be able to add to these current
findings and address other gaps in the literature with regards to HIV and status sharing.
Media is recommended as a way of maximising the impact of results in the Economic
and Social Research Journal and therefore HIV publications and sexual health journals

will be contacted to see if they would want to be involved in disseminating the findings.

Academic Publication

The systematic review and empirical study will be submitted to peer-reviewed
journals for publication. Journals include AIDS and Behaviour and AIDS care. These
journals focus on behavioural, social, and psychological impact of living with HIV and
are widely read. It is also hoped that these findings will be presented at conferences. By
publishing in peer-reviewed journals and presenting at conferences, it is another way
of disseminating the findings and raising awareness, among clinicians and the academic
community, around the process that individuals might go through when they receive an

HIV positive diagnosis and the options related to open status sharing.
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Evidencing Impact

In addition to the need to disseminate the findings to all potential beneficiaries,
there is a need to access feedback from potential beneficiaries to understand what
impact, if any, these findings have had. This might also prompt what future research

could be helpful.

For PLWH, feedback could be obtained from clinics, including the recruitment
sites, as to what they think they might need help with, with regards to HIV status sharing
and whether they think it is being answered or the relevant support is accessible.
Feedback from clinicians would be helpful to understand what their views are of the
findings and the recommendations and how likely they are, or whether they think it is
possible, to incorporate it into their work. It would also be interesting to understand
how to improve dissemination and whether they think the findings have influenced their
work, in a positive or negative way. Charities could be asked to provide feedback as to
whether the information provided is useful to their users. Finally, through presentations,
conferences and publishing the findings, it might be possible to access feedback from

the academic community.

Feedback could be obtained anonymously using online surveys, designed
specifically for the target audience, with a variety of likert scales and free text responses
so that individuals can provide as detailed feedback as they think is necessary. When

team meetings are attended, feedback could also be obtained verbally.
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Appendices

Appendix A: SPSS Output for Inter-Rater Kappa Calculation

= Crosstabs

Case Processing Summary

Cases
Valid Missing Total
N Percent N Percent Percent
VAR00004 * 150 0.2% 64243 99.8% 64393 100.0%
VAR00005
VAR00004 * VAR0O0OOS5 Crosstabulation
Count
VAR00005
1.00 2.00 Total
VAR00004 1.00 7 12 19
2.00 2 129 131
Total 141 150
Symmetric Measures
Asymptotic ApprO)%mate
Standard T Approximate
Value Error Significance
Measure of Agreement Kappa 456 .119 6.057 .000
N of Valid Cases 150

a. Not assuming the null hypothesis.

b. Using the asymptotic standard error assuming the null hypothesis.
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Appendix B: Participant Information Sheet

ROYAL
HOLLOWAY
UNIVERSITY

PARTICIPANT INFORMATION SHEET

Project Title: Exploring the experience of people living with HIV who have shared their
status openly

You have been asked o take part in a study about experiences of being open about HIV
status, which is being carried out by Saskia Naylor, Trainee Clinical Ps ist, as part of
her Clinical %Wy Doctorate Degree, and both ﬂ and &

Before you decide if you want to take part, it's important that you understand why this study is
being carried out and what will happen if you take part. Please read this sheet carefully. If you
want to discuss the study with a member of clinic staff or someone dose to you before making
a decision about taking part, please feel free to do so. You can also ask Saskia any questions
you might have about the study.

Why are we doing this study?

Living with HIV can be difficult and is associated with different challenges. If someone is able
to share their status, they can get support and help to live with the challenges they experience.
To date, there has been no research into understanding the experiences of people who are
open about their HIV positive status. The aim of the study is to understand more about the
axperiences of people who are open about their HIV status. This study hopes to understand
your experiences of being given an HIV positive diagnosis, the decisions to share your status,
different ways of sharing, and what factors have been involved for both adjusting to your HIV
positive diagnosis and sharing your status.

Who can take part in the study?

You have been asked to take part in this study because you are open about your HIV positive
status. We are describing being “open” as telling the following people or them knowing; your
GP, your last three sexual partners since diagnosis and most of your friends and family. You
have also raceived an HIV positive diagnosis over 6 months ago. If you do not meet those
criteria, then you will not be eligible for the study.

Do | have to take part?

Taking part in the study is completely voluntary. If you wish you withdraw, you may do so up
until February 2021, without giving a reason. If you choose not to take part, or to withdraw,
this will not affect the standard of your medical care in any way.

Are there any disadvantages or risks of taking part in the study?

Some people might find talking about their HIV positive diagnosis, or other factors linked to
your HIV status, such as decisions to share their status with others, sensitive or in some cases
upsetting. You will be given the opportunity to reflect on your experience of the interview
immediately afterwards with Saskia. If you feel you need further support, the first people we
suggest you should speak to are your clinician at your HIV clinic or your GP.

Are there any benefits of taking part?

You may find talking about your experiences helpful. The information you share will help to
increase knowledge about how people might come to terms with their HIV diagnosis, what has
made it possible to share their status and the effects of sharing. This could help to understand
ways of managing the possible stigma linked with having an HIV positive diagnosis and how
to adjust to life living with HIV. This knowledge could help to develop better services for both
people living with HIV and those around them in the future.
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Where will the study take place?

The studi will take ﬁce at in clinics associated with [ NNEGNGNGNGNGNGENEEE- ¢

What will the study involve?

If you are happy to take part, Saskia will go through a consent form with you which confirms
you are agreeing to take part in the study. You will also be asked to fill out some
questionnaires. There are three brief questionnaires, one about mood, one about living HIV
and one with background details about you, for example your age and ethnicity. The main part
of the study will involve you being interviewed about your experiences of receiving an HIV
positive diagnosis and then thinking more about your decisions to share your status. The
consent form also asks your permission for Saskia to collect some basic medical information
about your HIV (for example blood counts) via your clinician or your medical notes after your
interview. With your consent the interview will be audio recorded. This is to make sure that no
important information is missed for the write up of the study.

How long will it take?
The interview should take between 45-60 minutes with the whole meeting taking up to 95
minutes.

How will we use information about you?

We will need to use information from you and your medical records for this research project.
This information includes your name, contact details, age, gender, sexuality, ethnicity, time
since diagnosis and viral load. People will use this information to do the research or to check
the research is being done properly. People who do not need to know who you are will not be
able to see your name or contact details. Your data will have a code number instead. We will
keep all information about you safe and secure.

The interview will be recorded on a Dictaphone so that it can be transcribed and analysed at
a later date. The recording will be transcribed by the Saskia and the transcribed data will be
stored in a password protected folder on a password-protected computer. The recording will
be deleted once the interview has been transcribed.

Once we have finished the study, we will keep some of the data so we can check the resulls.
Your consent form will be kept for two years and then destroyed. Data will be kept for five
years and then destroyed. The write up will be written in a way that no-one can work out that
you took part in the study.

Will | receive anything for taking part?

You will receive a £10 voucher for taking part in the study. If you decide to attend an interview
on a different day to your routine clinic appointment, you will also be compensated for travel
axpenses, up to £12. This is funded by Royal Holloway, University of London.

What will happen with the results?

The research will be submitted as part of a Clinical Psychology Doclorate degree. We will also
aim to publish its results in a peer-reviewed journal and at conferences. Any written up data
will be anonymised and no participants will be identified. If you would like, we will send you a
summary of the findings via this clinic.

05/07/2020 Version 2
IRAS I1D: 280289

153



HOLLOWAY

Who has reviewed the study?
Studies being conducted in the NHS are looked at by an independent group called a Research
Ethics Committese. These are committees who make decisions about whether it is right to
carry out the study. This study has been reviewed and given favourable opinion by Camden
& Islington NHS Research Ethics Committee (IRAS ref: 280289). It has also been approved
by Royal Holloway, University of London Ethics Committee, the Health Regulation Authori
and the Research and Development Committees at both dand

This means that these Committees are satisfied that your rights
will be respectled, that any risks have been reduced to a minimum, and that you have been
given enough information to decide whether to take part or not.

Who should | contact if | have any questions?
This project is supervised by Dr Michael i, (Reader in Clinical Psychol at Royal

Hollo Universily London) and
ﬂand

The main person to contact for this project is Saskia Naylor, Trainee Clinical Psychologist at
the Department of Clinical Psychology, Royal Holloway University of London (RHUL). My
email is: Saskia.naylor.2018@live.rhul.ac.uk

Additionally, f you would like to contact Dr Michael Eyangeli, his email is
michael.evangeli@rhul.ac.uk

What if | have any concerns or complaints?
If you feel unhappy with the research in any way then please contact a member of the research
team, as seen on the delails above. If you are stil unhappy or would prefer to speak to

someone outside of the research team, then please contact the Patient Advice and Liaison
Services (PALS) at at NN

GDPR

There is a possibility that the study will be audited by independent bodies, to verify that the
research has been carried out in accordance with NHS Health Research Authority protocol
and in line with the GDPR and Data Protection Act 2018. They may have access to the consent
forms, transcripts and questionnaire data

For information about GDPR, please read the information below.

Thank you for taking the time to read the information sheet. If you are happy to
participate, please complete the consent form.
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Patient data and research
This leaflet explains how health research uses information from patients. If you are asked to
take part in research, you can ask what will happen in the study.

What is patient data?

When you go to your GP or hospital, the doctors and others looking after you will record
information about your health. This will include your health problems, and the tests and
treatment you have had. They might want to know about family history, if you smoke or what
work you do. All this information that is recorded about you is called patient data or patient
information.

When information about your health care joins together with information that can show who
you are (like your name or NHS number) it is called identifiable patient information. It's
important to all of us that this identifiable patient information is kept confidential to the patient
and the people who need to know relevant bits of that information to look after the patient.
There are special rules to keep confidential patient information safe and secure.

What sort of patient data does health and care research use?
There are lots of different types of health and care research.

If you take part in a dinical trial, researchers will be testing a medicine or other treatment. Or
you may take part in a research study where you have some health tests or answer some
questions. When you have agreed to take part in the study, the research team may look at
your medical history and ask yau questions to see if you are suitable for the study. During the
study you may have blood tests or other health checks, and you may complete questionnaires.
The research team will record this data in special forms and combine it with the information
from everyone else in the study. This recorded information is research data.

In other types of research, you won't need to do anything different, but the research team will
be looking at some of your health records. This sort of research may use some data from your
GP, hospital or central NHS records. Some research will combine these records with
information from other places, like schools or social care. The information that the researcher
collects from the health records is research data.

Why does health and care research use information from patients?

In clinical trials, the researchers are collecting data that will tell them whether one treatment is
better or worse than other. The information they collect will show how safe a treatment is, or
whether it is making a difference to your health. Different people can respond differently to a
treatment. By collecting information from lots of people, researchers can use statistics to work
out what effect a treatment is having.

Other types of research will collect data from lots of health records to look for patterns. It might
be looking to see if any problems happen more in patients taking a medicine. Or to see if
people who have screening tests are more likely to stay healthier.

Some research will use blood tests or samples along with information about the patient's
health. Researchers may be looking at changes in cells or chemicals due to a disease.

All research should only use the patient data that it really needs to do the research. You can
ask what parts of your health records will be looked at.

How does research use patient data?

If you take part in some types of research, like dlinical trials, some of the research team will
neead to know your name and contact details so they can contact you about your research
appointments, or to send you questionnaires. Researchers must always make sure that as
few people as possible can see this sort of information that can show who you are.
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In lots of research, most of the research team will not need to know your name. In these cases,
someone will remove your name from the research data and replace it with a code number.
This is called coded data, or the technical term is pseudonymised data. For example, your
blood test might be labelled with your code number instead of your name. It can be matched
up with the rest of the data relating to you by the code number.

In other research, only the doctor copying the data from your health records will know your
name. They will replace your name with a code number. They will also make sure that any
other information that could show who you are is removed. For example, instead of using your
date of birth they will give the research team your age. When there is no information that could
show who you are, this is called anonymous data.

Where will my data go?

Somelimes your own doctor or care team will be involved in doing a research study. Often,
they will be part of a bigger research team. This may involve other hospitals, or universities or
companies developing new treatments. Sometimes parts of the research team will be in other
countries. You can ask about where your data will go. You can also check whether the data
they get will include information that could show who you are. Research teams in other
countries must stick to the rules that the UK uses.

All the computers storing patient data must meet special security arrangements.

If you want to find out more about how companies develop and sell new medicines, the
Association of the British Pharmaceutical Industry has information on ils websile at
http://www.abpi.org.uk.

What are my choices about my patient data?

* You can stop being part of a research study at any time, without giving a reason, but
the research team will keep the research data about you that they already have. You
can find out what would happen with your data before you agree to take part in a study.

+ In some studies, once you have finished treatment the research team will continue to
collect some information from your doctor or from central NHS records over a few
months or years so the research team can track your health. If you do not want this to
happen, you can say you want to stop any more information being collected.

+ Researchers need to manage your records in specific ways for the research to be
reliable. This means that they won't be able to let you see or change the data they hold
about you. Research could go wrong if data is removed or changed.

What happens to my research data after the study?
Researchers must make sure they write the reports about the study in a way that no-one can
work out that you took part in the study.

Once they have finished the study, the research team will keep the research data for several
years, in case they need to check it. You can ask about who will keep it, whether it includes
your name, and how long they will keep it.

Usually your hospital or GP where you are taking part in the study will keep a copy of the
research data along with your name. The organisation running the research will usually only
keep a coded copy of your research data, without your name included. This is kept so the
rasults can be chacked.

If you agree to take part in a research study, you may get the choice to give your research

data from this study for future research. Sometimes this future research may use research
data that has had your name and NHS number removed. Or it may use research data that
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could show who you are. You will be told what options there are. You will get details if your
research data will be joined up with other information about you or your health, such as from
your GP or social services.

Once your details like your name or NHS number have been removed, other researchers won't
be able to contact you to ask you about fulure research.

Any information that could show who you are will be held safely with strict limits on who can
access it

You may also have the choice for the hospital or researchers to keep your contact details and
some of your health information, so they can invite you to take part in future clinical trials or
other studies. Your data will not be used to sell you anything. It will not be given to other
organisations or companies except for research.

Will the use of my data meet GDPR rules?

GDPR stands for the General Data Protection Regulation. In the UK we follow the GDPR rules
and have a law called the Data Protection Act. All research using patient data must follow UK
laws and rules.

Universities, NHS organisations and companies may use patient data to do research to make
health and care belter.

When companies do research to develop new treatments, they need to be able to prove that
they need to use patient data for the research, and that they need to do the research to develop
new treatments. In legal terms this means that they have a ‘legitimate interest’ in using patient
data.

Universities and the NHS are funded from taxes and they are expected to do research as part
of their job. They still need to be able to prove that they need to use patient data for the
rasearch. In legal terms this means that they use patient data as part of ‘a task in the public
interest’.

If they could do the research without using patient data they would not be allowed to get your
data.

Researchers must show that their research takes account of the views of patients and ordinary
members of the public. They must also show how they protect the privacy of the people who
take part. An NHS research ethics committee checks this before the research starts.

What if | don't want my patient data used for research?
You will have a choice about taking part in a clinical trial testing a treatment. If you choose not
to take part, that is fine.

In most cases you will also have a choice about your patient data being used for other types
of research. There are two cases where this might not happen:

1. When the research is using anonymous information. Because it's anonymous, the
research team don't know whose data it is and can't ask you.

2. When it would not be possible for the research team to ask everyone. This would
usually be because of the number of people who would have to be contacted.
Sometimes it will be because the research could be biased if some people chose not
to agree. In this case a special NHS group will check that the reasons are valid. You
can opt-out of your data being used for this sort of research. You can ask your GP
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3 opting-out, or you can find out more at htlps://www.nhs. uk/your-nhs-data-
matters/.

Who can | contact if | have a complaint?

If you want to complain about how researchers have handled your information, you should
contact the research team. If you are not happy after that, you can contact the Data Protection
Officer. The research team can give you details of the right Data Protection Officer.

If you are not happy with their response or believe they are processing your data in a way that

is not right or lawful, you can complain to the Information Commissioner's Office (ICO)
(www.ico.org.uk or 0303 123 1113).
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Appendix C: Participant Consent Form

HOLLOWAY
UNIVERSITY

CONSENT FORM
March 2020, Version 1

Project Title: Exploring the experience of people living with HIV who have shared their
status openly

Name of Researcher: Saskia Naylor
Ethics Committee Reference Number: 20/LO/0698
IRAS Reference: 280289

Please Initial

| confirm that | have read and understood the information sheet for
the above study
| confirm that | have had the opportunity to ask questions which
have been answered satisfactorily
| understand that participation in this study is voluntary, and | can
withdraw from the study up until February 2021, without giving any
reason. If | chose not to take part, or withdraw from the study, |
know my medical care will not be impacted in any way
| | agree to have my interviews audio recorded
| understand that information will be stored confidentially
I understand that if Saskia Naylor believes there is a serious nsk of
harm to either myself or someone else, she may need to speak to
my clinical team about this
| agree to having my anonymous quotations used in the write up of
this study
| agree to information on my medical records that is relevant to this
study (viral load at date of diagnosis) being accessed by Saskia
Naylor for the purposes of this research
| | agree to take part in the above study

Name of participant Date Signature

Name of researcher Date Signature

Copies for: Participant, Researcher site file, Participant Medical records

Date Created: March 2020 Version 1 Participant |ID Number:
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Appendix D: The Hospital Anxiety and Depression Scale (Zigmond & Snaith, 1983)

Hospital Anxiety and Depression Scale (HADS)

Tick the box beside the reply that is closest to how you have been feeling in the past week.
Don't take too long over you replles: your Immedi|ate Is best.
D

D [A A
1 feel tense or 'wound up': | feel as if | am slowed down:
3 Most of the time 3 Nearly all the time
2 A lot of the tima 2 Very often
From time to &me, occasionally 1 Sometimes
0 Nol al all 0 Not at al
1 511l enjoy the things | used to | get a sort of frightened feeling like
enjoy: ‘butterflies” in the stomach:
0 Defiritely as much 0 Not at all
1 Not quite 50 much 1 Occasionally
2 Only a little 2 Quite Often
3 Hardly at all 3 Very Often
1 get a sort of frightened feeling as It
something awful is about to I have lost interest in my appearance:
happen:
3 | Very definitely and cuite bacly 3 Definitaly
2 Yes. bul not oo bady 2 I don't take as much care as | should
1 Alttle, but # doesn't worry me 1 | may not take quie as much care
0 Not at all 0 | take st as much care as ever
1 can laugh and see the funny side I feel restless as | have to be on the
of things: move:
0 As much as | always could 3 Very much indeed
1 Nol quite 80 much now 2 Quite a ot
2 Delinitely not o much now 1 Not very much
3 Not at all 0 Not at al
Worrying thoughts go through my I look tforward with enjoyment to
mind: things:
3 A great deal of the time 0 As much as | ever did
2 A lot of the tima 1 Rather less than | used to
1 From time to #me. but not 100 often 2 Detinitely less than | used o
0 Only occasionally 3 Hardly at o
1 feel cheertul: | get sudden feelings of panic:
3 Not at all 3 Very oftan inceed
2 Nol often 2 Quite offen
1 Sometimes 1 Not very offen
0 Mast of the time 0 Not at ab
I can sit at ease and feel relaxed: | can enjoy a good book or radio or TV
program:
0 Definitaly 0 Otten
1 Usually 1 Sometimes
2 Not Often 2 Not often
3 Not at all 3 Very seldom

Please check you have answered all the questions

Patients are asked to choose one response from the four given for each
interview. They should give an immediate response and be dissuaded from
thinking too long about their answers. The questions relating to anxiety are
marked "A", and to depression "D". The score for each answer is given in the
right column. Instruct the patient to answer how it currently describes their
feelings.
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Appendix E: Living with HIV Cognition Questionnaire (Evers et al., 2001)

LIVING WITH HIV COGNITION QUESTIONNAIRE

Adapted from: 1998 ¢ AWM. Evers & FW. Kraaumaal illness cognition questionnaire.

Instructions

On the next page is a list of statements by people with a long-term health condition. Please
indicate the extent to which you agree with them by circling one of the answers following the
statemnent. An example is provided below.

Example

If you agree with the statement below to a large extent, circle 3:

not some- toalarge completely
atall  what  extent

I have leamed to live with my HIV. 1 2 3 4

Work through the entire list of statements in this way. Do not spend too much time considering
your answer. Your first impression is usually the best.
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LIVING WITH HIV COGNITION QUESTIONNAIRE

To what extent do you agree with the following

statements? net some-  toalarge completely
atall  what  extent

1. Because [ am living with HIV [ miss the things [ like

to do most. 1 2 3 -+
2. I can handle the problems related to living with HIV. 1 2 3 B
3. 1 have learned to live with HIV. 1 2 3 4
4. Dealing with living with HIV has made me a
stronger person. 1 2 3 4
5. Living with HIV controls my life. 1 2 3 4
6. | have learned a great deal from living with HIV. 1 2 3 <
7. Living with HIV makes me feel useless at times. 1 2 3 4
8. Living with HIV has made life more precious to me. 1 2 3 -
9. Living with HIV prevents me from doing what |
would really like to do. 1 2 3 4
10. I have learned to accept the limitations imposed
by living with HIV. 1 2 3 4
11. Looking back, I can see that living with HIV has also
brought about some positive changes in my life. 1 2 3 -
12. Living with HIV limits me in everything that is
important to me. 1 2 3 -
13. 1 can accept living with HIV well. 1 2 3 -+
14. | think | can handle the problems related to
living with HIV, even if it gets worse. 1 2 3 B
15. Living with HIV frequently makes me feel helpless. 1 2 3 4
16. Living with HIV has helped me realise what's
important in life. 1 2 3 <
17. I can cope effectively with living with HIV. 1 2 3 -+
18. Living with HIV has taught me to enjoy the moment more. 1 2 3 -+
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Scoring procedure for the HIV COGNITION QUESTIONNAIRE
(ICQ)

The following items have to be added together to obtain the scale scores:

Helplessness item1,5,7,9, 12,15
Acceptance item 2, 3,10, 13, 14, 17
Perceived benefits itemd4, 6, 8, 11, 16, 18
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Appendix F: Demographic Questionnaire

ROYAL

HOLLOWAY

Participant Demographic Questionnaire

[Participant ID: Administrator
Initials:
Participant Age: Participant
Gender:
Date completed:
[Religion: Ethnicity:
[0 Chnstian (Catholic, Protestant, or any White:
other denoménation)
O Buddhist 3 Sikh
0O Inish
0O Hindu .
O Muslim [0 Other (please specify):
0O Jewish
O Sikn Black:
O No religion
[0 Any other religion (please specify): O Caribbean
[ Afncan
O Other (please specify):
Aslan:
O Indian
O Pakistani
[0 Bangladeshi
[0 Other (please specify):
Mixed:
[0 White/Black Caribbean
O White/Black African
O White/Asian
[ Other (please specify):
[0 Chinese
O Other ethnic group:

164



[Relationship Status Sexuality
O Single [0 Heterosexual
O In a relationship [0 Homosexual
O Bisexual
O Other

If ‘Other’ please specify

["Health conditions
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Appendix G: Clinical Questionnaire

Clinical Information:

Participant ID: Administrator
initials:

Participant Age: Participant
Gender:

Date completed:

Date of diagnosis:

Medication:

ART Yes/No

Last Viral Load:

Date:

Last CD4 Count:

Date:
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Appendix H: Service User Interview Schedule Feedback

Draft 1: Interview Questions and Prompts

Service User Feedback:

Question 1:
Tell me about your views of HIV before you were
diagnosed?

Do you know any friends who are HIV+?

Question 2:
Tell me about your experience of finding out you were
HIV positive

[What led you to take the HIV test/did you think you might
be HIV positive/were you unwell?

How did you feel about being tested for HIV?

What was it like waiting for the confirmatory results after
the reactive test?]

How did you Find out you were HIV+? Did you take a test, or
did you get ill & were routinely tested? or did you get 111 & the
doctor suggested a test. - for some it's not a conscious
decision to take a test

Question 3:
How do you feel about being HIV positive?

[What impact has it had on your life? (Acceptance,

helplessness and benefit)
What has been the impact, if any? (Future, health, identity,
career, relationships - family, intimate, friends, employers,
health care professionals)

How do you feel about taking antiretroviral medication?

How have other people responded? |

Issues with medication while abroad

Have you been questioned about your medication when
travelling abroad?

Do you decant or hide your medication while traveling?

Before and after hearing of your positive status did you
receive professional counselling?
What was their advice and was it helpful?
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Question 4:
Tell me about the decision to share your status for the
first time

[How long after you were diagnosed as HIV positive, did you
share your status with someone?

What were your hopes when you shared your status
(goal/aim)?

Advocating?

Did you have any concerns/worries? If so, what were they?
Did anything help/support you with sharing your status?
What was the experience like?

How have other people responded?]

Were you “outed” as being HIV+

Question 5:

Tell me what happened afterwards about sharing your
status

[Who did you share your status with?

Were these active decisions to tell people afterwards?

What was the time peried in which this happened?]

Have you ever had casual sexual relationships and not
revealed your status?

Have you been or are you in a long-term relationship and
not revealed your status?
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Question 6:
Was there a particular point where you decided to tell
more people?

[1f yes, tell me what led to that decision
If no, tell me more about getting from telling some people to
telling everyone]

Question 7:
Tell me about the way you share your status?

[Is it different for different people (partners/family
members/friends)?

In person/via text/phone/social media?

Did you have a particular strategy or method for telling
everyone/most people?

Are there any other developments in HIV that have
influenced your decision to share over the recent years?

(PrER and U=U)]

Question 8:
What has your experience of telling people been like?

[Is it different if you know the status of the person you are
disclosing to?

What thoughts do you tend to have?
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How does it make you feel?
What has their reaction been like? Thoughts, feelings,
behaviours

Was their reaction what you expected?
Has this influenced you telling other people?
Has this influenced how you tell people?

Has this been similar or different to any other experience of | Great question: - it can be like coming out again & again
telling other people about yourself (Coming out)]
Question 9:

What do you know about recent findings about
undetectable viral loads and transmitting HIV?

[Are you aware of your viral load level?

Does this have any impact on your decisions to share your
status? Can you tell me more about it?]

Question 10:
Is there anything else you feel is important regarding
sharing your status that we have not covered together?

Other Feedback:
When you meet someone, you are interested in dating / having sex with, at what point do you disclose your HIV+ status?

If you use online dating sites, (grinder, Growlr etc) do you disclose your HIV+ status? If so, how has this impacted on finding dates.
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Asking your interviewee’s social economic status would be helpful in later evaluation of the results

Financial - have you had issues related to borrowing money or other related business matters

[nsurance related issues

Do you believe that after being on medication you have been less likely to suffer from colds and flu and that your general health has
improved?

Do you have a heightened appreciation of life knowing that without your timely diagnosis and that fate allowed you to be living a relatively

wealthy western country where you would have otherwise died without your lifesaving medication?
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Appendix I: Interview Schedule

Version 2 IRAS ID: 280289
Interview Schedule
1. Tell me about your views of HIV before you were dlagnosed?
a. Did you know others who were HIV positive?
2. Tell me about your experience of finding out you were HIV positive
a. Whatled you to take the HIV test/did you think you might be HIV positive /were you unwell?
b. How did you feel about being tested for HIV?
¢ What was it like walting for the confirmatory results after the reactive test?
3. How do you feel about being HIV positive?
a.  What impact has it had on your life? (Acceptance, helplessness and benefit)
b. What has been the impact, If any? (Future, health, identity, career, relationships - family,
Intimate, friends, employers, health care professionals)
. How do you feel about taking antiretroviral medication?
d. How have other people responded?
e. Have you received any support?
4. Tell me about the decision to share your status for the first time
a. Did you choose to share you status for the first ime?
b. How long after you were diagnosed as HIV positive, did you share your status with someone
(date)?
. What were your hopes when you shared your status (goal/aim)? Advocating?
d. Did you have any concerns/worries? If so, what were they?
e. Did anything help/support you with sharing your status?
f.  What was the experience like?
g How have other people responded?
5. Tell me what happened afterwards about sharing your status
a. Wheo did you share your status with?

b. Were these active declslons to tell people afterwards?

05/07/2020
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Version 2 IRAS ID: 280289
. What was the time period in which this happened?

6. Was there a particular point where you decided to tell more people?
a. [fyes, tell me what led to that decision
b. Ifno, tell me more about getting from telling some people to telling everyone
7. Tell me about the way you share your status?
a. Isitdifferent for different people (partners/family members/friends)?
b. Inperson/via text/phone/social media/dating apps?
c. Did you have a particular strategy or method for telling everyone/most people?
d. Are there any other developments in HIV that have Influenced your decision to share over
the recent years? (PrEP and U=U)
8. What has your experience of telling people been like?
a. Isitdifferent if you know the status of the person you are disclosing to?
b. What thoughts do you tend to have?
. How does it make you feel?
d. What has their reaction been like? Thoughts, feelings, behaviours
e. Was thelr reaction what you expected?
f. Has this Influenced you telling other people?
g. Hasthis Influenced how you tell people?
h. Has this been similar or different to any other experience of telling other people about
yourself (Coming out)
9. What do you know about recent findings about undetectable viral loads and transmitting HIV?
a. Areyou aware of your viral load level?
b. Does this have any impact on your decisions to share your status? Can you tell me more
about it?

10. Is there anything else you feel Is important regarding sharing your status that we have not covered

together?

05/07/2020
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Version 2 IRAS ID: 280289
a. Situations where you have chosen to not share your status

11. What advice would you give others thinking about living life openly?

Debrief:

How did you find the Interview? /How are you feeling after the interview?

Was there anything during the interview that you would like to discuss further? [Anything that you have
concerns about?]

Do you have any questions about the interview or anything else linked to the study?

05/07/2020
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Appendix J: Extract Coded Transcript

Choice of words - "it wasn't terrible”
Emphasis on it being a negative experience?

Relief

Acceptance? Anxiety about not getting HIV “l don't
think I realised that | was anxious about not getting
HIV until I suddenly didn't feel anxious once | had
it, it was kind of weird”

Perceived benefits? “you sort of start taking stock
of sort of things you have been doing in your life
that aren’t making you happy, behaviours that have
not been making you happy um, who you are
hanging out with, what things you are doing that
are positive in your life, what things that are
negative, um and so yeah you definitely do take
stock”

Experience of disclosing - need to accept it youself

first

Focussing on own emotional reaction initially
before telling others “The hardest thing is, and |
still say this now to people that newly positive is, it
is better to not tell too many people too quickly
because you end up supporting their emotional
reaction rather than dealing with your own
reaction”

Perception of HIV as a death sentence?
More difficult to tell family than friends

127
128
129
130
131
132
133
134
135
136
137
138
139

141
142
143
144
145
146
147

149
150
151
152
153
154
155
156
157
158

R: Yep|

P: So yeah, it wasn't terrible

R: Ok, that’s good to hear

P: Yep

R: And how did you feel about being HIV positive?

P: Yeah | mean that feeling of relief did continue
actually, there was kind of, | don’t think | realised
that | was anxious about not getting HIV until |
suddenly didn’t feel anxious once | had it, it was kind
of weird, and like [ say, it wasn't that [, [ tried to
explain this to people subsequently, it is not that you
want people to get HIV but there was certainly a
growing up, some of the questions that you asked
earlier in the questionnaires, you sort of start taking
stock of sort of things you have been doing in your
life that aren’t making you happy, behaviours that
have not been making you happy um, who you are
hanging out with, what things you are doing that are
positive in your life, what things that are negative, um
and so yeah you definitely do take stock

R: Mhmm

P: And that was not a negative experience for me. The
hardest thing is, and [ still say this now to people that
newly positive is, it is better to not tell too many
people too quickly because you end up supporting
their emotional reaction rather than dealing with
your own reaction

R: Mhmm

P: So yeah | think the hardest thing in retrospect was
telling not so much friends but certainly family who
you know at that point, 2002, | think still had this
idea that you know you might live for 10 or 20 years

v
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Acceptance or Fear of contracting
HIV causing anxiety “l don’t think |
realised that | was anxious about not
getting HIV until | suddenly didn't
feel anxious once | had it, it was kind
of weird"

Acceptance of HIV/Perceived
benefits “you sort of start taking
stock of sort of things you have been
doing in your life that aren’t making
you happy, behaviours that have not
been making you happy um, who
you are hanging out with, what
things you are doing that are
positive in your life, what things that
are negative, um and so yeah you
definitely do take stock"

Help with disclosing - need to
accept it yourself first “The hardest
thing is, and | still say this now to
people that newly positive is, it is
better to not tell too many people
too quickly because you end up
supporting their emotional reaction
rather than dealing with your own
reaction”

Acceptance of others - HIV a death
sentence in some people’s eyes




Using humour as a way to tell people/coping

Acceptance?

Perceived benefits "1 did, | feel like | made positive
life cho. positive life changes, um and positive
health choices actually”

Difficulties separating personal and professional
life

Some areas of medicine might be more difficult to
talk about being HIV positive in

Stigma in some areas more than others

Sexuality vs HIV positive status "It is very difficult
to tease out what is HIV and what is sexuality”

159
160
161
162
163

165
166
167
168
169
170
171
172
173
174
175
176
177
178
179
180
181
182
183
184
185
186
187
188
189
190

but it wasn't not going to be 40. In fact | think that,
apparently, this is terrible because | was 27,
apparently [ told my mum that you know, it would be
fine [ would easily live till 40, which sounded like
ages at the time [laughs] and now that | am 45, it
doesn't feel like quite so long [laughs]. So she
remembers that

R: Aw

P: Um but yeah um | wasn’t that negative about it

R: Mhmm

P: 1 did, | feel like | made positive life chg. positive
life changes, um and positive health choices actually
R: That's really good to hear, and you have already
moved onto this, but has there been any other
impacts on your life um, that you can link to being
HIV positive?

P: Um, so | avoided working in the sector for quite
some time and then it kept kind of calling me back in
away, so | ended up working, and that, that has been
a kind of mixed blessing because [ love my joh but |
guess defining the boundaries can be quite difficult
R: Yep

P: Some patient groups that know about my status
very much want me to be talking about being HIV
positive a lot, whereas actually my mainroleisas a
professional who works in the field. Um, that said, it
is a sector of medicine that is very easy to talk about
HIV I am not sure it would be so easy if | was an
orthopaedic surgeon or a cardiologist, um, | am trying
to think what else it might have impacted. Itis very
difficult to tease out what is HIV and what is sexuality
R: Mhmm
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Acceptance “Um but yeah um [
wasn't that negative about it”

Perceived benefits " did, | feel like
I made positive life ghgo,. positive life
changes, um and positive health
choices actually”

Conflict of personal vs
professional life “so | avoided
working in the sector for quite some
time and then it kept kind of calling
me back in a way, so | ended up
working, and that, that has been a
kind of mixed blessing because |
love my job but | guess defining the
boundaries can be quite difficult”

Stigma in work “Um, that said, it is
a sector of medicine that is very
easy to talk about HIV | am not sure
it would be so easy if | was an
orthopaedic surgeon or a
cardiologist”

Identity: HIV vs sexuality "It is
very difficult to tease out what is
HIV and what is sexuality”




Appendix K: NHS REC Approval

NHS |

Health Research
Authority

London - Camden & Kings Cross Research Ethics Committee
NHSBT Newcastle Blood Donor Centre

Holland Drive
Newcastle upon Tyne
NE2 4NQ
Please note: This is the
favourable opinion of the
REC only and does not allow
you to start your study at NHS
sites in England until you
receive HRA Approval
13 July 2020
Miss Saskia Naylor
Trainee Clinical Psychologist
Camden & Islington NHS Foundation Trust
Department of Psychology
Royal Holloway, University of London
Egham, Surrey
TW20 0EX
Dear Miss Naylor,
Study title: Exploring the experience of people living with HIV who
have shared their status openly
REC reference: 20/LO/0698
Protocol number: N/A
IRAS project ID: 280289

Thank you for your submission on 07 July 2020, responding to the Committee's request for
further information on the above research and submitting revised documentation.

The further information has been considered on behalf of the Committee by the Chair and Lead
Rewviewer.

Confirmation of ethical opinion

On behalf of the Committee, | am pleasad to confirm a favourable ethical opinion for the above
research on the basis described in the application form, protocol and supporting documentation
as revised, subject to the conditions specified below.

Conditions of the favourable opinion

The REC favourable opinion is subject to the following conditions being met prior to the start of

A Rassarch Ettics Commites estabtiished by the Health Research Authorty
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the study.
Conﬁrmahon of Ca and Ca abc in En land Northem Ireland and Wales or. NHS

must oonﬁtm through the saglng of agmements andlor other documents that it has given
permission for the research to proceed (except where explicitly specified otherwise).

Guidance on applying for HRA and HCRW Approval (England and Wales)/ NHS permission for
research is available in the Integrated Research Application System.

For non-NHS sites, site management permission should be obtained in accordance with the
procadures of the relevant host organisation.

Sponsors are not required to notify the Committee of management permissions from host
organisations

Registration of Clinical Tri

It is a condition of the REC favourable opinion that all clinical trials are registered on a
publicly accessible database. For this purpose, 'clmocal tnals are deﬁned as the ﬁrst four prqect
categones in IRAS pro;ect filter queebon 2. Regis als

e5tigs 5 MPs), exoept for phase I tnals in healthy volunteers
(these musl s(lll reqsler asa ooncihon of the REC favourable opinion).

Registration should take place as early as possible and within six weeks of recruiting the first
research participant at the latest. Failure to register is a breach of these approval conditions,
unless a deferral has been agreed by or on behalf of the Research Ethics Committee ( see here
for more information on requesting a deferral: hitps://www.hra.nhs.uk/planning-and-improving-
research/research-planning/research-registration-research-project-identifiers/

As set out in the UK Policy Framework, research sponsors are responsible for making

information about research publicly available before it starts e.g. by registering the research

project on a publicly accessible register. Further guidance on registration is available at:

https://www.hra.nhs.uk/planning-and-improving-research/research-planning/transparen
ibilities/

You should notify the REC of the registration details. We will audit these as part of the annual
progress reporting process.

It is the responsibility of the sponsor to ensure that all the conditions are complied with
before the start of the study or its initiation at a particular site (as applicable).

After ethical review: Reporting requirements

The attached document "After ethical review — guidance for researchers” gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

Notifying substantial amendments
Adding new sites and investigators
Notification of serious breaches of the protocol

Progress and safety reports
Notifying the end of the study, including early termination of the study

- s s s .

A Rnssarch Ethics Commities estatiished by the Health Research Authorty
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. Final report

The latest guidance on these topics can be found at https//www.hra.nhs.uk/approvals-

Ethical review of research sites

NHS/HSC sites

The favourable opinion applies to all NHS/HSC sites listed in the application subject to
confirmation of Capacity and Capability (in England, Northem Ireland and Wales) or

management permission (in Scotland) being obtained from the NHS/HSC R&D office prior to the

start of the study (see "Conditions of the favourable opinion” below).

Non-NHS/HSC sites

| am pleased to confirm that the favourable opinion applies to any non-NHS/HSC sites listed in

the application, subject to site management permission being obtained prior to the start of the

study at the site.

Approved documents

The final list of documents reviewed and approved by the Committee is as follows:
Document Version Date
Evidence of Sponsor insurance or indemnity (non NHS Version 1 |07 April 2020
Sponsors only) [RHUL professional indemnity policy
schedule]
Interview schedules or topic guides for participants [Draft Version 1 |14 April 2020
Interview Schedule]
Interview schedules or topic guides for participants [Interview Version 2 |05 July 2020
Schedule]
IRAS Application Form [IRAS_Form_16042020) 16 April 2020
Other [Sub Committee Provisional Approval] Version 1 |07 April 2020
Other [Provisional Approval Response] Version 1 |07 April 2020
Other [Sub Committee Provisional Approval 2] Version 1 |07 April 2020
Other [Provisional Approval 2 Response] Version 1 |07 April 2020
Other [RHUL Research Sub Committee Approval] Version 1 |07 April 2020
Other [REC Provisional Opinion Responses] Version 1 |05 July 2020
Participant consent form [Participant Consent Form] Version 1 |16 March 2020
Participant information sheet (PIS) [Participant Information Version 2 |05 July 2020
Sheef]
Research protocol or project proposal [Research Proposal] Version 1 |14 November

2019

Summary CV for Chief Investigator (Cl) [Chief Investigator 07 April 2020
CV]
Summary CV for supervisor (student research) [CV Version 1 |07 April 2020
Supervisor]

Statement of compliance

A Rassarch Ethves Commites established by the Health Research Authorty
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The Committee is constituted in accordance with the Governance Arrangements for Research
Ethics Committees and complies fully with the Standard Operating Procedures for Research
Ethics Committees in the UK.

User Feedback

The Health Research Authority is continually striving to provide a high quality service to all
applicants and sponsors. You are invited to give your view of the service you have received and
the application procedure. If you wish to make your views imown plaase use the faed;ack form
available on the HRA website: hitp://vww.hrs

assurance/!
HRA Learning

We are pleasad to welcome researchers and research staff to our HRA Learning Events and
online leaming opportunities— see detais at: hitps://www.hra.nhs uk/planning-and-improving-
rasearch/learning/

[ IRAS project ID: 280289 Please quote this number on all correspondence

With the Committee’s best wishes for the success of this project.

Yours sincerely,

e -

Katie Arnold
Approvals Officer
P.P

M.n Rosie Glazebrook
Chair

Email: CamdenandKingsCross.REC@hra.nhs.uk

Enclosures: “After ethical review — guidance for
researchers”
Copy to: Miss Leisha Wickham

A Rassarch Ethics Commifies estabiished by the Health Research Authorty
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Appendix L: HRA Ethics Approval

Ymchwil lechyd m
a Gofal Cymru

Health and Care Health Research
Research Wales Authority
Miss Saskia Naylor
Trainee Clinical Psychologist Emak approvals@hra.nhs.uk
Camden & Islington NHS Foundation Trust HCAW scoramisGeaint. i
Department of Psychology
Royal Holloway, University of London
Egham, Surrey
TW20 0EX
14 July 2020
Dear Miss Naylor
HRA and Health and Care
Research Wales (HCRW)
Approval Letter
Study title: Exploring the experience of people living with HIV who
have shared their status openly
IRAS project ID: 280289
Protocol number: N/A
REC reference: 20/LO/0698
Sponsor Doctorate in Clinical Psychology

| am pleased to confirm that HRA and Health and Care Research Wales (HCRW) Approval
has been given for the above referenced study, on the basis described in the application form,
protocol, supporting documentation and any clarifications received. You should not expect to
receive anything further relating to this application.

Please now work with participating NHS organisations to confirm capacity

and capability, in

nformation 1o support s action towards

How should | work with participating NHS/HSC organisations in Northern Ireland and
Scotland?

HRA and HCRW Approval does not apply to NHS/HSC organisations within Northern Ireland
and Scotland.

If you indicated in your IRAS form that you do have participating organisations in either of
these devolved administrations, the final document set and the study wide governance report
(including this letter) have been sent to the coordinalting centre of each participating nation.
The relevant national coordinating function/s will contact you as appropriate.
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Please see |IRAS Help for information on working with NHS/HSC organisations in Northern
Ireland and Scotland.

How should | work with participating non-NHS organisations?
HRA and HCRW Approval does not apply to non-NHS organisations. You should work with

your non-NHS organisations to obtain local agreement in accordance with their procedures.
What are my notification responsibilities during the study?

The standard conditions document “After Ethical Review — guidance for sponsors and
investigators”, issued with your REC favourable opinion, gives detailed guidance on reporting
expeclations for studies, including:

+ Registration of research

« Notifying amendments

« Notifying the end of the study
The HRA website also provides guidance on these topics, and is updated in the light of
changes in reporting expeclations or procedures.

Who should | contact for further information?
Please do not hesitate to contact me for assistance with this application. My contact details
are below.

Your IRAS project ID is 280289. Please quote this on all correspondence.

Yours sincerely,
Christie Ord

Approvals Specialist

Email:
approvals@hra.nhs.uk

Copy to:  Miss Leisha Wickham
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List of Documents

The final document set assessed and approved by HRA and HCRW Approval is listed below.

| Document Version Date
Evidence of Spensor insurance or indemnity (non NHS Sponsors  |Version 1 |07 April 2020
only) [RHUL professional indemnity policy schedule]
m;ehmna or topic guides for participants [Draft Inerview |Version 1 14 April 2020
Smmeml ]sehemus or topic guides for participants [Interview Version 2 |05 July 2020

e
IRAS Application Form [IRAS_Form_16042020) 16 April 2020
Organisation Information Document 2 07 May 2020
Other [REC Provisional Opinion Responses) Version 1 |05 July 2020
Other [Sub Commilttee Provisional Approval] Version 1 |07 April 2020
Other [Provisional Approval Response) Version 1 |07 April 2020
Other [Sub Committee Provisional Approval 2] Version 1 |07 April 2020
Other [Provisional Approval 2 Response) Version 1 07 April 2020
Other [RHUL Research Sub Committee Approvall Version 1 |07 April 2020
Participant consent form [Participant Consent Form) Version 1 16 March 2020
[Paﬂlclpanl information sheet (PIS) [Participant Infarmation Sheet]  |Version 2 |05 July 2020
|Research protocol or project proposal [Research Proposal] Version 1 14 November 2019
Schedule of Events or SOECAT [Schedule of Events) Version 1 07 April 2020
Summary CV for Chief Investigator (CI) [Chief Investigater CV) 07 April 2020
Summary CV for supervisor (student research) [CV Supervisor] Version 1 |07 April 2020
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Information to support study set up

IRAS project ID | 280289

The below provides all parties with information to support the arranging and confirming of capacity and capability with participating NHS
organisations in England and Wales. This is intended to be an accurate reflection of the study at the time of issue of this letter.

Types of Expectations related to Agreementto be  Funding Oversight HR Good Practice Resource
participating confirmation of used arrangements expectations Pack expectations
NHS capacity and capability
organisation
All sites will Research activities An Organisation No study funding | A Local No Honorary Research
perform the should not commence at  |nformation will be provided to | Collaborator Contracts, Letters of Access or
same research participating NHS Document has sites as per the should be pre-engagement checks are
therlore there s | C19arisations b Endland | been submited | [EOTCEN | appointed atstudy | SRCEE YRS SR0L
re 2 f . M M
only one site orisale p’TOf to~ lhe'; and the sponsoris | pocyment ikion of fiis type NH’; orgarisaﬁon?. Wh';?eng
type. formal confirmation o not requesting and arrangements are not already in
capacity and capability ' goes not expect place, research staff not
to deliver the study. any other site employed by the NHS host
agresment to be organisation undertaking any of
used. the research activities listed in

the research application would
be expected to obtain a Letter of
Access based on standard DBS
checks and occupational health
clearance.

Other information to aid study set-up and delivery

This details any other information that may be helpful to sponsors and participating NHS organisations in England and Wales in study set-up.

The applicant has indicated that they do not intend to apply for inclusion on the NIHR CRN Portfolio.
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Appendix M: Royal Holloway University of London, Self-Certification Ethical

Approval
Ethics Review Details
You m:mnbmmm!o_urgw
[ Nama: r, Sasiia {2018
Thle of research peogect or grant: Exploring the expedence of peopls fving with MYV who have shared
ok sl opachy

0108/2020
300712021

This project aims %o understand the experiences of indviduals who are cpen aboutl ek stalus, Open about ther stalus & operationalesd
as ther GP, mast of ther tamily and Fiends and heir st three saxual partners since diagnosis beng toid or knowng. The prAmary am of

the h is 10 und; d 7w axperiences of indviduals who are open about ™wir HIV positve status, to try and undarsiand in more
detail the ink b o) or o of HIV and someons shanng heir status, Secondary aims ncude identitying what might
help individuals decide 10 share ther stalus, her the first exp of g has imp d future o and what faciors made

it @asy 10 share ther status. Posabiites for this indude the nding that an undetectabie viral load means the virus is unvaramitiabie, and
ancthar possibiity being internal faciors, including emotional experiances, that have infuenced dedisions 10 share. This may provide
Irsights im0 how HIV stigma can be reduced.

Research method summarny:

A quaktaive appronch will be used and interviews wil be conducted. The aim is o interview sight particp nch criteris inchid
addts (18 or over) who are HIV positve, having acquired HIV behaviourally. Participants can be ary gender and any sexuality. Addiionaly,
participants need 1o be “cpan about heir HIV status”. Participants need to hawe sold or he Tolloming people know: thair GP, most of their
friencs and tamily and their last $ree sexusl pariners since dagnoss. Inclusion critena wil be d by chni at the m
dinics.

Exdlusion critena indudes ™ose whom are al risk of harm % themmseives or others, al the point of nital recrutment or inlerview stages
Indwdusls who have bean dagnosed with HIV within the last six thes wil not be ncluded. This will be d chie 1o ethical reasons,
phus %0 ensure that there has been encugh Sme for sharing % take place.

Recratment wil take place al two skes and p | participants wil be app hed by heir dnici ¥ they wre d in taking part
and corsent to their detalls being shared with tha the rchar wil ?en them 1o 22 @ $Ma 1 go wough the
particpant information sheet, gain consant and conduct e interviews. Particp wil also complele he Hospial Anxiety and Dep
Scale, the Living with HIV Cogniiorss Cuest) and & graphic o it 1o halp to sikate the sample. The nlervews wil
ethar take place face 10 face of cver ™w tekephoneda Skype.

The bed daln wil be analysed using imerpretative ph ogh ysis (IPAKSmMh, 2017) IPA was chosen over cther
models, such as Grounded Theory as the aim for this project is to understand individuals' experiences and imernal faciors rather than
generate a model
Risks 1o participants

Does your research invoive sy of the below?
Chidren (undar the age of 16),
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No

Partcparts with cogritive or physical impairment that may render them unable to give informed consant,
No

Partopats who may be vunerable for persony, emotional, psychological or cther reasons,
Yes

Partcipants who may become vuinerabie as a result of the conduct of the sudy (e.g. because & raises sensithve Ksues) of as a resut of
what is revesied in e study (0 g cnminal behaviour, or behavicur which is culturally or socially questionable),
Yes

Partopants n unequal power relations (0.G. groups that you teach or work with, in which parScipants may feel coercad or unable 1o
witdraw),
No

Partcipants wiho are Ekely 1o sufler negative consequences if idantfied (e.g. professional cansure, exposura 10 s¥gma of abuse, damage to
professional or social standing),
Yes

Datals,

Some of the ntarvew guestons may rase difcudl emclicns and memories, In an attempt o manage Tis participants can not have received
thesr positive MV dagross in e last six months. This is =0 they have he opporunity 1o adjust 10 the %est resul. The pardcipart informaltion
shaat will idently some of the areas that ™w interview is Tely 10 cover. This i 10 halp ensure that participants are providing informed
consent and are anwre of the types of questions They may be ssked

The chief irvestigator wil be sure to monitor participants” reactions and atlect froughout the inteniew. If the chial investigator fels it is
necassary 10, she wil stop the imerview al ary tme f & participant appears defressad, Participants wil be reminded $al they do not have

10 answer any questions al they do not fesl happy o, All participants wil be given the opportunty % reflect on ther expenance of the
Interview process with the chiel investsgance. If deamad 10 reguire Surther support atier ™ dedeial, a memder of the cinical team wil be

informed % help manage Tis

Partcipants will be sign posted % relevant support agencies should thay need it. All participants will be aware hat they can withdaw fom
the reseasch up until February 2021. If it is thought that an individual is Fkely to be at risk from participating ™ research ey would not be
sigble 1o take part. This wil be sssessed by diniciars ot sach HIV cinc. Addticnaly, should the inlerviews take place over the telephone

or via skype, the mwmmmmmwamemmInm»mwmmmmmtm
sraight away with tha cinician.

Al data colected wilk be ancnymised and fwerefore no one will be identfied in the wrke up of this study.
Design and Data
Does your study inchade ary of he folloming?

Wikl it be necessary lor partopants 1o take part n the study wthout ther knowledge andlor inlormed consent ot the tme ?,
No

Is there & rsk that participants may be or become denifisble?,
No
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Is pain or discomion likaly %o result from he study?,
No

Could the study induce paychological strass or aniaty, of cause harm or negative consequences beyond the risks enccuntered in nomal
He?,

Yes

Does this research require approval from the NS 7,

Yes

If 50 what is the NS Approval numbar,
20000850

Ara drugs, placebos or oThar subsiances 10 be adminisienad 1o The study participants, or will he study invole invasive, intrusive or

potentislly harmful procedures of any knd?,
No

W human tssue induding blood, saliva, urine, fasces, sperm o 8ggs be collecied or used in the proect?,
No

Wil the resesrch involve the use of adminsteaive or secure dala that requires permission Fom the sppropriste authorties before ysa?,
Yes

Wil franciy inducements {ofher than ressonable expenses and compersation for ime) be ollered 1o patoparts?,
No

|5 there a risk that any of the malerial, dala, or cutcomes (0 be used in this study has been derived from ethically-unsound procecures?,
No

Details,
HAA and REC approval has akescy bean cbtained for s study. RAD & currently being cblsned and therefore any uss of
information will have been consentod % by both he research skes and ™ paricipants betore the information is accessed.

Some of the nlarvew gquestons may rase difcoudl emclicns and memories. In an attempt to manage ™is participants can not have received
their positive HIV dagnosis in 1w last sie months. This is so they have he opporunity 10 adjust 10 the %st resul The parscipant information
shaat will idently some of the areas that 1w interview is Biely 10 cover. This s 10 halp ensure that participants are providing informed
consent and are aware of the types of questions They may be ssked.

Thae chief irvestigator wil be sure to monitor participants” reactions and atlect hroughout the imlenview. If the chial investigator feels it is
necassary 10, she will stop the imerview al ary tme i 8 participant appears dstressad, Participants wil be reminded $al they do nol have
10 answer any questions Pal they do not lesl happy o, All participants wil be given the apportunty % reflect on ther expenance of the
interviaw process with the chiel investsgator. if deamad 10 roguire Surther support atler e dobeial, a mamder of the cinical team wil be
informed %o help manage ™is

Partcipants will be sign posted % relevant support agencies should thay need it. All participants wil be aware hat they can withdraw fom
the resasrch up unti February 2021, If it is thought that an ndricual is boely 1o be al risk from particpaing e h ey would nol be
vigbile to ke part. This wil be sssessad by dinicians ot each HIV cinc. Addticnaly, should the inlerviews (ke place over the telephcne
or via skype, tha researcher wil ersure Ty have the phane rumber of the cinician Inked 10 the parscipant to raise any risk concerrs
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siraight away with the cinician,
Risks to the Environment / Society

Will the conduct of the research pose risks 1 the envircnment, site, society, or arslacts?,
No

Will the research be undertaken on privale or governmant proparty without permission?,
No

Will geciogical or sedimeniclogical samgles be removed without permission?,
No

Will cultrad or archaeological antfacts be removed wihout parmission?,
No

Datails,

Risks to Researchers/Institution

Dows your research prasant any of the following risks fo r hers or 1o the instition”

1s there a possibiity that the researcher coud be placed in @ vaineratie shuation ether emationally or physicaly (@.g. by being alone with
winerable, or polomialy aggressive particpants, by emenng an unsale . or by working n couniries in which there & unrest)?,
No

|5 the topic of ™ research sansiive or controversial such that he ressarcher could be athically or legally compromsed (e.g. 85 o resulk of
dsciosures made during the resasrch)?,
No

Wl the resesrch involve the imvestgstion or cbservation of ilegsl peactices, or the participation in ilegyl practices?,
No

Coud arvy sspects of the research mean that the Universty has falied n 3 duty % care for resesrchers, participants, or the environment /
sociaty?,

Is there ary reputational risk conceming the source of your lunding?,
No

|5 there ary other athical issue Fat may arise dunng he condust of this study thal could tring the institution ino disrepute?,
No

Detals,

Declarston
By submitting this foem, | declare that he questions above have baaen answered truthiuly and to the bast of my knowkedge and balief, and
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that | take ful responsiiity for these responses. | undertake (o observe slhical princples hroughout the resesrch project and o report any
changes that aftect the athics of 1w project to the University Research Ethics Commitio for reviaw.

Cenifcale produced for user ID, NFJTOYS

Qe 14002020 1408

[Sigrad by Nayéor, Suskin (2010)

[Dighal Signature: Saskia Nayloe

Certlicate dated: 14082020

Fios uploades 20-L0-0650, IRAS 1D 200285 Favourable Opinion on Further
nfomaton 13 Jdy 2020(1).p
220283, 2010 0658 Lettar of HRA and HCRW Approval
14.07 20.pd!
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Appendix N: Site A R&D Approval

9" October 2020

Saskia Naylor

Trainee Clinical Psychologist

Camden and Islington NHS Foundation Trust
Department of Psychology

Royal Holloway, University of London
Egham

Surrey TW20 0EX

Dear Saskia,

RE: IRAS: 280289 - Exploring the experience of people living with HIV who have shared
their status openly -

As an existing NHS employee you do not require an additional honorary research contract
with this NHS organisation.

Please be advised that should you require access to the Trust’s premises and/or patients,
you must report to your line manager within the Trust before conducting any research
activities. You must bring a copy of this letter and proof of ID.

We are satisfied that the research activities that you will undertake in this NHS organisation
are commensurate with the activities you undertake for your employer. Your employer is fully
responsible for ensuring such checks as are necessary have been carried out. Your employer
has confirmed in writing to this NHS organisation that the necessary pre-engagement check
are in place in accordance with the role you plan to carry out in this organisation. This letter
confirms your right of access to conduct research through ||
NHS Foundation Trust for the purpose and on the terms and conditions set out below. This
right of access commences on 9th October 2020 and ends on 31 July 2021 unless terminated
earlier in accordance with the clauses below. If you require an extension to your letter of
access, you must inform the Research and Development office at least one month in
advance.

You have a right of access to conduct such research as confirmed in writing in the letter of
permission for research from this NHS organisation. Please note that you cannot start the

Version 2 2, Septernber 2012
Page 10of 3
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research until the Principal Investigator for the research project has received a letter from us
giving permission to conduct the project.

Yuu are consderad 0 ba 5 et vskor o
-premises. You are not entitled to any form of payment or access to other benefits

provided by this organisation to employees and this letter does not give rise to any other
relationship between you and this NHS organisation, in particular that of an employee.

While undertaking research through

you will remain accountable to your employer, Camden and Islington NHS Foundation Trust

but you are required to follow the reasonable instructions of your nominated manager, Dr
in this NHS organisation or those given on her/his behalf in relation to the

terms of this right of access.

Where any third party claim is made, whether or not legal proceedings are issued, arising out
of or in connection with your right of access, you are required to co-operate fully with any
investigation by this NHS organisation in connection with any such claim and to give all such
assistance as may reasonably be required regarding the conduct of any legal proceedings.

You must act in accordance with
policies and procedures, which are available to you upon request, and the Research
Governance Framework.

You are required to co-operate with | EEEG—_——

in discharging its duties under the Health and Safety at Work etc Act 1974 and other health
and safety legislation and to take reasonable care for the health and safety of yourself and
others while on |, - - ises. Although
you are not a contract holder, you must observe the same standards of care and propriety in
dealing with patients, staff, visitors, equipment and premises as is expected of a contract
holder and you must act appropriately, responsibly and professionally at all times.

If you have a physical or mental health condition or disability which may affect your research
role and which might require special adjustments to your role, if you have not already done

S0, you must notify your employer and the Trust |GG

prior to commencing your research role at the Trust.

You are required to ensure that all information regarding patients or staff remains secure and
strictly confidential at all times. You must ensure that you understand and comply with the
requirements of the NHS Confidentiality Code of Practice
(http://www.dh.gov.uk/assetRoot/04/06/92/54/04069254.pdf) and the Data Protection Act
1998. Furthermore you should be aware that under the Act, unauthorised disclosure of
information is an offence and such disclosures may lead to prosecution.

will not indemnify you against any
liability incurred as a result of any breach of confidentiality or breach of the Data Protection
Act 1998. Any breach of the Data Protection Act 1998 may result in legal action against you
and/or your substantive employer.

Version 2.2, Sapternber 2012
Page 2of 3
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You should ensure that, where you are issued with an identity or security card, a bleep
number, email or library account, keys or protective clothing, these are returned upon
termination of this arrangement. Please also ensure that while on the premises you wear your
ID badge at all times, or are able to prove your identity if challenged. Please note that this NHS
organisation accepts no responsibility for damage to or loss of personal property.

We may terminate your right to attend at any time either by giving seven days” written notice
to you or immediately without any notice if you are in breach of any of the terms or
conditions described in this letter or if you commit any act that we reasonably consider to
amount to serious misconduct or to be disruptive and/or prejudicial to the interests and/or
business of this NHS organisation or if you are convicted of any criminal offence. You must
not undertake regulated activity if you are barred from such work. If you are barred from
working with adults or children this letter of access is immediately terminated. Your employer
will immediately withdraw you from undertaking this or any other regulated activity and you
MUST stop undertaking any regulated activity immediately.

Your substantive employer is responsible for your conduct during this research project and
may in the circumstances described above instigate disciplinary action against you.

If your circumstances change in relation to your health, criminal record, professional
registration or suitability to work with adults or children, or any other aspect that may impact
on your suitability to conduct research, or your role in research changes, you must inform the
NHS organisation that employs you through its normal procedures. You must also inform your
nominated manager in this NHS organisation.

Yours sincerely

Research Delivery Operations Manager

Version 2.2, Sapternber 2012
Page 3of 3
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Appendix O: Site B R&D Approval

Miss Saskia Naylor

Dear Miss Naylor,
Letter of access for research

Thisletter should be presented to each participating organisation before you commence
your research atthat site

naccepling this lefter, each parlicipaling organisation confirms your rightofaccess fo
conducl research through their arganisalion for the purpose and on the terms and conditions
oulbelow. This rightof access commences on 29 October 2020 from and ends on28
October 2023 unless terminated earlier in accordance with the clauses below.

SE

Asanexisting NHS amplayea you do notrequire an additional honorary research conlract
with the parlicipating organisation{s). Theorganisalion(s)is/are satisfied thal the research
activities that you will undertake in the organisation(s) are commensurale with the
aclivities you undertake for youremployer. Youremployaris fully responsible for ensuring
such checks as are necessary have been carried oul.

Youremployerhas confirmed in writing to this organisation thatthe necessary pre-
engagemenichecks are in place in accordance with the role you plan to carry outin the
organisalion(s). Evidence of checks should be available onrequestto
L

Youhave arightofaccess to conduct such research as confirmed inwriting in the letler of
permission forresearch from this organisation. Please note that you cannol start the
research until the Principal Investigator for the research project has received aleller from
us giving the organisation(s)permission lo conductthe project

You are considered.to.be a legal visitor to [
premises. Youare notentitled toanyformof paymentoraccess lo other banafits
provided by this organisalion to employees and this lellerdoes not giverise to any other
relationship between you and n
particular that of an employee

While undertaking research through
you will remain accountable to your employer C&I NHS Foundation Trust bulyou are
required to follow the reasonable instruclions of your nominated manager
sach gganigalen.or those given on har/his behalf in relation to the terms of this ngnt o
access.

Where any third parly claim is made, whether or nol legal proceedings are issued, arising out
of orinconnection with your rightof access, you are required to co- oparate fully with any
nvastigation by thisorganisationin connection with any such claim and to give all such
assistance as mayreasonably be required ragarding the conduct of any legal proceedings.

Page 10f3
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You must act in accordance with policies and procedures, which are available to you
upon request, and the Research Governance Framework.

You are required to co-operate with
F;‘n discharging its duties under t!e !ealt! an! !a!ety at !or! m!ct 1!'4 and
other health and safety legislation and to take reasonable care for the health and
safety of yourself and others while on [
premises. Although you are not a contract holder, you must observe the same
standards of care and propriety in dealing with patients, staff, visitors, gaquipmeot and

premises as is expected of a contract holder and you must act appropriately,
responsibly and professionally at all times.

If you have a physical or mental health condition or disability which may affect your
research role and which might require special adjustments to your role, if you have

not alread‘ done so, you must notify your employer and ||| NG

prior to commencing your research role at each site.

You are required to ensure that all information regarding patients or staff faepaips.
secure.and sfoctly.ceafideptial At Al times. You must ensure that you understand and
comply with the requirements of the NHS Confidentiality Code of Practice and the
Data Protection Act 2018. Furthermore you should be aware that under the Act,
unauthorised disclosure of information Is an offence and such disclosures may lead
to prosecution.

The grganisatien(s) will not indemnify you against any liability incurred g3_3 result.of
any breach of confidentiality or breach of the Data Protection Act 2018. Any breach

of the Data Protection Act 2018 may result in legal action against you and/or your
substantive employer.

You should ensure that, where you are issued with an identity or security card, a
bleep number, email or library account, kgyg or protective clothing, these are
returned upon termination of this arrangement. Please also ensure that while on the
premises you wear your |D badge at all times, or are able to prove your Identity if

challenged. Please note that the organisation(s) accept no responsibility for damage
to or loss of personal property.

This letter may be revoked and your right to attend the organisation(s) terminated at
any time either by giving seven days' written notice to you or immediately without any
notice If you are in breach of any of the terms or conditions described in this letter or
if you commit any act that we reasonably consider to amount to serious misconduct
or to be disruptive and/or prejudicial to the interests and/or business of the
organisation(s) or if you are convicted of any criminal offence. You must not
undertake regulated activity if you are barred from such work. If you are barred from
working with adults or children this letter of access is Immediately terminated. Your
employer will immediately withdraw you from undertaking this or any other regulated
activity and you MUST stop undertaking any regulated activity immediately.

Your substantive employer is responsible for your conduct during this research
project and may in the circumstances described above Instigate disciplinary action
against you.

If your circumstances change in relation to your health, criminal record, professional

registration or suitability to work with adults or children, or any other aspect that may
impact on your suitabllity to conduct research, or your role in research changes, you

Page 2 of 3
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mustinform the grganisation thatemploys you through its normal procedures. You must
also inform the nominated manager in each participating arganisation .

Yours sincerely,

cc: Substantive HR: Sylvie Melson HR.Support@Candi.nhs.uk

Page 3 of 3
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