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Methods Ten qualitative interviews were conducted with women with a diagnosis of,
or had been referred for a diagnosis of, autism or ADHD, and a diagnosis of personality
disorder. Interviews were analysed using reflexive thematic analysis.

Results Five key themes emerged; staff factors (understanding and skills, attitudes and
communication), pathways and processes (access to services and barriers to support),
involving and enabling (through adaptations and empowerment), support and clinical
interventions (experience of individual therapies and groups, and opportunities

to evaluate support), and diagnosis and identification (the impact and accuracy of
diagnosis).

Conclusions This study highlights gaps in current practice as well as personal
preferences about identity and experiences of misdiagnosis. It identifies the
components of an integrated clinical pathway, that include a person-centered,
formulation-driven approach to assessment and reasonable adjustments; peer-led
psychosocial support; adapted transdiagnostic psychological therapies; and embedded
co-production. Clinical and research priorities are discussed.
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1 Introduction

Neurodivergence is an umbrella term which includes both autism and attention defi-
cit hyperactivity disorder (ADHD)[1, 2]. There has been recent focus on symptomatic
overlap and frequent co-morbidity between autism/ADHD and personality disorders [3].
The World Health Organisation’s International Classification of Diseases (11th Edition)
(ICD-11), uses a dimensional approach to define personality disorders, describing them
as an enduring disturbance characterised by problems in functioning of aspects of the
self (e.g., identity, self-worth, accuracy of self-view, self-direction), and/or interpersonal
dysfunction (including ability to develop and maintain close and mutually satisfying
relationships, ability to understand others' perspectives and to manage conflict in rela-
tionships). They are classified within three levels of severity and one or more prominent
trait domains [3, 4].

Personality disorder can be a highly stigmatising diagnosis, and there is significant
controversy around its use as a diagnostic label [5]. In particular, borderline personal-
ity disorder (BPD), is subject to considerable controversy about its construct validity, in
part because of the gendered nature of the diagnosis, high prevalence of trauma expo-
sure in this population and structural stigma regarding legitimacy and treatability [6, 7].
However, some people with a personality disorder diagnosis view it as a validating and
helpful way of understanding and communicating their difficulties. They also highlight
that lack of recognition prevents access to, and development of, effective evidence-based
psychological treatments, and can maintain stigma and marginalisation of people with
this diagnosis [8, 9].

There has been recent focus on symptomatic overlap and frequent co-occurrence
between autism/ADHD and personality disorders [10]. For adults presenting to mental
health services with serious mental health conditions, there is likely to be a high preva-
lence of autism and other neurodevelopmental conditions, although these may be unde-
tected [11-13]. Similarly, a growing body of research suggests that people diagnosed
with personality disorders often have neurodevelopmental conditions, including autism
and ADHD, and that co-occurrence is common within clinical populations, to the extent
that some authors have argued that borderline personality disorder be conceptualised
as within a neurodivergent framework [10, 13]. Other authors have questioned the con-
struct validity of personality disorder in neurodivergent people due to overlap within
diagnostic criteria [14].

Researchers and lived-experience activists have highlighted that misdiagnosis and
diagnostic overshadowing is common, particularly in women and girls presenting to
mental health services [10, 15-17]. Validated screening and assessment tools are poor at
discriminating between these conditions in clinical populations, with long waiting times
for screening and diagnosis within specialist services [18—20]. Neurodivergent individu-
als are likely to have different, increased, and often unmet mental health needs, com-
pared to ‘neurotypical’ individuals [21, 22], which may impact their access to appropriate
mental health services and their treatment outcomes [23].

Both neurodivergent adults and those meeting criteria for a personality disorder diag-
nosis face multiple barriers to accessing care, siloed pathways, a shortage of services for
complex presentations and exclusions based on both diagnoses [18, 24]. Clinicians may
lack training and experience with either client group, contributing to the ‘triple empathy’
problem, where communication difficulties between autistic individuals and clinicians
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are exacerbated by a third layer of empathy breakdown—between patients, doctors, and
the health care system itself [25, 26]. People with personality disorder diagnoses face
additional structural stigma towards the condition [27].

Despite these issues, there is an expectation that mental health services are accessi-
ble and acceptable for neurodivergent people through tailored local strategies, training
the workforce, and implementing reasonable and universal adjustments [28]. Moreover,
there is growing recognition of the need for neurodiversity-affirming practices to be
adopted in clinical interventions [22, 29]. There is a limited but growing evidence base
demonstrating the efficacy of psychological therapies for borderline personality disor-
der, that have been modified for neurodivergent people with co-occurring personality
disorder diagnoses [30—32]. However, research has highlighted the need for improved
pathways and adapted clinical practice [33, 34]. Despite this, there is a lack of consensus
on how best to identify, make adaptations for, and support patients with a personality
disorder diagnosis, who also have co-occurring, misdiagnosed or undiagnosed neurodi-
vergence [35]. There is also a lack of clarity about the optimal approach to the design of
clinical pathways for people with these co-occurring conditions [36, 37].

Therefore, the aims of this study were to gather an in-depth understanding of the
experiences of neurodivergent adults who have received a diagnosis of personality dis-
order, or who have received interventions for ‘complex emotional needs, in accessing
care pathways within a National Health Service (NHS) mental health trust within the
South-East of England. It aimed to explore their views on the barriers and facilitators
to effective care, and their perspectives on the components of an optimal pathway for
co-occurring autism/ADHD, and personality disorder/‘complex emotional needs. These
findings will then be used to inform a co-designed clinical pathway for neurodivergent
people with a diagnosis of personality disorder, that will then be piloted and evaluated in
subsequent research.

2 Materials and methods

2.1 Study design

This qualitative research incorporated semi-structured interviews with ten neurodiver-
gent women with a diagnosis of, or referred for a diagnosis of, autism and/or ADHD, and
with a diagnosis of personality disorder. In-depth interviews explored the experiences of
participants across existing clinical pathways in community services in a National Health
Service (NHS) mental health trust in the South-East region of England. Colleagues from
the Trust’s Reasonable Adjustments Service (RAS) with lived experience and profes-
sional experience of neurodivergence, were part of the working group and co-produced
all elements of the project. One of the authors of the paper is a neurodivergent woman
with a personality disorder diagnosis and has been involved throughout the project.

2.2 Theoretical underpinning and methodology

This research adopted a social constructivist approach, theorising that learning is col-
laborative and knowledge is acquired from our interactions with others. This positioning
enabled the authors to move away from a deficit-focused approach and acknowledge the
role of external social, cultural and environmental factors [38]. A reflexive thematic anal-
ysis [39, 40] was used to allow a combination of researchers’ theoretical assumptions and
interpretative analysis of the data set [39, 41]. Of the proposed theoretical assumptions
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in reflexive thematic analysis, a predominantly inductive approach was utilised to ensure
open-coded data and an emphasis on data-based meanings.

An element of deductive analysis was also incorporated to ensure relevancy of inter-
pretations and data-based meanings to the research questions [42]. According to the
essentialist approach, the assumption was made that meanings and experiences dis-
closed by respondents were reflected by the language used. Additionally, the semantic
approach was adopted for coding; however, some hidden meanings and assumptions
were also identified, beyond the descriptive level of data. The coders’ positionality
(including biases of working within mental health services and holding prior beliefs
about the limitations of the current pathway) were considered throughout the analyti-
cal process and mitigated through team-based coding and external auditing in theme
development.

2.3 Setting
This project was carried out with service users with experience of NHS England Com-
munity Mental Health Services in the South-East region of England.

2.4 Participants and recruitment

Individuals had a diagnosis of, or had been referred for a diagnosis of autism and/or
ADHD (80% Autism diagnosis, 10% awaiting Autism diagnosis, 10% Autism and ADHD
diagnosis) and reported receiving a diagnosis of personality disorder (90% diagnosis of
Emotionally Unstable Personality Disorder/Borderline Personality Disorder (EUPD/
BPD), 10% assessed as having ‘traits of” EUPD). All participants had experience of seek-
ing support from community mental health services. Purposive sampling was initially
used, as respondents were approached by colleagues, provided with a brief descrip-
tion of the study (including aims and background), and given contact information for
the research team. Snowball sampling was also incorporated as respondents shared
the project information sheets with service user forums. Overall, ten participants were
recruited, all identified as female (and were assigned female at birth), mean age was
41.6 years (range 26—59), ethnicity was 80% White British, 10% White Scottish and 10%
White Other (Table 1). Overall, thirteen service users expressed interest in participating,
and ten volunteered and provided consent.

Table 1 Participant Characteristics

Participant Age Self-reported  Ethnicity Neurodivergent Personal-

ID Gender Diagnosis ity Disorder
Diagnosed/
Assessed

1 40 F White British Autism Yes

2 27 F White Scottish Autism Yes

3 55 F White British Autism Yes

4 52 F White British Autism Yes

5 51 F White Other Autism Yes

6 26 F White British Autism Yes (assessed as
having 'PD traits’)

7 37 F White British Autism Yes

8 59 F White British Autism Yes

9 43 F White British Autism and ADHD Yes

10 26 F White British Awaiting autism Yes

assessment
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Information power for sample size is calculated by considering the aim of the study,
the specificity of research questions, data analysis methodology, the quality of the inter-
view dialogue, and the diversity of interviewees [43]. From these characteristics, the
sample size of ten participants was considered to provide sufficient information power
to develop initial themes, that will contribute to the design and testing of a co-produced
clinical pathway within an NHS Mental Health Foundation Trust.

2.5 Data collection

Prior to interviews, information sheets were given, with the opportunity for participants
to ask questions before giving informed consent. Interviews were conducted between
March — June 2024 and conducted online on Microsoft Teams (excluding one partici-
pant who opted for a face-to-face interview) to improve accessibility as the participants
reported a preference for online versus face-to-face interviews [44]. A topic guide for
interviews was co-designed by mental health staff and people with lived experience
(Appendix B). A pilot was incorporated to ensure questions were clear and appropriate.
Interviews lasted around 60 minutes and incorporated reasonable adjustments (such as
questions being shared with the participants prior to the interviews and having the cam-
era off) to reduce stress, promote safety and increase empowerment [45] (See Appendix
A). Flexible semi-structured interviews allowed participants to lead the discussion and
identify key focus areas. The following topics were explored in the interviews: screening
and assessments, diagnosis and post-diagnostic support, therapies and interventions,
reasonable adjustments, and experiences of services. With participant consent, the
interviews were video-recorded and transcribed on Microsoft Teams. This was stored on
a password-protected computer, with restricted access permissions, and separate from
identifying data. Permissions for this project were granted by the NHS trust in the UK in
which the study was undertaken. The project was registered with the NHS Trusts’ Qual-
ity Improvement Hub. Written consent was obtained from all participants.

2.6 Data analysis

The six steps of reflexive thematic analysis were conducted as outlined by Braun and
Clark [42]. This included familiarisation with the data, generating initial codes, generat-
ing themes, reviewing potential themes, defining and naming themes, and producing the
report. The automated transcriptions of interviews on Microsoft Teams were reviewed
to ensure accuracy of transcription and to produce non-verbatim transcripts for analy-
sis. This was carried out by five members of the research team. The edited transcripts
were stored on a password-protected computer, with restricted access permissions, and
separate from identifying data.

Interviews were then coded by three members of the research team using Nvivo 14
software [46]. After coding one transcript each, the researchers met to consider code
definitions and overlap. Multiple coders ensured rigor in analysis and coding and inter-
rater reliability. Following this, all other interviews were coded to create a complete list
of codes (see Appendix C). Researchers continued to meet weekly to evaluate reflexivity,
identify and explore any biases, and to ensure reliability in coding. Initial themes were
discussed and reviewed with people with lived experience of neurodivergence and diag-
nosis of personality disorder. The use of multiple coders is salient in ensuring meaningful
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interpretations of the data and ideas, and to build upon theoretical accounts [39]. Over-
all, a high degree of overlap was evident.

3 Results

Five key themes were drawn from the thematic analysis: diagnosis and identification (the
impact and accuracy of diagnosis), pathways and processes (access to services and bar-
riers to support), support and clinical interventions (experience of individual therapies
and groups, and opportunities to evaluate support), staff factors (understanding and
skill, attitudes and communication), involvement and enablement (through adaptations
and empowerment) (see Fig. 1).

3.1 Diagnosis and identification

3.1.1 Accuracy and timing of diagnosis

The majority of respondents had initially been diagnosed with a personality disorder,
and later as autistic. They felt that this was due to lack of recognition of autism by pro-
fessionals, exacerbated by increased masking in females and therefore a delay in identi-
fication and diagnosis. Some respondents felt that autism/ADHD was a more accurate
and validating diagnosis, and rejected their personality disorder diagnosis, although oth-
ers identified with both. The long delays within specialist services for autism and ADHD
assessments were acknowledged, and several respondents suggested that a more holis-
tic, needs-based and formulation-led approach, which included screening for autism/
ADHD traits, would have been more helpful, using an integrated screening and assess-
ment process:

P2: “It's been long, and I think also because with more potential autism diagnosis,
that's complicated things further, because I think some complex emotional needs are
coming from the fact that I wasn't diagnosed with autism from a young age.”
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3.1.2 Emotional impact of diagnosis

A major aspect was the emotional impact of the personality disorder label, and the
stigma attached to this. Seven participants did not identify with this label, and the harm-
ful impact of stigmatising diagnostic labels was highlighted:

P6: “When it came to the personality it made me feel awful like it made me feel so
bad about myself and there was no positive element to it. I didn't feel like it fitted,
but also it made me think that there was something wrong with me.”

However, others felt that their complex emotional needs were consistent with a person-
ality disorder diagnosis and felt that they had benefitted from evidence-based interven-
tions for BPD. With regards to neurodivergence, respondents described experiencing
overwhelm at the idea of this being a lifelong diagnosis. More generally, respondents
reported feeling invalidated and struggled with the emotional demand of repeated
assessments and disclosure of experiences. To reduce this emotional impact, respon-
dents suggested that clinicians improve communication and transparency about waiting
times, information-sharing and pathways, and that effective post-diagnostic information
and support is provided. A needs-led, formulation-based assessment process was rec-

ommended as an alternative to diagnosis.

3.1.3 Social impact of diagnosis

This revealed the difficulties respondents have experienced in both social and work
environments. For example, there were common concerns around trying to fit in and
worrying about how they are perceived by others. This social comparison and ‘thwarted
belonging’ led to increased masking and increased suicidality. Respondents stated that
increased validation and compassion for their experiences, as well as improved informa-
tion and peer-led support would help them to understand and navigate this aspect of
their experience:

P10: “Say I was with a crowd of people that was not great behaved, I would be copy-
ing what they're doing to try and fit into it. That wasn't me as a person, but that's
what 1 felt like I had to copy to be like them.

3.1.4 Holistic assessment

Respondents highlighted the need for holistic, integrated assessments within mental
health services, in which developmental history is explored. They emphasised the help-
fulness of moving to a needs-based, and formulation-centered approach to identify traits
and difficulties across the overlapping dimensions of autism/ADHD and personality dis-
order diagnosis which could then be used to develop individualised care pathways:

P4: “Look at all of these labels that I've attracted over the years, also think about
the obsessive compulsive and avoidant personality disorders and how that's actually
more fitting to an autistic person when you look at it that way.”

3.2 Pathways and processes

3.2.1 Barriers and delays

Respondents highlighted the impact of misdiagnosis and inaccurate assessment of
needs. Respondents described repeated assessments, unsuccessful treatment episodes,
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and withdrawal of care following late identification or diagnosis of autism or personal-
ity disorder. Both diagnoses had led to exclusion from services, as well as inappropri-
ate pathways, or re-referral to different services and further long waiting times. Waits
of several years for a diagnosis of autism/ADHD from specialist neurodevelopmental
services were highlighted, and many said that they were excluded from mental health
services whilst waiting for an Autism/ADHD assessment. Overall, respondents reported
that they had not been offered an integrated clinical pathway to support with all of their
needs and that this had resulted in exclusion, delays and siloed working. This contrib-
uted to a mistrust of professionals and of services:

P4: “And actually nobody really talks about the fact that if you can't be helped by
them, the waiting list isn't six weeks, it's 9 months or more. So, I'd say that's quite dif-
ficult, and it also means that it makes discharge really scary because you know how
difficult it is to be re-referred in”

3.2.2 Consistency of care

Overall, respondents reported poor consistency of care across services, particularly
across specialist neurodevelopmental services for autism/ADHD and mental health ser-
vices. Poor communication and lack of integration between services led to respondents
feeling unsupported and not listened to. Inconsistent use of neurodiversity inclusion
passports (documents for neurodivergent individuals, intended to communicate reason-
able adjustments to improve access to and engagement with services) was also reported,
with some respondents not having been offered them at all, and others not having rea-
sonable adjustments implemented both within and across services:

P6: “You get passed around a lot and that had a really negative experience because
it meant that I felt like things were much worse than I thought they were because
nobody was saying that they could help”

3.2.3 Accessing pathways

Similarly to the previous sub-themes of barriers/delays and consistency of care, difficul-
ties with accessing effective clinical pathways were highlighted. Some participants felt
frustrated that they had to self-initiate referrals:

PI: “I basically had to write all the referral, both the initial one and then a follow up
one. But it's taken many months.”

However, overall, there were varied experiences of accessing pathways, with some par-
ticipants reporting positive experiences, including having access to effective psychologi-
cal interventions such as DBT. When participants were able to access autism/ADHD
pathways, although there were generally long waits for these, they felt supported and
understood, particularly with regards to post-diagnostic workshops and support. By
contrast, respondents felt that their personality disorder diagnoses often prevented
access to effective therapeutic pathways and highlighted that the disorder excludes them
from accessing NHS Talking Therapies for their symptoms of depression and anxiety.
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3.3 Support and interventions

3.3.1 Post-diagnostic support

Respondents felt that post-diagnostic support for both diagnoses was variable. Some
highlighted the usefulness of a post-diagnostic information workshop following their
autism diagnosis, whilst also emphasising a lack of longer-term support. No respondents
felt that their personality disorder diagnosis had been properly explained to them. Fur-
thermore, their personality disorder diagnosis had often led to an exclusion from ser-
vices, rather than support. No respondents had received information about co-occurring
autism/ADHD and personality disorder diagnoses. Many participants advocated for
peer-led, educational support to help them understand their conditions, develop self-
management skills and to provide information to their families and partners:

P2: “Well, I've just been left waiting now. I was given resources in terms of websites
that I could read about. Just to do my own research about it. But otherwise, no, not
really much in terms of support”

3.3.2 Experience of therapies

The majority of participants had accessed a psychological therapy for the treatment of
BPD. Several respondents had received mentalisation-based therapy (MBT); dialectical
behaviour therapy (DBT), which one respondent felt had helped them to build a posi-
tive self-identity; and cognitive behavioural therapy (CBT), which several participants
felt had led to an increased understanding of emotions and coping skills for escalation
of distress. Some reported positive experiences of these therapies being adapted to meet
the needs of autism/ADHD. However, others felt that the therapy had not been acces-
sible or helpful. Examples included being overwhelmed by the amount of information
being provided, confusing use of abstract metaphors, and uncertainty about the tech-
niques being learnt. All respondents felt that therapies required adaptations and adjust-
ments to ensure engagement, positive experiences and improved outcomes:

PI10: “I was doing DBT. That was really good for me, it helped so much teaching me
how to use different techniques and finding out what I like myself as well [...]. Other
charts scale it (emotions) from 1 to 10 and I can't do that. So instead, wed do like a
happy face or a medium face or a sad face”

3.3.3 Experience of groups

Respondents had mixed views about group therapy for difficulties associated with per-
sonality disorder diagnoses. Positive experiences of groups included building a support
network. However, difficulties included feeling like an outsider due to invalidation of
their neurodivergent identity, and a lack of understanding of neurodivergence. Respon-
dents also expressed sensory and social overwhelm, and had difficulties sharing in the
group due to comparing themselves to others and trying to fit in. Some said that this
increased their use of masking:

P9: “The whole experience was just massively invalidating and massively like I
learned a lot about masking and became even better at masking and that made me
even more unwell.”
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Although the respondents had mixed views about whether neurodivergent only groups
would be more helpful, the majority felt that adaptations such as shortening the length
of the sessions and providing handouts and information in advance of the session would
be helpful. They agreed that more work is needed to establish the effectiveness and opti-
mal way of delivering group interventions for neurodivergent people.

3.3.4 Feedback and evaluation of support

This sub-theme focused on opportunities to provide feedback on support and interven-
tions offered. Respondents understood the utility of outcome measures, but also felt
that, for neurodivergent people, the questions were often ambiguous, and masking and
camouflaging of symptoms limited the validity of these:

P4: “Sometimes when you do those, you're answering them, trying to get them right
[...]. There's no allowing for context as to when that question is asked [...]. When it
comes to masking, a questionnaire doesn't necessarily get to that”

Respondents emphasised the importance of opportunities for providing feedback about
their care in different ways, and that adaptations and adjustments were offered to ensure
that they could participate. This linked to the theme of involvement and enablement,
which was felt to be essential in reducing stigma and exclusion from services, and
developing an effective pathway for neurodivergent people with personality disorder
diagnoses.

3.4 Staff factors

3.4.1 Understanding and skills

Several respondents highlighted the importance of staff recognising autistic traits, such
as difficulties with making eye contact and alexithymia, to help with identification of
possible neurodivergence, help build trust and offering adjustments in communica-
tion and support. Whilst several respondents felt that training could help staff to rec-
ognise signs of autism and ADHD, they also recognised the complexity of identifying
traits in neurodivergent people who mask or camouflage their symptoms, particularly
in women who may present atypically, and highlighted the importance of individualised
approaches:

P1:“We all mask to [a] degree but particularly the neurodivergent person a lot of
them will be very good maskers. So, you might look for this set list of cues, but you'll
see things, and you'll think that they have good eye contact, or they're dressed in a
certain way or they're speaking like this and all articulate and stuff and they're not”

Several respondents also spoke of the importance of staff having an understanding of
their emotional and relational needs, and the ways in which they may be expressed, as
well as how to respond helpfully to these:

P10: “..professionals didn't understand that, they saw everyone as just oh, you're
just kicking off” or you're just like this naughty person’ kind of thing and they wasn't
too shy to say what they thought about you.



Graham et al. Discover Mental Health (2025) 5:200 Page 11 of 19

3.4.2 Staff attitudes and behaviours

Respondents highlighted that some behaviours, such as self-harm, are associated with
stigma. They gave examples of where they had perceived that clinicians had labelled and
made assumptions about them, and that this had affected the clinicians’ attitudes and
behaviour towards them. Respondents emphasised the importance of holding curios-
ity about their individual needs and difficulties, rather than pre-determined narratives
based on their diagnoses. They also described a ‘double empathy gap’ where both neu-
rodivergent individuals and staff had difficulties communicating, understanding each
other, and empathising with each other:

PI1: “You should not create the narrative and create what you think this person is
going to present with before you've even met them, before you've given them a chance
to be. You need to give them that space to tell you what's going on for them and even
look for cues as well”

3.4.3 Communication

This sub-theme highlighted the importance of transparency and direct, effective com-
munication, particularly regarding waiting times for referrals and in explaining deci-
sion-making. Respondents described acute distress associated with intolerance of
uncertainty, and that this was exacerbated by lack of concrete information about waiting
times and care planning. Respondents recognised the complexity of care planning and
clinical pathways for neurodivergent people with personality disorder diagnoses, but felt
that transparent, effective communication that was adapted for neurodivergent people
was critical in mitigating distress associated with this.

Examples of good practice included providing written information in advance, break-
ing information down into small chunks, and avoiding ambiguous and abstract language.
In addition, the importance of their views being listened to and validated in a compas-
sionate way was also seen as helpful:

PI1: “To just be given the opportunity to have a bit of a say maybe, or to understand
decisions, and when things are just said and then you don't know why, you don't
know the context and all that sort of thing. That's quite difficult. So, a bit more
transparency I think it's needed.

Some respondents highlighted the ‘triple empathy’ problem, where communication dif-
ficulties between autistic individuals and clinicians are exacerbated by a third layer of
empathy breakdown—between patients, doctors, and the health care system itself. Sug-
gestions for peer-led staff training and consistent adoption of neuro-inclusion passports
were made.

3.4.4 Therapeutic relationship

The importance of trusting therapeutic relationships with staff in mental health services
was emphasised. Both compassion and empathy were consistently mentioned by respon-
dents as key elements to the therapeutic relationship, to increase the likelihood of suc-
cessful engagement and reducing iatrogenic harm. Trust was mentioned several times,
and the challenges of building trust when clinicians held negative labels and assump-
tions, and where attempts to engage with services had been unsuccessful or a clinical
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pathway had not been offered. Trust was discussed both in the context of individual rela-
tionships, and with services as a whole:

P4: “There’s a lot of shame attached to unrecognised autistic experiences. So, helping
someone to think about that again, that's the compassion focused area [...]. Taking
that blame away was really, really helpful”

3.5 Involving and enabling

3.5.1 Adaptations and adjustments

Respondents highlighted the importance of adaptations to address sensory needs, for
example, having adjustable lighting, fidget toys and reduced visual/auditory noise in the
physical environment. Changes to group and individual therapies were also suggested,
such as use of visual learning, allowing longer processing time and breaking down infor-
mation into smaller pieces. Reducing uncertainty was a key adaptation; respondents sug-
gested this could be achieved by providing information in advance, ensuring consistency
and having clearer communication:

P3: “And [she] makes sure I got fidget toys, and I have ear things and make sure that
I put them in if need be. And she does visual stuff with me as well on the board that
I can understand. And she explains things, she doesn't give up on me put it that way,
she will find other ways to try and explain something to me”

3.5.2 Person-centered

This sub-theme focused on improving person-centered, collaborative approaches in
care-planning and decision-making. It draws on previous themes of adapting communi-
cation and improving staff understanding of the needs of neurodivergent people, as well
as developing more integrated and joined-up pathways so that the individual is at the
heart of their care. Service-level challenges of resources, time and service design were
recognised and acknowledged. However, respondents also highlighted the effectiveness
and value of greater service-user involvement and peer-led support and suggested that
there be opportunities for individuals with both autism and/or ADHD and personality
disorder to be involved in delivering services and supporting their peers. In addition,
although greater understanding of both diagnoses was felt to be essential, respondents
balanced this with ensuring that the needs and views of the individual were prioritised:

P1I: “I think it's just showing a bit of respect for the person that's in front of you and
just trying to hear them and create that safe space for them to feel that they are
heard”

3.5.3 Involvement and empowerment

Building on the previous sub-theme of person-centered care, respondents said that they
wanted to be more involved in their care and in shaping services. Several described posi-
tive experiences of co-production and involvement, however, others said that opportuni-
ties to give feedback were limited. Some felt that staff perceived them as ‘difficult’ and
that this made it harder for them to give feedback about their experiences. In addition,
they highlighted that there were limited methods to give feedback, and these methods
were not adapted for the needs of neurodiverse people, both in terms of the language
used, and lack of sensitivity for their experiences and concerns:
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P1I: “I think that's another thing that's lacking in a lot of different aspects of services
as well that you're not asked. You're just told stuff even, and if you don't agree, then
it doesn't matter. Or if you want to challenge it, you can't”

4 Discussion

This study explored the perspectives of ten neurodivergent women with a personal-
ity disorder diagnosis on clinical pathways in community mental health services, using
reflexive thematic analysis. Respondents identified components of this pathway, such as
identification and assessment of individual needs; support and interventions provided;
staff understanding and attitudes; transitions between services; and involvement and
enablement. They described their experiences of seeking support and gave their perspec-
tives on optimal pathways for people with these co-occurring diagnoses. Their views will
inform the design and evaluation of a pilot clinical pathway for neurodivergent people
with personality disorder diagnoses in an NHS Mental Health Foundation Trust within
the South-East of England.

The findings of this study and from wider literature highlight the complexity of iden-
tifying autism and ADHD in adults with a diagnosis of personality disorder, due to
overlapping traits [35, 47], lack of specificity of screening measures within a clinical pop-
ulation, and high face-validity of these measures [10]. In addition, there are still high
levels of stigma associated with a personality disorder diagnosis [48, 49], and it remains
a diagnosis of exclusion to NHS Talking Therapies Services [50]. As a result, where there
is diagnostic uncertainty, both staff and patients increasingly prefer autism as a diagnos-
tic label [51]. However, where both may co-occur, this risks excluding individuals from
accessing evidence-based and effective psychological therapies for personality disorder
[4, 52]. It also impedes the development and evaluation of new and adapted psychologi-
cal interventions for this population. The study therefore highlights the importance of
designing and implementing a bespoke pathway for individuals with co-occurring needs,
which is person-centered, needs-based and formulation-driven.

4.1 Clinical implications
Participants highlighted that recognition of neurodivergence can reduce stigma,
increase validation, and can lead to reasonable adjustments and support across settings,
including education and the workplace [53]. The opposite is often true for personality
disorders, where individuals may experience negative labelling and assumptions from
staff [48] and may experience structural exclusion from NHS Talking Therapies services
based on their diagnosis [54, 55]. Some participants rejected a personality disorder label
and felt that personality disorder should not be given as a co-occurring diagnosis for
autistic people. However, others felt that this was a helpful and validating way of concep-
tualising their difficulties although highlighted risks of structural stigma and exclusion
from mental health services for both diagnoses [56]. They felt further work is needed to
reduce stigma associated with personality disorder amongst mental health professionals
and highlighted this as a training need to improve knowledge, skills, and changing atti-
tudes [28, 50]. Furthermore, post-diagnostic support, and clear pathways were seen as
essential post-diagnosis for both conditions.

The participants varied on whether they identified with the personality disorder diag-
nosis, although they all identified with autism and/or ADHD. There was an emphasis
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on the importance of training on the identification of autism/ADHD, and how these
may interact with each other, as well as with personality disorder. They also highlighted
training to help with understanding masking; the social and emotional impact of both
diagnoses; and the importance of reducing structural stigma within mental health ser-
vices [6]. Brief training about personality disorder has been successfully delivered for
frontline mental health staff. It has been shown to lead to sustained improvements in
knowledge, skills, confidence and attitudes towards people with a personality disorder
diagnosis [57], although other recent research suggests that training may in some cases
lead to increased stigma by clinicians [58]. Embedding experts by experience into the
design and delivery of the training was seen to be essential, as was taking an intersec-
tional approach within training.

A major finding was that many participants felt that diagnostic assessments often led
to diagnostic overshadowing, and often did not lead to accurate identification of either
neurodiversity or difficulties associated with personality disorder, particularly in non-
specialist community mental health services [35]. This is consistent with wider research
that highlights the overlapping features shared across these conditions [47]. Consistent
with the literature about the lack of sensitivity and specificity of screening measures to
differentiate these diagnoses within clinical settings, findings from this study highlight
the need for an integrated, formulation-driven screening and assessment process [30].

Formulation is crucial to identifying individual needs in relation to neurodivergent
and mental health aspects and enabling decisions about interventions and adjustments
[27]. It should also include an autism-adapted safety planning tool [59]. The assessment
would then lead to a modular pathway which is tailored to a person’s needs and may
include an enhanced neuro-inclusion passport which informs adjustments and adapted
communication and support. This would also allow access to peer-led support, which
provides self-management tools, validation and exploration of the emotional and social
impact of their difficulties.

Research suggests that inclusion and communication passports improve empower-
ment and engagement [60], healthcare outcomes [61] and retention in services, although
further research into the optimal design and implementation of neuro-inclusion pass-
ports is needed. Whilst neuro-inclusion passports have promise, the respondents rec-
ommended that these are enhanced for people with a personality disorder diagnosis, and
design and testing of an enhanced neuro-inclusion passport is a priority [28]. It is pos-
sible that the effective use of these will make it more likely that this group access services
that meet their needs, reducing iatrogenic harm and improving trust in services [62].

Similarly, participants also felt that peer-led psychoeducation was important, to
explore the social and emotional impact of diagnosis, support with the development of
self-management and safety-planning tools and reduce the triple empathy gap between
individuals, professionals and services [27]. Peer-led interventions have been success-
fully adopted within specialist neurodevelopmental services [22]. However, there has
been limited application of this approach within community mental health services, and
the effectiveness and optimal approach to peer-led self-management and support inter-
ventions in such settings is lacking [63].

The pathway may also include access to individual and group therapies for personal-
ity disorders, such as Dialectial Behaviour Therapy (DBT), Mentalisation Based Therapy
(MBT) or Cognitive Behaviour Therapy (CBT). However, participants highlighted the
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importance of adapting these, both in terms of delivery as well as the content. Overall,
participants felt that pathways through services should be integrated and individualised,
as an alternative to siloed pathways and ways of working.

5 Research implications

This was a small-scale qualitative study that was carried out as part of a quality improve-
ment project to explore experiences of clinical pathways, and recommendations for
improvement.

Further research is needed to determine the generalisability of these findings. Such
research could explore the experiences of other gender identities and ethnicities, as
well as investigating differences in experiences between autistic and ADHD individu-
als who have been diagnosed with personality disorder. Research into the experiences of
those who have self-identify as autistic or having ADHD, compared to those who have
received these diagnostic labels, would provide information about whether self-identi-
fication impacts their perspectives on services [36, 37]. It is also possible that overlap-
ping features such as emotion dysregulation and mentalisation difficulties could be the
basis for the development of needs-based, transdiagnostic therapy models that target the
overlapping features of autism/ADHD and personality disorder [47].

The findings of this study, together with research evidence and best-practice guide-
lines, will be used to design and pilot an integrated clinical pathway within an NHS
Mental Health Trust. Findings support the development of a modular pathway with
components that include an integrated screening template, peer-led support, adapted
therapies, and a staff training programme which has levels of training tailored to the
role of the staff member. Evidence for the effectiveness of indirect interventions such as
implementing reasonable adjustments and neuro-inclusion passports is lacking, and the
impact of these can be difficult to measure. Therefore, the development and evaluation
of these components of the pathway will be a research priority.

Further, the outcomes that are important to service users are unclear, and perceptions
of quality of life may be different for neurodivergent people [64]. Therefore, the devel-
opment of measures that have been adapted for this population will also be important,
to ensure that interventions lead to meaningful outcomes and support future research
into the acceptability and preliminary effectiveness of these components. Evaluating the
clinical and cost-effectiveness of the pathway as a whole is a priority, to improve access
and outcomes for neurodivergent individuals with personality disorder diagnoses [18,
65, 66].

5.1 Strengths and limitations
Our sample size of ten participants provided sufficient information power to elicit rich
data and is consistent with sample sizes of similar studies [33, 51]. Participants who vol-
unteered for the study all identified as female and therefore may limit generalisability of
findings to other gender identities. However, this female participant group is representa-
tive of the high proportion of women diagnosed with EUPD. Therefore, the study pro-
vides important perspectives of a vulnerable and often marginalised patient group [68].
The study was co-designed in partnership with the Trust’s Reasonable Adjustments
Service (RAS), and one of the members of the study team, and co-author, is a neuro-
divergent woman with personality disorder diagnoses, who has experience of accessing
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mental health services. The data-collection process was co-designed and piloted with
experts by experience and designed to be accessible for neurodivergent people, with rea-
sonable adjustments implemented. Respondents were involved in the design and review-
ing of themes. Their perspectives are then being used to co-produce a clinical pathway,
and they will be involved in futures service improvement work. This participatory and
truly co-produced approach is expected to significantly improve the quality and effec-
tiveness of service design.

The demographics of this sample (white British) were reflective of the local popula-
tion for which the pathway will serve, but did not represent the diverse characteristics
of different communities within the UK. Therefore, further research is needed to explore
the experiences of other communities on accessing mental health services in order to
understand the generalisability of the findings to other communities. Specifically, there
is a lack of evidence about the demographic factors which lead to diagnostic overshad-
owing or misdiagnosis of autism and thereby influence their experience of services [67].
Purposive and snowball sampling within a single NHS Trust risks excluding those with
the most challenging and negative experiences of services, as volunteers for service
improvement methodologies are motivated to engage in participation and may not be
representative of this group [68].

For the purposes of this study, autism and ADHD were both included. However,
there could be differences in experiences between these two groups, although the high
prevalence of co-occurring autism and ADHD is also acknowledged [40, 69]. Amongst
the respondents, three identified with both neurodivergent and personality diagnoses,
whereas seven identified just with their autism/ADHD diagnoses, and did not feel that
their personality diagnosis was helpful or accurate. This latter group may have had dif-
ferent experiences of clinical pathways, and different perspectives on support offered.
This was not explicitly explored within the study, although we did describe a range of
perspectives within the themes.

5.2 Conclusion

This study explored the views of neurodivergent women with a personality disorder
diagnosis, on their experiences of seeking support from mental health services, and rec-
ommendations for an optimal clinical pathway. The findings highlighted that both diag-
noses can be exclusionary, and that diagnostic overshadowing is common. The study
highlights the importance of an integrated, person-centered and needs-based pathway
that is tailored for this population. Findings from the current study will inform the
design and testing of an integrated clinical pathway within a NHS Mental Health Foun-
dation Trust, and future research to evaluate the effectiveness and generalisability of the
pathway [66].

Findings suggest that the pathway should be modular, with support offered based on
the needs of the individual. Components of this may include an integrated screening
measure and enhanced neuro-inclusion passport that identifies reasonable adjustments,
as well as peer-led support and psychological therapies. The continued involvement of
experts by experience, as well as frontline staff, service leaders and other stakeholders,
will be essential in the development of effective pathways for neurodivergent people
with personality diagnoses, who seek support from mental health services.
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