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Thesis Abstract

This thesis is comprised of four sections including a systematic literature review, an empirical
paper, a critical appraisal, and an ethics section. The systematic literature review is a thematic
synthesis of 18 papers exploring the impact of autism spectrum condition and attention deficit
hyperactivity disorder in adulthood on mental health and wellbeing. Three themes were
generated: (1) Beliefs about diagnoses impact adults’ experiences of being diagnosed, (2)
Diagnosis inspires new perspectives on relationships with self and others, and (3) Diagnosis
provides a new lens for the past and the future. Clinical implications to support mitigating the
negative impact of adult diagnosis on mental health and wellbeing are discussed, alongside
implications for future research. The empirical research paper explores the lived experience of
secondary mental health services from the perspective of autistic adults who were diagnosed
with a personality disorder prior to their diagnosis of autism spectrum condition. Six
participants engaged in semi-structured interviews which were analysed using Interpretive
Phenomenological Analysis. The analysis generated four themes: (1) Realising the nuances of
having a diagnosis and having a diagnostic label, (2) “A steep learning curve”:

seeking understanding amongst misconceptions, (3) Having a voice in secondary mental
health services: a dichotomy of control and helplessness, and (4) Compassion cultivates
compassion: service and individual level disparities in care. Clinical implications for
secondary mental health services are explored alongside implications for future research. The
critical appraisal expands on the clinical and r3esearch implications for both papers, alongside
the strengths and limitations of the papers, and critical reflections on the papers and the

research process.
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Abstract
Purpose: Rates of adult diagnosis of autism spectrum condition (ASC) and attention deficit

hyperactivity disorder (ADHD) are increasing in the UK, and adults diagnosed with ASC or
ADHD are more likely to experience difficulties with their mental health. This thematic
synthesis of the current qualitative literature aimed to explore the impact on mental health

and wellbeing of being diagnosed with ASC or ADHD in adulthood.

Method: A systematic search was conducted across four scientific databases. 18 papers met
the inclusion criteria to be included in the review and were analysed using thematic synthesis

to generate analytic themes across the papers.

Results: The synthesis generated three analytical themes: (1) Beliefs about diagnoses impact
adults’ experiences of being diagnosed, (2) Diagnosis inspires new perspectives on
relationships with self and others, (3) Diagnosis provides a new lens for the past and the
future. A conceptualization of the negative impacts on mental health and wellbeing of adult
ASC or ADHD diagnosis, alongside the protective factors that mitigate this impact, was

developed based on these themes.

Conclusion: The findings highlight the post-diagnostic support needs of those diagnosed with
ASC or ADHD in adulthood. Strategies to mitigate the impact of adult diagnosis are
suggested. Further research is needed to better understand the impact of receiving a

neurodevelopmental diagnosis.

Keywords: Autism, ADHD, mental health, wellbeing, adult diagnosis
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Autism spectrum condition (ASC) and attention deficit hyperactivity disorder
(ADHD) are neurodevelopmental conditions defined within the Diagnostic and Statistical
Manual of Mental Disorders, Fifth Edition (DSM-5) (American Psychiatric Association,
2013) as conditions with onset during the developmental period, producing deficits that
impair functioning. ASC will be used as the preferred terminology throughout in line with the
movement away from negative, deficit-based language such as ‘disorder’ (Baron-Cohen,
2000; Kenny et al., 2016). Whilst ASC and ADHD have historically been understood as
childhood conditions (Fleischmann & Miller, 2013; Howlin, 2021) increased incidences of
adults being diagnosed with ASC (Russell et al., 2022) and ADHD (McKechnie et al., 2023)

have been recognised in the United Kingdom.

Diagnostic trends for ASC within the UK between 1998 — 2018 show the highest
increases in rates of ASC diagnosis were for individuals aged 19 and over (Russell et al.,
2022). Changes in the DSM-5 (APA, 2013) criteria for ASC have been acknowledged as the
first clearly established recognition of the identification of ASC in adults (Lai &
BaronCohen, 2015), and the new diagnostic criteria are applicable to all ages, improving

access to diagnosis in adulthood.

A similar pattern has emerged for ADHD, with the highest relative increase in
incidence rates of ADHD diagnosis in the UK between 2000 — 2018 being within the adult
population (McKechnie et al., 2023). The recognition of childhood symptoms of ADHD
persisting into adulthood within ADHD research has led to changes in the DSM-5,
acknowledging the lifelong nature of the condition (Lovett & Harrison, 2021). Furthermore,
the number of criteria required to be met for an ADHD diagnosis has been reduced for adults,

considering the common decline in associated difficulties with age (Thapar et al., 2017).
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However, adult-onset ADHD is not recognised as a distinct diagnosis despite research
suggesting that up to 90% of adults diagnosed with ADHD do not have a childhood diagnosis

(Moffitt et al., 2015).
Despite recent increases in diagnostic rates across ASC and ADHD in adulthood,

missed diagnosis and misdiagnoses are common. Autistic adults are frequently misdiagnosed
with psychiatric diagnoses such as personality disorders and mood disorders prior to their
ASC diagnosis (Fusar-Poli et al., 2022; Gesi et al., 2021), and professionals’ lack of
knowledge about ASC presentations has been cited as a contributing factor to misdiagnosis
(Bargiela et al., 2016; Lupindo et al., 2023). Similarly, adults diagnosed with ADHD
commonly experience difficulties associated with psychiatric diagnoses such as anxiety and
personality disorders (Weisler & Goodman, 2008) which may mask ADHD symptoms
(Culpepper & Mattingly, 2010) leading to missed diagnosis. Furthermore, ADHD symptoms
may be misunderstood by professionals as psychiatric diagnoses (Ginsberg et al., 2014), with
some professionals reporting that diagnosing ADHD in adulthood is challenging and
uncomfortable (Adler et al., 2009). It has been suggested that on initial presentation to
psychiatric services, neurodevelopmental disorders are often not considered or investigated

by mental health professionals (Eberhard et al., 2022).

Whilst misdiagnosis can present as a barrier to adult ASC and ADHD diagnosis,
psychiatric diagnoses can also present as comorbidities within the two groups. A higher
prevalence of mental health difficulties for adults with ASC and ADHD compared to the
general population is acknowledged within the literature, with approximately a third of
autistic adults experiencing symptoms of mental ill-health (NHS England, 2023) and up to

80% of adults with ADHD presenting with psychiatric comorbidities (Klassen et al., 2010).
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Suicidal ideation is also more common across the two groups, with up to 66% of autistic
adults (Curnow et al., 2023) and 46% of adults with ADHD (Giupponi et al., 2020) reporting
experiences of suicidality.

Given the high comorbidity rates between ASC, ADHD, and mental health
difficulties, alongside ASC and ADHD being commonly misdiagnosed as psychiatric
disorders in adults, high rates of contact with mental health services are expected. Within the
UK, the number of autistic people admitted to psychiatric inpatient units rose by 7.3%
between March 2017 and August 2023 (NHS England, 2023). There is currently a paucity of
information surrounding mental health service use and ADHD, however one study identified
that 38.7% of an adult psychiatric inpatient sample had a diagnosis of ADHD or met the

diagnostic criteria (Lines & Sadek, 2018).

Recommendations for interventions for comorbid mental health difficulties in adults
with ASC have been made by the National Institute for Health and Care Excellence (NICE,
2021). Whilst no specific interventions are suggested as best practice, recommendations are
made for adapting NICE recommended interventions for the specific comorbid disorder.
Receiving care through existing pathways has been linked to poor outcomes for adults with
ASC (Maloret & Scott, 2018) despite these recommendations. Autistic adults continue to
experience mental health services as being designed around neurotypical norms, and report

not benefitting from accessing them (Crane et al., 2019).

Current ADHD guidelines recommend treatment of ADHD that considers the
potential impact of any mental health comorbidities (NICE, 2019; Royal College of
Psychiatrists, 2023) but do not detail any adaptations that should be considered for existing

mental health interventions. Additionally, a lack of non-pharmacological interventions for
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adults with ADHD has been reported, alongside barriers related to engagement and

accessibility when they are available (Matheson et al., 2013).

This evidence highlights that despite a known increase in adult diagnoses of ASC and
ADHD, alongside significantly more adults with ASC and ADHD experiencing mental health
difficulties, adult mental health services are currently not meeting the needs of these
populations. Therefore, it may be important to understand the impact that receiving a diagnosis
of ASC or ADHD as an adult has on mental health and wellbeing. This may further the
understanding of the potential difficulties individuals diagnosed with ASC and ADHD in
adulthood may experience, and that they may subsequently seek support for through mental
health services. The clinical implications of this understanding may help guide the
improvement of mental health service provision for these two groups by highlighting the

possible pathways that may need adapting for neurodivergent adults.

Recent quantitative findings revealed receiving a neurodevelopmental diagnosis may
improve self-esteem and wellbeing over time (Corden et al., 2021) and lack of post-
diagnostic support may negatively impact mental health and wellbeing (Jones et al., 2014).
Therefore, the current systematic review aims to synthesise qualitative findings from the
current literature to explore and understand the impact of diagnosis of ASC and ADHD in
adulthood in relation to mental health and wellbeing. The review will address the question:
what is the impact of being diagnosed with Autism or ADHD as an adult on mental health

and wellbeing?

Method

Design



IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-7

A systematic review was conducted using the thematic synthesis framework described
by Thomas and Harden (2008). Thematic synthesis allowed the qualitative data within the
studies to be translated into analytical themes that went beyond the original findings to
address the review question. Thematic synthesis was selected as the most appropriate
approach over meta-ethnography given the balance of descriptive and phenomenological
approaches used within the studies. Thematic synthesis was designed to synthesize
descriptive data that relates to the experiences and perspectives of participants (Thomas &

Harden, 2008).

Search Strategy

A protocol for the systematic review was registered on PROSPERO
(CRD42024504262). Search terms were developed based on the review question which was
developed using the PICO format (Richardson et al., 1995): population, intervention,
comparison, outcome. Three key concepts were highlighted within the review question, and
an initial scoping search was conducted to develop a comprehensive list of keywords, subject
headings, and medical subject headings (MeSH) relevant to each concept (Table 1). Search
terms were combined using Boolean operators (Table 2) within the following databases:

PsychInfo, PubMed, CINAHL, and SCOPUS.

Inclusion and Exclusion Criteria

The review included only peer-reviewed papers to help ensure research that is
methodologically high quality was used within the review. Studies that gathered qualitative
data exploring participants’ experiences of being diagnosed with ASC or ADHD were
included, including mixed-methods studies. Only papers written in English, or with an

English language translation, were included.
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The National Health Service definition of wellbeing (NHS England, 2022) and the
Department of Health definition of mental health (DoH, 2011) were used to inform the
development of the searches, alongside concepts measured within the Warwick Edinburgh
Mental Well-Being Scale (WEMWBS) (Tennant et al., 2007). Based on these definitions,
research that explored participants’ experiences relating to positive affect, psychological
functioning, interpersonal relationships and connection to others, and safety and coping was

included.

Search terms pertaining to age of participants were not included as all databases
allowed for results to be filtered by age of participants; all searches were filtered by adult
age (18 years and over). Papers that included a combination of participants diagnosed in
childhood (0-17 years) and participants diagnosed as adults (18 years and over) were
included if it was explicit which lines of data pertained to which age range. Papers which
included parents’ or carers’ experiences alongside individuals’ personal experiences of
receiving an ASC or ADHD diagnosis were included if it was made explicit within the
papers which lines of data pertained to each group.

Many of the papers within the review explored experiences outside of being
diagnosed with ASC or ADHD such as pre-diagnosis experiences. Papers that contained at
least one distinct theme related to receiving a diagnosis, or that asked one question specific to

the experience of receiving a diagnosis, were included within the review.

Search Results

The final search was conducted in January 2024 and has been outlined following the
PRISMA guidelines (Moher et al., 2009) (Figure 1). The search yielded an initial total of
4036 papers. Rayyan software was used to support the screening of the papers, and 3942

papers’ titles and abstracts were screened following the removal of duplicates. This process
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was then replicated for 10% of the papers by a second reviewer to reduce the risk of biased
screening and human error (McDonagh et al., 2013). No conflicts were identified within this
phase. This initial screening process yielded a total of 41 papers which were sought for
retrieval; one paper was requested via the author however was not retrieved. A final screening
process applying the inclusion and exclusion criteria resulted in 16 papers to be included in
the review. A final search was conducted within the references of the final sample of papers
and Google Scholar to ensure no relevant literature had been missed within the searches; two
further papers were identified bringing the total number of papers used within the review to

18.

Quality Appraisal

The Critical Appraisal Skills Programme (CASP, 2018) checklist was used in the
quality appraisal of the 18 papers included in the review (Table 4). The CASP was chosen
due to its consideration to the robustness of sampling and reflexivity, which were important
to consider in line with inclusion criteria and analysis of second order findings. The 10-point
checklist was used alongside the scoring system introduced by Duggleby et al. (2010) which
rates each paper as weak, moderate, or strong for providing evidence for each criterion (Table
3). Whilst scores were not used to exclude papers from the review, they have been considered

in line with the strengths and limitations of the papers and the review itself.

Study Characteristics

Study characteristics can be found in Table 5. In summary, the 18 studies employed
qualitative methodology as either the whole or part of the methodology. Interviews and
analyses of existing online data were carried out across the studies, and results were analysed

using qualitative analysis methods, primarily interpretive phenomenological analysis and
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thematic analysis. Much of the research was conducted using UK samples, with various other

locations across the remaining studies.

Data Analysis

The qualitative findings within the papers that explored participants’ experiences of
receiving an ASC or ADHD diagnosis in relation to their mental health and wellbeing was
analysed using the three steps of thematic synthesis outlined by Thomas and Harden (2008).
Once the relevant parts of the results sections were identified using the inclusion and
exclusion criteria, including first order constructs (participant’s accounts of the impact on
their mental health and wellbeing) and second order constructs (the authors’ views and
interpretations) which were analysed in conjunction, line by line coding was completed. This
step involved coding each line of the data by applying a code generated by the author that
captured the meaning and content of the data. These codes were then grouped based on
similarities to develop descriptive themes capturing congruity in meaning. Finally, these
descriptive themes were considered in relation to the review question, and analytical themes
were developed which went beyond the original data and determined the key messages across
the studies. Descriptive themes were shared with the research supervisor and analytical
themes that were appropriately abstract to explain the descriptive themes were developed

through supportive discussions. Appendix 1 provides a sample of this analysis process.

[INSERT FIGURE 1 HERE]

Results

Theme 1: Beliefs about diagnoses impact adults’ experiences of being diagnosed.

Across 17 studies, representing research on ASC and ADHD, this theme highlights

how beliefs about neurodevelopmental conditions can influence the impact of receiving a
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diagnosis in adulthood. Participants often had an awareness of the diagnoses and the stigma
that surrounded them before they were diagnosed. For some adults with ADHD this stigma
was internalized (Aoki et al., 2020b; Hallerdd et al., 2015; Morgan, 2023). This self-stigma
presented as an aversion to the label itself for some: “I don’t say I have ADHD, I say that I
have dyslexia, ADHD sounds so ugly in everyday speech” (Hallerdd et al., 2015, p.7). For
others, it highlighted their own ableist views: “I couldn’t cope with it because of my own
internalized ableism” (Morgan, 2023, p.7). One adult with ADHD described how they
developed feelings of shame following diagnosis, “...you might not be respected for who you
are and your thoughts and opinions are not valued as highly as before” (Hallerdd et al., 2015,
p.7). Feelings of disgust were also experienced by adults diagnosed with ADHD, with one
participant linking their self-disgust to their own stigma towards the diagnosis: “...and felt
disgusted that I was also one of those oddballs.” (Aoki et al., 2020, p.4).

The perceived limitations of having a diagnosis meant that for some a sense of dread
prevailed (Atherton et al., 2022; Hallerdd et al., 2015; Powell & Acker, 2016; Wilson et al.,
2023). This was linked to expectations of having a diagnosis that had been internalised based
on the opinions of others: “...then you believe it yourself and then you live based on that ...”
(Hallerod et al., 2015, p.9). The sense that others perceived their new diagnosis as limiting
was also described by autistic adults: “It limits the expectations of others, who watch me
more closely, or assume [ will never be able to do things at work or socially that I think I can

do” (Powell & Acker, 2016, p.77).

Some autistic adults expressed worries about the stigma surrounding ASC. This
included a fear that they would live up to the stigma, including being “complacent” or

“making excuses” (Atherton et al., 2022), or that others would judge them based on the
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stigma (Powell & Acker, 2016). For some this led to feelings of frustration and anger, with

one autistic adult feeling “angry that I’'m the one in a hundred” (Powell & Acker, 2016, p.75).

In contrast, some autistic adults and adults with ADHD believed that diagnosis freed
them from stigma associated with some of the ways they presented (Aoki et al., 2020b;
Hansson Hallerdd et al., 2015; Lewis, 2016; Powell & Acker, 2016; Wilson et al., 2023), with
diagnostic labels replacing derogatory labels. One adult with ADHD explained “I’d rather be
stamped with the ADHD label than walk around and have people think I’'m weird” (Haller6d
et al., 2015, p.6) and one autistic adult felt able to reframe her autistic traits as strengths: “I
also understand that some of the personality traits which others led me to believe were faults
or failings are not so, and may be applied in ways which render them as assets” (Lewis, 2016,
p.350).

Having a diagnostic label as a new name for their challenges gave autistic adults the
opportunity to embrace their new diagnosis as a strength (Atherton et al., 2022; Leedham et
al., 2020; Lewis, 2016; Lupindo et al., 2022; Powell & Acker, 2016; Punshon et al., 2009;
Wilson et al., 2023). Feelings of being stronger and more independent due to the diagnosis
were explored by some: ““...makes me feel glad, and stronger, and independent” (Powell &
Acker, 2016, p.75) which had positive impacts on their wellbeing including providing a sense
of relief and hope: “I felt very relieved that I'm hopeful, finally somebody has told me,

actually, I'm suffering from a condition that I could do nothing about” (Lupindo et al., 2022,
p-12).

Some adults with ADHD also viewed their differences as strengths following
diagnosis (Aoki et al., 2020b; Fleischmann & Fleischmann, 2012; Hallerdd et al., 2015). This
included identifying that having an ADHD diagnosis had added something positive to their

lives: “If I could choose a life without ADHD, I wouldn’t choose it, I would like to have it...
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you get to have a pretty fun life...” (Hallerdd et al., 2015, p.4). Mirroring the experiences of
some of the autistic adults, the realisation of a diagnosis as a strength helped relieve difficult
feelings for adults with ADHD: “A weight has been lifted from my shoulders!”” (Fleischmann

& Fleischmann, 2012, p.1491).

Across studies investigating ASC and ADHD the empowerment that came with
receiving a diagnosis in adulthood was poignant (Atherton et al., 2022; Finch et al., 2022;
Fleischmann & Fleischmann, 2012; Hallerdd et al., 2015; Harmens et al., 2022; Leedham et
al., 2020; Lewis, 2016; Powell & Acker, 2016). Being able to name their experiences was a
powerful realisation, helping some participants to let go of the feeling that something was
“wrong” with them, “The relief and empowerment I felt when I was diagnosed and finally
discovered what ‘was wrong with me’ were overwhelming.” (Harmens et al., 2022, p.46).
One autistic adult highlighted that this feeling of empowerment was facilitated by the age of
diagnosis: “I know that I’'m a grown woman and I know who I am now. So, it’s more

powerful.” (Leedham et al., 2020, p.142).

This theme highlights the impact of negative perceptions and stigma on mental health
and wellbeing when diagnosed in adulthood. For some, the impact on their mental health and
wellbeing was negative, experiencing shame, anger, and disgust. For others, having a
diagnosis was viewed as a strength, particularly when it freed them from other labels
associated with their challenges. This highlights the power that labels can have over mental

health and wellbeing.

Theme 2: Diagnosis inspires new perspectives on relationships with self and others.

Within all 18 of the studies, being diagnosed in adulthood was described as pivotal in
defining how the participants related to themselves and others. Both autistic adults and adults

with ADHD reported a paradigm shift in how they viewed themselves post-diagnosis. For
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some, this was experienced as a new-found acceptance of themselves in light of having a
diagnosis to explain their experiences (Fleischmann & Fleischmann, 2012; Hallerdd et al.,
2015; Lewis, 2016; Lupindo et al., 2022; Powell & Acker, 2016; Seers & Hogg, 2023; Wilson
et al., 2023; Young et al., 2008). Alongside self-acceptance came freedom from trying to
change things about themselves that they previously did not understand: “I get to accept those
things about myself that I cannot really change” (Fleischmann & Fleischmann, 2012,
p-1491). For others, accepting themselves as an autistic adult or an adult with ADHD meant
that they no longer felt pressure to fit in with a neurotypical society: “I realized...a desire to
embrace parts of myself that [ had squelched over the years in order to ‘fit in’ and blend with
society that was unforgiving and judgmental about differences” (Lewis, 2016, p.350).

For autistic adults this was particularly meaningful as it allowed them to stop
masking, a common experience amongst autistic individuals which can lead to poor mental
health and loss of identity (Bradley et al., 2021). One autistic adult described this as allowing
them to stop being someone they’re not: “...it's like you're wearing a mask, or you play a
character around people. But I've kind of stopped trying to do that.” (Lupindo et al., 2022.
p-12). Adults with ADHD also experienced a realization that it was okay for them to be their
authentic selves following diagnosis: “I have ADHD, I might not manage this because that’s
what everyone around me and my psychologists are saying and it’s OK for me to be weird, |

get to say strange stuff...” (Hallerod et al., 2015, p.9).

For some, their new identity was more challenging to accept. The new diagnostic
labels threatened some participants’ sense of individuality (Hallerdd et al., 2015; Lewis,
2016) whilst some rejected the idea of a new identity altogether: “...that damn word doesn’t
make me, me” (Leedham et al., 2020, p.141). Autistic adults who experienced challenges

with their new identity described continuing to mask as a consequence (Atherton et al., 2022;
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Leedham et al., 2020; Lewis, 2016) and feeling an increased pressure to change themselves:
“I feel like my life now revolves around trying to change the things that for 30 years I’ve just
accepted as being part of me” (Lewis, 2016, p.350). Others experienced uncertainty around
who they were and how much of their identity was defined by ASC or ADHD. One adult with
ADHD described this as wondering “who am I really?” (Aoki et al., 2020a). Feelings of
uncertainty associated with perceived changes in identity led many autistic adults and adults
with ADHD to feel anger, sadness, anxiety, and frustration (Aoki et al., 2020a; Hallerdd et al.,
2015; Lewis, 2016; Stagg & Belcher, 2019).

Participants within the studies also described how their relationships with others
changed. For some, these changes were beneficial to their mental health and wellbeing
through the increased understanding of their experiences by others (Atherton et al., 2022;
Hallerdd et al., 2015; Leedham et al., 2020; Lupindo et al., 2022; Morgan, 2023; Powell &
Acker, 2016; Young et al., 2008). Some experienced receiving a diagnosis as increasing
understanding through legitimizing their experiences to others, as explained by one autistic

adult:

It was a bit like if you don't have a diagnosis or something, it kind of feels like they're
out to get to you. Instead of trying to be positive, they're like, ‘Why aren't you doing
this?” And now there's less of that... so [ would say it’s less stressful. (Atherton et al.,

2022, p.3647).

Increased understanding from others was described by autistic adults and adults with ADHD
as a salient factor in enabling themselves and others to understand why past difficulties in
relationships had transpired. For some, this helped strengthen these relationships through
greater mutual understanding: “It’s really improved our relationship because he’s realised

now that a lot of the arguments we had were me misunderstanding what he’d said and him
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misunderstanding how I’d reacted.” (Leedham et al., 2020, p.140). For others, gaining a new
label or identity in adulthood presented challenges associated with maintaining relationships
with others, as this was met with scepticism: “My dad doesn’t believe my ADHD diagnosis”

(Morgan, 2023, p.7).

Whilst some participants experienced acceptance and understanding from others,
many described the reaction from those around them as unhelpful. For some, this presented
as a distinct change in how those closest to them responded to parts of them that were newly
described by the diagnostic label of autism or ADHD, as described by one autistic adult:
“Close relatives, wife, mother, daughter have become more focused on coping with me”
(Powell & Acker, 2016, p.77). As one adult with ADHD explained, the diagnostic labels
could create a new perspective of them in the minds of others, a lens which they did not
necessarily want to be viewed through: “I don’t want them to judge me any different, I want
them to know me just for me without a label.” (Young et al., 2008, p.498). These reactions
created worry for some regarding how possible future relationships may be affected,
including professional relationships: “I know a lot of jobs and businesses; they wouldn't hire
you if they find out that you are on the spectrum” (Lupindo et al., 2022, p.24193).

Lived experience of challenging responses from others, alongside anxieties about
future reactions, made the decision to disclose their new diagnoses challenging for many
participants. This was linked to increased experiences of stress and anxiety, and participants
described choosing not to disclose their diagnosis: “I kind of fear that people will see me
differently if I start to bring it up and that they might have to act in a certain way when
they're dealing with me. So, I try and avoid that” (Lupindo et al., 2022, p.24193). Reluctance

to disclose was linked to potential negative repercussions, including worries about how the
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diagnosis may affect their professional or romantic lives: “...if | meet a guy, how do I tell

him about this?” (Hallerod et al., 2015, p.9).

One feature of disclosure that was described exclusively by the autistic adults within
the studies was its role in fostering new connections, finding a new community of autistic
adults they could connect with, increasing their social networks: ““It’s a way to get like a
social life... where I have never really had one” (Punshon et al., 2009, p.277). These new
connections helped autistic adults feel a sense of connection and belonging and furthered
their newly developed understanding of themselves: “I’m in quite a few groups with autistic

women which has helped a lot to know who [ am.” (Seers & Hogg, 2023, p.35).

This theme presents the experiences of self-acceptance and acceptance from others,
which can positively or negatively impact relationships and in turn, wellbeing. For those who
accepted their new diagnosis, wellbeing improved through increased understanding and
reduced masking, whilst those who experienced the diagnoses as a threat to their identity hid
their diagnosis and experienced difficult emotions. Furthermore, negative responses from
others further reinforced continued masking and non-disclosure, whilst accepting responses

facilitated improved relationships through increased understanding.

Theme 3: Diagnosis provides a new lens for the past and the future.

Each of the 18 studies explored participants’ experiences of re-evaluating their past
and future following diagnosis of ADHD or ASC in adulthood. Many participants had spent
most of their lives searching for an explanation for their challenges and experiencing
difficulties that they struggled to understand. Both autistic adults and adults with ADHD
diagnosed in adulthood described diagnosis as the key to understanding their difficult past

experiences. This brought a sense of relief and joy to some, as one adult with ADHD
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explained: “In one part of me I felt elated. It was almost like, ‘Oh there’s an actual reason

why I acted like that”” (Young et al., 2008, p.496).

A new label of ADHD or ASC provided, for some, a realisation that past diagnoses
were incorrect. Disassociating themselves from these diagnoses, often of mental health
conditions, was experienced as “A relief, because for years and years everything has been put
down to anxiety and depression” (Stagg et al., 2019, p.353). This allowed participants to
rewrite their pasts through the new lens provided to them by their new, accurate, diagnosis
which provided instant improvements to the wellbeing of some: “It was almost like things got
better just from knowing that it was ADHD” (Hallerdd et al., 2015, p.8). However, it also
highlighted past healthcare failings and missed opportunities for earlier diagnosis, which had
a negative impact on the wellbeing of many autistic adults and adults with ADHD.

Diagnosis of ASC or ADHD in adulthood was viewed by many of the participants as
a late diagnosis, one that was missed by those around them including school, family, and
healthcare professionals: “And there’s these glaring issues and you see how multiple times
you were failed by various professionals that should have and could have seen issues”
(Atherton et al., 2022, p.3648). This cultivated difficult emotions including anger (Hallerdd et
al., 2015; Leedham et al., 2020), frustration (Ghanouni & Seaker, 2023; Lupindo et al.,
2022), and sadness (Leedham et al., 2020; Morgan, 2023). These difficult emotions were
attributed to missed opportunities and experiences in their lives that the participants believed
could have been avoided with timely diagnosis. One participant described how their life may
have looked different had they been diagnosed in childhood: “Imagine if someone had
figured out ten years ago that [ had ADHD, then I’d have been spared all of this, wouldn’t
have had to go to jail, maybe I’d have had a real job” (Hallerod et al., 2015, p.10). For others,

late diagnosis highlighted missed opportunities for support that may have improved their
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experiences in childhood. As one autistic adult explained, this brought feelings of sadness
with the realisation of their ASC diagnosis in adulthood: “Saddened, too, for all the lost
opportunities that would likely have come about had I known and received intervention and

loving understanding as a child” (Lewis, 2016, p.351).

Some studies described how participants were often left to face these challenging
experiences alone due to a lack of adult ASC and ADHD service provision (Hickey et al.,
2018; Lewis, 2016; Lupindo et al., 2022; Morgan, 2023; Powell & Acker, 2016; Stagg &
Belcher, 2019; Young et al., 2008). One adult with ADHD explained how the lack of support
for adults with ADHD furthered the detrimental effects diagnosis had on their wellbeing: “It
is so painful, I am finding it hard to cope with, there are 42 years of pain that I must deal
with, and no support” (Morgan, 2023, p.8). Likewise, autistic adults found themselves
dealing with the negative impact of diagnosis without support. One autistic adult described
this as: “...having to, psychologically, on your own, reassess your whole life” (Hickey et al.,

2018).

Whilst many participants within the studies experienced a lack of post-diagnostic
emotional support, many also experienced diagnosis as a gateway to accessing support and
adaptations that were not available to them previously. One autistic adult described ASC as a
“signpost” rather than a label (Atherton et al., 2022, p.3647). Having a diagnosis that
increased access to support gave participants a new perspective on their futures, one with
more hope. For some, this was experienced as increasing access to services that afforded
them tangible benefits including financial support: “It helped me get help from social
services” (Powell & Acker, 2016, p.77). For others, parts of their lives that were previously

challenging were improved through access to adaptations: “My work colleagues also know
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about it so we've now built-in measures to accommodate for my needs” (Lupindo et al., 2022,

p.24193).

However, despite having a diagnosis of ASC or ADHD, accessing support was still
challenging for many. Participants described having little to no knowledge about their new
diagnosis: “I did not know anything about ADHD” (Aokie et al., 2020, p.4). Furthermore,
participants described the professionals involved in their care as also being ill-informed.:
“The psychiatrist acknowledged that he had little or no knowledge of the subject” (Powell &
Acker, 2016, p.77). For the autistic adults within the studies, barriers to support were
described as support for autistic adults not being readily available: “It’s almost impossible to
find professional help as an adult” (Lewis, 2016, p.351). This experience also translated from
the participants’ healthcare into their personal lives, where they identified adaptations or
support would improve their wellbeing: “I still failed at work, I still failed because the world
isn’t set up for me...not having supports and accommodations, it just broke me.” (Ghanouni
et al., 2023, p.6). Accounts of autistic adults within the studies identifying a need for mental
health support following diagnosis suggest that, even when they had access to relevant
professionals, this was not always helpful: “I did have a consultant psychiatrist, and the one
time when I was really bad, around Christmas time, I contacted him and he never got back to
me” (Stagg et al., 2019, p.355). Similarly, whilst adults diagnosed with ADHD within the
studies found medication was readily accessible, support for their mental health and
wellbeing following diagnosis was not so accessible: “I was just offered medication and that
was it, no support.” (Morgan, 2023, p.8). These experiences left participants feeling uncertain
(Finch et al., 2022; Powell & Acker, 2016; Young et al., 2008) or even hopeless about the
future (Lewis, 2016), overwhelmed by how to move forwards (Leedham et al., 2020; Lewis,

2016; Powell & Acker, 2016).
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This final theme reflects how diagnosis in adulthood can facilitate hope for the future
through access to support and adaptations, alongside grief and frustration that this was not
available for them previously due to their diagnosis being missed. In contrast, post-diagnostic

support was not available for many, negatively affecting their mental health and wellbeing.

Discussion

This systematic review aimed to synthesize existing literature to explore the impact of
adult diagnosis of ASC or ADHD on mental health and wellbeing. A systematic search of the
literature produced 18 papers that were selected as appropriate for inclusion within the review.
Thematic synthesis of the results within these papers resulted in three themes: (1) Beliefs about
diagnoses impact adults’ experiences of being diagnosed, (2) Diagnosis inspires new
perspectives on relationships with self and others, (3) Diagnosis provides a new lens for the
past and the future. By exploring these themes, novel hypotheses and concepts addressing the
review aims will be discussed below, alongside clinical and research implications, and

limitations of the review.

The stigma towards ASC and ADHD was often internalised by participants across the
reviewed literature, affecting their mental health and wellbeing following diagnosis,
including experiences of shame, dread, and being unable to cope. Research outside of the
scope of the present review has identified that stigma and negative attitudes are commonly
experienced by autistic adults (Botha et al., 2022; Cage et al., 2019) and adults with ADHD
(Lebowitz, 2016; Masuch et al., 2019). For autistic adults, stigma towards ASC can lead to
social isolation (Nevill & White, 2011), dehumanization (Cage et al., 2019), and increased
masking (Davidson & Henderson, 2010). Adults with ADHD experience consequences of
stigma from others such as reduced self-esteem (Masuch et al., 2019) and social rejection

(Paulson et al., 2005). These experienced consequences of stigma towards ASC and ADHD
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are associated with negative impacts on mental health and wellbeing (Mueller et al., 2012;
Perry et al., 2022). Furthermore, experiences of stigma can present as a barrier to helpseeking
within both populations, including mental health support (Malik-Soni et al., 2022;

Vogan et al., 2017; Wright et al., 2015). This may be experienced by those diagnosed with
ASC or ADHD in adulthood as a vicious cycle of stigma leading to poor mental health and
wellbeing and feeling unable to access appropriate services, adaptations, or interventions,
negatively impacting mental health and wellbeing.

Beliefs about diagnoses and labels also mitigated negative effects of adult diagnosis
on mental health and wellbeing. Having a label of ASC or ADHD was beneficial to some, as
their experiences of stigma had stemmed from characteristics they previously did not have an
explanation for, leading to labels such as “lazy” and “freak” (Hallerdd et al., 2015; Wilson et
al., 2023). Debates around diagnostic labels are ongoing (Hoff et al., 2020) with arguments
suggesting that developmental disorder diagnoses may be harmful (Werkhoven et al., 2022).
This review suggests that the impact of receiving a neurodevelopmental diagnosis in
adulthood is an individual experience rather than diagnosis being universally helpful or
unhelpful. Additionally, the positive impact of diagnosis due to increased self-understanding
highlights the importance of professionals having a good understanding of the diagnoses to
enable effective joint understanding with newly diagnosed adults. Research exploring the
experiences of professionals has highlighted that mental health professionals have reported a
lack of knowledge and competence when working with ASC (Maddox et al., 2020) and

ADHD (French et al., 2019).

Adults across the reviewed studies experienced changes in their relationship with
themselves and others post-diagnosis. Improved understanding and acceptance of themselves

helped autistic adults and adults with ADHD to stop striving for change related to fitting into
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neurotypical norms. ASC and ADHD identities may be conceptualized as social identities
(Tajfel & Turner, 1979) as they combine individual characteristics with characteristics that
they share with a group. Existing literature suggests that autistic adults and adults with
ADHD often identify as belonging to a group associated with their diagnosis (Cooper et al.,
2017; Young et al., 2019). Belonging to a group is associated with improved wellbeing
including improved mood and self-esteem (Greenaway et al., 2016), although this was an
experience shared only by autistic adults within the reviewed studies.

Being diagnosed in adulthood was experienced as a threat to some participants’
individuality, leading some to reject or hide their new diagnosis and face difficult emotional
experiences. Existing literature suggests that those diagnosed with ASC later in life
experience more difficulties associated with their new identity (Johnson & Joshi, 2016).
Similarly, diagnosis in young adulthood rather than childhood has been associated with more
difficulties accepting an association with the identity of having ADHD (Jones & Hesse,
2018). Given all participants within the reviewed studies were diagnosed as adults, age
appears to be an important factor in mediating identity-threat following ASC and ADHD
diagnosis. This supports the existing literature that argues for more timely ASC and ADHD
diagnosis (Fernell et al., 2013; Long & Coats, 2022) which may mitigate the impact on

mental health and wellbeing associated with identity difficulties.

An individual’s mental health and wellbeing can be affected by their relationships
(Santini et al., 2015) and relationships are impacted by the individual’s mental health and
wellbeing (Seligman, 2011). Within the reviewed studies, autistic adults and adults with
ADHD described varying impacts of adult diagnosis on their relationships. Negative impacts
of diagnosis were described for familial, romantic, and professional relationships, leading

some participants to avoid disclosing their new diagnosis to others, alongside increased stress



IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-24

and anxiety associated with the potential consequences of others finding out about the
diagnoses. Not disclosing diagnoses was described as mitigating possible negative reactions
from others, an outcome that has been reported by autistic individuals (Thompson-Hodgetts

et al., 2020) and adults with ADHD (Toner et al., 2006) within the existing literature.

Finally, the reviewed studies explored how ASC or ADHD diagnosis in adulthood
provided a new lens through which the past and the future could be viewed. For some, this
inspired hope for the future through improved access to support and adaptations, alongside
forgiveness and understanding towards their past selves. Others felt angry, frustrated, and sad
at the realization that their diagnosis had been missed for so long. Routes to
neurodevelopmental diagnosis via the NHS often have long waiting times (Russell et al.,
2022; Smith et al., 2024), and it may be that delays associated with waiting times rather than
age of diagnosis alone are contributing factors to negative impacts on mental health and
wellbeing. Furthermore, difficulties accessing support perpetuated the negative impact on
mental health and wellbeing of participants, who reported feelings of hopelessness,
uncertainty, and overwhelm regarding their futures. Whilst it is encouraging that diagnosis
improved access to services for autistic adults and adults with ADHD post-diagnosis, these
services are not keeping up with the increasing demand within the UK (Crane et al., 2018;

Smith et al., 2024).

A conceptualization of the negative impacts on mental health and wellbeing of adult
ASC or ADHD diagnosis, alongside the protective factors that mitigate this impact, was
developed based on the themes explored within the review (Fig. 2). The negative impacts are
characterised as internalized stigma, identity threat, and regret and hopelessness. Stigma from
others, non-disclosure, and lack of support are represented as contributing factors towards

these negative impacts, alongside the bi-directional effects of these negative impacts on
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maintaining some of the contributing factors. Finally, protective factors that have been
discussed within the reviewed studies against the negative impact on mental health and
wellbeing, or that improved mental health and wellbeing following diagnosis, are listed. The
figure was developed to highlight the ways that services who may support those diagnosed in
adulthood might help to mitigate negative impacts of diagnosis on mental health and

wellbeing.

[INSERT FIGURE 2 HERE]

Clinical Implications

The results of this review highlight the negative impacts of adult diagnosis of ASC or
ADHD on mental health and wellbeing. Contributing and protective factors have also been
highlighted, which inform important clinical implications for services supporting individuals

diagnosed with ASC or ADHD in adulthood.

Stigma associated with ASC and ADHD is a contributing factor to the negative
impacts of internalised stigma and identity threat within the present review, which was
mitigated by positive opinions about diagnostic labels and increased understandings of the
diagnoses. Research suggests that improving knowledge and awareness about a diagnosis
improves attitudes (Mavropoulou & Sideridis, 2014), which is more effective than targeting
reducing stigma (Gillespie-Lynch et al., 2015). Participants within the reviewed studies
highlighted professionals’ lack of knowledge about ASC and ADHD, with some having to
find this information themselves. Increasing knowledge and awareness of the diagnoses
within services that support adults post-diagnosis would be an important first step in tackling
the negative impact of stigma. This knowledge could then be passed on to adults pre and post
diagnosis, potentially mitigating the negative impact of internalised stigma and identity

threat.
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Secondly, challenges associated with disclosing a new diagnosis of ASC or ADHD
may serve as a barrier to accessing protective resources such as post-diagnostic support,
adaptations, and social groups. Whilst non-disclosure may aid autistic adults and adults with
ADHD in belonging to neurotypical groups, this is often experienced as stressful (Joachim &
Acorn, 2000) and requires the individual to mask, which can exacerbate mental health
difficulties (Cage & Troxell-Whitman, 2019). Increasing access to support groups or social
groups post-diagnosis may reduce the burden of disclosure as being given access to a group
for neurodivergent individuals makes the presence of a diagnosis implicit and could mitigate
feelings of hopelessness through a sense of belonging and access to support. In turn, an
increased sense of belonging can mitigate identity threat (Slepian & Jacoby-Senghor, 2021),
an identified barrier to disclosing diagnoses within the review.

Finally, many participants within the reviewed studies experienced feelings of anger
and regret related to understanding their diagnosis as late or missed during childhood. There
is a growing body of literature highlighting the benefits and risks of early diagnosis of ASC
and ADHD (Brasher & Stapel-Wax, 2020; Long & Coats, 2022; Okoye et al., 2023) and
recommendations have been made to improve ASC (Department of Health and Social Care,
2021) and ADHD (Asherson et al., 2022; Young et al., 2021) diagnostic and treatment
services. However, for those who are not diagnosed until adulthood, support to process the
impact of late diagnosis is important to address the associated negative impact on mental
health and wellbeing. A recent investigation into the post-diagnostic support needs of autistic
adults highlighted emotional and psychological support as a key priority to address the
impact of late diagnosis (Crowson et al., 2024), and psychological support for adults
diagnosed with ADHD has been found to be effective within one UK primary care trial

(Asherson et al., 2022).
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Limitations and Further Research

The present review investigated 18 studies that explored the experiences of
individuals diagnosed with ASC or ADHD in adulthood. Of the 18 studies, only 5 represented
adult ADHD diagnosis. This may limit the review’s representation of the adult
ADHD experience, and suggests further research is needed exploring the experience of adult
ADHD diagnosis. In particular, research exploring the post-diagnostic support needs of
adults with ADHD from a lived experience perspective, which has been explored with
autistic adults (Crowson et al., 2024). This would be important further research as the
perspectives of those with lived experience can be vital in identifying gaps and flaws within
service provisions, and in recommending effective solutions (Sunkel & Sartor, 2022).

The influence of the author’s own perspectives on the synthesis of the studies may be
a limitation within the review. An example of this is the author’s own experiences of working
with adults who have received ASC or ADHD diagnoses in adulthood, and therefore their
pre-existing understanding and assumptions regarding the impact on mental health and
wellbeing. To mitigate this risk, the author ensured that the principle of reflexivity was
adhered to throughout the process of synthesizing the qualitative data, reflecting on their own

perspectives and motivations throughout (Yardley, 2000) (Appendix 2).

The review explored the experiences of being diagnosed in adulthood as late or
delayed. However, given the lengthy waiting times for both ASC and ADHD diagnostic
services including child services (ADHD UK, 2023; Royal College of Psychiatrists, 2023), it
may be that individuals diagnosed during childhood or adolescence also experience their
diagnosis as late or delayed, impacting their mental health and wellbeing. Research exploring
the phenomenon of late or delayed neurodevelopmental diagnoses within these populations

may be beneficial to explore clinical need outside of adult mental health services.
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Furthermore, many of the papers within the screening stage of this review were excluded as
they included individuals diagnosed before adulthood, and when individual participants were
diagnosed was not made explicit within the results. This limits the review in excluding a
proportion of the targeted population. A further review incorporating the experiences of
autistic adults and adults with ADHD, excluding age of diagnosis criteria, may be valuable in

exploring impact of diagnosis on mental health and wellbeing, and the life course.

Finally, given the growing waiting times for both ASC and ADHD diagnostic services
(Morris, 2024), further research into the impact on mental health and wellbeing for adults
waiting to access diagnostic assessment is recommended. Current literature primarily
explores these experiences in the past for those diagnosed in adulthood. Research exploring
the live impact of delayed diagnosis and waiting periods may be beneficial in informing
preventative measures regarding the impact on mental health and wellbeing. Preventative
mental health strategies have been found to be less stigmatizing and more accessible (Singh
et al., 2022), which would be particularly beneficial to autistic adults and adults with ADHD,

as highlighted by the present review.

Conclusion

The present review explored the impact of ASC and ADHD diagnosis in adulthood on
mental health and wellbeing, revealing three key themes pertaining to perceptions of
diagnoses, relationships with self and others, and perspectives of the past and future. The
findings highlighted the needs of autistic adults and adults with ADHD in relation to
postdiagnostic support, and strategies to mitigate the impact on mental health and wellbeing
are suggested. Furthermore, a need for future research is explored to broaden the
understanding of the impact of neurodevelopmental diagnoses and move towards measures to

prevent the negative impact on mental health and wellbeing.



IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-29

References
*indicates paper included in the review

ADHD UK. (2023). ADHD UK’s report into NHS ADHD assessment waiting lists.

https://adhduk.co.uk/nhs-adhd-assessments-waiting-lists-report/

Adler, L. A., Shaw, D. M, Sitt, D. J., Maya, E., & Morrill, M. 1. (2009). Issues in the
Diagnosis and Treatment of Adult ADHD by Primary Care Physicians. Primary

Psychiatry, 16, 57-63. https://psycnet.apa.org/record/2009-09118-014

American Psychiatric Association. (2013). Diagnostic and statistical manual of mental

disorders (5th ed.). https://doi.org/10.1176/appi.books.9780890425596

*Aoki, Y., Tsuboi, T., Furuno, T., Watanabe, K., & Kayama, M. (2020). The experiences of
receiving a diagnosis of attention deficit hyperactivity disorder during adulthood in
Japan: a qualitative study. BMC Psychiatry, 20(1), 373.

https://doi.org/10.1186/s12888-020-02774-y

Asherson, P., Leaver, L., Adamou, M., Arif, M., Askey, G., Butler, M., Cubbin, S.,
NewloveDelgado, T., Kustow, J., Lanham-Cook, J., Findlay, J., Maxwell, J., Mason,
P., Read, H., van Rensburg, K., Miiller-Sedgwick, U., Sedgwick-Miiller, J., &
Skirrow, C. (2022). Mainstreaming adult ADHD into primary care in the UK:
guidance, practice, and best practice recommendations. BMC Psychiatry, 22(1), 640.

https://doi.org/10.1186/s12888-022-04290-7

* Atherton, G., Edisbury, E., Piovesan, A., & Cross, L. (2022). Autism Through the Ages: A
Mixed Methods Approach to Understanding How Age and Age of Diagnosis Affect
Quality of Life. Journal of Autism and Developmental Disorders, 52(8), 3639-3654.

https://doi.org/10.1007/s10803-021-05235-x




IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-30

Bargiela, S., Steward, R., & Mandy, W. (2016). The Experiences of Late-diagnosed Women
with Autism Spectrum Conditions: An Investigation of the Female Autism Phenotype.
Journal of Autism and Developmental Disorders, 46(10), 3281-3294.

https://doi.org/10.1007/s10803-016-2872-8

Baron-Cohen S. (2000). Is asperger syndrome/high-functioning autism necessarily a
disability?. Development and psychopathology, 12(3), 489-500.

https://doi.org/10.1177/10883576020170030801

Botha, M., Dibb, B., & Frost, D. M. (2022). "Autism is me": an investigation of how autistic
individuals make sense of autism and stigma. Disability & Society, 37(3), 427-453.

http://dx.doi.org/10.1080/09687599.2020.1822782

Bradley, L., Shaw, R., Baron-Cohen, S., & Cassidy, S. (2021). Autistic adults' experiences of
camouflaging and its perceived impact on mental health. Autism in Adulthood, 3(4),

320-329. https://doi.org/10.1089%2Faut.2020.0071

Brasher, S., & Stapel-Wax, J. L. (2020). Autism spectrum disorder in the primary care setting:
importance of early diagnosis and intervention. Advances in Family Practice

Nursing, 2, 159-168. https://doi.org/10.1016/1.yfpn.2020.01.006

Cage, E., Di Monaco, J., & Newell, V. (2019). Understanding, attitudes and dehumanisation
towards autistic people. Autism, 23(6), 1373-1383.

https://doi.org/10.1177/1362361318811290

Cage, E., & Troxell-Whitman, Z. (2019). Understanding the reasons, contexts and costs of
camouflaging for autistic adults. Journal of Autism and Developmental Disorders,

49(5), 1899-1911. https://doi.org/10.1007/s10803-018-03878-x




IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-31

Cooper, K., Smith, L. G., & Russell, A. (2017). Social identity, self-esteem, and mental health
in autism. European Journal of Social Psychology, 47(7), 844-854.

https://doi.org/10.1002/ejsp.2297

Corden, K., Brewer, R., & Cage, E. (2021). Personal Identity After an Autism Diagnosis:
Relationships With Self-Esteem, Mental Wellbeing, and Diagnostic Timing. Front

Psychol, 12, 699335. https://doi.org/10.3389/fpsyg.2021.699335

Crane, L., Adams, F., Harper, G., Welch, J., & Pellicano, E. (2019). 'Something needs to
change': Mental health experiences of young autistic adults in England. Autism, 23(2),

477-493. https://doi.org/10.1177/1362361318757048

Crane, L., Batty, R., Adeyinka, H., Goddard, L., Henry, L. A., & Hill, E. L. (2018). Autism
Diagnosis in the United Kingdom: Perspectives of Autistic Adults, Parents and
Professionals. Journal of Autism and Developmental Disorders, 48(11), 3761-3772.

https://doi.org/10.1007/s10803-018-3639-1

Critical Appraisal Skills Programme UK. (2018). CASP checklists. https://casp-

uk.net/casptools-checklists/

Crowson, S., Poole, D., Scargill, K., & Freeth, M. (2024). Understanding the post-diagnostic
support priorities of autistic adults in the United Kingdom: A co-produced modified

Delphi study. Autism, 28(4), 854-865. https://doi.org/10.1177/13623613231196805

Culpepper, L., & Mattingly, G. (2010). Challenges in identifying and managing
attentiondeficit/hyperactivity disorder in adults in the primary care setting: a review
of the literature. Prim Care Companion J Clin Psychiatry, 12(6).

https://doi.org/10.4088/PCC.10r00951pur




IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-32

Curnow, E., Rutherford, M., Maciver, D., Johnston, L., Prior, S., Boilson, M., Shah, P.,
Jenkins, N., & Meft, T. (2023). Mental health in autistic adults: A rapid review of
prevalence of psychiatric disorders and umbrella review of the effectiveness of
interventions within a neurodiversity informed perspective. PLoS One, 18(7),

€0288275. https://doi.org/10.1371/journal.pone.0288275

Davidson, J., & Henderson, V. L. (2010). ‘Coming out’on the spectrum: autism, identity and
disclosure. Social & Cultural Geography, 11(2), 155-170.

http://dx.doi.org/10.1080/14649360903525240

Department of Health. (2011). No health without mental health. (Policy 14679).

https://assets.publishing.service.gov.uk/media/5a7c348ae5274a25a914129d/dh 12405

8.pdf

Department of Health and Social Care. (2021). National strategy for autistic children, young
people and adults: 2021 to 2026.

https://www.gov.uk/government/publications/national-strategy-for-autistic-

childrenyoung-people-and-adults-202 1-to-2026/the-national-strategy-for-autistic-

childrenyoung-people-and-adults-2021-t0-2026

Duggleby, W., Holtslander, L., Kylma, J., Duncan, V., Hammond, C., & Williams, A. (2010).
Metasynthesis of the hope experience of family caregivers of persons with chronic
illness. Qualitative Health Research, 20(2), 148-158.

https://doi.org/10.1177/1049732309358329

Eberhard, D., Billstedt, E., & Gillberg, C. (2022). Neurodevelopmental disorders and
comorbidity in young adults attending a psychiatric outpatient clinic. Psychiatry

research, 313, 114638. https://doi.org/https://doi.org/10.1016/].psychres.2022.114638




IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-33

Fernell, E., Eriksson, M. A., & Gillberg, C. (2013). Early diagnosis of autism and impact on
prognosis: a narrative review. Clinical epidemiology, 33-43.

https://doi.org/10.2147%2FCLEP.S41714

*Finch, T. L., Mackintosh, J., Petrou, A., McConachie, H., Le Couteur, A., Garland, D., &
Parr, J. R. (2022). 'We couldn't think in the box if we tried We can't even find the

damn box': A qualitative study of the lived experiences of autistic adults and relatives

of autistic adults. PLoS One, 17(3). https://doi.org/10.1371/journal.pone.0264932

*Fleischmann, A., & Fleischmann, R. H. (2012). Advantages of an ADHD Diagnosis

n

Adulthood:Evidence From Online Narratives. Qualitative Health Research, 22(11),

1486-1496. https://doi.org/10.1177/1049732312457468

Fleischmann, A., & Miller, E. C. (2013). Online Narratives by Adults With ADHD Who
Were Diagnosed in Adulthood. Learning Disability Quarterly, 36(1), 47-60.

https://doi.org/10.1177/0731948712461448

French, B., Sayal, K., & Daley, D. (2019). Barriers and facilitators to understanding of
ADHD in primary care: a mixed-method systematic review. European Child &

Adolescent Psychiatry, 28(8), 1037-1064. https://doi.org/10.1007/s00787-018-1256-

3

Fusar-Poli, L., Brondino, N., Politi, P., & Aguglia, E. (2022). Missed diagnoses and
misdiagnoses of adults with autism spectrum disorder. European Archives of
Psychiatry and Clinical Neuroscience, 272(2), 187-198.

https://doi.org/10.1007/s00406-020-01189-w




IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-34

Gesi, C., Migliarese, G., Torriero, S., Capellazzi, M., Omboni, A. C., Cerveri, G., &
Mencacci, C. (2021). Gender Differences in Misdiagnosis and Delayed Diagnosis
among Adults with Autism Spectrum Disorder with No Language or Intellectual

Disability. Brain Sciences, 11(7), 912. https://doi.org/10.3390/brainscil 1070912

*Ghanouni, P., & Seaker, L. (2023). What does receiving autism diagnosis in adulthood look
like? Stakeholders' experiences and inputs. International Journal of Mental Health

Systems, 17(1), 1-10. https://doi.org/10.1186/s13033-023-00587-6

Gillespie-Lynch, K., Brooks, P. J., Someki, F., Obeid, R., Shane-Simpson, C., Kapp, S. K.,
Daou, N., & Smith, D. S. (2015). Changing college students’ conceptions of autism:

An online training to increase knowledge and decrease stigma. Journal of Autism and
Developmental Disorders, 45, 2553-2566. https://doi.org/10.1007/s10803-015-2422-

9

Ginsberg, Y., Quintero, J., Anand, E., Casillas, M., & Upadhyaya, H. P. (2014).
Underdiagnosis of attention-deficit/hyperactivity disorder in adult patients: a review
of the literature. Prim Care Companion CNS Disord, 16(3).

https://doi.org/10.4088/PCC.13r01600

Giupponi, G., Innamorati, M., Rogante, E., Sarubbi, S., Erbuto, D., Maniscalco, I., Sanna, L.,
Conca, A., Lester, D., & Pompili, M. (2020). The Characteristics of Mood Polarity,
Temperament, and Suicide Risk in Adult ADHD. International Journal of
Environmental Research and Public Health, 17(8), 2871.

https://doi.org/10.3390%2F1ijerph17082871

Greenaway, K. H., Cruwys, T., Haslam, S. A., & Jetten, J. (2016). Social identities promote

well-being because they satisfy global psychological needs. European Journal of

Social Psychology, 46(3), 294-307. https://doi.org/10.1002/ejsp.2169



IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-35

*Hallerdd, S. L. H., Anckarsiter, H., Rastam, M., & Scherman, M. H. (2015). Experienced

consequences of being diagnosed with ADHD as an adult—A qualitative study. BMC

Psychiatry, 15. https://doi.org/10.1186/s12888-015-0410-4

Hansson Hallerdd, S. L., Anckarséter, H., Rastam, M., & Hansson Scherman, M. (2015).
Experienced consequences of being diagnosed with ADHD as an adult - a qualitative

study. BMC Psychiatry, 15, 31. https://doi.org/10.1186/s12888-015-0410-4

*Harmens, M., Sedgewick, F., & Hobson, H. (2022). The quest for acceptance: A blog-based
study of autistic women's experiences and well-being during autism identification and

diagnosis. Autism in Adulthood, 4(1), 42-51. https://doi.org/10.1089/aut.2021.0016

*Hickey, A., Crabtree, J., & Stott, J. (2018). ‘Suddenly the first fifty years of my life made
sense’: Experiences of older people with autism. Autism, 22(3), 357-367.

https://doi.org/10.1177/1362361316680914

Hoff, P, Maatz, A., & Vetter, J. S. (2020). Diagnosis as dialogue: historical and current
perspectives . Dialogues Clin Neurosci, 22(1), 27-35.

https://doi.org/10.31887/DCNS.2020.22.1/phoff

Howlin, P. (2021). Adults with Autism: Changes in Understanding Since DSM-111. Journal
of Autism and Developmental Disorders, 51(12), 4291-4308.

https://doi.org/10.1007/s10803-020-04847-z

Joachim, G., & Acorn, S. (2000). Stigma of visible and invisible chronic conditions. Journal

of Advanced Nursing, 32(1), 243-248. https://doi.org/10.1046/].1365-

2648.2000.01466.x




IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-36

Johnson, T. D., & Joshi, A. (2016). Dark clouds or silver linings? A stigma threat perspective

on the implications of an autism diagnosis for workplace well-being. Journal of

applied psychology, 101(3), 430. https://doi.org/10.1037/apl0000058

Jones, L., Goddard, L., Hill, E., Henry, L., & Crane, L. (2014). Experiences of Receiving a
Diagnosis of Autism Spectrum Disorder: A Survey of Adults in the United Kingdom.

Journal of Autism and Developmental Disorders, 44. https://doi.org/10.1007/s10803-

014-2161-3
Jones, S., & Hesse, M. (2018). Adolescents with ADHD: Experiences of having an ADHD
diagnosis and negotiations of self-image and identity. Journal of Attention Disorders,

22(1), 92-102. https://doi.org/10.1177/1087054714522513

Kenny, L., Hattersley, C., Molins, B., Buckley, C., Povey, C., & Pellicano, E. (2016). Which
terms should be used to describe autism? Perspectives from the UK autism

community. Autism, 20(4), 442-462. https://doi.org/10.1177/1362361315588200

Klassen, L. J., Katzman, M. A., & Chokka, P. (2010). Adult ADHD and its comorbidities,
with a focus on bipolar disorder. Journal of Affective Disorders, 124(1), 1-8.

https://doi.org/https://doi.org/10.1016/1.1ad.2009.06.036

Lai, M. C., & Baron-Cohen, S. (2015). Identifying the lost generation of adults with autism
spectrum conditions. Lancet Psychiatry, 2(11), 1013-1027.

https://doi.org/10.1016/s2215-0366(15)00277-1

Lebowitz, M. S. (2016). Stigmatization of ADHD:A Developmental Review. Journal of

Attention Disorders, 20(3), 199-205. https://doi.org/10.1177/1087054712475211




IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-37

*Leedham, A., Thompson, A. R., Smith, R., & Freeth, M. (2020). ‘I was exhausted trying to

figure it out’: The experiences of females receiving an autism diagnosis in middle to

late adulthood. Autism, 24(1), 135-146. https://doi.org/10.1177/1362361319853442

*Lewis, L. F. (2016). Realizing a diagnosis of autism spectrum disorder as an adult.
International Journal of Mental Health Nursing, 25(4), 346-354.

https://doi.org/https://doi.org/10.1111/inm.12200

Lines, K. L., & Sadek, J. (2018). ADHD in acute care psychiatric inpatients. ADHD Attention

Deficit and Hyperactivity Disorders, 10, 129-133. https://doi.org/10.1007/s12402-

017-0243-8

Long, N., & Coats, H. (2022). The need for earlier recognition of attention deficit
hyperactivity disorder in primary care: a qualitative meta-synthesis of the experience
of receiving a diagnosis of ADHD in adulthood. Family Practice, 39(6), 1144-1155.

https://doi.org/10.1093/fampra/cmac038

Lovett, B. J., & Harrison, A. G. (2021). Assessing adult ADHD: New research and
perspectives. Journal of Clinical and Experimental Neuropsychology, 43(4), 333-339.

https://doi.org/10.1080/13803395.2021.1950640

*Lupindo, B. M., Maw, A., & Shabalala, N. (2022). Late diagnosis of autism: exploring
experiences of males diagnosed with autism in adulthood. Curr Psychol, 1-17.

https://doi.org/10.1007/s12144-022-03514-z

Maddox, B. B., Crabbe, S., Beidas, R. S., Brookman-Frazee, L., Cannuscio, C. C., Miller, J.
S., Nicolaidis, C., & Mandell, D. S. (2020). “I wouldn’t know where to start”:

Perspectives from clinicians, agency leaders, and autistic adults on improving



IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-38

community mental health services for autistic adults. Autism, 24(4), 919-930.

https://doi.org/10.1177/1362361319882227

Malik-Soni, N., Shaker, A., Luck, H., Mullin, A. E., Wiley, R. E., Lewis, M. E. S., Fuentes, J.,
& Frazier, T. W. (2022). Tackling healthcare access barriers for individuals with
autism from diagnosis to adulthood. Pediatric Research, 91(5), 1028-1035.

https://doi.org/10.1038/s41390-021-01465-y

Maloret, P., & Scott, T. (2018). Don't ask me what's the matter, ask me what matters: Acute
mental health facility experiences of people living with autism spectrum conditions.
Journal of Psychiatric and Mental Health Nursing, 25(1), 49-59.

https://doi.org/https://doi.org/10.1111/jpm.12438

Masuch, T. V., Bea, M., Alm, B., Deibler, P., & Sobanski, E. (2019). Internalized stigma,
anticipated discrimination and perceived public stigma in adults with ADHD. ADHD
Attention Deficit and Hyperactivity Disorders, 11(2), 211-220.

https://doi.org/10.1007/s12402-018-0274-9

Matheson, L., Asherson, P., Wong, 1. C. K., Hodgkins, P., Setyawan, J., Sasane, R., &
Clifford, S. (2013). Adult ADHD patient experiences of impairment, service provision
and clinical management in England: a qualitative study. BMC Health Services

Research, 13(1), 184. https://doi.org/10.1186/1472-6963-13-184
Mavropoulou, S., & Sideridis, G. D. (2014). Knowledge of autism and attitudes of children

towards their partially integrated peers with autism spectrum disorders. Journal of

Autism and Developmental Disorders, 44, 1867-1885. https://doi.org/10.1007/s10803-

014-2059-0



IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-39

McDonagh, M., Peterson, K., Raina, P., Chang, S., & Shekelle, P. (2013). Avoiding bias in
selecting studies. Methods guide for effectiveness and comparative effectiveness

reviews [Internet]. https://www.ncbi.nlm.nih.gov/books/NBK 126701/

McKechnie, D. G. J., O'Nions, E., Dunsmuir, S., & Petersen, 1. (2023). Attention-deficit
hyperactivity disorder diagnoses and prescriptions in UK primary care, 2000-2018:
population-based cohort study. BJPsych Open, 9(4), e121.

https://doi.org/10.1192/bj0.2023.512

Moffitt, T. E., Houts, R., Asherson, P., Belsky, D. W., Corcoran, D. L., Hammerle, M.,
Harrington, H., Hogan, S., Meier, M. H., Polanczyk, G. V., Poulton, R., Ramrakha,
S., Sugden, K., Williams, B., Rohde, L. A., & Caspi, A. (2015). Is Adult ADHD a
Childhood-Onset Neurodevelopmental Disorder? Evidence From a Four-Decade
Longitudinal Cohort Study. American Journal of Psychiatry, 172(10), 967-977.

https://doi.org/10.1176/appi.ajp.2015.14101266

Moher, D., Liberati, A., Tetzlaff, J., & Altman, D. G. (2009). Preferred reporting items for
systematic reviews and meta-analyses: the PRISMA statement. Bmj, 339, b2535.

https://doi.org/10.1136/bmj.b2535

*Morgan, J. (2023). Exploring women’s experiences of diagnosis of ADHD in adulthood: a
qualitative study. Advances in Mental Health, 1-15.

https://doi.org/10.1080/18387357.2023.2268756

Morris, J. (2024). The rapidly growing waiting lists for autism and ADHD assessments.

https://www.nuffieldtrust.org.uk/news-item/the-rapidly-growing-waiting-lists-

forautism-and-adhd-assessments




IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-40

Mueller, A. K., Fuermaier, A. B., Koerts, J., & Tucha, L. (2012). Stigma in attention deficit
hyperactivity disorder. Atten Defic Hyperact Disord, 4(3), 101-114.

https://doi.org/10.1007/s12402-012-0085-3

National Institute for Health and Care Excellence. (2011). Autism spectrum disorder in under
19s: recognition, referral and diagnosis. (Clinical Guidance CG128).

https://www.nice.org.uk/guidance/cg128

National Institute for Health and Care Excellence. (2012). Autism spectrum disorder in
adults: diagnosis and management (Clinical Guideline CG142).

https://www.nice.org.uk/guidance/cg142

National Institute for Health and Care Excellence. (2019). Attention deficit hyperactivity
disorder: diagnosis and management. (NICE Guideline NG87).

https://www.nice.org.uk/euidance/ng87

Nevill, R. E., & White, S. W. (2011). College students’ openness toward autism spectrum
disorders: Improving peer acceptance. Journal of Autism and Developmental

Disorders, 41, 1619-1628. http://dx.doi.org/10.1007/s10803-011-1189-x

NHS England. (2022). Health Survey England Additional Analyses, Ethnicity and Health,

2011-2019 Experimental statistics. https:/digital.nhs.uk/data-

andinformation/publications/statistical/health-survey-england-

additionalanalyses/ethnicity-and-health-2011-2019-experimental-statistics/wellbeing-

copy NHS England. (2023). Meeting the needs of autistic adults in mental health

services.

https://www.england.nhs.uk/long-read/meeting-the-needs-of-autistic-adults-inmental-

health-services/



IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-41

Okoye, C., Obialo-Ibeawuchi, C. M., Obajeun, O. A., Sarwar, S., Tawfik, C., Waleed, M. S.,
Wasim, A. U., Mohamoud, 1., Afolayan, A. Y., & Mbaezue, R. N. (2023). Early
diagnosis of autism spectrum disorder: A review and analysis of the risks and benefits.

Cureus, 15(8). https://doi.org/10.7759%2Fcureus.43226

Paulson, J. F., Buermeyer, C., & Nelson-Gray, R. O. (2005). Social rejection and ADHD in
young adults: An analogue experiment. Journal of Attention Disorders, 8(3), 127-135.

https://doi.org/10.1177/1087054705277203

Perry, E., Mandy, W., Hull, L., & Cage, E. (2022). Understanding Camouflaging as a
Response to Autism-Related Stigma: A Social Identity Theory Approach. Journal of
Autism and Developmental Disorders, 52(2), 800-810.

https://doi.org/10.1007/s10803-021-04987-w

*Powell, T., & Acker, L. (2016). Adults’ experience of an Asperger syndrome diagnosis:
Analysis of its emotional meaning and effect on participants’ lives. Focus on Autism
and Other Developmental Disabilities, 31(1), 72-80.

https://doi.org/10.1177/1088357615588516

*Punshon, C., Skirrow, P., & Murphy, G. (2009). The 'not guilty verdict': Psychological
reactions to a diagnosis of Asperger syndrome in adulthood. Autism, 13(3), 265-283.

https://doi.org/10.1177/1362361309103795

Richardson, W. S., Wilson, M. C., Nishikawa, J., & Hayward, R. S. (1995). The well-built
clinical question: a key to evidence-based decisions. ACP journal club, 123(3), A12—

A13. https://doi.org/10.7326/ACPJC-1995-123-3-A12

Royal College of Psychiatrists. (2023). ADHD in adults: Good practice guidance. (CR235).



IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-42

https://www.rcpsych.ac.uk/improving-care/campaigning-for-better-mental-

healthpolicy/college-reports/2023-college-reports/cr235

Russell, G., Stapley, S., Newlove-Delgado, T., Salmon, A., White, R., Warren, F., Pearson, A.,
& Ford, T. (2022). Time trends in autism diagnosis over 20 years: a UK population-
based cohort study. Journal of Child Psychology and Psychiatry, 63(6),

674-682. https://doi.org/https://doi.org/10.1111/icpp.13505

Santini, Z. 1., Koyanagi, A., Tyrovolas, S., Mason, C., & Haro, J. M. (2015). The association
between social relationships and depression: A systematic review. Journal of Affective

Disorders, 175, 53-65. https://doi.org/https://doi.org/10.1016/1.jad.2014.12.049

*Seers, K., & Hogg, R. (2023). 'Fake it ‘till you make it": Authenticity and wellbeing in late
diagnosed autistic women. Feminism & Psychology, 33(1), 23-41.

https://doi.org/10.1177/09593535221101455

Seligman, M. E. (2011). Flourish: A visionary new understanding of happiness and wellbeing.

Simon and Schuster.

Singh, V., Kumar, A., & Gupta, S. (2022). Mental Health Prevention and Promotion-A
Narrative Review. Front Psychiatry, 13, 898009.

https://doi.org/10.3389/fpsyt.2022.898009

Slepian, M. L., & Jacoby-Senghor, D. S. (2021). Identity threats in everyday life:
Distinguishing belonging from inclusion. Social psychological and personality

science, 12(3), 392-406. https://doi.org/10.1177/1948550619895008

Smith, M. C., Mukherjee, R. A., Miiller-Sedgwick, U., Hank, D., Carpenter, P., & Adamou,
M. (2024). UK adult ADHD services in crisis. BJPsych Bulletin, 48(1), 1-5.

https://doi.org/10.1192/bjb.2023.88




IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-43

*Stagg, S. D., & Belcher, H. (2019). Living with autism without knowing: receiving a
diagnosis in later life. Health Psychology and Behavioral Medicine, 7(1), 348-361.

https://doi.org/10.1080/21642850.2019.1684920

Sunkel, C., & Sartor, C. (2022). Perspectives: involving persons with lived experience of
mental health conditions in service delivery, development and leadership. BJPsych

Bull, 46(3), 160-164. https://doi.org/10.1192/bjb.2021.51

Tajfel, H., & Turner, J. (1979). An integrative theory of inter-group conflict. In J. A.
Williams & S. Worchel (Eds.), The social psychology of inter-group relations. (pp.

33-47). Belmont, CA: Wadsworth

Tennant, R., Hiller, L., Fishwick, R., Platt, S., Joseph, S., Weich, S., Parkinson, J., Secker, J.,
& Stewart-Brown, S. (2007). The Warwick-Edinburgh Mental Well-being Scale
(WEMWRBS): development and UK validation. Health and quality of life outcomes, 5,

63. https://doi.org/10.1186/1477-7525-5-63

Thapar, A., Cooper, M., & Rutter, M. (2017). Neurodevelopmental disorders. Lancet

Psychiatry, 4(4), 339-346. https://doi.org/10.1016/s2215-0366(16)30376-5

Thomas, J., & Harden, A. (2008). Methods for the thematic synthesis of qualitative research
in systematic reviews. BMC Medical Research Methodology, 8(1), 45.

https://doi.org/10.1186/1471-2288-8-45

Thompson-Hodgetts, S., Labonte, C., Mazumder, R., & Phelan, S. (2020). Helpful or
harmful? A scoping review of perceptions and outcomes of autism diagnostic
disclosure to others. Research in Autism Spectrum Disorders, 77, 101598.

http://dx.doi.org/10.1016/j.rasd.2020.101598

Toner, M., O’Donoghue, T., & Houghton, S. (2006). Living in chaos and striving for control:



IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-44

How adults with attention deficit hyperactivity disorder deal with their disorder.
International Journal of Disability, Development and Education, 53(2), 247-261.

http://dx.doi.org/10.1080/10349120600716190

Vogan, V., Lake, J. K., Tint, A., Weiss, J. A., & Lunsky, Y. (2017). Tracking health care
service use and the experiences of adults with autism spectrum disorder without
intellectual disability: A longitudinal study of service rates, barriers and satisfaction.
Disability and Health Journal, 10(2), 264-270.

https://doi.org/https://doi.org/10.1016/j.dhjo.2016.11.002

Weisler, R. H., & Goodman, D. W. (2008). Assessment and Diagnosis of Adult ADHD:
Clinical Challenges and Opportunities for Improving Patient Care [Article]. Primary
Psychiatry, 15(11), 53-64.

https://search.ebscohost.com/login.aspx?direct=true&db=asn& AN=35425178&site=¢

host-live&authtype=ip.shib&user=s1523151

Werkhoven, S., Anderson, J. H., & Robeyns, 1. A. M. (2022). Who benefits from diagnostic
labels for developmental disorders? Dev Med Child Neurol, 64(8), 944-949.

https://doi.org/10.1111/dmen.15177

Wilson, R. B., Thompson, A. R., Rowse, G., Smith, R., Dugdale, A.-S., & Freeth, M. (2023).
Autistic women's experiences of self-compassion after receiving their diagnosis in
adulthood. Autism: The International Journal of Research & Practice, 27(5), 1336-

1347. https://doi.org/10.1177/13623613221136752

Wright, N., Moldavsky, M., Schneider, J., Chakrabarti, 1., Coates, J., Daley, D., Kochhar, P.,
Mills, J., Sorour, W., & Sayal, K. (2015). Practitioner review: pathways to care for
ADHD-a systematic review of barriers and facilitators. Journal of Child Psychology

and Psychiatry, 56(6), 598-617. https://doi.org/10.1111/jcpp.12398




IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-45

Yardley L. (2000). Dilemmas in qualitative health research. Psychol. Health 15 215-228.

https://doi.org/10.1080/08870440008400302

*Young, S., Asherson, P., Lloyd, T., Absoud, M., Arif, M., Colley, W. A., Cortese, S.,
Cubbin, S., Doyle, N., Morua, S. D., Ferreira-Lay, P., Gudjonsson, G., Ivens, V.,
Jarvis, C., Lewis, A., Mason, P., Newlove-Delgado, T., Pitts, M., Read, H., . . .
Skirrow, C. (2021). Failure of Healthcare Provision for Attention-
Deficit/Hyperactivity Disorder in the United Kingdom: A Consensus Statement. Front

Psychiatry, 12, 649399. https://doi.org/10.3389/fpsyt.2021.649399

Young, S., Bramham, J., Gray, K., & Rose, E. (2008). The Experience of Receiving a
Diagnosis and Treatment of ADHD in Adulthood: A Qualitative Study of Clinically
Referred Patients Using Interpretative Phenomenological Analysis. Journal of

Attention Disorders, 11(4), 493-503. https://doi.org/10.1177/1087054707305172

Young, Z., Tickle, A., Gillott, A., & Groom, M. (2019). Psychological impact of an adult
ADHD diagnosis:“A blessing and a curse?”. Life Span and Disability, 22(2), 173-203.

http://dx.doi.org/10.13140/RG.2.2.36110.72006




IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-46

Figure and Table Captions

Fig. 1 PRISMA flowchart

Fig. 2 Conceptualisation of the findings of the systematic review

Table 1 Key concepts, keywords, and subject headings

Table 2 Final search strategy

Table 3 CASP ratings of the 18 studies included in the review

Table 4 Scores and score descriptors for CASP ratings (Duggleby et al., 2010)

Table 5 Summary of characteristics of the included studies



Fig. 1

PRISMA flowchart

Recards identifizd from®.
Databaszes (n=4036)
Peychinfo (n = 2651)
PubMed (n = 124)
CIHAHL (n = 503)
SCOPUS (n=852)

IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD

Records removed Defone

SCreeming. ) .
Duplicate records removed
(n=97)

Recorgs idantified from;
Hand search (n=2)

Records screened

|

Records excluded™
{n=3901)

Fieporis sought for retrieval

tn=41)
'

Reports assessed for eligibility
(r= 40y

Repaorts not retrieved
(n=1)

Reports sought for retrieval

Reports not retrieved
& (=0

v

Studtes included In review
in=18)
Reports of included sudies
in= 18}

Reports excluded;
Quantitative only (n=3)
Wrang participant age (n= 7)
Wrong population (n= 1)
Self-diagnosed only (n = 1}
Mo rmental health or wellbeing
data (n = 4)
Scoping review (n= 1)
Mo diagniosis data {n=2)
Theses (n=15)

| I

Reports assessed for eligibility
n=2)

Repors excluded:
n=0)

1-46



IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD 1-48

Fig. 2

Conceptualisation of the findings of the systematic review
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Table 1

Table of Key Concepts, Keywords, and Subject Headings

Concept Keywords Subject Headings e.g. MeSH
Concept 1 Attention deficit hyperactivity ~ Attention deficit hyperactivity
ASC/ADHD diagnosis 0" 4" disorder

ADHD Autism Spectrum Disorders

Autism spectrum disorders

Developmental disabilities

Autism diagnosis

ADHD diagnosis

Autism spectrum conditions

Asperger's Syndrome
Concept 2 Patient experiences Life experiences
Impact Client attitudes Client attitudes

Experiences ADHD Adult attitudes

Narratives

Lived experiences

Experiences
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Concept 3

Mental health and
wellbeing

Self perception
Wellbeing/Well being
Mental health

Quality of life
Psychological wellbeing

Self-concept

Stigma

Psychological Consequence
Mental Health
Wellbeing/Well being
Self-esteem

Quality of life

Consequence

Narratives
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Table 2

Final Search strategy

Key Concept Search Terms (Boolean)

Key concept 1: ASC/ADHD TI (“Autis*” OR “ASD” OR “Autism Spectrum Disorder*” OR
diagnosis “ASC” OR “Autism Spectrum Condition*” OR “Autis*
diagnos*” OR “Asperger*” OR “ADHD” OR “Attention Deficit
Hyperactivity Disorder®” OR “Attention Deficit-
Hyperactivity Disorder®*” OR “ADHD Diagnos*” OR

“Developmental disability*”’)

OR

AB (“Autis*” OR “ASD” OR “Autism Spectrum Disorder*”
OR “ASC” OR “Autism Spectrum Condition*” OR “Autis*
diagnos*” OR “Asperger*” OR “ADHD” OR ““Attention
Deficit Hyperactivity Disorder*” OR “Attention Deficit-
Hyperactivity Disorder®*” OR “ADHD Diagnos*” OR

“Developmental disability*”’)
AND

Key Concept 2: Impact TI (“Experience*” OR “Perspective*” OR “View*” OR
“Perception*” OR “Attitude*” OR “Lived experience*” OR
“Life experience*” OR “Phenomenolog*” OR “Narrative*” OR
“Consequence*” OR “Patient experience*” OR “Patient
perspective*” OR “Patient attitude*” OR “Patient opinion*”

OR “Patient perception*” OR “Patient feeling*”’)

OR
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AB (“Experience*” OR “Perspective*” OR “View*” OR
“Perception*” OR “Attitude™” OR “Lived experience*” OR
“Life experience*” OR “Phenomenolog*” OR “Narrative*” OR
“Consequence™®” OR “Patient experience*” OR “Patient
perspective®*” OR “Patient attitude*” OR “Patient opinion*”

OR “Patient perception*” OR “Patient feeling*”)

AND

Key Concept 3: Mental
health and wellbeing

TI (“Wellbeing” OR “Well-being” OR “Well being” OR
“Mental health” OR “Psychological well-being” OR
“Psychological wellbeing” OR “Quality of life” OR “Wellness”
OR “Psychological consequence*”” OR “Self-concept” OR

“Self-esteem”)

OR

AB (“Wellbeing” OR “Well-being” OR “Well being” OR
“Mental health” OR “Psychological well-being” OR
“Psychological wellbeing” OR “Quality of life” OR “Wellness”
OR “Psychological consequence*”” OR “Self-concept” OR

“Self-esteem”)




Table 3

CASP Ratings of the 18 Studies Included in the Review

IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD

Author Research ~ Sampling Data Reflexivity  Ethical Data Findings Value Total
(Year) Design Collection Issues Analysis
Aoki et al. 2 2 3 1 1 2 3 2 16
(2020)
Atherton et 3 2 3 1 1 2 3 3 18
al. (2022)
Finch et al. 2 3 3 1 2 3 3 3 20
(2022)
Fleischmann 2 2 3 2 2 3 3 3 20
&
Fleischmann
(2012)
Ghanouni & 2 3 3 2 2 3 3 3 21
Seaker
(2023)
Hallerdd et 3 3 3 2 1 3 3 3 21
al. (2015)
Harmens et 2 2 3 2 2 2 2 3 18

al. (2022)

1-53
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Hickey et al. 2 3 3 2 1 2 3 2 18
(2018)

Leedham et 2 2 2 2 1 2 3 3 17
al. (2020)

Lewis 2 2 2 2 1 2 3 2 16
(2016)

Lupindo et 2 3 3 3 2 3 3 3 22
al. (2023)

Morgan 2 2 2 3 2 2 3 3 19
(2023)

Powell & 2 2 2 1 1 2 3 2 15
Acker

(2016)

Punshon et 2 3 2 1 1 2 3 2 16
al. (2009)

Seers & 3 2 2 2 1 2 3 2 17
Hogg

(2023)

Stagg & 3 2 2 2 1 3 3 3 19
Belcher

(2019)
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Wilson 3 2 3 2 1 3 3 3 20
Young 2 2 3 1 1 2 3 2 16
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Table 4
Scores and score descriptors for CASP ratings (Duggleby et al., 2010)
Score Score Description
1 Weak - little to no justification and/or explanation of the issue addressed by
the CASP question
2

Moderate — the issue is addressed but is not fully elaborated on or fully
justified

3 Strong — the issue is addressed, justified, and explained extensively
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Table 5
Summary of characteristics of the included studies
Author (Year) = ASC/ADHD  Research Aims Methodology Participants Location
Aoki et al. ADHD To explore and understand the ~ Semi-structured 12 individuals aged 20 and Japan
(2020) diagnosis-related experiences interviews. Thematic over, diagnosed with ADHD
of adults diagnosed with analysis. in adulthood.
ADHD.
Athertonetal. ASC To explore identity, quality of  Semi-structured 8 adults with ASC (4 male, 4 UK
(2022) life, and impact of late interviews. Interpretive  female) who received an ASC
diagnosis in autistic adults. phenomenological diagnosis over the age of 18.
analysis.
Finch et al. ASC To better understand the Interviews. Thematic 29 adults with ASC (16 male, UK
(2022) quality of life of autistic analysis. 13 female) aged 20-71, 27 of
adults. whom received an ASC
diagnosis as an adult.
Fleischmann ADHD To investigate how adults with ~ Analysis of existing 71 personal narratives of Not reported
& ADHD view the course of online data. Grounded  individuals diagnosed with

their lives.

theory.

ADHD as an adult.



Fleischmann
(2012)
Ghanouni &
Seaker (2023)

Hallerod et al.
(2015)

Harmens et al.

(2022)

Hickey et al.
(2018)

ASC

ADHD

ASC

ASC

IMPACT OF ADHD AND ASC DIANOSIS IN ADULTHOOD

To investigate the lived
experiences of individuals
diagnosed with ASC during
adulthood.

To explore how adults perceive
and experience being

diagnosed with ADHD.

To examine the experiences of
autistic women in relation to
mental health, wellbeing, and

the role of diagnosis.

To explore the lived
experience of autism in older
adulthood and perceptions of

diagnosis.

Semi-structured
interviews. Access to

Health framework.

Interviews.

Phenomenography.

Analysis of existing
online data (blogs).

Thematic analysis.

Semi-structured
interviews. Thematic

analysis.

13 individuals with ASC aged
27 - 53, diagnosed between

the ages of 18 - 52.

21 individuals (10 male, 11
female) diagnosed with

ADHD during the research

period.

20 blogs written by 23 women
with ASC. 22 had a formal
ASC diagnosis and 21 were

diagnosed as adults.

13 individuals (10 male, 3
female) diagnosed with ASC

as adults.

1-58

Canada

Sweden

UK, Australia,
Canada, USA.

UK



Leedhametal. ASC
(2020)

Lewis (2016)  ASC

Lupindoetal. ASC
(2023)
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To understand the lived
experience of females who
receive an ASC diagnosis in

middle to late adulthood.

To explore the experience of
receiving an ASC diagnosis in

adulthood.

To explore the impact of late

diagnosis of ASC on males.

Semi-structured
interviews. Interpretive
phenomenological

analysis.

Online survey.
Descriptive

phenomenology.

Interviews. Thematic

analysis.

11 females diagnosed with

ASC at age 40 or over.

77 individuals (40 males, 32
females, 4 other) who received
an ASC diagnosis between the

ages of 18 — 60.

10 males over the age of 25,
diagnosed with ASC at age 18

Or over.

1-59

UK

Australia,
Belgium,
Canada, Finland,
Ireland, The
Netherlands,
Norway,
Scotland,
Singapore,
Sweden, UK,
USA.

South Africa.



Morgan
(2023)

Powell &
Acker (2016)

Punshon et al.

(2009)

Seers & Hogg
(2023)

ADHD

ASC
(Asperger
Syndrome)

ASC

(Asperger
Syndrome)

ASC
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To document the lived
experience of an ADHD

diagnosis in adulthood.

To explore experiences of AS
diagnosis and how it affects

individuals’ lives.

To identify experiences of
adults with AS related to their
diagnosis and how services
might help individuals adjust

to diagnoses.

To understand the impact of
cultural norms on women’s
construction of the self within
the context of an ASC

diagnosis.

Narrative interviews.

Grounded theory.

Surveys. Thematic

analysis.

Semi- structured
interviews. Interpretive
phenomenological

analysis.

Semi-structured
interviews. Thematic

analysis.

52 females aged 19 - 56
diagnosed with ADHD as
adults.

74 adults diagnosed with AS

at an adult diagnostic clinic.

10 individuals (7 male, 3
female) aged 22 — 45
diagnosed with AS between
the ages of 21 — 44.

8 females aged 24 — 53
diagnosed with ASC between
the ages of 23 — 53.

1-60

UK

Not reported

UK

Australia



Stagg &
Belcher
(2019)

Wilson et al.

(2023)

Young et al.
(2008)

ASC

ASC

ADHD
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To explore autistic women’s
experiences of diagnosis

related to self-compassion.

To evaluate the psychological
impact of diagnosis of ADHD
in adulthood, including
perception of self and the
future.

Interviews. Interpretive
phenomenological

analysis.

Semi-structured
interviews. Interpretive
phenomenological

analysis.

11 females who were UK

diagnosed with ASC as adults.

8 individuals (4 male, 4 UK
female) aged 21 — 50

diagnosed with ADHD as

adults.
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Section One Appendices

Appendix 1 Example of stages of analysis for theme 1: “Beliefs about diagnoses

impact adults’ experiences of being diagnosed”

Appendix 2 Excerpt of the reflective log

Appendix 3 Journal of Autism and Developmental Disorders manuscript submission

guidelines
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Example of stages of analysis for theme 1: “Beliefs about diagnoses impact adults’
experiences of being diagnosed”

Key Quote

Initial Codes

Descriptive

Themes

Analytical
Themes

It could also be the result of
stigmatization, in the sense of
having a characteristic which
makes a person differ from the
norm in a certain context,
resulting in devaluation: “I
don’t say [ have ADHD, I say
that [ have dyslexia, ADHD
sounds so ugly in everyday
speech”

Stigma towards
diagnosis

Charlotte explained that her
diagnosis of autism and ADHD
“crossed the line and I couldn’t
cope with it because of my own
internalized ableism”.

Ableism

Once they had been diagnosed
with ADHD and realized that it
was a developmental disorder,
their latent stigmas started to
emerge and reflect back as self-
stigmas: “[People with
developmental disorder] seem
to be odd.”

Self-Stigma

It was experienced as less
disparaging to have ADHD
than to be categorised as, for
example, “a disruptive child”,
“impolite”, or “non-chalant”.

Diagnosis
reducing stigma

The impact of stigma

Beliefs about
diagnoses impact

adults’ experiences
of being diagnosed
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Participants described learning | Diagnosis is a
to see the benefits of having strength
ASD and to embrace their
differences, as one said, “I also
understand that some of the
personality traits which others
led me to believe were faults or
failings are not so, and may be
applied in ways which render
them as assets”

Some positive traits were Diagnosis is Impact of positive
attributed to ADHD and positive perceptions of being
perceived as resources, such as diagnosed

creativity, new thinking,
passion, quickness and
productivity: “I see ADHD as
something positive, almost
more positive than negative.

More than anything, a diagnosis| Diagnosis is
was  empowering as it empowering
demystified their social
differences, providing a logical,
scientific explanation for their

experiences.

The experience of increased Diagnosis
value meant treating themselves|
kindly and not tolerating bad|
treatment from others: “I’ve
probably become tougher, I
think ... now I know why they
can’t get on my case ... [ don’t
have to take any crap”

increases
resilience
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Having ADHD was less
harmful to identity than being
characterized as “stupid”,
“lazy”, “angry”, “bad
tempered”, “aggressive”, or

“Crazy”

Diagnostic label is
better than others

Certain participants expressed
negative feelings “shocked
because I didn’t think I had it”
and “anger than I’'m the on in a
hundred”.

Negative feelins
towards being
diagnosed

But also frustrations about what
this might mean for their sense
of identity and the potential for
diagnosis to be limiting forced
them to question themselves:
“... I thought ‘am I just
anything other than these
isymptoms?’ Um, that really
upset me ... I sort of started
doubting my ability to do my
job.”

Diagnosis is

limiting

“[People with developmental

Disgust towards

‘developmental disorder’. It
seemed to indicate lack of
development and looking
stupid.”

disorder] seem to be odd. I was diagnosis
shocked and felt disgusted that

[ was also one of those

oddballs.”

“I disliked the word Dislike of

diagnostic labels

Many participants had negative
attitudes and biased views
toward developmental
disorders.

Negative attitudes
towards diagnoses

Impact of negative
perceptions of

diagnoses
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Appendix 2
Excerpt of the Reflective Log

“Whilst analysing the papers within the review [ was aware of the potential impact of my
previous work experience, particularly working alongside women who were diagnosed with
ASC or ADHD in adulthood. I am aware through my work and the development of by
empirical research that there are gender differences in rates and timeliness of ASC and
ADHD diagnosis. I noticed, particularly when anaylsing papers exploring the experiences of
late diagnosis in women, that [ was formulating ideas about the impact of late diagnosis
based on gender, when gender was not being raised as an impacting factor by the participants
within the studies. Ensuring my descriptive codes and themes stayed close to the original text
was important in supporting me to ensure my own knowledge and opinions did not influence
the analysis. Reflecting on this has also been helpful when thinking about the design and

analysis of my empirical study.”
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Appendix 3

Journal of Autism and Developmental Disorders Manuscript Submission Guidelines

Instructions for Authors
Editorial procedure
Double-Anonymous Peer Review
MANUSCRIPT FORMAT
All JADD manuscripts should be submitted to Editorial Manager in 12-point Times New
Roman with standard 1-inch borders around the margins. Please disregard the suggestion of
10-point font in the Text section below.
APA Style
APA Publication Manual standards must be followed.
As of January 20, 2011, the Journal has moved to a double-anonymous review process.
Therefore, when submitting a new manuscript, DO NOT include any of your personal
information (e.g., name, affiliation) anywhere within the manuscript. When you are ready to
submit a manuscript to JADD, please be sure to upload these 3 separate files to the Editorial
Manager site to ensure timely processing and review of your paper:
« Atitle page with the running head, manuscript title, and complete author information.
Followed by (page break) the Abstract page with keywords and the corresponding author
e-mail information.
The anonymized manuscripts containing no author information (no name, no
affiliation, and so forth).
Types of papers
Articles, Commentaries Brief Reports, Letters to the Editor
*JADD is no longer accepting manuscripts with only one participant or group studies without
an appropriate comparison group.
«  The preferred article length is 20-23 double-spaced manuscript pages long (not
including title page, abstract, tables, figures, addendums, etc.) Manuscripts of 40
doublespaced pages (references, tables and figures counted as pages) have been
published. The reviewers or the editor for your review will advise you if a longer
submission must be shortened.
Review your manuscript for these elements

1. Order of manuscript pages:
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- Title Page with all Author Contact Information & Abstract with keywords and
the corresponding author e-mail information.

« Anonymized Abstract, manuscripts and References without contact

information
« Appendix
+  Figure Caption Sheet
- Figures
« Tables

2. JADD submissions should include:
+ A structured abstract with the Purpose, Methods, Results, and Conclusion. [
COI and other author statements placed on the title page.
«  No more than 40 double-spaced pages, including double-spaced references
(with hanging indents), tables, and figures.
« Tables and Figures placed at the end of the manuscript with callouts in the

text.

Manuscript Submission

Submission of a manuscript implies: that the work described has not been published before;
that it is not under consideration for publication anywhere else; that its publication has been
approved by all co-authors, if any, as well as by the responsible authorities — tacitly or
explicitly — at the institute where the work has been carried out. The publisher will not be

held legally responsible should there be any claims for compensation.
Permissions

Authors wishing to include figures, tables, or text passages that have already been published
elsewhere are required to obtain permission from the copyright owner(s) for both the print
and online format and to include evidence that such permission has been granted when
submitting their papers. Any material received without such evidence will be assumed to

originate from the authors.

Online Submission
Please follow the hyperlink “Submit manuscript” and upload all of your manuscript files

following the instructions given on the screen.
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Source Files

Please ensure you provide all relevant editable source files at every submission and revision.
Failing to submit a complete set of editable source files will result in your article not being
considered for review. For your manuscript text please always submit in common word

processing formats such as .docx or LaTeX.

Suggestions for Inclusive Language in JADD Submissions

JADD Inclusive Language Guide (Download pdf, 134 kB)
Title Page

Please make sure your title page contains the following information.
Title
The title should be concise and informative.
Author information
+  The name(s) of the author(s)
« The affiliation(s) of the author(s), i.e. institution, (department), city, (state), country
« Aclear indication and an active e-mail address of the corresponding author
« Ifavailable, the 16-digit ORCID of the author(s)
If address information is provided with the affiliation(s) it will also be published.
For authors that are (temporarily) unaffiliated we will only capture their city and country of
residence, not their e-mail address unless specifically requested.
Large Language Models (LLMs), such as ChatGPT, do not currently satisfy our authorship
criteria. Notably an attribution of authorship carries with it accountability for the work, which
cannot be effectively applied to LLMs. Use of an LLM should be properly documented in the
Methods section (and if a Methods section is not available, in a suitable alternative part) of
the manuscript.
Abstract
Please provide a structured abstract of 150 to 250 words which should be divided into the
following sections:
«  Purpose (stating the main purposes and research question)
+  Methods
« Results

«  Conclusion
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Keywords
Please provide 4 to 6 keywords which can be used for indexing purposes.
Statements and Declarations
The following statements should be included under the heading "Statements and
Declarations" for inclusion in the published paper. Please note that submissions that do not
include relevant declarations will be returned as incomplete.
+  Competing Interests: Authors are required to disclose financial or non-financial
interests that are directly or indirectly related to the work submitted for publication.
Please refer to “Competing Interests and Funding” below for more information on
how to complete this section.
Please see the relevant sections in the submission guidelines for further information as well as
various examples of wording. Please revise/customize the sample statements according to
your own needs.
Text
Text Formatting
Manuscripts should be submitted in Word.
« Use anormal, plain font (e.g., 10-point Times Roman) for text.
+ Use italics for emphasis.
« Use the automatic page numbering function to number the pages.
« Do not use field functions.
+ Use tab stops or other commands for indents, not the space bar.
« Use the table function, not spreadsheets, to make tables.
« Use the equation editor or MathType for equations.
« Save your file in docx format (Word 2007 or higher) or doc format (older Word
versions).
Headings
Please use no more than three levels of displayed headings.
Abbreviations
Abbreviations should be defined at first mention and used consistently thereafter.
Footnotes
Footnotes can be used to give additional information, which may include the citation of a

reference included in the reference list. They should not consist solely of a reference citation,
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and they should never include the bibliographic details of a reference. They should also not
contain any figures or tables.
Footnotes to the text are numbered consecutively; those to tables should be indicated by
superscript lower-case letters (or asterisks for significance values and other statistical data).
Footnotes to the title or the authors of the article are not given reference symbols. Always
use footnotes instead of endnotes.
Acknowledgments
Acknowledgments of people, grants, funds, etc. should be placed in a separate section on the
title page. The names of funding organizations should be written in full.
Body
«  The body of the manuscript should begin on a separate page. The manuscript page
header (if used) and page number should appear in the upper right corner. Type the
title of the paper centered at the top of the page, add a hard return, and then begin the
text using the format noted above. The body should contain:
+ Introduction (The introduction has no label.)
+  Methods (Center the heading. Use un-centered subheadings such as: Participants,
Materials, Procedure.)
+ Results (Center the heading.)

« Discussion (Center the heading.)
Headings

Please use no more than three levels of displayed headings.

Level 1: Centered

Level 2: Centered Italicized

Level 3: Flush left, Italicized

Footnotes

Center the label “Footnotes” at the top of a separate page. Footnotes can be used to give
additional information, which may include the citation of a reference included in the
reference list. They should not consist solely of a reference citation, and they should never
include the bibliographic details of a reference. They should also not contain any figures or

tables.

Footnotes to the text are numbered consecutively; those to tables should be indicated by

superscript lower-case letters (or asterisks for significance values and other statistical data).
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Footnotes to the title or the authors of the article are not given reference symbols. Always
use footnotes instead of endnotes. Type all content footnotes and copyright permission
footnotes together, double-spaced, and numbered consecutively in the order they appear in
the article. Indent the first line of each footnote 5-7 spaces. The number of the footnote
should correspond to the number in the text. Superscript arabic numerals are used to indicate
the text material being footnoted.
Terminology
+ Please always use internationally accepted signs and symbols for units (SI units).
References
Citation
Cite references in the text by name and year in parentheses. Some examples:
« Negotiation research spans many disciplines (Thompson, 1990).
« This result was later contradicted by Becker and Seligman (1996).
+ This effect has been widely studied (Abbott, 1991; Barakat et al., 1995; Kelso &
Smith, 1998; Medvec et al., 1999).
Authors are encouraged to follow official APA version 7 guidelines on the number of authors
included in reference list entries (i.e., include all authors up to 20; for larger groups, give the
first 19 names followed by an ellipsis and the final author’s name). However, if authors
shorten the author group by using et al., this will be retained.
Reference list
The list of references should only include works that are cited in the text and that have been
published or accepted for publication. Personal communications and unpublished works
should only be mentioned in the text.
Reference list entries should be alphabetized by the last names of the first author of each
work.
Journal names and book titles should be italicized.
If available, please always include DOIs as full DOI links in your reference list (e.g.
“https://doi.org/abc”).
« Journal article Grady, J. S., Her, M., Moreno, G., Perez, C., & Yelinek, J. (2019).
Emotions in storybooks: A comparison of storybooks that represent ethnic and racial
groups in the United States. Psychology of Popular Media Culture, 8(3), 207-217.
https://doi.org/10.1037/ppm0000185
« Article by DOI Hong, 1., Knox, S., Pryor, L., Mroz, T. M., Graham, J., Shields, M. F.,
& Reistetter, T. A. (2020). Is referral to home health rehabilitation following inpatient
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rehabilitation facility associated with 90-day hospital readmission for adult patients
with stroke? American Journal of Physical Medicine & Rehabilitation. Advance
online publication. https://doi.org/10.1097/PHM.0000000000001435

Book Sapolsky, R. M. (2017). Behave: The biology of humans at our best and worst.

Penguin Books.

Tables

Book chapter Dillard, J. P. (2020). Currents in the study of persuasion. In M. B.
Oliver, A. A. Raney, & J. Bryant (Eds.), Media effects: Advances in theory and
research (4th ed., pp. 115-129). Routledge.

Online document Fagan, J. (2019, March 25). Nursing clinical brain. OER Commons.
Retrieved January 7, 2020, from https://www.oercommons.org/authoring/53029-

nursingclinical-brain/view

All tables are to be numbered using Arabic numerals.

Tables should always be cited in text in consecutive numerical order.

For each table, please supply a table caption (title) explaining the components of the
table.

Identify any previously published material by giving the original source in the form of
a reference at the end of the table caption.

Footnotes to tables should be indicated by superscript lower-case letters (or asterisks
for significance values and other statistical data) and included beneath the table body.
Each table should be inserted on a separate page at the back of the manuscript in the
order noted above. A call-out for the correct placement of each table should be
included in brackets within the text immediately after the phrase in which it is first

mentioned. Copyright permission footnotes for tables are typed as a table note.

Figure Lettering

To add lettering, it is best to use Helvetica or Arial (sans serif fonts).

Keep lettering consistently sized throughout your final-sized artwork, usually about
2-3 mm (8-12 pt).

Variance of type size within an illustration should be minimal, e.g., do not use 8-pt
type on an axis and 20-pt type for the axis label.

Avoid effects such as shading, outline letters, etc.

Do not include titles or captions within your illustrations.

Figure Numbering

All figures are to be numbered using Arabic numerals.
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Figures should always be cited in text in consecutive numerical order.
«  Figure parts should be denoted by lowercase letters (a, b, c, etc.).
- If an appendix appears in your article and it contains one or more figures, continue the
consecutive numbering of the main text. Do not number the appendix figures,"Al, A2,
A3, etc." Figures in online appendices [Supplementary Information (SI)] should,
however, be numbered separately.
Figure Captions
« Each figure should have a concise caption describing accurately what the figure
depicts. Include the captions in the text file of the manuscript, not in the figure file. [
Figure captions begin with the term Fig. in bold type, followed by the figure number,
also in bold type.
«  No punctuation is to be included after the number, nor is any punctuation to be placed
at the end of the caption.
« Identify all elements found in the figure in the figure caption; and use boxes, circles,
etc., as coordinate points in graphs.
+ Identify previously published material by giving the original source in the form of a
reference citation at the end of the figure caption.
Figure Placement and Size
+ Figures should be submitted within the body of the text. Only if the file size of the
manuscript causes problems in uploading it, the large figures should be submitted
separately from the text.
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Abstract

Increased rates of autism spectrum condition (ASC) diagnosis in adulthood have been
observed within the UK. For those diagnosed in adulthood, initial diagnoses of mental health
difficulties are commonly given, including personality disorders (PD). This study aimed to
explore the lived experiences of accessing secondary mental health services (SMHS) from
the perspective of autistic adults who were initially diagnosed with a PD. Six autistic adults
took part in semi-structured interviews, which were recorded and transcribed before being
analysed using Interpretative Phenomenological Analysis. The analysis generated four
themes: (1) Realising the nuances of having a diagnosis and having a diagnostic label, (2) “A
steep learning curve”: seeking understanding amongst misconceptions, (3) Having a voice in
secondary mental health services: a dichotomy of control and helplessness, and (4)
Compassion cultivates compassion: service and individual level disparities in care. The
research highlighted negative experiences in SMHS across the two diagnoses. Clinical
implications consider the roles of stigma and misconceptions, alongside existing best practice

guidelines.

Keywords: autism, personality disorder, secondary mental health services, lived experience
Introduction
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The National Institute for Health and Care Excellence (NICE) describes Autism
Spectrum Condition (ASC) as a lifelong neurodevelopmental condition with a prevalence
rate of 1% across the lifespan. Core features of ASC include “persistent difficulties in social
interaction and communication and the presence of stereotypic behaviours, resistance to
change or restricted interests” (NICE, 2012). Perspectives from the neurodivergent
community describe challenges associated with ASC as mutual difficulties rather than
impairments specific to ASC. For example, reduced theory of mind is commonly associated
with ASC, but has been described by one autistic researcher as mutual difficulties in relating
that exist between neurodivergent and neurotypical individuals (Milton, 2014). It has been
argued that the deficit-based language within the medical model of ASC, as opposed to more
positive language associated with a social model of disability, may be exacerbating
challenges experienced by autistic people, including mental health difficulties (Woods, 2017).

Changes in the diagnostic criteria for ASC within the Diagnostic and Statistical
Manual of Mental Disorders, fifth edition (DSM-V) (American Psychiatric Association,
2013) have contributed to an increased number of adults being diagnosed with ASC
(FusarPoli et al., 2020). Adults and females have been highlighted as the populations with the
highest increase in incidences of ASC diagnosis in the UK between 1998-2018 (Russell et
al., 2022). ASC being missed during childhood has been hypothesised as a causal factor for
the increased number of late diagnoses. It is suggested that initial presentation to services in
childhood is often related to a co-morbid mental health difficulty which overshadows ASC,
particularly in females (Aggarwal & Angus, 2015; Fusar-Poli et al., 2022).

One study exploring undiagnosed ASC reported that 75.4% of participants had their
ASC missed during their first mental health evaluation, most of whom received treatment for a
mental health condition (Gesi et al., 2021). The average time between initial mental health

evaluation and a diagnosis of ASC for these individuals was eight years. Individuals whose
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diagnosis of ASC was given later in life have described their diagnosis as empowering,
improving their life through increased understanding of their difficulties, and helping to reduce
distress associated with mental health difficulties (Leedham et al., 2019; Seers & Hogg, 2023;
Wilson et al., 2023).

NICE (2012) outlines recommendations for treating co-existing mental health
conditions for autistic adults within their autism clinical guidance. The guidelines outline that
the co-occurring mental health disorders should be treated by following the associated NICE
guidelines, with adaptations to make the intervention more accessible. Qualitative literature
highlights, however, that this is not necessarily the experience of those with lived experience
of receiving a diagnosis of ASC after an initial mental health diagnosis. Autistic individuals
reported that professionals involved in their care did not believe they had ASC, and described
therapy to treat the previously diagnosed mental health condition as ineffective (Went, 2016).

Autistic individuals, including those querying a diagnosis of ASC, have been found to
be more likely to disagree with their mental health diagnoses than non-autistic individuals
(Au-Yeung et al., 2018). Qualitative research has revealed that some autistic individuals
describe their mental health diagnoses as misdiagnoses and have experienced being
misdiagnosed as detrimental to their wellbeing (Bargiela et al., 2016; Went, 2016).
Furthermore, realising a diagnosis of ASC in adulthood can have a positive impact on
wellbeing through allowing the individual to dissociate themselves from mental health
diagnoses (Stagg & Belcher, 2019).

Personality Disorders (PD) have been found to be a frequently occurring mental
health condition diagnosed within the ASC population (Fusar-Poli et al., 2020), including
borderline and schizoid PDs. This was not reflected in a recent meta-analysis by Lai et al.
(2019), however the analysis excluded papers that only investigated “lifelong” diagnoses,

which PD’s have historically been conceptualised as (Biskin, 2015), though this
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understanding is changing as traits associated with PD have been acknowledged to resolve
over time (APA, 2013).

Social and emotion regulation difficulties have been identified as overlapping features
of ASC and PDs (Gordon et al., 2020), alongside an increased vulnerability to trauma
(Dell’Osso et al., 2023). The risk of suicide and exposure to physical and sexual abuse often
associated with PDs has also been found to be linked with ASC traits, with higher risk
associated with the presence of ASC traits in individuals diagnosed with PD (Dell'Osso et al.,
2018). These overlapping diagnostic criteria, alongside clinicians’ reported lack of confidence
and knowledge diagnosing autism (Corden et al., 2022), may explain misdiagnosis of PDs
when prescriptive, diagnostic approaches to assessment are followed.

Stigma surrounding PD diagnoses is well documented (Lamph et al., 2022; McKenzie
et al., 2021), and may influence an autistic individual’s decision to reject the diagnosis as a
misdiagnosis. However, mental health professionals may understand the two diagnoses as
comorbidities (Powell et al., 2024). This disparity in the understanding of whether ASC is a
comorbid diagnosis or a diagnosis that replaces an incorrect PD diagnosis may have
detrimental effects for autistic adults. PD stigma has been associated with shortcomings in
the care provided to individuals with the diagnosis (Klein et al., 2022). One review exploring
the literature investigating mental health professionals’ attitudes towards BPD highlighted
that professionals had attitudes that were more negative overall towards those with BPD than
those with other diagnoses such as depression (McKenzie et al., 2022).

Positive experiences of relationships with mental health professionals can increase the
effectiveness of mental health treatment (Horvath et al., 2011). This impact has been
evidenced within the research for both PD (Bedics et al., 2015) and ASC (Brewe et al., 2021)
interventions. However, perhaps due to stigma associated with the diagnoses, autistic adults

and adults diagnosed with PDs report difficult experiences within secondary mental health
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services. Adults diagnosed with PD experience difficulties with staff (Rogers & Dunne, 2011)
and a lack of knowledge about PD (Barr et al., 2020) as contributing factors to their
challenges within mental health services. Similarly, autistic adults report a lack of
understanding of ASC amongst mental health service staft (Powell & Acker, 2016) and
difficulties relating to staff members (Maloret & Scott, 2018) within secondary mental health
services. There is an absence of the experiences of those diagnosed with PD and ASC within
the literature exploring secondary mental healthcare experiences, despite this being a
common comorbidity or pattern of misdiagnosis.

The experiences of autistic adults accessing secondary mental health services, the care
provided, and adapting treatment to account for ASC has yet to be explored from the point of
view of those receiving such care having previously been diagnosed with a PD. This study
aims to explore the secondary mental healthcare experiences of autistic adults diagnosed with
a PD. Two questions will be addressed within the research: (1) Do individuals with a
diagnosis of PD who are later diagnosed with ASC experience adaptations of their care
related to their ASC diagnosis? and (2) Do individuals with a diagnosis of PD who are later
diagnosed with ASC experience changes in their relationship with secondary mental health
services post ASC diagnosis?

Method
Design

The study aimed to explore the lived experiences of secondary mental health services
(SMHS), including the common themes within the sample and the range of experiences
across the sample. Interpretive Phenomenological Analysis (IPA) was chosen as the most
appropriate method of analysis across the six semi-structured interviews as it allows the
exploration of the meaning that individuals make of their lived experiences alongside the

development of common themes across those experiences. IPA is built upon the double
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hermeneutic of the researcher making efforts to make sense out of the individual's attempts to
make sense out of their experiences (Smith, 2011). IPA’s idiographic approach involves
finding sense and meaning within personal narratives through the detailed examination of
individual lived experience accounts (Smith, 2011). Using IPA, the study aimed to uncover
the meaning participants made of their experiences within SMHS through in-depth analysis
of their individual experiences. This study employed IPA by developing broad themes
alongside more detailed, nuanced narratives of the lived experiences of secondary mental
health services shared by the participants.

Participants and Recruitment

Participants were recruited initially via secondary mental health services across two
NHS trusts, with a secondary recruitment phase employed following amendments submitted
to the Research Ethics Committee (REC) during which participants were recruited via social
media. Recruiting teams within the NHS included community mental health services and
specialist personality disorder services, and the study was advertised through email
correspondence with team leaders and psychologists and the researcher’s attendance at best
practice group meetings.

Inclusion and exclusion criteria were developed to ensure homogeneity within the
participant group, which is important given IPA’s ideographic approach which infers
similarities in experiences across individual narratives (Pietkiewicz & Smith, 2014). The
inclusion criteria specified that participants must have received a diagnosis of PD prior to
their diagnosis of ASC, and that both diagnoses must have been received after the age of 18
due to the disagreement amongst professionals regarding the validity and ethical
considerations of PD diagnoses in adolescence (Kaess et al., 2014). The ASC diagnosis must
have been received within 5 years; this timeframe was chosen to allow for a good enough

memory of their experiences of mental health services since the diagnosis. Information
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regarding whether the PD diagnosis was retained following ASC diagnosis was not sought,
though this is represented within the results if raised by participants within their interviews.
Experiences of secondary mental health services post PD and ASC diagnoses were essential,
and each diagnosis was required to have been formally given by a qualified mental health
professional. Finally, participants were required to speak and understand English due to the
challenges associated with accessing suitable translators within the timeframe of the study. A
screening questionnaire was provided to potential participants to collect information to
ensure these criteria were met (Appendix 1).

Six autistic adults were recruited, three via NHS services and three via social media.
The time elapsed between PD and ASC diagnosis varied from 4 to 19 years across the sample
and is represented in Table 1. Demographics such as age, race, and ethnicity were not
collected for the purpose of this study. Links between rates of PD and ASC diagnoses and the
treatment of autistic adults and adults with PD associated with gender and race have been
documented (Bjorklund, 2006; Dehlbom et al., 2022; Green et al., 2019; Haney, 2016; Lamph
et al., 2023; Tromans et al., 2021). Collection of this demographic data may have influenced
potential researcher bias during analysis due to pre-existing knowledge of these issues, and
this bias may then affect potential future audiences, influencing assumptions about the
experiences shared within the study based on these demographics. However, where issues
pertaining to specific demographics such as gender and race were explored by participants
within their narratives, they are made explicit within the analysis and results.

[INSERT TABLE 1 HERE]

Data Collection

Following determination of suitability for the study via the screening questionnaire,
participants’ consent was obtained via a consent form that was emailed to each participant,

alongside any further information requested via the screening questionnaire, including the
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interview topic guide for some. Interviews were offered face to face (for those recruited via
NHS services only), telephone, and Microsoft Teams (MSTeams); all participants were
interviewed via MSTeams, with reasonable adjustments such as keeping cameras off during
the interview. The interview topic guide (Appendix 2) was developed by the researcher in
collaboration with an adult with lived experience of accessing secondary mental health
services whilst diagnosed with PD, and guidance for developing an interview topic guide in
IPA (Smith et al., 2009) was considered. Questions not included in the interview schedule
were asked when appropriate to elicit sufficient information to address the research question.
The interviews required flexibility to allow for follow-up questions to explore the issues
raised in more detail when needed, including when topics were raised by the participants that
had not been planned for within the interview topic guide. All interviews were recorded using
MSTeams and were transcribed verbatim by the researcher.
Analysis

Many variations of analysis exist within IPA (Smith, 2007) and it is flexible as a
method of analysis, with guidelines that researchers can adapt to best fit their research aims
(Pietkiewicz & Smith, 2014). The Murray and Wilde (2020) method of analysis was adopted
to allow the focus of the analysis to be held on the participants’ experiences and meaning-
making, in line with the research aim, using a method that aims to cultivate proficiency in
applying the principles of IPA for novice IPA researchers. The development of initial discrete
themes for each interview allowed for a deeper understanding of the meaning made by the
participants through the development of individual narratives relating to the initial themes.

Interviews were analysed individually, beginning with the development of initial
codes summarising the data that was relevant to the research question. Coding focused on
participants’ experiences and perceptions of SMHS related to their diagnosis of PD and/or

ASC, particularly concerning their relationships within the services and the treatment they
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received. Codes were developed by making descriptive and interpretive notations alongside
the transcript that stayed close to the participant’s experiences and sense-making. An excerpt
of this process is presented within Appendix 3.

The codes generated were then grouped with similar codes within the transcript to
capture the key elements of meaning in the participant’s narrative. These groups were then
described through the generation of an interpretive narrative summary, and these summaries
were given a title that represented the theme. Key quotes that captured the participant’s
experiences were presented alongside the narrative summaries, as shown in Appendix 4. The
analysis was provided to the research supervisor to allow for feedback and quality appraisal.

Throughout the analysis of individual interview transcripts, the researcher used
bracketing (Dorfler & Stierand, 2021) to reflect upon their own biases and assumptions and
set these aside to ensure a better understanding of the participants’ experiences, exemplified
within the critical appraisal.

Once this process had been repeated across the six interview transcripts, initial themes
were combined and grouped according to similarities in the meaning the participants made
from their individual experiences to generate the final themes within the data. Individual
participant themes that did not directly correspond to one final theme were disaggregated,
and subthemes represented within them were grouped within the final themes with
consideration to similarities in the meaning making within them. Final themes were shared
and discussed with the research supervisor who advised further developing initial drafts of
themes to more interpretive and less descriptive themes. The individual participant themes
that contributed to each final theme are displayed in Appendix 5.

In line with the criteria for good quality IPA, themes are presented as narratives

following participants’ journeys through SMSH and represents convergence and divergence



EXPERIENCES OF PD AND ASC IN SMHS 2-11

in their experiences (Nizza et al., 2021), exploring both shared and unique experiences within
SMHS, and each theme represents the experiences of each participant (Smith, 2010).
Ethical Considerations

The study received ethical approval from the UK Health Research Authority Sheffield
Research Ethics Committee (reference: 23/YH/0192) and approval to recruit from the
Research and Development departments at the participating trusts. The potentially distressing
nature of the topics within the interviews was considered and a distress protocol (Appendix
6) was co-produced with an adult with lived experience, and the potential distress was
acknowledged at the beginning of each interview, with an opportunity for the participant to
share what they would find helpful if they became distressed. Participants were informed that
the researcher planned to assign them participant numbers rather than pseudonyms due to the
potential additional interpretation that pseudonyms may influence associated with perceived
gender; all participants were agreeable to this. All identifying information was removed from
the transcripts, and all files containing personal data were stored securely.

Results

Theme 1: Realising the Nuances of Having a Diagnosis and Having a Diagnostic Label

This theme reflects the six participants’ journeys through SMHS and how their
experiences changed, conceptualised as changes directly related to how they were viewed by
SMHS based on their diagnostic label. The impact of the PD label dominated the participants’
narratives. An instant shift in how SMHS clinicians related to the participants following their
PD diagnosis was sensed by the participants within their interactions with services, as
described by P3 “I mean, with the PD diagnosis, it's just instant that once they know it is
completely set against you”. Negative perceptions of the participants began to manifest
within their interactions with SMHS, and participants began to be associated with negative

labels such as “untrustworthy” (P1, P3), “manipulative” (P6), “attention seeking” (P4), and



EXPERIENCES OF PD AND ASC IN SMHS 2-12

“annoying” (PS5, P6). The addition of the PD label was the only thing that had changed, which
clarified that it was the PD diagnosis that had inspired the change in their SMHS experiences,
as described by P1: “my interactions with them changed a lot after the diagnosis, but
realistically, the things I was presenting with hadn't”.

There was an acknowledgement within the participants’ narratives that they were
being perceived according to the stereotypes and stigma that is associated with PD labels.
This created a hostile and confusing environment for P3, who had no prior knowledge of PD
stigma: “I didn't understand why, because I didn't know enough about all the stigma of it”. P1
had explored PD stigma when reading about the diagnosis online, expecting this new label to
impact them negatively, “There was a lot of reading I did online at the time, and I think that
gave me quite a negative outlook”. For P2, P4, P5, and P6, the realisation that they had
experienced stigmatised attitudes associated with their PD label came in hindsight, and they
had all initially been pleased to receive the diagnosis, as explained by P6: “I kind of latched
on to it. And I was like, oh, I've got this thing. I've got BPD”.

Participants began to sense that their PD labels were overshadowing them as
individuals within SMHS, presenting in the same ways they always had yet being treated
differently. For P6 this was a conflicting experience as their difficulties were being
legitimised, whilst at the same time experiencing invalidation based on their difficulties being
associated with a PD: “... things were taken a lot more seriously, like I was offered therapy
which, you know, I didn't have before... but then the complete opposite, where the people
were really rude and invalidating”. At times, this escalated into experiences of treatment
being accessible yet punitive: “...they treated the whole admission like I was being
punished.”(P3). For others, the PD label seemed to overshadow and delegitimize their
difficulties. P3 described not being believed about symptoms of their other diagnoses,

“...none of the doctors believed that I had depression or anxiety at all”. Experiences of their
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distress becoming annoying “I felt like I was just annoying her and she didn't wanna deal
with me” (P5) and their challenges being unfixable “you were treated like a problem, or
unchangeable, or a revolving door patient” (P4) began to extinguish any hope held by the
participants that SMHS could help them.

With this loss of hope came a need to distance themselves from the PD label, which
motivated the quest for a new explanation for their difficulties: ASC. As P3 described, “It’s
the removing of the stigma of personality disorder and the mistreatment. That’s what I’d
really like to get out of [ASC diagnosis]”. Consequently, more weight was given to the
importance of having ASC confirmed, and P2 explained “I was at the point where I was
thinking, God, if they don’t give me that diagnosis, I’'m just going to kill myself”. This
highlights the possibility that participants expected experiences of stigma within SMHS to
cease if they had a new label to replace PD, confirmed by P1 “I think there was sort of a
subtle opinion that I'd probably be treated less differently”.

Following ASC diagnosis participants experienced some improvements in their
interactions with SMHS “they see me differently because of the diagnosis, they’ve been so
much more helpful and respectful” (P3). SMHS seemed more compassionate and supportive,
and the introduction of adjustments and adaptations reinforced the legitimacy of previously
dismissed challenges: “They were all really kind 'cause they understood that there was certain
things that I couldn't cope with like, little things like perfume” (P5). However, participants’
experiences of being treated in accordance with their diagnostic label over their individual
needs prevailed, and experiences of being treated according to assumptions based on them
being autistic began to surface. Participants experienced being infantilised by SMHS staff, as

described by P3:
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I've had people like, literally wave, you know, pull faces and wave at me or trying to

get down on my level and they just put this little voice on, like, they're talking to a

child. It’s a little bit annoying.

Participants experienced being viewed in a deficit focused light by SMHS, experiencing this
as patronising “I get treated either very, very, very sensitively, like over sensitively, or spoken
to almost like... I don't understand what's going on and trying to be really sort of... that's the
word, patronising”.

Diagnoses and diagnostic labels were powerful forces within participants’ experiences
of services, shaping their experiences through interactions stemming from assumptions,
stereotypes, and stigma, whilst simultaneously acting as a helpful gateway to help and
support.

Theme 2: “A Steep Learning Curve”: Seeking Understanding Amongst Misconceptions

Alongside diagnoses of PD and ASC providing them with access to support,
treatment, and adaptations, participants used them to improve their understandings of their
difficulties. Whilst all participants initially evaluated PD as a diagnosis that fit their
experiences “I'd read about like the emotions and things and them feeling big, I was like,
yeah, actually, I do feel a lot” (P4), “I googled it and I thought like, oh, this kind of makes
sense” (P6), this changed with the diagnosis of a more appropriate condition, ASC. Having a
diagnosis that felt like a better fit improved participants’ understanding of their difficulties “I
was surprised at how much of a relief, how validating it was for me to be like I finally have
answers that are right” (P2).

The confirmation of ASC influenced participants to reflect on their past, and feelings
of grief and frustration surfaced through the realisation that being autistic was not identified

by the services whose job it was support them to understand and overcome their difficulties.
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P3 wondered how their experiences in SMHS could have been different with earlier
diagnosis:

There's quite a lot of grief, I think, thinking that I've gone such a long time and not

known because I was like, nearly 42 at that point, and I've gone through all the stuff

and I had known for such a long time and if I'd known earlier, maybe I would never

have got as mentally unwell as I did.

In their search for an explanation for why their ASC had been undetected, participants
began to question whether SMHS had a good enough understanding of their presentation and
the labels often associated with it. Evaluations of SMHS holding misconceptions about PD “I
found that they didn’t really know very much at all” (P5), “that [lack of understanding] is the
same with PD as well to be honest” (P1) and ASC “I don't think [psychiatrist] really believes
in autism in women” (P2) were used to contextualise some of the barriers participants faced
in SMHS. For some, these barriers prevented them implementing skills given to improve
their mental health “there was a lot of me meeting with my care coordinator weekly and
going through random skills that I didn’t feel like I understood or that worked” (P4). For
others, the initial misevaluation of them as meeting the criteria for a PD diagnosis was a
barrier to a mutual, accurate understanding of their presentation “But like, when I got the
BPD diagnosis, they said things about like impulsivity and stuff like that which like, I'm the
least impulsive person ever” (P6).

As SMHS were evaluated as having inadequate understandings of their diagnoses,
participants’ new understandings facilitated by their ASC diagnosis served as a mitigating
factor against difficult experiences. Participants felt more able to advocate for their needs
“the more [ understand it’s easier for me to advocate for what [ need” (P4) and began to share
their new understandings with SMHS staff to tackle some of the common misconceptions “I

mean, they’ve been open to the things they’ve learned from me” (P5).
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Participants’ quest to understand their experiences through diagnosis and SMHS
support led to evaluations of SMHS as holding many misconceptions about diagnoses and
presentations. As their own self-understanding developed through accurate diagnosis,
participants became empowered to tackle these misconceptions through advocacy and
sharing their knowledge, perhaps driven by their experience of SMHS’ assumed expertise
falling short of their expectations.

Theme 3: Having a Voice in Secondary Mental Health Services: a Dichotomy of Control and
Helplessness

Participants held expectations of the help and support available under SMHS, and
how this would be delivered post PD and post ASC diagnosis. There was an awareness of the
person-centred approach that SMHS promise across the narratives, which brought a sense of
hope that participants would have a voice in decisions about their care, and some participants
were given some choice over their care and treatment “they started talking about putting me
on an antipsychotic and gave me a couple of choices” (P2), “[DBT] wasn’t like, a forced
thing, it was something I really wanted to do” (P1).

For all participants, control over their care was fleeting, post PD and post ASC
diagnosis. This sense of being out of control was palpable “I don’t feel like | have any control
over how this goes or what treatment I receive” (P4). For participants who expressed their
needs more forcefully through challenging SMHS’s decisions about their care, this was
unanimously unsuccessful “when we challenge [SMHS] they squirm out of it and don’t
answer” (P2). For P1, this was experienced as a misalignment between their priorities and
what SMHS held as important as they attempted to regain control over their medication “the
medication was a huge part of it for me, but not for the service”. When attempts to regain

control through expressing preferences were unsuccessful, “it was like, well, we’re not gonna
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admit you to hospital and we know that’s what you want” (P4), participants became
disillusioned with the idea that SMHS were able to deliver what they promised.

Experiences of becoming disillusioned or disappointed by services cultivated a sense
of hopelessness, “there was a lot of times I almost felt helpless, but I was being helped” (P4)
and participants began to disengage from services to regain control. P1’s experiences post PD
diagnosis left them feeling “quite disillusioned overall, and probably a lot less engaged”
whilst P5 displayed a more tangible act of distancing from SMHS post ASC diagnosis “I
didn’t go back for a couple of weeks”.

Further exertions of control were apparent within the narratives through participants’
self-initiation of the ASC diagnostic process. Whilst this control was powerful and led to the
desired outcome for all participants, a sense of misplaced responsibility was clear “the fact
that somebody who is very clearly autistic doesn’t get picked up on like, it shouldn’t have
been my job to notice this” (P6).

A lack of trust in SMHS developed over time, and making the decisions about
whether to continue to engage with services was the participants’ final opportunity to exercise
control over their care. For some, this was complete disengagement from SMHS “I didn’t try
to seek any support from services after that” (P6) and influenced their perception of the
potential usefulness of accessing SMHS in the future “I feel like I’'m less likely to reach out
for support” (P4). For P5, who remains under the care of SMHS, exerting their right to
choose which services they engage with based on their perceived effectiveness was important
“I’m not going to ring up again, because what’s the point?”’

Whilst being supported by SMHS came with the promise of person-centred care, the
reality of being under these services left participants feeling out of control and powerless,

being done to rather than done with. Whilst attempts were made to regain control, ultimately
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trust was eroded and participants became disillusioned and distanced themselves from
SMHS, perhaps as a final attempt to take charge of their care.

Theme 4: Compassion Cultivates Compassion: Service and Individual Level Disparities in
Care

Whilst navigating SMHS and the difficulties they faced within them, participants
were forming an unconscious understanding about why some of their experiences within
SMHS were challenging outside of their diagnoses.

At the forefront of each participant’s narrative were challenging experiences within
SMHS at a systemic level. Poor cultures within NHS trusts were apparent to the
participants, and P2 described a trickle-down effect that shaped their experiences post PD
diagnosis: “I think it stems from a specific person who is very high up in the trust and leads
the policy and approach to personality disorder.” Whilst it was identified that this was not
an accurate depiction of all trusts “up until [ moved to [new trust] my experience of mental
health services was just awful” (P5), the challenging experiences within SMHS superseded
the positives within the participants’ narratives.

This was perhaps due to the more difficult experiences occurring mostly at times
when participants were most vulnerable. These included experiences with unfamiliar services
whilst in crisis “if there was a situation that required help it almost went from a gosh, let's get
you some help and understand this to a look, you know what to do. Go do it” (P1); within
inpatient settings where the participants were detained “they treated the whole admission like
I was being punished, you know” (P3); and with psychiatrists who were appraised as
powerful within their care “Really, the only person I feel like does hold me to that stigma is
my psychiatrist” (P2).

Participants struggled to accept these experiences “I think the impact on how people

respond to you, I don't think that that's right” (P4), and at times they were perceived as
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universal and were generalised across SMHS “obviously like doctors just dismiss you” (P5).
Difficult emotions began to shape participants’ understanding of their experiences “I was
really angry with the same people in that sense” (P1), and they began questioning their
appraisals of the differences in their experiences throughout their SMHS journeys as being
solely linked to their diagnosis “I can't tell if it's being under a different trust and being under
different staff that's just better, or if it is having a autism diagnosis” (P3).

There was a sense that participants were mirroring qualities of the challenging
interactions they experienced within SMHS within their retelling of them. Some made
blanket statements about specific types of service “The worst people, absolutely liaison” (P2)
and the language used to describe those they had challenging interactions with had similar
qualities to the language that had been used to describe participants by SMHS “That doctor
was incredibly rude and dismissive” (P3). Perhaps this is an understandable consequence of
being exposed to recurrent negative experiences and interactions; as humans we learn
through our observations of others.

Sparkling moments of experiencing care that was kind, compassionate, and
considerate began to scatter across the narratives when the participants considered their
experiences of individual, familiar clinicians within SMHS. Individuals who spent the most
time with the participants, predominantly therapists, provided positive experiences “my
therapist was absolutely lovely, and I really got a lot from DBT” (P6), “the two therapists that
were doing it were really brilliant” (P5). For P2, the familiarity that came with long
admissions to inpatient units cultivated fewer challenging experiences of care “[inpatient
service] were the most understanding, I think because they see patients kind of day-to-day on
the ward”.

Familiarity and the sense of safety that comes with it was perhaps the distinguishing

factor between negative experiences from services and positive experiences from individuals.
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As P1 described, “from a service point of view, I’ve not always felt supported at all. It’s more
the people that have supported me”. When considering individuals within SMHS, P4
identified that services were not exclusively challenging to engage with: “I feel like there's
always good and bad stuff and good and bad attitudes”. Participants held compassion for the
understandable reasons why they may struggle to provide good experiences of care “I know
how pressured the services are and stuff like that” (P6), “I think it'd be an unfair comparison
given the amount of change the crisis team has gone through” (P1). The compassion and
understanding shown to the participants by individuals within their SMHS interactions were
mirrored in their appraisals of why they had experienced challenges.

Throughout their experiences in SMHS participants attempted to make sense of those
that were challenging and did not meet their expectations. Through individual interactions
with clinicians that modelled compassion and understanding, participants’ appraisals of
SMHS and their experiences within them changed. Viewing SMHS through the same critical,
negative lens they themselves had experienced being perceived through shifted to more
compassionate, understanding conceptualisations of why clinicians within SMHS may have
interacted and related to them in ways that were challenging.

Discussion

The study aimed to explore the experiences of SMHS from the lived experience
perspective of autistic adults who had been initially diagnosed with a PD. Five themes
emerged, which are discussed in relation to existing literature and implications for clinical
practice and future research.

To understand whether experiences within SMHS changed post ASC diagnosis, it is
important to consider how SMHS were experienced post PD diagnosis. The findings within
the study highlighted that feeling lost behind typical views and assumptions based on the PD

label was common. This is consistent with the existing literature exploring the impact of the
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PD label on clinician attitudes. It has been suggested that perceptions of the ‘challenging
behaviours’ associated with PD can be integrated into an overall perception of those with the
diagnosis by clinicians (Aviram et al., 2006). These biases may be influenced by the label
itself rather than the presentations associated with the diagnosis (Lam et al., 2016; Rogers &
Dunne, 2011). This is exemplified within the literature surrounding clinicians' perspectives of
working with those diagnosed with a PD, in which it is identified that objectivity is difficult,
leading to biased clinical assessment and treatment (Treloar, 2009).

However, this was not exclusive to the PD label within the study, as some examples
of feeling lost behind the label of ASC were explored. Participants described being treated
differently by SMHS despite their presentation not changing, including being patronised and
infantilised. Clinicians may experience a sense of frustration or helplessness when working
with this population due to presentations often experienced as challenging including risk to
self. This, alongside common pressures within NHS SMHS including increased demand (UK
Parliament, 2023), may have contributed towards a sense of learned helplessness amongst
SMHS staff. This is perhaps understandable given that clinicians report low confidence and
knowledge when working with autistic adults in mental health services (Maddox et al., 2020).
These experiences are highlighted within the existing literature as being shared by those
diagnosed in childhood (Mesa & Hamilton, 2022), suggesting this is a challenge associated
with the ASC label rather than being diagnosed in adulthood or exclusively within adult
SMHS.

The use of diagnostic labels may be a key contributing factor to challenging
experiences in SMHS regardless of the diagnosis. However, having an awareness of the pros
and cons of psychiatric diagnostic labels is important, as participants acknowledged the
benefits of both labels including access to therapy/services and validation of their challenges.

This is supported by the research exploring service user perspectives on diagnoses
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(Johnstone, 2014) and suggests that, whilst diagnoses allow for signposting and access to
services and support, less prescriptive methods of assessment than the typical diagnostic
approach may mitigate negative experiences in SMHS and allow for more accurate, nuanced
understandings of individuals’ experiences.

Participants’ distress was often invalidated or dismissed when the diagnostic label
attached to them was PD, which is consistent with the existing literature exploring
experiences of SMHS for people with a diagnosis of PD (Lester et al., 2020; McKenzie et al.,
2022; Rogers & Dunne, 2011). However, participants experienced more validation and
compassion from SMHS following their ASC diagnosis. It may be that receiving an ASC
diagnosis was validating for the participants (Lewis, 2016; Punshon et al., 2009), however it
seems that SMHS interactions contributed to feeling validated. Further research exploring the
barriers and facilitators to distress/challenges being validated for adults with a diagnosis of
PD and/or ASC would be valuable in adding context to this phenomenon.

It was a common experience for participants to be treated as ‘somebody with a PD’
instantly following diagnosis, whilst experiencing some challenges in getting SMHS to
accept or identify their autism both pre and post ASC diagnosis. It may be that SMHS
clinicians experienced confirmation bias following diagnosis; seeing and interpreting the
participants’ presentations as confirming their evaluation of them having a PD. Research
suggests that when psychiatrists make diagnoses based on confirmatory information seeking,
they are at risk of making incorrect diagnoses (Mendel et al., 2011). As many of the
participants described their PD diagnosis coming from them being observed to meet the
diagnostic criteria, this could be seen as confirmatory information seeking and may explain
why their ASC was missed. Some participants also hypothesised that their gender added an

additional layer of complexity, suggesting that they may not have been diagnosed with a PD
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prior to having their ASC realized if they were not female. PDs have been found to be
commonly misdiagnosed in autistic women (Gesi et al., 2021).

The stigma associated with the PD and ASC labels was understood as a key
contributing factor to the participants' experiences in SMHS, which is common in mental
health services (Barr et al., 2020; Crane et al., 2019; Ociskova et al., 2017) and was
experienced by the participants within the study. This suggests that the population
investigated within this study are particularly vulnerable to experiencing stigma, and
therefore may be more likely to have difficult experiences within SMHS. Furthermore, it
would perhaps be understandable to hypothesise that internalized stigma could be a further
risk factor. Self-stigma is a common phenomenon experienced by individuals diagnosed with
PD (Ociskova et al., 2023; van Schie et al., 2024) and ASC (Botha et al., 2022) contributing
to decreased wellbeing.

Expectations not being met within SMHS had a negative impact on the participants’
experiences across the narratives, particularly related to a perceived lack of person-centred
care. Person-centred care is widely recognised as best practice within mental health settings
(BPS, 2017; NICE, 2019; RCPsych, 2022), highlighting that service users should be involved
in decision making, and that their preferences should be considered. This expectation was not
met for some participants within this study, leaving them feeling powerless within their
SMHS care, suggesting that more emphasis needs to be put on this standard within some
SMHS settings.

Support being withheld or given in a way that was perceived as punishing was also a
challenge for some participants. Post PD diagnosis, this was experienced as treatment being
withheld if a preference for it was expressed, and treatment being weaponized to punish one
participant. Research has documented treatment of people with a diagnosis of PD being

experienced as punitive, particularly in inpatient settings (Chiesa et al., 2000; Rogers &
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Dunne, 2011). When considering the participants’ experiences post ASC diagnosis, support
was identified as being withheld due to SMHS not being set up to provide postdiagnostic
support. Post-diagnostic mental health support for autistic adults is challenging to access in
the UK (Wigham et al., 2023), and one study found that despite NICE guidelines (NICE,
2014) most autistic adults had not experienced the recommended post-diagnostic support.
However, adaptations to their SMHS care in consideration of their new ASC diagnosis was
reported by some participants, in line with NICE guidelines (NICE, 2014).

Diagnosis providing improved self-understanding, and improved understanding from
others, was impactful for the participants within their SMHS experiences. However, a lack of
understanding from SMHS was understood as contributing to difficult experiences. Mental
health nurses have reported wanting more training around working with PDs (Dickens et al.,
2016), but further research is needed to examine the perceived knowledge of PDs in the UK
from SMHS staff’s perspective. Similarly, participants described a lack of knowledge about
adult autism within SMHS that negatively impacted their experiences post-diagnosis. The
importance of good knowledge of ASC within mental health services has been highlighted
within the literature (Crane et al., 2019) and a lack of skills and knowledge in working with
autistic people has been identified within UK inpatient settings (Jones et al., 2021).

Finally, the importance of good individual relationships within SMHS was
highlighted by participants in providing good experiences amongst the bad. Working
alongside staff they were familiar with was impactful, with more familiar staff providing
more validating, compassionate, and person-centred care. Good relationships with staff
members in SMHS have been found to correlate with an increased sense of trust and safety
(Gilburt et al., 2008) and improved perceptions of quality of care (Bacha et al., 2020).
Working with unfamiliar staff members, including bank and agency workers, has been

reported as a barrier to SMHS settings being perceived as therapeutic (Rose et al., 2015).
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Clinical Implications

The results of this study indicate that receiving care from SMHS can be challenging
for people diagnosed with PD and autistic adults and highlight areas of improvement that are
important to consider when working with individuals with a diagnosis of PD and/or autistic
adults.

Challenging experiences within SMHS explored by the participants within this study
as a direct result of the diagnostic label attached to them at the time could be understood as
being caused by two key phenomena: stigma and misconceptions. Research has found that
stigma reduces as knowledge and understanding about a diagnosis improves (Mavropoulou &
Sideridis, 2014), and improving knowledge has been observed to be more effective than
interventions that target reducing stigma (Gillespie-Lynch et al., 2015). Providing training
and support to SMHS to improve their knowledge of working with autistic adults and those
diagnosed with a PD is recommended to mitigate the risk of stigmatised views of the
diagnoses negatively impacting SMHS care. Training including the National Autism Trainer
Programme and the Knowledge and Understanding Framework is available for all NHS
England mental health professionals.

Additionally, interventions to target self-stigma may be beneficial when working with
this population within SMHS. Such interventions have been developed, including Narrative
Enhancement Cognitive Therapy (NECT) (Yanos et al., 2011), which is available in a number
of languages and has been shown to be effective in reducing self-stigma and improving self-
esteem (Yanos et al., 2015).

Person-centred care was not experienced consistently across the participants’
accounts, despite it being identified as good practice. Reducing thresholds for interventions
for people diagnosed with a PD can ensure care goes beyond managing behaviours, including

promoting joint decision making and therapeutic relationships with staff (Warrender et al.,
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2021). Working relationally with autistic adults to see the person beyond their ASC diagnosis
is recommended within the literature (Quinn et al., 2023), and the use of relational and
reflective peer supervision has been shown to be effective in increasing insight, empathy, and
skills in relational practice when working with autistic adults (Hallinan & McMahon, 2024).

Post-diagnostic support was identified as important yet lacking by participants,
highlighting the importance of support being available within SMHS whilst this is
unavailable elsewhere. It has been identified that the post-diagnostic support priorities of
autistic adults in the UK include processing the impact of late diagnosis, individualised
support plans, and peer support (Crompton et al., 2022; Crowson et al., 2024). Arguably,
SMHS are well placed to provide these types of support. Health Education England (HEE)
has developed peer support worker guidelines (HEE, 2020) to support the implementation of
peer support within mental health services, and individualised care plans are detailed within
the NICE guidance for adult mental health services (NICE, 2011).

Limitations and suggestions for future research

The present study provides rich, lived experience accounts of a population that is thus
far scarcely investigated within psychological research. This is important considering the
increasing rates of adult ASC diagnosis and the acknowledged overlap between PDs and
ASC.

Nevertheless, this study has some limitations. Firstly, the recruitment and interview
methods may have excluded a proportion of the relevant population given the need for
potential participants to be able to access the internet. Whilst telephone and face-to-face
interviews were offered, this may have also been a barrier due to the potential impact of
communicating verbally with a stranger. Future research may benefit from offering written

methods of communicating qualitative information such as questionnaires. Whilst this
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method prevents the researcher asking for more information when needed, it could improve
the accessibility of the research.

Participant demographics including gender identity, race, and ethnicity were not
collected, as outlined within the method section. Whilst this served to mitigate the impact of
pre-existing knowledge and biases of the researcher and future readers, important information
pertaining to whom the challenges explored within the narratives affects is lost. Further
quantitative research into who is likely to be affected by some of the phenomena explored
within this research is recommended and would add to the existing literature which highlights
who is most at risk of having their ASC missed by mental health services.

The experiences of adults who have self-diagnosed as being autistic were not
explored within this study. Research suggests that many self-diagnosed autistic adults do not
disclose their self-diagnosis to professionals (Pohl et al., 2020), and for those who do it is
likely to be dismissed or ignored (Lewis, 2017). Therefore, it was deemed unlikely that a
selfdiagnosis of ASC would impact SMHS experiences as it is likely that professionals would
not consider this within their care. However, as there are many barriers to adult autism
diagnosis including long waiting times (NHS England, 2023), it is perhaps to be expected
that selfdiagnosis is common amongst autistic adults diagnosed with a PD and would be
important to research in relation to SMHS experience.

Finally, it would be helpful to investigate the themes explored within this study from a
clinician perspective to better understand the clinician attitudes and decisions that negatively
impacted the SMHS experiences of the participants. Further exploring learned helplessness
amongst SMHS clinicians may be useful, as this has been shown to reduce staff wellbeing
(Qourrichi et al., 2024) which can lead to poor patient outcomes (Hall et al., 2016).

Conclusion
This study highlights the cyclical nature of negative experiences in SMHS being

relieved temporarily by new understandings following receiving a diagnosis, and then
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descending back into being challenging. Stigma and misconceptions about PDs and ASC
were powerful in their impact over the experiences participants had in SMHS, and ways
SMHS can move forward based on clinical guidance and best practice are considered. More
importantly, these considerations stem from the accounts of those with lived experience,

whose voice is important yet silenced at times within SMHS.
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Table Legends

Table 1 Participant demographics
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Table 1

Participant demographics

Participant Number  Age of PD diagnosis Age of ASC Time elapsed
diagnosis between diagnoses
1 25 30 5 years
2 29 33 4 years
3 22 41 19 years
4 18 26 8 years
5 41 45 4 years

6 21 28 7 years
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Appendix 1

Participant Screening Questionnaire

Screening questionnaire

Experiences of individuals with a diagnosis of Personality Disorder being diagnosed with
Autism Spectrum Condition whilst in secondary mental health services.

Please answer the questions below to the best of your ability to enable the researcher to
understand whether you meet the criteria to take part in the study. All information will remain
confidential, please see the participant information sheet for further information.

Current age

Age at time of Personality Disorder diagnosis

Type of service(s) you were under at the time of the diagnosis (CMHT, Inpatient, Specialist
Therapy Service etc.):

Job title of the professional who gave the diagnosis:

Age at time of Autism Spectrum Condition diagnosis

Type of service(s) you were under at the time of the diagnosis (CMHT, Inpatient, Specialist
Therapy Service etc.):

Job title of the professional who gave the diagnosis:

For the purpose of the study, are you able to speak and understand English: Y [1 N [1[]

Is there any further information it may be helpful for the researcher to know regarding any
reasonable adjustments that would improve your access to a potential Teams or telephone
interview?
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Appendix 2
Interview Topic Guide

Interview topic guide
Experiences of individuals with a diagnosis of Personality Disorder being diagnosed with
Autism Spectrum Condition whilst in secondary mental health services.

Introduction
Thank you for joining me for the interview today. During the next hour we are going to talk
about your experiences of using secondary mental health services after your personality
disorder diagnosis, and after your diagnosis of autism spectrum condition.
Is there anything that it would be helpful for me to know before we start, such as anything
you don’t want to talk about or anything I could do that would be helpful if you feel

distressed by what we are talking about?

Finally, how do you prefer the two diagnoses to be referred to when we’re talking about
them?

Experiences after PD diagnosis

Could you tell me about how you received your diagnosis of PD?

What information, if any, were you given about the diagnosis?

What information/choices were you given about your treatment?

What were your experiences of secondary mental health services following this diagnosis?

What were your experiences of working with staff in secondary mental health services
following this diagnosis?

Experiences after ASC diagnosis

Could you tell me about how you received your diagnosis of ASC?
What information, if any, were you given about the diagnosis?
What was your response/feelings about receiving this diagnosis?

What was the response of the team whose care you were under at the time?



EXPERIENCES OF PD AND ASC IN SMHS 2-48

What information/choices were you given about your treatment?
EXPERIENCES OF PD AND ASC IN SMHS

Were there any changes to your treatment following this diagnosis?
Did you notice any difference in your experiences with staff following this diagnosis?

Were there any other changes you noticed in your experiences with secondary mental health
services following this diagnosis?

What were your expectations in terms of how your experiences in secondary mental health
services might change following this diagnosis?
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Appendix 3

Excerpt of the Initial Interpretative Phenomenological Analysis Coding for Participant 1

Initial Data Coding: Participant 1 Transcript and Initial Codes

Transcript

Initial Codes

P1: I think my expectations, I probably didn't put too much thought into
like specifically thinking I expect this to change by doing this, but I
think there's sort of a subtle opinion that I'd probably be treated less
differently, but I think that was more about if I had, if | was autistic
rather than PD, PD would be removed, which wasn't the case. So, |
think it's just my interpretation of things. My expectation was different.
Oh, it was very much about the treatment, if anything, of the treatment

of me rather than the treatment of my health.

I: Yes, that makes sense. Yeah. So more of how people treated you as a
person rather than the treatment they offered for your health. Yeah. OK.
And did you find that those with those expectations met atall, or did you

experience anything that was just really not what you expected?
P1: I guess to begin with, I think it was met because I
think even the initial diagnosis letter set out a really good, there’s

the diagnosis letter

67. Subconsciously expecting to be treated differently to how they
were treated following the PD diagnosis

68. Expecting PD diagnosis to be removed following autism
diagnosis

69. Expectations not matching reality

70. Expectation of change centred around the treatment of the

person rather than the treatment of their mental health
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to the GP and there's actually like a pages and pages and stuff forme to  71. Expectations of change met instantly due to post-diagnostic
consider, and support and things. Very much charity based support, but  information still like things from this provider that they say, and
one of the things it mentioned at the top of the diagnosis letter was obviously autism spectrum disorder, and does not present as
personality disorder. I remember that being the next line, and I remember thinking that's like a

really good thing for me. But I also remember a conversation, probably ~ 72. Possibility of PD diagnosis being removed: “that’s a really good
more primary care with my GP a few months after where they wouldn't  thing for me” take, not take it off, but they wouldn't mark it as an

old diagnosis.

Because it wasn't the same person or same service that had given me 73. PD diagnosis not removed
that was wanting to change it. And when you see a list of my diagnoses now, it's a, you know, it's like
hypertension and stuff. But it'll say  depression, anxiety, personality disorder, autism and, and those
look like the like, four or five diagnosis I currently have when that's not really reflective of

how I present sometimes.

I: I'm going to ask a question now that I'm going to ask you to consider
from both time periods, if that's OK? So, I’1l ask the question, then I'll ask
you to speak about either after the personality disorder diagnosis or the
autism diagnosis, whichever you'd prefer to talk about first, I guess. But

just thinking in terms of both diagnoses if there was any impact on
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those diagnosis and what you learn about them subsequent to them, that

helped you make sense of some of your experiences?

P1: So I think, I think it's polar opposites of both diagnosis, so I think
when I initially got the personality disorder diagnosis, which I'll do first,
I think I initially didn't really have much in the way of insight about
myself. It was just a lot of different, like confusing things going on, a
lot of symptoms that I was just living with. And I think when I
got that diagnosis, it gave me that understanding, but a lot more
understanding that was very harmful to me and my mental health. So |
think if anything, getting that diagnosis made it worse, but that's more
because the support and things that I got from services at the time
wasn't really that much until the DBT side, so I think if I got the
diagnosis in what,
2016, referred to DBT about 2018, there's like a two year period there
where I didn't really have, I just had a diagnosis and just, you
know, wild interactions with services, and I think that was difficult for
me. With the autism diagnosis, again, [ didn't, [ didn't really get too
much, like, certainly not from the NHS, I didn't get anything in in the

done for that and the support that this provided around information
was

way of support or stuff. It was more just here’s your diagnosis,
here's your discharge letter from the autism service. But I think the
research I've

75. Polar opposite experiences of each diagnosis’ impact on

understanding of mental health understanding

76. PD diagnosis facilitated understanding in a way that was

harmful

77. Negative impact of PD diagnosis linked to lack of support

78. “I just had a diagnosis and just, you know, wild interactions with

services, and I think that was difficult for me.”

79. Similar lack of support following autism diagnosis
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really helpful to me in understanding actually, yes, this does explain all ~ 80. Support following autism diagnosis facilitated understanding of

these different things rather than me thinking there's all these things I mental health difficulties

didn't know about that I now have. It was more an explanation rather 81. Autism was “more an explanation rather than a realisation.”

than a realisation.
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Appendix 4

2-53

An Excerpt of the Process of Grouping Participant 1’s Codes into Themes, Including Key Quotes and Narrative Summaries

Codes grouped into theme

Theme title

Narrative summary

Key quotes

e Experiences in secondary
services factored into PD
diagnosis (code 2)

e Potential of autism recognised
by SMHS staff member as
some experiences didn’t make
sense from a PD point of view
(code 37)

e Diagnosis defines who you are

in SMHS (code 59)

‘Getting a diagnosis,
suddenly you become

a definition’: losing

your identity to a label.

This theme reflects participant 1’s
experiences of their diagnoses
overshadowing them as an individual
within SMHS. They seem to
understand both diagnoses as being a
product of SMHS observing their
experiences and interactions with
SMHS and making sense of them in
relation to their expert knowledge of
the diagnostic criteria for PD, and
when that didn’t sufficiently
encapsulate all their experiences,

ASC. Participant 1 experienced

‘they diagnosed me in 2016, I
think, from a consultant
psychiatrist point of view, after
quite a few different sessions
and things, going through that as
well as like medical units and
stuff, and I think there's a lot of
A&E admissions around that
time which they factored into it

all.’

‘there was some conversations

with my care-co about things
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2-54

You are seen as your
diagnostic labels within
SMHS (code 61)

Negative experiences with
secondary mental health
services post PD diagnosis
understood as relevant to the
new diagnostic label rather
than any other context. (code
24)

Interactions with crisis SMHS
changed after PD diagnosis
(code 26)

Autism factors into responses

from SMHS (code 55)

being defined by both of their
diagnoses within secondary mental
health services, becoming a
personification of a diagnostic label
rather than the characteristics that led
to the diagnosis being viewed as one
component of who they are. This
change in how they were viewed
ultimately changed how they were
interacted with by SMHS, which was
experienced for both diagnoses in
unique ways, but understood as
relevant to the new diagnostic label
rather than any other context for both
PD and ASC. These changes seemed

to bring with them a sense of being

that didn't make sense from a

PD point of view’

‘getting a diagnosis, suddenly

you become a definition’

‘as soon as [ got it, it's all “you

299

are this

‘I immediately was told, like, |
was lying... and that I feel was
very much relevant to the
diagnosis rather than any

previous thing.’
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2-55

PD diagnosis having a
negative impact on SMHS
trust in you (code 83)

Autism diagnosis leading to
being treated more sensitively
(code 48)

Feeling patronised by
professionals following autism
diagnosis (code 49)

Treated differently though
presentation hadn’t changed
(code 28)

Feeling anger about the way
they were treated (code 85)

Feeling dismissed (code 57)

treated as if they had become a new
person as they were given a new
diagnostic label, becoming less
trustworthy as a ‘personality
disordered’ person, and becoming
more sensitive and naive as an
autistic person. This was experienced
alongside knowing in themselves
that they hadn’t changed, nor had the
things they needed support from
SMHS for, leaving them feeling
angry and dismissed, and tarnishing
their experience of realising an ASC
diagnosis, which is commonly
experienced amongst autistic adults

as a positive experience. These

‘I think that actually the autism
did factor into that quite a lot

from their response.’

‘they also think I was probably

trying to pull a fast one’

‘I get treated either very, very,
very sensitively, like over
sensitively, or spoken to almost
like... I don't understand what's
going on and trying to be really
sort of... that's the word,

patronising.’
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2-56

Autism diagnosis experienced
as negative due to how SMHS
professionals treat me because
of it (code 47)

SMHS considering
adjustments for the person
rather than the diagnosis: “It’s
always very considerate”
(code 65)

Understanding that some of
the changes are due to SMHS
changes and not the individual
or diagnoses (code 86)
Experiences with secondary
mental health services

changed after PD diagnosis,

difficult experiences of losing
themselves to diagnostic labels did
not distract from the glimmers of
being seen as Participant 1 within
some SMHS, and Participant 1 held
a compassionate stance for the
factors outside of their changing
diagnoses that impacted these
experiences, including changes at a
service level. This was perhaps due
to their acknowledgement that this
experience was not exclusive to
SMHS, and that it was a more
challenging experience within other

aspects of their life.

‘realistically, the things I was

presenting with hadn't changed’

‘I was really angry with the
same people in that sense, |
guess, which is a good example

of treating me very differently’

‘I think it's turned into quite a
negative experience, but only
from the way I feel other people

treat me because of it.’

‘It's always very considerate.’
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but less so than with other
services e.g. general healthcare

(code 22).

‘I think it'd be an unfair
comparison given the amount of
change the crisis team has gone

through.’

‘I think that my experience with
health services overall changed
in different ways, secondary

mental health services a lot less

than other health services.’

Sparce official information
leading to exploring online
recourses such as social media
and forums (code 10)
Information around PD was

informal and led by the

‘Am I a really bad
person?’: perpetuating,
pathologizing, and

diminishing stigma

This theme represents Participant 1’s
journey through the experience of
PD stigma to feeling freed by their
ASC diagnosis, and the impact of
this on their mental health and

subsequently their mental health

‘I wasn't given any information

like formally at all.’

‘I found like a few NHS sort of

leaflets and things online, but
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individual seeking the
information (code 6)

Self directed exploration of
PD diagnosis leading to a
negative outlook (code 9)
Negative impact of PD
diagnosis linked to lack of
support (code 77)

Stigma internalised and
changed the focus of mental
health service contact (code
12)

Service attempts to
pathologise the consequences

of PD stigma (code 14)

treatment. Participant 1’s
relationship with PD stigma
originated outside of SMHS, leading
to difficult thoughts and feelings
about themselves that manifested in
SMHS contacts. A lack of
information about PD following
diagnosis inspired Participant 1 to
seek this information themselves,
inevitably leading them to uncover
the many stigmatised perspectives of
those who are labelled with PD. This
inspired a negative outlook on the
newly acquired diagnosis and, paired
with a lack of post diagnostic

support, the participants mental

most of it was like forum posts

or Reddit or something.’

‘There was a lot of reading I did
online at the time, and I think
that gave me quite a negative

outlook’

‘getting that diagnosis made it
worse, but that's more because
the support and things that [ got
from services at the time wasn't

really that much’

‘Having that diagnosis meant

that the things [ was saying were
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Impact was targeted by mental
health service rather than the
stigma itself (code 13)
Feeling like a waste of space
(code 33)

Feeling like a waste of time
(code 27)

Feeling like people thought
they were a bad person
because of the PD diagnosis
(code 50)

Changes in SMHS responses
escalated MH crises (code 35)
Changes in experiences with

SMHS post diagnosis

health deteriorated. This was
understood by the participant as a
product of internalizing the stigma
attached to their PD diagnosis and
changed the focus of their SMHS
support. Here, Participant 1 felt a
disconnect between his hopes, to be
supported through the impact of the
internalized stigma, and the SMHS
understanding of his experiences as
being a symptom of his diagnosis.
This ultimately led to their
presentation of internalized stigma
being misinterpreted and
pathologized. This internalized

stigma was experienced by

more about how much I like, felt

bad or hated myself’

‘I've read this, I must be a really
terrible person type thing with
them, sort of, them dealing with,
well, why do you feel that way,
and sort of like CBT to a certain

extent around it.’

‘I felt like I was a waste of space

by calling.’

‘I felt I was a waste of time’
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reinforced the internalised
stigma. (code 36)

Possibility of PD diagnosis
being removed: “that’s a really
good thing for me” (code 72)
Autism diagnosis leading to
feeling more normal (code 46)
Similar lack of support
following autism diagnosis
(code 79)

Sense making of an autism
diagnosis through self-directed
learning (code 43)
Adjustments requested for
difficulties shut down with just

the PD diagnosis (code 90)

Participant 1 as a shadow over their
later SMHS contacts, carrying ideas
of being a waste of space and time
with them, which were perpetuated
by how they were responded to by
SMHS staff, further impacting their
mental health. The ASC diagnosis
provided a light at the end of the
tunnel for Participant 1, allowing
them the possibility to disconnect
from the PD label and the associated
stigma, feeling more ‘normal’.
Whilst history repeated for
Participant 1 with limited support
following the ASC diagnosis leading

to self-directed exploration of ASC

‘I felt like the experiences were
people thinking [ was a bad

person’

‘I think that's what sort of
reinforced it really is like,
reading it's one thing, and sort of
thinking, oh, God, am I really
bad person, but then almost it
reinforced, made me think, oh,

actually I am like.’

‘I feel like I'm a real burden
here, and that sort of escalated it

a lot quicker.’
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Same adjustment requested
with the autism diagnosis was
facilitated (code 91)

Autism diagnosis giving
opportunities to explore more

about self in therapy (code 53)

online, silver linings continued to
emerge. They were able to start
accessing adjustments that had been
denied when they had been requested
when they had a diagnosis of PD,
which perhaps cemented that the
stigma associated with a PD
diagnosis had played out for them
within their SMHS journey prior to
their ASC diagnosis. Further
opportunities to learn more about
themselves presented in therapy
were facilitated by their new ASC
diagnosis, allowing them to

understand themselves in a new

‘...does not present as
personality disorder. I remember
that being the next line, and |
remember thinking that's like a

really good thing for me.’

‘I felt more normal than I ever

have’

‘It was more just here’s your
diagnosis, here's your discharge

letter from the autism service.’

‘I did a lot of reading on it and
realised a lot of the things made

sense’
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light, free from the shadow of PD

stigma.

‘it was almost like, not a
celebration, that doesn't sound
right, but more of a an
opportunity to explore more

about myself”

Information about treatment
was really structured (code 7)
Participant was given agency
in accessing treatment through
co-authoring their referral
(code 17)

Therapeutic treatment was
wanted rather than forced

(code 18)

‘I find it really ironic’:
a dichotomy of control

and helplessness.

This theme explores Participant 1°s
journey from hopeful expectations of
being helped to disillusionment with
SMHS. Participant 1’s diagnosis of
PD signalled the beginning of an
inconsistent experience of
expectations of SMHS being met,
having to navigate a dichotomy of

feeling in control and feeling

‘...one of the people who
worked at that place started
talking about the DBT referral,
and that's when they gave a lot
of information, really structured

at that point.’

‘I ended up writing my own

referral with my care-co.’
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Contact with some service
staff was mandatory (code 5)
Medication treatment changes
were not in the individual’s
control (code 15)

SMHS priorities did not align
with the individual’s priorities
(code 19)

Attempts at challenging
treatment decisions were
unsuccessful (code 20)
Feeling helpless despite being
helped (code 84)

Shift from feeling helped to

feeling like a burden (code 34)

powerless simultaneously. Post PD
diagnosis the information and
control given to Participant 1 varied,
from limited information about the
diagnosis and structured information
about treatment, to full control over
their therapy referral with no voice
in medication changes. Whilst the
glimpses of person centred care and
autonomy were identified and
appreciated by Participant 1, the
areas they had a voice in did not
align with where they wanted more
control, which was understood as a
disconnect between their priorities

and those of the SMHS. Attempts

‘Because it wasn't like a forced
thing. It's something I really

wanted to do’

‘...every three to six months
there’d be this doctor that I had

to go see.’

‘...prescription goes out, now
what you'll do is this now, this

in six months, and etcetera...’

‘The medication was a huge part
of it for me, but not for like the

service’
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Subconsciously expecting to
be treated differently to how
they were treated following
the PD diagnosis (code 67)
Expecting PD diagnosis to be
removed following autism
diagnosis (code 68)
Expectation of change centred
around the treatment of the
person rather than the
treatment of their mental
health (code 70)
Expectations of change met
instantly due to post-
diagnostic information (code

71)

were made to challenge decisions
made without input from Participant
1, however these were unsuccessful,
and there was a felt sense of being
helpless whilst being helped and
being a burden. These experiences
continued post ASC diagnosis, with
Participant 1 having a subconscious
expectation that the way they were
treated by SMHS would change, in
part due to an expectation that their
PD diagnosis would be rescinded.
These expectations stemmed from a
belief that SMHS provided person
centred care to individuals rather

than their diagnostic labels, which

‘The medication side I've
challenged a couple of things
because I wasn't overly keen on

certain side effects’

‘I think there was a lot of times
before where I felt almost
helpless, but I was being

helped.’

‘...actually I feel like I'm a real

burden here’
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PD diagnosis not removed
(code 73)

Expectations not matching
reality (code 69)

Changes in SMHS treatment
post autism diagnosis led by
the individual (code 66)
Service understanding of
diagnoses being comorbid do
not reflect current presentation
(code 74)

Becoming disillusioned with

SMHS (code 31)

Participant 1 identified was
something that SMHS proudly state.
An illusion of this expectation being
met through post diagnostic
information about ASC inspired
hope in Participant 1, however this
was shattered when the PD diagnosis
was not rescinded as expected.
Whilst some sense of control
remained for Participant 1 within the
changes to their treatment post ASC
diagnosis, the disparity between their
understanding of their experiences
and how they were conceptualised
by SMHS maintained their feelings

of helplessness. These continued

‘I think there's sort of a subtle
opinion that I'd probably be

treated less differently’

‘I think that was more about if |
had, if I was autistic rather than
PD, PD would be removed,

which wasn't the case.’

‘Oh, it was very much about the
treatment, if anything, of the
treatment of me rather than the

treatment of my health.’

‘I guess to begin with, I think it

was met because I think even
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Changes in perception of
SMHS lead to a reduction in
engagement (code 32)

Irony in the disparity between
what SMHS say and what they
do (code 60)

The same differences in
treatment wouldn’t happen
between two physical health

diagnoses (code 93)

experiences of feeling helpless
whilst clinging to opportunities to
take control over their care
ultimately lead to a journey of
becoming disillusioned with SHMS,
and Participant 1 attributed their
declining engagement with SMHS to
this. This experience has helped to
shape participants perspective of
SMHS, identifying the irony in what
services say they do versus what
they have done, amplified by their
knowledge and experience that this
is does not have to be the way things
are as it appears to them to be

exclusive to mental health care.

the initial diagnosis letter set out
a really good, there’s the
diagnosis letter to the GP and
there's actually like a pages and
pages and stuff for me to
consider, and support and

things.’

‘My expectation was different.’

‘...they wouldn't take, not take it

off, but they wouldn't mark it as

an old diagnosis.’
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‘...it would more be me leading
any change that was needed than

anything.’

‘...those look like the like, four
or five diagnosis I currently
have when that's not really
reflective of how I present

sometimes.’

‘I felt that would I became quite
disillusioned overall, and

probably a lot less engaged.’

‘I find it really ironic that in an

industry or healthcare setting
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where people are sort of saying
diagnoses don’t matter because
you are who you are... those
same people treat you very
differently based on

[diagnosis].’

“Yeah, especially if you turn up
to a mental health service and
said, oh, I don't know, I've got
high blood pressure. You
wouldn't really expect to be
treated very differently before

and after that diagnosis.’
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Participant Themes Contributing to Final Themes

2-69

Final Theme P1 P2 P3 P4 P5 P6
Realising the ‘Getting a Dynamic ‘she’s just ‘I think it’s sad’:  Different labels ‘you are
Nuances of diagnosis, relationships another PD’: Labels dictating  attracting female, you've
Having a suddenly you with diagnoses The power of experiences different got BPD’: Loss
Diagnosis and become a and SMHS labels in SMHS responses of individuality
Having a definition’: PD is problem within SMHS
Diagnostic Label losing your Trust-wide poor ~ ‘Instant Jfocussed

identity to a culture around hostility and ‘I wish I'd kept

label. PD suspicion’: a notebook of

developing it’: Labels
‘Am I a really BPD stigma in narratives attracting
bad person?’: SMHS about the self negativity

perpetuating,

pathologizing,

and others in

SMHS
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and diminishing  Professionals’ Biggest change
stigma opinions on SMHS as in mental health

diagnoses can threatening was through
Subconsciously affect ASC diagnosis
expecting to be relationships Inpatient
treated differently admission felt
to how they were Uncertainty like a
treated following  whether punishment
the PD diagnosis  changing SMHS
or changing Punishment
Expecting PD diagnosis rather than help
diagnosis to be impacted change
removed in experiences Wanting to

following autism

diagnosis

Expectations of
change met

instantly due to
post-diagnostic

information

Staff as offensive

and stigmatizing

Put in a BPD
box and left to

rot

remove bias and

prejudice

Relief that ASC
diagnosis proved
PD diagnosis

was wrong
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“A Steep
Learning
Curve”: Seeking
Understanding
Amongst

Misconceptions

‘T could actually
do something
about it’: new
understandings
of existing

abilities

Autism diagnosis
leading to feeling

more normal

Sense making of
an autism

diagnosis through

BPD label
inspires further
Jjudgmental
labels

Trying to get a
“BPD reaction”
‘A steep
learning curve’:
the correlation
between better
understanding
and better

experiences

Disappointment
in lack of critical
thinking leading
to incorrect

diagnosis

Seeking
understanding
amongst

ignorance.

No explanation
about why PD
had been given

as the diagnosis

SMHS declined
to answer
questions about

PD diagnosis

‘This doesn’t
make any sense,
we’re helping
her’: The
importance of
understanding
for effective
SMHS

treatment

More
understanding =

easier to

‘They didn’t
really know very
much at all’: The

impact of

misunderstanding

‘I just wanted
to
understand’;
Knowledge
and
understanding
as powerful

tool in SMHS

Questioning
how SMHS
missed ASC
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self-directed Difficulty advocate for own Shouldn t be the
learning understanding Assumptions needs individuals job

therapy skills made based on to recognise
Autism diagnosis ~ preventing them incorrect PD Needing possible
giving being used diagnosis understanding diagnoses
opportunities to not fixing
explore more Learning how Latching onto
about selfin ASC affects me A lot of info _from PD as an
therapy leading to private ASC explanation for
understanding diagnostic difficulties
Charitable barriers to service
service noticed treatment ASC
something SMHS information
didn't No information isn't very neuro
about BPD given affirmative
“and 1 felt like post diagnosis
they really SMHS views on
wanted to support — Assumption that ASC are
me in SMHS outdated
understanding professionals

myself, but also

would be trained
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Having a Voice
in SMHS: a
Dichotomy of
Control and

Helplessness

being able to
support me in
anything, really,

as usual”

Support feeling
excessive as a
result of autism
diagnosis.

‘I find it really
ironic’: a
dichotomy of
control and

helplessness.

Same adjustment
requested with the
autism diagnosis

was facilitated

in

neurodivergence

‘You have to
fight so hard’:
Barriers
persisting

across SMHS

‘They say one
thing, they do
something else’:
how

experiences

‘Take it or leave
it’: losing your

voice in SMHS

Psychiatrist
refusing to
change
diagnosis or

treatment

Complaint led to
a change in CPN

‘Feeling done
to’: the illusion
of power and
control in

SMHS

‘It felt a little bit
pointless’:
expectations

versus reality in

SMHS

‘You get
diagnosed and
then you just get
left’: The
juxtaposition
between
expectations and

reality

Internalising

things when you 're

not listened to

‘I wasn't really
surprised...
just a little bit
disappointed’:
becoming
dispirited in

SMHS

No choice in

therapy
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Autism diagnosis
made SMHS
treatment

actionable

More
consideration of
needs with the
autism diagnosis
compared to the
PD diagnosis
prevalent across

SMHS

Contact was
person centred

and needs led

Felt more listened

to by care

coordinator

erode trust in

SMHS

Limited
information

about choices

Using own
experience to

seek diagnosis

ASC query came

from own reading

Agreed to
therapy because
they didn 't know
there was other

options

Would have
chosen the
therapy they got
if given the
choice, but
choice is

important
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Compassion
Cultivates
Compassion:
Service and
Individual Level
Disparities in

Care

following PD
diagnosis

‘It’s more the
people that have
supported me’:
individual
relationships
supersede
service level

experiences

Interactions with
crisis SMHS
changed after PD

diagnosis

Feeling anger
about the way

they were treated

‘Oh, this is
what good care
looks like’:
Trust, service,
and individual
level disparities

in care

Staff as offensive

and stigmatizing

‘They were the
only people on
my side’; The
impact of
individuals

within SMHS

More
compassion
following ASC

diagnosis

More compassion
with ASC

diagnosis

Warm and
validating
responses with

ASC

SMHS should
show compassion
regardless of

diagnosis

There's always
good and bad

attitudes

Kindness from

understanding

System letting
people down

Awful experiences

in one Trust

Therapists as

brilliant

Being treated
kindly

‘It was like
polar
extremes’:
experiences
hinging on who
is at the other

side of them

Unhelpful
response was

expected

Negative
experiences in
SMHS echoed
through other
NHS services
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Understanding
that some of the
changes are due
to SMHS changes
and not the
individual or

diagnoses

Contact with
some service staff

was mandatory

SMHS are too
busy to support

everyone

SMHS are

invalidating

Compassionate
understanding
about responses

from SMHS
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Appendix 6

Distress Protocol

Identifying distress
* The participant indicates they are experiencing emotional distress or exhibits behaviours

that suggests they are distressed such as crying, shaking etc.

Stage 1 support

*The researcher will pause the interview and the participant will be informed that they are

able to withdraw at any time.

*The researcher will offer the participant opportunity to take a break or move onto a different

topic.

* The researcher will use any support techniques that the participant identified as helpful
during the introduction to the interview.

*[f the participant feels able to carry on the interview will resume.

* Direct the participant to the support resources listed in the participant information sheet.

*If the participant feels unable to carry on go to stage 2.

Stage 2 Support

*Ask the participant if they would like to stop the interview (if no, return to phase 1).

«[f the participant agrees that they would like the interview to stop, ask the participant if they
would like to withdraw from the study or continue the interview at another time.

* Direct the participant to the support resources listed in the participant information sheet or

approach their mental health team for support if recruited by NHS staff.



EXPERIENCES OF PD AND ASC IN SMHS 2-79

Appendix 7

Autism Reporting Guidelines

2.8 Reporting guidelines
2.8.1 Transparent reporting of trials

The relevant EQUATOR Network reporting guidelines should be followed depending on the

type of study. For example, all randomized controlled trials submitted for publication should

include a completed CONSORT flow chart as a cited figure and the completed CONSORT

checklist should be uploaded with your submission as a supplementary file. Systematic
reviews and meta-analyses should include the completed PRISMA flow chart as a cited figure
and the completed PRISMA checklist should be uploaded with your submission as a
supplementary file. The EQUATOR wizard can help you identify the appropriate guideline.

The What Works Clearinghouse (WWC) guidelines should be followed when submitting in

single-case design (SCD) and meet the standards outlined for internal validity of the SCD.

Other resources can be found at NLM’s Research Reporting Guidelines and

Initiatives

2.8.2 Sample selection and demographic characteristics

Autism now requires authors to report the following information for all Research Reports

(including systematic reviews):

i.  procedures for sample selection and recruitment; and

ii. major demographic characteristics, including age, gender, race/ethnicity and
socioeconomic status.

Including this information will provide greater clarity regarding sample characteristics and

generalisability of the findings, even when such characteristics are not used in the analysis

(although we encourage investigation of subgroup differences, where possible). It should also

encourage researchers to consider the way in which context and culture contribute to their

findings.

If authors are unable to report some or all of this information, its absence must be

acknowledged with a clear statement of explanation (e.g., “specific data on socioeconomic

status and educational attainment levels were not recorded”).

Manuscripts that contain neither the required information nor an appropriate statement will be

returned prior to consideration by the editors.



EXPERIENCES OF PD AND ASC IN SMHS 2-80

2.8.3 Community involvement

Autism encourages research that is actively carried out ‘with’ or ‘by’ members of the Autistic
and autism communities (rather than ‘to’, “about’, or ‘for’ them), often referred to as ‘co-
production’, ‘participatory research’, ‘patient and public involvement’ or ‘integrated
knowledge translation’.

We therefore now require authors to include a community involvement statement at the end
of the Methods section for Research Reports, outlining whether autistic people or family
members, community providers, policy makers, agency leaders or other community
stakeholders were involved in developing the research question, study design, measures,
implementation, or interpretation and dissemination of the findings. Community members
should be duly acknowledged — as authors or in the acknowledgements section — depending
on the extent and nature of their contribution. We recommend that authors follow the BMJ’s

editorial guidelines for documenting how community stakeholders were involved in their

research.
If community members were not involved in the study, authors should state this. For more

details about the reasoning behind this journal requirement, and editorial expectations of

authors, please download this FAQs document.

2.9 Data Policy Statement

Autism supports open research practices and FAIR principles. As such encourages authors to

share their data wherever possible and submit their data (or a link to it) and where applicable,
their syntax/command files for the analyses presented in the contribution. Authors can make
data available through a third party data repository or on the journal website as a

supplementary data file.

If cited data is restricted (e.g. classified, require confidentiality protections, were obtained
under a non-disclosure agreement, or have inherent logistical constraints), authors should
notify the editor at the time of submission. The editor shall have full discretion to follow their
journal’s policy on restricted data, including declining to review the manuscript or granting
an exemption with or without conditions. The editor shall inform the author of this decision

prior to review.
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Where data is sensitive and cannot be shared in an open forum, authors are encouraged to
share metadata and provide a contact for requesting access if the raw data itself cannot be
made available.

Data can be submitted with your article and hosted on the Sage Autism website where we
work with Figshare to host data content. Authors can use a recognised third party data

repository service to host their data such as Open Science framework. Authors may use their

institution’s data sharing repository.

Autism also encourages authors to delineate clearly the analytic procedures upon which their
published claims rely, and where possible provide access to all relevant analytic materials. If
such materials are not published with the article, we encourage authors to share to the greatest
extent possible through a digital repository (above). Autism encourages authors to use data
citation practices that identify a dataset’s author(s), title, date, version, and a persistent
identifier. In sum, data should be referenced and cited, where possible, as an intellectual

product of value.

3. Publishing Policies
3.1 Publication ethics
Sage is committed to upholding the integrity of the academic record. We encourage authors to

refer to the Committee on Publication Ethics’ International Standards for Authors and view

the Publication Ethics page on the Sage Author Gateway.

3.1.1 Plagiarism
Autism and Sage take issues of copyright infringement, plagiarism or other breaches of best
practice in publication very seriously. We seek to protect the rights of our authors and we
always investigate claims of plagiarism or misuse of published articles. Equally, we seek to
protect the reputation of the journal against malpractice. Submitted articles may be checked
with duplication-checking software. Where an article, for example, is found to have
plagiarised other work or included third-party copyright material without permission or with
insufficient acknowledgement, or where the authorship of the article is contested, we reserve
the right to take action including, but not limited to: publishing an erratum or corrigendum
(correction); retracting the article; taking up the matter with the head of department or dean
of the author's institution and/or relevant academic bodies or societies; or taking appropriate

legal action.
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3.1.2 Prior publication
If material has been previously published it is not generally acceptable for publication in a
Sage journal. However, there are certain circumstances where previously published material

can be considered for publication. Please refer to the guidance on the Sage Author Gateway

or if in doubt, contact the Editor at the address given below.

3.2 Contributor's publishing agreement
Before publication, Sage requires the author as the rights holder to sign a Journal
Contributor’s Publishing Agreement. Sage’s Journal Contributor’s Publishing Agreement is
an exclusive licence agreement which means that the author retains copyright in the work but
grants Sage the sole and exclusive right and licence to publish for the full legal term of
copyright. Exceptions may exist where an assignment of copyright is required or preferred by
a proprietor other than Sage. In this case copyright in the work will be assigned from the

author to the society. For more information please visit the Sage Author Gateway.

3.3 Open access and author archiving
Autism offers optional open access publishing via the Sage Choice programme and Open
Access agreements, where authors can publish open access either discounted or free of charge
depending on the agreement with Sage. Find out if your institution is participating by visiting

Open Access Agreements at Sage. For more information on Open Access publishing options

at Sage please visit Sage Open Access. For information on funding body compliance, and

depositing your article in repositories, please visit Sage’s Author Archiving and Re-Use

Guidelines and Publishing Policies.

4. Preparing your manuscript for submission
4.1 Formatting
Autism asks that authors use the APA style for formatting. The APA Guide for New

Authors can be found on the APA website, as can more general advice for authors.

4.2 Artwork, figures and other graphics
For guidance on the preparation of illustrations, pictures and graphs in electronic format,

please visit Sage’s Manuscript Submission Guidelines.
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Figures supplied in colour will appear in colour online regardless of whether or not these
illustrations are reproduced in colour in the printed version. For specifically requested colour
reproduction in print, you will receive information regarding the costs from Sage after receipt

of your accepted article.

4.3 Supplementary material
This journal is able to host additional materials online (e.g. datasets, podcasts, videos, images
etc) alongside the full-text of the article. For more information please refer to our guidelines

on submitting supplementary files.

4.4 Terminology

4.4.1 Terminology about autism and autistic people
Autism has researched and produced its own guidance on terminology and language used in

autism research. Please consult the guide here: autism terminology guidelines.

4.4.2 Language used to discuss race and ethnicity
Likewise, Autism has also produced the following guidance to be considered when writing

about race and ethnicity. Please consult the guide here: race and ethnicity language

guidelines.

4.5 Reference style
Autism adheres to the APA reference style. View the APA guidelines to ensure your

manuscript conforms to this reference style.

4.6 English language editing services
Authors seeking assistance with English language editing, translation, or figure and
manuscript formatting to fit the journal’s specifications should consider using Sage Language

Services. Visit Sage Language Services on our Journal Author Gateway for further

information.
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Critical Appraisal

The critical appraisal will provide a broad overview of the findings of the systematic
literature review and the empirical paper, alongside in-depth, critical reflections of both
papers and the research process. The strengths and limitations of each paper will be
discussed, alongside clinical implications, future research, and the researcher’s personal
reflections.
Overview of Findings

A systematic review of the impact of attention deficit hyperactivity disorder (ADHD)
or autism spectrum condition (ASC) in adulthood on mental health and wellbeing is
presented within the first section of this thesis. Negative impacts on mental health and
wellbeing were explored, alongside the protective factors that mitigate these impacts. The
review outlined that participants’ beliefs about diagnoses, changes in relationships with self
and others, and seeing the past and future through a new lens were all experienced as salient
factors affecting their mental health and wellbeing post-diagnosis by those diagnosed in
adulthood. The review highlighted the phenomena that were experienced by the participants
within the review that were linked to poor mental health and wellbeing: internalized stigma,
identity threat, and regret and hopelessness. Participants described how stigma from others,
non-disclosure, and lack of support contributed to these experiences, alongside the
experiences post-diagnosis that had served to protect their mental health and wellbeing
including improving their understanding about the diagnoses, feeling a sense of belonging,
and having access to support and adaptations. Furthermore, timely diagnosis was
hypothesised as a preventative measure against the impact of late diagnosis of ADHD or
ASC.

The original research presented within the empirical paper in the second section of

this thesis explored experiences of secondary mental health services (SMHS) from the lived
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experience of six adults who had been diagnosed with ASC following an initial diagnosis of a
personality disorder (PD). Interpretative Phenomenological Analysis was used as the method
of analysis within the paper, and the researcher took a critical realist stance; identifying that a
reality outside of the human consciousness exists, whilst identifying that participants’ lived
experiences and the social structures that have influenced them makes the truth of their
reality subjective (Tikly, 2015). These experiences focused on a sense of loss of individuality
to a diagnostic label, the impact of stigma, expectations of SMHS not being met, the power
of understanding the challenges associated with PD and/or ASC, and the impact of
individuals within SMHS. The research highlighted the challenges this population can face
within
SMHS, and how the diagnoses attached to them can influence and change these experiences.
Participants reflected on where SMHS fall short of meeting the needs of autistic adults who
are initially diagnosed or misdiagnosed with a PD, and shared their thoughts about what
might have caused some of their challenging experiences.
Strengths, Limitations, and Suggestions for Future Research

Systematic Literature Review

The systematic review synthesised findings specific to the lived experience of adult
diagnosis of ADHD or ASC in relation to its impact on mental health and wellbeing, a
synthesis which has not previously been undertaken to the author’s knowledge. The findings
contributed to the development of a novel conceptualisation of the impacting and protective
factors of diagnosis in adulthood in relation to mental health and wellbeing. Furthermore, the
findings contributed to clinical recommendations regarding supporting those diagnosed with

ADHD or ASC in adulthood within mental health services.
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The review focused on adult diagnosis of both ADHD and ASC as both
neurodevelopmental conditions have been identified as being associated with an upward
trend in adult diagnosis within the UK (McKechnie et al., 2023; Russell et al., 2022).
Additionally, ASC and ADHD frequently co-occur (Ghirardi et al., 2018; Leitner, 2014), and
it is identified within the DSM-5 that ADHD symptoms are common in autistic individuals
(American Psychiatric Association, 2013). With that in mind, it seemed important that the
review considered both diagnoses, and that any recommendations resulting from the review
were applicable across the diagnoses. Given the narrow focus of the review, focusing only on
the impact of adult diagnosis on mental health and wellbeing, including one diagnosis would
have greatly reduced the quantity and quality of information pertaining to lived experiences
within the review. Whilst the impact of adult or late diagnosis of both diagnoses has been
researched, the information pertaining to the impact on mental health and wellbeing
specifically is limited.

For the purpose of the review, studies and results pertaining to self-diagnosed ADHD
or ASC were excluded. There is a paucity of research exploring the accuracy of selfdiagnosis
for both ADHD and ASC, and self-diagnoses are likely to be ignored by professionals
(Lewis, 2017), therefore self-diagnosed adults would be unlikely to have access to the same
post-diagnostic support as formally diagnosed adults. The impact of selfdiagnosis of ASC in
adulthood has been explored, and the impact on mental health and wellbeing was largely
linked to remaining without a formal diagnosis (Lewis, 2016). The impact of self-diagnosis
of ADHD in adulthood has yet to be researched, to the author’s best knowledge. Therefore, it
is uncertain whether this group would share the experiences of those formally diagnosed in
adulthood, and therefore it felt appropriate to exclude them for the purposes of the review.
However, it is acknowledged that this is an important group to consider regarding support

within mental health services as there are documented impacts of self-diagnosis of ASC, and
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further research to include the experiences of adults who selfdiagnose with ADHD would be
valuable.

The review does not include a breakdown of the demographics of the participants
within the reviewed studies beyond which country the studies were conducted in, age ranges,
and the genders of the participants. This was due to limited and varying demographic
information across the studies, and as such demographics such as race, specific age, and any
comorbid mental health conditions could not be reported on. This limits the review in its
ability to identify who within the population of those diagnosed in adulthood is the most
likely to be impacted post-diagnosis regarding mental health and wellbeing. This would be
important information to capture as is could serve to highlight who the proposed clinical
implications within the review should target. However, some data exists regarding who is
most at risk of missed or late diagnosed ASC (Fusar-Poli et al., 2022) and ADHD (Schein et
al., 2023) regarding mental health comorbidities.

Finally, the review only explored papers written in English, and the countries the
studies were conducted it were predominantly western countries. As such, the findings and
implications should not be generalized across non-western groups, and the experiences within
the findings should not be interpreted as universal experiences across cultures.

Empirical Paper

The empirical paper added to a growing body of literature exploring late diagnosis of
ASC from the unique perspective of individuals with an initial diagnosis of PD who have
lived experiences of accessing SMHS. Whilst much of the existing literature investigating
experiences of being diagnosed with ASC in adulthood acknowledges a lack of
postdiagnostic support (Crane et al., 2018; Crowson et al., 2024), this study aimed to explore
the experiences of those who were accessing services prior to their ASC diagnosis, and

whether this new diagnosis changed their experiences of that support. The results highlighted
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an overlap between experiences post PD and post ASC diagnosis, including experiences of
stigma and the perceived lack of knowledge and understanding of SMHS clinicians. The use
of Interpretive Phenomenological Analysis (IPA) allowed the meaning each participant made
of their unique yet similar experiences in SMHS to be drawn out and presented in themes that
have meaningful implications for the future care of this group. The research provided the
participants a voice, both to share their experiences of SMHS and to have their say in how
services can improve. This feels important considering the experience of losing one’s voice
within SMHS that was described by the participants.

Whilst full participant demographics were not collected or recorded, it is
acknowledged that the recruitment process made the research open to primarily western,
English-speaking individuals with the economic means to access the internet. It is important
to consider the experiences of those across cultures, and to explore cultural variations in
experiences with SMHS, particularly as mental health services and stigma associated with
diagnoses vary across cultures (Carpenter-Song et al., 2010). Gender identity was a further
demographic that wasn’t collected or reported for the purpose of the empirical paper. This is
explored in more detail within the thesis and aimed to mitigate the risk of assumptions and
knowledge about the relationship between diagnoses and genders being applied to the
participants’ experiences. Whilst there is a body of existing literature exploring gender, PD,
and ASC (May et al., 2021; Rinaldi et al., 2021) it would be important to consider
experiences of SMHS from the perspective of those with PD and late diagnosed ASC who are
gender diverse.

The study aimed to interview between eight and twelve participants, with the final
number of interviews totaling six. Whilst this fell short of the recruitment aim, it was
sufficient in achieving rich accounts, and reached theoretical sufficiency. It is important that

IPA research highlights the individual accounts of lived experiences alongside identifying
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commonalities across a small, homogenous sample (Larkin et al., 2021). The sample was
homogenous in that all participants had the shared experience of being diagnosed with a PD
prior to being diagnosed with ASC, and of accessing SMHS. It is acknowledged that there
were varying timeframes between PD and ASC diagnosis across the sample, however the
order of receiving each diagnosis was the pertinent factor within the research. It could be
argued that given the varying gaps between diagnoses, participants with the longer periods
since PD diagnosis may have struggled to recall SMHS experiences post PD diagnosis.
However, it is suggested that this did not impact the richness of the accounts as all
participants gave considerable weight to their time under SMHS with a PD diagnosis.
Additionally, some participants included accounts of other comorbidities including mental
and physical health diagnoses, acknowledging their impact on their experiences. Whilst this
was not explored within the empirical paper, it is important to consider the impact of
diagnoses other than PD for those diagnosed with ASC in adulthood.

Finally, consideration was given to the mediums through which interviews were held.
It was decided that interviews would be offered via MSTeams or telephone, with face-to-face
interviews being offered to those recruited via NHS SMHS within agreed NHS sites. Whilst
this provided participants with some choice, their preferred method of communication may
not have been available to them. Having choice over how autistic individuals engage with
research has been found to be a common enabler for autistic people participating in research
(Haas et al., 2016). Whilst some choice was given, perhaps not restricting the participants to a
limited number of options would have been more beneficial in encouraging engagement.
Examples such as completing qualitative surveys are discussed within the empirical paper.

Clinical Implications
The findings of both the systematic literature review and the empirical paper suggest

that mental health services could be an appropriate support system for those diagnosed with
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ASC or ADHD in adulthood. Post-diagnostic support was perceived as important yet difficult
to access by the participants across the two papers. Whilst specific support for neurodivergent
adults may be viewed as the role of neurodevelopmental services, both papers suggest
possible clinical implications relevant to primary and secondary mental health services. This
was further supported by one participant within the empirical study, who identified that
awareness of how to work with autistic adults is important within SMHS given they are
commonly supported by the services: “considering a lot of the time neurodivergent patients
get seen through mental health services, [ would have assumed you've had something or that
it's additional training that you have as part of your regular training” (P2).

Participants across the two papers explored their experiences of stigma in relation to
diagnostic labels and how these experiences had impacted their mental health, wellbeing, and
perception of mental health services. As increasing knowledge has been observed to be more
effective at reducing stigma than interventions targeting stigma (Kentrou et al., 2021), staff
support and training around working with neurodivergent adults is suggested. The Oliver
McGowan Mandatory Training on Learning Disability and Autism is the preferred training
for health and social care staff working with autistic individuals (NHS England, 2024) and
aims to reduce health inequalities through upskilling staff to provide appropriately adjusted
care for autistic people. There are currently no NHS recommended training or education
packages for mental health professionals working with adults with ADHD. This suggests a
gap in mental health professionals’ training that needs to be addressed as a component of
working towards providing mental health and wellbeing support to adults with ADHD post
diagnosis.

The effects of adult diagnosis being perceived as late or missed diagnosis were
apparent across both papers. Feelings of anger, sadness, and guilt were expressed by

participants and calls were made for more timely diagnosis to prevent some of the
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challenging experiences associated with being undiagnosed. Fear of not being believed by
professionals has been highlighted as a barrier to accessing formal diagnosis for autistic
adults (Lewis, 2017). As the empirical paper highlights, not being believed by professionals
was a challenge that the participants described when they were accessing SMHS with a PD
diagnosis, suggesting this population may be at increased risk of feeling unable to access
formal diagnosis. Reasonable adjustment requests should be considered by SMHS regardless
of formal diagnosis. Participants within the empirical paper commented on the benefits of
their needs that they associated with being autistic being met prior to formal diagnosis, and
this would promote neuro-affirmative practice withing SMHS by holding consideration for
neurodiversity amongst all staff and service users regardless of whether they are
neurodivergent.

Gender was explored by some of the participants within the empirical paper as a
potential barrier to receiving a timely autism diagnosis, specifically for females. Ratios for
male:female ASC diagnosis have been observed to be around 3:1 (Loomes et al., 2017) which
has been attributed to factors including the possibility of a female ASC phenotype that is
typically unrecognized within the current conceptualization of ASC (Rubenstein et al., 2015).
Clinician bias has been observed as a barrier to female ASC diagnosis (Lockwood Estrin et
al., 2021), with females typically being diagnosed with other conditions despite evidence of
ASC being documented in clinical records. Increased masking in females has been posited as
one potential explanation for this bias (Milner et al., 2019), highlighting the need for better
understanding of this phenomenon to improve the timeliness of diagnosis in females. Tools to
aid in the identification and understanding of masking have been developed (Hull et al.,
2019; Livingston et al., 2020) and may be beneficial within SMHS to assist in differentiating

ASC from commonly misdiagnosed mental health difficulties such as PD.
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Personal Reflections

My experiences working within SMHS, specifically acute inpatient and a Complex
Emotional Needs service, inspired the development of the empirical research. Within my
previous roles I had observed the challenges that people diagnosed with a PD faced in
SMHS, and the growing number of those who were beginning to be diagnosed with ASC. It
became apparent that this was a growing population whose experiences of SMHS would be
important to understand to help shape the future of SMHS. This is particularly important
given that the National Quality Board highlights coproduction and responding to feedback as
two of three key principles in delivering the best experiences in care systems (NHS England,
2022).

I was aware throughout the research process that my own experiences, opinions, and
biases may impact the research, and was mindful to keep a log of my thoughts and
experiences throughout to ensure they did not impact my analysis or results. An excerpt from
my reflective log below highlights my reactions to Participant 1’s interview:

“I noticed feelings of anger during Participant1’s account of their experiences in

SMHS, and I am mindful that anger is my response to what I have heard, not

something they communicated that they felt in response to their experiences, and

therefore should not be reflected within the analysis of their interview”.
Keeping a log of these experiences allowed me to separate my own experiences hearing
about the challenges participants faced within SMHS from how they perceived, responded to,
and understood them. This allowed me to ensure my reactions and responses did not impact
the analysis process.

Listening to participants’ accounts of their experiences in SMHS encouraged me to
reflect on my position within these systems and my values moving forward into my future

qualified role within the NHS. I reflected on how I might fit into a system which can be
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challenging for the people it is designed to support, including through perpetuating stigma
and invalidation:

“I hope to work in a service that supports individuals with complex emotional needs,

including those who may attract a PD diagnosis post qualification, and today’s

interview has left me wondering how I will position myself within systems that can

be harmful. The importance of compassion towards the challenges both the people I

will be supporting and the people I will be working alongside feels important.” This

has fostered a growing interest in compassionate approaches including compassionate
leadership (Cole-King & Gilbert, 2014) and how these approaches can be adopted by
clinical psychologist to promote compassionate care within SMHS.

I found conducting the interviews challenging, not in the process of interviewing via
MSTeams or through using semi-structured interviews, but rather the emotive nature of the
content of the interviews and my own pull to validate and reassure the participants. Validation
is an important part of providing compassionate care, as compassion itself if defined as
noticing suffering and being committed to doing something about it, which requires that the
suffering is validated at some level. The experience of moving between the roles of a trainee
clinical psychologist as a therapist and a researcher and the challenges associated with this do
not appear to have been investigated. It would be interesting to explore whether this was a
common challenge when completing qualitative research.

Throughout the research I kept a keen eye on what the common social discourses
around the increase in diagnoses of neurodevelopmental (ND) conditions were, primarily
through social media including Twitter (X). I observed a number of prominent public figures
invalidating ND diagnoses as behavioural problems or products of modern living including
over reliance on technology. I found these evaluations of neurodivergent individuals

challenging to read, noticing feelings of anger and frustration, and reflected on how common
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social discourses around ND diagnoses may have impacted the participants within my study.
This would perhaps be an interesting piece of future research, as social media has been
shown to influence the perception of ASC as observed through analysis of public discourse
on

YouTube video comments, including influencing stigma (Bakombo et al., 2023).
Before beginning recruitment for the empirical study, I had anticipated that [ would

easily recruit between eight and twelve participants due to the growing population of adults
being diagnosed with ASC following a PD diagnosis. However, recruitment was challenging
and ended before I hit my original minimum number of participants. Research exploring the
impact of speaking about trauma from the perspective of trauma survivors indicates that
sharing traumatic experiences can be both empowering and triggering (Taylor & Clarence,
2021). The distress protocol within the present study (appendix X) alongside the introduction
to the interview each participant received (appendix X) aimed to mitigate this risk, however it
is still possible that the retelling of their experiences in SMHS was traumatic or challenging
for the participants. Participants were engaged in conversation at the end of each interview
including being given an option to ask any questions and a wellbeing check in, which did not
indicate any distress following the interviews, however a quantitative measure of distress
may have been helpful to have considered as a post-interview activity.

In seeking ethical approval for the study [ was required to attend a Research Ethics
Committee (REC) review to answer any questions about my ethics application. I was
surprised to hear a reflection within the review that resulted in my initial plan to recruit via
social media being rejected (later approved following an amendment). It was suggested that
potential participants may lie about having a formal diagnosis of ASC to enable them to be
involved in the research. I did not challenge this within the review, perhaps due to anxiety,
however I wondered whether this reflected the stigma that is associated with individuals who

attract diagnoses of PD. As identified within the empirical paper, it was not unusual for
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participants to hear words like ‘manipulative’ or ‘attention seeking’ being used to describe
them: “I think they made out everything I was doing was attention seeking” (P3). This
experience reaffirmed the importance of this research and its aims to give a voice to the lived
experiences of a population who are frequently subjected to treatment influenced by stigma,
and to suggest ways to move forward that will make experiences of accessing SMHS less
challenging.

Finally, it felt poignant during analysis that compassion for SMHS and why they may
be challenging came through within the participants accounts within the empirical paper. This
stood out to me as across the accounts compassion seemed to be missing from participants’
interactions with SMHS, particularly following PD diagnosis. It would be important to
consider what has influenced this compassion, and how this knowledge could be transferred
to SMHS staff who commonly experience compassion fatigue (Ray et al., 2013).

Conclusion

This thesis was a product of my own experiences working with SMHS and observing
how they can be challenging for the growing population of adults diagnosed with a PD who
are later diagnosed with ASC. It was motivated by a passion to improve SMHS for this
population, and to give them an opportunity to share their experiences and thoughts for
moving forward in the development of more compassionate systems within the NHS. T hope
this research can contribute to meaningful change, and I hope to see more compassionate,
trauma informed services in the future, which I will continue to influence within my work as

a qualified clinical psychologist.
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bodies revieming your study. Pleass ensure: you answer af the guestions before proceeding wish your applcasons:

Flease compiete the quesbons . order. I you change the nesponse 0 a guestion, please seect “Save” and review all ihe
gueshons as your change may have affecied subsequent puestions.

Plowss omter @ short title for this progect {manmum 70 charachers)
P and Late &5C Diagnosis m Secondary Mental Health Servioes

1. Is your project reseanch?
@"r’u |_‘::|Hn

2 Solect one category from the list below:
¢y lanising Radiahon for combned revies of clinical inal of an irvestigahonal mecioinal produd

lonising Radia%on and Dewices form for combned review of combined inal of an imeestigational medicinal prodoct
and an inveshgational mecical device

(T Clinical irrvesagation or oéher study of a medical dence

(T3 Crther cinical trial o shudy & novel intervension or mndomised dinical nad to compare inferventions in cinical praciios
[T Basio scence study imobing procedieres with human participants

() Shudy adminisierng guestonnares/inierviews for quanstatve anabyss, or using mxed quantativeguakixie
meibicdology

(@) Study imeohang qualiaine methods only

(T3 Shacty kmited fo working with human fissue samples for other hurman ofogical samples) and data (specdc propect

ooy
(T3 Stuty limited So working with data {specific project oniy)

(T} Research tssue bank
[T Research database

it your work doos not fit any of these categorins, salect the option balow:

(T Ener sy

23 Pieaso answar tha foliowing question|s):

&} Does the study invohve the ose of any onisng radation? I:'I'I'.EI. (1 N

b5} Wil you be taking new human fissue samples {or ofher human biclogical samples)? (1 Yes @iho
o Wili you be wsimg exisiing human fissue samples {or other aman bisiogical samples)? (iYes  @No

3. in which coungries of the UK will the resoarch sies be located ¥ Tick = dar opply)
EEnghmi
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[} &cotamnd
[ wales
[} Horthem inetand

3a. Inwhilch country of the LK will the lead NS RED offico bo locatod:
%) Erglanc
"y Sootiand
{TiWales
"~y Morthem inedand

{73 Thes: study does nob invobee the NHE

4. Which applications do you require?

el IEAE Eorm
| il‘:nr-im'na.l.u',' Acrizony Group (CAG]
[ | Hidi Prizon and Frobation Serdce (HMPPS)

Most resparch projects requine review by a REC within the UK Healih Dopartmonts’ Rossamch Ethics Service. is
your study exomgpt from REC roviow?

Taves .:'!'.M:

5. Will ary research sips in this shady bo NHS organisations?

@Yes  (TyNa

5a. f&ro all the reseanch costs and infrastructune costs (funding for the support and facities needed o camry out tha
mescanch g.g- WHS support costs | for this shudy provided by a NIHR Biomoedical Research Centre (BRC), HIHR Applied
Research Collaboration (ARC). MIHA Patient Safety Transiatioral Resoarch Contre (PSTRC), or an MIMR Medioch and in

Vitro Diagmostic Co-oparative (MIC) in all shady sites?
Ploase saa information button for further details.

TiYes @M

Ploase soo information bution for furtser dedais.

Sb. Do you wish 1o make an application for the shady to be corsidered for MiHR Cimical Reseanch Motwork [CRM)
Suppart and inclusion in the NIHR Clinical Resoarch Metwork Portfolio ¥

Ploase soa information buttom for further details.

CiYes  (@ha

The MIME Clinicel Ressarch Network (SR provides: resesrchers witth dhe praciical suppar ihey meed to make chmscal
shoves fappen i e ME o England &g by prowding access o the peopls and facilifes nesded 1o carmy ouf res=arch "on
e growng™

i¥ yow sal=c! pas fo this gueshion. ioformation from yoor R4S subrinsion will swomaticaly be sharsd' with e MW CRA
Swhmission of # Porffoiio Application Form (PAF) is no longoer negueined.
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6. Do you plan 1o include amy participants who ane childmen?

.

{CiYes () o

4-4

T. Do you plan at any stage of the project 1o undertaics intrusive ressanch involving aduits lacking capacity to consent
for themsolws?

[ifes  @ho

Answer Yes f por plam io recrut iving pardoiparts aged’ 18 or over who iack capacidy, ar i redain frem &0 dte siody Blowing
inss of capaaty. Infrusse reseaTh means any reseath Wit the (veng reginnng consant in (ew. This moiudes use of
emfishis frssue samples or personal formation, excep! wiare appicofion is being made i the Confidenialfy Adwsory
Growg fo set aside e common e duly-of conddenfimidy & Engiend and Wales. Pleass consut the guidancs nodes for
furifier imfDnmakon on the legal frameworks for research imeoiving adulls lecking capaciy in Me L

B. Do you plan o inciade any participants who aro prisoners or young offenders in the cusiody of M8 Prison Service or
who ane offerders supervised by the probation service in England or Wales?

TiYes (@ MNo

5. Is Eha study or any part of it boing undortaken a= an sducational projoct?

:EI'FE |_"|ND

Piease descrbes briefly the mvoivemen) of e student(sf

This project forms parl of a dociom| thesis for the qualification of Doctorabe i Clinical Psychology. The rainee
{student) is supervised by a member of s2aff from the DCinPsy {eam at Lancaster Liniversity wiho will act 25 fead
nessarches for the study

Ba. Is the project being undertaien in part fuifiiment of a PhD or other dociorate?

@fes  (TiNo

10. Wil this research be financiaily supporied by the United Staxtes Department of Health and Haman Services orany af
its. divisions, agoncies or programs?

Cives (@ No

14. Will idontifiabio patient data ba accessed outside the caro bteam without prior consont at any stage of the project
[inchmling identification of pommtial participants]?

;'_ B~ |_i;. o
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Integrated Research Application System
Application Form for Ressarch Involving qualitative methods only

Bleaze reder fo the E-Spbmrssion and Checkis! tshs for insfruciions on submifting this appécaton.

The Chief Investigator shonld compisie this form. Guidanoe on the questions is avaiable whenesver you see this
symibol disployes. We recomemend reading the guidanos first. The complele guidance and a glossary are avaitable by
aeiecting Help

Flease define any ierms or acronyms that meght not be famiar to lay resewers of the application

Shart title and vorsion pumbar: (maxemum T characiers - Fis will be nserted 2 heacer on al forms)
PD ano Late ASC Diagnosis in Secondary Mental Health Servioes

&“mhm dedails #fer your fave booked the REC appicaion for revew

REL Namsc

REC Roferenos Musmbsor Submission daio:

Ad. Full tithe of the research:

Expenences of indiiduals with a Sagnosis of Personality Disorder being diagnossd with Aufmm Specinem Condibon
whilsi i secondary mental health services.

A2, Educational projects

fame and comlact delals of stodera{s]
Studont 1
Titie Forenamedniials Sumame
Miss Jode Daiton
Apdress Clinical Psychology, Division O Health Aesearch;
Lancaster Liniversity
Lancasies
Prsi Code LAT 4¥G
E-rmail jdattonéBiancasier ac uk
Telephone
Faor
Gve details of Se educatioral course or degees for which this ressanch & being undertaken:
Mame and level of courssr’ degres:
Doctorate in Clinical Psychology
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Mame of educational establishmerti:
Lancasier Linnersity

Mame and contact detals of acadsmic supsrisons):

Acadomic supenvsor 1

Til= Foeenamalinials Surnams

bOr Suzanne Hodge

Address Clinical Peychology. Civsion &4 Heafn Ressanch
Lancaster Universty
Lancasher

Pras Code LAT Y

E-<mmii 5. hodgeghlancaster ao uk

Telephone 01524 o712

Fax

Flease state which academic supersisar|s) has responsibilry for which student{s)
Biezze chick “Save now” before complehng this fable. This will ensune thet ol of fhe sfudenf and academic supenvisor
ce=inls are showr Comsoiby,

Shadenbis) Academic suporvisars]

Shadent 1 Mizs Jade Dalion o Cir Suzanree Hodge

A mpy of & orent &Y for e shunlerd and e academic sppernsor [macenunm 2 papes of Adl must be subrmitfed waib fe
applicakan.

AZZ, 'Who will act as Chief investigator for this study?

[ TlE'h.I'ﬂH'I'I
r'!'j-.-'i:nd:rmc SUPErVISDD
f _:'-{:!I'E'

A3-1. Chiof investigator:

Tl Foeerame/Indals Semame

Or  Suranne Hodpe
Post Lecturer im Heal®h Ressarch
Phid
MSc
Gualifications B
PEoAS
FHER
QRCID 1D D000 D000 D818 B8R
Employer Lancasier University
‘Work Address Clinigal Psychoiogy, Division (4 Heaith Research, Lancaster Unnersity

Healh inncrvatom One, Sir dohn Fisher Dinve
Lancaster
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Posl Coce L1 45

o E -l = hodgegiancaster. ac uk
* Personal E-mail

‘Waork Teleohone aZ4RE2TY2

* Personal Telephone Flobie

Fax

* This isfarmafion (s optionad. ¥ wil nof be placed in the poblic domaim or disclosed fo any ofher third pardy without priar
cansers.
M mpy of @ cuerent OV {masimum 2 pagas of A4) for the Chief mveshgaior maed be sshmiiied with the agplicsban,

Ad. Who is tho contact on behatf of the sponsor for all cormespondence relating to applications for this project #
This comiac! will receive copies of & comespondence fom RES and HARLRED ewewers fiadis sertio fhe G

Tae Forsnamedinihals Surname

Mz Becky Giorrian
Adcress Head of Research Cuakty and Policy
Lancasier Linersiy
Lamcosier
Post Code LAT YW
E-rmail spansoeshipfilancasier. acuk
Teiephane 0182468201

Fax

ABA1. Ressarch roference numbsers. Sease piae any redevar elananca s for pour stdye

Applicant’siorganisabion’s own relerence romber, eg. R & D (i

available): L
Sponsorsproloon number; i,
Protocol Version. 1.0
Prolocol Date: JEDE202]
Funcer's neference number {enter Se relerence number or sixie mal.
mpplcabie):
Project
websibe, MA
Additional referencs number{s]:
Ret. Mumber Desoripbon Relerenoe Mamber
Hik A

Regi=irahan of ressarch sfudies 15 encouraged sheaever possive. Your may be ahle o repister yoor sy Hough
your AMS organsabon o @ register num by a medical research chanty, or pebish your prodocal Mrough 8n open
#coass poblisher, I youw have regisiensd your sfud)y plaase pive delails i the “Adddonal reference numbesns)*
sechion.

AE-Z. |s this application linkod ip a previous study or anothor curent application ?

Ci¥es @Mo

Pleass grve boed detadls and reference numbers




ETHICS SECTION

4-8

T.Fmﬂl.ﬂ.ﬂl.ﬂﬂ-m : Ay revioe booings end reRaerch informooon SyRmme wE ank @ neunbar pf

| umbars of the mubire. #esse rund the guidasce rotes for advice on #ie sechion.

FOIT (1 iV 0 QUIVIGw Lsing TNGUTEE COMETRAAIEAS I &) ravewers aad

ABA. Bummary of the stedy. Fi=ase provids o bref summany of e ressarch [maximom 300 words) usng anguages
@y undersfood by lay rewewers and membars of e prbdc. Wihens the research s neviewed by 8 REC within e L%
Heatth ! Research Ethics Senvice, Mis summany wid be pubished on fhe Mealli Bes=anch Arthonty (HE4)
wehste flioming fhe efivcal nevew. Plzase rafer o fhe guesion speoiic goidence for fifs guesiion

The resesarch will explone how people with a Personabty Dsomer (PD) who have |sber been dagnosed weth Aubsm
Spactnem Condition (ASC) expenence mantal health s=rdces. This will incliede thesr expanences before and after fe
A5 diagnoss. The research will incde infenviews at are designed with the help of an expert by expesience. The
answess (o the interamew guesiions wil then be looked ot to- see if there ane any common themes. These themes vail
help us to understand how this group of people experience mental heaith servces. This understanding can ihen
infiarm sugestions that might mproee 1her expenences.

AEZ. Summary of main issues. Seass summanse ihe main ethical, lsgal or management issres avsing fom your siudy
and say how pou bave acdressad them.

ot al! sfuthes rame ogedican Ssres. Some studies may have stagitoreard ethical or ceher issues that can be inentfied
and maraged mudinsly. Cihers may presemn sgnticant sres requinng funther consideration by o AEC, M4, or ofber
review body a5 aoproprate fo Me ssue). Stodes el presend a minoma' sh f0 pariicieants may sase compls e
organisatanal or legad (ssces. You shood Iy b0 consder alf the ypes of issues et e diffeen! reviewers may need io
consider.

These are no idengfied nsks o paricipants who choose S0 parliopale in fhis study. Howewer, some participants may
fird discussing their time in secondary mental heaith services distressing. i participanis become distressed ouring
the miersew, the Sudent Researcher will péer e oppomunity fo pawse or end the ineriew. Opporfunities to ke a
break during the inferdew and resninders of particioants’ nght to withdeaw from the shudy will also be ghven o
participanis who become distnesssd. The parlicpant mformafion shestwill contain information regarding whese: the
participants can seel Sarfher support folloaing their partiopation in $he shady should ey so wish

Participants with @ diagnasis of ASC or PO may experience dffioabes’'dMerences. regarding communicarion. Sensfone
e imerdews will be offered face to face, via MSTeams, and by telephone o accoenmodate for their prefemed styls &n
expert by experience was corsslted 1o ensure that e anguage ussd within the participant documentation and
imberviews would be appropriate for the intended partcipant group. The scresning quesSomnaine vall allow pobential
parsciparts o disclose amy neasonable adpestments that will help them engage with ihe mmensesr, and Sere will be
space at e beginning of e inb=rviews for participants o discuss amything thal may be o distressing 1o discuss and
their preferred support stralegies showld they become distressed.

Parficipants are abie to withdraw from She study of any ime. However, as-ocufined within the consens form, nemoyval of
paricipant data is mited io two weeks afier their particpation in the mternew. After this time, as data may have been
pooied and analysis comemenced, i may not be possible © denddy and remove individual partcipant data

Lirsts: of confidenimley and anomymity will be dsnssed with parscipants al the start of the ind=views., with fis
information bemng inclded in the consent forms and parbcipant inforation sheets. This wil inclkide reminding
partcipandts that She student researcher may need to beealc coride nbality showld they dsclose anything within the
intervims that suggests thene may be a sk of harm to themsekes or others, If the Student reseacher nesds I break
confidentradity at any point during the study fis wil be dscussed with the participant and the appoonase safeguanding
procedures will be followsd.

Partcipants will be sipnposted to local senices such as primasry mentzd health cane serdces and the Samanians
wiihin the conseni process, and confidentinlfty will be disnssed including the researcher contacting iocal
safegurding teams for- guidance shauld any risk or safeguarding indormation be dicicsed within the intensess. For
pariciparts racnsied via NHS services the shudend nessancher may aiso oonact e peofessional nesponsible for their
CaFE FEQANNG any Saegpuandng Doncemms.

For recrafmend purposes participants will nequine aocess o the Shdent Ressancher's email address. The Siudem
Researcher's universey ermal address will be used for all cormrespondence with parfcipants to miligate amy potential
risis - A jelephone mumber speohic o the stady will also be used for commenicalion with participanss rather than the
Sader] Researcher's personal felephone number

Imerdews will b= offeres tace o oe, via Microso$ Taams, and via ielephone depending on the geographical locason
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of the partiopants and any aco=ssbsdity issoes tha? may need considerabon on an individial bases. The location of
face-lo-face imierviews will be negobated wih participants with space enlified wihin Lencaster University for non
MHS participanis, and an appropriale space within the recruiting MHE serdce will be acoessed for any parliopants
who are recruied via the MHE eouitment phase. The Chied Invesiigaior will be zeare of the dale, Sme, and locabon of
&l inlerviews and the university's lome working policy will be adhenad 1o Adfter each period of lone workeng, the
researcher will have a check in and ouf systemn with the Chiefl invesbgator and an opporunity to cebmef with tee Chie
inwestigaiar

4-9

AT. Boloct the appropriabe methodology description for this roseanch. Sfease hok af fhat apohy:

i |Case senes! case nole review

| | Case contred

[} Cobort observation

| JE-I:F.TIrDHHI trial withows rand cmisation
[] Cross-ssctional stucy

[|Database analysis

|| Enidemiciogy

|| Feastiay! pict stdy

[JLabormtory sady

[ |Metnalyss

Hﬂ.l.a.lh‘h\!-rﬂﬂ.n:l‘\

o Craeshonmare, mberview o7 ODSErRBon Study
| |F|h"rl:|l:l"rl:rl!ld controlled tnal

| ] Ceher jpisass specify)

AR What is the principal ressarch questioniobjective? Please gut this an anguage comprefansibls o 8 oy person

\ihal are e expenences. al care in secondary mental heash sernces of mdividuals with a disgnoss of Personality
Dtmorder afier recenving a diagnoss of Aussm Spectrum Condition ™

Afi. What aro the secondary ressarch questionsiohjoctives if applicable? Please put this in lanpuages comprehensibie fo
a fay person.

How do indviduais with a diagnosis of PD who are ier diagnosed with ASC experience adapiotions of their care
refated 1o their ASC diagnosis?

Do incvidisals with @ diagnos:s. of PD who ane ater dagnosed with &S50 expenence a change in their relationship with
me=ntal health services post ASC diagross?

ANZ What is tho sciontific justification for the Fessarch? Please pal this 0 Janguage comprehenside io@ @y person.

The Maobomal institute for Heslth and Care Exceflence (RICE, 2012} putine recommendations for inealing co-existing
me=ntal health condibons $or aubistic adulls within thesr autism dinical gudance: The pudeines ouline that the oo-
ooy mental health disorders shoulo be ireated by foliowang the associnoied NICE guidelines, with adaptations fo
iz 1he imlerveniion more accessibie. However, this isn1 necessariy the expenence of those with ived expenence of
receiving a diagnosis of A5G afier an in@al mental heakh dagnosis. Individuals have described professionals
imyoived in thesr cre nat believing they hane A5G and desoibed the therapy they nave recesyed to ireat the dagnosed
mental heakh condition as being neffective (Went, 2016).

Persoraity Disorder (PO} has been found 10 be one the most frequenily occumng mental healn condfons diagnosed
witin the ASC population (Fusar-Poli ef al., 2020). Menlal heakh nirses wee objectively rated as providing
mpualtatively poorer cane, in the form od verbal responses, fo people with EmoSonally Unstable Personaigy Disomder
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{EUPD) Tan ofher pabenss (Fraser & Gallop 1993 It could be-angued that f the focis of the care for mdividuals with 2
ciagnoss of PDwho are ter degnosed with ASC was shied from treating PD io reating ASC, the guakty of the care:
amnd the relationship with the prodessional providing the care may be mproved Sinouph decr=ased sligma

By expioring fe experiences of individuals wio have experenced being ciagnoses with AS.C followang am inibal
tagnosis of and treatment for PO, this researdh mary have mportant clinical mmplications for the care of mdnaduals
receiving care- fooussed on o diagnosis of PO who are later diagnosed with ASC

4-10

A2 Pleasa summariss your design and methodology. ¥ showt be clear exaotly whaf wil happen io e ressanch

Do not simply reproduce or refer o the profccod. Further geidance i availabie o ihe guidhnoe notes

Design - The sty will employ a quakttne design. Semi-stuctured interviess will be compleded with participants,
which will be aaio recorded and transcnbed by the Shadent Researcher.

Participants - Participants will be people who received an initial Sagnosis of pereonality disorder foom mental healn
services and were later diagnossd with aulsm spectum moncstion. The shudy will necnst participanis aged 18 and
ahove. A mrvmum of B and a maximom of 12 parhooants will be recruties

Mdeihod « The mal recruttmen phase will recrun potential parbcipands v sooal media. The study will be adverssed
tircaugh sooial media (Facehook, Twaler, Instagram, Threads)and the research advertisement will include the student
researchers umiversity emall address and ressarch feiephone nsmber. Potential particpants will confact the shutent
researcher o express their intenest in participating, and will then be s=ni a soesning questonnaire o assess
whelner they mes| the inclusion omerR, which they wil either complebe and email back o the shadent researcher if
thery ans able to, or will be complsted with the student reseamher over the phone.

#All pobential particpanis will be able i contact the Student Ressarcher for furdner information by telephone or emai wia
the research poster and will be asied (o complete 8 screening quesSonnaire, with their verbal consent, and
responses will be considered m line with the stdy’s mouson and exciuson critena. |t will be explained to participans
tnal as a resull of their answers i the questionnaire Shey may be eligbie for the intenview part of the shady

If the imibad recrosmend phase does not successfully acheve the neondmenl of between 8 and 12 parbopanis,
secondary mental heath seraces |G - | 0= ooproached ioadveriss the study via
placing posbers in theswr serdces and giving paricipant erformation shests to serice w=sers who meet the indision
crisena. Potential pariopants wil be screened by the pmfessonals respansible for Sheir cane [e.g. care co-ordinator)
Fsing the screening questonnaine with the participants werbal cansend. Eligible NHS participants. will be informed
vertally by their care provider that Shey are eliginles and will be able o contact the Sudent researcher 1o express thesr
Interest in particpating.

Responses 10 the screening guestionnaine will be sioned anonymoushy on a screening by geven the sensitive nahre
of the indomation. if the responses io the demographic questionnaire sahsly these crileria, parbcipants will be inviled
o arange & suttable int=rview date, time, and format. Parkcipants will also be sent the particpant méomation sheet.
cossanl famm, end distress proloood at this bme.

Imiervews will begin with the Student Researcher going through e parscipan! information shest and disiress
prodooo] and oblzining informed consent via the consent form.

Participants wil be asi=d o altend an infervew session that will st apprommately 1 hoor, moduding time 30 go over
tre infoemation shest and consent form. Pasticipants' conScentialéy and right o wishdras: will also be outbnesd.
Partiopants will be ofensd ihe opporiunity o ask-any further queshions Shey may havee abowt participading n the shudy
before consent is obtained

I particpants become distressed during the nierview opporiunshes will be gven o @ke a break, dscontinue the
interview, or amange 1o continue &g merdew al-a later date.

Once the inferview is complzie parscipants will be debrefed and =il ave an opporiunity toask any furiher guestions
they may have aboul the study. Pasticipants will also be directed 1o e support available ouslined within the disiress
protooal at s ime

Anralysis - Inteniews conducted within this study will be necarded 1sing an audio recorder and will be Fanscribed
verhadm by the Student Sesearcher. Data will be snonymised wsng pSeEdomymS.

paricipant. fow many tmes and in what order. Flease compiete fhis section in anpuage compreihansihie io e Ay persan.

A141. In which aspects of the nessarch process have yoo actively invohvod, or will yoa involve, patients, service users,
andior thadr carers, or members of the pubdic?

jaA Dessign of The: research

[ Managemeni of the reasanch

[ | Underiaking She research
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[} Anatyses of results
[[]Bisseminaton af findings

[] Home of the abowe

Give details of nahement. or if nones please fustfy fhe absence of involvement.

Enpert by ived expenence of being diagnosed with a Personalty Dsorder and accessing secondary mental heakh
services consulied i0 design the semri-stnsciuned inlerviews and review consent foem, partiopant information sheet.
and disyess protooal

4. AEKE ST ETHICAL EIEE

AflS What i the sample group or cobort 1o be studiod in this ressanch?

Select 2ll that agoiy.

[[]Biood

[7] Cancer

D-E-m

[[|Congenital Disorders
[|Dementias and Heurodegenarative Diszases
[ isetes

[]Ear

[fe

Dl.ITfI!I:I'I-I:m

[[] nframmatory @nd immune System
|_ :| Injurszs and Aoodenls
Euu'rﬂl-luith

[ Metabalc and Endocrine

[ |Muzcutcskeietal

[ |Weumlogcal

[[JCni and Gastointestinal
r:lF-IEI:l.I'trI:I

[ JRenal and Lrogendtal
[[]Repreductive Heakh and Chidorih

|| Aespiratoey

[[]=am

[ St
Gender; Mdale and femnale participans
Lower age limit: 18 Vmars

Upper oge lmic Years
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AATA. Ploass list tho principal inclusion criteria {list tho most impartant, max 5000 charactersk.

= The ndividual's first diagnosis was PO

= The indwdual’'s PO diagnoss was given when they wene at least T8 years of ags

= The individed s aged 18 and above

= The indnviciual is able 1o speak snd wrdlerstand English

= The incividiad received a dagros:s of ASC afier being given a ciagnoss ol PD

= The inmvidual recenved a diagnosis of ASC within e [ast & years

= The ndricisl was in sscondary mental health servces al the time Sheir K50 dagnosis was gren

= Bom the PD and the ASC olagnoses are formal diagnoses geven by mental healh professionals and are not seif-
ciagnosed

A1T-2. Ploass list tho principal swciusion criteria {list the most important, max 5000 charciers).

= The indwidial's diagnosis of 2 PO was given afier thew diagnosis of AS0

= The incividiaé's diagnoss of a PD was given before they were 18 years of age

= The individual 1s-nof aged 18 and above

* The indriciual i not able o speak or uncerstand English

= The indrvidusal was nol in secondary mental health senaces at the ime of e ASC diagross

= The incividuad Feceived an ASC diagnoses more: than & years ago

= The indricoal’s B0 or ASC is seil-diagnosed

* indrvicisals within inpatient sefings diss o Seir enviroomend being a pofential condounding vanatrie and the
passbiity af increased sk

A1B. Give dotails of all non-clinical intenventions) or procoduns{s) that will bo recsived by paricipants as par of tha
ressarch protocol. These novds seeiing consen!, Flervews. nos-clinica) abservahons and rse of quesbonrares.

Please compleie e columns for each interventon/procedurs as folows:
1. Total number of Ferseniions/proosdures 1o be recsved by each particpant a5 par of the research profocok
2. i this infervenbondprocedune would be routnely piven to participants as part of their care oulside $he reseanch,
horar many of e il would be roshine?
2. Average time taken per infenenfoniprocedise (minubes. howrs or days)
4. Detads of who will conduct the imlerventionorocedurs, and where d will ke place.

| mterenSon ar procesiure 1 23 4
Telephore or emall contactwith 1 0 18 Shdent Researcher - Remotely
the Giucksrl R=searcher io minuizs

discuss participant mformation
sheet ond conset fiorm,
compiete soreening
questionnaie. and ask amy
questons

Taking comsenl 10 10 Consent will be taken at fie bme the nbervies takes place by the
siudend researcher.  |f the mierdew i conducied remolely,
consent will be sudio recorded i a separate sudio file fo e
miersew As=, and writen consent wall be obiained oy the
particpant emailing a completed consant for fo e shudsnt
reseacher ahead of the inf=ndes. | the interview is face 1o face
wrinen corsent wil be faken.

|mberviEs 1 0 Vhowr Studerl Ressarcher - Facs-fo-lace or remoiely

AX. How long do you nxpect cach participant to be in the study in total 7
Betwesn £-12 months dependant on when e pardcipant is reonsted.
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AZZ Wiat are the potential fsks and burdons for research participants and how will you minimise them?

For all sudies, cescrive any polental adverse efiec!s, pan, discomdort, ofsiess, oo, nocomeniance or changes
to Afesfve. Dindy desoribe rishs or bordens thof cowd oocur as a resul of partficipation &1 the research. Say wial sisps
waouid be tak=n fo mindmise nsks and burmens as e as possibie

Online and f=lephane inteniews will be offered o reduce burdens on the parlicioants swch as the cost and Bme
implicabons of Favel. This wil also minimise risk o e sludent researcher and ncrease comfoet for the parbopants
2= they will be able |0 apoess e remode nteniews in a location tat is comfortable and safe for fem

Particpanis will be offered ®e opporiunity to have a persan of Sheir choice accompany them o inleraess, repardess
of formal, should Shey wish o do so for thest own comfort and safety,

The consulation with the exper] by expenence will reducs bistien on paricpants by ensuring Sat the distress
protoool is satabie for the participants o help minmse sk and mandmiss suppod ooring the process, and ta
ensune 1hat 1he miensew questions are relevant and considerate of potenlial cistress o ensure Tis & mmimised.

AT Wil intenviews! questionnaires or group discussions inchedo topics that might bo sensithes, orebarrassing or
upsetiing, or is it possible that criminal or othor disclosises requinng action could occur dusing the study ?

fEiYes (Tilo

if ‘s, plsase give delavs of procedures m place io deal with e sswes

Spme parscipants may find discussing thesr tme in secondary mental heaith services disinessng. # participants
become tisiressed turing Be intenview, the Student Aessancher will ofier the opporiunity o pawse or end the
interview. Opporunities to ke a break durng the niervew 2nd reminders of particinanis’ nght 1o winidrrey from the
siudy will also be gheen o partiopants who become disiressed. The participant imformabon sheet 'wsll contan
mformation regasding where the parscipanis can sesk further suppor follsing thesr pastionation i the shudy
should they sowish.

Participanis anx able o withdraw {rom ihe study 2t any bme. However, as ouined within the consent form, remowal
of parecipant data 15 dmibed 1o o weeks after their paricipation n the intendes. Adier this me, as daia may have
been pooled and analysis commenced. il may not be passible fo idenSify and remove: indeviduad parscpant data

Limits of confidensaliy and ananymity will be dscussed with participants al the start of iz miernews, with thes
micrmalion being induded n the consent formis and participant nformation sheets. This will inchede reminding
participants inal e sludent researcher may need 10 break corficentialty should they disdiose anything within the
inlenview hat sugpgesis there may be a nsk of ham o therseives or ofners. i the Shadent msearcher needs (o
resk confidentialty at anmy point during the ssudy this will be dscussed with Bhe particpant and the appropriate
safeguaniing procedures will be followed.

AZ4. \What ks tho pobential for benefit bo ressarch participants ¥

There are no-direct benedis o participants; however they might value the opporhursty Shis research 'sill gree them o
share their experiences of secondary merial healsh seraces and have ther voices heand

AZE. Wihat are the poiential risks for the researchens themsolves ? (F any)

Participants will be able in comac! the Siudent Besearcher via telephone and email; a work telephone nismber and
email address wil be used for theses puposes:

imtersiews will beaffered face o face, via Microso® Teams, and via islephone depenting on the geographical iocason
of the pariogants and any accessblity issies thal may need considerabon on an individisal basis: The Chief
IrresSgaior will be awmre of e date, bme, and location of al mbeniews and the university's lone working policy wil be
adhened . The Chied Investigator will be contacied after each imierveew for a brief cheok in o ensune the student
researcher s safe, and supervison will be avaiiable wih the Cmet imrestigator bo disouss any dsiressing comient
WIFn the infend ews

It Maix saction we 2k you m destribe the recTuisnent procedunes for the sdy. Flooss géve reporam defsils for
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AZTA. Mow will potentiai participants, records o sampios ba identifind ¥ Who will canny this out and what resounces
will b psed? For example, ivenifcation may mwolve a oiseose regrster, compotensed seamh of GF recom’s, or review of
mredicl reonros. dicale whether this sl be done by the ciect eaBhcans feem or by resesThers acing wnoer
arangemants with fhe respansible care orpanisatanys).

The mnitial recrufmend phase will recruit polersal participants via socal meda. The study will be acverhsad through
Facebook and Twitter using the eseanch poster. The poster will include an email address and Seiephone numbser for
paricipands io contact the student reseacher on jo express ther inferest m participasng.

I the: initiad recrufment phase does not successfully acheve the reooiiment of between B and 12 pariiopants,
secondary mental healh senices in| Il e approached 1o adveriiss the study via
pfacing posters in ther services and ging parlicpand imformaton sheels o serdice sers who meet the ndusion

critena. Inclusion crifena will be delermined by the professional responsibie for the cane of e polental particlpants
ming ihe screening gueslionnaie (& 4. care oo-ord nator)

AZT2. Wil the identification of potential paricipants involve reviewing or soreening the identifiable personal
information of patients, sarvice users ar any other person?

@ves [TiNo

Bleazs mve datmis beiow:

Professionals responsible for the cane of polensal parscipants wilhin the NHES (e.g. care co-ordnator) will denbty

paiensal participants wsing the screening questionnasre, which they will complete wi individuals under their care that
express int=n=si in particpaling.

AZT-3. Describe what moasures will be taken to ensuro there s no breach of any duty of confidenbislty owed to
pationis, service usars orany othor person in the process of idontifying potential participams_ndicads what steps bave
bemn or will be faken io inform pabents and serice wsers of the polenfal wse of their recom's for s pvpose. Desombe the
arrangemenls fo ensr thal ihe wishes of patients and seniDe USers fregaming accass & Mewr ooy e respeched
Fizase consal the guidance noles on this fopic

Ciinical records will not be useda ai this tme. Potential participants will give verbal consent to ther care provider to
commpleie the screening questionname and for the ndomabon stthin the guestonnaine (o be shamed with ihe stuben
researcher if they mest the shudy's indusion oritesia. inlormahon within the soreening puestionnaire will be siored on
an anonymesed screering log

AZT-4. Wil ressarchers or individusals other than the direct care team have accoss to idomtiflabde personal information
of amy potential participants?

Ci¥es i@iNo

AZE. Wil any participants be recruited by pubdicity through postors, lsafiets, advorts or websiios?

_@'r‘u |;_'___|H\:|

if Yes. please g defais of how ang whens pubdcily will he condiicied, and enclose cogy of alf adveriising maleral
{mtT version numbers and dedes)

The shady will be adverised (Frough sociali meda {Facebook. Twitler, Instagram, Threads) va a poster containing
informason an how polental parcipants can contact the Stadend Aeseacher. If this msal simtegy for recrutimenl is
unsiccessfol posters will beplaned in secondary care services for an additional recruitmen strategy

AZS. Mow and by whom will potential participants first bs approachod?

Indracusis who 32 the posier anc are mieresied in parscipasng m the study wall volumarty contact the Saureni
Researcher

Participants recnsted via the BMHS wil be approached by ther girect cane staff who will provde them walh the details ol
tie sturdy via ihe the pariicipant information sheed. Polental participants will then waksriardy contact the Shudent
Researcher.
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A0 Will you obtain informed consent from or on bohalt of research passicipants?
:‘i__“,. i1 |'__;|H|:|

# you wil be obmining consent from s particpards, please e ceimils of who wal fake consant and frow T wiT be
clane, with detads of any Seps fo sowine Fformaiion [a wwifen mormation sheed wWosos: or iemchve materal).
Armangemeants for aduits imabls fo consent for themsedves should be desonted separafely m a8 Sachan & and for
chiddnen i Part B Sechon 7

i you piaw io seek mormed congev! fmum vidnemies groups, say how you Wl ensune sk consent &5 wolurmarny and
ful’y imformen’

Werbad consent will be obiained for the completion of the scresning queshornaires but Sie sheadent researches for
rux-BHE parficipants and from the professional responsible for the care of NHS participanas.

Writen infoemed consent will be obbsimesd prior bo the mberviews, and revisited atthe start of the imernews by the
Shdent Researcher o alow an opporinity for participais to wathdraw consent if fey wish a8 1his lime. Comsend
foemes will be given fo pariicipants and consent will be writen prior to the: indendews. wilh consent forms being
emaied fo Ihe student res=archer, anc verbal prior to the nieriew stafing.

Inferdews wil be prranged at a ime Tl 13 sullable for partcipanis, waih at east 48 hours Debween inthal contact watn
the Stucen| Ressarchesr and te mmiensew for perticpants o decide whethes o commenos with the inberve,

¥ you are nod oibtaining consent. péease sxpiain wiy oot

Plasse snclose a copy of the miormation sheeds) and donsanf formys).

AJRZ. Wil you record informed consent jor advics from consulteos) in writing®

() Tes (TN

AN, How long will you alfow potential participants to de-cide whether or not to take paf?

A mmimum period of S8 howrs,

A33-1. What ammangements have boon mado for persons who might not adequately understand verbal oxplanations or
written informeation given in English, or who have special communication needs?(= 3. fansabon, e of inderonesien)

Farticipants will b= ghven ocoportunity to disclose any addibional needs that wil need to be considersd by e Shedent
Researcher via the demographio quesSonnaire. Amangemenis io meet these needs will be adoressed by the Student
Researcher. As this project is an unfunded stident projedt 1here ane no funds available for fransisiors or inSeprsters.
thereione i is o regurement of the: projed that paridpants are able o speak and understand English

AJS What steps would you tako if a participant. who has gren informed corsont, loses capacty to consant during the
sty ?  Tiok one oplion crfy.

i The pariicgant and all identfiabie data or tesuee colected would be withdrawn from She study. Data or issue which
is not isentifiable fo the ressarch team may be netained.
i The participant would be withdrasm from the shady. Identdabls data or issue siready colecied with consent woold

be retaned and used in e study. Mo further data or tssee would be colledisd or any other research procedires casmisd
ol an or in netaiian io e partiopan

i) The participant would continue ko be inchaded in the study.
{1 Mot appiicabie = informed consent wil not be sought from any particpants i this reseanch,

{7 Hot applicable - it s not practicabls for the: reseach feam fo monfor capacty and continued capacty will ke
assumed.

Further defmis
fnonymissd data will be retaned should particpants lose capacey at any tme cunng this study, This will be cutined for
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partcpants whm the PS5,

¥ o plan io retan and makes firfer rse of demtdable datatsswe Silowing ioss of capacity, yow should dnform
paricipanis abow! firs when sewihing their coasent infiaily

I this sectizm, mﬂ:ﬂ: AN EY mﬂ.ﬂ:.-lmiﬂu:ﬂpﬂrhmhm

pesudnnpmisnd i capable of being kaked o a participant throwgh a ines codo emooT,

AJE. W you be undertaking any of the foliowing activities af any stage (including in the identification of potential
participants) 7| Tick as spproorists|

[7]Mocess ko social cans remords by those outside the direct social care team
|| Btecironic transier by magnesc or opbcal medss, email or computer peteorks
| | Eharing of pemsonal data wath oter oganisatons

|| Expart of personal data autside s EEA

Emdmm postoodes, faxes, emails or ielephone numbers
o Publication of srect quatatians from responcenta

| ] Publication od data that might alow identfication of indinduats

| Uise of audiatvisual recording devices

i Blorage: of personal data on any of e following.

fd Manual files (mciusdes paper or fim)
Drunemm}mpﬂm-::mmm
[ Linsversity computers

[ Leptop computers

Furifier cetais:

The data coflected for this study will be stored s=oarsly on university spproved cloud sforge. and oniy the res=anchers
conducling s study will have access o His.

Ausdio recardings will be destroyved andior deleied once the project has been submiSied for publicationdexamined.
Hard copies of questiopnnaires wil be kept i a locked cobmet, and at fhe end of the shady they will be scanned onio
the university compoter system. Hard copies will then be destoyed,

The files on the computer will be encrypled and the computer Hself passseord projected

A37. Ploase describe the physical security arrangomants for storage of personal data during the study 7

Personal data will be gathered va verbal mnsent which will be documented via audio recordings separate b the
infz=riiew recordings, and demographic qUESIONREres.

Hard copies of materials containing padicipant ndomation will be stored securely in a focked cabimet in & secune
office and wil only be accessbie by the Student Reseamches or Chiefl invessgaior. Elecironic data and information wall
be slored on University approved s=oure cloud storage [one dive] nduding audio recordings of inferdews. Hard
copees will be scanmed oo the ureversity compater sysiem and encrypied and stoned as slecimonic data before being
gesyoyed by the Siudeni Researcher, or e research coardinator if the Student ressarcher & no longer bassd af the
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siie. Audio recordings of verball consen wil be stored in 2 sepamie folder o the inlerview recordings with diffecerd fies
rames. which ensure they cannod be linked cirecly. A separale bst wall be kegl which imks partiopants o their 10
codes.
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AJE. How will you ensune the confidentisiity of personal data?Sesse provds o penera shatement of fhe podty and
procanres for snsunng canficentisity. =g, anonymiasation or peeudonpmissbion of dafa

Hard copes of materais containing participant mformaton will be stored securely in-a focked cabinet in a sacune
office and will only be accessible by the Ssudent Aesearcher and will be separate from any niersew responses.

Audio recomings and frenscripts will be grven an identifier and wil not contam personad mdormmation. Any identifying
information contained wihin audio recordings wil be Iransonibed and anonymised aporopriasety,

Pastiopants will be ofened the opporiundy o pick heir own pseudonym fiar the purpose of the shudy

AATDL Wiho will havo access to pasticipants” porsonal data during the shudy? Where actess 15 by indamuas ocutside fhe
dinect cane lamm, peass arshify and say whether conssnl sl be sought

The Studert Researcher will be the only person who will have access io parscipams’ personal data during the study,
ireciuding data inclisded on the consent forms and demographic questionnaires.

A41. Whore will the data genorated by the study be analysed and by whom'?

The data within the mieraes trmnscripts will be analysed by e Stedent Researcher within their home or university
working environmen| whene they will be siceed in 2 locked cabine! and wil be anonymissd, wish support from the
academic supenisor for guidanoe.

A4Z Who will hawo control of and act 2s the cusiodian for the data gonerated by the stsdy ?

Tre Forenamesdnitials Surname
&= Sarah Heard

Paost Beseamch Co-ordinalor

Cualifications AR

Work Address Health innovabon On=
Lancaster University

Lamcasier
Posi Coce LAY 4%15
ok Email = heard@iancasier ac.uk
Work Telephone: 0182452784

Fax

A4L How long will personal data bo siored or accossed afior the sfudy has ondod?

i_iLess than 3 monihs
("33 = months
@& = 12 manths

{312 mondhs - 3 years
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{CrCrer 3 years

Add. For how long will you siore reseanch data genorated by the shady?

Yearss 10
Kicevtha: O

AdS. Ploaso give details of tha long iorm arrangomants for storage of research data after the study has ondod. Say
where date will be stoned, o mall e aooess and e ATANREMETRS &0 ENSUTE SECUTRY.

Hard copies of questiornaires will be kept in @ jocked cabimet, and at e end of the shady they will bz scanned onto

the university approved doud based siorage sysiem and encrypled. Hasd copees will Ten be destroyed. Consent
forris will b siored in 2 locked cabinet at Lancaster Universty and will be stoned past Se duradon of e shady for 10
years hefore being destrogped.

fudio recordngs will be desiroyed andior deleted once fe project has besn submitied for publicabondexamined,
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A4E. Wil resarch participants receive any payments, reémbursaman of expenses or any other bonefits or incentives
tar taiking part in this resoarch?

(CiYes  (@iMNa

AAT. Will imdividieal resoarchers receive any personal payment over and above normal salary, or any other bonafits or
incentives, for taking part in this research?

CiYes @No

A48 Does the Chief investigator or any ofher investigatoricoliabomtor have any direct porsonal imeolvemant [eug.
fimancial, share holding, personal relationship etc.j in the ceganisations sponsoring ar funding the research that may
give rise to & possible conflict of inberest?

Ci¥es  @Mo

A48, Will you mform the participanis’ General Practitioners {and'or any othor haalth or care profes sional responsibie
far their care) that they are taking part in the shady ¥

Ci¥es @Na

it ¥Yex. please encicse @ copy of the nformation steatieter for the GRheath prodessional wilfr 8 version mumber and dane.

AED. Wil the resoarch be regisiorod on a public dalabase®
CiYes  @ha
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Please give defals, ar justfy i nod registenang fhe ressarh.
This = a smail scale guabtaine sludy. ‘We are unaswans of 2 sultable public database on which this study could be
regishered.

Regisiration of reseanch sfudies (s ancowaged wharever possihie

Your may be atve 0 regiser pour study Mroogh pour MEE crpamisadon or a register nm by @ medical reseanch chanty,
or puhiish pour prodocal Mrouph an open access puhisher. F por ae asae of 2 swtable register or other method of
pablication, please gne detais. ¥ nof, you may ndicate iferf no Ssinfadle regiser exsts, Siease ansune Ml pou e
entered registry redenence mumbensl m queshon A5,
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AEN. Mow do you intond 1o report and dissseminate the results of the study ¥ Tick as appropnate.
i Feer revimeed scienbific journals
Ealnum-. repor
|_ |Eur|fnr=rwu presendation
ud P ubfication on websie
[} Cther pussicabon
| | Gubmizsion fo regulatory authorties

[]Ascozss o raw cata and nght o publish freely by i icvestigatons in shudy or By independess Steering Commitiee
on hetad of all mesbgalors
| |H|:| plans fo repart or disseminale Sie resuils

| jixher {plsase specify)

AEZ. It you will bo wsing idortifiablo personal data, how will you ansure that anomymity will be maintained whan
publishing tha results?

All direcl guates. included in the firal report will be appropriately anonymisec and pseudonyms wil be used.

AE3. How and whon will you inform participands of tho study results?

if Mreve will be N0 armAnpemenis o place fo imform parhopents pleane jusify tis

All partiopants will be provided with detadls of bow Tey can acoess the final report or an imfographic collneng the
resulis of fe siudy within the PIS, which outlines thal parficipants can conlact e student researcher via telephone o
email in express 1hat they would like access o the {inal report. These will be avaitable pnos the stody and the
CCompanying repor have been complesed.

AE4. Mow has tho scientific quality of the ressarch beon assessed? Tick as appropnate:

Dln:tp:ﬂﬂu:rl external revew
|| Rersimw wither: 2 compay
| |H'nﬂudi1nl muli-oentre research goup
Pl Fzrviews valren the: Chief investigator's inssfution o host organisabion
H Reew within the research team
H Reiew by educatonad supersisor
[ G
Justify and describs fhe neview process and oitcome. i ihe review has been underdaken but nof seen by e

researcher, giee detalls of dhe body wisch Sas underfaien the revisw:
The research proposal for this study has been reviewed and and approved by the Doctorates in Clinical Psychology
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ressarch 1eam at Lancasier Uriversey

For af sfedées avcend non-docian sodent ressarch, please enciose @ copy of any avalshle scenifc cribque rEpors
fogeather il any relsist cormespandenos.

For pan-docinmal sutest ressarmh, please snciose a copy of e essessmenl from yor sducaions’ supenasan’ asifodon.

4-20

AED_ What is the samplo sirs for the rossanch?  How many pardiopents'samplesdats reconds do yoo plan fo sludy in
fota!# I feve s move than one group, pieose pae furiher gefals beiow

Tolal LE sample st 12
Totai inbernational samgple s (including UK): 12
Total i Eumpean Economic Amrea o
Euviher oefaiz

The study will aim o recruil befween 8 and 12 participants.

AED. How was tho sample size decided spon? ¥ a forma! sampls size catcidation was wead, moicafe how this was done,
prving sufficient information to fusiiy ano reprococe dhe cacufation

Imempretaive Phenomenological Analyss (IPA] samples are fypically small {Smath, 2008} due fo the detaled nature of
tne case-by-case aralysis and 1he time dermands of this. A sample of beteesn B-12 has bsen seleciad with His in
mind, and with the aim of enabling the study o acoess a fairly homogenous sample A sample size of aporcanraiely
14 parbocpands has besn ciied as aporopnate foo docioral theses: (Smesh, 20099,

AEZ. Ploass describe the mothods of anatysis [siatiboal or other appropriate methoos, o.g. for qualiative roscanch) by
which the data will be evaluated o moet the study objectves

Imternews will be audio recorded and tmnscnbed werbatim by the S2udent Researcher. The iranscripbs will be arabysed
using Interpeetative Phenomenoiogical Analyss Thes will involve annatating, developing inital $hemes and a sai of
super-ordinate themes for each transcript. Themes will then be compared across particioanss and a set of fral
‘masber’ themes deveinped. These wil form the bass of the fimal report

AEL. Othor key imvestigaiorsicoliaborators. Pleass include s grant co—spplicants, profoco! co-awthors and alher key
members of phe Chiaf investigafiors eam, incloding non=ociorsl stodent meseanthers

ot
Cualdfications

Emplayes
iark Address

Fiosl Cooe
I el phice
Fan

Blobile
Wark Email

Tile Forsnamelintais Sumame
Or -Samanfha Mckenzia

Ciinical Psychaologist

DClinPsy

Meian
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AB4-A. Sponsor
Lead Sponscr
Status:  (yMHE or HSC care organisation Commercial stahs: g
@ Academic Commercial

I':1P|'III'ITI-II"..I‘|:IA=| rrdusiry

(Titerical device ndussry

(Lol Aushority

{Ty0sher social cane provider (induding voluniary sechor or privae

organisaticn)
{7 Cither

¥ Otter, prease speciy.

Contact person

ame of ceganisabon Lancaster Universty

Gihven name Hedy

Family name Gordon

Mddress Head of Research Cualily and Poiicy. Lancasier Linversiy
Towmioty Lancasber

Posi code LAT &Yz

Couriry Uniled Kingdarm

Telephane D1R24E201

Fax

E.mail sponsorshipancasher ac ik

Legal representative for clinicad investigation of modical device {studies invotving Morthern inetand ondy)
Cinical inveshigations of Madical Devipes fast fade place in Narthem fneland must e o lega) represevdaie of
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FART D Declarations l

1o

it

12,

01. Declaration by Chiof Investigator

. The infonmation in this form & acoumse 1o the best of my snowiedge and belief and | take full responsibility for

it

.| undertake ta fulfil the responsibiities of the chied mvestgaion for this study asset oot in e UK Palioy

Framework for Healh and Social Cars Ress=anch

- | underiake o abide by the eihical principl=s uncerying the Declamtion of Helsinin and good praciice

pudeiines on the proper conducl of reseanch.

. If the research is approved | undesiake fo adhare to the study protoond, e terms of the foll applcation as

approved and any conditions sef out by review bodies i giving apposal

- | undertake %0 notfy review bodies of substantial smenoments to the protocal ar the semms of e approsved

application, and i seek a favourahie cpEnion from the main REC before mplementing the amendmend.

. | undertaie io submil annual progress reports sefting ool ihe progress of the research, 2s required by revies

bodims.

| @ eware of my responsiity 1o be up o cate and comply with the reguirements of ©ie law and relevant
pudelnes nelating o security and confidentialey of patient or other personal data, includimg the need o regisier
when neosssany with Sie appropriate Data Prosecion Dfficer. | understand thart | am not permitted o discliose
idemtifiabie diata to third parties uniess she cisclosure has $he consent of the date subject oe, in #e case of
plln'rrlﬂ.ﬂ.ul;iﬁngh‘nﬂ and Waies, the disclosure b covered by the i=ms of an approval under Section 2851 of
e M HS At :

. | undersiand thas ressarch reconis’data may be subject to nspection by review bodes for audit purposes if

reoured.

. | understand thad any personal data in thes apobcason will be held by review bodies and ther operational

managers and that s will be managed according o the principies estabished m the Data. Prosection Act
A,

| undersiand thai the niormason contained in this applicabon, any swppoding documentasion and all
cornespondence with review bodies or their operational managers relating 1o the application:

& Wil be held by the REC [where applicable| until al least 3 years afiar the end of the stody; and by HHS
RED pifices (where the ressarch requires NHS management permission ) in accordancos with the NHS
Code of Prachice an Records Management.

% May be disdosed In fhe operational menagers of review bodies, or Be appamling sathority for the REC
|whete applicatile), in omder 1o check thal the applicalion has besn processen cormecty or B0 investigate
any complaind.

@ Way be seen by auciiors appointed jo snderiake accreditsbon of RECs (whene apphoable )

& il be subject 1o the provisons of e Freedom of information Acts and may be dsclosed in response
o FEgQUESE made under the Ak excenl whene sSiulony exemotions apply.

£ May be sent by email o REC members.

| undersiand that informason relating to this ressardh, including the confact detalls on es applicatian, may be

hesid on national research information systems, and that Shis wiil be managed acoonding to the princoles
estabished in the Oata Protection Act 20148.

Where the ressarch is reviewed by a RES withen the UK Health Departments Reseanch Ethics Servica, |
undersiand that Se summary of this siudy will be pubished on the website of the Health Research Authanty
{HRA) together with the contact point for enquines ramed beiow. Publication wil ke place no =arier than 3
manths after the s of the ethics commities's final opirmon or the withdrawal of the application

Contact paim for publication/ Vot apphcatde for RAD Forms)
HAA wouwd ke io inclue @ confact podn! with the puhisied summary of the sfody for those wishing o seek father
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informaiion. We would be pratedul & you wowld indicade one of e confact poinds below.,
(T Chief vestigaior
() Sponsar
(T3 Sludy co-orinasor
|::Ehm:rﬂ
(T Csher — pease give defais
(T Hane:

fAccoss to application for training purposes (Mol appicaide for B40 Farms)
Eptional - piease ok as approonafe:

[ ]! would b= content for members of ather RECs to have access o the informabon o the applcation in confidence

for Srmning purposes. All personal ientifiers and reder=nces 1o sponsors, funders and ressanch units would be
removed.

inis seqbon was sgned siectomoaly by Or Suzanne Hoodge on OE OB 12:30

Job TEePost: Semor Lectuner n Clincal Psychology
Cirgansatian: Lanoasier Universiy

Email: 5. hodgedflancaster ac uk
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02, Declaration by the sponsor's reprosentative

# there s moce than one sponsar; ks declarabon shoukd be sipred on befalf of the co-spansors by o mpresertabve
of the lead sponsor pamed af 4541,

| condirm that

1. This nessarch proposal has been disoussed with the Chief invesligator and ageeement in principie: to
sponsor the research is in place.

2. An appropriate process of scienific oriigee has demonsirated that this research proposal s worthwhile ang

of hegh sdensfic quality.

3. Any necessary indemnily or insarance arangements. as described inquestion ATE, will be in place before
this research stars. Insurance or indemnity pakcies will be remewed for the duration of ihe stludy where
PECESSary,

i, Armangeme=nts will be in place before the stody siars for the research beam 0 acoess resources and suppor
to deifreer ihe reseasch as proposed.

5. Arrangemnents to allocate responsibilities for $ie managemsnt. moniloring and reporting of the research wil
be i place Sefore the esearch starls.

& The responsiilites of sponsars sef out in the UK Palicy Framework for Health and Sooal Care Research wil
ke fulfiled in retalion fo thes research.

Fiease note: The decixrations beiow do nol form part of the appication for approvai above. They will nof be
oonsidened by the Reseaamh Efvics Commites.

T, Wheye fie nesearch 15 ewewed by a REC within the UK Health Departments Aesearch Eshics Sevwice, |
undersiand that the summmasy of this shudy will be published on the websibe of Tie Mationat B essanch Ethics
Senace (MRES], iogpether with the cortact poind for enguines named in ths applica®on. Publication will ke
place no sarhier than 3 months after sswee of Fe ethics commetiee’s final oonian or the withdrawal of the

apphcatan.

8. Specifically, for submssions fo the Reseanch Ethics Commuttees (RECs} | declans that any and o dimcal
trials approved by Tie HRA sinoe 30th Seplemiber 2013 {as defined on IRAS colegories. s clinical tnals of
mischiones, devices, combinasion of medicines and devices or other dinical trigis) have been regstersd on a
pubkcally accessible register in complance with the HRA regisirabon requirements for the UK, or that amy
ded=mal granted by the HRA stk applies.

Thiz saction was signed electronicaily by A&n aulhorissd approver at sponsorship@iancaster.acuk on 31077002
LE Sl ]

Job TEePost Head of Research Cuakty and Policy

Cirganisation- Lanoasier Liniversey

Email: b gordongfiiancasier. ac_
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03. Declaration for stsdem projects by academic supervisaris|

1. | hawe read and appeoved both the research proposal and this application. | am sagsfied that the scientfic conlest
of the research is satistaciory for an educational qualification at s leved

- Tundertake 1o fuifl the responsbiities of $e supenisar for Sis study as set oul in the UK Policy Framework for
Health and Social Care Reseanch

3. | inke responsbiy for ensuring that this study is consucted in accordance with the ethical prncples undertying
the: Dreciarason of Helsnki and good praciice guidelines on the proper conduct of res=anch, in conjunciion wis
clinical superdsors as appropriake

4. | ke responsiniity for ensunng that the applicant is 1p 1o dale and complies with e reguremenis of the 2w and
refsvant guidelines relating to seéounty and confidentiality of pasenl and other personal data, in conjincton with
ciinical suparvisors as appropriate

Arademic supervisor 1

Job Title/Post

Organrisatan:

E rmuil!

Thia s=chon was migned sectronically by Dr Suranne Hodge om (2700023003 12221

Semor Lechaer in Chnical Psyochology
Lancasher Liniversity

=_hocgeiancasierac s
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Appendix 1

Research Protocol

Title: Experiences of individuals with a diagnosis of Personality Disorder being diagnosed with

Autism Spectrum Condition whilst in secondary mental health services.

Applicant: Jade Dalton

Research Supervisor: Dr Suzanne Hodge, Lecturer in Health Research, Doctorate in
Clinical Psychology Programme, Lancaster University.
Field Supervisor: Dr Samantha McKenzie, Clinical Psychologist/Clinical Lead, Complex

Emotional Needs Service, Humber NHS Foundation Trust.

Introduction
The National Institute for Health and Care Excellence (NICE) describes Autism
Spectrum Condition (ASC) as a lifelong neurodevelopmental condition with a prevalence rate
of 1% across the lifespan. The core features of ASC are described as “persistent difficulties in
social interaction and communication and the presence of stereotypic behaviours, resistance

to change or restricted interests” (NICE, 2012). Co-existing mental health difficulties have
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been found to affect individuals with ASC across the lifespan (Lai et al., 2019), with an
estimated 70% of individuals with ASC experiencing at least one co-existing mental health
condition (Hossain et al., 2020), a higher proportion than is observed within the general
population (Lai et al., 2019). Changes in the diagnostic criteria for ASC within the Diagnostic
and Statistical Manual of Mental Disorders, fifth edition (DSM-V)(American Psychiatric
Association, 2013) have contributed to an increased number of adults being diagnosed with
Autism in later life (Fusar-Poli et al., 2020) known as the ‘lost generation’ of autism.

One study exploring undiagnosed ASC reported that 75.4% of participants had their
ASC missed during their first mental health evaluation, most of whom received treatment for
a mental health condition (Gesi et al., 2021). The average time elapsed between initial mental
health evaluation and a diagnosis of ASC for these individuals was 8 years. Individuals whose
diagnosis of ASC was given later in life have described their diagnosis as empowering and
improving their life through increased understanding of their difficulties (Leedham et al.,
2019). Leedham et al. (2019) also report that receiving a diagnosis of ASC can help to reduce
distress associated with mental health conditions.

Individuals who have a diagnosis or suspected diagnosis of ASC have been found to be
more likely to disagree with their mental health diagnoses than individuals without ASC (Au-
Yeung et al., 2018). Qualitative research has revealed that some females describe their
comorbid diagnoses as misdiagnoses, and have experienced being misdiagnosed as
detrimental to their wellbeing (Bargiela et al., 2016; Went, 2016).

Personality Disorder (PD) has been found to be one the most frequently occurring
mental health conditions diagnosed within the ASC population (Fusar-Poli et al., 2020). The
stigma surrounding diagnoses such as personality disorder Lamph et al., 2022; McKenzie et al.,
2021) may influence the individual’s decision to reject the diagnosis as a misdiagnosis upon

receiving a later diagnosis of ASC, whilst clinicians may understand the two diagnoses as
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comorbidities. Mental health nurses were objectively rated as providing qualitatively poorer
care, in the form of verbal responses, to people with Emotionally Unstable Personality Disorder
(EUPD) than other patients (Fraser & Gallop, 1993). It could be argued that if the focus of the
care for individuals with a diagnosis of PD who are later diagnosed with ASC was shifted from
treating PD to treating ASC, the quality of the care and the relationship with the professional
providing the care may be improved through decreased stigma.

NICE (2012) outline recommendations for treating co-existing mental health
conditions for autistic adults within their autism clinical guidance. The guidelines outline that
the co-occurring mental health disorders should be treated by following the associated NICE
guidelines, with adaptations to make the intervention more accessible. Interventions such as
dialectical behavioural therapy (DBT) and cognitive behavioural therapy (CBT) for OCD have
been found to be effective for individuals with ASC Cornwall et al., 2021; Russell et al.,
2008). Qualitative literature highlights, however, that this isn’t necessarily the experience of
those with lived experience of receiving a diagnosis of ASC after an initial mental health
diagnosis. Individuals described professionals involved in their care not believing they have
ASC and therapy to treat the diagnosed mental health condition being ineffective (Went,
2016). Potential stigma from professionals may influence the individual’s perception of their
treatment being suitably adapted to account for their new ASC diagnosis if the focus of the
treatment remains as the initial PD diagnosis.

However, the relationship between PD stigma and the effect this has on care provided,
and adapting treatment to account for ASC, has yet to be explored from the point of view of
those receiving such care. This would be important to investigate for potential clinical
implications into the care of individuals receiving care focussed on a diagnosis of PD who

have later been diagnosed with ASC considering two factors: 1) how do individuals with a
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diagnosis of PD who are later diagnosed with ASC experience adaptations of their care related
to their ASC diagnosis, and 2) do individuals with a diagnosis of PD who are later diagnosed
with ASC experience a change in their relationship with mental health services post ASC

diagnosis?

Method
Design

The study will employ a qualitative design. Semi-structured interviews will be
conducted to gather participants’ experiences of secondary mental health services following a
diagnosis of ASC having previously received a diagnosis of PD. The use of semi-structured
interviews will allow discussions to be structured whilst facilitating flexibility for the
participants’ experiences to inform the direction of the interviews.

Interviews will be transcribed by the researcher verbatim and will then be analysed
using Interpretive Phenomenological Analysis (IPA). As the research aims to explore
participants’ lived experiences, how they made sense of their experiences, and the meaning
they attach to the experiences, IPA has been chosen as the most appropriate method of analysis
due to its focus on how individuals understand and make sense of their lived experiences.
Participants

Participants will be people who received an initial diagnosis of personality disorder
from mental health services and were later diagnosed with autism spectrum condition. The ASC
diagnosis will have been received in the last 5 years; this timeframe has been chosen to allow
for a good enough memory of their experiences of mental health services since the diagnosis.

The study will recruit participants aged 18 and above, who were 18 or above at the time

of receiving a diagnosis of personality disorder. Though personality disorders can be diagnosed
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in adolescents, there is disagreement amongst professionals regarding the validity and ethical
considerations of this (Kaess et al., 2014). We will aim to recruit a minimum of 8 and a
maximum of 12 participants for the who will be selected based on the study’s inclusion and
exclusion criteria.

Participants will be recruited via NHS secondary mental health services. Potential
participants will receive a screening questionnaire asking their age, when they received their
PD diagnosis, when they received this ASC diagnosis, from whom they received each
diagnosis, and which type of secondary mental health service they were under at the time of
their ASC diagnosis. Screening questionnaires will be completed by a clinician involved in the
potential participants care e.g. care coordinator alongside the potential participant. This will
ensure that the participants recruited meet the inclusion criteria.

Participants will also be recruited from the general population via advertising on
social media, including X (Twitter), Facebook, Instagram, Threads, and Reddit. Participants
recruited via social media will receive a screening questionnaire asking their age, when they
received their PD diagnosis, when they received this ASC diagnosis, from whom they
received each diagnosis, and which type of secondary mental health service they were under
at the time of their ASC diagnosis. Screening questionnaires will be completed by the
potential participant and emailed to the researcher. This will ensure that the participants
recruited meet the inclusion criteria.

Inclusion Criteria:
« The individual’s first diagnosis was PD
« The individual’s PD diagnosis was given when they were at least 18 years of age
The individual is aged 18 and above

The individual is able to speak and understand English
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The individual received a diagnosis of ASC after being given a diagnosis of PD
The individual received a diagnosis of ASC within the last 5 years

The individual was in secondary mental health services at the time their ASC diagnosis
was given
Both the PD and the ASC diagnoses are formal diagnoses given by mental health

professionals and are not self-diagnosed

Exclusion Criteria

Design

The individual’s diagnosis of a PD was given after their diagnosis of ASC

The individual’s diagnosis of a PD was given before they were 18 years of age
The individual is not aged 18 and above

The individual is not able to speak or understand English

The individual was not in secondary mental health services at the time of the ASC
diagnosis

The individual received an ASC diagnoses more than 5 years ago

The individual’s PD or ASC is self-diagnosed

Individuals within inpatient settings due to their environment being a potential

confounding variable and the possibility of increased risk

A qualitative design will be employed for this study. Individual semi-structured

interviews will be conducted with participants. Semi-structured interviews will be used as an

appropriate method to collect qualitative data that guides the discussion without limiting the

questions to what the researcher thinks is important to ask and reducing researcher bias,

allowing the participants to steer the conversations towards what it is important for them to

discuss about their experiences. Interviews will be offered face to face, remotely via video

conference (Microsoft Teams), and by telephone to increase accessibility.



ETHICS SECTION 4-39

Verbatim transcriptions of the interviews will be produced by the Student Researcher. As the
research aims to explore participants’ lived experiences, how they made sense of their
experiences, and the meaning they attach to the experiences, Interpretive Phenomenological
Analysis (IPA) has been chosen as the most appropriate method of analysis due to its focus on
how individuals understand and make sense of their lived experiences.
Materials

A participant information sheet will be provided to each participant, as well as a consent
form. A screening questionnaire will be used to assess participant eligibility.

Semi-structured interview schedules and audio recorder will be available to the
Student Researcher during the interviews.

Procedure

Recruitment

Secondary mental health services in [REDACTED] will be approached to advertise the
study via placing posters in their services and giving participant information sheets to service
users who meet the inclusion criteria. The research will also be advertised on social media to
allow participation from those who are no longer accessing mental health services.
Social media outlets will include Facebook, X (Twitter), Instagram, Threads, and Reddit.

Potential participants who are interested in taking part in the study will be able to
contact the Student Researcher for further information by telephone or email via the research
poster. Potential participants will then be asked to give verbal consent to completing the
screening questionnaire, and responses will be considered in line with the study’s inclusion
and exclusion criteria. Screening questionnaires will be completed by a clinician involved in
the potential participants care e.g. care coordinator alongside the potential participant for

those recruited via NHA site, or by the participant themselves if recruited via social media,
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and emailed to the student researcher. Emails containing participant information will be sent
via a secure NHS email process by encrypting the emails. If the responses to the demographic
questionnaire satisfy these criteria, participants will be invited to arrange a suitable interview
date, time, and format.

Interviews will begin with the Student Researcher going through the participant
information sheet and obtaining informed consent via the consent form prior to interviews.
Data Collection

Following the recruitment phase participants will be asked to attend an interview
session that will last approximately 1 hour. Participants will be asked to read and sign the
consent form which will be emailed securely to the student researcher, completed by a clinician
involved in their care for participants recruited via the NHS.

Talking through the participant information sheet and revisiting consent via the consent
form will take approximately 10 minutes prior to the interview. Participants’ confidentiality
and right to withdraw will also be outlined during this time, including their right to decline to
answer any questions that may cause them distress during the interview. Participants will be
offered the opportunity to ask any further questions they may have about participating in the
study before consent is obtained.

If participants become distressed during the interview opportunities will be given to
take a break, discontinue the interview, or arrange to continue to interview at a later date.

Once the interview is complete participants will be debriefed and will have an
opportunity to ask any further questions they may have about the study. Participants will also
be directed to the support available outlined within the distress protocol at this time.

Analysis
All the interviews conducted within this study will be recorded using an audio

recorder and will be transcribed verbatim by the Student Researcher. An Interpretive
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Phenomenological Analysis approach will be used to analyse the data. Data will be analysed
line by line, emergent patterns will be identified, a dialogue between the data, the researcher,
and the researcher’s psychological knowledge will be developed, and relationships between
themes will be illustrated (Smith et al., 2009). Transcripts will be analysed one by one, in
keeping with the ideographic element of IPA. A narrative including commentary on data
extracts and the researcher’s reflections will then be produced, aided by the use of a reflective
journal throughout the process.
Practical Issues

The recordings of the interviews will be stored on a password protected space within
the Student Researcher’s university OneDrive cloud-based storage space as soon after they
are recorded as possible. Once the recording has been transferred to the OneDrive the
recording on the audio recorder will be deleted by the Student Researcher. Interview
transcripts will also be stored securely on the university’s OneDrive cloud-based storage
space. Once transcripts are obtained, recordings of interviews will be destroyed.

Hard copies of materials containing participant information will be stored securely in
a locked cabinet in a secure office and will only be accessible by the Student Researcher.
Hard copies will be scanned onto the university computer system and encrypted and stored as
electronic data before being destroyed by the Student Researcher.
Ethical Concerns

There are no identified risks to participants who chose to participate in this study.
However, some participants may find discussing their time in secondary mental health
services distressing. If participants become distressed during the interview, the Student
Researcher will offer the opportunity to pause or end the interview. Opportunities to take a

break during the interview and reminders of participants’ right to withdraw from the study will
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also be given to participants who become distressed. The participant information sheet will
contain information regarding where the participants can seek further support following their
participation in the study should they so wish.

Participants are able to withdraw from the study at any time. However, as outlined
within the consent form, removal of participant data is limited to two weeks after their
participation in the interview. After this time, as data may have been pooled and analysis
commenced, it may not be possible to identify and remove individual participant data.

Limits of confidentiality and anonymity will be discussed with participants at the start
of the interviews, with this information being included in the consent forms and participant
information sheets. This will include reminding participants that the researcher may need to
break confidentiality should they disclose anything within the interview that suggests there may
be a risk of harm to themselves or others. If the Student researcher needs to break
confidentiality at any point during the study this will be discussed with the participant and the
appropriate safeguarding procedures will be followed.

Risk to Researchers

For recruitment purposes participants will require access to the Student Researcher’s
email address. The Student Researcher’s university email address will be used for all
correspondence with participants to mitigate any potential risks. A telephone number specific to
the study will also be used for communication with participants rather than the Student
Researcher’s personal telephone number.

Interviews will be offered face to face, via Microsoft Teams, and via telephone
depending on the geographical location of the participants and any accessibility issues that may
need consideration on an individual basis. An appropriate space within an NHS service will be

accessed for any participants who are recruited via NHS recruitment. The Chief Investigator
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will be aware of the date, time, and location of all interviews and the university’s lone working

policy will be adhered to.

Timescale

Submit ethics proposal — August 2023

Data collection — October - December 2023

Data analysis — January — February 2024

Submit thesis — March 2024

End of study — Upon student researcher passing the Viva associated with the study,

approximately August 2024.



ETHICS SECTION 4-44

References
American Psychiatric Association. (2013). Diagnostic and statistical manual of mental

disorders (5th ed.). https://doi.org/10.1176/appi.books.9780890425596

Au-Yeung, S. K., Bradley, L., Robertson, A. E., Shaw, R., Baron-Cohen, S., & Cassidy, S.
(2018). Experience of mental health diagnosis and perceived misdiagnosis in autistic,
possibly autistic and non-autistic adults. Autism, 23(6), 1508-1518.

https://doi.org/10.1177/1362361318818167

Cornwall, P. L., Simpson, S., Gibbs, C., & Morfee, V. (2021). Evaluation of radically open
dialectical behaviour therapy in an adult community mental health team: effectiveness
in people with autism spectrum disorders. BJPsych Bulletin, 45(3), 146-153.

https://doi.org/10.1192/b1b.2020.113

Fraser, K., & Gallop, R. (1993). Nurses' confirming/disconfirming responses to patients
diagnosed with borderline personality disorder. Arch Psychiatr Nurs, 7(6), 336-341.

https://doi.org/10.1016/0883-9417(93)90051-w

Fusar-Poli, L., Brondino, N., Politi, P., & Aguglia, E. (2020). Missed diagnoses and
misdiagnoses of adults with autism spectrum disorder. European Archives of

Psychiatry and Clinical Neuroscience. https://doi.org/10.1007/s00406-020-01189-w

Gesi, C., Migliarese, G., Torriero, S., Capellazzi, M., Omboni, A. C., Cerveri, G., & Mencacci,
C. (2021). Gender Differences in Misdiagnosis and Delayed Diagnosis among Adults
with Autism Spectrum Disorder with No Language or Intellectual

Disability. Brain Sci, 11(7). https://doi.org/10.3390/brainscil 1070912




ETHICS SECTION 4-45

Hossain, M. M., Khan, N., Sultana, A., Ma, P., McKyer, E. Lisako J., Ahmed, H. U., & Purohit,
N. (2020). Prevalence of comorbid psychiatric disorders among people with autism
spectrum disorder: An umbrella review of systematic reviews and meta-
analyses. Psychiatry Research, 287, 112922.

https://doi.org/https://doi.org/10.1016/j.psychres.2020.112922

Kaess, M., Brunner, R., & Chanen, A. (2014). Borderline Personality Disorder in

Adolescence. Pediatrics, 134(4), 782-793. https://doi.org/10.1542/peds.2013-3677

Lai, M.-C., Kassee, C., Besney, R., Bonato, S., Hull, L., Mandy, W., Szatmari, P., & Ameis, S.
H. (2019). Prevalence of co-occurring mental health diagnoses in the autism
population: a systematic review and meta-analysis. The Lancet Psychiatry, 6(10),

819-829. https://doi.org/https://doi.org/10.1016/S2215-0366(19)30289-5

Lamph, G., Dorothy, J., Jeynes, T., Coak, A., Jassat, R., Elliott, A., McKeown, M., & Thornton,
T. (2022). A qualitative study of the label of personality disorder from the perspectives
of people with lived experience and occupational experience. Mental

Health Review Journal, 27(1), 31-47. https://doi.org/10.1108/MHRJ-05-2020-0035

Leedham, A., Thompson, A. R., Smith, R., & Freeth, M. (2019). ‘I was exhausted trying to
figure it out’: The experiences of females receiving an autism diagnosis in middle to

late adulthood. Autism, 24(1), 135-146. https://doi.org/10.1177/1362361319853442

Smith, J., Flowers, P., & Larkin, M. (2009). Interpretative Phenomenological Analysis:
Theory, Method and Research (Vol. 6). SAGE.

https://www.researchgate.net/publication/221670349 Interpretative_Phenomenologic

al_Analysis Theory Method and Research

Went, H. (2016). ‘I didn’t fit the stereotype of autism’: A qualitative analysis of women’s

experiences relating to diagnosis of an autism spectrum condition and mental health



ETHICS SECTION 4-46

[Unpublished Doctoral Dissertation, University of Exeter].

https://guides.library.ug.edu.au/referencing/apa7/thesis#s-lg-box-21144101




4-47
ETHICS SECTION

Appendix 2
Participant Information Sheet

Lancaster E=3
University ¢ ©

Participant Information Sheet
Experiences of individuals with a diagnosis of Personality Disorder being

diagnosed with Autism Spectrum Condition whilst in secondary mental health
services.

For further information about how Lancaster University processes personal data for research purposes
and your data rights please visit our webpage: www.lancaster.ac.uk/research/dataprotection

My name is Jade, and I am conducting this research as a student in the Doctorate in Clinical
Psychology programme at Lancaster University, Lancaster, United Kingdom, and the project
is sponsored by Lancaster University. This information sheet will provide you with some
information about the research project; please read this information carefully and use it to
help you decide whether you would like to take part. Details of how you can contact me with
any further questions can be found towards the end of the sheet.

What is the study about?

The purpose of this study is to explore the experiences of people who have received a
diagnosis of Autism Spectrum Condition after a previous diagnosis of a Personality Disorder
during their time in secondary mental health services.

Why have I been approached?

You have been approached because you have expressed interest in taking part in the study and
are someone who has received a diagnosis of Autism Spectrum Condition (ASC) after having
received a diagnosis of Personality Disorder (PD), at a time you were being supported by
secondary mental health services.

Do I have to take part?
No. It’s completely up to you to decide whether or not you take part, and you can withdraw
from the study at any time without affecting any medical care you are receiving.

What will I be asked to do if I take part?

If you decide you would like to take part, you would be asked to complete a short screening
questionnaire, administered by somebody involved in your care if you have expressed interest
via an NHS service, to make sure that you meet the criteria to take part.

You will then be asked to take part in a 60 minute interview with the researcher which can be
online, by telephone, or in person depending on your location with a person of your choice
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accompanying you if you wish for your comfort and safety. Online interviews will be
conducted via Microsoft Teams, and you will have the option to turn your camera off whilst
the interview is being recorded. Travel expenses to interview locations cannot be reimbursed.
The interview will explore your experiences of secondary mental health services related to
your ASC and PD diagnoses. Confidentiality and consent will be discussed prior to the
interview starting and we will revisit some of the information on this sheet.

The interviews will be recorded and then written up by the researcher. You will have an
opportunity to pick a pseudonym for the write up of your interview to keep you anonymous.

Will my data be Identifiable? o  The data collected for this study will be stored securely
on university approved cloud storage, and only the researchers conducting this study will
have access to this. o Audio recordings will be destroyed and/or deleted once the
transcriptions are completed. o Hard copies of questionnaires will be kept in a locked
cabinet, and at the end of the study they will be scanned onto the university computer
system. Hard copies will then be destroyed. o  The files on the computer will be
encrypted (that is no-one other than the researcher will be able to access them) and the
computer itself password protected. o The typed version of your interview will be
made anonymous by removing any identifying information including your name.
Anonymised direct quotations from your interview may be used in the reports or
publications from the study, so your name will not be attached to them. All reasonable
steps will be taken to protect the anonymity of the participants involved in this project. o

All your personal data will be confidential and will be kept separately from your
interview responses.

There are some limits to confidentiality: if what is said in the interview makes the researcher

think that you, or someone else, is at significant risk of harm, the researcher will have to

break confidentiality and speak to a member of staff about this. If possible, the researcher
will tell you if they have to do this.

Should you lose capacity to consent to participate in the study at any time any information
obtained prior to this will be retained and stored anonymously.

Lancaster University will be the data controller for any personal information collected as part
of this study. Under the GDPR you have certain rights when personal data is collected about
you. You have the right to access any personal data held about you, to object to the processing
of your personal information, to rectify personal data if it is inaccurate, the right to have data
about you erased and, depending on the circumstances, the right to data portability. Please be
aware that many of these rights are not absolute and only apply in certain circumstances. If
you would like to know more about your rights in relation to your personal data, please speak
to the researcher on your particular study.

For further information about how Lancaster University processes personal data for research
purposes and your data rights please visit our webpage:
www.lancaster.ac.uk/research/data-protection

Lancaster University Information Governance Manager
Michael Abbotts: michael.abbotts@lancaster.ac.uk
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What if I change my mind?
You can decide to withdraw from the study at any time and you can ask for your data to be
removed from the study up to 2 weeks after the interview.

What will happen to the results?
The results will be summarised and reported in a thesis and may be submitted for publication
in an academic or professional journal and may also be presented at conferences.

An accessible easy read infographic or poster will also be made outlining the main results of
the study.

If you would like a copy of the final study or the infographic/poster, please email the
researcher using the contact details below.

Are there any risks?

There are no risks anticipated with participating in this study. However, if you experience
any distress following participation there are details of some support services that you can
contact at the end of this sheet.

Are there any benefits to taking part?

Although you may find participating interesting, there are no direct benefits in taking part. It
is hoped that taking part in this study will give you an opportunity to have you voice heard in
relation to your experiences in secondary mental health services.

Who has reviewed the project?
This study has been reviewed and approved by the Health Research Authority; and received
favourable opinion from ref: 23/YH/0192

Where can I obtain further information about the study if I need it?
If you have any questions about the study, please contact the main researchers:

Lead Researcher: Jade Dalton — j.dalton6@]lancaster.ac.uk

Chief Investigator: Suzanne Hodge (research supervisor) — s.hodge@lancaster.ac.uk
Complaints

If you wish to make a complaint or raise concerns about any aspect of this study and do not
want to speak to the researchers, you can contact:

Professor Bill Sellwood

Programme Director of the Doctorate in Clinical Psychology
Faculty of Health and Medicine

Lancaster University

Tel: +44 (0)1524 593998
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Email: b.sellwood@]lancaster.ac.uk

If you wish to speak to someone outside of the Lancaster Doctorate Programme, you may also
contact:

Dr Laura Machin

Chair of FHM REC

Faculty of Health and Medicine
(Lancaster Medical School)
Lancaster University

Lancaster

LA14YG

Tel: +44 (0)1524 594973

Email: l.machin@]lancaster.ac.uk

Thank you for taking the time to read this information sheet.

Resources in the event of distress

Should you feel distressed either as a result of taking part, or in the future, the following
resources may be of assistance: o Any mental health services you are currently
accessing o Your GP o The Samaritans their 24 hour helpline (116 123) or website
www.samaritans.org o Mind on the following number (Monday to Friday, 9am to
6pm): 0300 123 3393, or by email on: info@mind.org.uk or by text message on: 86463

Thank you for taking the time to read this information sheet.
If you have read this information and would like to take part in the research, please contact

the lead researcher, Jade Dalton:

j-dalton6@lancaster.ac.uk

Appendix 3
NHS Health Research Authority Approval Letter
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Favourable Opinion Letter — IRAS Amendments

NHS

Health Research
Authority

Yorkshire & The Humber - Sheffield Research Ethics Committes
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Holand Drive
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MEZ &N

Tiel: 0207 144 H3BE

23 Febwuary 2024

hss Jade Dafion
Chnical Paychology, Division Of Heaalth Resaarch,
Lancaster University
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Dear Mizss Daflon

Study tithe: Experiances of individuals with & diagnosis of Personality
Disorder being diagnosed with Autlsm Spectrem Condition
whilst In secondary mental health servicas,

REC reference: 23YHD192

Protocol number: L1

Ammendment numibes: SA001

Amendment date: 08 February 2024

IRAS project 1D: 316702

The above amendment was reviewsd by the Sub-Commeétes in comespondence.

Ethical opinion

The members of the Commities taking part in the review gave a favourable ethical opinlon
of the amendment on the basss described in the notice of amendment form and supporting
docurmentation.

Approved documents

The documants reviewsd and approved at he mesting were:

| Document |visraian Dale




ETHICS SECTION 4-57

Compleled Amendment Tool [Amsendment Tool] i 0B February 2024
Copiea af materials calling afiention of potential pardicipants ta the |1 08 February 2024
(remaarch [Text for Social Medial

Copies of mafterials calling afiention of poterdial participants to the |1 01 February 2024
ressarch [Social Media Recruilmen| Posies]

{Parlicipant informalion shee (P13} [Participant information Sheef] (1.2 01 Fetruary 2024
|H=EﬂrJ‘| prolocol ar phojed proposal [Ress=arch Protacol] 12 0t February 2024
Mernbership of the Committies

Tha members of the Commifies wha took part o the review sre listed on the afached
siaal

Working with NHS Care Organisations

Sponsors should ensura that they notify e R&D office for the relevant NHS care
organisation of this amendmeant in B with the lerms detafled In the calegonsation email
lzsued by the kead nation for the study.

Amendments related to COVID-18

We will update your research sumimary for the above study on e research summanas
secton of our website. Duning this public heafth emergency, it s vital that everyone can
promptly identfy &8l relevant reseanch refated to COVID-19 that = teking place gotally. if
youl hawve not alresdy done so, please regester your study on & public regstry B8 soon as
poasible and provide the HFUA with B regssiraben detail, which will be posted alongaide
other information relating o your project.

Statement of compliance

The Commities i8 constiubed naccordance with the Governance Arrangements for
Fiesearch Ethics Commitiess and compies fully with the Standard Operating Procedures far
Feseanch Efhecs Comimittees in the LIF

HRA Leaming

We are plessed o welcome researchers and research staff to owr HRA Leaming Events
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Appendix 6

Participant Consent Form

Lancaster EZEa

L . ® o
University CONSENT FORM

Experiences of individuals with a diagnosis of Personality Disorder being diagnosed with
Autism Spectrum Condition whilst in secondary mental health services.

Name of Researcher: Jade Dalton

Email: j.dalton@lancaster.ac.uk

Name of Supervisor: Suzanne Hodge

Email: s.hodge@lancaster.ac.uk

You have been invited to participate in a study exploring the experiences of people who have
received a diagnosis of Autism Spectrum Condition after a previous diagnosis of a Personality
Disorder during their time in secondary mental health services.

Before taking part in the study, please read the participant information sheet and add your initial
to the boxes below if you are agreeable to each statement. Please speak to a member of the
research team if you have any questions relating to the information on this form.

1. I confirm that I have read and understand the information sheet (version 1.1
19.09.2023) for the above study. I have had the opportunity to consider the
information, ask questions and have had these answered satisfactorily

2. I understand that my participation is voluntary and that I am free to
withdraw at any time during my participation in this study, without giving any
reason; however, [ understand that my data will only be removed if [ withdraw
within 2 weeks of taking part in the study. [ understand that if I do not
withdraw within two weeks, my data will still be used.
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3. I understand that any information given by me may be used in future
reports, academic articles, publications or presentations by the researcher, but
my personal information will not be included and all reasonable steps will be
taken to protect the anonymity of the participants involved in this project.

4. I understand that my name will not appear in any reports, articles, or
presentations without my consent.

S. I understand that any interviews will be audio-recorded and transcribed
verbatim (word for word), and that data will be protected on encrypted devices
and kept secure.

6. I understand that the researcher will discuss research data with their
research supervisor as needed.

7. I consent to my anonymous interview transcripts being kept according
to university guidelines for a minimum of 10 years after the end of the study.

8. I agree to take part in the above study.

Name of Participant Date Signature

I confirm that the participant was given an opportunity to ask questions about the study, and all
the questions asked by the participant have been answered correctly and to the best of my
ability. I confirm that the individual has not been coerced into giving consent, and the consent

has been given freely and voluntarily.

Signature of Researcher /person taking the consent

Day/month/year

One copy of this form will be given to the participant and the original kept in the files of the researcher at Lancaster

University

Date
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Appendix 7
Distress Protocol

Identifying distress
* The participant indicates they are experiencing emotional distress or exhibits behaviours

that suggests they are distressed such as crying, shaking etc.

Stage 1 support

*The researcher will pause the interview and the participant will be informed that they are

able to withdraw at any time.

*The researcher will offer the participant opportunity to take a break or move onto a

different topic.

* The researcher will use any support techniques that the participant identified as helpful
during the introduction to the interview.

*If the participant feels able to carry on the interview will resume.

* Direct the participant to the support resources listed in the participant information sheet.

«[f the participant feels unable to carry on go to stage 2.

Stage 2 Support

*Ask the participant if they would like to stop the interview (if no, return to phase 1).

*If the participant agrees that they would like the interview to stop, ask the participant if
they would like to withdraw from the study or continue the interview at another time.

* Direct the participant to the support resources listed in the participant information sheet

or approach their mental health team for support if recruited by NHS staff.
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Appendix 8

Poster for NHS Recruitment

My name is Jade Dalton, | am a Trainee Clinical
iy ““’“ﬁmm mdimmgm
mruamm samm

———
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Poster for Social Media Recruitment

My name is Jade Dalton, | am a Trainee Clinical
wmmwmmwmmmm

Wmmﬁltmlm Mmmﬁmm-:
for training.

If you would like fo take part, please ct ’
mmmmmmmﬁmwamm =
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