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Chapter One: Thesis Introduction 

Overview and Context 

 Until relatively recently, autism was considered a childhood disorder and the majority 

of autism research focused on this developmental period (Howlin, 2021). As a result, the 

experiences and needs of autistic adults1 are comparatively less understood. Increasingly, 

adults are accessing assessments and receiving autism diagnoses for the first time (Pellicano, 

2022). Simultaneously, generations of children diagnosed with autism, since improved 

understanding and access to assessments, are moving through adulthood (Howlin, 2021). A 

review by Howlin and Magiati (2017), identified that only 3.5% of autism research focused 

specifically on adults which underlines the need for additional research with this population. 

Therefore, further research into the experience of autistic adults is warranted. This thesis aims 

to explore healthcare experiences of autistic adults in two domains: mental health services 

and maternity care. In this chapter, I will provide an overview of key literature for both areas 

addressed in this thesis and provide further detail on the content of the thesis. 

Autism in Adulthood 

 Adults on the autism spectrum face challenges and experience, generally, poorer 

outcomes across a range of domains including education, employment, relationships, quality 

of life, community involvement, and health (Lai et al., 2020; Lai & Baron-Cohen, 2015; 

Pellicano et al., 2022). There is some evidence that diagnosis in adulthood is associated with 

worse quality of life, particularly in relation to mental health (Atherton et al., 2022). Research 

has consistently demonstrated that autistic adults are significantly more likely to experience 

 
1   The terminology used to describe people on the autism spectrum is subject to continued discussion (Botha et 

al., 2020; Vivanti, 2019). Recent empirical research suggests that autistic individuals tend to prefer identity first 

language (IFL), “autistic person”, or the term “person on the autism spectrum” over person first language, 

“person with autism” (PFL) (Bottema-Beutel et al., 2021; Bury et al., 2020; Kenny et al., 2016). Therefore, IFL 

is used throughout this thesis, in keeping with the preferences expressed by the MRP study participants, though 

it is acknowledged that this does not represent the preferences of all individuals on the autism spectrum. 
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premature mortality compared to non-autistic people, and this risk is even greater for autistic 

women (Woolfenden et al., 2012). This increased incidence of premature mortality can partly 

be attributed to an elevated risk of suicide amongst autistic adults (Cassidy et al., 2018), as 

well as the prevalence of a range of co-occurring physical and mental health conditions 

(Rydzewska et al., 2021; Weir et al., 2021). Therefore, research exploring autistic adults’ 

experiences of healthcare is essential to improving services and outcomes for autistic adults. 

Healthcare and Autistic Adults  

 Autistic adults report greater use of most healthcare services (Zerbo et al., 2019), 

however, they also report significantly greater unmet healthcare needs (Bradshaw et al., 

2019; Nicolaidis et al., 2013). Autistic adults have reported significant barriers in accessing 

healthcare. Research has identified patient level factors that impact access to and experiences 

of healthcare such as communication difficulties, sensory sensitivities, processing speed, 

difficulty with organisation, and anxiety (Bradshaw et al., 2019; Nicolaidis et al., 2015). 

Importantly, these patient level factors interact with healthcare provider factors to further 

impact on autistic people’s experiences of accessing healthcare services (Nicolaidis et al., 

2015). Healthcare professionals’ knowledge about autism in adults, the perception of 

professionals’ biases, and professionals’ unwillingness to appropriately alter services have 

been identified as provider level factors which act as barriers. (Bradshaw et al., 2019; 

Nicolaidis et al., 2015). System level factors such as the complexity of healthcare services 

and lack of referral pathways have also been identified as barriers to autistic adults accessing 

healthcare service (Bradshaw et al., 2019; Nicolaidis et al., 2015).  

 

 

Mental Health and Autistic Adults  
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 Increasingly, there is a move towards reasonable adjustments in healthcare to ensure 

equality of access for those with disability or neurodiversity (Department of Health, 2010; 

Haydon et al., 2021). Some guidelines exist for clinicians regarding adaptations for mental 

health interventions, specifically NICE guidelines (NICE, 2021). However, research with 

autistic adults has highlighted that, in practice, adaptations are frequently not available 

(Adams & Young, 2021; Brice et al., 2021). These findings, the prevalence of mental health 

conditions amongst autistic adults (Hollocks et al., 2019; Lai et al., 2019), and the increased 

risk of suicidality (Cassidy et al., 2018) indicate a need for improved mental health services 

for autistic adults. Therefore, the aim of the systematic review component of this thesis is to 

understand clinicians’ experiences of adapting mental health interventions (MHI) for autistic 

adults.   

Healthcare Experiences of Autistic Women  

 The healthcare experiences of adult women on the autism spectrum are particularly 

under researched (Kassee et al., 2020). In particular, limited research exists exploring autistic 

women’s reproductive health and experiences of pregnancy and childbirth (McDonnell & 

DeLucia, 2021). A recent systematic review identified seven studies related to the perinatal 

period (pregnancy and up to one month post birth) (McDonnell & DeLucia, 2021). 

Quantitative and qualitative findings from this review suggest that autistic mothers are more 

likely to experience pre-natal and post-natal depression. Autistic mothers were also found to 

be at greater risk of specific pregnancy complications such as preterm births, caesarean 

delivery, and preeclampsia (McDonnell & De Lucia, 2021). A comparative, quantitative 

study by Pohl et al. (2020) found that autistic women experience greater dissatisfaction in 

their interactions with healthcare providers during pregnancy, compared to non-autistic 

women. Currently, there is a lack of research exploring healthcare providers experiences of 



CHAPTER ONE: INTRODUCTION 

16 

 

delivering maternity care to autistic women and no specific guidelines pertaining to 

reasonable adjustments within a maternity context.  

Thesis Aims  

Overall, the objective of this study is to contribute to the understanding of autistic 

adults’ experiences of accessing healthcare, particularly mental health and maternity care and 

to make recommendations for improving the provision of services in these important 

healthcare domains. 

Aims of the Systematic Review 

 The aim of the systematic review is to synthesise findings from qualitative studies 

regarding mental health professionals’ experiences of adapting mental health interventions 

(MHI) for autistic adults. 

Aims of the Major Research Project 

The aim of the major research project component of the current thesis is to explore the 

experiences of autistic women and maternity care professionals (MCPs) in receiving and 

providing maternity care for autistic mothers. 

Outline of Chapters 

 

Chapter Two: Systematic Review 

This chapter will present a systematic review of qualitative studies regarding mental 

health professionals’ experiences of adapting mental health interventions for autistic adults. 

This is presented in the form of a journal article which has been accepted for publication and 

is currently in press with the Journal of Autism and Developmental Disorders. 
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Chapter Three: Systematic Review Extended Methodology 

 This chapter expands on methodological considerations of the systematic review 

which could not be included in the systematic review paper which was prepared for a peer 

reviewed journal. This chapter also provides additional context and rationale for decision 

making that occurred as part of the design and implementation of the systematic review 

process. 

Chapter Four: Major Research Project 

 This chapter presents the major research project, which explores the experiences of 

autistic mothers and maternity care professionals’ experiences of receiving and providing 

maternity care for autistic mothers. The project is presented as a paper written for the journal 

Autism.  

Chapter Five: Major Research Project Extended Methodology  

 This chapter expands on methodological considerations of the major research project 

and provides additional context and rationale for decision making. This includes the rational 

for the use of interpretative phenomenological analysis (IPA), details of the public patient 

involvement (PPI) process, ethical considerations, reflexivity, and further detail regarding 

sampling and data analysis. 

Chapter Six: Thesis Discussion and Conclusion 

 The final chapter summarizes the findings of this thesis and discusses the clinical 

implications of the systematic review and major research project.   
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Abstract 

Background: Autistic adults experience high rates of metal health difficulties and face 

significant barriers to accessing appropriate mental health care. Empirical research and recent 

professional guidelines emphasise the importance of modifying standard mental health 

interventions to best meet the needs of autistic adults. Aim: This systematic review explored 

mental health professionals’ experiences of adapting mental health interventions for autistic 

adults. Method: A systematic search was conducted on CINAHL, PsycINFO, PubMed, 

Scopus, and Web of Science in July 2022. The findings from 13 identified studies were 

synthesised using thematic synthesis. Results: Three major analytical themes were generated, 

the unique experience of adapting interventions for autistic clients, factors which facilitate 

successful adaptations, and challenges to adapting interventions. Each theme contained a 

number of subsequent sub-themes. Conclusion: Professionals view the process of adapting 

interventions to be a highly individualised process. A range of personal traits, professional 

experiences, and systemic, service-based issues were identified in facilitating or challenging 

this individualised process. Further research regarding adaptations with different intervention 

models and increased supportive resources are required to enable professionals to 

successfully adapt interventions for autistic adult clients.  

 

Keywords: Adaptations; Mental Health Interventions, Autistic Adults; Thematic Synthesis; 

Autism  
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Mental Health Professionals’ Experiences of Adapting Mental Health Interventions for 

Autistic Adults – A Systematic Review and Thematic Synthesis 

Autism is a neurodevelopmental condition which is characterized by difficulties in 

social interaction and social communication, as well as restricted or repetitive patterns in 

behaviour, interests, and activities (American Psychiatric Association, 2013). Until the last 

decade, autism research has focused primarily on improving outcomes for autistic children 

and their families (Howlin, 2021). Increasingly, however, adults are accessing and receiving 

autism diagnoses (Pellicano et al., 2022). Later diagnosis in adulthood is associated with 

poorer mental health and an overall reduced quality of life (Atherton et al., 2022). A 

significant proportion of autistic people2 will experience mental health difficulties at some 

point throughout their lives (Hollocks et al., 2019; Lai et al., 2019; Lever & Geurts, 2016). A 

recent umbrella review of systematic reviews and meta-analyses found a prevalence rate of 

54.8% for at least one psychiatric disorder amongst autistic adults, with anxiety and mood 

disorders being the most common mental health presentations (Hossain et al., 2020).  

The same umbrella review by Hossain et al. (2020) found that autistic adults 

experienced elevated levels of suicidality. Cassidy et al. (2018) examined risk markers 

associated with the increased risk of suicidality and found that risk markers shared with the 

general population, such as non-suicidal self-injury, employment, and mental health, were 

significantly more prevalent for autistic adults. This study also found that an autism diagnosis 

 
2 The terminology used to describe people on the autism spectrum is subject to continued discussion (Botha et 

al., 2020; Vivanti, 2019). Recent empirical research suggests that autistic individuals tend to prefer identity first 

language (IFL), “autistic person”, or the term “person on the autism spectrum” over person first language, 

“person with autism” (PFL) (Bottema-Beutel et al., 2021; Bury et al., 2020; Kenny et al., 2016). Therefore, IFL 

is used throughout this paper though it is acknowledged that this does not represent the preferences of all 

individuals on the autism spectrum.  
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was, in itself, an independent risk factor for suicidality, and also identified unique risk 

markers specifically related to autism, such as the harmful impact of camouflaging autistic 

traits and having unmet support needs across a number of areas including mental health care, 

employment, housing, and education (Cassidy et al., 2018). Evidently, there are unique 

factors related to autism which need to be considered in the assessment and treatment of 

comorbid mental health difficulties experienced by autistic adults.  

The high prevalence rates of mental health difficulties and the associated significant 

consequences highlight a need for specific intervention or services to improve outcomes for 

autistic adults. However, autistic adults regularly report barriers to accessing appropriate 

mental health care (Brede et al., 2022; Camm-Crosbie et al., 2019; Crane et al., 2019; Petty et 

al., 2021).  There are a number of factors which likely contribute to this difficulty. Research 

from the UK by Crane et al. (2016) found that young autistic adults reported poor 

management of transitions between youth and adult services and lengthy waiting times for 

mental health intervention. Autistic adults with comorbid mental health difficulties, without 

intellectual disability, also regularly fall between the gap of mental health services and 

specialist autism services (Camm-Crosbie et al., 2019). This lack of specialist care often 

means autistic adults are treated in generic mental health services. Young adult participants in 

Crane et al.’s (2016) study highlighted that they did not benefit from accessing treatment 

designed for a neurotypical population. This may be due to uncertainty around referral routes, 

difficulties with phone-based communication, sensory sensitivities in new environments, as 

well as the organisational demands of arranging appointments and completing homework 

tasks (Brede et al., 2022; Camm-Crosbie et al., 2019; Crane et al., 2019; Petty et al., 2021). 

One systematic review of 12 studies found that a lack of therapist knowledge of autism or 

therapists’ unwillingness to tailor their approaches to intervention were the most commonly 

reported barriers to accessing psychological treatments for autistic individuals (Adams & 
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Young, 2021). There may even be negative consequences for autistic people in accessing and 

receiving mental health support which is not specifically targeted to their individual needs. A 

systematic review by Brede et al (2022) highlighted that the mental health support currently 

available can result in autistic adults feeling misunderstood or dismissed, due to their use of 

camouflaging, which can have a negative impact on wellbeing, relationships, and the 

likelihood of them engaging in future mental health supports. 

These system level and clinician level barriers could be further compounded by client 

level factors associated with autism. For example, the social communication challenges 

associated with autism may make it difficult for an autistic client to accurately communicate 

the extent of their distress within a mental health setting (Cooper et al., 2018). The prevalence 

of alexithymia amongst autistic individuals (Kinnaird et al., 2019) may impact on an 

individuals’ ability to access standard emotion focused therapies. NICE guidelines highlight 

that staff delivering interventions for autistic adults should have “an understanding of the 

core features of autism and their possible impact on the treatment of coexisting mental 

disorders” (National Institute for Health and Care Excellence (NICE), 2021). However, 

quantitative research with mental health practitioners and medical professionals highlights 

limited confidence, training, and comfort in providing adapted care for autistic individuals 

(Brookman-Frazee et al., 2012; Cooper et al., 2018).  

Although there is a lack of appropriate service provision and a number of barriers to 

accessing services, there is a growing body of evidence that common mental health 

interventions (MHI) can be used effectively for autistic adults. Research demonstrates modest 

effect sizes for the efficacy of CBT and mindfulness in the treatment of anxiety and 

depression (Howlin & Magiati, 2017; Sizoo & Kuiper, 2017; White et al., 2018). A recent 

systematic review by Linden et al. (2022) of over 71 RCTs found that mindfulness-based 

interventions had a small effect on anxiety for autistic adults and a medium effect on 
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depression. Adaptations to standard MHI are frequently used in practice and are viewed as 

important by autistic people (Brice et al., 2021). There is limited research specifically focused 

on the impact of adaptations on MHI for autistic people. However, the same systematic 

review as above found that compared to non-adapted, self-directed CBT, self-directed CBT 

which had been adapted was more effective in reducing depression and anxiety symptoms for 

autistic adults (Linden et al., 2022).  

In line with these findings, professional guidelines for treatment and intervention for 

mental health difficulties with autistic adults recommend adaptations and the individual 

tailoring of therapeutic support (NICE, 2021). These guidelines outline that adaptations 

should include:  

• “a more concrete and structured approach with a greater use of written and 

visual information (which may include worksheets, thought bubbles, images 

and 'tool boxes') 

• placing greater emphasis on changing behaviour, rather than cognitions, and 

using the behaviour as the starting point for intervention 

• making rules explicit and explaining their context  

• using plain English and avoiding excessive use of metaphor, ambiguity and 

hypothetical situations 

• involving a family member, partner, carer or professional (if the autistic 

person agrees) to support the implementation of an intervention 

• maintaining the person's attention by offering regular breaks and incorporating 

their special interests into therapy if possible (such as using computers to 

present information)” (NICE, 2021, p.32).  

 

There have been some efforts at characterizing adaptations for interventions used with 

young people on the autism spectrum. A review of 83 articles by Dickson et al. (2021) found 
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the most common adaptations used when tailoring CBT interventions for autistic youth with 

mental health difficulties were increased involvement of parents and autism specific 

strategies to increase engagement such as use of visuals or special interests. Changes to the 

content and structure were also frequently reported in order to introduce less material and 

reducing the length of intervention. Research which examined the use of psychosocial 

treatments targeting depression and anxiety symptoms in autistic adolescents and adults 

identified that adaptations to mindfulness interventions included eliminating poetry or 

metaphors and changing the length of meditations (White et al., 2018). Adaptations to CBT 

interventions for the same population included increased parent involvement, increased use of 

structure and visuals, concrete examples and language, and increased psychoeducation on 

emotions (White et al., 2018). Such adaptations appear appropriate and important, yet it is 

unclear how clinicians make decisions about how to adapt MHI for autistic adults or what 

impact these adaptations have on their clinical practice.  

From the perspective of the autistic community, a survey of 537 autistic adults 

identified a number of adjustments that were deemed to be important in improving the 

accessibility and acceptability of mental health services (Brice et al., 2021). The adjustments 

identified were: adjustments to the sensory environment, such as noise and light levels, 

adjustments to the service context, such as length of appointments or additional information 

prior to appointments, and adjustments to clinician communication, such as formality of 

approach or clinicians understanding of autism. These are somewhat different to the 

adaptations recommended by NICE (2021), but reinforce the importance of modifications in 

improving, not just the efficacy of MHI, but also the accessibility and acceptability of 

interventions for autistic adults. Notably, although deemed important, autistic mental health 

service users reported that these adjustments were often not available in their experience of 

mental health care (Brice et al., 2021). Therefore, the current study aims to understand how 
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clinicians apply the available guidelines to their practice and what factors facilitate or impede 

clinicians in adapting MHI for autistic adults.   

The Present Study 

Based on the available research and guidelines there appears to be a consensus that 

adaptations are important in improving the accessibility, acceptability, and efficacy of MHI 

for autistic adults. However, previous research with autistic mental health service users 

highlights that, in practice, adaptations are frequently not available, and this is viewed as a 

barrier to accessing mental health support (Adams & Young, 2021; Brice et al., 2021). Given 

that the onus is on professionals to appropriately identify, incorporate, and develop such 

adaptations it is important to understand professionals’ perspectives on this matter. Therefore, 

the current systematic review will synthesise qualitative research regarding how mental 

health professionals experience adapting MHI for use with autistic adults. The aim of the 

current review is to understand clinicians’ experiences of adapting MHI for autistic adults 

and to specifically respond to the following research questions:  

• How do clinicians experience adapting MHI for autistic adults? 

• What factors facilitate professionals in adapting MHI for autistic adults? 

• What challenges do professionals experience adapting MHI for autistic adults? 

Methodology 

This systematic review was conducted and reported with reference to PRISMA 

guidelines (Page et al., 2021) and in line with the ENTREQ guidelines (Tong et al., 2012). 

ENTREQ consists of 21 items which cover the five main areas of a qualitative systematic 

review: introduction, methodology, results, literature search and selection, appraisal, and data 

synthesis. The systematic review protocol was registered on PROSPERO on 15/06/22, 

registration number: CRD42022340037.  
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Research Question 

 The ‘PICo’ framework (Lockwood et al., 2015) for developing qualitative research 

questions for systematic reviews was used to formulate the research question and search 

strategy. In line with this framework, the population referred to mental health professionals 

including psychologists, counsellors, psychotherapists, mental health nurses, occupational 

therapists, social workers, and psychiatrists, the interest referred to the experience of adapting 

MHI, and the context was for autistic people. 

Inclusion and Exclusion Criteria  

Studies were included if they were qualitative and focused on the experiences of 

mental health professionals adapting MHI for autistic adults. Qualitative components of 

mixed method studies were included if qualitative results were presented as distinct from the 

quantitative findings. Mental health professionals could include, but was not limited to, 

psychologists, psychiatrists, social workers, occupational therapists, and mental health nurses. 

Papers were excluded if they were primarily opinion articles, not empirical research. 

Studies were excluded if they explored only professionals’ experiences of adapting MHI for 

autistic children. At the exploratory search stage, it became clear that adaptations used with 

adults varied sufficiently from those used with children and merited a focused qualitative 

synthesis. Quantitative studies were excluded as the research question is focused on 

clinicians’ subjective experiences. Studies not available in English were also excluded. 

Search Strategy 

Electronic pre-planned searches were conducted across five databases: CINAHL, 

PsycINFO, PubMed, Scopus, and Web of Science in July 2022. The first five pages of 

Google Scholar and the reference lists of included articles were screened to identify any 

further relevant articles. An additional database search was conducted in December 2022 to 

identify any more recent publications. Search terms were adapted to individual databases 
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(Table 2.1). The search strategy was assessed by the primary researcher (Appendix B) using 

the Peer Review of Electronic Search Strategies (PRESS) checklist and was found to be in 

keeping with these guidelines (McGowan et al., 2016). 

Screening Process 

Once database searches were complete and all duplicates were removed using 

Rayyan, the primary author screened all titles and abstracts. The second author screened 20% 

of the titles and abstracts and any conflicts (n = 11) were resolved through discussion. The 

primary author then screened all remaining full texts for relevance and a third author screened 

20% of these full texts. Again, conflict (n = 1) was resolved through discussion, until it was 

agreed that 13 papers met the criteria for inclusion in this review (Figure 2.1).  

Table 2.1 

Example Search Strategy for Web of Science  

Search Number Search String  

#1 autism spectrum disorder OR autism OR ASD OR Asperger* 

#2 Psychological therap* OR psychological intervention* OR therapy OR CBT 

OR DBT OR EMDR OR anxiet* or depress* OR mental health OR self harm 

OR suicid* OR mental health treatment* OR mental health intervention 

#3 adapt* OR modif* OR adjust* OR alter* 

#4 Mental health profess* OR psychologist* OR counsellor* OR 

psychotherapist* OR nurse* OR occupational therapist* OR psychiatrist* OR 

social worker 

#5 #1 AND #2 AND #3 AND #4 

 

Data Extraction 

Demographic and methodological information was extracted from each study using a 

pre-planned data extraction table. The results section of each of the primary studies was 

extracted into N-Vivo to facilitate data analysis.  
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Data Synthesis  

An inductive approach was used to develop themes and subthemes from the results 

sections of included studies. The extracted data was synthesised using thematic synthesis. It 

has been suggested that thematic synthesis can be particularly appropriate for descriptive 

syntheses targeted at informing policy and clinical practice (Thomas & Harden, 2008). 

Thematic synthesis involves three steps: line by line coding of the extracted data, developing 

descriptive themes, and generating analytical themes (Thomas & Harden, 2008). The results 

section of each included study was extracted to NVivo. In NVivo, a code was created for 

each line of text, with subsequent data either being assigned to a pre-existing code or given a 

new code where necessary.  This process developed a set of 113 codes which enabled ideas 

within studies to be translated and synthesised across articles.  

 These codes were then examined for similarities and differences and grouped into 

descriptive themes. Groups of codes were given new codes in order to capture their meaning 

related to the review question. This enabled “going beyond” the content of the primary 

studies and the development of analytical themes which introduced new concepts and ideas, 

specific to the research question of the current systematic review, that had not been visible in 

the primary studies alone.  

Results 

Study Selection 

 A total of 791 unique studies were identified. After the screening of abstracts, 119 

papers remained, and these were assessed for eligibility against the inclusion criteria. This 

resulted in a further 106 papers being excluded for the reasons outlined in Figure 2.1. 

Thirteen papers were included in the review. The demographic and methodological 

characteristics of these studies are outlined in Table 2.2. In total, there were 197 participants 

included across the 13 studies. The most frequently sampled profession was psychology, 
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however, counsellors (Hume, 2022; Mitran, 2022), mental health nurses (Cooper et al., 2018; 

Kinnaird et al., 2017; Spain et al., 2017), social workers (Cooper et al., 2018), occupational 

therapists (Cooper et al., 2018; Kinnaird et al., 2017; Petty et al., 2021, 2022) and 

psychiatrists (Heijnen-Kohl et al., 2022; Spain et al., 2017) were also represented. The 

majority of the studies occurred in the UK (Ainsworth et al., 2020; Cooper et al., 2018; 

Kinnaird et al., 2017; Petty et al., 2021, 2022; Russell et al., 2019; Siddell, 2022; Spain et al., 

2017), two studies were from the USA (Maddox et al., 2020; Mitran, 2022), and there was 

one study each from New Zealand (Hume, 2022) and the Netherlands (Heijnen-Kohl et al., 

2022).  

Quality Appraisal  

 All studies that met the inclusion criteria were subject to quality appraisal using the 

Critical Skills Appraisal Programme (CASP) qualitative checklist (CASP, 2018). The CASP 

is a widely used 10-item checklist. Nine of the items relate to the validity and presentation of 

results and these items are examined in Appendix C. The studies included in this review 

appeared to be of a relatively high standard. However, there are limitations in the studies 

related to the use of convenience sampling, limited sample sizes, and the varying levels of 

autism specific experience held by study participants. These limitations suggest that some 

caution should be applied when considering the generalizability of results within the included 

studies. The final question of the CASP considers how valuable the research is. The majority 

of articles included in the current review attempt to add value to the field by making 

recommendations for practice or future research. No studies were excluded on the basis of 

quality assessment.  

Results of Thematic Synthesis 

Three overarching categories, consisting of 10 analytical themes, were established as a result 

of thematic synthesis:  
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• The Unique Experience of Adapting Interventions for Autistic Adults, which 

included different expectations, individual nature of adaptations, differences in 

communication, and attitudes towards the work. 

• Factors which Facilitate Successful Adaptations of Interventions, which included 

flexibility in practice, prior experience with autism, and positive impact of other 

relationships. 

• Challenges in Successfully Adapting Interventions, which included complexity of 

autism, limited resources, and an inflexible system.  

 

Figure 2.1 
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Table 2.2 

Demographic and Methodological Information for Included Studies 

 

  

Reference (Year), 

Location 

Study Aims Qualitative Data 

Collection 

Method 

Data 

Analysis 

Participants Professions (N) 

 

Intervention Characteristics 

of Intervention 

Recipients 

Siddell (2022), 

UK 

To explore the views of 

clinical psychologists working 

therapeutically with people 

with both ASD and ID, 

particularly in relation to 

accessibility and effectiveness 

of psychological interventions. 

Semi-structured 

interviews 

Thematic 

analysis 

Clinical psychologists (7) 

  

Various models of 

therapy including -

psychodynamic, 

cognitive analytic 

therapy, person-

centred, CBT and 

systemic  

 

Adults with ID 

across South 

and West 

Yorkshire in the 

UK 

Ainsworth et al. 

(2020), 

UK 

To explore practitioners’ 

experience of anxiety in 

autistic adults. 

Semi-structured 

interviews 

Thematic 

analysis 

Clinical psychologists (6) 

Consultant clinical psychologist (1) 

Nurse practitioner (1) 

 

Psychological 

therapy 

Adults with 

ASD using an 

NHS adult 

mental health 

service  

 

Mitran (2022), 

USA 

To explore the experiences of 

mental health providers when 

working with neurodiverse 

clients. 

Semi-structured 

interviews 

Discourse 

analysis 

Licensed counsellors (5) Interventions in 

either a group or 

private practice 

setting with 

neurodiverse clients 

including a narrative 

model, EMDR, social 

thinking approach, 

human development 

model, curiosity, role 

reversal, DBT, goal 

oriented, proper 

screening, de-

escalation techniques, 

and script responses 

Neurodiverse 

adult 

counselling 

clients 
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Heijnen-Kohl et 

al. (2022), 

Netherlands 

To describe what professional 

experts in clinical practice 

currently consider specific 

diagnostic and/or therapeutic 

aspects of autistic older adults. 

 

Delphi method  Consensus 

analysis 

 

Geriatric psychiatrists (2) 

Clinical psychologists (2) 

Clinical neuropsychologists (2) 

Mental health care psychologists (5)  

Not specified  Autistic older 

adults  

Russell et al. 

(2019),  

UK 

To understand guided self-

help coaches’ views of a trial 

on the use of guided self-help 

for depression in autistic 

adults. 

Semi-structured 

interviews  

Thematic 

analysis  

Assistant psychologists (4) 

Trainee clinical psychologist (1) 

 

 

10 sessions of guided 

self-help which was 

based on the 

principles of CBT 

and included 

behavioural 

activation  

 

Autistic adults 

with depression 

Spain et al. 

(2017),  

UK 

To ascertain professional 

perspectives about 

social anxiety (SA) in ASD, 

and to establish how, if at all, 

clinicians and 

researchers adapt their 

practice when working with 

this 

clinical population. 

Focus groups Thematic 

analysis 

Adult consultant psychiatrists (5) 

Child and adolescent 

psychiatrists (2) 

Speciality doctors (2) Clinical 

psychologists (2) 

Trainee clinical psychologists (3) 

CBT therapist (1) 

Nurse specialist (1) 

Researchers (6) 

 

Not specified Autistic adults 

with social 

anxiety 

Hume (2022), 

New Zealand 

To take a first step toward 

providing more robust 

guidelines for relationship 

building between autistic 

adults and their healthcare 

professionals. 

 

Semi-structured 

interviews 

Creative 

analytic 

practice  

Mental health counsellors (2) 

Clinical psychologist (1) 

Counselling and 

psychotherapy 

Autistic adults 

attending 

support services  

Cooper et al. 

(2018),  

UK 

To survey a sample of UK 

based psychological 

therapists, to investigate their 

current knowledge and past 

experience of working within 

a cognitive behavioural 

framework with autistic 

people. 

Open ended 

questions with 

free text box 

Quantitative 

content 

analysis 

CBT therapists (50) 

Nursing (46%) 

Other core training (30%) 

Clinical psychologists (18%) 

Occupational therapy (2%) 

Social work (2%) 

No response (2%) 

CBT Autistic adults 

attending CBT 

for anxiety, 

depression, 

anger, and/or 

substance abuse 
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Maddox et al., 

(2020),  

USA 

To identify barriers and 

facilitators to providing 

quality mental health care for 

autistic adults.  

 

Focus groups 

and individual 

interviews  

Thematic 

analysis 

Community mental health clinicians 

(44) 

Outpatient 

psychotherapy 

Autistic adults 

Babb et al. 

(2021),  

UK 

To triangulate a more rounded 

understanding of autistic 

women’s experiences of 

eating disorder services. 

 

Individual 

interviews 

Thematic 

analysis  

Clinical psychologists (6) 

Psychiatrists (4)  

Counselling psychologist (1) 

 

Clinical work in 

eating disorder 

services  

Autistic adult 

women with 

eating disorders 

Kinnaird et al. 

(2017), 

UK 

To understand how clinicians 

approach treating comorbid 

anorexia and ASD, and how 

they adapt their typical 

therapeutic techniques for 

these patients. 

 

Semi-structured 

interviews 

Thematic 

analysis 

9 clinicians including 

nurse therapists, CBT therapists, 

cognitive analytical therapist, 

psychotherapist, dietitian, occupational 

therapist  

Not specified  Autistic adults 

with an ED 

attending 

outpatient eating 

disorder team 

Petty et al. (2021),  

UK 

This study sought the agreed 

and prioritised 

recommendations 

for adapting therapy services 

for autistic clients by utilising 

the knowledge of a specialist 

autism service in the UK 

Freelisting – 

qualitative 

ethnographic 

interviewing 

Freelisting 

analysis 

Clinical psychologists 

(5),  

assistant psychologists (2),  

speech and 

language therapists (2),  

occupational therapist (1),  

senior psychotherapist (1),  

medical secretary (1), 

senior administrator (1),  

chief officer of clinical services (1) 

customer relations manager (1) 

 

All worked in a 

specialist service 

which provided 

diagnostic, post-

diagnostic and 

therapeutic services 

for children, 

young people and 

adults. 

Not specified  

 

 

 

Petty et al. (2022), 

UK 

 

The aim of this study was to 

ask specialist clinicians about 

their individual and service-

level adaptations to practice 

for autistic adults. 

Semi-structured 

interviews 

Thematic 

analysis 

Clinical psychologists (4) 

Assistant psychologists (2) 

Occupational therapist (1) 

All clinicians 

delivering therapeutic 

interventions for 

autistic adults within 

a specialist autism 

services. 

Autistic adults 

attending 

specialist autism 

service.  
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Unique Experience of Delivering Adapted Interventions 

Different Expectations 

 Within the reviewed studies, professionals described adjusting their expectations 

towards MHI for autistic clients (Petty et al., 2021; Russell et al., 2019; Siddell, 2022; Spain 

et al., 2017); “I think that this kind of, sit down 1:1 in a room, that’s a classic notion of 

therapy and sometimes I think that’s very hard…” (Siddell, 2022, p. 6). Therefore, 

professionals described adjusting MHI by incorporating preparatory work which often 

focused on emotions (Ainsworth et al., 2020; Petty et al., 2021; Spain et al., 2017). This was 

captured by one professional: “I think there’s pre-therapeutic work to do just getting people 

to trust, and emotional recognition, labelling thoughts, understanding how it all links 

together.” (Spain et al., 2017). Interventions often moved at a slower pace to allow clients to 

gradually build familiarity with thinking in this way (Cooper et al., 2018; Petty et al., 2021; 

Petty et al., 2022; Russell et al., 2019; Siddell, 2022; Spain et al., 2017).  

Many of the studies also described how expectations around outcomes are different 

when adapting MHI for autistic clients. For example, clients may report increased symptoms, 

but the intervention may have been successful in enabling the client to better describe or 

identify symptoms (Ainsworth et al., 2020; Mitran, 2022; Siddell, 2022; Spain et al., 2017). 

Some participants also highlighted how difficulty generalizing outside of session and rigidity, 

associated with autism, can also contribute to this difficulty with measuring progress and how 

this changes the professionals’ role (Ainsworth et al., 2020; Babb et al., 2021; Russell et al., 

2019; Spain et al., 2017). For example, Spain et al (2017) detailed differences in expectations 

from clients: “What a change looks like in their mind, it might be ‘I have to be 100% better 

and nothing’s better until I’ve reached that point’ but actually our whole job is pointing out 

the shades of grey …..” (Spain et al., 2017, p. 16). Delivering adapted MHI requires 

professionals to adjust their own outlook regarding the therapeutic process and the 



CHAPTER TWO: SYSTEMATIC REVIEW 

 

39 

 

evaluation. This finding in relation to expectations, outcomes, and evaluation of MHI for 

autistic adults is not considered within the available guidelines and recommendations for 

practice.  

Individual Nature of Adaptations 

 There was a clear sense that appropriate adaptations are viewed as a key component 

of effective MHI for this client group. Adaptations were associated with more positive 

outcomes, more meaningful work, and improved client engagement (Ainsworth et al., 2020; 

Heijnen-Kohl et al., 2022; Kinnaird et al., 2017; Russell et al., 2019; Siddell, 2022). 

Clinicians’ personal skills and experiences contributed to the particular modifications they 

make (Babb et al., 2021; Siddell, 2022). Some viewed a cognitive focus to adaptations as 

effective and appropriate (Russell et al., 2019; Spain et al., 2017), whereas others modified a 

CBT approach by focusing more heavily on behavioural components of intervention 

(Ainsworth et al., 2020; Heijnen-Kohl et al., 2022; Petty et al., 2022). Professionals describe 

a focus on making adaptations on an ad hoc basis dependent on the particular client in front 

of them, therefore adaptations can be viewed as “catered interventions to the client rather 

than any particular defined diagnosis of neurodiversity” (Mitran, 2022, p. 6).   

An area which a number of reviewed studies highlighted was the use of special 

interests in order to tailor interventions and approaches to meet the individual needs of 

autistic clients (Ainsworth et al., 2020; Kinnaird et al., 2017; Siddell, 2022). One participant 

described having a “tool kit of interventions that can be customised to a particular patient” 

(Spain et al., 2017, p. 18). There was an overall consensus across studies that the adaptations 

professionals make to MHI do not take a standard format and instead are highly 

individualised based on the unique needs of individual clients, which is in line with NICE 

guidance and research with autistic mental health service users (Brice et al., 2021). 
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Differences in Communication 

The majority of studies described how professionals adapt their own language use and 

communication style as part of adaptations to MHI for autistic adults. One participant 

reported; “it’s all about putting an autistic lens on and saying, how could I explain this 

differently?” (Babb et al., 2021, p. 1416). The majority of studies specifically noted adapting 

language by using clear, concrete, literal language and avoiding metaphors (Ainsworth et al., 

2020; Cooper et al., 2018; Heijnen-Kohl et al., 2022; Kinnaird et al., 2017; Mitran, 2022; 

Petty et al., 2021; Siddell, 2022; Spain et al., 2017). Other communication adaptations 

included written diaries, communicating by phone or video and increased use of visual aids 

(Ainsworth et al., 2020; Cooper et al., 2018; Kinnaird et al., 2017; Spain et al., 2017). 

Clients’ difficulties communicating their own distress was sometimes described as 

uniquely challenging (Ainsworth et al., 2020; Cooper et al., 2018; Kinnaird et al., 2017; 

Siddell, 2022; Spain et al., 2017). Many studies described the process of building a 

therapeutic relationship and facilitating the clients’ engagement as being difficult (Ainsworth 

et al., 2020; Babb et al., 2021; Cooper et al., 2018; Kinnaird et al., 2017). A number of 

studies described how facilitating relationship-building became a core component of working 

with autistic clients as highlighted by this quote; “This is who I am, and I’m really interested 

in who you are. It’s okay for you to come here and be you” (Hume, 2022, p. 157). This 

process required ongoing attention from professionals. Two studies noted how autistic adults’ 

communication styles could negatively impact professionals’ experience of the therapeutic 

relationship and could contribute to a wider view of the individual client as difficult or rude 

(Kinnaird et al., 2017; Russell et al., 2019). This finding reinforces the importance of 

adaptations to communication as is well documented within the available research. Here, it 

also highlights the impact of communication-based misunderstandings, in either direction, on 

the therapeutic relationship.  
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Attitudes towards Work 

Studies reported various attitudes towards the work of adapting MHI for use with 

autistic clients. Three studies, in particular, highlighted how professionals experience this 

work as rewarding (Hume, 2022; Mitran, 2022; Siddell, 2022). These professionals described 

a joy and passion for their work; Hume (2022, p.157) reports: “They all expressed love for 

working with their autistic clients...”. There was also an acknowledgement that providing 

intervention for autistic clients can be emotionally affecting, sometimes due to an awareness 

of client’s previous negative interactions with mental health professionals (Hume, 2022).  

Other studies highlighted ambivalent attitudes towards adaptations to MHI for autistic 

adults. Many professionals did not consciously decide to work with autistic clients and 

highlighted that professional interest in mental health did not necessarily include autism 

(Babb et al., 2021; Mitran, 2022). Professionals frequently described feeling uncertain and 

uninformed regarding approaches to adapting interventions for use with autistic clients which 

often led to fear around this work (Ainsworth et al., 2020; Kinnaird et al., 2017; Maddox et 

al., 2020). One participant described it as “and that could be because of unfamiliarity. That 

could be because of fear that you wouldn’t be able to know what to do” (Maddox et al., 2020, 

p. 9). This theme highlights the uncertainty experienced by professionals regarding the work 

of adapting MHI. It seems likely that professionals with passion for the area would be more 

motivated to focus on unique adaptations required by each client. This theme provides novel 

insights that enhance our understanding of how clinicians, in practice, experience their work 

adapting MHI for autistic adults. 
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Factors which Facilitate Successful Adaptations of Interventions 

Flexibility in Practice 

Most of the studies highlighted a need for flexibility from professionals when 

adapting interventions for autistic adult clients. Professionals placed a strong emphasis on 

thinking outside the box, using creative approaches to intervention work, being open minded 

about individual clients’ experiences of specific interventions, and being willing to change 

practicalities around appointments such as length, time, and format (Ainsworth et al., 2020; 

Kinnaird et al., 2017; Mitran, 2022; Petty et al., 2021; Petty et al., 2022; Russell et al., 2019; 

Siddell, 2022; Spain et al., 2017). One psychologist noted “As I am talking about this I 

realise, oh I did that with one person and that other thing with one other person. I think it’s all 

about thinking ultra-flexibly” (Siddell, 2022, p. 6). Many participants described the 

importance of taking a trial-and-error approach as there is “no hard and fast rule about which 

techniques work best” for this client group (Spain et al., 2017, p. 18). Professionals appeared 

to rely on their clinical intuition when it came to knowing when and which adaptations to use 

(Ainsworth et al., 2020; Siddell, 2022; Spain et al., 2017). Others emphasised the importance 

of creativity, resourcefulness, and using initiative in most effectively seeking information and 

adapting resources and techniques for the individual needs of clients (Ainsworth et al., 2020; 

Kinnaird et al., 2017; Mitran, 2022). Therefore, a clinician level capacity and willingness to 

be flexible in their practice appears to be an important facilitator to the appropriate adaptation 

of MHI for autistic adults, as recommended in available guidelines.  

Prior Experience with Autism 

 The extent of professionals’ previous experience and knowledge of working with 

autistic clients varied across the studies in this review. However, it was frequently noted that 

the extent of experience held by professionals contributed significantly to their comfort and 



CHAPTER TWO: SYSTEMATIC REVIEW 

 

43 

 

confidence with making adaptations to suit their autistic clients (Ainsworth et al., 2020; Babb 

et al., 2021; Kinnaird et al., 2017; Maddox et al., 2020; Mitran, 2022; Siddell, 2022). It was 

also acknowledged that because this is so individual to each professional, there can be 

significant discrepancies with the interventions offered within and between services 

(Ainsworth et al., 2020; Babb et al., 2021). As well as prior experience of working with 

autistic clients, a number of studies also highlighted the role of formal training or personal 

experience of autism in facilitating the successful adaptation of interventions (Maddox et al., 

2020; Mitran, 2022; Petty et al., 2021; Russell et al., 2019). One study noted “All coaches 

described how, after receiving the training, they felt knowledgeable, confident and well 

prepared to deliver the intervention” (Russell et al., 2019, p. 56). This finding highlights the 

ability to adapt MHI for autistic adults as a skill which can develop with time and experience.  

Positive Impact of Other Relationships 

 The majority of studies noted the importance of including important people in the 

client’s life in interventions. This could assist clients with communication difficulties, 

support clients in generalizing outside of intervention sessions, and provide valuable 

collateral information (Ainsworth et al., 2020; Heijnen-Kohl et al., 2022; Kinnaird et al., 

2017; Mitran, 2022; Petty et al., 2021; Siddell, 2022; Spain et al., 2017). Two studies 

highlighted almost a reliance on the involvement of others as a critical component of 

successful interventions with autistic clients (Ainsworth et al., 2020; Cooper et al., 2018).  

A number of studies also highlighted the importance of relationships with other 

professionals in facilitating adapted MHI. The ability to work collaboratively and to offer and 

receive support was valued by professionals (Heijnen-Kohl et al., 2022; Kinnaird et al., 2017; 

Petty et al., 2021; Petty et al., 2022; Siddell, 2022). It was clear from a number of studies that 

professionals felt a strong need for support in the form of training, supervision, and 
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collaborative working in order to alleviate some of the burden of uncertainty and complexity 

that appears to be a significant component of this work (Ainsworth et al., 2020; Hume, 2022; 

Kinnaird et al., 2017; Maddox et al., 2020; Mitran, 2022; Russell et al., 2019; Siddell, 2022). 

“You might speak about some work you’ve done and then a colleague might say ‘‘oh yes I 

did something similar’’ and that makes you feel less like your off doing things on your own.” 

(Siddell, 2022, p. 7). From a number of the studies reviewed it was clear that professionals 

would like collaborative working to be more common (Ainsworth et al., 2020; Kinnaird et al., 

2017; Maddox et al., 2020). As noted in one study “It may be the case that increased peer 

support or knowledge exchange could alleviate some of the difficulties associated with 

having to rely on resourcefulness in this particular area of practice” (Ainsworth et al., 2020, 

p. 6). In some ways, the involvement of family members or supportive working relationships 

with colleagues appeared to alleviate some of the burden on the professional in adapting 

MHI. This theme reinforces the NICE guidance recommendation of involving others in 

interventions and draws attention to the importance of support from other professionals in 

facilitating clinicians to adapt MHI for autistic adults. 

Challenges in Successfully Adapting Interventions  

Complexity of Autism  

 Many studies described some difficulty with adapting MHI due to the complexity of 

distinguishing characteristics of autism from symptoms of mental illness. This concern about 

diagnostic overshadowing was a particularly prominent feature of studies which focused on 

interventions with autistic people with comorbid anxiety or eating disorders (Ainsworth et al., 

2020; Babb et al., 2021; Kinnaird et al., 2017; Spain et al., 2017). One participant described 

difficulty “differentiating between anxiety relating to ASD that the client does not want to 

address and anxiety getting in the way of them living their life in the way they want” (Cooper 
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et al., 2018, p. 48). Professionals experienced this difficulty as “murky and a grey area” 

(Babb et al., 2021, p. 1413) which complicated their work of appropriately offering adapted 

interventions. Some professionals viewed clients’ cognitive limitations, such as trouble 

concentrating, poor retention, or limited understanding, as an aspect of autism which may 

increase the challenges of adapting and delivering interventions (Cooper et al., 2018; Maddox 

et al., 2020). Only one study described the specific challenge of the impact of comorbid 

intellectual disability (Siddell, 2022).  

Some studies described how the rigidity, black and white thinking, and focus on 

routine associated with autism could be challenging (Cooper et al., 2018; Kinnaird et al., 

2017; Russell et al., 2019). The following quote illustrates how this can lead clinicians to 

worry about how the MHI will be perceived “...change makes them anxious, so I thought, 

‘Gosh, this whole thing is building up to this point where they have to change something’.” 

(Russell et al., 2019, p. 62). Other studies noted how clients’ sensory sensitivities could add a 

layer of complexity to interventions, as greater attention needs to be paid to sensory aspects 

of the environment (Babb et al., 2021; Cooper et al., 2018; Kinnaird et al., 2017; Maddox et 

al., 2020; Petty et al., 2021; Petty et al., 2022). Although many professionals were 

enthusiastic about involving other people in the client’s life in interventions, this can also be 

uniquely challenging, particularly if there were discrepancies between the client’s goals and 

the goals of the family member (Ainsworth et al., 2020; Cooper et al., 2018). This finding 

offers one rationale for why, in practice, clinicians may find it difficult to appropriately adapt 

MHI.  

Limited Resources  

 The majority of studies indicated that professionals’ ability to effectively adapt MHI 

was limited by a lack of external resources. A lack of training was frequently noted as a 
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limiting factor (Ainsworth et al., 2020; Maddox et al., 2020; Mitran, 2022; Siddell, 2022). 

One participant described “I don’t see myself helping that person because of my training. It 

would be a disservice...” (Maddox et al., 2020, p. 8), highlighting the importance of autism 

specific training in improving clinicians’ abilities and confidence. These studies described 

how mental health training often does not include a focus on adapting MHI; “… we all 

recognised that we really don’t have an awful lot of training, and not a lot of training in 

adaptation for CBT working with this group” (Ainsworth et al., 2020, p. 5). It was also noted 

that additional training for MDT teams and services would be helpful in facilitating 

colleagues, with less autism experience, to see the value of professionals approaches to 

adapting interventions (Kinnaird et al., 2017; Maddox et al., 2020; Siddell, 2022). Two 

studies identified training delivered by autistic people could be important to increase 

understanding (Maddox et al., 2020; Siddell, 2022).  

A number of studies also emphasised how the limited evidence base regarding 

adapted MHI impacts professionals’ experiences of carrying out this work (Ainsworth et al., 

2020; Heijnen-Kohl et al., 2022; Maddox et al., 2020; Mitran, 2022; Siddell, 2022). One 

participant described “a lack of research resources to draw upon, despite feeling these would 

be very helpful" (Ainsworth et al., 2020, p. 6). This lack of evidence-base meant 

professionals often needed to be more flexible, creative, and put greater time and effort into 

making adaptations. However, professionals often described that they had limited resources, 

such as time, materials, and autonomy, which made this challenging (Ainsworth et al., 2020; 

Cooper et al., 2018; Petty et al., 2021). This theme highlights how a lack of available 

resources acts as a barrier to clinicians adapting MHI for autistic adults.  
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An Inflexible System  

Although professionals value and recognise the importance of a flexible approach, as 

described within the ‘flexibility in practice’ theme, there was evidence that this was not 

always valued within the services and systems in which they work. Professionals felt limited 

by the challenges of “working flexibly in an inflexible system” (Siddell, 2022, p. 6). This was 

experienced in relation to freedom to make decisions regarding appointment times, session 

lengths, locations, duration of intervention (Ainsworth et al., 2020; Cooper et al., 2018; Petty 

et al., 2021). Professionals also experienced inflexibility regarding environmental adaptations 

which could be useful for their autistic clients (Babb et al., 2021; Petty et al., 2021; Siddell, 

2022; Spain et al., 2017). Typical mental health settings were often viewed as inappropriate: 

“For somewhere as busy as our clinic, having so many people, so many visitors, something 

like that isn’t designed in a way that’s friendly for ID or ASD really” (Siddell, 2022, p. 4).   

Some studies highlighted how professionals experienced the rigidity of service 

models and policies; “But what’s difficult is when there’s a service model that says work in 

this way……and you don’t know whether the person’s going to fit in that or not….” (Spain et 

al., 2017, p. 15). Some studies highlighted how professionals questioned the suitability of 

services to meet the needs of their autistic clients and how this lack of flexibility contributes 

to significant variations in the quality of interventions (Maddox et al., 2020; Siddell, 2022; 

Spain et al., 2017). Some studies also emphasised that this inflexibility led to frustration for 

professionals (Siddell, 2022; Spain et al., 2017). These findings highlight how wider systemic 

factors can act as a barrier to clinicians, in practice, adapting MHI for autistic adults by 

limiting their capacity to provide adjustments and alterations for their clients. 

Discussion 

This thematic synthesis explored mental health professionals’ experiences of adapting 

MHI for use with autistic adults. In keeping with professional guidelines, which recommend 
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“individual tailoring of therapeutic support” (NICE, 2021, p.32), clinicians described the 

process of adapting MHI as uniquely tailored to each client’s needs. In line with NICE 

guidance, professionals highlighted their use of adaptations such as communication style, 

involving others, incorporation of special interests, focus on behaviour, adjustments to 

intervention pace, length, or duration, as well as environmental adaptations. These findings, 

regarding the ‘individual nature of adaptations’, ‘differences in communication’, and 

‘flexibility in practice’, reinforces the necessity of professional guidelines and offer evidence 

of how these are applied. Further, the adaptations most frequently noted by professionals 

within the current systematic review are in keeping with research exploring autistic adults’ 

views on factors which improve the acceptability of MHI (Brice et al., 2021; Camm-Crosbie 

et al., 2019; Crane et al., 2019; Horwood et al., 2021; Maddox et al., 2020). This consensus 

between clinicians and autistic adults offers further support for the central role of appropriate, 

individualised adaptations to MHI for autistic adults.  

NICE guidelines also recommend involving another person to support intervention, 

where appropriate. Similarly, findings from the current thematic synthesis emphasize the 

importance of involving supportive others. Results from the current study offer a more 

nuanced understanding that involvement of others appears to serve a dual purpose. First, it 

improves accessibility for autistic clients who may struggle within a novel therapeutic setting. 

Second, this appears to alleviate some of the fear and uncertainty professionals experience in 

adapting MHI for autistic adults as a result of the complexity of autism and the limited 

resources available to them. Therefore, supportive input from others facilitates clinicians’ 

abilities to adapt MHI in practice. Professionals also highlighted how their own capacity and 

willingness to be flexible in their approach was essential to successfully adapting 

interventions for their autistic clients. A systematic review by Adams and Young (2021) 

highlighted that therapists’ unwillingness to adapt and tailor their approach to intervention 
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was viewed as a significant barrier by autistic adults. Given the significance of this barrier, it 

is encouraging that many professionals within the reviewed studies described how their 

training, prior experience of autism, willingness to seek feedback, and ability to adapt 

practical aspects of appointments enabled the appropriate adaptations required for individual 

clients’ needs. Again, this highlights the consensus among mental health clinicians and 

autistic mental health service users regarding the significance of therapist flexibility and 

willingness to adapt their approach to MHI for autistic adults.  

The novel findings from the current thematic synthesis in relation to the challenges to 

adapting MHI which exist in practice are particularly important. Notably, professionals 

within the reviewed studies varied in their attitudes towards work adapting MHI for autistic 

adults. Some professionals felt passionate and emotionally invested in the work. There was 

evidence of many professionals engaging in creative, resourceful, and reflective practice to 

provide individually tailored adaptations. Other professionals described feeling more 

ambivalent, disinterested, unsure, or even fearful of the work. (Ainsworth et al., 2020; Babb 

et al., 2021; Mitran, 2022). Ambivalence and limited experience likely contribute to a sense 

of uncertainty and fear in approaching adaptations which could, feasibly, impact the 

development of a therapeutic alliance, a central component of all MHI (Norcross, 2010). In 

Hume’s (2022) study, 17 autistic adults were interviewed and emphasized the importance that 

autistic adult counselling clients place on the therapeutic relationship. The existence of the 

double empathy problem (Milton, 2012), alongside the communication differences described 

in the relevant subtheme, explains some of the challenge which exists in forming a 

therapeutic alliance. This can lead to autistic people being misperceived within mental health 

services which can maintain mental health difficulties despite treatment (Mitchell et al., 

2021). Therefore, it is important that clinicians have a keen understanding of the challenges 
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and adaptations which are required to build therapeutic relationships with autistic adults to 

facilitate the delivery of MHI. 

Professionals’ feelings of fear and uncertainty are further compounded by the limited 

evidence base and professional guidance. Though there are emerging efforts to introduce 

professional guidelines on working with mental health and autism (BPS, 2021; PSI, 2022). 

Such guidelines are likely too recent to have had a significant impact on professionals 

sampled in the studies reviewed here. Many professionals also felt constrained in their 

approach to adapting MHI by the limited resources available to them, and a lack of autonomy 

to alter aspects of their professional practice while working in inflexible systems or services, 

which are not designed to facilitate the flexibility required by autistic adults. Some of this 

inflexibility may be informed by the prevalence of the medical model within many mental 

health services and a tendency towards attempting to fit autistic people into a neurotypical 

model, rather than a more neurodiverse informed approach (Mitchell et al., 2021). 

Implications for Clinical Practice 

  Findings from the current systematic review highlight that there is an ongoing need 

for training for professionals working with autistic people in mental health settings. 

Importantly, the finding that, in practice, clinicians feel constrained when attempting to work 

flexibly within ‘an inflexible system’ reinforces the need for ongoing training and education 

for all involved in the delivery of MHI including the wider multidisciplinary team, 

management, and policy makers. This would enhance understanding regarding the level of 

flexibility required in the successful delivery of MHI for autistic adults. Clinicians could then 

be facilitated and empowered to implement the adaptations deemed important by the findings 

described here, in available guidelines (NICE, 2021), and by autistic people (Brice et al., 

2021; Camm-Crosbie et al., 2019). It is crucial that any such training for professionals 

ensures that autistic people are central to the development, delivery, and evaluation processes 
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given their unique and critical role as autism experts (Fletcher-Watson et al., 2019; Gillespie-

Lynch et al., 2017). 

 Given the unique challenges of the complexity of autism, the limited resources, and 

the inflexible systems which exist it is understandable that clinicians particularly appreciate 

collaborative, supportive working with other professionals. Thus, space and time for such 

reflective and functional working should be prioritised for clinicians whose work routinely 

involves the adaptation of MHI for autistic adults. This could be facilitated within particular 

services or across geographic areas. Such emphasis on collaborative sharing would serve to 

buffer against the fear, uncertainty, and ambivalence described by professionals within the 

reviewed studies. Consequently, this would facilitate an enhanced understanding and 

awareness of the unique needs of autistic clients and, ultimately, improve the efficacy of 

adapted MHI.  

 With consideration of the highly individual tailoring required, the double empathy 

problem, and the primary importance of autistic clients feeling understood in adapted MHI 

(Brice et al., 2021; Mitchell et al., 2021) clinicians, in practice, should routinely seek open 

discussion and feedback regarding the suitability of any adaptations. At the outset, with each 

client clinicians should discuss what communication, practical, sensory, or environmental 

adaptations might be required. During intervention, clinicians should seek feedback from 

their clients regarding any additional adaptations which might be appropriate. Feedback could 

be sought through informal discussion or through the use of an evaluative outcome measure. 

Given the finding from Adam & Young (2021) that therapists’ unwillingness to adapt was the 

most significant barrier to accessing mental health support for autistic people, this open, 

collaborative style of working would likely be well received by autistic clients.  
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Strengths and Limitations 

 This systematic review is the first to synthesise qualitative research exploring how 

clinicians experience adapting MHI for autistic adults. The thematic synthesis extends 

research with autistic adults by Brice et al. (2021) and illustrates the factors which facilitate 

and challenge the application of adaptations in practice. The search strategy utilised was 

robust and quality checked against the PRESS guidelines (McGowan et al., 2016) which 

provided an additional layer of quality control. All studies, except the study by Heijnen-Kohl 

et al. (2022), occurred in English speaking countries and all studies have utilised a Western 

sample of clinicians. Therefore, it is unclear if these findings are relevant cross-culturally. 

The studies included in this review were heterogeneous, had different aims, utilised different 

analytical methods, and sampled a broad range of mental health professionals, though 

psychologists were over-represented. A risk that is present in all qualitative synthesis is that 

in merging the overall findings from qualitative studies some of the meaning of individual 

studies is lost (Duden, 2021). It is also important to consider the heterogenous nature of 

autism, which encapsulates individuals with a broad spectrum of intellectual and 

communicative capabilities. Only one of the included studies samples autistic people with 

intellectual disability and none of the studies include or reference non-verbal autistic people. 

Therefore, results should be interpreted with this limitation in mind.  

Suggestions for Future Research 

There is a limited, but growing, evidence base regarding the efficacy of MHI for autistic 

adults and the impact of adaptations to MHI. The majority of the evidence base regarding 

efficacy is focused on CBT for anxiety and depression (Linden et al., 2022). Frequently, the 

adaptations are described in vague terms which acts as a barrier to clinicians applying such 

adaptations in practice. Future studies concerned with the efficacy of MHI for autistic adults 

would benefit from a defined case study approach of naming and describing the specific 
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adaptations incorporated. As is clear from the papers included in this review, clinicians in 

practice are utilising a variety of approaches, such as psychodynamic, systemic, and 

narrative, to their intervention work with autistic people. However, CBT continues to be the 

main focus of efficacy research. This contributes to clinicians’ uncertainty and frustration 

with a limited evidence base. Future research in this area should consider a wider variety of 

treatment models, this would ensure autistic adults are offered a selection of appropriate 

interventions. Research exploring adaptations to MHI for conditions apart from anxiety and 

depression, such as obsessive-compulsive disorder or eating disorders, which are also 

common amongst autistic adults (Hossain et al., 2020), would be important. The studies 

included in this review sampled a wide variety of mental health providers, such as 

psychologists, social workers, and occupational therapists, and, frequently, collated the 

qualitative findings across groups. Future research may benefit from a consideration of the 

unique perspectives and challenges within each professional discipline. This could highlight 

particular strengths, areas of weakness, and identify particular roles for different professions 

in MHI for autistic adults, particularly within multidisciplinary service contexts.  

Conclusion 

 This systematic review synthesised the findings from 13 qualitative studies exploring 

mental health professionals’ experiences of adapting MHI for autistic adults. Professionals 

viewed adaptations which were individualised and based on each clients’ unique needs as 

central to the successful delivery of adapted MHI. Professionals viewed this work as a unique 

experience due to the significant need for individual tailoring, an adjustment of their 

expectation, differences in communication, and the complexity of autism. Although 

professionals agree with the views of autistic people and professional guidelines regarding 

the need for a tailored approach to MHI for autistic adults, in practice they felt constrained by 

the limited availability of resources and the challenges of inflexible systems. Many 
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professionals described uncertainty and fear in their attitudes towards adapting MHI, whereas 

others described high levels of motivation and creativity. A capacity for flexibility in 

practice, prior experience with autism, and supportive relationships facilitated professionals 

in appropriately adapting MHI. Professionals highlighted that increased guidance, evidence, 

and resources would facilitate their work to appropriately adapt MHI for autistic adults.  
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Chapter Three: Systematic Review Extended Methodology  

 This chapter expands on methodological considerations of the systematic review 

which could not be included in the systematic review paper which was prepared for a peer 

reviewed journal. This chapter also provides additional context and rationale for decision 

making that occurred as part of the design and implementation of the systematic review 

process.  

Development of the Research Question 

 A number of scoping searches were conducted in order to develop a general oversight 

of the available literature regarding autism in adults, healthcare, maternity care specifically, 

and the female experience of autism. Initially, given the topic of my major research project, I 

was primarily interested in maternity care specifically. However, as will be described in 

greater detail in Chapter Four, there is a paucity of research exploring autistic adults’ 

experiences of pregnancy and parenthood and a comprehensive, recent systematic review 

exists which details findings in this area (McDonnell & DeLucia, 2021).  

 Therefore, I needed to widen my search terms in order to consider alternative, related 

concepts. A number of avenues of inquiry were considered including: adult females 

experiences of accessing and receiving diagnoses, autistic adults’ or autistic women’s 

experiences of accessing healthcare services, autistic adults’ or autistic women’s experiences 

of accessing mental health services, and interventions to improve healthcare access for 

autistic people. By conducting these scoping searches and reviewing the relevant literature I 

discovered a number of recent reviews covering these topics that had been completed or were 

prospectively registered on PROSPERO (Adams & Young, 2021; Dickson et al., 2021; 

Gellini & Marczak, 2023; Walsh et al., 2020; Walsh et al., 2021). This proliferation of 

systematic reviews related to autistic adults is indicative of the increasing emphasis on the 
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need for additional understanding of the experiences of autistic adults (Howlin, 2021; 

Pellicano, 2022). 

In the process of conducting these searches and reviewing relevant literature I became 

increasingly aware of the challenges faced by autistic people in accessing appropriate, 

adapted mental health interventions (MHI). A gap within the available research was 

identified in relation to mental health professionals’ experiences of providing adapted MHI 

for autistic adults. Considerable evidence demonstrates the efficacy of appropriate 

adaptations in improving the accessibility and acceptability of MHI for autistic people 

(Adams & Young, 2021; Dickson et al., 2021) and guidelines exist to aid professionals in 

making adaptations to their practice (NICE, 2021). However, research with autistic people 

has found that, in practice, adaptations are not widely available, and this acts as a barrier to 

accessing mental health services (Adams & Young, 2021; Brice et al, 2021). Therefore, it is 

important to understand mental health professionals’ experiences of adapting and delivering 

MHI for autistic adults and this was the question that was formulated for the current 

systematic review.  

As I was interested in exploring mental health professionals’ first-hand experiences of 

adapting MHI for autistic adults the review was designed as an experiential, qualitative 

review and the question was formulated according to the ‘PICo’ format (Lockwood et al., 

2015) as described in Chapter Two.  

Rationale for Thematic Synthesis  

 Systematic reviews follow a structured approach to the search, collation, and critical 

analysis of the best available research regarding a specific clinical question (Munn et al., 

2018). In this way, systematic reviews are seen as the most valid and reliable evidence base 

to inform clinical practice and decision making (Aromataris & Pearson, 2014). Originally, the 



CHAPTER THREE: SYSTEMATIC REVIEW METHODOLOGY 

 

66 

 

primary focus of systematic reviews was examining the efficacy of interventions by 

comparing and summarizing the results of randomized controlled trials using meta-analysis 

as the means of quantitative data synthesis (Munn et al., 2018). Over time, the methods and 

range of questions appropriate for systematic reviews has expanded to include qualitative 

research synthesis (Armoataris & Pearson, 2014; Lockwood et al., 2015).  

Qualitative reviews tend to focus on the perspectives of individuals interacting with 

interventions (Munn et al., 2018) and, therefore, a qualitative focus appeared most 

appropriate in understanding mental health professionals’ experiences of adapting MHI for 

autistic adults. Further, it has been suggested that qualitative reviews are an important tool in 

exploring and understanding why specific interventions are not practice or adopted in spite of 

the available evidence (Pearson, 2004). This appeared particularly relevant to the research 

question that was developed, considering the availability of NICE guidelines on adaptations 

to MHI and the findings that, in practice, autistic people report adaptations are often 

unavailable (Adams & Young 2021, Brice et al., 2021).  

 Qualitative systematic reviews collate the findings from primary qualitative research 

studies in order to provide rich interpretations and understandings of individuals’ and groups’ 

experiences, views, and priorities for healthcare (Flemming & Noyes, 2021). Qualitative 

healthcare research has a significant impact on policy design and implementation (Newman, 

2006), which was deemed particularly relevant to the topic and question of the current 

systematic review. In comparison to the methods which exist for quantitative data synthesis, 

namely meta-analysis or narrative synthesis, a wide range of approaches for the synthesis of 

qualitative research has developed over time (Barnett-Page & Thomas, 2009).  

 Thematic synthesis (Thomas & Harden, 2008) was the chosen method for the current 

qualitative systematic review for several reasons. Thematic synthesis combines elements of 
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meta-ethnography and grounded theory and was developed specifically to address questions 

relating to healthcare interventions (Barnett-Page & Thomas, 2009). In comparison to the 

objective idealism epistemology shared by meta-ethnography and grounded theory, thematic 

synthesis appears to have more grounding in critical realism (Barnett-Page & Thomas, 2009).  

Although both grounded theory and meta-ethnography are interpretative, it is more 

readily apparent in thematic synthesis that interpretation mediates our knowledge of reality, 

and this contributes to the ease with which findings from thematic synthesis can be applied in 

practice. For example, findings reported in Chapter Two highlight that clinicians’ perceptions 

of inflexible systems impact their ability to appropriately adapt MHI for autistic adults. 

Furthermore, although third order interpretations in meta-ethnography and analytical themes 

in thematic synthesis both allow the researcher to “go beyond” the results of original studies, 

the analytical themes of thematic synthesis are more appropriate in addressing specific review 

questions to inform policy or practice (Thomas & Harden, 2008). Whereas meta-ethnography 

is deemed to be more appropriate in the development of a theory (Thomas & Harden, 2008) 

and requires studies with “rich, thick” data (Noyes et al., 2018). An initial exploratory review 

of the relevant literature suggested the presence of a mixture of “thick” and “thin” studies, 

which is another reason why thematic synthesis was selected in line with recommendations 

from Noyes et al. (2018). 

Identifying Studies for Inclusion  

 The search strategy and study selection process for this systematic review was 

designed in line with PRISMA guidelines (Appendix D) and this process is outlined in Figure 

2.1, Chapter Two.  



CHAPTER THREE: SYSTEMATIC REVIEW METHODOLOGY 

 

68 

 

Search Strategy  

 As described above, the process of developing a search strategy began with a number 

of scoping searches. Search terms were decided on following these initial scoping searches 

and in consultation with research supervisors and a university subject librarian. CINAHL, 

PsycINFO, PubMed, Scopus, and Web of Science were selected as databases to ensure 

studies contained across a number of databases could be identified. The first five pages of 

Google Scholar were also reviewed in order to identify grey literature. Although it is 

acknowledged that Google Scholar alone is not sufficient in the identification of grey 

literature for systematic reviews (Haddaway et al., 2015), this limit was decided on in the 

context of time and resource constraints. Final studies for inclusion were identified in July 

2022 by searching the relevant databases and screening the reference lists of included studies.  

 Further, McGowan et al. (2016) developed an evidence-based guideline for peer 

review of electronic search strategies (PRESS) for systematic reviews. Peer review was not 

possible, owing to time and resource constraints. However, I reviewed my search strategy 

against the PRESS guidelines (Appendix B) in order to enhance the quality and 

comprehensiveness of the search. Through this process, and in consultation with supervisors, 

I identified that my keywords related to ‘psychological therapy’, ‘psychological intervention’, 

‘therapy’, ‘mental health treatment’, and ‘mental health intervention’ were too broad. 

Therefore, searches were not identifying studies with a more specific focus such as ‘CBT’ or 

‘anxiety’. Search terms were updated to reflect this. An example of the search strategy for 

Web of Science is presented in Chapter Two. Additional database searches are presented in 

Appendix E. No limits or filters were placed on searches within databases to ensure all 

potentially relevant studies were identified.  
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Quality Appraisal 

 A key aspect of both quantitative and qualitative systematic reviews is the quality 

appraisal of the available evidence to be included for review (Noyes et al., 2018). However, 

the value of appraising qualitative research is debated and the methods for quality appraisal 

are less developed and standardized compared to appraisal methods for quantitative research 

(Long et al., 2020). Quality appraisal is warranted given the role of qualitative research in 

informing policy and practice (Long et al., 2020). As described in Chapter Two and 

evidenced in Appendix C, the decision was made to use the CASP checklist (CASP, 2018) 

for quality appraisal of studies included in this systematic review. CASP is the most 

recommended and used method for the appraisal of qualitative research in published 

systematic reviews (Noyes et al., 2018). In line with Cochrane guidance, a scoring system 

was not used to determine inclusion or exclusion based on quality appraisal. Instead, the 

quality appraisal was discussed with research supervisors and consideration was given to how 

any methodological limits might impact overall findings (Noyes et al., 2018).  

Data Extraction 

 Following guidance from Noyes et al. (2011), I developed a data extraction tool 

(Appendix F), to extract the key demographic and methodological information from relevant 

studies. This initial process of data extraction involved extracting information regarding study 

design, sample characteristics, types of interventions used, as well as the key themes and 

results from qualitative papers in order to begin to develop an overview of findings across 

papers. As described in Chapter Two, the full results sections from each paper were also 

extracted into N-Vivo. This inclusive, comprehensive process of data extraction is 

recommended by Thomas and Harden (2008) and represents the first stage in thematic 

synthesis. 
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Thematic Synthesis 

 Following the process of thematic synthesis described by Thomas and Harden (2008), 

each line of the results sections of each study was coded according to meaning and content by 

the primary researcher (LM). This was an iterative process where, initially, codes were 

created based on the line-by-line coding of the first text and translated across subsequent 

texts. However, where new codes were identified, previously coded texts were reviewed in 

order to ensure identification of all relevant codes across texts. Coding was conducted using 

N-Vivo and an example of the coding process is presented in Appendix G. A section of 

coding was reviewed by a second researcher (FL) in order to ensure transparency and 

comprehensiveness.  

 This process of coding resulted in the production of 113 codes. These codes were 

collated by the primary researcher and similarities and differences between codes were 

considered. This resulted in an initial grouping of codes into ‘descriptive themes’. These 

descriptive themes were then reviewed and discussed by all three researchers (LM, FL, SF). 

This process resulted in 13 descriptive themes. An example of a descriptive theme and the 

relevant codes are presented in Appendix H.  

 The third and final step in thematic synthesis is the development of ‘analytical 

themes’ which “go beyond” the findings of the original studies (Thomas & Harden, 2008). 

Analytical themes were identified by considering the descriptive themes, identified in step 

two, in the context of the question regarding mental health professionals’ experiences of 

delivering adapted mental health interventions for autistic adults and considering the 

implications for clinical practice. This involved iterative interpretation of the descriptive 

themes and conversations with the research team in order to refine themes. This process 

resulted in three overall analytical themes with a number of subthemes, as described within 

the systematic review chapter.  
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Transparency in Reporting 

 As noted in Chapter Two, the systematic review was conducted and reported 

according to the PRISMA checklist (Moher et al., 2009). The PRISMA statement for this 

systematic review is presented in Appendix D. The review was also reported in line with 

Enhancing Transparency in Reporting the Synthesis of Qualitative Research Guidelines 

(ENTREQ). These guidelines aim to improve the explicit and comprehensive reporting of 

qualitative systematic reviews (Tong et al., 2012). The ENTREQ statement for the systematic 

review is presented in Appendix I.  
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Abstract 

 

Background: Available research suggests autistic mothers experience greater dissatisfaction 

with maternity care compared to non-autistic mothers.  Limited research exists exploring 

autistic mothers’ experiences of maternity care and no research to date has considered 

maternity care professionals’ experiences of delivering care to autistic mothers. Aim: This 

qualitative study aims to explore the experiences of receiving and providing maternity care 

for autistic mothers. Method: Data was collected using semi-structured interviews with four 

autistic mothers and four midwives. Data was analysed using Multiperspectival Interpretative 

Phenomenological Analysis. Results: Three overarching themes emerged: ‘the challenge of 

autism within maternity care’, ‘the importance of the caring relationship’, and ‘the challenge 

of navigating competing demands and priorities’. Conclusion: Findings highlight the unique 

challenges experienced by autistic mothers during labour and birth, the need for increased 

autism awareness in midwifery, and further suggest universal changes to the delivery of 

maternity care for all, which would likely have additional benefit for autistic women. 

 

 

 

 

 

 

 



CHAPTER FOUR: MAJOR RESEARCH PROJECT 

 

79 

 

Introduction 

 Becoming a parent is a significant developmental stage in the life course and is 

associated with a range of physical, psychological, social, and spiritual changes (Athan & 

Reel, 2015). As well as being a source of purpose, meaning, and positive emotion, 

parenthood is also associated with emotional and psychosocial stress and strain (Nelson et al., 

2014). The perinatal period (beginning in pregnancy and lasting up to 1 month post birth), in 

particular, has been identified as a critical stage for a range of maternal and infant health, 

functional, and wellbeing outcomes (Misra et al., 2003). Yet, despite calls for the 

prioritisation of research on women and girls by the autism community (Pellicano et al., 

2014), and the increase in women being diagnosed with autism (Loomes et al., 2017), there 

remains a limited body of research exploring the experience of the perinatal period for 

women on the autism spectrum.  

Autism and the Perinatal Period 

 A recent systematic review identified thirteen studies which examined the concepts of 

parenthood and/or pregnancy with autistic samples (McDonnell & DeLucia, 2021). Seven of 

these studies pertained to the perinatal period in particular. One epidemiological study found 

evidence that autistic mothers are at greater risk of preterm births and caesarean delivery and 

indicated a need for individualised care for this group (Sundelin et al., 2018). A quantitative 

study by Pohl et al. (2020) compared the perinatal experiences of autistic mothers and non-

autistic mothers and found that autistic mothers reported greater incidence of antenatal and 

postnatal depression. They also reported increased levels of anxiety and isolation, and 

difficulty seeking support. In a comparative study conducted in the UK, Hampton et al. 

(2022) found that a sample of 27 autistic women scored higher than a similar sample of non-

autistic women on measures of stress, anxiety, and depression across three time points of the 
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perinatal period. As such, the research to date indicates that autistic people may have unique 

experiences and challenges around parenting and pregnancy which warrant further research. 

Challenges in the Perinatal Period for Autistic Mothers  

 Despite the limited nature of the available research, two clear themes have emerged 

regarding the specific challenges of the perinatal period for autistic people. A number of 

studies have found that the sensory aspects of pregnancy and childbirth can be challenging 

(Donovan et al., 2020; Gardner et al., 2016; Hampton et al., 202; Rogers et al., 2016). Most 

of these studies noted that autistic people felt as though their pre-existing sensory processing 

issues, a characteristic of autism (Crane et al., 2009), were heightened during pregnancy and 

that this could lead to sensory overload (Hampton et al., 2021).  

Difficulties with communication and interactions with professionals is the second 

major theme emerging from research with autistic people during the perinatal period. 

Quantitative findings from Pohl et al. (2020) highlight that in comparison to non-autistic 

mothers, autistic mothers reported greater dissatisfaction with their communication with 

healthcare professionals during pregnancy. In a wider study of health communication with 

autistic women, Lum et al. (2014) included five items in relation to maternal healthcare 

communication. This study found that autistic adults reported dissatisfaction with information 

and support services provided in pregnancy and greater difficulty with communicating 

around pain, concerns, or needs during childbirth (Lum et al., 2014). This implies that there 

are specific communication difficulties within the relationship between autistic mothers and 

maternity care professionals (MCPs), which warrant further exploration.  

 To date, the qualitative research regarding the perinatal period for autistic women has 

been limited to individual case study approaches (Rogers et al., 2017), a qualitative analysis 

of pre-existing blogs (Litchman et al., 2019), secondary analysis of online Aspergers support 
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groups (Gardner et al., 2016), an interpretative descriptive account of autistic mothers’ 

childbirth experiences in an acute setting (Donovan, 2017), and a thematic analysis of 21 

autistic mothers’ experiences of pregnancy, postnatal support, and parenting (Hampton et al., 

2021). These studies substantiate findings from quantitative research and go some way to 

highlighting the importance of communication and relationships with healthcare 

professionals in a maternity care context. For example, the mother interviewed for Rogers et 

al. (2017) case study described the experience of not being listened to; “No matter how many 

times I tried to explain that what they were doing was aggravating the Asperger's Syndrome 

because the hospital was stressing me out, they would not listen” (p.92). Findings from these 

studies also highlight the importance autistic mothers place on being able to build a 

relationship with MCPs (Donovan, 2017; Gardner et al., 2016; Hampton et al., 2021). 

However, none of the currently available research explores how this caring 

relationship and interactions with MCPs are subjectively experienced by people on the autism 

spectrum or focuses on the lived experience of maternity care as an autistic mother. Given the 

finding, within a neurotypical population, that women who felt ‘very well’ looked after in the 

perinatal period are likely to experience improved postnatal functioning (Michels et al., 

2013), it is imperative that this experience of maternity care is understood for autistic women, 

specifically.  

Maternity Care Professionals’ and Autism  

 Furthermore, there is a significant lack of research focusing on MCPs knowledge, 

awareness, or ability in providing maternity care for autistic people (Hampton et al., 2021). 

Evidence from the intellectual disability literature highlights that MCPs report lacking the 

awareness or training to be able to provide suitable maternity care for people with intellectual 

disabilities (Castell & Stenfert Kroese, 2016; Homeyard et al., 2016). Within the autism field, 
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research with other groups of healthcare professionals, including GPs, nurses, and allied 

health professionals, has identified that professionals report lacking the necessary training, 

skills, or tools to effectively provide care for autistic people (Morris et al., 2019; Urbanowicz 

et al., 2020; Zerbo et al., 2015). One systematic review analysed 35 studies from different 

countries with healthcare workers from different professional backgrounds and found that 

professionals reported only low to moderate knowledge of autism (Corden et al., 2021). 

Another study with GPs in the UK identified that although GPs had good knowledge of 

autism, they had limited confidence in their ability to identify and appropriately manage 

autistic patients (Unigwe et al., 2017). 

 This lack of confidence and self-efficacy likely contributes to the interaction 

difficulties which have been noted as a barrier for autistic people accessing healthcare 

services (Dern & Sappok, 2016). One study found that autistic people perceive a lack of 

autism knowledge among healthcare professionals and that it is a healthcare professional’s 

knowledge, attitudes, and skills which determine the success of interactions (Nicolaidis et al., 

2015). These findings are supported within a maternity context. For example, one mother 

from Hampton et al. (2021) study expressed her concern that, in her experience, 

professionals’ autism awareness was developed through informal avenues; “I just thought 

that was the most awful thing, that reality TV is educating people who have the power to 

possibly take my child away from me.” (Hampton et al., 2021, p.7). Furthermore, masking, 

which is a well-documented characteristic of autism, particularly in females, may lead to 

service providers or professionals underestimating the healthcare needs of this group (Tint & 

Weiss, 2018). A survey of 355 autistic mothers found that 80% worried about disclosing an 

autism diagnosis to healthcare professionals and 40% rarely or never disclosed due to the 

perception of stigma and fear of judgment (Pohl et al., 2020). The prevalence of masking, as 

well as the perception of stigma, may exacerbate the interaction and communication 
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difficulties experienced by autistic people in encounters with maternity care professionals. 

Recognised need and policy are informing a move towards ‘reasonable adjustments’ in 

healthcare services for autistic people (Department of Health, 2010; National Disability 

Authority, 2014). However, at present there is no specific consideration of maternity care for 

autistic people highlighting the need for further research in this domain.  

The Present Study  

 Therefore, the current study aims to deepen the understanding of the lived experience 

of maternity care as an autistic mother, with a particular focus on understanding how autistic 

mothers make sense of their interactions with MCPs. As, to the best of our knowledge, no 

available research exists exploring MCPs experiences of delivering care to autistic women, 

the study also aims to understand how MCPs make sense of their experiences delivering 

maternity care to this group of patients. This multiperspectival approach thus explores the 

meanings both groups attach to the experience of the relationship, challenges experienced 

within these interactions, and considerations of the context of maternity care for autistic 

mothers.  

Method 

Study Design  

The study design was informed by a project advisory panel of autistic people, utilising 

a consultation approach to Public Patient Involvement (PPI) research (INVOLVE, 2012). The 

PPI panel gave feedback and advice on the design of interview schedules, information sheets, 

and on data collection procedures.  

A Multiperspectival Interpretative Phenomenological Analysis (IPA) design was 

utilised in the current study to explore the experience of maternity care for autistic mothers 

and midwives. IPA is a qualitative method designed to understand people’s lived experience 
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and how they make sense of it within the context of their personal world view (Smith et al., 

2009). The double hermeneutic and commitment to reflexivity within IPA have marked it as 

a particularly appropriate qualitative methodology within participatory autism research 

(MacLeod, 2019).  A multiperspectival design was selected due to the relational and systemic 

nature of the phenomenon of maternity care, in particular, the central role of the caring 

relationship between autistic mother and maternity care professional. Multiperspectival IPA 

maintains an idiographic approach to data collection and analysis but extends this by 

synthesizing analyses within and between samples (Larkin et al., 2019). Multiperspectival 

designs offer particular advantage in exploring relationships between patients and healthcare 

providers (Borg Xuereb et al., 2015; Larkin et al., 2019). 

Participants  

 Purposive sampling was used in order to recruit two relatively homogenous groups 

(Smith et al., 2009) of four autistic mothers (Table 4.1) and four MCPs (Table 4.2). Autistic 

mothers met the inclusion criteria if they (a) had an autism diagnosis, (b) had given birth, (c) 

were over 18, and (d) were not experiencing acute mental health symptoms at the time of 

interview. Professionals met the inclusion criteria if they (a) had experience of working 

within maternity care, (b) had provided maternity care to people on the autism spectrum. All 

participants within the professional sample worked as midwives. Importantly, two of the 

midwives had a diagnosis of autism. The other two midwives had strong personal 

connections with autism with one having a daughter on the autism spectrum and the other 

having an autistic brother. This sample of midwives had a clear personal interest in autism 

and the delivery of maternity care to autistic people and may not be representative of the 

views and experiences of midwifery as a whole. The sample of autistic mothers varied with 

regards to the time since their autism diagnosis and the time since their maternity care 

experience.  
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Table 4.1 

Autistic Mothers Demographic Information 

Pseudonym Location Age Age of Children Time of Autism 

Diagnosis 

Ellen UK 45 20 Later in life 

Rebecca UK 38 8 & 4 Perinatal period 

Jennifer UK 37 4 Pre-pregnancy 

Alice Ireland 38 7 Later in life 

 

Table 4.2 

Midwives Demographic Information 

Pseudonym Location Age Mother Autism Status 

Katie  UK 25 No Autistic 

Ann UK 48 Yes Not autistic  

Maggie UK 34 Yes Autistic 

Sue UK 29 No Not autistic  

 

Procedure 

 Institutional ethical approval was obtained for the study (Appendix K). Participants 

were recruited via posts on social media (Appendix L). Potential participants contacted the 

lead researcher and were then sent an information sheet (Appendix M) at which point 

informed consent was obtained (Appendix N) 

 Semi-structured interviews are noted to be the exemplary data collection method 

within IPA methodology (Smith et al., 2009). Therefore, a semi-structured interview schedule 

for autistic mothers (Appendix O) was designed in collaboration with the PPI panel. A 
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separate semi-structured interview schedule was designed in order to access the experiences 

of MCPs (Appendix O). In line with guidelines for inclusivity within autism research 

(Nicolaidis et al., 2019), participants were offered a selection of interview formats including 

online, by phone, written interviews via e-mail, and an in person option if practical. All 

participants in the current study opted for online interviews on MS Teams and varied in their 

preference for having their cameras on or off. Interviews lasted between 35 and 75 minutes. 

Interviews were recorded and transcribed verbatim before being anonymised to disguise 

participants’ identities.  

Data Analysis 

 The multiperspectival IPA analysis was informed by the inductive and iterative 

approach outlined by Smith & Nizza (2022) and key multiperspectival papers by Rostill-

Brookes et al. (2011) and Larkin et al. (2019). Each individual transcript was read and re-

read, and exploratory descriptive, linguistic, and conceptual notes were made. Then, 

experiential statements were formulated to capture the idiographic meaning of participants’ 

experiences within each portion of individual interviews. Next, experiential statements were 

clustered for each individual interview in order to find patterns of connection within 

experiential statements. A table of personal experiential statements was then compiled for 

each individual participants’ interview. The next step was cross-case analysis within the 

group of autistic mothers and within the group of midwives, this involved the production of a 

table of experiential themes for each group. The final step in the multiperspectival analysis 

was looking for relationships, convergence, and divergence between the two groups. This 

step included relabelling some of the themes in order to consider the relationship between 

groups and resulted in the production of a final table of themes.  
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Quality and Reflexivity   

 The approach to study design, data collection, data analysis, and study write up were 

informed by two papers aimed at ensuring quality and validity within qualitative research  

(Levitt et al., 2018; Yardley, 2017). Reflexivity was practiced throughout the data collection 

and analysis process in the form of a reflexive diary kept by the first author and through 

reflexive discussions among authors. This process ensured sensitivity to context by paying 

close attention to participants’ meaning making accounts and the researcher’s interpretation 

of these accounts, with consideration to the researcher’s preconceptions, context, and own 

world view. A selection of the exploratory notes, personal, and group level themes 

constructed by the first author were reviewed by the second author to enhance validity.  

Results 

Multiperspectival analysis resulted in three major themes, each with subthemes 

(Figure 4.1). The first theme demonstrates how autistic mothers and midwives make sense of 

how autism fits within current maternity care services. The second theme explores the 

experiences of the caring relationship within the maternity care context. The third theme 

examines the subjective challenges of competing demands that exist within maternity care. 
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Figure 4.1 

Themes and Subthemes  

 
 

The Challenge of Autism within Maternity Care  

 Both mothers and midwives experienced challenges when making sense of how 

autistic people ‘fit’ within a maternity care system. Due to the level of divergence and 

subjectivity held by each group, this is divided into two separate subthemes for autistic 

mothers and midwives. Both groups also described the challenge of the sensory aspects of 

maternity care for autistic mothers.  

Making Sense of Maternity Care as an Autistic Mother 

 For mothers on the autism spectrum the experience of maternity care was often 

confusing and overwhelming. The mothers felt that there was an assumption from MCPs that 

they would know what to expect from labour, which was at odds with their lived experience: 

I felt very frightened almost and just confused and like I had no clue what was going 

on…..It was just…a given that this is what happened, but I was just bewildered by the 

whole process. (Ellen, mother) 
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Autistic mothers struggled to make sense of their experience when their own 

expectations of pregnancy, motherhood, and maternity care were not met. Jennifer describes 

how her understanding of a mother’s ability to comfort her new baby was based on TV 

depictions of motherhood and says: 

But in that moment, I think I was the most rigid black and white I've ever been. I've 

been very much, child cries he's fed, he doesn't have a wet diaper, he must either be in 

pain or hate me. Nothing has logically caused him pain and the midwife checked him 

over, therefore he must hate me. So, it was a very rigid...that's the only possible thing. 

(Jennifer, mother) 

Jennifer then goes on to describe how responsive care helped her come to a new 

understanding of this experience: “It took a lot of support to understand that actually it's 

normal for new-borns to cry.” This indicates that new challenges arise in response to 

ambiguity regarding children’s needs and MCPs can play a role in mitigating this challenge. 

As autistic mothers were trying to make sense of the new, often overwhelming, 

experience of maternity care, they were also trying to make sense of and communicate their 

own individual support needs. In response to a question regarding what would have improved 

her maternity care experience, Alice responded “Easier?....knowing myself better.” This 

sense was shared by Rebecca, who had two children, and felt better able to understand, and 

thus, express her needs in her second maternity care experience: “Yeah, second time around 

there's very small specifics, whereas first time around was a mixture of naivete and not really 

knowing and thinking that's what they do.” 

 This subtheme highlights the challenging role that expectations play within maternity 

care for autistic women and draws attention to the burden autistic women feel in making 
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sense of how their autism specific needs are impacting their perception of what is an already 

challenging experience for most mothers.  

Making Sense of Autism within Maternity Care as a Midwife 

 The midwives sensed that autism is an overlooked experience within maternity care, 

as explained by Maggie: “There's nothing at all. There's no policies in the hospital. There's 

just nothing in place whatsoever for the women we look after…. just nothing there like at 

all…..that I think shocked me more than anything.” This lack of consideration to autism was 

understood to have negative implications for patients:  

It's not fair that they get….I don’t want to say the word discriminated, but sometimes 

I think they probably are because they're not being looked after in the best way 

possible, and that is impacting their outcomes. (Sue, midwife) 

Although Sue was reluctant to use the word “discrimination”, this was a shared 

understanding by all of the midwives and lack of awareness was seen as contributing to 

misconceptions regarding autism within the profession. Here, Katie is making sense of 

judgemental comments she had heard from other midwives regarding autistic mothers: “It's 

from a place of ignorance rather than malice, but the course doesn't really give any 

information on it, so it isn't kind of supported in a learning environment.” 

All midwives had a strong personal understanding of autism, which they described as 

helpful in delivering care to autistic women: 

I guess, it's for me...it's easier to care for them because I know that they can really 

identify with a lot of what I'm going through, so I feel like I can...I don't have to mask 

around them... (Katie, midwife) 
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Their personal understanding of autism meant the midwives in the current study 

positioned themselves outside of the dominant understanding of autism within maternity care. 

This led to challenges navigating the prevailing attitudes and misperceptions that exist. Here, 

Ann makes sense of how midwives perceive ‘out of the ordinary’ care choices by autistic 

mothers: “Because…they've made an informed decision. Whereas that might, maybe 

sometimes get seen as not advocating for themselves or the baby and then it becomes a moral 

judgment...” 

A particular challenge for midwives within the current study was making sense of the 

perception, from colleagues, that autistic mothers are challenging to care for: 

The first thing that normally I noticed is they're labelled as being difficult and it's 

normally spread then through the unit. This lady is really difficult......good luck 

basically. And then I just think sometimes like there's just no need for it and that 

really annoys me. (Maggie, midwife) 

This subtheme highlights the challenge of how autistic mothers’ needs fit within a 

system in which autism is overlooked and misperceptions exist. It also highlights the 

challenges and opportunities that exist for midwives that have a special interest in autism 

within maternity care.  

Navigating the Physical Space of Maternity Care 

 Autistic mothers highlighted the challenges they face in navigating the physical and 

sensory space of maternity care environments. The sensory sensitivities of autism 

exacerbated these autistic mothers’ sense of overwhelm and powerlessness within the 

maternity care context:  
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[the physical space had] a very profound effect that you know everything, the bright 

lights and the noises and it was, I mean….I don't take drugs, but I imagine when 

people talk about like having a really out of control trip experience, it would be like 

that you know, almost an out of body experience, but my body was just completely 

spiralling in all, all my senses, all the way through. (Ellen, mother) 

This highlights the experience of feeling out of control as a result of the intense 

sensory experiences of being in hospital. In particular, mothers found shared wards 

challenging due to sensory overwhelm and the social pressure of shared spaces at a 

vulnerable time: 

I said no, 'cause I will not get out of bed, I will not ring that buzzer if I need help 

because I'm very conscious of people I don't know being around me and stuff….I 

physically could not bring myself to do it. (Rebecca, mother) 

By chance, Alice spent some time in a private room and then a room shared with one 

other person, she described: “But that was a great transition, that was easy. And I was lucky 

in that I was in a room with just one other person so it was quiet and easy.” 

Alice makes sense of this positive experience as it aligned with her sensory needs as 

an autistic woman. Similarly, midwives described their understanding that the unsuitability of 

the environment can impact on how autistic women present, which feasibly then impacts how 

they are perceived and treated by MCPs: 

If you're on a busy ward and there's a lot of noise and things like that it can be really 

overwhelming for certain people and then they can't quite control their emotions as 

well, where they often are going into some sort of meltdown, and sometimes they may 

not even speak at all. (Maggie, midwife) 
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Here, Maggie demonstrates an awareness of the emotional distress that can be 

experienced as a result of sensory overwhelm and is empathic towards this experience for 

autistic patients. Importantly, midwives highlighted that the physical space of maternity care 

presents challenges for all mothers, not just those on the autism spectrum: 

Before I knew about autism, I would go into a room and I would say things like ‘oh 

babies don't like bright lights’……. so it's all very calm and that's the way I 

understand birth works best and now I can see that I was facilitating that because 

that's better for everybody, for an autistic as well. (Ann, midwife) 

Therefore, although the maternity care environment may be experienced as 

inappropriate for all mothers, the negative impact may be heightened for those on the autism 

spectrum due to sensory sensitivities. This awareness of sensory overwhelm as a result of 

environmental factors was shared by mothers and midwives. 

Relational Care within the Maternity Context for Autistic Mothers 

This theme focuses on the central role of the caring relationship within maternity care. 

Both the autistic mothers and the midwives in this study valued this relationship highly. 

However, both groups experienced challenges in establishing a caring relationship.  

The Importance of the Caring Relationship  

 The autistic mothers in this study experienced a strong desire to build relationships 

with MCPs and found it challenging to deal with different MCPs at each appointment: 

But because I didn't have that bond to someone, I didn't feel like I could have that 

close enough relationship for someone to see that actually I might have needed a little 

bit extra... (Rebecca, mother) 
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Speaking about the impact of “face blindness” on her ability to build interpersonal 

relationships with multiple MCPs, Alice describes: “I can't build a relationship or feel a bit 

safer with someone if I didn't recognize them.” 

Similarly, midwives identified that ongoing relationships were important to 

identifying mothers that are struggling, this was particularly important for autistic mothers, 

where masking may impact the identification of difficulties. Midwife, Sue, described “But 

you also knew and you could pick up and say, actually........you're very different to how you 

were the last time I saw you is everything OK? You could pick it up a lot better then.” Both 

groups believed that continuity of care allowed the professional to identify a mothers’ needs 

and also facilitated mothers’ disclosure of needs. 

When mothers perceived a person-centred relationship, this had a positive impact on 

their overall experience: 

And my health visitor was a gift from God. She was just a beautiful human being and 

that was the first time I'd had anybody who I felt was interested in me as a person, not 

just you know, a medical specimen…… it was incredible and I went to every clinic 

and I practically lived at the doctors, I just wanted to see her. (Ellen, mother) 

For the midwives, this ability to build relationships was experienced as a valued and 

rewarding aspect of their professional identity, Katie noted “I feel very protective over the 

women that are autistic that I'm looking after because I will go in and have a lovely chat and 

bond with her.”  

In describing how she experienced supportive interactions with professionals as 

distinct from challenging interactions, Jennifer described “The ones that were really good 

listened to me specifically, understood my issues that were autism related and those that were 
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trauma related and were able to differentiate between the two.” Notably, Jennifer also 

identified personality as a factor that impacted on her experience of supportive relationships 

within maternity care, “She was just someone who cared...for everyone, every patient, she's 

kind of the type of midwife where you go like that's the type of person you want in that kind 

of field...” 

Interpretation of personality also played a role in how midwives made sense of the 

experience of establishing relationships with autistic mothers. Here, Maggie is describing her 

perception of colleagues’ difficulties in establishing such relationships: “Honestly.....the 

worst thing is they don't really give the women the time, and because they're more difficult, 

they seem to give them even less time because that's how they perceive them as being.” 

 Therefore, although there is significant value and meaning attached to the caring 

relationship, there are challenges in establishing this relationship within a maternity care 

context for autistic mothers.  

Communication within the Caring Relationship 

 Both mothers and midwives experienced challenges making sense of communication 

difficulties within interactions. Mothers described experiencing challenges in making their 

needs known to MCPs, as described by Ellen: “I felt very internalized in the whole 

thing….and I kind of did shut down in terms of communicating to other people.” 

This challenge was also evident for the midwives in the sample. Maggie stated, “You 

can find that they don't really know what to say…or they're not just taking anything in, ‘cause 

they are just shutting down completely.”  

Some of this challenge was attributed to the prevalence of masking amongst autistic 

women.  
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And I found all of that really difficult because I was used to minimizing things when I 

described them, but I needed to accurately describe it, 'cause I really needed advice 

but conveying how things actually were..... I found really difficult. (Alice, mother) 

According to the midwives’ experience, autistic mothers often asked more questions 

and needed more detail in order to understand ‘routine’ procedures, which negatively 

impacted how they were perceived by MCPs. Katie describes observing an interaction 

between an obstetrician and autistic patient, “he talked to her as if she was stupid and just was 

like being inconvenient and being grumpy for the sake of it...” (Katie, midwife). 

A significant lived experience of feeling unheard as an autistic mother in maternity 

care was evident for the mothers in this sample. This is described by Rebecca, “They were so 

dismissive….I didn't even tell them that I thought I might be autistic because….some people 

you can just tell that they will not, not even entertain it in the slightest.” and Jennifer “And 

then I use extreme examples because nobody tends to listen to me or they talk over me or 

speak to my husband...”. This implies that MCPs hold some stigma and biases in relation to 

the capabilities of autistic mothers. 

Communication from professionals was interpreted as overly casual considering the 

emotional impact of the information being shared. In making sense of her experience of an 

internal examination, Rebecca said “Yeah, especially as I was not told that was going to 

happen at all. She just said she was just having a look and she did it without me even.....” 

There was a strong view that language and communication from MCPs held 

significance for mothers and had a lasting impact on their view of themselves, “And that is 

something, that is a phrasing that has followed me ever since, ‘she's autistic, so she doesn't 

understand what she's doing is wrong’.” (Jennifer, mother) 
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Mothers viewed attempts at empathy or understanding from MCPs as patronising. 

This quote from Ellen suggests an overly literal interpretation of such communication from 

an obstetrician: 

He said, ‘I know this is a bit uncomfortable’ and I went, ‘No, you don't’. I said how 

dare you, I said don't you dare patronize me I said you've got absolutely no idea what 

it's like… (Ellen, mother) 

The midwives within this study felt an important part of their role was bridging the 

gap between other MCPs and autistic mothers, according to Sue “I do sort of give people a bit 

of fair warning and like the doctors gonna come in speaking a lot of medical terms….I'll 

translate for you as best I can in human speak.” 

 The communication challenges which are a central feature of autism impact on 

autistic mothers’ ability to express their own needs and to interpret communication from 

MCPs. This also impacts on how autistic mothers are perceived by  MCPs which can further 

threaten the development of a caring relationship. 

Competing Demands and Priorities within Maternity Care 

 This theme explores the competing priorities that exist for autistic mothers compared 

to midwives, the system demands experienced by midwives, and how choice is experienced 

and interpreted within the health service. 

Navigating Different Priorities within Maternity Care for Autistic Mothers 

 The mothers within this study experienced significant negative and long-lasting 

reactions as a result of the overwhelming sensory experiences of medical interactions: 

She was like measuring and pushing my bump….I would never imagine anybody in 

any circumstance would go pushing like I mean it was sore and I didn't know that 
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was.......it really upset me for days afterwards.......sorry like it's still upsetting when I 

think about it. (Alice, mother) 

There was a shared understanding of these physical interactions as traumatic and 

upsetting. Here, Ellen explains how she interpreted the experience of a midwife checking 

how dilated she was in labour: 

It was just monstrous, and she was really brutal and I was trying to kick her off and 

swearing at her and I had to be pinned down so that which was deeply traumatic. I 

mean, it borders on sexual assault in my mind. It feels like you know, a really deep 

violation. (Ellen, mother) 

Although these interactions were interpreted as upsetting, there was an understanding 

of the requirement for such procedures on the part of MCPs. Autistic mother, Rebecca, noted 

“I don't like people touching me anyway, but like at the appointments it made it quite 

uncomfortable 'cause obviously they have to be quite hands on.” 

Interestingly, only the midwives who were on the autism spectrum considered the 

sensory experience of medical procedures within interviews: 

For example with vaginal examinations..…it’s terrifying to me, but we do it to women 

all the time and it’s kind of one of those things where if a woman doesn’t want a 

vaginal examination, we’re like, why? (Katie, midwife) 

 Autistic mothers expressed a strong desire for emotional care within the maternity 

setting. They viewed themselves as vulnerable and felt there was no space for emotional 

expression within maternity care. “Nobody really asked me about anything very much about 

how I was feeling…It was really quite unsettling, to be honest, the whole thing all the way 

through.” (Ellen, mother) 
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Mothers believed that emotional expression on their part could be misinterpreted by 

MCPs or ‘used against them’: 

I actively begged people for help, so that while I was struggling with the sensory 

overload and adjusting that I wouldn't shout and I wouldn't have breakdowns so that 

my child wouldn't be exposed to that, but the sheer fact I thought it was a possibility 

for them meant, OK, she's a danger. (Jennifer, mother) 

This lack of attention to emotions and the sensory experience of medical interactions 

from the perspective of midwives can be attributed to midwives’ priority of ensuring the 

physical health of mother and child. It can also be explained by the competing demands 

midwives experience within the maternity context. Ann explains that midwives are busy and 

this means: 

There's very little room to have any outside thinking of oh right.....OK, she's needing 

this or she's needing that...... it would have to be that the midwife has extra time in the 

day to have those thoughts... (Ann, midwife) 

Similarly, although midwives demonstrated a keen awareness of autistic mothers need 

for additional support, they felt constrained by the demands within the system to provide such 

support:  

It could be deemed as......you're spending too much time, you've got to...start working 

through discharges to get people home but......you want to …the ultimate goal is to 

make sure you've got people who can look after themselves and their baby. (Sue, 

midwife) 

This highlights the difficulty in meeting the individual needs of autistic mothers 

within an imperfect maternity care system. 



CHAPTER FOUR: MAJOR RESEARCH PROJECT 

 

100 

 

Interpretations and Experiences of Choice  

 The different priorities that exist also had an impact on how autistic mothers viewed 

their position as an autistic patient within maternity care. Mothers experienced limited choice, 

power, and autonomy in decision making: “And I didn't feel like they saw me as a human 

being, I was just a subject and one that wasn't performing as she was supposed to.” (Ellen, 

mother) 

Autistic mothers felt their opinions about their own births were not considered or 

valued and there was a strong sense of having to get in line with professionals’ opinions on 

maternity care. Summarizing some of these interactions with MCPs, Jennifer said: “I think 

they were all......they were all approaching it from a holier than thou approach, the I am the 

XYZ......and kind of talking down to me.” This approach of MCP knows best was also 

perceived as a barrier to providing adapted care by the midwives: “I know a lot of colleagues 

are very much like OK, I'm going to tell you what to do and you're going to do it.” (Sue, 

midwife) 

This perception of limited choice was corroborated by midwives, who believed that 

any decisions by mothers, that could be considered out of the ordinary, were grounds for 

judgement from professionals. Ann described, “Some women might not consent to like some 

things that are very routine for everybody else……. you know it would become a moral 

judgment......like oh, why is she doing that?” 

Notably, midwives also experienced some limitations in terms of their power and 

autonomy to provide adaptations to maternity care for autistic women. Describing how her 

attempts to adapt the environment are not valued by other MCPs, Sue said “You've got 

doctors that will still come in and they will whack up the lights to full brightness.......and like 

no, come on, it's not nice.” 
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Both midwives and mothers shared a perception that midwifery led care is more 

amenable to adapting for individual differences. Rebecca experienced a consultant led model 

for the birth of her first baby and a midwifery led model for her second birth experience: 

Like even in the hospital, it's like you're a number in the queue, aren't you? It's get in, 

have your baby, get out. With the midwife it's so much more calmer, and it is about 

you and how you want to do it, rather than how a hospital expects you to have a baby. 

It's quite empowering, really. (Rebecca, mother) 

Some hospitals have midwifery led which is kind of less intervention, a smaller 

room.....where you might have the autonomy to have the lights down low and things 

like that. (Ann, midwife) 

For both mothers and midwives, there is a sense that midwifery led care is more 

person centred and offers greater choice, which empowers mothers to take control of their 

own birth experience. Whereas limited choice and interpretation of limited ability to share 

their own maternity experience contributes to a sense of feeling out of control. The 

perception of limited autonomy by midwives may have meaning within the wider maternity 

and healthcare context.  

Discussion 

 This study aimed to explore autistic mothers and MCPs lived experiences of maternity 

care for autistic women. Multiperspectival analysis resulted in three overarching themes 

which deepen the understanding of the experience of receiving and providing maternity care 

for autistic mothers.  

The Challenge of Autism within Maternity Care 

 Autistic mothers in the current study outlined the difficulty they experience in 

navigating maternity care services. This difficulty was particularly apparent when the lived 
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experience of maternity care did not meet mothers’ expectations. This is consistent with 

research with neurotypical populations, which suggests that disparity between experience and 

expectations is a significant factor in patient satisfaction with care during the perinatal period 

(Britton, 2012). This discrepancy may be particularly impactful for women on the autism 

spectrum due to the cognitive rigidity and intolerance of uncertainty which are associated 

with autism (South & Rodgers, 2017) and contribute to the experience of anxiety (Stark et al., 

2021).  

 The difficulties that autistic mothers experience within maternity care are 

compounded by the lack of awareness of autism from MCPs, as observed by midwives in the 

current study. This perceived lack of autism awareness is in keeping with findings for other 

groups of healthcare professionals (Morris et al., 2019). Within the current study, this lack of 

awareness from MCPs meant that autistic mothers experienced an additional challenge of 

having to identify and communicate their specific needs, at an already overwhelming time. 

This lack of understanding can further contribute to the misperceptions, judgements, and 

stigma that exist regarding autism within maternity care, which have been identified here and 

in previous research with autistic mothers (Pohl et al., 2020). Notably, although aware of the 

necessity of medical intervention, autistic mothers in the current study experienced medical 

interactions requiring physical touch in a way that suggests significant trauma (Beck, 2009). 

This was a neglected phenomenon on behalf of the non-autistic midwives within the study 

and suggests lack of awareness can do harm to autistic mothers within maternity care. 

 The finding that autistic mothers struggle to navigate the physical space of the 

maternity care environment was expected given previous research in relation to sensory 

sensitivity during the perinatal period for autistic women (Samuel et al., 2022). Research 

exploring patients’ experience of and satisfaction with maternity care does not appear to 
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consider the impact of the environment (Britton, 2012; Redshaw & Heikkila, 2010). 

Midwives within the current study viewed the maternity care environment as less than ideal 

for all mothers and infants, as evidenced by Ann’s quote “babies don’t like bright lights”. 

This suggests that universal design principles may be appropriate in improving this aspect of 

maternity care for all, with particular benefits for those on the autism spectrum (Milton et al., 

2016).  

Relational Care within the Maternity Context for Autistic Mothers  

 The caring relationship was experienced as a salient feature of maternity care for both 

autistic mothers and midwives. A consistent research finding for all populations is that the 

quality of relational support has a significant impact on mothers’ perceptions of perinatal 

care, and has implications for postnatal functioning and the experience of postnatal 

depression (Britton, 2012; Michels et al., 2013; Tinkler & Quinney, 1998). The establishment 

of a supportive relationship may have additional challenges for autistic mothers due to autism 

specific challenges such as difficulty recognizing faces (Griffin et al., 2021), camouflaging 

(Cook et al., 2021), and the social and communication deficits that are criterion for autism 

diagnosis (American Psychiatric Association, 2022). Research by Lum et al. (2014) supports 

the view that autistic women experience greater challenges within healthcare communication, 

compared to non-autistic women. Although such challenges exist, it is clear from the current 

findings that when this supportive relationship is available, it has a profound positive affect 

on mothers and is experienced as rewarding by midwives.  

 Autistic mothers and midwives within the current study believed continuity of care 

plays an important role in building this relationship and identifying or communicating 

specific challenges faced by autistic mothers. Notably, midwifery continuity of care models 

have been shown to be associated with a range of improved clinical outcomes for mothers 
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and babies (Bradford et al., 2022), as well as greater satisfaction with maternity care for 

mothers (Perriman et al., 2018). A recent review of maternity care practices globally by 

Bradford et al. (2022) highlighted the need for system level reform to enable this model of 

care to become the standard nationally and internationally.  

Competing Demands and Priorities within Maternity Care 

 Consistent with primarily quantitative research undertaken with neurotypical mothers 

(Britton, 2012), autistic mothers within the current study experienced limited choice, control, 

and participation in decision making which impacted how they felt about themselves and how 

they made sense of their experience of maternity care. Research by O’Brien et al. (2021) 

highlights how trusting relationships with MCPs have a significant impact on mothers’ 

capacity to participate in shared decision making, offering support for the significance of 

relational care in a maternity context. This perception of limited choice appears to be a 

common phenomenon for women in maternity care (Bohren et al., 2015). However, current 

findings highlight that autistic women may be more likely to attribute this to a problem 

within themselves, perhaps due to long held experiences of being different (Milner et al., 

2019), rather than a problem within the system. Findings from midwives within the current 

study indicate that MCPs do experience negative perceptions and judgements of women who 

make choices that are ‘out of the ordinary’.  

 Similarly, midwives feel constrained in their ability to adapt maternity care for 

autistic mothers by the competing demands that exist within the system. Midwives in the 

current study felt overworked and had limited autonomy in their approach to care. The 

majority of midwives in the current study worked within the NHS. However, research in an 

Irish context by Doherty and O’Brien (2022) highlights that midwives experience 

comparatively high levels of burnout which has implications for care provision. 
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Recommendations from this study included creating time and space for debriefing and 

reflection, as well as the practical need to address staff shortages. Organizational factors such 

as absence of care pathways, lack of time, heavy workload, and an absence of continuity of 

care have been identified as barriers to midwives addressing mental health concerns in the 

perinatal period (Higgins et al., 2018). Such factors offer some explanation as to why 

midwives are not seen to prioritise the needs identified by autistic mothers within the current 

study.  

 Both the midwives and autistic mothers in the current study identified that midwifery 

led maternity care appeared more suitable in meeting the needs of autistic women. Available 

research highlights that, for low risk women, midwifery led care improves a number of health 

outcomes, reduces the amount of intervention in labour, and increases patient satisfaction 

with care (Sutcliffe et al., 2012). Future research could explore how specific, less medical 

aspects of midwifery led care could be applied across maternity care settings or the feasibility 

of incorporating midwifery led care across contexts.  

Clinical Implications  

 Findings from the current study represent a deeper understanding of the specific 

challenges autistic mothers experience within maternity care. Although autistic mothers 

experience challenges in the environment, with sensory aspects of care, and with 

communication, the presence of a supportive caring relationship appears to be a protective 

and valued experience. This is in line with findings from a neurotypical population (Britton, 

2012) and suggests that midwives, and other MCPs, need to explicitly consider the 

relationship and work towards strengthening and developing this relationship with autistic 

mothers. 
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 The lack of awareness of autism within maternity care is a challenge to the 

development of understanding relationships between autistic mothers and maternity care 

professionals. This is particularly apparent in relation to the traumatic meaning autistic 

women attribute to physical interventions and the lack of consideration to this aspect of care 

by midwives. The experience of trauma in the birth environment is associated with long term 

trauma symptoms, relationship difficulties, fear of childbirth, and difficulties in the mother-

infant relationship (Beck, 2009). Therefore, there is a need for increased awareness and 

training on autism within maternity care. Increasingly, there is an understanding of the 

importance of research and training that is led or co-created by autistic people (Pellicano et 

al., 2014) and evidence to support the importance of peer support for autistic adults in 

different contexts (Crane et al., 2021). The experiences, views, and unique position of the 

autistic midwives within the current study represent an opportunity to build on their practices 

of advocating for autistic mothers within maternity care. Autistic midwives, or midwives with 

a special interest in autism, could act as leaders and advocates for autism in maternity care by 

encouraging colleagues to consider the sensory and communication needs of autistic mothers. 

They could also contribute to wider organisational and system level adjustments to maternity 

care for autistic women.  

 Notably, autistic mothers’ preferences in relation to the environment, increased 

availability of choice, continuity of care, and midwifery led care are shared by many 

recipients of maternity care (Bohren et al., 2015; Britton, 2012). Such care is not yet widely 

available but has been linked with improved maternal and infant outcomes (Bradford et al., 

2022; O’ Brien et al., 2021; Sutcliffe et al., 2012). Therefore, ongoing efforts to improve the 

experience of maternity care for all are warranted and are likely to hold additional benefit for 

mothers on the autism spectrum. 
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Limitations 

 It appears that this study was the first to explore MCPs experiences of delivering 

maternity care to autistic mothers. Although recruitment was open to MCPs from any 

professional background, the study sample was made up solely of midwives and so may not 

represent the experiences of other MCPs. Further, the midwives who participated in the 

current study were self-selected and had a clear personal interest in autism. Two of the 

midwives had autism diagnoses and two had close relatives with autism diagnoses. Therefore, 

this sample of midwives have a unique ‘insider’ perspective on the experience of autism 

which influence their professional experience of delivering maternity care to autistic women. 

The midwife participants spoke to their experiences of colleagues’ understanding of autism, 

this was a subjective interpretative account which may differ from the experiences of those 

who did not participate in the research. The current research does not fully address the 

subjective, interpretative experiences of neurotypical midwives delivering maternity to 

autistic women.  

 The interviews with autistic mothers and midwives were predominantly retrospective 

recollections of their experiences. Therefore, their interpretations of these experiences may 

have changed over time. This is particularly relevant for the sample of autistic mothers, 

which varied in relation to when they first received an autism diagnosis, as described in Table 

4.1. Only one of the mothers was aware of her autism diagnosis at the time of pregnancy and 

labour, while another mother was diagnosed in the post-natal period. Two of the mothers 

received an autism diagnosis many years after their maternity care experiences. Therefore, 

these women are looking back at their experiences with an updated understanding of 

themselves as autistic which will likely have re-shaped their subjective interpretations over 

time.  
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 It is also important to note that all of the autistic mothers sampled within the current 

study did not have intellectual disability and were able to communicate verbally. Therefore, 

their experiences are not representative of the full spectrum of autism and may differ from the 

experiences of non-verbal autistic women or those with intellectual disabilities.  

Finally, seven of the eight participants were based in the UK and had experienced a 

UK model of maternity care. All participants were white European women. Therefore, 

findings should be interpreted within this context.  

Future Directions  

 Future research into the experience of maternity care and the caring relationship 

should occur at the time of care, or shortly after, to capture the initial meaning making 

process as it occurs. As described, three of four autistic mothers sampled within the current 

study were unaware of their autism diagnosis at the time of receiving maternity care. Future 

research with women with a confirmed autism diagnosis at the time of pregnancy and birth 

would enable a greater understanding of issues such as the experience of disclosing an autism 

diagnosis to MCPs, the efficacy of autism centred care planning, and the availability of 

supports or adaptations for autistic mothers. 

The midwives sampled within the current study held a unique position, within their 

profession, in terms of their experience of autism. The current sample of midwifes was not 

sufficient to speak to the experiences of neurotypical midwives without a personal experience 

of autism. Therefore, future research should consider the views of neurotypical midwives. A 

quantitative, survey measure could be useful in ascertaining the autism specific knowledge 

and experience held by a greater number of midwives. It would also be helpful to consider 

the views and experiences of MCPs from different backgrounds such as obstetricians, 

gynaecologists, and public health nurses. 
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Conclusion 

 This study has drawn together the perspectives of autistic mothers and midwives to 

deepen the understanding of the experience of receiving and providing maternity care for 

mothers on the autism spectrum. Findings highlight the unique challenges autistic mothers 

experience in navigating the maternity care system and the preferences they hold for 

maternity care which seem to align with overall preferences for maternity care. This study 

appears to be the first to explore midwives’ experiences of providing maternity care for 

autistic mothers. Autism appears to be an overlooked experience in the delivery of maternity 

care which leads to misperceptions, difficulty forming the essential caring relationship, and 

creates the potential for harm to mothers on the autism spectrum. The unique perspectives of 

autistic midwives within the current study represent an opportunity for changes to the 

maternity care experience for autistic mothers.   
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Chapter Five: Major Research Project Extended Methodology 

 This chapter expands on methodological considerations of the major research project 

and provides additional context and rationale for decision making. This includes the rational 

for the use of interpretative phenomenological analysis (IPA), details of the public patient 

involvement (PPI) process, ethical considerations, reflexivity, and further detail regarding 

sampling and data analysis. 

Research Design  

Interpretative Phenomenological Analysis  

 Interpretative phenomenological analysis (IPA) is an approach to qualitative analysis 

which is informed by the philosophies of phenomenology, hermeneutics, and idiography 

(Smith et al., 2009). Phenomenology is a philosophical approach to the study of human 

experience. A key principle of phenomenology, according to Husserl, is that human 

experience should be examined in the way that it occurs, on its own terms. Therefore, in 

carrying out phenomenological research, the researcher should endeavour to put aside any 

pre-existing ideas, theories, or scientific constructs in order to understand the subjective lived 

experience of the phenomenon under investigation (Smith & Nizza, 2022).  

 IPA is further informed by hermeneutics, the theory of interpretation (Smith et al., 

2009). Heidegger’s work contributed to the theoretical foundations of IPA with the view that 

phenomenology is an explicitly interpretative endeavour. Heidegger believed that the 

meaning of experiences is not always readily apparent and that getting at the meaning 

required going beyond the surface description of experiences. The hermeneutic circle means 

that how we understand parts of the whole is influenced by our understanding of the whole, 

but also acknowledges that we can only understand the whole if we understand individual 

parts (Willig, 2013). The hermeneutic circle underlines the iterative nature of IPA analysis. 
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Furthermore, IPA research involves a double hermeneutic (Smith & Osborn, 2003), in which 

the participant is trying to make sense of their own experiences, while the researcher is trying 

to make sense of the participant’s sense making (Smith & Nizza, 2022).  

  IPA is also idiographic in its approach. Idiography is defined as a ‘focus on the 

particular,’ therefore, idiographic research focuses closely on understanding one case study. 

By considering a single case study, it is possible to examine an individuals’ experience in 

detail, within context in its own terms (Smith & Nizza, 2022). IPA research is therefore 

interested in understanding the particular experiences of individuals before making 

comparisons and generalized statements across cases. General statements within IPA research 

are always linked to specific instances within the data (Smith et al., 2009).  

 Therefore, IPA draws on phenomenological, hermeneutic, and idiographic 

philosophies in order to understand the subjective lived experience of participants, to make 

sense of how participants make sense of their experience, and to analyse each individual’s 

experience on its own terms before engaging in cross-case analysis.  

Multiperspectival Interpretative Phenomenological Analysis 

 Multiperspectival IPA is a variation on standard IPA which was designed to capture 

more complex, systemic phenomena by recruiting participants from different but related 

groups in order to understand different perspectives on certain experiences (Smith & Nizza, 

2022). The typical focus within IPA is on personal meaning making within a reasonably 

homogenous group who share contextual experience of a particular phenomenon. Therefore, 

this approach has limitations when the phenomenon being explored has a strong relational or 

systemic element, such as understanding a caring relationship. Multiperspectival IPA 

maintains a commitment to depth and idiography in data collection and analysis, but the 
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combination of two or more perspectives enables a wider understanding of the relational, 

intersubjective, and systemic dimensions of phenomena (Larkin et al., 2019).  

 Multiperspectival IPA retains strong links to phenomenology, hermeneutics, and 

idiography, while also being connected to concepts from systemic psychology. The key 

theoretical underpinning of including multiple perspectives within IPA, is the view that 

important meanings are often located “in between” people and groups (Larkin et al., 2019). 

Although more concerned with the “inner world” of individuals, Husserl did describe how 

perceptions of the “outer world” of things and events are influenced by our spatial and 

relational place in the world. This concept was further developed by Heidegger and Merlau -

Ponty who emphasised the mutuality of the person and the world. Therefore, our sense of 

experience is a result of our position and perspective in relation to the experience or object 

we observe (Larkin et al., 2019).  

 Frequently, psychological research is focused on the experiences of individuals, 

viewed as held in the mind of individuals (Bradley, 2005). Hermeneutics offer a different 

perspective as it is concerned with intersubjective aspects of experience. Multiperspectival 

IPA approaches view experiences as complex, dynamic, and subject to processes of mutual 

meaning making (Larkin et al., 2019). Similarly, systemic theories view that events are best 

understood by considering what happens between individuals in terms of interactions, stories, 

and language (Anderson, 1987). Therefore, multiperspectival IPA is related to systemic 

theories in that there is a view that varying perspectives on particular experiences can be 

understood by a third party by exploring meaning making and ensuring an understanding that 

each perspective offers greater understanding of aspects of shared experiences (Larkin et al., 

2019).  
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Rationale for Methodology  

 My epistemological position in relation to psychological research is a constructivist, 

interpretivist approach. This position relates to the belief that reality and meaning are 

constructed through complex processes of social interactions and that to understand this 

meaning a process of interpretation is required (Schwandt, 1998; Willig, 2013). The research 

question was formulated in line with this epistemological stance.  

 The aim of the major research project was to understand the lived experience of 

receiving and providing maternity care for autistic mothers. Therefore, a multiperspectival 

IPA approach was selected. IPA enables the researcher to explore the personal lived 

experiences of individuals and how they respond to and interpret these experiences (Smith et 

al, 2009). IPA is also interpretative and recognizes the role of the researcher engaging in a 

‘double hermeneutic’ of making sense of how individuals make sense of their experience 

(Smith et al., 2009). In this way, IPA gives voice to the concerns of participants while also 

contextualising and making sense of these concerns (Larkin et al., 2006).  

 Increasingly, qualitative research is exploring the lived experience of being autistic 

(DePape & Lindsay, 2016), however, there is limited research exploring the lived experience 

of the perinatal period for autistic women (McDonnell & De Lucia, 2021). Therefore, an IPA 

approach was warranted in order to give voice and make sense of the experience of maternity 

care for this population. Further, the ‘double empathy problem’ highlights the mutual 

misunderstandings that can occur between autistic participants and non-autistic researchers 

(Milton, 2012) and is often seen as a limitation to autism research (Howard et al., 2019). It 

has been suggested that IPA’s recognition of the ‘double hermeneutic’ and focus on 

reflexivity may be particularly suitable in autism research as these concepts lessen the impact 

of the ‘double empathy problem’ by actively considering the context of participant’s meaning 
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making and the researcher’s interpretation (Howard et al., 2019). Similarly, IPA’s 

foregrounding of individual experiences and focus on researcher reflexivity means research 

which utilises IPA methodology has been found to align well with participatory approaches 

to autism research (MacLeod, 2019).  

 Specifically, a multiperspectival IPA approach was chosen due to the apparent 

relational focus of the concept of ‘maternity care’ which necessarily includes a care giver and 

care recipient. Therefore, it was deemed important to consider the intersubjective, relational 

aspects of maternity care with an exploration of the meaning that is constructed “in between” 

(Larkin et al., 2019) autistic mothers and maternity care professionals. Multiperspectival 

designs appear to be increasingly common in understanding relationships between healthcare 

providers and patients (Borg Xuereb et al., 2015; Larkin et al., 2009). An advantage of 

multiperspectival designs is the capacity for greater inferential range when combining the 

viewpoints of two related groups regarding a specific phenomenon (Larkin et al., 2019). 

Idiography remains important within multiperspectival designs and, thus, careful 

consideration of how multiple perspectives relate to and impact one another is required, in 

order to avoid artificially implying consensus across perspectives (Larkin et al., 2019).   

Public and Patient Involvement  

 This major research project was also designed with consideration of guidelines for 

public and patient involvement (PPI) and participatory autism research. For some time, PPI 

has been an important and expected component of health-related research activity (Mockford 

et al., 2012). Public involvement in research has been defined as “research being carried out 

‘with’ or ‘by’ members of the public rather than ‘to’, ‘about’ or ‘for’ them” (INVOLVE, 

2012, p.6). A PPI model increases the value of studies for both researchers and the group 
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being studied and is associated with greater impact on healthcare services (Mockford et al., 

2012). 

 Traditionally, autism research was primarily carried out ‘on’ or ‘for’ autistic people 

without considering the important insider perspective of being an autistic person (Pellicano et 

al, 2014). However, in recent years there has been a significant shift towards autism research 

being codesigned and coproduced by the autism community (Fletcher-Watson et al., 2019; 

Nicolaidis et al., 2019; Pellicano & den Houting, 2021). Meaningful input from autistic 

people in autism research ensures the research produced is meeting the specific needs of this 

group and that any interventions developed as a result of research have greater clinical 

efficacy (Fletcher-Watson et al., 2019). 

  The current research was informed by a project advisory panel of autistic people, 

utilising a ‘consultation’ approach to PPI research (INVOLVE, 2012). A consultation model 

within PPI is “when you ask members of the public for their views and use these views to 

inform your decision making’ (INVOLVE, 2012, p.21). This usually takes the form of one-

off meetings around specific elements of a proposed project. The advisory panel of autistic 

people had previously contributed to research conducted by my research supervisor. This 

panel of people were approached and asked if they would be willing to contribute to the 

current project for which they would receive financial compensation. The panel consisted of 

five autistic women, all based in the UK, aged between 25 and 45. A brief online meeting 

was held in which I introduced myself and my research topic to the panel. At this stage, some 

participants commented on their experiences of motherhood and suggested topics that 

appeared important to include within an interview.  

 In Spring 2022, Google Forms was utilised to enable the advisory panel to provide 

feedback and comments on an initial draft of a semi-structured interview schedule. Members 
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of the panel highlighted difficulties with ambiguous wording of some questions and 

suggested that many autistic people would feel more comfortable if there were some prompts 

included, if it was made clear that there was no ‘right’ answer, and if questions were phrased 

as clearly and directly as possible. Importantly, in setting up this aspect of the PPI feedback, 

participants generally agreed that they would prefer to contribute by writing feedback rather 

than participating in an online, verbal meeting. This experience also informed the design of 

data collection methods within the current study, which were adapted to include the option to 

participate in a written interview. This provision was also informed by guidelines on 

inclusivity in autism research, which highlight that the provision of various modes of research 

participation maximises accessibility and the inclusion of autistic people with various 

strengths and needs (Nicolaidis et al., 2019).  

Sampling and Recruitment 

 Purposive sampling was utilised within the current study in order to ensure that 

participants all had experiences of receiving or providing maternity care for autistic mothers. 

Purposive sampling is in line with IPA’s objective to ensure a detailed examination of the 

lived experience of participants (Smith & Nizza, 2022). In recruiting both groups of 

participants, efforts were made to ensure two relatively homogenous samples of autistic 

mothers and maternity care professionals in order to ensure the research question and 

findings were as meaningful as possible. The primary criteria for assessing homogeneity was 

as follows; for autistic mothers, that they had an autism diagnosis and had experienced giving 

birth and, for maternity care professionals, that they had experience of delivering maternity 

care to autistic women.  

Recruitment of Autistic Mothers 

 No specialist services exist for autistic parents or autistic women in Ireland and there 

are significant challenges associated with accessing an autism assessment or diagnosis as an 
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adult (Huang et al., 2020). Therefore, the decision was made to utilise social media in order 

to ensure access to a wider geographical population. A post (Appendix L) was shared by 

members of the research team on Twitter and on Facebook groups related to autistic women, 

autistic parents, and parents of children on the autism spectrum. Initially, seven individuals 

contacted the primary researcher. Six agreed to participate in online interviews, however two 

eventually dropped out due to scheduling difficulties. Another participant agreed to 

participate in a written interview and was sent the interview questions, however declined to 

respond to follow up e-mails. Therefore, four autistic mothers participated in the study.  

Recruitment of Maternity Care Professionals 

 Approval was granted by the Local Information Governance Group of Cork 

University Maternity Hospital (CUMH) to recruit maternity care professionals through the 

maternity hospital. This process was supported by a field supervisor who worked as a clinical 

psychologist within the maternity hospital. A recruitment e-mail and information sheet 

(Appendix M) was sent to all staff at the hospital, encouraging interested maternity care 

professionals to contact the lead researcher. No staff from CUMH contacted the primary 

researcher. The challenges associated with accessing an autism assessment as an adult in 

Ireland mean it may be less likely that women in Ireland identify themselves as autistic 

within maternity services. There is limited data available regarding adult rates of autism, but 

one report has estimated that 1.5% of Irish school going children have an autism diagnosis 

(NCSE, 2016). Plausibly, the rates of diagnosis in adult females would be significantly lower, 

reducing the likelihood that MCPs in Ireland have provided care for autistic women.  

 Therefore, social media was again utilised to recruit maternity care professionals. A 

post (Appendix L) was shared on Twitter and on Facebook groups related to midwifery, 



CHAPTER FIVE: MRP METHODOLOGY 

 

127 

 

nursing, and obstetrics. This resulted in six midwives contacting the primary researcher. Four 

midwives returned signed informed consent forms and participated in individual interviews.  

Data Collection 

 In depth semi-structured interviews are the most common means of collecting the 

rich, detailed first-person accounts of experiences required for IPA (Smith & Nizza, 2022). 

Therefore, separate interview schedules were designed for autistic mothers and maternity care 

professionals (Appendix O). As noted above, feedback from the PPI panel was incorporated 

which resulted in the inclusion of prompts and an introductory paragraph designed to increase 

comfort for autistic participants. The schedule was also designed so that it could be utilised in 

a written interview via e-mail, with consideration of principles of inclusivity in autism 

research (Nicolaidis et al., 2019), ultimately this option was not chosen by any of the 

participants. The interview schedules were used as a guide in interviews, however, flexibility 

was important throughout interviews in responding to topics that were important for each 

individual participant and dealing with unexpected information that arose (Smith & Nizza, 

2022). All interviews were conducted online via Microsoft Teams. Participants varied in their 

preferences for having their cameras on or off, which did not appear to impact on the 

development of rapport or the quality of the information that was shared. 

Data Analysis  

 IPA analysis is an inductive, iterative process. Although the process of IPA analysis is 

flexible, the steps outlined by Smith and Nizza (2022) informed the analysis in the current 

study. The process of analysis was further informed by key papers on multiperspectival IPA 

by Larkin et al. (2019) and Rostill-Brookes et al. (2011). Steps one to four, outlined below, 

were completed eight times for each individual interview transcript. Step five, cross-case 

analysis was completed twice, once for the group of autistic mothers, and once for the group 
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of midwives. Step six was completed once in order to draw together the multiple perspectives 

of both groups.  

Step One: Reading and Exploratory Notes 

 The first step involved reading and re-reading each individual transcript while 

recording initial reactions to the text in one margin. I followed guidance from Smith et al. 

(2009) and differentiated between descriptive, linguistic, and conceptual notes. Descriptive 

notes summarized the elements of the transcript which structured the participant’s thoughts 

and experiences (Smith & Nizza, 2022). Linguistic notes pertained to the participants’ use of 

language and how this may relate to the participants’ meaning making. Therefore, long 

pauses, repetitions, laughter, and tone were commented on where relevant. Conceptual notes 

shift away from the explicit claims of participants and are more interpretative, often taking 

the form of questions. This process of note making is illustrated for a portion of one 

participant’s transcript in Appendix P. 

Step Two: Formulating Experiential Statements 

 This step involved capturing what was learned about the meaning of the experience to 

each participant in each portion of text and was developed from the exploratory notes that 

were taken in step one. Experiential statements are usually connected to a specific place 

within the transcript and combine the important aspects of participants’ experiences with the 

analyst’s understanding of that experience (Smith & Nizza, 2022). This is a reflective and 

time-consuming process, which is reviewed at various time points due to the iterative nature 

of the IPA process. A selection of experiential statements connected to the relevant segment 

of transcript is also contained in Appendix P.  
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Step Three: Finding Connections and Clustering Statements 

 Step two results in a long list of experiential statements for each interview transcript. 

Therefore, the next step is to refine and review these statements finding connections and 

patterns amongst them. To this end, I printed the experiential statements for each interview in 

order to visually group clusters of statements and to easily position and reposition individual 

statements. A subset of experiential statements and the resulting clusters is presented in 

Appendix Q.  

Step Four: Compiling the Table of Personal Experiential Statements  

 Once the clustering felt meaningful, I then converted the clusters into a table of 

personal experiential themes, where I named each cluster and included the identifying 

information for all the experiential statements. This process is illustrated in Appendix R in 

relation to the clusters presented in Appendix Q. 

Step Five: Cross-Case Analysis 

 This step involved looking at patterns and differences within groups and resulted in a 

new table of group experiential themes. This process involved examining together the table of 

personal experiential themes for each group member and identifying connections, patterns, 

and differences. An example of a group experiential theme is presented in Appendix S. 

Tables containing theme names are also presented for each group in Appendix T.  

Step Six: Between Group Analysis 

 The final step was multiperspectival analysis. This final step involved comparing and 

contrasting the two tables of group level experiential themes in order to identify patterns, 

divergences, and relationships across groups. This also involved reconsidering and renaming 
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themes in order to reflect the relationship between groups. The final multiperspectival table, 

which references group experiential themes, is presented in Appendix U.  

 Finally, it is important to note that although these steps were followed, the iterative 

nature of IPA meant there was a constant shifting between steps in order to best understand 

and illuminate the lived experiences of participants. Even in writing up the results, new 

understandings emerged, and gaps were identified. The process of IPA analysis also involved 

a continuous process of referring back to original transcripts to check that participants’ 

subjective, idiographic experiences were being reflected.  

Ethical Considerations 

 This research was designed and conducted with consideration of the Code of 

Professional Ethics established by the Psychological Society of Ireland (PSI, 2019). In 

designing my major project, I endeavoured to ensure it was in keeping with the ethical 

principles of respect for the rights and dignity of the person, competence, responsibility, and 

integrity (PSI, 2019).  

Informed Consent 

 Potential participants contacted the researcher following posts on social media 

(Appendix L) At this stage, participants were provided with an information sheet (Appendix 

M) detailing what participation would entail, the likely risks and benefits, the right to 

withdraw consent, the time limit for withdrawal of consent, and the procedures for audio 

recording, and data storage. Participants were given the opportunity to ask any questions 

prior to consenting to take part in the study. At the beginning of interviews participants were 

briefly reminded of this information and given a second opportunity to ask any questions.  
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Anonymity  

 Interview transcripts were anonymised to protect the identities of participants in the 

study. This involved omitting the names of people and places. Once transcripts had been 

transcribed and anonymised the original recordings were deleted. Each participant was 

assigned a pseudonym which was used during analysis, in discussion with supervisors, and in 

writing up the results of the study. 

Potential for Harm 

 Due to the potentially upsetting nature of the topic being explored, consideration was 

given to the possibility of participants experiencing emotional distress during interviews. 

Therefore, it was made clear to participants that they could choose not to answer particular 

questions, take breaks if they needed to, and could choose to end the interview at any time. 

Due to my role as a trainee clinical psychologist, I felt equipped to recognize and respond to 

emotional distress in participants. I remained attuned to participants' emotional states 

throughout interviews. At the end of each interview, I checked in with participants regarding 

their emotional state and thanked them for their participation. A list of available supports and 

services was prepared for participants in case they required additional support following 

interviews. No participants experienced emotional distress during interviews and there was 

no requirement to provide this list to participants.  

Ethical Approval  

 Ethical approval was granted by the UCC Clinical Psychology Research Ethics 

Committee (Appendix K).  Approval was also granted by the Local Information Governance 

Group of Cork University Maternity Hospital to recruit maternity care professionals through 

the maternity hospital. 
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Reflexivity  

 Reflexivity requires an awareness of the researcher’s own impact on the production of 

meaning within qualitative research (Willig, 2013). This process of acknowledging the 

intersubjective, interpretative nature of qualitative research and the impact of these factors on 

all stages of research design, data collection, and analysis enhances the trustworthiness and 

transparency of qualitative findings (Finlay, 2002).  

 Given the hermeneutic underpinnings of IPA research, researcher reflexivity is central 

to ensuring that the researcher’s interpretation is derived from participants’ subjective 

interpretations rather than being overtly influenced by the researcher’s prior knowledge and 

beliefs (Smith et al., 2009). Reflexivity is required within and throughout each stage of 

analysis within IPA (Engward & Goldspink, 2020). Therefore, in this section I acknowledge 

my subjective position in relation to participants and how this has been informed by my roles, 

values, and beliefs. I also describe the measures I employed to ensure reflexivity throughout 

the research process. 

Reflexive Statement 

 I am a white, Irish, female in her 30s. These demographic characteristics were shared 

by the majority of participants within the current study which may have influenced 

participants willingness to share their experiences with me and also influenced my 

interpretation of some of those experiences. I am currently in the final year of a Doctoral 

training programme in Clinical Psychology and have worked within the field of mental health 

for the past eight years. These experiences have shaped my values and beliefs and influenced 

the way in which I interact with individuals sharing their life experiences. Predominantly, this 

was an advantage in the research process as I felt I could attune to participants emotional 

states and use appropriate questioning to get at deeper interpretative meanings. At times, I 
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found it difficult to switch off my clinical thinking and reasoning as the format of individual 

one-to-one interviews was strikingly similar to the one-to-one therapeutic work which makes 

up a large part of my role as a trainee clinical psychologist. Therefore, it was necessary to 

consider how clinical concepts such as reflecting and paraphrasing could impact and shape 

participants responses.  

 I am not a mother and have not experienced pregnancy or childbirth, therefore, I did 

not have a personal experience of maternity care to draw on. I do hope to be a parent in the 

future, and I did recognise emotions such as worry and disappointment at the provision of 

maternity care which arose from this subjective position. After the research design and data 

collection phase of this project I began a clinical placement in the specialist perinatal mental 

health service within Cork University Maternity Hospital. This experience did give me 

additional insight into both the experiences of women in the perinatal period and the 

profession of midwifery.  Therefore, when analysing interview transcripts I was more likely 

to connect participants experiences with the experiences of clinical clients and midwifery 

colleagues. Therefore, as much as possible, I attempted to be explicit about these connections 

in supervision and in my reflexive journal. 

 It is also important to acknowledge my position as a non-autistic researcher. A 

primary motivation for carrying out this research was my experience of working with 

mothers and fathers who began to recognise their own autism traits as a result of their 

childrens’ diagnoses. I have also worked clinically with autistic young people and adults. 

Although I have clinical experience of working with people on the autism spectrum, I was 

careful to consider the preconceived knowledge and ideas this work had resulted in before 

undergoing this research. I also attempted to bring conscious awareness to the presence of the 
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'double empathy problem’ (Milton, 2012) and acknowledge how my position as a non-autistic 

researcher could influence my interpretations of autistic peoples’ experiences.  

Reflexive Process 

 Considering my epistemological position and writing a reflexive statement ensured 

that I developed and made explicit my awareness of how my own views, values, and beliefs 

could impact the interpretative process of IPA.  

 In order to ensure rigour throughout the research process reflexive journals are 

recommended as a central component of reflexivity in qualitative research (Bradbury-Jones, 

2007). Therefore, I used a reflexive journal at all stages of the research process. This process 

was helpful in bracketing and acknowledging my biases and expectations regarding autism, 

motherhood, pregnancy, maternity care and midwifery both before and in between individual 

interviews. My use of a reflexive journal also facilitated my awareness of when I was 

becoming overly clinical regarding participants’ experiences in a way which was more in line 

with formulation within clinical psychology rather than interpretation in qualitative research. 

Discussions with my research supervisors complemented my use of reflexive journalling and 

enabled me to test out my concerns regarding being overly clinical in my approach to 

analysis. 

 Alongside this process of reflexive journalling, I also made sure to carefully 

document my decision-making regarding research design and data analysis. I also asked my 

research supervisor to review a selection of my initial noting of transcripts and my 

descriptions of themes to ensure this process was not unduly impacted by my own beliefs, 

while still being interpretative. 
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Chapter Six: Discussion and Conclusion 

This chapter summarises the findings of the two studies described in this thesis and 

discusses the clinical implications of the research. The aim of this thesis was to explore the 

experiences of autistic adults accessing healthcare services, specifically mental health, and 

maternity services. 

Summary of Findings  

Mental Health Professionals’ Experiences of Adapting Mental Health Interventions for 

Autistic Adults 

 The systematic review in Chapter Two synthesised evidence from 13 qualitative 

studies on mental health professionals’ experiences of adapting mental health interventions 

(MHI) for autistic adults. Thematic synthesis highlighted that professionals view adapting 

MHI for autistic adults as a unique aspect of their work. Professionals described a strong 

awareness of the necessity for individual adaptations, based on the unique needs of individual 

autistic clients. This was in line with the preferences that have been identified by autistic 

adult mental health users and is reflected in NICE guidance (Brice et al., 2021; NICE, 2021). 

Similarly, the most frequently mentioned adaptations, which included: 

communication style, involving others, incorporation of special interests, focus on behaviour, 

adjustments to intervention pace, length, or duration, as well as environmental adaptations, 

were in line with adaptations which have been suggested by autistic people and professional 

guidance (Brice et al., 2021; Crane et al., 2019; NICE, 2021). As well as these findings which 

support previous research in the area, the thematic synthesis in this thesis contributed several 

novel findings. Professionals identified that they hold different expectations regarding the 

outcomes and evaluation of adapted MHI for autistic adults. Professionals highlighted that 
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standard methods of evaluating treatment outcomes may not be sufficient in identifying the 

impact of adapted MHI for autistic adults.  

 Findings from the systematic review also highlighted some unique challenges and 

facilitators experienced by professionals in adapting MHI for adults on the autism spectrum. 

Professionals’ attitudes to adapting MHI varied. Some professionals enjoyed adapting MHI 

and experienced this as a rewarding aspect of their work. Other professionals felt ambivalent 

or fearful regarding the work of adapting MHI for autistic adults. Therefore, attitudes held by 

professionals could act as either a barrier or facilitator to adapting MHI. This offers further 

explanation to the finding that autistic adults perceive therapists’ unwillingness to tailor MHI 

to be a significant barrier in accessing mental health treatment (Adams & Young, 2021). 

Findings here suggest that mental health professionals may be fearful or uncertain rather than 

‘unwilling’.  

 In relation to challenges identified by the thematic synthesis, professionals described 

how the complexity of autism, particularly the difficulty of discerning symptoms of mental 

health difficulties from autism characteristics, challenged their ability to appropriately adapt 

MHI for autistic clients. Professionals also described how limited resources such as a lack of 

autism training, the limited evidence base, and time and resource constraints, impacted their 

ability to use adapted MHI with autistic adults. Professionals also reported that their ability to 

flexibly adapt MHI for autistic adults was constrained by working within inflexible systems. 

Factors which facilitated professionals in using adapted MHI for autistic adults included a 

personal capacity to work flexibly, prior experience and understanding of autism, and the 

presence of supportive relationships, both with important others in their autistic clients lives 

and with other professionals. These factors, identified by mental health professionals, are in 

line with the model proposed by Nicolaidis et al. (2015) as a result of research exploring 
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autistic adults’ experiences with healthcare. This model proposed that a variety of patient, 

healthcare provider, and system level factors interact to determine the success of healthcare 

interactions (Nicolaidis et al., 2015). 

The Experience of Receiving and Providing Maternity Care for Autistic Mothers 

 In the major research project, both autistic mothers and midwives experienced 

challenges in making sense of how autistic people ‘fit’ within maternity services. Autistic 

mothers found the experience of maternity care overwhelming and struggled when their 

experiences did not match their expectations. Mothers and midwives both identified 

particular challenges for autistic women in navigating the physical space of maternity care. 

For example, autistic mothers felt environmental factors such as shared wards, bright lights, 

unfamiliar environments, and sounds, contributed to a sense of feeling powerless and out of 

control. This finding supports previous research on the sensory challenges experienced by 

autistic mothers during the perinatal period (Donovan, 2017; Gardner et al., 2016; Rogers et 

al., 2016; Hampton et al., 2021). Therefore, the environmental aspect of maternity care 

services can be seen as a key contributor to autistic mothers’ distress within maternity care. 

A novel feature of the current thesis was the exploration of midwives’ experiences of 

delivering maternity care for autistic mothers. From the midwives’ perspective, the physical 

environment was deemed to be unsatisfactory for all mothers. However, they recognised a 

particular emotional impact of environmental factors on autistic patients in their care. All 

midwives in this study had significant personal experience of autism and two had an autism 

diagnosis. However, they believed autism was an overlooked experience within maternity 

care and midwifery training. Due to their personal experiences, midwives advocated for their 

autistic patients and found this to be a rewarding aspect of their work. They also struggled 

with making sense of misperceptions and biases they observed from colleagues and felt these 
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biases had an impact on how autistic mothers are perceived and treated within maternity 

services. 

The caring relationship between mother and midwife was experienced as a valued 

component of maternity care by both autistic mothers and midwives. Autistic mothers 

described significant, positive impacts of person-centred caring relationships that developed 

during their maternity experiences. Similarly, midwives regarded ongoing relationships with 

autistic mothers as being significant in allowing them to identify specific challenges faced by 

mothers in their care. This supports findings from neurotypical mothers that the quality of 

relational support has a significant impact on mothers’ perceptions of perinatal care (Britton, 

2012). Therefore, this caring relationship is similarly important for autistic mothers, however, 

both groups identified specific challenges in establishing this relationship. Midwives in the 

current study identified that, from their perspective, some colleagues’ misperceptions of 

autistic mothers impacted on their ability to develop strong relationships with these women. 

Autistic mothers struggled to develop relationships when there was multiple MCPs involved 

in their care and had a strong preference for continuity of care with a small number of 

professionals. Importantly, a continuity of care model of maternity care is associated with 

improved outcomes and greater satisfaction with care for all mothers (Bradford et al., 2022; 

Perriman et al., 2018). Findings here suggest that this model of service would have 

additional, specific benefits for mothers on the autism spectrum. 

Further, both groups identified specific communication challenges that could 

contribute to difficulty building relationships within maternity care. Previous research has 

identified that, compared to non-autistic mothers, autistic mothers experience greater 

dissatisfaction in their communication with MCPs (Pohl et al., 2020). The findings from the 

current study offers further explanation as to how these communication challenges are 



CHAPTER SIX: THESIS DISCUSSION 

 

143 

 

experienced by both autistic mothers and midwives. Autistic mothers described difficulty in 

making their needs known to MCPs, they described a sense of feeling unheard by 

professionals and perceived communication from MCPs as being overly casual and 

dismissive. Similarly, midwives identified a sense that autistic mothers sometimes ‘shut 

down’ which contributed to difficulty in identifying their needs and forming relationships. 

Midwives within the current study felt, due to their personal understanding of autism, part of 

their role was to bridge the communication gap between autistic mothers and other MCPs.  

Findings from the major research project also identified the challenge of competing 

priorities for autistic mothers and midwives. Autistic mothers experienced significant and 

long-lasting impacts from the physical interventions of maternity care. Medical interactions 

were experienced as upsetting and traumatic by autistic mothers. This experience was 

recognised by both autistic midwives sampled, however, was not considered by the non-

autistic midwives in the sample. This lack of awareness could inadvertently contribute to the 

experience of trauma for autistic mothers within maternity care services (Watson et al., 

2021). Autistic mothers also expressed a desire for emotional care to form part of their 

maternity care and identified that there was little space for emotional expression within 

maternity services. Midwives felt constrained by competing demands within the system 

which impacted their ability to offer the additional time and care that was required for autistic 

mothers. This is in line with research exploring barriers to midwives addressing mental health 

concerns in the perinatal period (Higgins et al., 2018). 

 Mothers experienced limited power, autonomy, and choice in their maternity care. 

Research by O’ Brien et al. (2021) highlighted that trusting relationships between mothers 

and midwives have a significant influence on shared decision making. However, midwives 

here identified that autistic mothers who expressed a desire for altered care were often viewed 
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as ‘difficult’ by MCPs. This suggests that difficulties within the relationship contribute to a 

sense of limited choice and power for autistic mothers. Midwives within the current study 

also experienced limited power and choice in being able to adapt care for their autistic 

patients due to the dominant model of maternity care and perceptions from their maternity 

care colleagues. Both groups identified that midwifery led care may be a model of maternity 

care that is particularly suitable for autistic mothers. This is in line with research which found 

that midwifery-led models increase patient satisfaction with care (Sutcliffe et al., 2012). 

Although medical complications may exclude women from accessing a midwifery led model 

of maternity care, the philosophical and relational aspects of this model (Sutcliffe et al., 

2012) could be applied across contexts to benefit autistic mothers. 

Clinical Implications 

 Findings from both studies highlight limited autism awareness within generic 

healthcare services. This lack of awareness has the potential to cause harm by contributing to 

trauma in a maternity context (Beck, 2009) and by acting as a barrier to accessing mental 

health services (Adams & Young, 2021). Therefore, there is a need for additional awareness 

and training for healthcare professionals working with autistic adults. Additional training has 

been found to change non-autistic people’s perception of behaviours displayed by people on 

the autism spectrum, to reduce stigma, and increase positive attitudes towards autistic people 

(Gillespie-Lynch et al., 2015). Autistic people should be central in the provision of any such 

training, as this is associated with enhanced understanding of autism and a further reduction 

in stigma (Gillespie-Lynch et al., 2017).  

Results from the major research project, in particular, suggest that there is an 

important role for autistic healthcare professionals in contributing to colleague’s 

understanding of autism and in improving care for autistic patients. The autistic midwives 

sampled within the major research project, acted as advocates for their autistic patients and 
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described bridging the gap between colleagues and mothers on the autism spectrum. Autistic 

led peer support has been found to be particularly supportive in post-diagnostic support 

services (Crane et al., 2021). Findings, from this thesis imply that peer led support would also 

be beneficial in the context of maternity and, feasibly, mental health services. Little research 

exists exploring the rates of autism among healthcare professionals, however in one study of 

304 UK based GPs, 1% identified as autistic (Unigwe et al., 2017). As described elsewhere, 

greater support and understanding is required to enable autistic healthcare professionals to 

continue to offer benefit within healthcare services (Moore et al., 2020). Importantly, non-

autistic professionals in both studies did also advocate for their autistic clients and were 

attuned to their unique needs. Therefore, autism advocate or peer support roles should be 

formalised within maternity and mental health services.  

 Findings from both papers also highlight the necessity of flexibility from healthcare 

professionals and within healthcare services for autistic people. Much of how this need is 

described within the current thesis is in keeping with the concept of patient centred care, 

which was initially described as “understanding the patient as a unique human being” (Balint, 

1969). Seemingly, this need for flexibility is not specific to autistic healthcare service users, 

however, increased patient centred practice may offer particular advantage for autistic adults. 

As outlined throughout this thesis, autistic adults are more likely to struggle within healthcare 

services and so, healthcare which is patient centred, communicative, compassionate, and 

accommodating (Santana et al., 2017), is more likely to meet the needs of autistic adults. 

Therefore, clinicians should endeavour to adapt their practices based on the unique needs of 

individual autistic clients. An online healthcare toolkit has been developed to assist autistic 

adults in identifying the accommodations they require for accessing primary healthcare 

(Nicolaidis et al., 2016). This has been found to improve the self-efficacy of autistic adults in 

identifying and communicating their needs. Healthcare providers also found it helpful in 
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better understanding their autistic clients (Nicolaidis et al., 2016). Aspects of this toolkit 

could be utilised for maternity services or mental health services to facilitate open discussions 

regarding the unique needs of autistic adults in accessing these healthcare services.  

Notably, a systematic review of interventions to improve healthcare experiences in 

autism found that only 6.5% of 31 studies were organisation focused interventions (Walsh et 

al., 2021). However, findings from the current thesis suggests that systemic issues are a 

significant limiting factor in health care professionals’ ability to offer adapted care for autistic 

adults. A framework for patient centred care highlights the role of organisation level factors 

in creating a culture, workforce, and environment which facilitates the provision of patient 

centred care (Santana et al., 2017). Within both studies, professionals and autistic adults 

made a number of suggestions regarding environmental adaptations and flexible systems 

which would enhance services for autistic adults. Therefore, the views of autistic adults 

should inform service design and provision at an organisational level. Many of the 

adaptations suggested could be considered through the lens of ‘universal design’ (Milton et 

al., 2016). Such adaptations, including sensory considerations and relational support, would 

likely improve the healthcare experiences of all health service users, while offering specific 

additional benefit for autistic adults due to the specific sensory and communication 

challenges that have been identified throughout this thesis. 

Conclusion 

The aim of this thesis was to explore the experiences of autistic adults accessing 

healthcare services, specifically mental health, and maternity care. Both the systematic 

review and the major research project also considered the experience of healthcare 

professionals in providing care for autistic adults. A number of unique challenges and 

facilitators were identified in the provision of healthcare for adults on the autism spectrum. 
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This thesis contributes to research aimed at improving the healthcare experiences of autistic 

adults by highlighting the clinical implications of findings.   
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Y Y Y N Y Y N CT N N Y N N 

Have ethical issues been 

taken into consideration? 

CT Y Y CT Y Y CT Y CT Y Y Y Y 

Was the data analysis 

sufficiently rigorous? 

Y Y Y Y Y Y CT Y Y Y CT Y Y 

Is there a clear statement 

of findings? 

Y Y Y Y Y Y Y Y Y Y Y Y Y 

How valuable is the 

research? 

V V V V V V V V V V V V V 
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Appendix D: PRISMA Statement  

Section and 
Topic  

Item 
# 

Checklist item  
Location 
where item 
is reported  

TITLE   

Title  1 Identify the report as a systematic review. p.24 

ABSTRACT   

Abstract  2 See the PRISMA 2020 for Abstracts checklist.  

INTRODUCTION   

Rationale  3 Describe the rationale for the review in the context of existing knowledge. p.24-28 

Objectives  4 Provide an explicit statement of the objective(s) or question(s) the review addresses. p.29 

METHODS   

Eligibility criteria  5 Specify the inclusion and exclusion criteria for the review and how studies were grouped for the syntheses. p.30 

Information 
sources  

6 Specify all databases, registers, websites, organisations, reference lists and other sources searched or consulted to identify studies. Specify the 
date when each source was last searched or consulted. 

p.30 

Search strategy 7 Present the full search strategies for all databases, registers and websites, including any filters and limits used. Appendix E 

Selection process 8 Specify the methods used to decide whether a study met the inclusion criteria of the review, including how many reviewers screened each record 
and each report retrieved, whether they worked independently, and if applicable, details of automation tools used in the process. 

p.31 

Data collection 
process  

9 Specify the methods used to collect data from reports, including how many reviewers collected data from each report, whether they worked 
independently, any processes for obtaining or confirming data from study investigators, and if applicable, details of automation tools used in the 
process. 

p.31 & 
Chapter 3 

Data items  10a List and define all outcomes for which data were sought. Specify whether all results that were compatible with each outcome domain in each 
study were sought (e.g. for all measures, time points, analyses), and if not, the methods used to decide which results to collect. 

p.35-37 & 
Chapter 3  

10b List and define all other variables for which data were sought (e.g. participant and intervention characteristics, funding sources). Describe any 
assumptions made about any missing or unclear information. 

P.35 -37 & 
Chapter 3  

Study risk of bias 
assessment 

11 Specify the methods used to assess risk of bias in the included studies, including details of the tool(s) used, how many reviewers assessed each 
study and whether they worked independently, and if applicable, details of automation tools used in the process. 

p.33 & 
Chapter 3 

Effect measures  12 Specify for each outcome the effect measure(s) (e.g. risk ratio, mean difference) used in the synthesis or presentation of results. n/a 

Synthesis 
methods 

13a Describe the processes used to decide which studies were eligible for each synthesis (e.g. tabulating the study intervention characteristics and 
comparing against the planned groups for each synthesis (item #5)). 

n/a 

13b Describe any methods required to prepare the data for presentation or synthesis, such as handling of missing summary statistics, or data 
conversions. 

Chapter 3 
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Section and 
Topic  

Item 
# 

Checklist item  
Location 
where item 
is reported  

13c Describe any methods used to tabulate or visually display results of individual studies and syntheses. n/a 

13d Describe any methods used to synthesize results and provide a rationale for the choice(s). If meta-analysis was performed, describe the 
model(s), method(s) to identify the presence and extent of statistical heterogeneity, and software package(s) used. 

p.34 

13e Describe any methods used to explore possible causes of heterogeneity among study results (e.g. subgroup analysis, meta-regression). n/a 

13f Describe any sensitivity analyses conducted to assess robustness of the synthesized results. n/a 

Reporting bias 
assessment 

14 Describe any methods used to assess risk of bias due to missing results in a synthesis (arising from reporting biases). p.33 

Certainty 
assessment 

15 Describe any methods used to assess certainty (or confidence) in the body of evidence for an outcome. n/a 

RESULTS   

Study selection  16a Describe the results of the search and selection process, from the number of records identified in the search to the number of studies included in 
the review, ideally using a flow diagram. 

p.34 

16b Cite studies that might appear to meet the inclusion criteria, but which were excluded, and explain why they were excluded.  

Study 
characteristics  

17 Cite each included study and present its characteristics. p.35-37 

Risk of bias in 
studies  

18 Present assessments of risk of bias for each included study. Appendix C 

Results of 
individual studies  

19 For all outcomes, present, for each study: (a) summary statistics for each group (where appropriate) and (b) an effect estimate and its precision 
(e.g. confidence/credible interval), ideally using structured tables or plots. 

n/a 

Results of 
syntheses 

20a For each synthesis, briefly summarise the characteristics and risk of bias among contributing studies. n/a 

20b Present results of all statistical syntheses conducted. If meta-analysis was done, present for each the summary estimate and its precision (e.g. 
confidence/credible interval) and measures of statistical heterogeneity. If comparing groups, describe the direction of the effect. 

n/a 

20c Present results of all investigations of possible causes of heterogeneity among study results. n/a 

20d Present results of all sensitivity analyses conducted to assess the robustness of the synthesized results. n/a 

Reporting biases 21 Present assessments of risk of bias due to missing results (arising from reporting biases) for each synthesis assessed. n/a 

Certainty of 
evidence  

22 Present assessments of certainty (or confidence) in the body of evidence for each outcome assessed. n/a 

DISCUSSION   

Discussion  23a Provide a general interpretation of the results in the context of other evidence. p.47 - 49 

23b Discuss any limitations of the evidence included in the review. p.54 
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Section and 
Topic  

Item 
# 

Checklist item  
Location 
where item 
is reported  

23c Discuss any limitations of the review processes used. p.54 

23d Discuss implications of the results for practice, policy, and future research. p.52 - 53 

OTHER INFORMATION  

Registration and 
protocol 

24a Provide registration information for the review, including register name and registration number, or state that the review was not registered. p.29 

24b Indicate where the review protocol can be accessed, or state that a protocol was not prepared. p.29 

24c Describe and explain any amendments to information provided at registration or in the protocol. n/a 

Support 25 Describe sources of financial or non-financial support for the review, and the role of the funders or sponsors in the review. p.23 

Competing 
interests 

26 Declare any competing interests of review authors. p.23 

Availability of 
data, code and 
other materials 

27 Report which of the following are publicly available and where they can be found: template data collection forms; data extracted from included 
studies; data used for all analyses; analytic code; any other materials used in the review. 

Chapter 2 & 
3 
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Appendix E: Search Terms for Additional Databases  

 

Table. Search Terms for Databases excluding Web of Science 

Database Search Terms 

CINAHL ( (MH "Autistic Disorder") OR (MH "Asperger Syndrome") OR 

ASD ) AND ( Psychological therap* or psychological intervention* 

or therapy or CBT or DBT or EMDR or anxiet* or depress* OR 

mental health OR self harm OR suicide ) AND ( Mental health 

profess* OR psychologist* OR counsellor* OR psychotherapist* 

OR nurse* OR occupational therapist* OR psychiatrist* OR social 

worker ) 

 

PsycINFO AB ( (DE "Autism Spectrum Disorders" OR DE "Autistic Traits") ) 

AND AB ( Mental health profess* OR psychologist* OR 

counsellor* OR psychotherapist* OR nurse* OR occupational 

therapist* OR psychiatrist* OR social worker ) AND AB ( 

Psychological therap* or psychological intervention* or therapy or 

CBT or DBT or EMDR or anxiet* or depress* OR mental health 

OR self harm OR suicide ) 

 

PubMed (Mental health profess* OR psychologist* OR counsellor* OR 

psychotherapist* OR nurse* OR occupational therapist* OR 

psychiatrist* OR social worker) AND (Psychological therap* or 

psychological intervention* or therapy or CBT or DBT or EMDR 

or anxiet* or depress* OR mental health OR self harm OR 

suicid*)) AND (Autism or autism spectrum disorder or ASD or 

Asperger or pervasive developmental disorder) 

 

Scopus ( TITLE-ABS-KEY ( "psychological therap*"  OR  "psychological 

intervention*"  OR  therapy  OR  cbt  OR  dbt  OR  emdr  OR  

anxiet*  OR  depress*  OR  "mental health"  OR  "self harm"  OR  

"suicid* "  OR  "mental health service*"  OR  "mental health 

treatment*"  OR  "mental health intervention*" )  AND  TITLE-

ABS-KEY ( "autism spectrum disorder"  OR  " autism"  OR  

"asperger*" )  AND  TITLE-ABS-KEY ( "Mental health profess*"  

OR  psychologist*  OR  counsellor*  OR  psychotherapist*  OR  

nurse*  OR  "occupational therapist*"  OR  psychiatrist*  OR  

"social worker" ) ) 
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Appendix F: Systematic Review Data Extraction Tool  

 

Data Categories Data Extracted 

Bibliographic Information: Title, author, 

year, location 

 

Study Aims  

Study Design and Theoretical 

Background 

 

Data Collection Method  

Data Analysis Method  

Sample: Size, profession, years of 

experience, reported demographic 

information, recruitment strategy 

 

Intervention(s) Used in Study  

Characteristics of Intervention Recipients  

Key Themes  
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Appendix G: Example of Coding for Thematic Synthesis  
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Appendix H: Example of Descriptive Theme in Thematic Synthesis  

Descriptive Theme: Flexibility in Practice  

Quotes from Text Codes 

“I would say I have been more inclined to be quite inventive with people.” (P3008) (Ainsworth et al., 

2020, p.5) 

 

Creativity in approaches 

 

“And working at level of flexibility which is going to give them some 

movement in their life without asking too much of them.” (Participant 5) (Kinnaird et al., 2017, p.4) 

 

Flexibility in approach 

“Most clinicians described using a flexible therapeutic approach 

with awareness of recommended content and delivery” (Petty et al., 2021, p.5) 

 

Flexibility in approach 

“The flexibility in what could be used for the scale for the feelings chart was appreciated by coaches 

and allowed them to individualise the intervention based on the participant’s preference.” (Russell et 

al., 2019, p.59). 

 

Flexibility with materials 

“As I am talking about this I realise, oh I did that with one person and that other thing with one other 

person. I think it’s all about thinking ultra-flexibly.” (P4) (Siddell, 2022, p.6) 

Flexibility in approach 

Individual tailoring 

“Participant #2 identified listening with an open mind, spontaneity, and openness as essential 

supportive behaviors to achieve success. Open-mindedness was also emphasized by four participants” 

(Mitran, 2022, p.6) 

 

Open mindedness 

Creativity in approaches 

“it is important that clinicians are open-minded and flexible, that is being aware that there is a need to 

potentially adapt the structure, (Spain et al., 2017, p.17) 

Open mindedness 

 

Flexibility in approach  
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Appendix I: ENTREQ Statement 

No. Item Guide and Description Evidenced  

1 Aim State the research question the synthesis addresses p.30 
2 Synthesis 

methodology 

Identify the synthesis methodology or theoretical framework which underpins the synthesis, and describe the 

rationale for choice of methodology (e.g. meta-ethnography, thematic synthesis, critical interpretive synthesis, 

grounded theory synthesis, realist synthesis, meta-aggregation, meta-study, framework synthesis) 

p.33 

3 Approach to 

searching 

Indicate whether the search was pre-planned (comprehensive search strategies to seek all available studies) or 

iterative (to seek all available concepts until they theoretical saturation is achieved). 
p.31 

4 Inclusion criteria Specify the inclusion/exclusion criteria (e.g. in terms of population, language, year limits, type of publication, study 

type). 
p.31 

5 Data sources Describe the information sources used (e.g. electronic databases (MEDLINE, EMBASE, CINAHL, psycINFO, 

Econlit), grey literature databases (digital thesis, policy reports), relevant organisational websites, experts, 

information specialists, generic web searches (Google Scholar) hand searching, reference lists) and when the 

searches conducted; provide the rationale for using the data sources. 

p.31 

6 Electronic search 

strategy 

Describe the literature search (e.g. provide electronic search strategies with population terms, clinical or health topic 

terms, experiential or social phenomena related terms, filters for qualitative research, and search limits). 
p.31 

7 Study screening 

methods 

Describe the process of study screening and sifting (e.g. title, abstract and full text review, number of independent 

reviewers who screened studies). 
p.32 

8 Study 

characteristics 

Present the characteristics of the included studies (e.g. year of publication, country, population, number of 

participants, data collection, methodology, analysis, research questions). 
p.36 - 38 

9 Study selection 

results 

Identify the number of studies screened and provide reasons for study exclusion (e,g, for comprehensive searching, 

provide numbers of studies screened and reasons for exclusion indicated in a figure/flowchart; for iterative searching 

describe reasons for study exclusion and inclusion based on modifications t the research question and/or contribution 

to theory development). 

p.35 

10 Rationale for 

appraisal 

Describe the rationale and approach used to appraise the included studies or selected findings (e.g. assessment of 

conduct (validity and robustness), assessment of reporting (transparency), assessment of content and utility of the 

findings). 

p.34 

11 Appraisal items State the tools, frameworks and criteria used to appraise the studies or selected findings (e.g. Existing tools: CASP, 

QARI, COREQ, Mays and Pope [25]; reviewer developed tools; describe the domains assessed: research team, study 

design, data analysis and interpretations, reporting 

p.34 

12 Appraisal process Indicate whether the appraisal was conducted independently by more than one reviewer and if consensus was 

required. 
p.34 
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13 Appraisal results Present results of the quality assessment and indicate which articles, if any, were weighted/excluded based on the 

assessment and give the rationale. 
App A 

14 Data extraction Indicate which sections of the primary studies were analysed and how were the data extracted from the primary 

studies? (e.g. all text under the headings “results /conclusions” were extracted electronically and entered into a 

computer software). 

p.32 

15 Software State the computer software used, if any. p.32 
16 Number of 

reviewers 

Identify who was involved in coding and analysis. p.32 

17 Coding Describe the process for coding of data (e.g. line by line coding to search for concepts). p.33 
18 Study comparison Describe how were comparisons made within and across studies (e.g. subsequent studies were coded into pre-

existing concepts, and new concepts were created when deemed necessary). 
p.33 

19 Derivation of 

themes 

Explain whether the process of deriving the themes or constructs was inductive or deductive. p.33 

20 Quotations Provide quotations from the primary studies to illustrate themes/constructs, and identify whether the quotations were 

participant quotations of the author’s interpretation. 
Results 

21 Synthesis output  Present rich, compelling and useful results that go beyond a summary of the primary studies (e.g. new interpretation, 

models of evidence, conceptual models, analytical framework, development of a new theory or construct) 
Results 
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Appendix J: Publishing Guidelines for Autism Journal 

 

1. What do we publish? 

1.1 Aims & Scope 

Before submitting your manuscript to Autism, please ensure you have read the Aims & 

Scope. 

There is no need to submit a pre-submission enquiry to the journal, and in fact we discourage 

this as our scope is clearly stated at the link above. 

It is journal policy for all submitted manuscripts to be screened by an Editor who will decide 

whether to send the manuscript for review. In this screening process, Editors will focus on: 

• fit with the journal aims and scope, and listed Article Types (see below) 

• relevance to autistic people’s quality of life 

• justification of the research question 

• relevance and quality of the methods and analysis methods for the topic under 

study 

• validity of the conclusions in relation to the methods and findings 

• quality of the writing 

• potential for practical impact 

1.2 Article Types 

The Journal considers the following kinds of article for publication: 

Research Reports. Full papers describing new empirical findings. These papers may present 

quantitative and/or qualitative data. In each case, the methods should be carefully selected to 

address the research question being posed, with due justification being given for: needfulness 

of the research; relevance to autistic people’s quality of life; appropriateness of the sample 

size and diversity; quality of the methods; robustness of the analysis methods; validity of the 

conclusions. 

Fundamental or basic scientific discoveries can be considered for publication but need to 

make a convincing case for relevance to autistic people’s lives, especially if future 

implementation of the discovery is still far off. 

Research Reports are generally restricted to a maximum of 6,000 words, including all 

elements (title page, abstract [200 words maximum], notes, tables, text), but excluding 

references. Editors may ask authors to make certain cuts before sending the article out for 

review 

Before submitting a Research Report, please make sure to review the author guidelines, and 

especially section 2.8 for our reporting expectations. 

https://www.sagepub.com/journal/autism?_gl=1%2A1bkexn2%2A_ga%2ANTI3NjYxNjQ3LjE1OTY3OTQ4MTM.%2A_ga_60R758KFDG%2AMTY2ODE2MTA2My4yMC4xLjE2NjgxNjEzNTcuMC4wLjA.#aims-and-scope
https://www.sagepub.com/journal/autism?_gl=1%2A1bkexn2%2A_ga%2ANTI3NjYxNjQ3LjE1OTY3OTQ4MTM.%2A_ga_60R758KFDG%2AMTY2ODE2MTA2My4yMC4xLjE2NjgxNjEzNTcuMC4wLjA.#aims-and-scope
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Review Articles. General reviews that provide a synthesis of an area of autism research. 

These will normally be systematic but narrative and/or focused reviews can be considered if 

the authors make a convincing case for their ability to address a gap in knowledge. 

Review Articles are generally restricted to a maximum of 6,000 words, including all elements 

(title page, abstract [200 words maximum], notes, tables, text), but excluding references. 

Editors may ask authors to make certain cuts before sending the article out for review. 

Before submitting a Review, please make sure to review the author guidelines and especially 

section 2.8 for our reporting expectations. 

Short Reports. Brief papers restricted to a maximum of 2,000 words with no more than two 

tables and 15 references. The title should begin with ‘Short Report’. Short reports also report 

empirical findings from quantitative and / or qualitative data, but these may be preliminary, 

low-impact, or otherwise less substantial than a Research Report. Another reason to submit a 

Short Report is if your rationale, methods and findings are simple and neat. If your paper can 

be reported within the 2000 word limit we would encourage you to do so. 

Letters to the Editors. Readers' letters should address issues raised by articles published in 

our journal, or issues in the field of autism research more generally. The issues should be 

contextualised within the literature to permit readers to draw general conclusions. Letters 

might cover: discussions of existing debates in the literature, articulations of new or 

controversial ideas, comments on work published in our journal, theoretical perspectives, 

methodological or conceptual critiques, The decision to publish is made by the Editors, in 

order to ensure a timely appearance in print. Letters should be no more than 1000 words, with 

no tables and a maximum of 5 references. 

1.3 Writing your paper 

The SAGE Author Gateway has some general advice and on how to get published, plus links 

to further resources. 

1.3.1 Make your article discoverable 

When writing up your paper, think about how you can make it discoverable. The title, 

keywords and abstract are key to ensuring readers find your article through search engines 

such as Google. For information and guidance on how best to title your article, write your 

abstract and select your keywords, have a look at this page on the Gateway: How to Help 

Readers Find Your Article Online. 

Back to top 

2. Editorial policies 

2.1 Peer review policy 

Autism operates a strictly anonymous peer review process in which the reviewer’s name is 

withheld from the author and, the author’s name from the reviewer. The reviewer may at their 

own discretion opt to reveal their name to the author in their review but our standard practice 

https://www.sagepub.com/how-to-get-published
https://www.sagepub.com/help-readers-find-your-article
https://www.sagepub.com/help-readers-find-your-article
https://journals.sagepub.com/author-instructions/AUT#top
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is for both identities to remain concealed. Each new submission is carefully read by one of 

the Editors to decide whether it has a reasonable chance of getting published, consulting with 

other Editors if and when they feel it is necessary. Our Editors strive to make this initial 

review within two weeks after submission, so that authors do not have to wait long for a 

rejection. In some cases, feedback may also be provided on how to improve the manuscript, 

or what other journal would be more suitable. The criteria used by the Editors when 

determining what to reject or send for review as described 

here [https://journals.sagepub.com/author-instructions/aut#Aims-Scope]. Each manuscript 

which passes this initial screening, is sent out for peer review by at least two referees. All 

manuscripts are reviewed as rapidly as possible, and an editorial decision is generally reached 

within (e.g.) 6-8 weeks of submission. 

2.2 Authorship 

All parties who have made a substantive contribution to the article should be listed as authors. 

Principal authorship, authorship order, and other publication credits should be based on the 

relative scientific or professional contributions of the individuals involved, regardless of their 

status. A student is usually listed as principal author on any multiple-authored publication 

that substantially derives from the student’s dissertation or thesis. 

2.3 Acknowledgements 

All contributors who do not meet the criteria for authorship should be listed in an 

Acknowledgements section. Examples of those who might be acknowledged include a person 

who provided purely technical help, or a department chair who provided only general 

support. 

Please supply any personal acknowledgements separately to the main text to facilitate 

anonymous peer review. 

2.3.1 Third party submissions 

Where an individual who is not listed as an author submits a manuscript on behalf of the 

author(s), a statement must be included in the Acknowledgements section of the manuscript 

and in the accompanying cover letter. The statements must: 

•    Disclose this type of editorial assistance – including the individual’s name, 

company and level of input  

•    Identify any entities that paid for this assistance  

•    Confirm that the listed authors have authorized the submission of their manuscript 

via third party and approved any statements or declarations, e.g. conflicting interests, 

funding, etc. 

Where appropriate, SAGE reserves the right to deny consideration to manuscripts 

submitted by a third party rather than by the authors themselves. 

2.4 Funding 

https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fjournals.sagepub.com%2Fauthor-instructions%2Faut%23Aims-Scope&data=05%7C01%7Ckerry.barner%40sagepub.co.uk%7C4686128025e34992a73508db13f04f3e%7C866b3abd7515461abdb412b4a1857f04%7C0%7C0%7C638125695062124344%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=8XKmE42MFbh6W1Q%2Bkll3oRcBFRstwC6cZfsu6Le9ur8%3D&reserved=0
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Autism requires all authors to acknowledge their funding in a consistent fashion under a 

separate heading.  Please visit the Funding Acknowledgements page on the SAGE Journal 

Author Gateway to confirm the format of the acknowledgment text in the event of funding, or 

state that: This research received no specific grant from any funding agency in the public, 

commercial, or not-for-profit sectors. 

Important note: If you have any concerns that the provision of this information may 

compromise your anonymity, you should withhold this information until you submit your 

final accepted manuscript. 

2.4.1 National Institutes of Health (NIH) funded articles 

If you have received NIH funding for your research, please state this in your submission and 

if your paper is accepted by Autism an electronic version of the paper will automatically be 

sent to be indexed with the National Library of Medicine's PubMed Central as stipulated in 

the NIH policy. 

2.5 Declaration of conflicting interests 

Autism encourages authors to include a declaration of any conflicting interests and 

recommends you review the good practice guidelines on the SAGE Journal Author Gateway. 

In particular, for working reporting on the development or evaluation of interventions 

the ICJME Conflict of Interest form provides an excellent template for considering a range of 

potential sources of conflict, and this can be uploaded and submitted with your manuscript if 

relevant. 

Where an Editor of Autism is a lead or contributing author to a paper submitted to 

publication, the paper is always handled through the peer review process by another member 

of the Editor team and three reviews are obtained in each case. A statement is also published 

on each article where this occurs. 

2.6 Research ethics and patient consent 

Medical research involving human subjects must be conducted according to the World 

Medical Association Declaration of Helsinki 

Submitted manuscripts should conform to the ICMJE Recommendations for the Conduct, 

Reporting, Editing, and Publication of Scholarly Work in Medical Journals, and all papers 

reporting animal and/or human studies must state in the methods section that the relevant 

Ethics Committee or Institutional Review Board provided (or waived) approval. Please 

ensure that you have provided the full name and institution of the review committee, in 

addition to the approval number. 

For research articles, authors are also required to state in the methods section whether 

participants provided informed consent and whether the consent was written or verbal. 

Information on informed consent to report individual cases or case series should be included 

in the manuscript text. A statement is required regarding whether written informed consent 

https://www.sagepub.com/funding-acknowledgements
https://publicaccess.nih.gov/policy.html
http://www.icmje.org/conflicts-of-interest/
http://www.wma.net/en/30publications/10policies/b3/index.html
http://www.wma.net/en/30publications/10policies/b3/index.html
http://www.icmje.org/icmje-recommendations.pdf
http://www.icmje.org/icmje-recommendations.pdf
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for patient information and images to be published was provided by the patient(s) or a legally 

authorized representative. 

Please also refer to the ICMJE Recommendations for the Protection of Research Participants 

2.7 Clinical trials 

Autism conforms to the ICMJE requirement that clinical trials are registered in a WHO-

approved public trials registry at or before the time of first patient enrolment as a condition of 

consideration for publication. The trial registry name and URL, and registration number must 

be included at the end of the abstract. 

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 

http://www.icmje.org/recommendations/browse/roles-and-responsibilities/protection-of-research-participants.html
http://www.icmje.org/recommendations/browse/publishing-and-editorial-issues/clinical-trial-registration.html
http://www.equator-network.org/
http://www.consort-statement.org/downloads
http://www.equator-network.org/reporting-guidelines/prisma/
http://www.peneloperesearch.com/equatorwizard/
https://ies.ed.gov/ncee/wwc/Document/229
http://www.nlm.nih.gov/services/research_report_guide.html
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the required information nor an appropriate statement will be returned prior to consideration 

by the editors.  

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. 

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. 

https://www.bmj.com/campaign/patient-partnership
https://www.bmj.com/campaign/patient-partnership
https://journals.sagepub.com/pb-assets/cmscontent/AUT/Community-Involvement-Reporting-FAQ-1626698718.pdf
https://www.force11.org/group/fairgroup/fairprinciples
https://www.force11.org/group/fairgroup/fairprinciples
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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. 

Back to top 

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. 

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 

https://osf.io/
https://journals.sagepub.com/author-instructions/AUT#top
http://publicationethics.org/files/International%20standards_authors_for%20website_11_Nov_2011.pdf
https://www.sagepub.com/ethics-responsibility
https://www.sagepub.com/prior-publication
https://www.sagepub.com/prior-publication
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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. 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. 

Back to top 

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. 

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 

https://www.sagepub.com/contributor-agreement
https://www.sagepub.com/open-access-publishing-options
https://www.sagepub.com/journal-author-archiving-policies-and-re-use
https://www.sagepub.com/publishing-policies
https://journals.sagepub.com/author-instructions/AUT#top
http://www.apastyle.org/
http://www.apa.org/pubs/authors/new-author-guide.aspx
http://www.apa.org/pubs/authors/new-author-guide.aspx
http://www.apa.org/pubs/authors/
https://www.sagepub.com/manuscript-submission-guidelines
https://www.sagepub.com/supplementary-files-on-sage-journals-sj-guidelines-for-authors
https://www.sagepub.com/supplementary-files-on-sage-journals-sj-guidelines-for-authors
https://journals.sagepub.com/pb-assets/cmscontent/AUT/Autism-terminology-guidance-2021-1626860796.pdf
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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. 

Back to top 

5. Submitting your manuscript 

Autism is hosted on SAGE Track, a web based online submission and peer review system 

powered by ScholarOne™ Manuscripts. Visit http://mc.manuscriptcentral.com/autism to 

login and submit your article online. 

IMPORTANT: Please check whether you already have an account in the system before trying 

to create a new one. If you have reviewed or authored for the journal in the past year it is 

likely that you will have had an account created.  For further guidance on submitting your 

manuscript online please visit ScholarOne Online Help. 

5.1 ORCID 

As part of our commitment to ensuring an ethical, transparent and fair peer review 

process SAGE is a supporting member of ORCID, the Open Researcher and 

Contributor ID. ORCID provides a unique and persistent digital identifier that 

distinguishes researchers from every other researcher, even those who share the same 

name, and, through integration in key research workflows such as manuscript and grant 

submission, supports automated linkages between researchers and their professional 

activities, ensuring that their work is recognized. 

The collection of ORCID iDs from corresponding authors is now part of the 

submission process of this journal. If you already have an ORCID iD you will be asked 

to associate that to your submission during the online submission process. We also 

strongly encourage all co-authors to link their ORCID ID to their accounts in our 

online peer review platforms. It takes seconds to do: click the link when prompted, sign 

into your ORCID account and our systems are automatically updated. Your ORCID iD 

https://journals.sagepub.com/pb-assets/cmscontent/AUT/Language-Guidance-Race-and-Ethnicity-1626700251.pdf
https://journals.sagepub.com/pb-assets/cmscontent/AUT/Language-Guidance-Race-and-Ethnicity-1626700251.pdf
https://www.sagepub.com/sites/default/files/apa_style_november_2019.pdf
http://languageservices.sagepub.com/en/
https://journals.sagepub.com/author-instructions/AUT#top
http://mc.manuscriptcentral.com/autism
http://orcid.org/
http://orcid.org/
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will become part of your accepted publication’s metadata, making your work 

attributable to you and only you. Your ORCID iD is published with your article so that 

fellow researchers reading your work can link to your ORCID profile and from there 

link to your other publications. 

If you do not already have an ORCID iD please follow this link to create one or visit 

our ORCID homepage to learn more. 

5.2 Information required for completing your submission 

You will be asked to provide contact details and academic affiliations for all co-authors via 

the submission system and identify who is to be the corresponding author. These details must 

match what appears on your manuscript. At this stage please ensure you have included all the 

required statements and declarations and uploaded any additional supplementary files 

(including reporting guidelines where relevant). 

5.3 Lay Abstracts 

As part of your submission you will be asked to provide a lay abstract of your article. Lay 

abstracts are a brief (max 250 words) description of the paper that is easily understandable. 

These abstracts will be made widely available (to the general public, and particularly to 

autistic people and their families). As such, lay abstracts should avoid both technical 

terminology and the reporting of statistics. Examples of lay abstracts are provided in recent 

issues of the journal. 

  

Authors may consider the following questions when composing their lay abstract.  

a.    What is already known about the topic? 

b.    What this paper adds? 

c.    Implications for practice, research or policy 

Authors may also find the following resources helpful on this topic: 

• How to write a summary paragraph 

• Self Advocacy Resource and Technical Assistance Center (SARTAC): Plain 

Language 

• Center for Plain Langauage: Five steps to Plain Language  

 

 

 

 

 

 

https://orcid.org/register
https://www.sagepub.com/orcid
https://figshare.com/articles/How_to_write_a_summary_paragraph/9766730
https://selfadvocacyinfo.org/resource/plain-language/?fbclid=IwAR1FwNHqgGWKxTm7CjVd0eqefYtxXaMyiLzR7qem8Y44zNBaOul5tcWQAoc
https://selfadvocacyinfo.org/resource/plain-language/?fbclid=IwAR1FwNHqgGWKxTm7CjVd0eqefYtxXaMyiLzR7qem8Y44zNBaOul5tcWQAoc
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5.4 Permissions 

Please also ensure that you have obtained any necessary permission from copyright holders 

for reproducing any illustrations, tables, figures or lengthy quotations previously published 

elsewhere. For further information including guidance on fair dealing for criticism and 

review, please see the Copyright and Permissions page on the   

6. On acceptance and publication 

6.1 SAGE Production 

Your SAGE Production Editor will keep you informed as to your article’s progress 

throughout the production process. Proofs will be sent by PDF to the corresponding author 

and should be returned promptly.  Authors are reminded to check their proofs carefully to 

confirm that all author information, including names, affiliations, sequence and contact 

details are correct, and that Funding and Conflict of Interest statements, if any, are accurate. 

6.2 Online First publication 

Online First allows final articles (completed and approved articles awaiting assignment to a 

future issue) to be published online prior to their inclusion in a journal issue, which 

significantly reduces the lead time between submission and publication. Visit the SAGE 

Journals help page for more details, including how to cite Online First articles. 

6.3 Access to your published article 

SAGE provides authors with online access to their final article. 

6.4 Promoting your article 

Publication is not the end of the process! You can help disseminate your paper and ensure it 

is as widely read and cited as possible. The SAGE Author Gateway has numerous resources 

to help you promote your work. Visit the Promote Your Article page on the Gateway for tips 

and advice. 

Back to top 

7. Further information 

Any correspondence, queries or additional requests for information on the manuscript 

submission process should be sent to the Autism editorial office as follows: 

Katie Maras 

Department of Psychology 

University of Bath, UK 

Email: katiemaras.autism@gmail.com 

http://journals.sagepub.com/page/help/online-first
http://journals.sagepub.com/page/help/online-first
https://www.sagepub.com/promote-your-article
https://journals.sagepub.com/author-instructions/AUT#top
mailto:katiemaras.autism@gmail.com
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Appendix K: Letter of Ethical Approval 
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Appendix L: Social Media Recruitment 

Social Media Recruitment Post for Autistic Mothers 

 

Social Media Post for Maternity Care Professionals  
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Appendix M: Information Sheets 

Information Sheet for Autistic Mothers 

 
Information Sheet 

Understanding the Experiences of Maternity Care for People on the Autism Spectrum 

 

Thank you for considering participating in this research project. The purpose of this 

document is to explain to you what the work is about and what your participation would 

involve, so you can make an informed choice whether or not to take part. If after reading 

this document you are interested in being in the project, please email me at 

120224736@umail.ucc.ie.  

 

Purpose of the Study 

The purpose of this study is to understand autistic people’s experiences of receiving 

maternity care. Therefore, I am interviewing autistic people who have experienced 

maternity care to find out what it was like.  Your participation in this study will help us to 

understand how best to deliver maternity care for autistic people. 

 

Who can take part? 

If you have been diagnosed with autism, have given birth at any time, and are willing to 

discuss your experience of maternity care you can take part.  

 

When should I not take part? 

mailto:120224736@umail.ucc.ie
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If you are currently experiencing serious mental health difficulties requiring inpatient care, 

now may not be a good time to take part. 

What Participation Involves 

Participation will involve a one-to-one interview with the researcher, Laura Moore. This 

interview will explore topics related to your experiences of maternity care - you can see the 

questions in advance of the interview. The interview can take place in person or online, 

using voice, video, or text. Every effort will be made to ensure this is a comfortable 

experience for you. If we meet online, you will have the option to have your camera on or 

off, or to use text or email responses to my questions if preferred. What we discuss will be 

recorded. The interview will usually take 1 hour to complete.  

 

Do I have to take part? 

Participation in this study is completely voluntary. There is no obligation to participate, and 

you can refuse to answer specific questions or decide to withdraw from the interview at any 

time without giving a reason. Once the interview is finished, you can choose to withdraw 

your data at any time in the following two weeks by emailing me. 

 

What happens my information?  

The information you provide will be kept confidential and anonymous and will be available 

only to the researcher and the research supervisors. The only exception is where 

information is disclosed which indicates that there is a serious risk to you or to others, when 

I may need to share information with others to keep you or others safe. If that were the 

case, I would discuss this with you before I shared information. 

Once the interview is completed, the recording will immediately be transferred to a secure 

laptop and deleted from the recording device. Everything we discussed will be typed out by 

the researcher into a transcript, and all information that could identify a person (e.g. names, 

places) will be removed. Once this is done, the audio-recording will also be deleted and only 

the anonymized transcript will be saved. This will be stored on the University College Cork 
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OneDrive system and on the UCC computer storage system. This information will be stored 

for ten years. The consent form which you must sign will be stored separately from 

interview transcripts. 

The anonymized information you provide will form part of my Major Research Project for a 

Doctorate in Clinical Psychology, as well as possible research publications and/or conference 

presentations. Publications and presentations will use extracts from interviews but will 

never identify a particular individual.  

 

What are the possible risks of taking part?  

There is no intention to cause any distress to participants. However, some of the topics 

broached in the interview are of a sensitive and personal nature and could lead to 

emotional distress if you had a difficult time using maternity services. Should you wish to do 

so, you can choose not to answer questions, and you can withdraw from the interview at 

any time. You should only choose to take part if you feel you would like to discuss your 

experiences, and to do so would not be too upsetting for you.  

At the end of the interview, I will discuss with you how you found the experience and how 

you are feeling. Should you feel distressed by the interview, the contact details for support 

services that may be of assistance will be provided.  

Who can I contact for more information or if I have concerns about the study? 

If you have any queries about this research, you can contact me, Laura Moore, at 

120224736@umail.ucc.ie, or you can contact my supervisors, Dr Fionnuala Larkin: 

flarkin@ucc.ie and Dr Sarah Foley: sarah.foley@ucc.ie  

If you have a concern about how we have handled your personal data, you are entitled to 

raise this with the Data Protection Commission. https://www.dataprotection.ie/ 

Ethical Approval  

This study has obtained ethical approval from the UCC School of Applied Psychology Ethics 

Committee. 

If you have a complaint about how this research was conducted please contact in writing: 

mailto:120224736@umail.ucc.ie
mailto:flarkin@ucc.ie
mailto:sarah.foley@ucc.ie
https://www.dataprotection.ie/
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The Ethics Committee,  

School of Applied Psychology, 

University College Cork. 

 

Information Sheet for Maternity Care Professionals 
 

Information Sheet 

Understanding the Experiences of Receiving and Providing Maternity Care for People on the 
Autism Spectrum 

 

Thank you for considering participating in this research project. The purpose of this 

document is to explain to you what the work is about and what your participation would 

involve, to enable you to make an informed choice. If after reading this document you are 

interested in participating in this research you can contact me, Laura Moore, at 

120224736@umail.ucc.ie.  

 

Purpose of the Study 

The purpose of this study is to understand autistic people’s experiences of receiving 

maternity care and to explore the experiences of professionals delivering maternity care for 

autistic people. Therefore, I am conducting interviews with autistic people who have 

experienced maternity care and with maternity care professionals.  Your participation in this 

study would help develop the knowledge base in this area which may inform future 

developments in maternity care for autistic people. 

 

What Participation Involves 

Participation would involve a one-to-one interview with the researcher, Laura Moore. This 

interview will explore topics related to your experiences as a maternity care professional. 

mailto:120224736@umail.ucc.ie
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This interview can take place in person or online. The audio from the interview will be 

recorded. The interview will take 1 hour to complete.  

 

 

Do I have to take part? 

Participation in this study is completely voluntary. There is no obligation to participate, and 

should you choose to do so you can refuse to answer specific questions or decide to 

withdraw from the interview at any time. Once the interview has been concluded, you can 

choose to withdraw your data at any time in the subsequent two weeks. 

 

What happens my data?  

The information you provide will be kept confidential and anonymous and will be available 

only to the researcher and the research supervisor. The only exception is where information 

is disclosed which indicates that there is a serious risk to you or to others. 

Once the interview is completed, the recording will immediately be transferred to an 

encrypted laptop and wiped from the recording device. The interview will then be 

transcribed by the researcher, and all identifying information will be removed. Once this is 

done, the audio-recording will also be deleted and only the anonymized transcript will 

remain. This will be stored on the University College Cork OneDrive system and 

subsequently on the UCC server. The data will be stored for ten years. 

The anonymized information you provide will form part of my Major Research Project for a 

Doctorate in Clinical Psychology, as well as possible research publications and/or conference 

presentations.  

 

What are the possible risks of taking part?  

There is no intention to cause any distress to participants. However, some of the topics 

broached in the interview may be of a sensitive and personal nature and could lead to 

distress. Should you wish to do so, you can choose not to answer questions or to withdraw 

from the interview at any time.  
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At the end of the interview, I will discuss with you how you found the experience and how 

you are feeling. Should you experience distress arising from the interview, the contact 

details for support services that may be of assistance will be provided.  

 

 

 

 

Who can I contact for more information or if I have concerns about the study? 

 

If you have any queries about this research, you can contact me, Laura Moore, at 

120224736@umail.ucc.ie. 

Or you can contact my supervisors, Dr Fionnuala Larkin: flarkin@ucc.ie and Dr Sarah Foley: 

sarah.foley@ucc.ie  

If you have a concern about how we have handled your personal data, you are entitled to 

raise this with the Data Protection Commission. 

https://www.dataprotection.ie/ 

 

Ethical Approval  

This study has obtained ethical approval from the UCC School of Applied Psychology Ethics 

Committee. 

 

If you have a complaint about how this research was conducted please contact in writing: 

The Ethics Committee,  

School of Applied Psychology, 

University College Cork, 

Cork  

  

mailto:120224736@umail.ucc.ie
mailto:flarkin@ucc.ie
mailto:sarah.foley@ucc.ie
https://www.dataprotection.ie/
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Appendix N: Informed Consent 

Consent 

I agree to participate in this study. 

 

The purpose and nature of the study has been explained to me in writing. 

 

I am participating voluntarily. 

 

I give permission for my interview to be audio-recorded. 

 

I understand that I can withdraw from the interview, without repercussions, at any time, 

whether before it starts or while I am participating. 

 

I understand that I can withdraw permission to use the data within two weeks of the 

interview, in which case the material will be deleted. 

 

I understand that anonymity will be ensured in the write-up by disguising my identity. 

 

I understand that disguised extracts from my interview may be quoted in the thesis and any 

subsequent publications. 

 

 

 

Signed: 

 

Date: 
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Appendix O: Interview Schedules 

Semi-structured Interview Schedule for Mothers on the Autism Spectrum who have 

Experienced Maternity Care 
 

Introduction: Throughout this interview I am interested in understanding your personal, subjective 

experiences of being autistic, giving birth, and interactions with maternity care services. Questions are 

designed to be open ended as I am interested in hearing about what feels important to you. There are 

no right or wrong answers to these questions. Sometimes I will give additional prompts but this does 

not mean your answer needs to touch on every aspect I mention, only those which feel important or 

relevant to you.  

 

Demographic Information 

• Do you prefer identity first or person first language? [incorporate answer into wording of 

questions below] 

• Can you tell me how many children you have? 

• What ages are they? 

• What system of maternity care did you experience? 

Prompts: In which country, hospital/home birth…. 

 

Autism 

• Did you know you were autistic before giving birth? 

• Can you tell me how you learned you were autistic? 

• In what ways did discovering you are autistic impact you? 

• What factors influenced your decision to become a parent? 

• Did you consider autism in relation to becoming a parent? 

Possible prompts: societal views regarding autism, worries about 

challenges, perception of strengths 

• Did you feel it was important to disclose your autism diagnosis / possible diagnosis to 

any professionals during pregnancy/labour/post-natal period?  

• Were you able to disclose?  

Possible prompts: Opportunities to disclose? Comfort with disclosing? Concerns about 

disclosing? How was it received? Did it have any impact? 

• How did it feel to disclose/not disclose? 

 

 

Pregnancy and Labour 

• What did you think about becoming pregnant? What did it mean to you? 

• How did you feel emotionally?  

• Can you tell me about how you experienced pregnancy? 

Possible prompts: How did you feel? Access to information? Informal support? Formal 

support from healthcare staff/etc? Challenges? Are there any memories that are particularly 

strong when you think back to that time? 

• Do you think autism impacted or shaped your pregnancy in anyway? 

Possible prompts: Care received, midwife/obstetrician appointments. 

• Can you tell me about your experience of labour? Looking back, are there any stand out 

memories? How did you feel at the time, and is it different now? 

Possible prompts: How did you feel? Positives? Challenges? Were there any complications? 

Access to information/support? 

• Do you think that autism influenced your experience of labour? If so, how? 

 

Post-Natal 

• Can you tell me about your experiences in the immediate post-natal period, e.g. first two 
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weeks? 

Possible prompts: How did you feel? What was challenging? What went well? Do you feel 

you had access to supports/advice/information? 

• Can you tell me about your experiences in the post-natal period, after those first two weeks? 

Possible prompts: How did you feel? What was challenging? What went well? Access to 

supports/advice/information? 

 

Interactions with Professionals 

• At any stage, do you remember any noteworthy positive interactions with maternity care 

professionals?  

• Or individual professionals who stand out as having a positive impact? 

• How did you experience these positive interactions?  

• What did it mean? How did it feel? 

• At any stage, do you remember any noteworthy negative interactions with maternity care 

professionals?  

• Or individual professionals who stand out as having an unhelpful impact? 

• How did you experience these negative interactions? 

• What did it mean? How did it feel? 

• How did you find the experience of communicating your needs or your baby’s needs to 

professionals? 

• Did you require any mental health support during pregnancy or the postnatal period?  

• If so, did you receive this? Were you satisfied with it? 

 

Maternity Care 

• Were there elements of maternity care that felt unsuitable/unhelpful to you as an autistic 

person? 

• Do you have any thoughts on any adaptions to maternity care that would be helpful for 

autistic people? If maternity care was designed specifically for you, what would it look like? 

• Do you have anything else you feel is important to share in relation to your experience of 

maternity care as an autistic person? 

 

Semi-structured Interview Schedule for Maternity Care Professionals 
 Profession 

• What is your professional background? For how long have you worked in that profession? 

• For how long have you worked in maternity care specifically? What does working in this field 

mean to you? 

• What is your favourite part of your job?  What does this mean for you? 

• What is your least favourite/most challenging part of the job? How do you experience this 

part? 

 

Autism 

• How much knowledge/experience do you have with autism?  

Possible prompts: Education, professional training, professional experiences, personal 

experience 

• What does autism mean to you in relation to your work? Any thoughts or feelings that arise? 

• Do you have experience of autism in a maternity care setting specifically?  

Possible prompts: Specific experiences, training 

• Do any thoughts or feelings arise for you when considering delivering maternity care to 

autistic people? 

 

Interactions 
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• Have you/Would you feel comfortable asking patients if they have an autism diagnosis? How 

did you experience this?  

Possible prompts: Why? Why not? When would this typically happen? 

• Can you tell me about your experience of delivering care to people on the autism spectrum? 

Any differences compared to non-autistic patients? Challenges? Rewards? Adaptions to 

delivery of care? 

• Were there any communication differences or challenges? How did you experience this? 

• What was this experience like for you? How did it feel? 

• In general, how confident do you feel about delivering care to autistic people? 

Possible prompts: Confidence? Concerns?  

 

Maternity Care 

• Are there aspects of maternity care you believe to be helpful/positive for autistic people? Are 

there aspects that are unhelpful/negative? 

• Is there anything you feel would be necessary/helpful in improving your ability or confidence 

in providing maternity care for autistic people? 

• Is there anything else you feel is important to share in relation to this topic? 
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Appendix P: Sample Interview Transcript with Exploratory Notes and Experiential Statements 

Experiential Statements  Interview Exploratory Notes 

 
 
 
 
 
 

 
Making sense of births by 
comparing two experiences 
 
Felt continuity of care 
contributed to more positive 
second experience. 
 
 
 
Felt supported and sense of 
belonging from midwives. 
 
 
 
Felt able to name and ask for her 
needs to be met in second 
pregnancy. 
 
 
Traumatic impact of first birth 
shaped second experience. 

Interviewer: 

And was that with both with both your pregnancies?  

 Mother:  

No, my second couldn't have been further from that. No problem. He was 

a very easy baby. I had two midwives and I only saw those two midwives 

the entire time. Uhm, I did develop diabetes in pregnancy and the local 

hospital were adamant I couldn't have midwifery care, but my midwives 

fought for my case and said no she belongs with us. She needs like from 

the right ……from the get go, I told them exactly what I needed out of my 

care and said look, I can't settle for anything less because I can't go back 

through what I did before. Uhm, and they they listened to everything and 

yeah they would like even come in, they came to my house to do the 

 
Couldn’t have been further, 
emphasises difference between 
births 
Continuity of care in second 
pregnancy, impact of this? 
Diabetes in second pregnancy 
 
Midwifery care in second 
pregnancy, contribution to 
better expereience 
 
‘my midwives’, sense of 
closeness? 
Fought, midwives in her corner 
Sense of security/belonging from 
midwives 
Informed them of her needs, 
impact of first experience on 
second. 
Can’t settle, determined to 
shape care 
Highlights negative impact of 
first experience 
Felt listened to  
Impact of home care? 
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Care felt personal and she could 
build relationship with midwives 
 
 
 
Second labour experience was 
better than first. 
 
 
Positive impact of feeling looked 
out for. 
 
 
Self-advocated for care to meet 
own needs. 
 
 
 
Fear informed by first experience. 
 

appointment and it was a bit like what it used to be with midwifery care, it 

was very personal and they got to know you and everything about you and 

amm.. Even with the diabetes, that was really easy, it was only diet based. 

But even his labor was amazing compared to my eldest. So it it made a 

world of difference knowing I had someone sort of looking out for me as 

much as what I did….the other thing was I set myself up for that care in 

case I slipped back into postnatal depression. So I put in place the 

perinatal in like interviews and things like that with them just in case. And 

and because I was afraid so, to skip back, my first was also a very difficult 

labor. She was 38 hours and at the time I didn't know they put the 

epidural into the wrong spot on my nerves so it went down my leg… 

 
personal care, could develop 
relationship 
Diabetes was easily managed 
 
Compares labour experiences. 
World of difference, the extent 
of the positive impact of feeling 
cared for  
 
 
Self advocacy/self awareness 
contribution to care planning 
 
 
To skip back: fear in second 
pregnancy informed by first 
labour. Trauma? 
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 Interviewer: 

Oh, ok. And what impact did that have on your second pregnancy? 

Mother: 

I was very worried of that happening again, so it was either natural birth 

or section and I was like I'm not having any epidural, never no drip or 

nothing in between. And then again, the midwives fought for me to have 

that and which is really nice, 'cause the the obstetrician basically said I was 

being a wimp and needed to go and get checked out by the mental health 

team for being afraid of having a baby. I was like...I'm not afraid of having 

a baby anymore, I was like, I'm afraid of damaging my back even further. 

Yeah, it's I was……I was quite a bit more aware of my needs second time 

around, and I suppose that typical you've been through it once, therefore, 

you kind of expect, know what to deal with. 

 
 
 
 
 
Very worried 
Never/nothing in between. 
Adamant to have choice in 
experience.  
 
‘midwives fought for me’, felt 
supported by midwives 
 
Basically said…her interpretation 
that she was perceived as a 
wimp 
Mental health check advice 
perceived as judgement, could 
have been supportive? 
Miscommunication or 
misunderstanding between 
obstetrician & mother? 
 
 
Increased awareness and 
knowing what to expect helped. 

 

Worried about repeating first 
labour experience. 
Determined to have say in her 
own birth experience. 
 
Felt her care choices were 
supported by midwives. 
 
Felt judged as weak and mentally 
ill by obstetrician. 
 
Highlights potential for 
misunderstandings when 
communicating needs. 

 
 
Awareness and experience 
empowered her coping in second 
pregnancy. 

Note. Underlined exploratory notes are linguistic comments, italicized notes are conceptual comments, and regular text comments are descriptive notes.   
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Appendix Q: Subset of Experiential Statements and Example of Clustering Experiential Statements 

 

 

 

 

 

 

 

 

 

 

 

 

Subset of Experiential Statements from Transcript  

Felt supported and sense of belonging from midwives. 

Care felt personal and she could build relationship. 

Communication from MCPs perceived as overly casual. 

Positive impact of feeling looked out for. 

Determined to have say in her own birth experience. 

Appreciation for choice being facilitated during labour. 

Emotional impact of being denied choice. 

Lack of communication from professionals led to 

emotional distress. 

 

Example Clustering of Experiential Statements 

A 

Felt supported and sense of belonging from midwives. 

Care felt personal and she could build relationship. 

Positive impact of feeling looked out for. 

B 

Communication from MCPs perceived as overly casual. 

Lack of communication from professionals led to 

emotional distress. 

C 

Determined to have say in her own birth experience. 

Appreciation for choice being facilitated during labour. 

Emotional impact of being denied choice. 
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Appendix R: Section of Table of Personal Experiential Themes for Rebecca 

Themes Page Quotes 

Theme 1. Perception of person-centred care   
Felt supported and sense of belonging 13 the local hospital were adamant I couldn't have midwifery care, but my 

midwives fought for my case and said no she belongs with us. 
Care felt personal and contributed to relationship 13 it was very personal and they got to know you and everything about 

you 
Positive impact of feeling looked out for. 
 
 

14 it made a world of difference knowing I had someone sort of looking 
out for me as much as what I did. 

Theme 2. The impact of communication from 
professionals 

  

Communication from MCPs perceived as overly casual. 17 it turned out it was a mistake, but they literally went, Oh, we'll come 
back in a minute to talk about having her early and went again and I 
was just like what was going on. 

Lack of communication from professionals led to 
emotional distress. 
 

21 they did a sweep as well without consent and that kind of sent me 
through the roof. 

Theme 3. Choice in own maternity care   
Determined to have say in her own birth experience. 15 so it was either natural birth or section and I was like I'm not having 

any epidural, never no drip or nothing in between. 
Appreciation for choice being facilitated during labour. 47 there was a pool in there, there was a bed there was like fabrics 

hanging down so you could hang on to the fabrics, they had the balls 
like everything was there. If you wanted to use it, you didn't have to 
wait for someone to come round or bring a buzzer and say Oh emmm 
could I try doing this instead 

Emotional impact of being denied choice. 35 And he was outright telling me no to my face, and I remember leaving 
there in tears despite the fact that I'd argued really well against it. 
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Appendix S: Example of Group Experiential Theme for Autistic Mothers 

Group Experiential Theme 1: The Sensory Aspects of Maternity Care for Autistic Mothers 

1a. Navigating the Physical Space of Maternity Care 

Ellen a very profound effect that you know everything that the 
bright lights and the noises and it was, I mean, I don't take 
drugs, but I imagine when people talk about like having a 
really out of control trip experience with would be like that you 
know, almost an out of body experience, but my body was just 
completely spiralling in all my senses all the way through 
 

p.20 

Rebecca I said no, 'cause I will not get out of bed, I will not ring that 
buzzer if I need help I said because I'm very conscious of 
people I don't know being around me and stuff….but I 
physically could not bring myself to do it. 
 

p.19 

Jennifer if they can make adjustments for a person who's lost their legs 
then they should be able to make adjustment for a person who 
struggles with certain sounds and actively experiences physical 
pain for them. 
 

p.50 

Alice But that was a great transition, that was easy. And I was lucky 
in that I was in a room with just one other person......so it was 
quiet and easy..... 
 
 
 

p.14 
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1b. The Overwhelming Sensory Experience of Physical Interactions 

Ellen So he performed this the this smear and it's one of the most 
traumatic experiences of my life. The pain was excruciating 
and I had a really, really severe trauma response and I lay on 
the bed afterwards completely inconsolable for half an hour 
afterwards 
 

p.12 

Rebecca And then I do remember in labor they were stroking my feet 
like I cannot abide feet being looked at or touched and I ended 
up kicking the midwife out of pure instinct and they did a 
sweep as well without consent and that kind of sent me 
through the roof. 
 

p.17 

Jennifer I warned them I said like look I will flinch, it’s nothing to do 
with you, I just don't like people near me, so ideally I would 
want the induction- you in a different room and just throwing 
stuff at me. But I know that doesn't work 
 

p.25 

Alice I was quite pregnant at that point and she was like measuring 
and pushing my bump and it was, it was really…...not 
aggressive.....but like really, I would never imagine anybody in 
any circumstance would go pushing like I mean it was sore and 
I didn't know that was.......it really upset me for days 
afterwards 

p.12 

 

 



APPENDICES 

 

198 

 

Appendix T: Tables of Group Experiential Themes 

 

 

 

Group Experiential Themes for Autistic Mothers 

 
Theme 1. The challenge of maternity care for 
autistic mothers 
1a. Experience of care not matching expectations 
1b. Experiencing heightened emotions with no 
space for emotional expression  
1c. Navigating the physical space of maternity 
care 
 
Theme 2. Relational care within the maternity 
context 
2a. Overwhelming sensory experience of physical 
interactions 
2b. The importance of the caring relationship 
2c. Limited power and choice as a patient 
 
Theme 3. Communication within the caring 
relationship 
3a. Feeling unheard as an autistic mother within 
maternity care 
3b. The impact of communication from 
professionals 

Group Experiential Themes for Midwives 

 
Theme 1. Understanding autism within 
maternity care 
1a. Autism as an overlooked experience within 
maternity care 
1b. Navigating misperceptions within the 
profession 
1c. Impact of personal experience on 
understanding of autistic mothers 
 
Theme 2. Towards Person Centred Care 
2a. Establishing a caring relationship 
2b. Understanding communication challenges 
2c. Considering the sensory experience for 
autistic mothers 
 
Theme 3. The challenge of autism within 
maternity care 
3a. Competing demands on midwives within the 
health system 
3b. Concern over adapting care to meet needs of 
autistic mothers 
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Appendix U: Multiperspectival Between Group Themes 

Theme 1. The Challenge of Autism within 
Maternity Care  
 

Theme 2. Relational Care within the 
Maternity Context  

Theme 3. Competing Demands and Priorities within 
Maternity Care 

1a. Navigating the Physical Space of Maternity 
Care 

2a. The Importance of the Caring 
Relationship 

3a. How Choice is Experienced and Interpreted  
MO: Limited Power and Choice as a Patient 
MW: Concern over Adapting Care to Meet Needs of 
Autistic Mothers 
MW: Respecting Individual Differences (Navigating 
Misperceptions within the Profession) 
 
3b. Navigating Different Priorities  
MO: Experiencing Heightened Emotions with No 
Space for Expression 
MW: Competing Demands on Midwives within the 
Health System 
MO: Overwhelming Sensory Experience of Medical 
Interactions 

MO: Navigating the Physical Space of Maternity 
Care 

MO: Experiencing the Caring Relationship as 
Supportive 

MW: Considering the Sensory Experience for 
Autistic Mothers 
 

MW: The Experience of Establishing a Caring 
Relationship  

1b(i). Making Sense of Autism within Maternity 
Care 

2b. Communication within the Caring 
Relationship 

MW: Autism as an Overlooked Experience within 
Midwifery 

MO: Autistic Mothers Experience of Feeling 
Unheard 

MW: Navigating Misperceptions within the 
Profession 

MO: The Impact of Communication from 
Professionals on Autistic Mothers 

MW: Midwives Personal Experience of Autism 
Influencing Care 
 

MW: Midwives Understanding of 
Communication Challenges 

1b(ii). Making Sense of Maternity Care as an 
Autistic Mother  

 

MO: Experience not Matching Expectations  
MO: The Challenge of Understanding and 
Expressing own Care Needs  

 

   

 

 


