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The first chapter of this thesis is a systematic review of the literature exploring the experiences that 

are perceived as traumatic, and the resulting trauma-related symptomology, in autistic individuals. 

The narrative and thematic synthesis suggested that autistic individuals report perceiving a similar 

range of experiences to be traumatic, and experience similar trauma-related symptomology to the 

general population. Several potentially unique traumatic events and trauma-related symptoms 

were found. Additionally, differences were implied in the way that trauma presents in autistic 

adults compared with autistic children and individuals with co-occurring Intellectual disabilities. 

High quality research is needed to enrich understanding of trauma in autistic individuals from first-

hand perspectives. This chapter concludes with clinical implications and recommendations for 

future research. 

 

The second chapter of this thesis is a qualitative empirical study exploring the experiences of 

autistic adults who have engaged in psychological support for trauma-related symptoms. Individual 

semi-structured interviews were completed with eight participants, aged 30-50 years old. Interview 

transcripts were analysed using Interpretative Phenomenological Analysis, identifying four themes: 

‘Accessing support that fits my needs’, ‘Recognising trauma in autistic adults’, ‘Clinician 

understanding of the context of autism’ and ‘Not just doing therapy at me but working with me to 

do therapy’. The findings provided insight into the barriers experienced by autistic adults in 

accessing appropriate trauma-focused psychological support, the importance of clinician 

authenticity, and meaningful adaptations to therapeutic mechanisms. This chapter concludes with 

directions for future research and clinical implications for psychological support providers and 

clinicians in meeting the needs of this population.   
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Chapter 1 Exploring Traumatic Life Events and Trauma-

related Symptomology in Autistic Individuals: A 

Systematic Review of the Existing Literature 

This paper has been prepared in the format required for the Review Journal of Autism and 

Developmental Disorders. 

1.1 Abstract  

Autistic individuals have an elevated risk of experiencing potentially traumatic events and developing 

trauma-related symptomology, yet knowledge about these experiences in autistic people is lacking. 

This article provides a systematic review and narrative synthesis of the literature describing traumatic 

experiences and trauma-related symptomology in autistic individuals, with and without co-occurring 

Intellectual disabilities (ID). Twenty-nine studies, consisting of varied designs and methodology, met 

eligibility criteria. The findings suggested that autistic individuals report finding a similar range of 

experiences traumatic, and experience similar trauma-related symptomology to the general 

population. Several potentially unique traumatic events and trauma-related symptoms were 

reported, including exacerbation of autism-related behaviours in autistic children and autistic adults 

with ID. Future qualitative exploration is warranted to develop a clearer picture of trauma and trauma-

related symptoms in autistic people. High quality studies should explore mechanisms related to autism 

that may influence what experiences are perceived as traumatic and the resulting psychological 

sequelae. Implications for clinicians and researchers are discussed. 

1.1.1 Keywords 

Autism, trauma, Post-traumatic stress disorder, traumatic events, trauma symptoms 
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1.2 Introduction 

Autism spectrum disorder (ASD)1 is a neurodevelopmental condition characterised by difficulties in 

reciprocal social interaction, social communication and restricted and repetitive behaviours and 

interests (American Psychiatric Association, (APA) 2013).  Autistic individuals are at an increased risk 

of experiencing mental health problems compared with the general population (Hollocks et al., 2019). 

Much of the literature has focused on the occurrence of depression and anxiety in autistic individuals, 

whilst trauma-related symptomology has been relatively neglected by research. This is surprising, as 

the literature suggests that autism increases the risk of experiencing potentially traumatic events 

(Haruvi-Lamdan et al., 2018; Kerns et al., 2015; Rumball et al., 2020) and subsequent consequences 

of exposure to trauma, including post-traumatic stress disorder (PTSD) (Fuld, 2018; Kerns et al., 2015; 

Rumball, 2019). These risks are proposed to be elevated further for the estimated 45% of autistic 

individuals with co-occurring Intellectual disabilities (ID) (Kerns et al., 2015; Lai et al., 2014; Peterson 

et al., 2019). PTSD is defined as a sequelae to experiencing potentially traumatic events (i.e. exposure 

to death, threatened death, actual or threatened serious injury, or actual or threatened sexual 

violence), characterised by altered arousal, re-experiencing of trauma, avoidance, negative changes 

in cognition and mood and an impact on social and/or occupational functioning (The Diagnostic and 

Statistical Manual of Mental Disorders (DSM-5), Criterion A; APA, 2013) (Appendix A). PTSD is the most 

common chronic stress disorder reported in the general population (Haruvi-Lamdan et al., 2020); 

estimated to occur at an increased rate in autistic individuals (Rumball et al., 2020). PTSD in autistic 

individuals has been associated with suicidal ideation and actions, deficits in adaptive functioning and 

a reduced quality of life (Fuld, 2018; Kerns et al., 2015; Rumball, 2019; Storch et al., 2013). Therefore, 

a clear picture of the current evidence base and directions for future research is warranted.  

 

1 The author uses identity-first language purposefully from this point forward. Identity first language 

does not separate their experience of autism from who they are. Identity-first language is an 

accepted convention in the autistic community.                                                                                                                                                                     
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It is acknowledged that the DSM-5 comes from a medical, realist ontological stance, whilst this review 

is interested in the lived experiences of autistic individuals and thus, embodies a subjective, 

constructionist approach. However, clinicians frequently refer to the DSM-5 framework in making 

sense of trauma presentations. There are also doubts regarding the way that the clinical world 

perceives traumatised autistic individuals (Frueh et al., 2006). Therefore, this review attempts to 

merge the information about the causes and nature of trauma in autistic people following the DSM-5 

criteria (Appendix A), a framework familiar to clinicians, with autistic peoples lived experiences of 

trauma. The knowledge gleaned from this endeavour may help clinicians to formulate when presented 

with this population, facilitating autistic individuals to access appropriate trauma-focused support. 

Traumatic events in autistic people have been explored by several studies in recent years, with the 

majority employing small samples or individual cases. Difficulties associated with the core elements 

of autism may increase susceptibility to exposure to potentially traumatic events (Haruvi-Lamdan et 

al., 2018; Kerns et al., 2015; Rumball et al., 2020).  Predisposing factors have been suggested relating 

to the unique characteristics of sensation, perception, social awareness, cognition, and global 

understanding associated with autism (Lai et al., 2014). In autistic children, several factors have been 

proposed to increase suseptability to experiencing trauma and exacerbated emotional reactions to 

traumatic events, including social isolation, peer rejection, difficulties adopting socially appropriate 

behaviours, poor support network, emotional dysregulation and communication difficulties (Carter, 

2009; Estell et al., 2009; Kerns et al., 2015; Rotheram-Fuller et al., 2010; Rowley et al., 2012). 

Research has implied that autistic individuals may be at greater risk of perceiving experiences as 

traumatic outside of those defined as ‘Criterion A events’ (APA, 2013). Studies have proposed that this 

may be due to autism-related heightened stress reactivity and altered perceptual experiences (Brewin 

et al., 2019; Haruvi-Lamdan et al., 2018).  The incidence of bullying and social victimisation in autistic 

individuals has received considerable attention, with the literature suggesting an increased 

occurrence of these experiences and a greater likelihood of such events being perceived as traumatic, 

compared to the general population (Hoover, 2015; Maiano et al., 2016). Rumball et al., (2020) also 

identified a broad range of traumas as catalysts for self-reported PTSD symptoms in a sample of 

autistic adults. In this sample, the most prevalent DSM-5 traumas were sexual and physical abuse, 

whereas bullying, bereavement, and mental health ‘breakdowns’ were the most frequently reported 

non-DSM-5 traumas (Rumball et al., 2020).  Currently, research investigating the prevalence of other 
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traumatic experiences in autistic individuals is in its infancy. Consequently, the similarities and 

differences between the events that are experienced as traumatic by autistic adults and autistic 

children, with and without co-occurring ID, are unclear.  

 

Case reports and qualitative studies have documented descriptions of trauma-related symptoms in 

autistic individuals, mainly from the clinician perspective. Quantitative studies have also investigated 

the relationships between potentially traumatic events and trauma-related symptomology in this 

population. Increases in behaviours associated with autism following the incidence of trauma have 

been reported in both, autistic adults with ID, and autistic children (Kildahl et al., 2020; Mehtar & 

Mukaddes, 2011). Additionally, there is emerging evidence reporting that, for autistic individuals with 

severe ID, PTSD may manifest as behavioural re-enactments of the trauma and increased agitation, in 

line with trauma-related symptom presentation in typically developing (TD) youth (McCarthy et al., 

2017; Mevissen, et al., 2016). Furthermore, studies have proposed that autistic people may express 

symptoms of psychological distress in idiosyncratic ways, however, little is known regarding trauma-

related symptom presentation (Kildahl et al., 2020). 

 

This review aimed to explore the existing research into the types of events causing trauma and  

trauma-related symptomology in autistic people, to determine the current state of the evidence base, 

identify limitations and gaps in the literature, and propose recommendations regarding future 

research. Given the scarcity of studies exploring traumatic events and the resulting psychological 

sequelae in autistic individuals, studies of all designs featuring reports of individuals across the lifespan 

were considered relevant. As research has suggested that a broader range of experiences may be 

perceived as traumatic by autistic individuals (Brewin et al., 2019; Haruvi-Lamdan et al. 2018; Kerns et 

al., 2015), this review sought to include studies reporting diverse traumatic events and symptoms. 

This review addresses the questions: What life experiences are reported to be traumatising and result 

in trauma symptoms in autistic individuals? How do traumatic sequelae manifest in autistic 

individuals? Are there differences between the experiences of trauma and trauma-related 

symptomology experienced by autistic children and adults, with and without co-occurring ID? 
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1.3 Methodology  

The protocol for this review was registered on the PROSPERO register of systematic reviews 

(registration CRD42021218863). 

1.3.1  Search strategy 

The conduct and reporting of this review adhered to the general principles recommended by The 

Centre for Reviews and Dissemination (CRD, 2009). A systematic search of the literature was 

conducted on 26th November 2020. The search was rerun on 28th January 2021, prior to analysis, to 

ensure the systematic review reflected all available literature. After several scoping searches four 

electronic bibliographic databases were searched for relevant published and unpublished literature, 

from 1980 (the year PTSD formally entered the DSM-III; APA, 1980) until November 2020. These 

databases were PsychINFO via EBSCO, MEDLINE via EBSCO, Education Resources Information Center 

(ERIC) and Web of Science (core collection). The two databases hosted by EBSCO were searched using 

a ‘title’ and ‘abstract’ search. The Web of Science and ERIC databases were searched using a ‘topic’ 

search.  

The importance of including Grey literature in a systematic review search strategy has been 

acknowledged (Paez, 2017). Three grey literature databases were searched: PubMed, OpenGrey and 

The British Library. PubMed was searched using the search terms in a ‘title’ and ‘abstract’ search. 

OpenGrey and The British Library were searched using the key words ‘autism’, ‘PTSD’ and ‘traumatic 

experiences’. All searches were restricted to studies dated from 1980-2020. No language restrictions 

were imposed, and the bibliographic software RAYYAN (Ouzzani, 2016) was used to store and manage 

the results of this search. 

1.3.2 Search terms 

Searches were devised in collaboration with a librarian. The search terms were developed from three 

key words relevant to the systematic review questions, formulated using the SPIDER tool (Cooke et 

al., 2012). The SPIDER tool was utilised as this has been suggested to be an appropriate framework for 

systematic narrative reviews of qualitative literature (Methley et al., 2014). Table 1 depicts how the 

search terms were prepared for use on PsycINFO/MEDLINE. 
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Table 1. Search terms for PsycINFO/MEDLINE 

SPIDER tool Key words  

 

Sample 

 

Autism 

 

Autis* OR ASD OR Asperger* OR "Autism 
Spectrum Disorders" 

OR  

Phenomenon of interest PTSD  PTSD OR "post traumatic stress 
disorder*" OR "Posttraumatic Stress 
Disorder" OR "Complex PTSD" OR 
DESNOS 

Design and research type/ 
evaluation 

Traumatic experiences (traum* OR abus*) Near/2 (symptom* 
OR experienc*) OR event*) 

 

 

1.3.3 Inclusion and exclusion criteria 

This systematic review aimed to explore the life experiences of autistic individuals in terms of 

traumatic events and trauma sequelae, thus, the inclusion criteria reflected the key words identified 

by the SPIDER tool. To ensure included studies were relevant to the aim of the systematic review, 

factors for exclusion were also considered. Table 2 illustrates the generated eligibility criteria. 

Table 2. Eligibility criteria for the systematic review 

Inclusion criteria Exclusion criteria 
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• Formal diagnosis of ASD  

• Participants of any age 

• Study features discussion of PTSD/trauma 
events or PTSD/trauma 
presentation/symptomology  

• Case and group level studies  

• Qualitative or quantitative accounts of 
PTSD/trauma events or PTSD/trauma 
presentation/symptomology from autistic 
individuals or therapists/professionals and 
quantitative outcomes of measures of 
PTSD/trauma symptomology 

• Papers dated from 1980-2020 

• Published and grey literature 

• Papers containing original data 

• Study not focused on autistic individuals   

•  Diagnosis of ASD is unclear or not 
confirmed by a trained clinician 

• Study not focused on PTSD/traumatic 
experiences 

• Study focused on future experiences 

• Secondary data reviews 

• Audio files, books, and conference 
proceedings 

• No English version available. 

• Opinion only paper 

• Paper dated prior to 1980. 

1.3.4 Data selection 

Figure 1. presents the full data selection process using a Preferred Reporting Items for Systematic 

Reviews and Meta-Analyses flow diagram (PRISMA; Moher et al., 2009). 
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Figure 1. PRISMA diagram for the current review 

  

Initial electronic and hand searches were conducted and identified 1719 citations sourced from the 

databases: PsychINFO (n = 486), MEDLINE (n = 463), ERIC (n = 44) and Web of Science (n = 726). 

Searches of grey literature sources resulted in an additional 126 citations: PubMed (n = 2), OpenGrey 

(n = 98), and The British Library (n = 26). The reference lists of included full-text studies and relevant 

systematic reviews were examined for additional relevant literature. This resulted in the identification 

of two eligible full-text studies. Once duplicates were removed (n = 807) 1,042 unique citations 
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remained to be screened for inclusion by two reviewers (Figure 1). The titles and abstracts were 

assessed for their relevance to the review (stage 1 screening).  A total of 998 data items were excluded 

resulting in forty-four potential titles being retained. The full texts of the remaining forty-four titles 

were obtained. The relevance of each of the studies was assessed according to the inclusion criteria 

(table 2). After applying inclusion criteria to the forty-four full-text papers (stage 2 selection), fifteen 

citations were excluded. Of these studies, grounds for exclusion included failing to report on the 

correct population,  irrelevance to the phenonemon of interest and  review or opinion papers (figure 

1). 

Twenty nine full-text papers were found to meet the inclusion criteria for the review. Two reviewers 

independently screened all the titles, abstracts, and full-text papers to ensure consistency with the 

exclusion criteria. Any discrepancies were discussed and resolved by consensus. In cases where 

consensus could not be agreed (n = 2), a third reviewer determined if the data item should be included. 

1.3.5 Quality assessment  

The quality of the included articles was critically appraised using either the Critical Appraisal Skills 

Programme Qualitative Checklist (CASP, 2018) (Appendix D), a modified version of the Checklist for 

Case Reports  (The Joanna Briggs Institute, JBI, 2016) (Appendix E) or an adapted quality assessment 

tool, the Effective Public Health Practice Project quality assessment tool for quantitative studies 

(EPHPP; Thomas et al., 1999) (Appendix F), depending on study design. Several items from the EPHPP 

were omitted as they were not relevant to the current review questions. Two additional questions 

were added to the JBI to assess suitability for Thematic Analysis (TA) (Appendix E). A priori decision 

was made that studies would not be excluded from the review based on the outcomes of quality 

assessment, as there is currently little evidence to support excluding studies from qualitative 

systematic reviews based on their quality (Thomas & Harden, 2008). 

1.3.6 Data extraction 

Data relating to the study characteristics, (e.g. sample size, demographics, IQ, ASD diagnosis, and 

comorbidities), design, included measures and quality were extracted from the studies (Appendices A 

and B), alongside data pertaining to traumatic events (table 3), and trauma-related symptomology in 

autistic individuals (table 4). Extraction of data was completed by copying the relevant text from the 
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articles and pasting this into a data extraction document created on Microsoft Excel. When copying 

and pasting extracted data was not possible, data was entered manually into the Excel spreadsheet.  

1.3.7 Data synthesis 

The data extracted from the included studies was summarised using the descriptive and exploratory 

narrative synthesis approach. Narrative synthesis is suggested to be well suited to making sense of 

diverse studies featuring a range of research methods (Pino & Mortari 2014), thus, was appropriate 

for this review due to heterogeneity in the study designs. Relevant literature was collated by the 

review author and critically appraised, summarised and triangulated regarding the specific review 

questions (Petticrew & Roberts 2006). The aim of narrative synthesis is to enhance a body of 

knowledge rather than simply summarising research findings (Rodgers et al., 2009). Originally, it was 

intended to subject findings of this review to TA to determine recurring themes. However, this was 

only possible for the qualitative Interpretative Phenomenological Analysis (IPA) studies and three case 

reports as data richness was lacking in the remaining studies. For the six studies, the six steps of TA 

(Braun & Clarke, 2006) were employed: (1) extracted data were read repeatedly, (2) relevant units of 

meaning were identified, (3) all units were given descriptive codes, (4) codes were collated into 

themes, (5) themes were grouped under main themes, (6) themes were summarised descriptively 

under the thematic headings using narrative synthesis.  

1.4 Results 

1.4.1 Characteristics of included studies  

Each study was assigned a unique reference number (tables 3 and 4) and will be referred to by this 

number hereafter.  

1.4.2 Qualitative studies 

Three IPA papers (1, 2, 3) reported descriptions of traumatic events and trauma symptomology in 

autistic individuals by a total sample of twenty-three clinicians. Papers one and two (N = 18 clinician’s) 

reported on the same data set.  Paper three stated information about an autistic individual (male, late 

twenties) with mild ID, and studies one and two reported on individuals with mild, moderate, severe 
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and profound ID. All three papers reported information about adults and were conducted in Norway. 

Studies one and two featured informants from six hospitals in Norway who were employed in 

inpatient or outpatient mental health units supporting people with autism and ID. Paper three 

featured informants employed at a specialised psychiatric ward. For a full summary of demographic 

characteristics, see Appendix B. 

1.4.3 Case studies 

Twelve papers reported case studies outlining traumatic events and trauma symptomology in autistic 

individuals (four females; eight males). The autistic individuals were aged between 5 and ‘late 30’s’, 

with four papers reporting on adults (4, 11, 13, 15) and eight on children (5, 6, 7, 8, 9, 10, 12, 14). 

Seven papers referred to autistic individuals without co-occurring ID, one paper reported on an autistic 

individual with ‘borderline’ ID, and two papers reported on autistic people with mild ID. Two papers 

did not include information about intellectual functioning of the individual.  All but one case  (15), had 

been referred to clinical services for specialist assessment and/or treatment. The studies were 

conducted in a range of countries (United Kingdom (UK) (n = 4), United States of America (USA) (n = 

4), Canada (n = 2), Turkey (n = 1) and Germany (n = 1)) between 1993-2020. For a full summary of 

demographic characteristics, see Appendix B. 

1.4.4 Group studies 

A range of trauma measures were used across the studies (see appendix C). Nine studies reported on 

traumatic events (17, 18, 19, 22, 23, 25, 26, 27, 28) and thirteen studies reported on trauma-related 

symptomology (16, 17, 18, 19, 20, 21, 22, 24, 25, 26, 27, 28, 29), using questionnaires (n = 10), 

interviews (n = 1), online surveys (n = 1) and collation of existing medical records (n = 1). The studies 

employed diverse designs, including case-control (n = 6),  cohort (n = 3),  cross-sectional, within groups 

(n = 2), interview (n = 1) and one-time survey (n = 2).  Of these studies, six were designed to assess 

correlations between potentially traumatic life events and trauma-related symptoms in a purely 

autistic sample. Three studies compared traumatised vs non-traumatised autistic individuals, four 

compared autistic people and TD peers, and one compared association between brain function and 

childhood experiences in autistic and TD adults. A total of 2225 cases were reported across the 

fourteen included papers. Sample size varied from 12-1166, with a median of 30.5. The majority of 
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studies recruited children (n = 8), with only six studies including adults. Thirteen of the papers reported 

the gender of their samples, all of which consisted of both males and females. The highest proportion 

of females recruited was 61.9% (22). Studies were conducted in England (n = 1), France (n = 1), Italy 

(n = 1), Israel (n = 1), Japan (n = 1), The Netherlands (n = 1), Turkey (n = 1), and the USA (n = 1). Nine 

studies reported on autistic individuals without co-occurring ID.  One study (24) reported on 

individuals with a broad range of intellectual functioning (mild ID (7.2%), moderate ID (39.1%) and 

severe ID (26.1%)). Six studies reported on individuals with co-occurring ID but did not state the level 

of intellectual functioning, and five studies did not comment on the intellectual functioning of 

reported cases. For a full summary of demographic characteristics, see Appendix C. 

1.4.5 Quality assessment and risk of bias 

Risk of bias in individual studies was assessed systematically, prior to data extraction. The included 

studies had heterogeneous designs; most had small samples and the majority did not include a 

comparison group. Over half of the studies reviewed were case reports or qualitative studies, thus, 

were inherently limited in their ability to produce generalisable findings relevant to other autistic 

individuals. Despite this, numerous studies presented detailed descriptions of trauma presentation in 

autistic individuals, relevant to the review questions. The methodological quality of the case reports 

and qualitative studies is detailed in Appendices D and E. As expected, case reports varied in quality 

according to the JBI. Data richness was lacking in several of the case reports, thus, two additional 

questions (3a and 4a, appendix E) were added to the JBI to assist in determining whether individual 

studies were suitable for thematic analysis. Studies that met the standard for both additional 

questions were included in the qualitative synthesis.  Although the CASP does not offer scoring criteria 

for the overall assessment of the quality of a study, the included qualitative studies (1, 2, 3) met the 

standards of every question on the CASP, reflecting an overall high level of quality.  

The EPHPP was employed to assess the risk of bias in selection, study design, blinding and data 

collection across the fourteen quantitative studies. Details of individual study ratings are presented in 

Appendix F. Overall, the EPHPP indicated a ‘moderate’ global rating for one study (26) and ‘weak’ 

global ratings for the remaining 13 studies.  Only one study (28) was scored as ‘strong’ regarding 

selection bias, recruiting from a wide variety of sources and individuals across the autistic spectrum. 

Three studies received a ‘weak’ rating for selection bias (19, 20, 27), suggesting limits to the 
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generalisability of their findings beyond specific groups. As these samples were self-selecting, they 

likely represent autistic individuals who are motivated to participate in research and may have an 

agenda for doing so, for instance, opting to participate in a study about Applied Behavioural Analysis 

(ABA) due to a desire to express the issues they perceive with ABA interventions. Similarly, samples 

selected via clinic settings represent individuals who are specifically seeking treatment and may differ 

from other traumatised autistic people.  

There was large heterogeneity within the quantitative study designs. None of the studies adopted a 

‘gold standard’ randomised control trial design, however, this was anticipated as it is not possible to 

randomise people to trauma or autism groups. Numerous studies employed case-control and cohort 

study designs. Although a lack of randomisation may lead to bias when forming conclusions about the 

treatment within the cohort studies, this review did not focus on this data, and was interested 

specifically in the information pertaining to traumatic events and trauma-related symptomology. 

None of the studies stated whether participants were blinded to the purpose of the research. Although 

it is useful for participants to be blind to the purpose of the study, there are ethical issues regarding 

withholding information from autistic individuals. Research has suggested that honesty and 

transparency may be particularly important due to the difficulties autistic people experience in 

reading the intentions of other people (Fletcher-Watson et al., 2021). In terms of data collection, 

Cronbach’s alpha of between 0.79-0.94 were reported in studies that measured trauma using 

questionnaire measures (19, 22, 26). Seven other studies also utilised questionnaire measures of 

trauma but did not report details of the reliability or validity of the measures. Notably, none of the 

studies employed measures of trauma that have been validated for use with autistic individuals. 

Despite all except one quantitative study receiving a ‘weak’ quality rating, all the group studies were 

included in this review due to the inherent difficulties in doing research with this population leading 

to an absence of high quality studies reporting on traumatic events and/or traumatic symptomology 

(Helverschou et al., 2011). It is not possible to systematically review the main source of bias identified 

(i.e. the risk of studies not reporting all details of the traumatic events and/or trauma-related 

symptoms present). Many of the studies reported traumatic events and trauma-related 

symptomology using the DSM-5 framework (Appendix A). Therefore, less typical traumatic events and 

trauma-related symptoms are unlikely to have been reported. Potential issues of publication bias are 

also relevant. It is acknowledged that published case reports tend to report unusual cases, thus, this 
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may bias the current review findings of atypical descriptions. Regarding the quantitative studies, bias 

towards the publication of significant results is well documented (Mlinarić et al., 2017). Therefore, this 

review may have missed studies that did not find differences between autistic and NT populations, or 

research that did not report any significant correlations with trauma. 

1.4.6 Narrative synthesis  

1.4.6.1 Traumatic life experiences reported by autistic individuals 

The traumatic experiences of the samples were reported in all twenty-nine papers that met eligibility 

criteria for the review. The traumatic life experiences of autistic individuals reported across the 

literature to date are presented in Table 3; events have been organised according to DSM-5 traumatic 

events (Appendix A) and other traumatic events.  

1.4.6.1.1 DSM-5 Criterion A traumatic events 

A range of traumatic events were reported by autistic individuals, clinicians, and parents of autistic 

children within the studies, including witnessing and experiencing all forms of abuse. The most 

common traumatic events were experiencing physical abuse (reported in 19 studies), and sexual 

abuse/assault, (reported in 16 studies). A range of DSM-5 traumatic events were reported including 

earthquakes, fires, witnessing domestic violence, aversive medical procedures, witnessing harm to 

others and suicide or attempted suicide of a family member (table 3).   The least commonly reported  

events were war and bombings, and traffic accidents, cited in one  (1,2)  and two studies (9, 18), 

respectively. None of the studies reported experiences of repeated or extreme exposure to aversive 

details of traumatic events (in person or through work related electronic media); corresponding to 

DSM-5, Criterion A.4. There were no differences evident between the DSM-5 traumatic experiences 

reported by studies of children, and reports on adults. In consideration of disparities between the 

experiences reported by autistic individuals with and without ID, 81% of the studies reporting on 

autistic individuals with ID reported sexual abuse, compared with 55% of studies on autistic individuals 

without ID. However, this finding is tentative due to unclear and omitted details of sample intellectual 

functioning in numerous studies.  
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1.4.6.1.2 Other traumatic events experienced by autistic individuals 

 Seventeen of the studies highlighted traumatic events that are less commonly reported in the general 

population and not reflected in DSM-5 criterion A.  Bullying and social victimisation (including 

stigmatization, rejection and ostracism) were the most prevalent, reported in thirteen studies. Study 

17 suggested bullying and social victimisation to be widespread in their sample of autistic adults (with 

no intellectual impairment), with 60% reporting a negative social event as causing them the most 

distress of the traumatic events they discussed. In this study, exposure to negative social events was 

related to the incidence of PTSD. Five studies commented on the incidence of institutional abuse 

experienced at school (1, 2 ,5 ,20, 27), with study 20 documenting the emotional and behavioural 

impact of prolonged institutional abuse in a sample of autistic youth. Prolonged and multiple traumas 

relating to emotional abuse and neglect were also prevalent (1, 2, 6, 7, 8, 10, 13, 14, 16, 18, 20, 23, 

26), with 33% (n = 13) of children in study 26 and 12% (n = 11) of children in study 16 experiencing 

emotional abuse. Study 21 suggested a novel traumatic event in their investigation of the relationship 

between experiences of ABA interventions and trauma-related symptomology. Their findings 

indicated that 46% of the 460 ABA-exposed individuals met the DSM-5 diagnostic threshold for PTSD 

and were 86% more likely to meet PTSD criteria compared to autistic individuals who had not 

experienced ABA. Similarly, autistic adult respondents of a one-time survey (27) reported potentially 

unique traumatic events including a visit from a police officer, social difficulties, abandonment by 

mother/wife, psychological therapy and the ASD diagnostic process. Other distinctive traumatic 

events cited in the literature included the death of a pet, repeated physical coercion (inappropriate 

management of challenging behaviour), historical isolation, insufficient adaptation of the 

environment to autism challenges, and a sibling moving away from home. 
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Table 3. Trauma experiences reported in included studies 

Number 
of study 

First author (year) Trauma types  (DSM criterion A)  Trauma types (not easily classified by DSM 
criteria) 
 

1 Kildahl, Helverschou, 
Bakken & Oddli (2020)  

Sexual abuse (n = 15), violence (n = 14), rape (n = 4), death threats 
(n = 1), war and bombings (n = 2), witnessing violence (n = 1) 

Severe bullying (n = 3), institutional abuse (n= 
2),  neglect (n = 7) 

2 Kildahl, Helverschou, 
Bakken & Oddli(2020)  

Sexual abuse (n = 15), violence (n = 14), rape (n = 4), death threats 
(n = 1), war and bombings (n= 2), witnessing violence (n = 1) 

Severe bullying (n = 3), institutional abuse (n = 
2),  neglect (n = 7) sister moving away from 
home (n = 1), guinea pig dying (n = 1), 
inappropriate management of challenging 
behaviour (repeated physical coercion), 
surroundings not sufficiently adapted to 
autism challenges 

3 Kildahl, Helverschou & 
Oddli (2020)  

Sexual coercion by peer who also had ID - 

4 Carrigan & Allez 
(2017)  

Violent sexual assault - 

5 Cook et al. (1993) Physical abuse from school staff, witnessing physical abuse of peers 
at school 

- 

6 Fazel et al. (2020) Physical and sexual abuse Bullying and other peer related difficulties, 
historic experiences at school, emotional 
abuse and neglect 
 

7 Gerhardt & Smith 
(2020) 

Physical and verbal abuse, witnessing domestic violence Neglect by biological mother 
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Number 
of study 

First author (year) Trauma types  (DSM criterion A)  Trauma types (not easily classified by DSM 
criteria) 
 

8 Guest & Ohrt (2018) Physical abuse from birth, domestic violence from mother’s 
boyfriends, witnessing physical abuse of siblings 

Witnessing drug abuse at home, extreme 
parental neglect 

9 Ipci et al. (2017) Traffic accident, witnessing serious injury to grandmother - 

10 King & Desaulnier 
(2011) 

Physical and sexual assault by peers at summer camp Emotional abuse by peers at summer camp 

11 Kosatka & Ona (2014) Physical abuse by peers at school - 

12 Reese & Deutsch 
(2020)  

Acute sexual assault - 

13 Robinson (2018) - Historic isolation, stigmatization, rejection, 
chronic bullying 

14 Trelles Thorne et al. 
(2015) 

Physical abuse, exposure to domestic violence Early maternal neglect, emotional abuse 

15 Weiss & Lunsky (2010) Several sexual assaults during adolescence and adulthood - 

16 Brenner et al. (2018) Physical abuse (13%), sexual abuse (8%), both sexual and emotional 
abuse (1%), both physical and sexual abuse (1%),  both physical and 
emotional abuse (16%)   

Emotional abuse (12%) 

17 Haruvi-Lamdan et al. 
(2020) 

Physical violence Negative social events (e.g. bullying, 
ostracism) (most distressing event for 60% of 
sample), verbal violence 
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Number 
of study 

First author (year) Trauma types  (DSM criterion A)  Trauma types (not easily classified by DSM 
criteria) 
 

18 Hoch & Youssef (2020) Domestic violence, physical abuse, sexual assault, death, other 
accident, car accident, physical illness, community violence, fire, 
natural disaster, medical  
 

Emotional abuse, physical neglect 

19 Hoover & Romero 
(2019) 

Physical bullying Verbal bullying and teasing, victimization 

20 Howlin & Clements 
(1995) 

Physical abuse Emotional abuse, neglect, verbal abuse, 
exposed to punitive, negative, and abusive 
regime at school  
 

21 Kupferstein (2018) -  Exposure to Applied Behaviour Analysis 
intervention 

22 Lobregt-van Buuren et 
al. (2019) 

Physical abuse by parents (n = 3), witnessing violence between 
parents (n = 2), sexual assault by father (n = 1), sexual abuse by 
sister (n = 2), unexpected death of close relative (n = 3), suicide 
attempt by parent (n = 2), suicide attempt as child (n = 1), 
assault/rape (n = 2), adverse treatments in hospital during 
childhood (n = 1) 

Bullied at school/work (n = 11), emotional 
mismatch parents and child (n = 4), adultery 
(mother) (n = 1), experiencing crime (n = 2), 
jarring divorce parents/ partner (n = 2) 

23 McDonnell et al. 
(2019) 

All forms of abuse Physical neglect 

24 Mehtar & Mukaddes 
(2011) 

Witnessing or victim of an accident or disaster (n= 9), witnessing or 
victim of violence, physical or sexual abuse (n = 9), multiple traumas 
(n = 3) 

- 
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Number 
of study 

First author (year) Trauma types  (DSM criterion A)  Trauma types (not easily classified by DSM 
criteria) 
 

25 Okazaki et al. (2020) Sexual abuse - 

26 Paul et al. (2018) Robbery (10.3%), personal theft (23.1%), assault with weapon 
(23.1%), assault without weapon (56.4%), attempted assault (38.5%), 
bias attack (30.8%), physical abuse by caregiver (7.7%), gang or group 
assault  (10.3%), peer or sibling assault (66.7%), nonsexual genital 
assault (5.1%), dating violence (2.6%), sexual assault by known adult  
(2.6%), flashing/sexual exposure (2.6%), witness to domestic 
violence  (2.6%), witness to parent assault of sibling (5.1%), witness 
to assault with weapon (12.8%), witness to assault without weapon  
(28.2%), burglary of family household (15.4%), murder of family 
member or friend (5.1%) 

Vandalism (25.6%), psychological/emotional 
abuse (33.3%), neglect (2.6%), bullying 
(46.2%), emotional bullying (59%), verbal 
sexual harassment (7.7%) 

27 Rumball et al. (2020) Injury of family member (n = 1), own violence to others (n = 1), own 
illness (n = 2), sexual abuse (n = 11), suicide attempt (n = 1), threat to 
life from other individual (n = 3), learning of /witnessing sexual abuse 
of another individual (n = 1), serious injury to another individual (n = 
3), suicide attempt of close friend/family member (n = 2), sudden 
death of close friend/family member (n = 2), abduction (n = 1), 
serious injury (n = 1), physical abuse (n = 8) 

Police visit to house (n = 1), social difficulties (n 
= 3), death of pet (n = 1), abandonment 
mother/wife (n = 3), psychological therapy (n = 
1), bullying (n = 6), bereavement (n = 5), 
parents divorce (n = 1), ASD diagnostic process 
(n = 1), vomiting (n = 1), own mental health (n 
= 5), mental health family (n = 1), boarding 
school (n = 1) 

28 Taylor & Gotham 
(2016) 

 Death of someone close due to serious accident, injury, or illness (n 
= 5),  serious accident, injury, or illness of someone close that was life 
threatening or caused long-term disability (n = 5), serious accident, 
injury, or life-threatening illness of close other (n= 1), family member 

Parental divorce or separation (n = 3), 
someone at home not having a job for a long 
time when he/she wanted to be working (n = 
1),  bullied by his/her peers to such an extent 
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Number 
of study 

First author (year) Trauma types  (DSM criterion A)  Trauma types (not easily classified by DSM 
criteria) 
 

being sexually, physically, or emotionally abused (n = 3),  family being 
in a major fire, flood, earthquake, or other natural disaster (n = 2),  
substance abuse of someone in the home (n = 2), assault or mugging 
of someone in the home (n = 2),   loss of  home because of a natural 
disaster (n = 2),   time spent living in an orphanage, foster home, or 
group home (n = 1),  close other shot or threatened with another 
weapon (n = 1), suicide of close other (n = 1), suicide of someone in 
the home (n = 2),  witnessing someone in the home being sexually, 
physically, or emotionally abused (n = 2)  

that he/she had to go to the doctor or 
considered changing schools (n = 5), someone 
in the home being sent away or kicked out of 
the house because he/she did something 
wrong (n = 3) , forced to live apart from one or 
both parents (n = 4) 

29 Valenti et al. (2012) Earthquake - 

Key: - = not reported in study 
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1.4.6.2 Trauma-related symptoms reported by autistic individuals 

Twenty-one papers (all qualitative studies, ten case studies and eight group studies) were eligible for 

inclusion in the trauma-related symptomology synthesis. Data extracted from individual studies are 

illustrated in table 4; symptoms have been organised according to DSM-5 symptom groups (Appendix 

A) and symptoms not easily classified by the DSM-5.  

1.4.6.2.1 DSM-5 Trauma-related symptomology in autistic individuals 

Diverse trauma-related symptoms were reported across the studies, fitting with the DSM-5 criteria 

(Appendix A). Fourteen studies reported DSM criterion (B) Re-experiencing symptoms. Re-experiecing 

was described as co-occurring abrupt changes to alertness and responsivity (1, 2), verbal and 

behavioral reenactment (1, 2, 4), anxiety and agitation in response to symbolic events (5, 14, 20), 

nightmares (4, 7, 8, 14), flashbacks (4, 5, 6, 8, 16, 26) and intrusive thoughts (15).  Several studies 

provided qualitative descriptions such as ‘watching a video’ (4) and ‘intrusive recollections of the 

events, “as clear as when it happened”  (15). Only seven studies described DSM criterion (C) Avoidance 

symptoms (1, 3, 4, 5, 10, 11, 20, 26). Avoidance was expressed as avoidance of  people or places 

associated with the traumatic event (1, 4, 11, 26, 20),  distress and attempted escape when coming in 

to contact with a reminder of the event (11) and global avoidance (1, 3, 4).  Fourteen studies reported 

DSM criterion (D) Negativism symptoms. Of these studies, the most prevalent symptoms mentioned 

were sadness (1, 3, 7, 11. 14, 16, 20, 26), guilt and shame (1, 3, 4, 28). DSM Criterion (E) Arousal 

symptoms were the most frequently discussed, reported in eighteen studies. Arousal symptoms were 

conceptualised as hypervigilance (2, 3, 4, 5, 8, 9, 11, 26), anger and aggression (1, 3, 4, 5, 6, 8, 9, 10, 

14, 20, 23, 24), tension and alertness (1, 2, 3, 4, 26),  irritability (1, 3, 4, 14, 16, 26),  restlessness (1, 

24), attentional changes (4, 7, 23, 24, 26), self-injurious behaviours (1, 14, 20), and sleep disturbances 

(1, 3, 4, 5, 10, 11, 14, 20, 24, 26). There were no notable differences in these symptom groups between 

studies reporting on children and studies of adults, with and without co-occurring ID. Study 17 

administered questionnaires investigating potentially traumatic events and PTSD symptoms relating 

to participants’ most distressing event. The results demonstrated higher PTSD rates, re-experiencing, 

and psychological arousal (female only) for the autistic adults compared with a TD group.  
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1.4.6.2.2 Other trauma-related symptomology in autistic individuals 

Fifteen of the studies reported trauma-related symptoms that are not easily classified by the DSM-5 

criteria. A number of symptoms were reported specifically in relation to children and adults with ID. 

Exacerbation of behaviours associated with autism was prevalent following traumatic experiences, 

cited in six studies. Studies reported increases in stereotypic movements (odd posturing, rocking, and 

motor mannerisms) (2, 5, 10, 24) and deterioration in speech and nonverbal communication (2, 10, 

24, 29). Functional skills were also reported to be affected in autistic children, including loss of daily 

living skills (29), difficulties in social relationships (7, 20, 24), increased focus on restricted or intense 

interests (24), and increased ritualistic behaviours (24).  

Alongside specific interactions with autism, somatic complaints such as generalised pain, stomach 

aches, lethargy and headaches were also discussed (16, 2, 26). Less common symptoms included 

selective mutism (9), tics (8), eating disorders (26), significant weight loss (5), psychotic symptoms (6, 

10), and sudden aggression or self-injury (1, 2, 6). Unusual sexual preoccupations were also mentioned 

following the incidence of sexual abuse (3). 

The studies reporting on autistic children highlighted developmental regression following traumatic 

experiences. This included  fear of the dark, changes in voice, enuresis, resumption of thumb sucking 

and parental separation anxiety (5, 9, 14, 26). None of the studies reporting on autistic adults (without 

co-occurring ID) included descriptions of trauma-related symptoms that were not easily classified by 

the DSM-5. In a neurological study (25),  the associations between childhood experiences and event-

related potential components during the auditory odd-ball task were investigated. Findings indicated 

that in autistic adults the higher the severity of sexual abuse, the larger the amplitude of P300 at Fz, 

Cz, C3, and C4. This effect was not evident at Fz and C4 for the TD group, suggesting differences in the 

impact of sexual abuse on brain function between autistic and TD adults. 
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Table 4. Trauma-related symptomology reported in included studies 

Number of 
study 

First author 
(year) 

 DSM criterion (B) 
Re-experiencing  

 DSM criterion (C) 
Avoidance  

DSM criterion (D) 
Negativism  

DSM criterion (E) 
Arousal  

Not easily 
classified 

1 Kildahl, 
Helverschou, 
Bakken & 
Oddli (2020)    

Co-occurring 
abrupt changes to 
alertness and 
responsivity,  
verbal and 
behavioral 
reenactment 

Specific avoidance 
of trauma 
triggers,unspecific 
or global 
avoidance, lack of 
planned avoidance 

Fundamental 
insecurity in other 
people, sadness 
and hopelessness, 
guilt and shame, 
loss of positive 
feelings and 
vitality, negative 
self-image 

Irritability and 
anger, tension, 
difficulties 
relaxing,  reduced 
tolerance for 
discomfort and 
frustration, visibly 
alert, tense and 
anxious, restless 
and unable to 
calm down, sleep 
disturbances, 
reactive 
aggressive and 
self-injurious 
behaviors 

Sudden, 
unexpected 
episodes of 
aggression or self-
injury 

2 Kildahl, 
Helverschou, 

- - - Visibly alert, 
tense and anxious 

 

Sudden, 
unexpected 
episodes of 
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Bakken & 
Oddli (2020)  

aggression or self-
injury, 
exacerbated 
autism symptoms, 
exacerbated 
symptoms of co-
occurring 
conditions, 
somatic 
complaints and 
pain 

 

3 Kildahl, 
Helverschou, 
& Oddli (2020) 

- Withdrawal Feelings of guilt 
and shame, flat 
mood,commun- 
ications of 
distress 

Irritability, 
guarded and 
anxious, 
disproportionate 
and unpredictable 
reactions leading 
to angry 
outbursts 

Unusual sexual 
preoccupations 
interpersonally 
sensitive (often 
misunderstanding 
seemingly 
innocent or 
harmless 
utterances) 

4 Carrigan & 
Allez (2017)  

Re-experiencing 
the event, (as if 
‘watching a 
video’), 
nightmares, 
suppressing 

Refusal to leave 
the house due to 
fears he would 
meet his attackers, 
avoiding the 

Guilt, self-blame  Difficulties 
concentrating on 
television 
programmes or 
books, 
hypervigilence, 

- 
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trauma 
memories, 

flashbacks of the 
trauma 

location where the 
attack happened 

angry outbursts, 
arguments with 
parents, belief 
that people are 
out to get him 
and not to be 
trusted, difficulty 
falling and staying 
asleep, remaining 
alert for threat 

5 Cook et al. 
(1993) 

Standing infront 
of the mirror 
making hitting 
gestures and 
angry noises, 
anxiety and 
agitation in 
response to 
symbolic events  
such as getting on 
to the expressway 
that led back to 
school, increase 
in intrusive 
memories with 
associated 
anxiety and 

Reluctance to 
discuss any school 
incidents, resisted 
returning to school  

Loss of interest in 
enjoyed activities, 
fearful, would not 
be touched 
during crying 
spells, although 
previously was 
able to be 
comforted by 
parents 

Anger when 
talking about 
being hit, 
agitation, sleep 
disturbances, 
awoke frequently 
at 3 or 4 A.M 

Fear of the dark, 
increased rocking 
and crying spells, 
significant weight 
loss 
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agitation at 
anniversary 

6 Fazel et al. 
(2020) 

Intrusive 
memories, 
reliving 
symptoms, 
dissociation, 
seeing the abuser 
as a “real” vision 
but with novel 
content leading to 
a belief that the 
abuser was in her 
home and 
cooperating with 
a family member 
and staff in the 
unit 

- - 'Behavioral 
outbursts', 
aggitation, 
aggression, 

Self-harm, 
psychotic 
symptoms 

7 Gerhardt & 
Smith (2020) 

Nightmares  

 

 

- Depressed mood, 
anger 

 

Anxiety, 
concentration 
problems, worry, 
hyperactivity, 
impulsivity, 
discussed 
experiences of 
abuse and neglect 
in detail, but in a 

Impaired social 
relationships  
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very emotionally 
detached 
manner, feeling  

like he was always 
‘on edge’ 

 

 

8 Guest & Ohrt 
(2018) 

Traumatic 
memories, 
nightmares 

 

- Anger 

 

Aggression, 
hypervigilance, 
anxiety 

Tics 

 

9 Ipci et al. 
(2017) 

- - Fear Hitting, biting, 
hypervigilence, 

Selective mutism, 
changes in voice 
developmental 
regression 

10 King & 
Desaulnier 
(2011) 

- Covering eyes and  

ears, running away 
from  the  

family room when  

company visited 

Panic attacks, 
withdrawal from 
interactions with 
others  

Aggressive  

outbursts, fire-
setting, initial 
insomnia, afraid 
to go to  

sleep  

Increased  

stereotypical  

behavior, 
described seeing  

“ghosts and  

clowns”, sexually  

assaulted staff  

member, odd 
posturing, speech 
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and 
communication 
skills deteriorated 

11 Kosatka & Ona 
(2014) 

Re-experiencing Avoidance of 
strangers 

Anhedonia, 
anxiety and 
depression 

Sleep difficulties, 
hyperarousal 

- 

14 Trelles Thorne  
et al. (2015) 

Nightmares, 
becoming 
emotionally 
dysregulated 
when abuse 
mentioned 

- Fear of a strange 
man coming into 
his room and 
harming the 
family, sadness 
and withdrawal 
frustrated and 
oppositional 

Waking multiple 
times in the night, 
aggressive and 
self-injurious 
behaviour, 
temper tantrums 
(throwing things 
and biting and 
kicking others), 
hyperactivity and 
impulsivity 

Wetting the bed, 
behavioural 
problems at home 
and at school, 
declining 
academic 
performance 

15 Weiss & 
Lunsky (2010) 

Intrusive 
recollections of 
the events (“as 
clear as when it 
happened”), her 
mind would 
replay the events 
in vivid detail, 
intense distress 

- Anger - - 
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when being 
reminded of the 
assaults 

16 Brenner et al. 
(2018) 

Intrusive 
thoughts, 
distressing 
memories 

- Loss of interest Irritability  Lethargy 

17 Haruvi-Lamdan 
et al. (2020) 

Individuals with 
ASD reported 
significantly 
higher levels  

of re-experiencing 
than TD group  

 

- Individuals with 
ASD reported 
marginally 
significant higher 
levels of negative 
alterations in 
mood and 
cognition 

 

Individuals with 
ASD reported 
significantly 
higher levels  

of hyper-arousal 
symptoms than 
TD  

- 

20 Howlin & 
Clements 
(1995) 

Fears of going to 
school, 
overactivity 

Resistance to going 
to school 

Mood  

disturbance  

(sudden swings,  

screaming,  

irritability), 

general fear  

and phobias, 
increase in  

problems related  

Aggressive 
behaviour, 
temper tantrums, 
self-injurious 
behaviours, sleep 
disturbance 

Increase of stress-
related 
behaviours, 
relationship 
problems (over-
clingy or 
rejecting), 
increased 
reluctance to be 
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to eating, loss of 
interest in 
previously 
enjoyed activities 

separated from 
parents 

23 McDonnell et 
al. (2019) 

- - - Aggression, 
tantrums,  
hyperactivity 

- 

24 Mehtar & 
Mukaddes 
(2011) 

 

Reported, but not 
exemplified, 
agitation and 
restlessness (N = 
16) 

- Appetite 
disturbance (N = 
13), regression in 
sharing with 
people, apathy  

Aggressiveness 
and angry 
outbursts (N = 
17), distractibility 
(N = 17), sleep 
disturbances (N = 
17), increase in 
disruptive 
behaviour, self-
harm behaviour, 
increased activity 
levels 

Increase in 
restricted interest 
area (N = 14), 
increase in ritual  

behaviours,  

stereotypic  

movement, and  

motor  

mannerisms (N = 
14), deterioration 
of  

nonverbal   

communication  

skills, regression 
in social 
interaction                                           
(N = 16), 
worsening in peer 
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relationships (N = 
12) 

25 Okazaki et al. 
(2020) 

- - - - A relationship 
between sexual 
abuse and brain 
function. The 
more severe the 
sexual abuse the 
larger the 
amplitude of P300 
at Fz, Cz, C3, and 
C4. 

26 Paul et al. 
(2018) 

Flashback 
(33.3%), 
nightmares 
(25.6%) 

 

Avoidance 
behaviour (30.8%)  

 

Sadness (12.8%), 

self-deprecation 
(35.9%),  

selective amnesia 
of facts (25.6%), 
anhedonia (2.6%), 
pessimism 
(33.3%), social 
isolation (17.9%),  

emotional 
anaesthesia 
(12.8%) 

 

Irritability 
(33.3%), insomnia 
(38.5%),  

hypervigilance 
(23.1%),  

attention or 
concentration 
problems (35.9%),  

anxiety (28.2%),  

risk behaviour 
(7.7%)  

 

Enuresis (7.7%),  

resumption of 
thumb sucking 
(2.6%), eating 
disorder (7.7%), 
suicide attempt 
(7.7%), 
scarification 
(5.1%), somatic 
complaints 
(10.3%), putting 
back into action in 
games or activities  
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29 Valenti et al. 
(2012) 

- - - - Loss of skill in 
communication 
and daily living 

       

Key: - = not reported in study 
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1.4.7 Thematic synthesis  

Thematic synthesis of clinician perspectives of trauma symptomology in autistic individuals was 

conducted on direct quotations extracted from six of the studies (1, 2, 3, 4, 6, 10). The included studies 

employed qualitative IPA (1, 2, 3) or case report designs (4, 6, 10). These were the only studies where 

data richness allowed for TA. The superordinate themes corresponded with the DSM-5 PTSD criteria 

(Appendix A); thus, themes were labelled according to re-experiencing, avoidance, negativism, and 

arousal. One additional theme (other trauma-related symptoms) and twelve subthemes were 

identified. The findings are reflected in Table 5 and discussed below with example quotations. 

Table 5. Themes, subthemes and frequency across studies 

Theme  Subtheme  Studies included 
in the subtheme 

Re-experiencing Co-occurring abrupt changes to alertness and 
responsivity 
 

1 

 Verbal and behavioural expression of re-experiencing  
 

1, 2, 4, 5 

Avoidance  1, 3, 5 
Negativism Indirect communications of distress  3 

Low mood and hopelessness  1, 3 
Negative self-image 1, 3 

Arousal Hypervigilance 1, 2, 3 
Irritability 1, 2, 3 
Sleep problems 1 

Other trauma-
related symptoms 

Increases in behaviours associated with autism 1, 2 
Sexual preoccupations 
Sudden, unexpected episodes of aggression or self- 
injury  

1, 3 
1, 2 

Possible hallucinations 6, 10 

 

1.4.7.1  Re-experiencing 

Across studies, clinicians interpreted observable changes in alertness and responsivity to be 

manifestations of the autistic individual re-experiencing trauma, as reflected in Criterion B of the DSM-

5. Manifestation of re-experiencing varied, with clinicians describing both behavioural and verbal re-

enactments of traumatic events. 
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1.4.7.1.1 Co-occurring abrupt changes to alertness and responsivity 

Re-experiencing in autistic individuals was marked by an observable absence and dissociative state 

that appeared to occur without warning or pattern. A clinician explained how one individual was 

aggressive towards others during re-experiencing and appeared unable to control their behaviour: 

“He just blacks out and it’s like he looks right through you and just attacks… it’s 

impossible to reach him” (1) 

For others, there was a clear pattern of behaviour leading to the onset of re-experiencing, with an 

expression of marked distress, followed by a lack of consciousness of their surroundings: 

“It often started with wandering, increasing restlessness, expressions of despair, 

and then suddenly…they’re in a world of their own” (1) 

 

1.4.7.1.2 Verbal  and behavioural expression of re-experiencing  

Clinicians reported that their autistic clients gave ‘typical’ descriptions of re-experiencing, in line with 

the DSM-5 definition, such as, “Re-experiencing the event, as if watching a video” (4). 

 However, the clinicians acknowledged that some autistic individuals, particularly those with limited 

verbal language, may not express their subjective experience in this way. For these individuals’, 

clinicians inferred that re-experiencing could be observed as verbalisation of phrases relating to the 

traumatic event accompanied by a high level of distress: 

“She would scream “take that dick away” or “take your hands off me”. You sort of 

saw her reliving it. It was hard to reach her and help her get out of it” (1) 

Many referred to challenges in identifying re-experiencing symptoms in autistic individuals. Difficulties 

were reported regarding differentiating between communication differences associated with autism, 

such as echolalia and idiosyncratic speech, and trauma symptoms. Numerous accounts highlighted 

the risk of diagnostic overshadowing: 

 “One patient who spoke indirectly about abuse he said, “it smells like something 

is burning here.” He spoke in a sort of code, which we could easily have 

misunderstood as just general, idiosyncratic speech” (2) 



Chapter 1 

47 

Behavioural re-enactments of traumatic events were commonly cited, particularly in studies reporting 

on autistic people with ID:  

“I met one patient who sort of threw himself out the door while using a different 

voice…he sort of acts it out.” (1) 

Clinicians perceived that for some autistic individuals, re-experiencing may manifest as abrupt, self-

injurious behaviour or aggression towards themselves:  

“Standing in front of the mirror making hitting gestures and angry noises” (5) 

The clinician’s described how recognition of these behaviours in the context of trauma was highly 

dependent on those around the person knowing their trauma history and understanding their usual 

presentation. 

1.4.7.2 Avoidance  

Avoidance was the least commented on DSM-5 symptom category, mentioned in four of the studies. 

Some autistic individuals demonstrate specific avoidance of situations directly related to the traumatic 

event: 

“After getting beat up, he did not want to walk the streets of that town” (1) 

Avoidance was also described as more generalised, occurring across settings. Clinicians reported that 

they had witnessed both sudden and gradual onset of global avoidance, characterised by withdrawal 

from their environment and a sense of helplessness:  

“It often starts gradually. Something happens and they just stop doing things, 

can’t be with other people, and just stay in bed – isolating themselves” (1) 

1.4.7.3 Negativism 

Negative changes in mood and cognition were commonly identified in autistic individuals with trauma-

related symptoms. In individuals with co-occurring ID, negative emotions were reported to be more 

difficult to identify, with the perception that these individuals may express negative emotions in 

indirect ways. Low mood and negative self-image were also verbally and behaviourally expressed in 

both direct, and indirect ways. 
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1.4.7.3.1 Indirect communications of distress  

One clinician described how an autistic adult carried out behavioural acts in what was perceived to be 

deliberate attempts to communicate his negative feelings and suicidal ideation: 

“He would for instance find pictures of tombstones on the Internet and leave the 

browser open before asking for help with his computer.” (3). 

These expressions of distress were perceived to be subtle, thus, requiring curiosity from the clinician 

in order to interpret behaviours in the context of previous trauma. 

1.4.7.3.2 Low mood and hopelessness 

Feelings of sadness and hopelessness were perceived as characteristic in autistic individuals with 

trauma-related symptoms, to varying degrees of severity. For some, this was described as an enduring 

state of unhappiness: 

“He was very rarely happy” (3) 

Clinician’s described how these emotions were not necessarily all-encompassing, but were usually 

constant and easily triggered: 

“there was a sort of depressive cloud looming in the background. And it didn’t 

take much to bring it out and for him to say, “now this day is ruined” (1) 

1.4.7.3.3 Negative self-image 

Expressions of guilt and self-blame were perceived as portraying negative self-image. One clinician 

explained how an individual became ‘interpersonally sensitive’ following trauma. This led to a fear of 

making mistakes and a sensitivity to criticism: 

“He sort of couldn’t receive feedback on his behaviour” (3) 

In cases of individuals with more severe communication difficulties, this was suggested to be 

expressed through self-directed negative utterances:  

“I remember one of them shouted at himself, shouting ‘no’ and his own name 

repeatedly” (1)  

Clinicians inferred that these utterances were expressions of feelings of guilt and indicated that the 

individual did not feel good about themselves. 
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1.4.7.4 Arousal 

Arousal was the most prevalent trauma-related symptom discussed across the studies.  Physiological 

reactions were perceived as observable jumpiness, tension, irritability, and sleep disturbances.  

1.4.7.4.1 Hypervigilance 

Numerous examples were provided by clinicians of how hypervigilance was expressed in different 

ways. A commonality across their accounts was anxiety and a heightened state of arousal. For 

individuals with limited verbal skills, clinicians perceived there to be a greater likelihood of this 

manifesting as challenging behaviour, including self-injury and aggression towards other: 

“Their behaviour gets even more chaotic and incoherent. They react in a more 

primal, instinctive way, and they can't regulate their emotions.” (2) 

Some clinicians referred to noticing a pattern of more subtle behaviours such as appearing on edge, 

alert, and expressing insecurity in others: 

“He always had a sort of guarded readiness about him during any kind of social 

interaction” (3) 

1.4.7.4.2 Irritability  

Irritability was perceived to occur alongside hyperarousal. This was suggested to be a response to 

difficulties tolerating uncomfortable feelings. Altered reactivity was described as manifesting as 

anger out-bursts: 

“A lot of anger and acting out … but it was more connected to this sensitivity or 

guardedness.” (1)  

Clinician’s understood this behaviour as an expression of increased anxiety and therefore, a self-

protective strategy. Clinicians described exercising caution around some individuals. It was felt that 

reactions could be disproportionate: 

“If he was annoyed with a particular staff member, it would take days until he 

would talk to them again” (3) 
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1.4.7.4.3 Sleep problems  

Issues with sleep were highlighted, with difficulties falling asleep and waking during the night 

perceived as relating to trauma, due to observable differences in arousal. Specifically, clinicians 

discussed witnessing traumatised autistic individuals waking abruptly and appearing immediately alert 

and restless: 

“You often see that they suddenly wake up, and whether it’s nightmares or 

something else, I don’t know, but it’s very sudden. They sort of wake up and 

immediately on the way somewhere, but it’s not because they want something, 

it’s because of restlessness” (1) 

1.4.7.5 Other trauma-related symptoms  

Across studies, clinicians referred to expressions of trauma that were not easily classified by the DSM-

5 criteria. A range of behaviours were commented on, including an increase in behaviours associated 

with autism, sexual preoccupations, and hallucinations. 

1.4.7.5.1 Increases in behaviours associated with autism 

Clinicians reported noticing an increase in some of the behaviours associated with autism following 

the incidence of trauma. Increases in repetitive behaviours and rigidity were cited: 

“He has more intense repetitive behaviors.” (1) 

“We often see increased rigidity.” (2) 

Increases in these behaviours were perceived as an attempt to regain control, following an experience 

where the individual felt helpless. Other clinicians recognised increases in these behaviours to be a 

manifestation of increased anxiety resulting from the traumatic experience. For one individual this 

was expressed as increased echolalia and regression in language abilities: 

“She has more echolalia now. She has less functional language, and asks for 

things repeatedly” (2) 
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1.4.7.5.2 Unusual sexual preoccupations  

Unusual sexual preoccupations were highlighted as attempts of disclosure in autistic adults who had 

experienced sexual abuse. One clinician described this as a fixation on unusual sexual topics, alongside 

curiosity regarding other’s reactions to this fixation:  

“He talked about buying a big horse dildo. He wondered whether he could have it 

sent to the ward, and whether people would see that he had ordered it” (3) 

For this individual, this behaviour was initially attributed to autism-related special interests, thus, was 

not explored by those around them. This reiterates the risk of diagnostic overshadowing for autistic 

individuals with trauma-related symptoms.  

1.4.7.5.3 Sudden, unexpected episodes of aggression or self-injury  

Increased or new self-injurious behaviour was also reported. This differed from the incidence of self-

inflicted aggression, reported in re-experiencing, and was discussed as an expression of immense 

distress: 

“The self-injurious behavior was new for him. It appeared following the abuse. He 

hit himself with his hand all over his body and slammed his head against the 

floor” (1) 

Clinicians described how these expressions of distress did not tend to have any observable pattern 

or trigger, creating difficulties for those around the individual in effectively supporting them:   

“We've seen peculiar and self-injurious behaviours that were difficult to find 

causes or triggers for” (2) 

1.4.7.5.4 Possible hallucinations 

Two case reports described autistic individuals who experienced vivid, visual images relating to the 

traumatic event. These experiences differed to the flashback symptoms reported as re-experiencing 

as they contained novel content. These experiences were perceived by clinicians to have a 

hallucinatory quality and were distressing to the individual: 

“seeing the abuser as a “real” vision, but with novel content leading to a belief 

that the abuser was in her home and cooperating with a family member and staff 

in the unit” (6) 
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One clinician reported described how a teenager with mild ID reported “seeing ghosts and clowns” 

(10) following the experience of physical, emotional, and sexual assault by peers. Although these 

images did not directly relate to the traumatic experiences, the clinician perceived these images to 

represent auditory and visual hallucinations triggered by the traumatic experience.   

1.5  Discussion 

The current systematic review has provided an overview of the literature concerning traumatic events 

and trauma-related symptomology in autistic individuals. Overall, the results of this review imply that 

trauma-related symptoms, from all DSM-5 PTSD symptom groups, are reported in autistic individuals, 

with and without co-occurring ID. Numerous studies used the DSM-5 definition of PTSD to describe 

trauma symptomology. Therefore, the DSM-5 provided a useful framework for this review in 

integrating findings across studies and highlighting where the DSM-5 definition of PTSD may differ 

from the trauma-related experiences of this population.  

The narrative synthesis indicated that autistic individuals report finding similar experiences traumatic 

to the general population, suggesting that assessment of trauma using the DSM-5 may be appropriate 

for identifying traumatic events in autistic people. Some common PTSD precursors, such as military 

trauma, were not mentioned in the literature, and other events, including car accidents, were scarcely 

reported.  It is hypothesised that these differences are likely to be due to lack of opportunity for 

autistic people to have these experiences, rather than a psychological difference related to autism. 

The incidence of vicarious trauma (McCann & Pearlman, 1990), i.e. trauma symptomology resulting 

from repeated or extreme exposure to aversive details about traumatic events (DSM-5, Criterion A.4), 

was also absent from the reviewed studies. This type of trauma is typically reported in individuals who 

work in mental health, social services, and the criminal justice sector (Ashley-Binge & Cousins, 

2020;Bercier & Maynard, 2015; Iversen, & Robertson, 2020). Therefore, this difference could be owing 

to less autistic people populating such roles, thus, reflecting a lack of opportunity to have these 

experiences. However, it is possible that autistic individuals may be less affected by these types of 

experiences due to social communication differences associated with autism. Future research into 

vicarious trauma in autistic people is warranted to explore these hypotheses. 

The current definition of trauma within the DSM-5 remains controversial within the literature (Bryant, 

2019). This review identified several ‘non-DSM-5 traumatic events’ in autistic individuals. Such events 
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have been identified as catalysts to trauma-related psychological sequelae in the general population 

(Adrian & Stitt, 2017; Idsoe et al., 2012; Van Hooff et al., 2009). However, the current review indicates 

that autistic individuals report several potentially unique traumatic events. Although these 

experiences were only reported by a few individuals in a small number of studies, further exploration 

of these events in autistic individuals is needed. In particular, insufficient adaptation of the 

environment to autism challenges and inappropriate management of challenging behaviour are likely 

to be common experiences for individuals with co-occurring ID. Communication difficulties may 

impact on ability to report trauma and access trauma-related support (Kildahl et al., 2019), thus, 

identifying whether these experiences are frequently perceived as traumatic in this population may 

improve clinicians’ ability to assess trauma in this group. Furthermore, the findings that psychological 

therapy and the ASD diagnostic process could be perceived as traumatic is concerning. This should be 

explored further to determine how clinicians can reduce the risk of traumatising their autistic clients. 

Interestingly, this review identified that the experience of ABA may be perceived as traumatic by some 

autistic individuals. Further research is needed to determine the significance of this finding, however, 

the fact that ABA has not been reported to be a traumatic event in TD populations is unsurprising, 

given that ABA interventions are much more commonly experienced by autistic individuals. 

There is a body of research regarding the experience of bullying and subsequent PTSD in TD individuals 

(Idsoe et al.  2021). This review found that bullying and peer victimisation were also frequently 

reported to be perceived as traumatic by autistic people. Autism increases the risk of experiencing 

peer victimisation (Hoover, 2015), with autistic children suggested to be three-times more likely to 

experience bullying than their TD peers (Maiano, et al., 2016). Therefore, it may be particularly 

important for clinicians to carefully consider these experiences in assessing for trauma in their autistic 

clients. Childhood emotional abuse and neglect were also commonly reported in the included studies. 

Research has proposed that the current conceptualisation of PTSD may not fully encapsulate the 

trauma sequelae resulting from traumatic interactions between children and caregivers during critical 

developmental stages, as such interactions are postulated to influence the development of the 

internal working model of the self (Schore, 2003). Literature regarding this experience in the general 

population has led to the formalisation of a distinct ‘sibling’ disorder in the Classification of Diseases 

(ICD-11) defined as Complex Post-Traumatic Stress Disorder (CPTSD; Herman, 1992). Individuals 

presenting with CPTSD experience the core symptoms of PTSD, alongside ‘disturbances in self-

organisation’, involving affect dysregulation, negative self-concept, and relationship difficulties 
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(Maercker et al., 2013).  Therefore, it is plausible that broader trauma-related symptomology reported 

by some autistic individuals may be better understood as CPTSD.  

 It is also possible that the experiences of less typical traumatic events may be due to autism affecting 

perception or interpretation of events. It is widely reported that autistic individuals experience some 

stimuli more intensely (Peterson et al., 2019).  For instance, sensory differences such as heightened 

sensitivity to touch and over- or under-sensitivity to pain may increase the amount of distress 

experienced by autistic people in different situations. It is also possible that rigidity in behaviour and 

cognition, associated with autism, may mean that autistic individuals are more rigid about morals, 

boundaries, and expectations of the world. Consequently, autistic peoples’ sense of self or schemas 

about a ‘just world’ may be more easily ‘shattered’ by events (Ulman, 2013), increasing their 

susceptibility to becoming traumatised.  This review hoped to identify literature with richer 

descriptions, which may have gleaned insight into whether these processes are involved in trauma 

and trauma sequelae in autistic individuals, however, this evidence does not exist. Exploration of the 

role of these processes in trauma in autistic people may facilitate richer descriptions of trauma 

sequelae in this population, thus, would be a worthwhile endeavour for future research. 

The findings of this review imply that trauma in autistic individuals manifests as re-experiencing, 

avoidance, negativism, and arousal, in line with the symptomology reported in the general population. 

The narrative and thematic synthesis found that descriptions of avoidance were not as prevalent as 

the other symptom groups. This finding is interesting, as avoidance behaviour is suggested to be 

common in autistic people, due to typically high levels of anxiety (Bejerot et al., 2014). Therefore, it is 

possible that trauma-related avoidance in autistic individuals may be being missed by clinicians, 

particularly, if the avoidance is not clearly related to traumatic experiences.  In line with previous 

research in autistic individuals with ID (Kildahl et al., 2019), this review found that trauma-

symptomology in autistic people with co-occurring ID manifests more behaviourally than is indicated 

in the general population. Therefore, clinicians should routinely consider trauma when formulating 

about new, unusual behaviours in these individuals, as such behaviours could be signs of trauma or 

abuse. 

The narrative and thematic synthesis revealed several potentially unique trauma-related symptoms in 

autistic individuals. As reported in previous research (Peterson et al, 2019; Kildahl et al., 2019), autism 

associated difficulties including rigidity, echolalia and repetitive behaviours may be exacerbated in 
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traumatised autistic children and autistic adults with ID. This finding was not identified in autistic 

adults without ID. One explanation for this may be that this group report frequent masking, thus, may 

attempt to ‘camouflage’ autism-related behaviours (Hull et al., 2017). A further notable finding of the 

thematic synthesis was the incidence of hallucinations in traumatised autistic individuals.  Although 

an interesting finding, hallucinations were only mentioned in two case reports, thus, this finding is 

tentative and should be explored further. 

Moreover, the findings of this review suggest autistic individuals without co-occurring ID only report 

trauma-related symptomology relating to the DSM-5 symptom groups. This may indicate that trauma 

is expressed differently in this group, compared with autistic children and individuals with co-occurring 

LD. However, this finding may reflect the fact that numerous studies in this review employed the DSM-

5 framework to conceptualise trauma-related symptoms in their samples, potentially missing broader 

symptomology. Autistic individuals without co-occurring ID frequently experience diagnostic 

overshadowing and difficulties in accessing appropriate mental health support (Camm-Crosbie et al., 

2019). Therefore, it is important that potential differences in the trauma-related psychological 

sequelae of this group are not overlooked. 

1.5.1 Strengths and limitations of included studies 

The large heterogeneity in the study designs and participant characteristics affected the ability to 

collectively synthesise the data across studies. Consequently, sub-group comparisons were made on 

several levels (e.g. case/qualitative/group designs, child/adult samples, ID/no co-occurring ID). The 

data richness of the included studies varied, with several case reports only providing brief descriptions 

of trauma symptomology and most group studies neglecting to provide details of trauma 

presentations. Numerous studies omitted details regarding the intellectual functioning of their 

samples, thus, it is difficult to answer the review question pertaining to the similarities and differences 

between the traumatic experiences and trauma manifestation in autistic individuals, with and without 

ID.  The high level of quality of the IPA studies was a relative strength of the included research. 

Additionally, several case studies met the standards for questions 3a and 4a on the adapted JBI, thus, 

contained rich data that was relevant to this review. 
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1.5.2 Strengths and limitations of this review  

Much of the research on trauma in autistic people has used ID as an exclusion criterion (Rumball, 

2018). Therefore, the synthesis of the literature on both, individuals with and without ID, was a 

strength of this review.  Additionally, to systematically collate all the available evidence relevant to 

the review questions, broad inclusion criteria were employed, identifying studies with diverse 

methodology. A further strength of this review was the inclusion of studies reporting broader trauma-

related experiences than those classified by the DSM-5. Limiting data extraction to the DSM-5 PTSD 

symptom groups would have constrained the scope of this review. Several limitations of this review 

should be noted. The findings of the qualitative synthesis are significantly limited due to a lack of data 

richness in the studies. Richer descriptions in the literature may have allowed for more insightful 

conclusions about aspects of events that may be traumatic, and how traumatic symptoms are 

perceived by people with autism, thus, assisting identification of psychological reasons why autistic 

people might be more vulnerable to trauma. Notwithstanding the limitations, the emerging themes 

in the thematic synthesis were reflected within the narrative synthesis and align with previous 

research (Hoover, 2015; Kildahl et al., 2019; Rumball, 2019). Additionally, all the studies included in 

the thematic synthesis reported from the clinician perspective. Accordingly, the interpretations 

presented in this review reflect the author’s understandings of the clinicians’ interpretations of 

autistic individuals’ experiences, limiting the validity of the findings. Many of the clinicians appeared 

to perceive their clients through a DSM-5 lens, therefore, constraining what can be inferred about the 

experiences that they were not looking for. Descriptions of re-experiencing illustrate what this looks 

like from an observer perspective, rather than the lived experience. Furthermore, trauma-related 

symptoms may have been hidden in these studies due to diagnostic overshadowing. This highlights a 

necessity for qualitative studies to explore the experiences of traumatic events and trauma-related 

symptomology with autistic people themselves. Employing participatory methods, such as IPA, may 

be helpful in gleaning insight into the lived experiences of this population.   

1.5.2.1 Clinical implications and directions for future research 

The research relating to trauma and autism is still in its infancy. As discussed, studies are 

heterogeneous, and the quality of the evidence is varied.  To date, one systematic review explored 

the identification of PTSD in autistic individuals with ID (Kildahl et al.,2019) and a review by Rumball 



Chapter 1 

57 

(2019), synthesised the research relating to the assessment and treatment of PTSD in autistic 

individuals. To the authors knowledge, this is the first systematic review to synthesise the literature 

pertaining to broad traumatic events and trauma-related symptomology in autistic individuals across 

the lifespan, both with and without co-occurring ID. The summary of the literature provided by the 

current review suggests important implications for clinicians in building expertise in identifying trauma 

in autistic individuals. Clinicians should be aware that autistic individuals with trauma-related 

symptomology typically have complex presentations. In assessing and formulating traumatic sequelae 

in autistic people, additional time, and consideration of a broader range of trauma catalysts and 

symptoms may be necessary. Clinicians should be particularly mindful of diagnostic overshadowing. 

This is pertinent in relation to autistic children and individuals with co-occurring ID, as this review 

indicates that trauma may manifest differently in these individuals, requiring curiosity in interpreting 

behavioural presentations.  

 

Several research avenues are suggested that could translate to improved trauma-focused support for 

autistic individuals with trauma-related symptoms. High quality research is needed to better 

characterise trauma presentation in autistic individuals. The current review reported potentially 

unique traumatic events in autistic adults (without co-occurring ID). None of the studies used a 

measure of trauma that has been validated with autistic individuals and many relied on clinician 

interpretation of trauma presentation. Therefore, development of tools to accurately assess broad 

trauma presentation, validated for use with this population is essential. Furthermore, in light of the 

review findings, research is needed to explore the lived experiences of autistic individuals of engaging 

in psychological support for trauma-related symptoms, to determine whether current psychological 

treatments for trauma are appropriate for targeting trauma sequelae in autistic individuals. 

1.5.3 Conclusion 

As discussed, despite the heterogeneity in the existing research, preliminary accounts from the 

reviewed studies suggest that autistic individuals perceive a similar range of experiences as traumatic, 

and experience similar trauma-related symptomology to the general population.  Thus, suggesting 

that the DSM-5 may be an appropriate framework for clinicians to use in assessing and formulating 

trauma with their autistic clients. This review highlights several potentially unique traumatic events 
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and indicates that, in autistic children and autistic adults with ID, a broader range of trauma-related 

symptoms are reported, including an exacerbation of autism-related behaviours. Additionally, 

trauma-related symptoms may present more behaviourally in autistic individuals with co-occurring ID. 

Future research in this field should seek to explore the lived-experiences of trauma with autistic 

people, and employ empirically robust methodology to examine the mechanisms related to autism 

that may impact on what experiences are perceived as traumatic and the resulting traumatic sequelae 

in this population. 
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Chapter 2 ‘You need to find the right therapy that’s 

going to fit you’: Autistic Adults Experiences 

of Seeking and Engaging in Psychological 

Support for Trauma-related Symptoms 

This paper has been prepared in the format required for the journal Autism. 

2.1 Abstract 

Autistic individuals have an increased risk of experiencing potentially traumatic events and 

developing trauma-related symptomology. Knowledge of the efficacy of interventions for treating 

traumatic sequelae in autistic individuals is limited. This study aimed to explore the experiences of 

autistic adults who have engaged in psychological support for trauma-related symptoms. Eight 

autistic adults (2 females) aged between thirty and fifty years old completed semi-structured 

interviews. Interpretative phenomenological analysis was used to analyse the data. Four 

superordinate themes were identified: ‘Accessing support that fits my needs’, ‘Recognising trauma 

in autistic adults’, ‘Clinician understanding of the context of autism’, and ‘Not just doing therapy at 

me but working with me to do therapy’. The findings provide insight into the barriers experienced 

by autistic adults in accessing appropriate trauma-focused psychological support, potentially 

important clinician qualities and meaningful adaptations to therapeutic mechanisms. The findings 

indicate that changes to current practices may be necessary in meeting the therapeutic needs of 

autistic adults. Potential implications for psychological support providers are discussed. 

2.2 Lay Abstract  

Autism can be a risk factor for experiencing potentially traumatic events and trauma-related 

symptoms. However, it is unknown how well psychological trauma therapies work for autistic 

people. Eight autistic adults were interviewed about their experiences of therapy for trauma-

related symptoms.  Participants experiences were represented by four main themes: ‘Accessing 

support that fits my needs’, ‘Recognising trauma symptomology in autistic adults’, ‘Clinician 
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understanding of the context of autism’, and ‘Not just doing therapy at me, but working with me to 

do therapy’. The study found that autistic adults face many barriers finding appropriate therapy for 

trauma. The participants suggested specific adjustments to communication and therapeutic 

exercises that they found helpful. Future research with autistic people should explore what types 

of adapted psychological support for trauma-related symptoms could improve mental health 

outcomes for autistic adults. 

 

2.2.1 Keywords 

Autism, trauma, post-traumatic stress disorder, interpretative Phenomenological Analysis, therapy 

2.3 Introduction  

Autistic individuals2 are at disproportionate risk of experiencing co-occurring mental health 

problems (Hollocks, et al., 2019). Interventions addressing Post-Traumatic Stress Disorder (PTSD) 

and trauma-related symptoms in autistic people have been relatively overlooked by research. PTSD 

is defined by the Diagnostic and Statistical Manual, Fifth Edition (DSM-5), as a sequelae to 

experiencing potentially traumatic events such as exposure to death, threatened death, actual or 

threatened serious injury, or actual or threatened sexual violence (Criterion A; American 

Psychological Association (APA), 2013). PTSD is characterised by altered arousal, re-experiencing of 

trauma, avoidance, negative changes in cognition and mood and an impact on social and/or 

occupational functioning (APA, 2013). It is posited that most individuals are exposed to potentially 

traumatic events within their lifetime (Kessler et al., 2017), however, only an estimated 3-8.9% of 

the general population develop PTSD (Atwoli, et al., 2015; McManus et al., 2009).  

Autism may increase the risk of experiencing potentially traumatic events and revictimisation 

(Haruvi-Lamdan et al., 2018; Kerns et al., 2015; Rumball et al., 2020).  Autistic individuals may also 

 

2 I use identity-first language purposefully. The participants who contributed to the study prefer 

identity first language that does not separate their experience of autism from who they are.                                                                                                                                                                               

 

https://www.tandfonline.com/doi/full/10.1080/20008198.2017.1353383
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have greater susceptibility to the psychosocial consequences of exposure to trauma, including 

PTSD, impairment in adaptive functioning, problems with employment and independent living and 

reduced quality of life (Brewin et al., 2019; Fuld, 2018; Kerns et al., 2015; Rumball, 2019; Rumball 

et al., 2021). It has been proposed that this vulnerability may be due to an increased risk for autistic 

individuals of sensory hyper-reactivity to daily stimuli, social confusion and incomprehension and 

rejection by others (Roberts et al., 2015; Wood and Gadow, 2010).  

Despite indications that the core characteristics of autism present unique predispositions to 

experiencing potentially traumatic events and developing trauma-related symptoms, knowledge of 

trauma sequelae in autistic individuals is limited. A study with autistic youth has suggested that 

impairment in neurological and affect regulation associated with autism may increase individuals’ 

distress levels and negatively impact on ability to process trauma due to slower information 

processing (Brenner et al., 2018). Additionally, studies have reported that autistic individuals may 

be more susceptible to experiencing trauma-related symptoms in relation to experiences outside 

of those defined as ‘Criterion A traumas’ (APA, 2013) due to heightened stress reactivity and altered 

perceptual experiences associated with autism (Brewin et al., 2019).   

Autistic adults requiring psychological intervention for trauma-related symptoms frequently fall 

through the gaps in mental health services (Maddox et al., 2020) due to ‘diagnostic overshadowing’ 

(i.e. mental health symptoms inaccurately being attributed to the diagnosis of autism) (Grubaugh 

et al., 2008). Clinicians have reported hesitancy in addressing trauma-related memories in autistic 

individuals owing to a lack of confidence regarding their skills in working effectively with this 

population (Frueh et al., 2006). Little is known about the suitability of trauma-focused interventions 

for autistic adults (Peterson et al., 2019).  For most populations, the National Institute for Health 

and Care Excellence (NICE) (2018) recommend validated exposure-based therapies, specifically, 

Trauma-Focused Cognitive Behavioural Therapy (TF-CBT) or Eye Movement Desensitisation and 

Reprocessing (EMDR), for alleviating trauma-related symptoms. Currently, the efficacy of these 

interventions in autistic adults cannot be assumed (Peterson et al, 2019). To date, one study has 

systematically studied the effectiveness of trauma-focused EMDR with a small sample of autistic 

adults; reporting a reduction in PTSD symptoms, alongside improvements in depression, 

somatization, social communication and social motivation (Lobregt-van Buuren et al., 2019). Case 

studies with autistic children have also suggested positive outcomes for EMDR including 

improvements in mood and social functioning (Ipci et al., 2017; Kosatka & Ona, 2014). A review by 

Peterson et al., (2019) proposed adaptations to TF-CBT would improve the utility of the approach 
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for autistic youth. Suggested modifications included alternative modes of communication, visual 

aids, increased time and repetition, incorporation of circumscribed or restricted interests and 

explicit teaching of socially appropriate behaviours (Peterson et al., 2019). Thus far, there has been 

one systematic review of psychological intervention outcomes for PTSD in autistic individuals. 

Rumball (2019) reviewed the outcomes of seven case studies and reported a reduction in PTSD 

symptomology following psychological intervention for six of the included studies. However, 

reflecting the dearth in the literature, these findings are limited due to the large heterogeneity 

within the study designs (Rumball et al., 2019). 

Qualitative research is emerging offering insight into the experience of psychological support for 

autistic adults. Kildahl et al., (2020) explored mental health clinician’s perceptions of trauma 

presentation and approach to intervention in autistic clients. Clinicians expressed that autism may 

affect how individuals experience and cope with traumatic events, impacting on PTSD symptom 

expression and presenting challenges for clinicians in identifying trauma. Camm-Crosbie et al., 

(2019) conducted an online survey exploring autistic adults’ experiences of psychological support 

and found that respondents voiced a strong desire for support to be individually tailored. This was 

echoed by Crane et al., (2019) in their exploration of autistic adult’s experiences. Crane et al., (2019) 

concluded that current psychological support services require significant improvements in meeting 

the needs of this population.  

Therefore, despite indication of increased risk of exposure to potentially traumatic events, there is 

a scarcity of research into the lived experiences of trauma in autistic adults. Consequently, it is 

necessary to explore what constitutes effective and acceptable psychological support for treating 

trauma sequelae in collaboration with autistic adults themselves (Benevides et al., 2020; Fletcher-

Watson et al., 2019). To the authors’ knowledge, this is the first study seeking to illuminate autistic 

voices and their experiences of psychological support for trauma-related symptoms. In expanding 

the limited knowledge in this area, this study aims to explore the experiences of autistic adults of 

seeking and engaging in psychological support for trauma-related symptoms by answering the 

following research questions: What are the experiences of autistic adults of seeking, accessing and 

engaging in psychological support for trauma-related symptoms? How do autistic adults make 

sense of the trauma-focused psychological support they have received?  
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2.4 Methodology 

A qualitative research design was employed using semi-structured interviews and an Interpretative 

Phenomenological Analysis (IPA) methodology. IPA seeks to understand and amplify the lived 

experience of the research participants by providing an interpretative account of their experiences 

in their unique context (Larkin & Thompson, 2012). This methodology was chosen as IPA is gaining 

momentum as a useful participatory tool in illuminating autistic perspectives (Macleod, 2019). In 

IPA, the researcher engages in a ‘double hermeneutic’ through which both the researcher and the 

participant attempt to make sense of the experiences described (Smith, Flowers & Larkin, 2009). I 

am a twenty-nine-year-old, white British, neurotypical woman, with experience of working with 

autistic adults as a Trainee Clinical Psychologist in the National Health Service (NHS).  I acknowledge 

that my position may have influenced the interactions with the participants and the interpretation 

of the results. I kept a reflective diary pre- and post-interview and throughout the analysis, in an 

attempt to identify and ‘bracket’ my own preconceptions in my interpretation of the participants 

narratives of their experiences. Additionally, discussions about the data with my supervisors, a 

Clinical Psychologist with experience of working with autistic adults and a research director with an 

interest in emotional memory processing, will have contributed to my interpretations of 

participants’ accounts. 

2.4.1 Participants and recruitment  

Eight autistic adults with a formal diagnosis of Autism Spectrum Disorder (ASD) were recruited via 

purposive sampling. A recruitment poster was used to recruit participants from across the United 

Kingdom (UK) through social media, word of mouth and private psychology services. Following 

participants enquiring about the study , an information sheet (appendix G) was provided by email 

and an interview was arranged to collect data via Microsoft Teams communication and 

collaboration platform (MS Teams). Consent was obtained in written format using a consent form 

(appendix H). Inclusion criteria for participation in the current study specified: (1) age 18 or over (2) 

formal diagnosis of ASD (3) no diagnosed intellectual disabilities (ID) (4) able to understand spoken 

and written English (5) a good level of verbal expression (6) experience of engaging in psychological 

support for trauma-related symptoms (7) Current CORE-10 (Barkham et al., 2013) score of less than 

25 indicating no  acute ‘severe’ psychological distress or suicidality. ASD diagnosis was confirmed 

by review of diagnostic report. Participants ranged from 30-50 years old (mean = 38.13, SD = 3.18) 
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and 75% of the sample were females (two males). All participants received a £25 Amazon voucher. 

Table 6 summarises details of individual participants. Some participants did not report ethnicity or 

education level. Pseudonyms have been used to protect the identity of the participants. 
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Table 6. Participant Demographics 

Name Age Age of 
autism 
diagnosis 

Ethnicity 

(self-
identified) 

Living status Employment 
status 

Co-occurring diagnoses (self-
reported) 

Education  

Samantha 31 26 White 
British 

Lives with partner Unemployed Depression, anxiety, 
Borderline Personality 
Disorder, PTSD 

Undergraduate degree 

Neil 42 10 White 
British 

Lives with parent Unemployed Depression, anxiety, PTSD - 

Laura 50 50 - Lives independently Unemployed Depression, anxiety, chronic 
physical pain, PTSD 

 

- 

Michael 48 46 White 
British 

Lives with partner and 
children 

Full-time 
employed, 
education sector 

Depression, anxiety, PTSD Undergraduate degree 

Alice 39 38 Northern 
Irish 

Lives with partner Employed, 
Author 

Depression, anxiety, Crohn’s 
disease, PTSD 

- 

Rachel 35 32 White 
Welsh 

Lives with partner and 
children 

Carer, part-time 
student, 
volunteer 
director, charity 
sector 

Anxiety, depression, ADHD, 
PTSD 

Undergraduate degree 
(currently studying) 

Jane 30 30 Scottish Lives with partner Employed, 
healthcare sector 

Depression, PTSD Master’s degree 
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- = Information not provided 

 

Ella 30 25 White 
British 

Lives independently 
(visited by a support 
worker) 

Unemployed Anxiety states, depression, 
PTSD 

- 
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2.4.2 Procedure  

Ethical approval was granted for the study by the Ethics and Research Governance Committee at 

the University of Southampton (appendix I). Virtual interviews were conducted in the context of 

COVID-19 restrictions. I interviewed participants via video call using MS Teams. The interview 

schedule (appendix J) was developed by myself and my supervisors based on the aims of the project 

and methodological guidance (Larkin & Thompson, 2012; Smith et al., 2009). No members of the 

autistic community were involved in the initial development of the interview schedule. However, a 

pilot interview was conducted with an autistic adult who was eligible for the study and changes 

were made to the phrasing of questions in response to their feedback. NICE (2012) recommend the 

use of written and visual information in supporting autistic individuals with communication. Thus, 

prior to the interview, participants were emailed a PowerPoint presentation containing the 

interview questions and prompts (appendix K). This enabled participants to consider the questions 

beforehand and refer to them throughout the interview. The interviews were recorded on an 

encrypted voice recorder and ranged from 53-106 minutes (M=88 minutes). Participants were 

debriefed verbally at the end of the interview and sent a debrief form. All interviews were 

transcribed verbatim prior to analysis by a professional transcription service.  

2.4.3 Analysis  

Following transcription, I analysed the interview data using the six steps of IPA analysis (Smith et 

al., 2009). The data analysis was completed by hand. Initially, the first transcript was read and 

reread and voice recordings were listened to, ensuring full immersion in the data. Comments about 

the descriptive and linguistic content and conceptual understanding were made in the left margin 

and identified themes were noted in the right margin (appendix L).  This process was repeated for 

each transcript and an initial thematic map was created (appendix M). Initial themes were 

iteratively reviewed and reorganised and a list of superordinate themes and subthemes were 

produced with their corresponding verbatim quotations.  Themes were discussed amongst the 

research team and reviewed before the final superordinate themes and subthemes were agreed. 

For a theme to be classed as recurrent, it needed to be present across at least 6 of the 8 participants. 

To support the credibility of the analysis, I kept notes throughout the research process. This 

included collating feelings and thoughts evoked pre and post each interview. These notes were 
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reflected upon throughout the analysis, enabling me to ‘bracket’ my ideas and maintain openness 

to alternative meanings. The research team audited a subset of the data and made credibility 

checks of emerging themes and their interconnections to ensure that my interpretations were 

representative of the participants’ responses. 

2.5 Findings 

The eight semi-structured interviews were analysed using IPA and resulted in the identification of 

four superordinate themes and ten subthemes. Themes and their frequency across participants are 

illustrated in Table 7.  

 

Table 7. Identified themes, subthemes, and frequency across participants 

Theme Subtheme Frequency 

‘Accessing support that fits my needs’ Navigating NHS care pathways 8 

The pros and cons of private therapy 6 

 

Recognising trauma symptomology in 
autistic adults 

 

Traumatic experiences 

 

6 

Diagnostic overshadowing 6 

 

Clinician understanding of the Context of 
autism 

 

Experience with autistic clients 

 

7 

Clinician assumptions 7 

Clinician communication style 6 

Authenticity 

 

8 

‘Not just doing therapy at me, but 
working with me to do therapy’ 

Psychoeducation  6 

Meaningful reasonable adjustments  8 

 

2.5.1 Theme 1- ‘Accessing support that fits my needs’ 

The participants reported experiencing a range of therapeutic approaches including EMDR (37.5%) 

TF-CBT (37.5%), psychoanalytical therapy (25%), counselling (75%), art therapy (12.5%), dialectical 

behavioural-informed therapy (25%) and schematic therapy (12.5%). Psychological support was 

provided by Clinical Psychologists, counsellors, art therapists and psychotherapists. All participants 

discussed the challenge of fitting into a support system that is not designed around their needs. 

Most participants experienced difficulties in accessing psychological support for their trauma 
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symptoms. When asked about her experience of the process, Laura highlighted the challenge of 

finding psychological support targeting trauma symptoms that considered her needs in relation to 

being autistic. 

“There’s all sorts of psychological therapies out there…you need to find the right 

therapy that’s going to fit you.” 

The phrase ‘the right therapy’ suggests a preferred or ideal form of psychological support. The 

suggestion of finding a therapy to ‘fit you’ implies nuance in what may constitute the ‘right therapy’ 

for each individual, rather than an exact formula for supporting autistic adults with trauma-related 

symptoms. 

2.5.1.1 Navigating NHS care pathways 

All participants referenced the wider context of the NHS, in terms of under-funding and 

oversubscribed waitlists, as barriers to accessing effective and timely support. An overwhelming 

sense of frustration and ‘lack of faith’ (Neil) in NHS provision of psychological support was evident 

in their accounts. Many participants had found themselves ‘bounced between services’ (Alice), and 

were offered support that did not fit their needs due to the rigidity of care pathways. A sense of 

hopelessness is illustrated in Samantha’s account: 

‘The NHS were starting to say, “We’re only offering you group work again,” and 

that just would not work for me whatsoever’. 

Ella described how frustration can also be felt by the clinicians working within NHS psychological 

support services: 

‘They told me “Oh I will refer you for six sessions of CBT, but I don’t think it will 

meet your needs. I think you need to go on a waiting list to see a psychologist, 

but it will take about two years, possibly more”’ 

This was juxtaposed with the experiences of four of the participants who emphasised feeling 

‘extremely lucky’ (Laura) in terms of the NHS psychological support they received for their trauma-

related symptoms. There was a commonality across their accounts, with the participants perceiving 

that their psychological support had been ‘outside of the mould’ (Alice). Rachel described the 

proactive approach taken by her psychologist: 

‘She managed to wangle me far more sessions than I probably should have had on the NHS… and 

she wasn’t, like, “This is the book, this is how we do it,” that was really, really helpful’. 
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Rachel’s use of the word ‘wangle’ emphasises a sense of the psychologist skilfully manipulating the 

system and demonstrating flexibility in order to meet her needs. 

2.5.1.2 The pros and cons of private therapy 

Challenges in accessing appropriate NHS psychological services led five participants to seek private 

support for their trauma-related symptoms. Although all alluded to the financial cost of private 

therapy, the participants valued the increased choice, flexibility and autonomy in the therapeutic 

process afforded by the private sector. These factors enabled some participants to finally access 

psychological support that considered both, their trauma-related symptoms, and their needs 

relating to their autism: 

‘Going private I feel like there’s less pressure…it’s knowing that I can go as long 

as I need to, I can take it as slow or as fast as I want, that because it’s not NHS, 

I’m not going to be shoved out the door whenever they decide.’ (Samantha) 

 

Conversely, the participants highlighted a necessity to exercise caution in navigating the private 

sector. Challenges were discussed in ascertaining the professional background and qualifications of 

therapists and understanding therapeutic modalities.  This was perceived as a downside to the 

autonomy involved in seeking psychological support privately. Unusual encounters with clinicians 

in private practice were common. Neil disclosed one of his unhelpful encounters: 

 

‘I have had multiple therapists, one of whom said if I took the bible into my heart, 

then magically it would resolve all the issues.’ 

2.5.2 Theme 2 – Recognising trauma symptomology in autistic adults 

Several factors contributed to challenges for participants in having their symptoms recognised as 

trauma-related by healthcare professionals. This included their experiences leading to post-trauma 

symptomology not fitting with clinician’s conceptualisation of a ‘traumatic’ event, and specific 

influences of autism. 

2.5.2.1 Traumatic experiences 

Of those interviewed, two participants reported trauma symptoms following a single incident, 

whereas, six participants disclosed prolonged or multiple incidences of victimisation. Whilst half of 

the participants described traumatic experiences conventionally associated with PTSD, four 

participants explicitly described having negative life experiences as a consequence of ‘dealing with 
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the neurotypical world’ (Alice). These experiences related to bullying, social difficulties and their 

surroundings being insufficiently adapted to their needs. This was alluded to by Neil: 

‘I was pretty traumatised from school experiences, being around other kids, they 

latch on to anybody they perceive as weaker in the pecking order… I was 

absolutely terrified of people’ 

Neil’s use of the word ‘terrified’ accentuates the extent of distress caused by his social interactions 

with peers. Participants expressed the importance of clinicians extending curiosity to the impact of 

navigating the neurotypical world for autistic individuals and considering a broader range of 

‘traumatic’ events than those conventionally associated with trauma. 

2.5.2.2 Diagnostic overshadowing 

For several participants, the process of seeking support for their trauma-related symptoms was 

described as ‘a battle’ (Ella), involving feeling ‘dismissed and unheard’ (Rachel) by clinicians. In 

making sense of these difficulties, Ella discussed how ‘trauma symptoms can blur with autism 

symptoms’. Rachel conceptualised this further with her explanation: 

‘A lot of the external behaviours are often attributed to being autistic, so the 

lines aren’t drawn.’ (Rachel) 

For these participants, autism was often assumed to explain their trauma-related symptoms, and 

this presented barriers in accessing appropriate psychological support. Participants gave examples 

involving apparent increases in the severity of autistic characteristics. Alice discussed the 

implications of clinicians assuming her symptoms of hypervigilance were an expression of anxiety 

and rigidity in behaviour in the context of autism: 

‘My medical team had the stereotype of me as being very anxious and often 

difficult … it meant that they hadn’t put together my unusual reactions to 

things.’ 

For some, the persistence of such experiences with professionals led to self-doubt, struggling to 

trust their own judgements of their experiences: 

‘I spent three or four sessions saying, “Could I have fabricated this” Because I 

started really not believing myself’. (Rachel) 
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2.5.3 Theme 3- Clinician understanding of the context of autism 

This theme was prevalent across participants and captures the necessity for clinicians to seek 

knowledge and understanding of the context of autism. This was perceived as essential for positive 

therapeutic alliance with autistic people. Rachel advised: 

‘Understand that they might be frustrated, and they might have a distrust, they 

may have gone through five or six clinicians beforehand and have been given 

misdiagnoses…building the rapport and the trust can take time.’ 

2.5.3.1 Experience with autistic clients 

Seven of those interviewed explicitly sought psychological support from a clinician with experience 

of working with autistic adults. The excerpt from Alice, illustrates a view that was dominant in their 

accounts: 

‘People can read the resources on autism but it’s very different from having 

spent a lot of clinical hours with actual three-dimensional people’. 

Participants made the distinction between ‘just Googling autism’ (Jane) and learning about autism 

from autistic sources, with the latter perceived as vital in increasing the chances of autistic adults 

having a positive experience of psychological support. The participants disclosed researching this 

information about their clinicians: 

‘I Googled his name plus “autism” … and I was like, “Okay, he does actually have 

experience around autistic people…I can invest in this.’ (Alice) 

This perception was shared by six participants. The knowledge that their clinician had experience 

with autistic clients appeared to evoke confidence that the psychological support would be of value 

to them. 

2.5.3.2 Clinician assumptions 

This subtheme captures the participant’s emotive and powerful descriptions of the assumptions 

and stereotypes encountered throughout their psychological support journey. Examples centred 

on clinician’s neglecting curiosity and attempting to understand them through a stereotypical lens 

of ‘high function’. Autism-related difficulties were commonly minimised due to the outward 

appearance of ‘high intelligence’ and eloquence. This led participants to feel ‘completely dismissed’ 

(Laura). An excerpt from Samantha illustrates this experience: 

‘What really annoys me is, because I can talk like this, they assume, oh, I’m quite 

intelligent, I’ve got a degree, I’m well-educated… so they ask me questions that 

they’ll probably assume I can answer, then I just …I can’t understand.’ 
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Frustration was evident in these participant’s accounts and many felt unable to voice these feelings 

with their clinicians. Those interviewed expressed that, in challenging stereotypes and 

misconceptions about autism, it is important for clinicians to extend ‘genuine curiosity’ (Jane) to 

the autistic adult in front of them in understanding their autism. 

2.5.3.3 Clinician communication style 

This subtheme reflects the participants’ experiences with neurotypical clinicians in terms of a felt 

disparity in understanding and feeling for one another due to their differing world views and 

experiences. This was conceptualised as a case of mutual incomprehension, with participants 

perceiving a mismatch in the communication style between them and their therapist. Participants 

expressed a preference for a ‘gentle but matter of fact’ (Rachel) style and their disdain for the 

‘customer service voice’ (Jane, Neil), ‘head tilts’ (Samantha) and ‘super fluffy’ (Rachel) 

communication style. Participants described how this style of communication evoked suspicions of 

dishonesty and led them to revert to scripted responses and unauthentic behaviour with their 

clinician: 

‘When someone says ‘oh, I’m here for you’ or this kind of language…I just can’t 

connect with that... I have to switch on and start masking.’ (Jane) 

For some, this manifested as confusion, misunderstanding and a breakdown in the therapeutic 

relationship: 

‘She tried to be nice enough …that’s what was upsetting to me, I felt like she was 

getting really frustrated with me, which was making me frustrated with me.’ 

Samantha positions the ‘nice enough’ therapist as well-intentioned and the fault with herself, 

internalising the shared frustration. The fear of ‘getting therapy wrong’ (Jane), evoked by such 

experiences, was cited by some as a barrier to seeking future psychological support. 

2.5.3.4 Authenticity 

Specific qualities were discussed as crucial for clinicians working with autistic adults. ‘Sincerity and 

genuineness’ (Neil) were mentioned by all of the participants in the context of their difficulties in 

reading intentions and navigating ‘social game playing’ (Jane). The implications of these 

experiences was distrust in others and additional challenges in navigating relationships. Laura 

echoed the views of many participants regarding the therapeutic relationship: 
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‘It took a long time to let her in and build that relationship’. 

In the service of authenticity, participants appreciated demonstrations of honesty and 

transparency. Rachel illustrates this point: 

‘she did apologise and said that she should have spotted it sooner. The fact that she took ownership 

of that helped.’ 

There was a common dislike for the ‘unnatural formality’ (Jane) of the therapeutic relationship. All 

of those interviewed voiced the importance of experiencing realness from their clinician for them 

to feel safe: 

‘I don’t like that unnaturalness in which I share everything yet I don’t know the basics about them... 

this therapist would tell me, if she was going somewhere at the weekend…I felt the connection we 

had was genuine, so I could open up’ (Jane). 

2.5.4 Theme 4- ‘Not just doing therapy at me, but working with me to do therapy’ 

The participants discussed their experiences of therapeutic activities. All participants expressed a 

preference for tangible, concrete language and therapeutic tools. Those who perceived that their 

psychological support fit with their autistic thinking style referred to the value of visual resources, 

writing as a communication method, closed or choice-based questions and tangible, as opposed to 

abstract, therapeutic tools. 

2.5.4.1 Psychoeducation 

Half of the participants highlighted difficulties in recognising their trauma-related symptoms due to 

‘outdated and specific’ (Rachel) information regarding trauma found on websites such as MIND and 

the NHS. Several participants discussed a tendency to take these examples literally: 

‘Non-military examples were if you’ve been in a major car accident…single 

incidents, when I was reading those examples, I couldn’t correlate that with 

what happened to me’. (Rachel) 

Rachel’s account evokes a sense of invalidation of her experiences and, for Rachel, this delayed her 

access to trauma-focused psychological support. 

Six of the participants discussed a desire to be informed about the methodology and theoretical 

basis of the therapeutic approaches used to target trauma-related symptoms. An in-depth 

understanding of the underlying processes of trauma helped the participants to better 

‘understand the reason’ (Laura) for therapeutic tools such as grounding and mindfulness.   
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Participants disclosed reading peer-reviewed journal articles and books about the physiological 

mechanisms of trauma to thicken their understanding: 

‘I’ve had this going into shutdown but reading the book (When the body say’s 

no, Dr Gabor Maté) I came to understand that as dissociation.’ (Jane) 

2.5.4.2 ‘Not just doing therapy at me, but working with me to do therapy’ 

 

This theme considers how autism may affect the appropriateness of therapeutic tools for the 

individual. Reference was made to sensory differences and how sensory sensitivities should be 

integrated into psychological support. This is illustrated by Rachel’s explanation of grounding: 

 

‘I have some dissociative symptoms and grounding can be quite difficult as I’ve 

got really poor proprioception, I find it difficult to place my body in space. That 

was why we started using scents, because I’m hypersensitive to smell so that can 

almost bring me back quicker’. 

 

For many, visualisation was a useful therapeutic tool. However, imagining abstract, unfamiliar 

concepts was suggested to be futile. An excerpt from Michael illustrates that, for him, it was 

important that the concept being visualised was both tangible, and familiar: 

‘Visualising roots growing out your feet…to me, that’s  such an alien 

concept…your feet don’t grow roots. Focusing on something concrete, like a 

place I had actually been and could remember, where I felt safe, that was more 

effective.’  

Creative and flexible adaptations to communication methods were also valued. Alice, an author, 

highlighted how altering the communication modality of a trauma reliving exercise improved her 

ability to engage in the therapeutic work: 

‘I can find it difficult to unpick things, but actually, when I’m writing, I can do it 

a lot better, we agreed together that I would write it.’ 

Alice’s use of the phrase ‘agreed together’ implies collaboration in making reasonable adaptations. 

Across the board, participants appreciated clinicians who recognised the importance of making 
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adaptations truly meaningful to them and ‘Not just doing therapy at me but working with me to do 

therapy’. (Rachel) 

2.6 Discussion 

The participants in this study reported both positive and negative experiences of accessing and 

engaging in psychological support for trauma-related symptoms. The majority encountered 

challenges in accessing appropriate NHS support. Barriers including long waitlists, inaccessible 

services and insufficient funding were described by participants, in line with previous qualitative 

findings (Camm-Crosbie et al, 2019; Crane et al., 2019). Fragmented mental health services and lack 

of autism mental health pathways in NHS services have been highlighted as particularly problematic 

for autistic people without co-occurring ID, as these individuals frequently fall through the gaps in 

mental health services (Camm-Crosbie et al., 2019; Crane & Davidson et al., 2019, Maddox et al., 

2019). Interestingly, study participants explicitly cited the rigidity of care pathways that are 

designed around the needs of neurotypical people as the main obstacle to accessing support for 

their trauma-related symptoms. 

The autistic adults in this study reported greater satisfaction and positive outcomes in alleviating 

their trauma-related difficulties when clinicians adopted a flexible and creative approach to the 

structure and content of psychological support. The diversity reported in the types of psychological 

support encountered by the study participants fit with a recent review of the case study literature. 

Rumball (2019), reported positive outcomes for a variety of psychological therapies 

(psychotherapy, behavioural therapy, EMDR & CBT) and intervention lengths (4–43 sessions) in 

alleviating PTSD symptomology in autistic people. These findings, alongside the heterogeneity 

within the autistic spectrum (Peterson et al., 2019), imply that there is no single preferred 

intervention approach for treating trauma in autistic adults. Research is emerging indicating that 

NICE (2018) recommended therapies for treating PTSD in the general population may also be 

effective for autistic individuals (Ipci, et al., 2017; Kosatka & Ona, 2014; Lobregt-van Buuren et al., 

2019). However, the current study findings suggest that clinicians need to attend to the unique 

characteristics of the autistic person in front of them in planning and delivering trauma-focused 

psychological support (Mason et al., 2021; Peterson et al., 2019). This may present challenges for 

clinicians in navigating between evidence-based practice and practice-based evidence in meeting 

the needs of autistic individuals.  In building the case for a flexible and creative approach to trauma-

focused psychological support with autistic adults, it is vital that clinicians continue to document 

and disseminate what is working well and what is not working with their autistic clients (Rice & Lee, 

2020). 
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Recent studies have posited that the range of traumatic life experiences specified by the DSM-5 

may be narrower than those interpreted as traumatic, and possibly triggering PTSD symptoms, in 

autistic individuals (Brewin et al., 2019; Haruvi-Lamdan et al., 2018; Kerns et al., 2015). In this study, 

autistic adults perceived both DSM-5 (Criterion A events) and other events as catalysts to their 

trauma-related symptoms. Half of our sample identified traumatic experiences relating to 

cumulative stress from prolonged social victimization and bullying. This reflects previous research 

suggesting that bullying and social interactions can result in PTSD symptomatology in autistic 

individuals (Brewin et al., 2019; Haruvi-Lamdan et al., 2018; Shepler, 2016).  The autistic adults in 

this study perceived that reporting a non-criterion A trauma in relation to their psychological 

symptoms hindered timely recognition of their difficulties. This highlights the importance of 

clinicians attending to the individual’s subjective response to and interpretation of an event when 

defining trauma (Brewin et al., 2019). 

The participants in this study reported that the impact of their autism had been downplayed or 

dismissed by clinicians owing to their ‘high-functioning’ appearance and the absence of co-

occurring ID. Research has suggested that that the term ‘high-functioning’ may underestimate the 

difficulties commonly experienced by autistics individuals (Kenny et al., 2016). Such misconceptions 

may lead clinicians to underestimate the extent to which their autistic client is struggling and 

overestimate abilities in coping (Kenny et al.,2016; Nicolaidis et al., 2019). The way we talk about 

autism is important (Bradshaw et al., 2021), thus, clinicians should maintain an awareness of their 

language use in working with autistic individuals. 

There was a common perception amongst  participants that diagnostic overshadowing and 

stereotypical assumptions were reflective of clinician’s lacking understanding of the context of 

autism. A lack of knowledge of autistic adults’ mental health among professionals has been widely 

posited (Raja, 2014). Clinician knowledge, confidence, and experience function as gatekeepers for 

autistic adults seeking psychological support, therefore, is it vital that this is addressed. Research 

implies that clinicians are gaining knowledge about the characteristics of autism, however, clinicians 

continue to report a lack of confidence in effectively supporting autistic individuals (Cooper et al., 

2018; Frueh et al., 2006; Maddox et al., 2019).  For NHS services, a clearer understanding of what 

autism can and does not look like could be facilitated through liaison with specialist autism teams. 

Our participants expressed the importance of learning about autism from, and with, autistic 

sources. This suggests implications for NHS trusts, services, and therapist training programmes. 

Societal knowledge about autism is continuously evolving (Bradshaw et al., 2021). Learning about 
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autism from the autistic community themselves may be critical for clinicians in developing accurate 

knowledge and confidence in supporting autistic clients. 

The importance of the therapeutic relationship is widely acknowledged (Norcross & Wampold, 

2011). Participants in this study discussed relational difficulties with clinicians reflective of the 

double empathy problem (Milton, 2012). The double empathy problem describes how autistic and 

neurotypical people have different social communication styles, creating difficulties for both groups 

in empathising with one another (Milton, 2012). Participants discussed how a mismatch in social 

communication between themselves and their clinician led them to engage in camouflaging and 

masking behaviours. This is problematic, as research with autistic people has indicated that masking 

is exhausting and stressful (Hull et al, 2017). Additionally, client honesty and willingness to disclose 

are important mechanisms within the therapeutic process (Love & Farber, 2019). The double 

empathy problem has been suggested to increase susceptibility to misinterpreting signals from 

autistic people and inaccurately inferring their thoughts, feelings, and intentions (Mitchell et al., 

2021). These difficulties may explain the study findings that, in order to develop therapeutic 

alliance, autistic adults preferred a longer duration of psychological support than is typically 

offered.  The current findings suggest that demonstrating authenticity, honesty, and genuineness 

in fostering therapeutic alliance with autistic adults may begin to bridge the communication gap. 

The Autism Act (2009) stipulates that clinicians are required by law to make reasonable adaptations 

to interventions to enable autistic adults to effectively engage with the support that they require. 

The current study findings imply that it is necessary to develop an understanding of the individual 

person and their autism prior to commencing psychological interventions in thinking about 

reasonable adjustments (Camm-Crosbie et al., 2019). An interesting finding of this study was that 

autistic adults reported the value of focusing on their sensory differences in finding grounding 

strategies that worked for them. Research has highlighted the importance of attending to sensory 

aversions in working therapeutically with autistic individuals (Mason et al., 2019), however, the idea 

of using sensory sensitivities to improve the utility of psychological strategies has not yet been 

explored. Finally, our participants expressed a preference for clear, current, and scientifically based 

information about trauma sequelae and interventions. Thus, psychological support providers 

should ensure autistic clients have an accurate understanding of the relevant therapeutic 

approaches and a clear rationale for implementing them. 

2.6.1.1 2.6.1 Strengths and limitations 

The main strength of this study was the unique sample and in-depth exploration of their 

experiences afforded by the IPA methodology (Smith, 2011). Illumination of lived experiences is 

particularly valuable as autistic voices have been neglected by research (Nicolaidis et al., 2019). A 
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further, unanticipated strength was the use of online data collection. Although a necessity in the 

context of COVID-19, online participation enabled the inclusion of individuals from across the UK.  

This is advantageous as healthcare provisions vary considerably between regions, thus, the 

experiences reported are likely to be representative of a diverse geographical area. My 

commitment to the qualitative research quality principles (Yardley, 2000) was also a strength. In 

particular, considerable time and care were taken during the interviews to attend to the 

communication needs of each participant and to understand each individual’s experience; 

demonstrating the quality principle of commitment (Yardley, 2000). 

Although generalisability is not a priority of IPA, there are some limitations regarding the extent to 

which participant’s experiences varied. Notably, this study featured a white, mainly female, middle-

aged sample of unknown socio-economic status.  Considering the likely impact of intersectionality 

and cohort effects on autistic lived experience (Cascio et al., 2020), future studies should include 

more diverse samples and collect detailed demographic information. There was considerable 

heterogeneity in the type of psychological support participants received and the amount of time 

elapsed since treatment. Additionally, although autistic individuals were consulted about the 

content of the interview, it was not possible to involve the autistic community at the planning stage, 

thus, it is unclear whether this research reflects the priorities of the autism community (Pellicano 

et al., 2014). Finally, the validity of the study findings could have been improved using member 

checking (Smith et al., 2009). 

This study provides novel insight into the lived experiences of autistic adults who have sought 

psychological support for trauma-related symptoms. The findings highlight difficulties faced by 

autistic adults in navigating NHS care pathways and accessing appropriate psychological support 

for their trauma-related symptoms. The findings also indicate potentially important therapist 

factors and therapeutic mechanisms. As discussed, further qualitative exploration with diverse 

samples is required to develop a clearer picture of autistic adult’s experiences of psychological 

support for trauma-related symptoms. Future quantitative research is necessary to determine what 

types of adapted psychological support for trauma-related symptoms could improve mental health 

outcomes for autistic adults. Future studies could also explore different time points post-

intervention in developing our understanding of how autistic individuals make sense of the 

psychological support they have received over time. Additionally, the study findings regarding the 

potential importance of learning about autism from autistic sources warrants exploration with the 



Chapter 2 

80 

autistic community in determining how autistic participation in training programmes is best 

achieved. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Appendix A DSM-5 Diagnostic Criteria 

 

DSM-5 Diagnostic criteria for post-traumatic stress disorder (PTSD) (APA, 2013) 

To meet the DSM-5 criteria for post-traumatic stress disorder the person must have: 
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• Been exposed to actual or threatened death, serious injury, or sexual violence in one (or 

more) than of the following ways: 

o Directly experiencing the traumatic event. 

o Witnessing, in person, the event as it occurred to others. 

o Learning that the traumatic event occurred to a close family member or friend. In 

cases of actual or threatened death of a family member or friend, the events must 

have been violent or accidental. 

o Experiencing repeated or extreme exposure to aversive details of the traumatic 

event (e.g. first responders collecting human remains; police officers repeatedly 

exposed to details of child abuse). 

• Persistently re-experience at least one of the following intrusive symptoms: 

o Recurrent, involuntary, and intrusive memories. 

o Recurrent traumatic nightmares (children may have frightening dreams not 

related to the trauma). 

o Dissociative reactions (e.g. flashbacks) in which the person feels or acts as if the 

traumatic event is recurring. These reactions may occur as brief episodes or the 

person may lose consciousness (children may re-enact the traumatic event 

through play). 

o Intense or prolonged distress after exposure to traumatic reminders. 

o Marked physiologic reactivity after exposure to trauma-related stimuli. 

• Persistently avoid stimuli associated with the traumatic event such as: 

o Trauma-related thoughts or feelings, or 

o Trauma-related external reminders (e.g., people, places, conversations, activities, 

objects, or situations). 

• Experience at least two of the following negative changes in mood or thoughts that 

began or worsened after the traumatic event: 

o Unable to recall key features of the traumatic event. 

o Persistent (usually distorted) negative beliefs and expectations about themselves 

or the world. 

o Persistent distorted blame of self or others for causing the traumatic event, or for 

resulting consequences. 

o Persistent negative emotional state (e.g. fear, horror, anger, guilt or shame). 

o Markedly diminished interest in (pre-traumatic) significant activities. 

o Feelings of detachment or estrangement from others. 
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o Persistent inability to experience positive emotions (happiness, satisfaction, or 

love). 

• At least two of the following trauma-related alterations in arousal and reactivity that 

began or worsened after the traumatic event: 

o Irritable or aggressive behaviour (with little or no provocation). 

o Self-destructive or reckless behaviour. 

o Hypervigilance. 

o Exaggerated startle response. 

o Problems in concentration. 

o Sleep disturbance. 

• The above symptoms should: 

o Cause significant distress or functional impairment (e.g. social, occupational). 

o Not be caused by medication, substance use, or other illness. 

o Be persistence for more than one month. 
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Appendix B Sample characteristics of qualitative studies  

Sample characteristics of qualitative studies 

Number 
of study 

First author (year) Study type 
and data 
collection 

Country 
of study 

Number of 
respondents 

Sampling 
technique 

 

 

 

 

Female 
% 

Professional 
background of 
respondents 

Reporting on 
autistic 
individuals 
with ID? 

Clinical context 

1 Kildahl, Helverschou, 
Bakken & Oddli (2020)  

IPA, 
interviews 

Norway N = 18 Convienience  77% Specialist 
psychologist (N = 3), 
psychologist (N = 1), 
learning disabilities 
(LD) nurse (N = 7), 
psychiatrist (N = 2), 
nurse practitioner 
(N = 2), psychiatric 
nurse (N = 2), 
special educator (N 
= 1) 

Yes (mild, 
moderate, 
severe and 
profound) 

Informants were 
recruited from six 
hospitals in Norway 
and were employed 
in inpatient or 
outpatient mental 
health units 
supporting people 
with autism and ID 

2 Kildahl, Helverschou, 
Bakken & Oddli (2020)  

IPA, 
interviews 

Norway N = 18 Convienience  77% Specialist 
psychologist (N = 3), 
psycologist (N = 1), 
LD nurse (N = 7), 
psychiatrist (N = 2), 
nurse practitioner 

Yes (mild, 
moderate, 
severe and 
profound) 

Informants were 
recruited from six 
hospitals in Norway 
and were employed 
in inpatient or 
outpatient mental 
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Number 
of study 

First author (year) Study type 
and data 
collection 

Country 
of study 

Number of 
respondents 

Sampling 
technique 

 

 

 

 

Female 
% 

Professional 
background of 
respondents 

Reporting on 
autistic 
individuals 
with ID? 

Clinical context 

(N = 2), psychiatric 
nurse (N = 2), 
special educator (N 
= 1) 

health units 
supporting people 
with autism and ID 

3 Kildahl, Helverschou & 
Oddli, (2020)  

IPA Norway N = 5 - 60% Clinical psychologist 
(N = 1), psychiatrist 
(N = 1), LD nurse (N 
= 2) psychiatric 
nurse (N = 1) 

Yes Specialised 
psychiatric ward 

*Studies 1 and 2 report on the same sample 
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Appendix C Sample characteristics of the case reports and quantitative studies included in the review 

Sample characteristics of the case reports and quantitative studies included in the review 
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Number 
of  

study 

First 
author 

Study 
type 

Country  

of study 

Autistic 
participants 
(with 
traumatic 
experiences
/ 

symptoms)  

Comparison 
group 

Age (case 
reports) 
and age 
range and 
mean 
(group 
studies) 

Gender 
(case 
reports) or 
Female % 

Ethnicity Co-occurring 
conditions 

Reporting 
on autistic 
individuals 
with ID? 

ASD 

diagnosis 

Relevant 
measures 
used 

4 Carrigan 
& Allez 
(2017)  

Case 
report 

UK  (N = 1) N/A 26 Male Not 
stated 

PTSD Mild ID Childhood 
diagnosis of 
ASD  

- 

5 Cook et 
al., 
(1993) 

Case 
report 

USA (N = 1) N/A 

 

 

 

 

12 Male - PTSD 

 

 

 

 

 

 

 

 

- Psychiatrist 
evaluation 
using DSM-III-
R criteria, 
Autistic 
Diagnostic 
Interview 
(ADI; Le 
Couteur et al., 
1989) 
algorithm, 
and 
Childhood 
Autism Rating 
Scale (CARS; 
Schopler et 
al., 1988)  

- 

6 Fazel et 
al., 
(2020) 

Case 
report 

UK (N = 1) N/A 15 Female - Psychosis - Not stated - 
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7 Gerhardt 
& Smith. 
(2020) 

Case 
report 

UK (N = 1) N/A 11 Male - ADHD, 
Unspecified 
Trauma and 
Stressor 
Related 
Disorder 

None ASD 
diagnosed by 
psychiatrist 
interview 

- 

8 Guest & 
Ohrt 
(2018) 

Case 
report 

USA (N = 1) N/A 5 Male - ADHD None ASD diagnosis 
confirmed 
prior to study 

- 

9 Ipci et al., 
(2017) 

Case 
report 

Turkey (N = 1) N/A 6 Male - PTSD, 
Selective 
mutism, OCD 

None ASD 
diagnosed by 
psychiatric 
interview 

- 

10 King & 
Desaulni
er (2011) 

Case 
report 

Canada (N = 1) N/A 15 Male Eastern 
Europea
n 

PTSD Mild ID ASD diagnosis 
confirmed 
prior to study 

- 

11 Kosatka 
& Ona 
(2014) 

Case 
report 

USA (N = 1) N/A 21 Female White PTSD, Anxiety 
disorder not 
otherwise 
specified 

None  Diagnosed by 
psychological 
testing at 18 
years of age 

- 

12 Reese & 
Deutsch 
(2020)  

Case 
report 

Germany (N = 1) N/A 16 Female - None stated None ASD diagnosis 
confirmed 
prior to study 

- 
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13 Robinson 
(2018) 

Case 
report 

Scotland (N = 1) N/A 30’s Male - None stated None ASD 
diagnosed by 
specialist ASD 
clinician 
within 
diagnostic 
team 
according to 
Diagnostic 
and Statistical 
Manual-IV 

- 

14 Trelles 
Thorne et 
al., 
(2015) 

Case 
report 

USA (N = 1) N/A 9 Male Mexican 
America
n 

ADHD; PTSD borderline 
ID 

Screened for 
ASD using the 
Autism 
Mental Status 
Examination 
(Grodberg et 
al. 2012) 

- 

15 Weiss & 
Lunsky 
(2010) 

Case 
report 

Canada (N = 1) N/A 30’s Female - Past major 
depressive 
episode, PTSD 

None  ASD 
diagnosis 
confirmed 
prior to study, 
screened 
against 
criteria for 
Aaperger 
syndrome 
using the AAA 

 - 
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(Baron-Cohen 
et al., 2005) 

16 Brenner 
et al., 
(2018) 

Case 
control 

USA  N = 350 (99 
with trauma) 

None 4-21 (M = 
12.9) 

21.2% Non-
Hispanic/ 

Latino (n 
= 292 of 
350) 

-  IQ 37-125 
(M = 77.46) 

Autism 
Disorder 
Observation 
Schedule-2nd 
Edition 
(ADOS-2; Lord 
et al., 2012); 
Social 
Communicati
on 
Questionnaire 
(SCQ) (Rutter 
et al., 2003) 

Specific 
items from 
the Child 
and 
Adolescent 
Symptom 
Inventory, 
Fifth 
Edition 
(CASI-5) 
(Gadow 
and 
Sprafkin 
2013); 
caregiver 
report of 
the 
participant
’s abuse 
history 
was 
collected 
via the 
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Demograp
hic and 
Medical 
Intake 
Form 
created by 
AIC 
researcher
s.   

17 Haruvi-
Lamdan 
et al., 
(2020) 

Case 
control 

Israel  N = 25 
(probable 
PTSD n = 8) 

Typically 
developing (TD) 
peers (n = 25) 

18–35 (M 
= 22.8) 

40% Most 
participa
nts were 
Jewish, 
and born 
in Israel 

ADHD (20%), 
depression 
and anxiety 
(8%), OCD 
(4%) 

- 

ASD diagnosis 
confirmed 
prior to study, 
recognition of 
the diagnosis 
by the Israel 
Ministry of 
Welfare and 
the National 
Insurance 
service 

Life Events 
Checklist 
for DSM-5 
(LEC-5; 
Weathers 
et al., 
2013), 
PTSD 
Checklist 
for DSM-5 
(PCL-5), 
Specific 
Version, a 
list of 
negative 
interperso
nal 
situations 
that were 
based on a 
bullying 
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questionna
ire 
(Sourander 
et al., 
2010) 

 

18 Hoch & 
Youssef 
(2020)) 

Case 
control 

USA  N = 7695 
(ASD + 
Trauma n = 
1166) 
(Annual 
Assessment, 
44.2%, 
Evaluations, 
55.7% and 
Neuropsych
ological 
Assessments
, 0.1%). 

None  Children  

- 

- White 
(23%)   

Not stated - Diagnostic 
information 
was extracted 
from the EMR 
system and 
included 
DSM-IV and 
ICD 9 (World 
Health 
Organization 
1978), and 10 
(World Health 
Organization 
1992) 
systems of 
classification  

- 

19 Hoover & 
Romero 
(2019) 

Cohort 
study 

USA  N = 20 
(diagnosable 
PTSD n = 5) 

None 8–14 (M = 
11.0)  

43% African 
America
n 
(42.9%), 
(38.1%) 
White, 

- -  Screened for    
prior medical 
diagnosis of 
ASD  

Interactive 
Trauma 
Scale (ITS) 
Prototype 
UCLA Post 
Traumatic 
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unspecifi
ed race 
(9%) 

Stress 
Disorder 
Reaction 
Index for 
DSM-5 
(Pynoos & 
Steinberg 
1998) 

20 Howlin & 
Clements 
(1995) 

One-time 
interview 

England  N = 12 None 9-23 (M = 
13.1) 

- Not 
stated 

- IQ 40-<130 
(M = 69.1) 

Information 
from parents 
and 
observations 
indicated that 
the majority 
fulfilled ICD-
10 diagnostic 
criteria for 
autism 

 

21 Kupferste
in (2018) 

One-time 
survey 

USA  N = 460 
(Caregiver 
entries n = 
217; autistic 
adult entries 
n = 243)  

None  caregiver 
entries 1-
38, autistic 
adult 
entries 18-
73  

Caregiver 
21%  

Autistic 
individuals 
55% 

- 

 

- - Verbal report 
of 
participants 

Parent 
interview 

22 Lobregt-
van 
Buuren 

Non-
randomiz
ed add-
on, 

 The 
Netherland
s 

N = 21  None  Not stated 
(M = 34.5) 

61.9% - Depression (N 
= 9), ADHD (N 
= 5), PTSD (N 
= 14), 

None  ASD diagnosis 
confirmed 
prior to study 

The 
‘thermome
ter card’ of 
the 



0 

93 

et al., 
(2019) 

Cohort 
study 

Personality 
disorder (N = 
3) 

Adapted 
Anxiety 
Disorders 
Interview 
Schedule-
Children 
(ADIS-C) 
section 
PTSD 
version for 
adults with 
mild to 
borderline 
intellectual 
disabilities 
(Mevissen 
et al. 
2016), The 
Impact of 
Event 
Scale-
Revised 
(IES-R) 
(Weiss et 
al., 1997) 

23 McDonne
ll et al., 
(2019) 

Case 
control 

USA N = 607 (ASD 
only with 
maltreatmen
t = 99; 
ASD+ID with 

TD peers n = 
(3101)  

6-18, (M = 
11.6) 

- Non-
Hispanic 
White 
(62.1%, 
ASD 

Not stated ID (N = 291)  Abstracted 
records were 
reviewed, and 
clinician 
reviewers 

- 
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maltreatmen
t n =138) 

only; 
42.8%, 
ASD + 
ID,), 
Non-
Hispanic 
African 
America
n                     
(30.1%, 
ASD 
only, 
52.4%, 
ASD + 
ID), 
Hispanic                                        
(4.5%; 
ASD 
only, 
3.1%, 
ASD + 
ID), Non-
Hispanic 
Other                               
(3.2%, 
ASD only 
1.7%, 
ASD + ID) 

determined 
whether the 
child met 
criteria for 
ASD based on 
a coding 
scheme using 
DSM-IV-TR 
criteria  
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24 Mehtar & 
Mukadde
s (2011) 

Cross-
sectional 
within-
groups 

Turkey N = 69 (with 
trauma n = 
18) 

None 6-18 (M = 
11.7) 

23.2% -  Previous co-
morbid 
psychiatric 
disorder 
(59.4%) 

IQ 70–135; 
borderline-
normal 
range  IQ 
(27.5%), 
mild ID 
(7.2%), 
moderate 
ID (39.1%), 
and severe 
ID (26.1%)  

Diagnosed 
and assessed 
carefully by 
experts on 
admission to 
the autism 
clinic and in 
follow-up 
visits 

Schedule 
of 
Affective 
Disorders 
and 
Schizophre
nia for 
School 
Aged 
Children  (
K-SADS-PL)  
PTSD 
scale (Kauf
man et 
al. 1997),  
Trauma 
symptoms 
Investigati
on Form in 
Autistic 
Spectrum 
Disorders 
(TIF-ASD, 
Mehtar, et 
al 2011) 
Current 
and 
lifetime 
episodes 
using DSM-
IV criteria; 
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completed 
with child 
where 
possible 

25 Okazaki 
et al., 
(2020) 

Cohort 
study 

Japan N = 21  TD peers (n = 
22) 

 

- (M = 
27.0) 

28.57% Japanese - None 

Confirmed 
prior to 
study- all 
patients re-
evaluated 
using the 
ADOS-2 (Lord 
et al., 2012) 

Japanese 
version of 
the Child 
Abuse and 
Trauma 
Scale 
(CATS; 
Sanders et 
al., 1995) 
to assess 
trauma 
history 

26 Paul et 
al., 
(2018) 

Case 
control 

France N = 39  TD peers (n = 
53) 

8-18 M = 
13.23 

15.38% - ADHD 
(53.8%) 

- Patients 
diagnosed by 
an ASD expert 
centre in 
Bordeaux, 
France, ASD 
diagnosis 
validated by a 
threshold 
score on the 
ADI-R Le 
Couteur et al. 
1989) and the 

 

Post-
traumatic 
stress 
disorder 
Check List-
Scale 

(PCL-S), 
Juvenile 
Victimizati
on 
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Autism 
Diagnostic 
Observation 
Schedule-
Generic 
(ADOS-
G;Rutter et 
al., 1999) 

Questionn
aire— 

Screener 
Sum 
Version 
(JVQ) 
(Hamby et 
al., 2004). 
Authors 
created a 
questionna
ire to 
assess the 
clinical and 

forensic 
consequen
ces of the 
victimisati
ons 

 

 

27 Rumball 
et al., 
(2020) 

One-time 
online 
survey 

UK N = 59 
(reporting 
traumatic 
experiences 
N = 53) 

None 19-67 (M = 
39) 

60.38% 

 

 

White 
(89.8%), 
Asian 
(3.4%), 
African/C 
aribbean
/Black 

- None  Verbal report 
from 
participants, 
definitive 
confirmation 
of ASD 
diagnosis was 

- 
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British 
(1.7%), 
mixed 
ethnicity 
or other 
(5.1%). 

obtained for 
48/59 
participants  

28 Taylor & 
Gotham 
(2016) 

Cross 
sectional 
within-
groups 

USA N = 36  None 17-22 (M 
18.7)  

16.70% White 
non-
Hispanic 
(91.7 %) 

major 
depression (N 
= 5), 
obsessive-
compulsive 
disorder (N = 
2), dysthymia 
(N = 2), 
simple phobia 
(N = 1),  
bipolar 
disorder  (N = 
1), 
generalized 
anxiety 
disorder (N = 
2),  bipolar 
disorder, 
depressive 
disorder NOS 
(N = 1) 

IQ 40-137; 
had IQ of 70 
or less 
(27.8 %), 
71- 85 
(11.1%); 86-
100 
(27.8 %), 
greater 
than 100 
(33.3%) 

Prior ASD 
diagnosis 
from a health 
professional 
that was 
confirmed 
through a 
laboratory 
evaluation 

 (K-SADS-
PL; 
Kaufman 
et 
al. 1997), 
Current 
and 
lifetime 
episodes 
using DSM-
IV criteria 
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Key: - = Not reported in study; N/A =not applicable 

 

 

 

29 Valenti et 
al., 
(2012) 

Case 
control 

Italy N = 18  Peers not 
exposed to the 
earthquake (n = 
42) 

<18 (not 
stated) 

16.70% -  Not stated IQ of 75 or 
lower) 
(71.6%) 

Prior 
standardised 
assessment 
with the 
Autism 
Diagnostic 
Observation 
Schedule 
(ADOS)—
Italian version  
(Lord et al. 
2005) ASD 
diagnoses 
were made 
according to 
ADI-R Le 
Couteur et al. 
(1989) and 
ADOS scores 
and 
ICD-10 
criteria. 

Vineland 
Adaptive 
Behaviour 
Scales 
(Sparrow 
et al., 
2008) 
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Appendix D CASP ratings for included qualitative IPA studies 

CASP ratings for included qualitative IPA studies 
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Study 
number 

First 
author 
(year) 

Q1.  
Clear 
aims  

Q2. 
Appropriate 
methodology  

Q3. 
Appropriate 
design  

Q4. 
Appropriate 
recruitment 
strategy  

Q5. 
Appropriate 
data 
collection  

Q6.  
Adequate 
consideration 
of  
relationship 
between 
researcher 
and 
participants  

Q7.  
Ethical 
considerations  

Q8. 
Rigorous 
data 
analysis  

Q9.  
Clear 
statemen
t of 
findings  

1  Kildahl, 
Helversch
ou, 
Bakken & 
Oddli 
(2020) 

✓  ✓  ✓  ✓  ✓  ✓  ✓  ✓  ✓  

2 Kildahl, 
Helversch
ou, 
Bakken & 
Oddli 
(2020) 

✓  ✓  ✓  ✓  ✓  ✓ ✓  ✓  ✓  

3 Kildahl, 
Helversch
ou & 
Oddli, 
(2020) 

✓  ✓  ✓  ✓  ✓  ✓ ✓  ✓  ✓  
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Appendix E Adapted JBI ratings for included case reports 

Adapted JBI rating for included case reports 

 

Study 
number 

Q1. First 
author 
(year)  

Q2. Clear 
description 
demograph
ics  

Q3. Clear 
description 
patient’s 
history and 
timeline  

Q3a. Rich 
description  
trauma 
sequelae   

Q4. Clear 
descript-
ion current 
clinical 
conditions  

Q4a. 
Quotations 
from 
autistic 
individual 
illustrating 
trauma 
symptoms 

Q5. Clear 
description 
diagnostic 
tests or 
assessment 
methods 
and result 
of these  

Q6. Clear 
description 
of the 
interventio
n or 
treatment 
procedure  

Q7. Clear 
description 
post-
intervention 
clinical 
conditions  

Q8. Were 
any adverse 
reactions, 
unanticipate
d events or 
necessary 
modification
s described  

Q9. Does 
the case 
report 
provide 
takeaway 
lessons 
regarding 
assessment 
and 
treatment 
of PTSD in 
ASD 

4 
 
 
 
 

Carrigan 
& Allez 
(2017)  

✓  ✓  ✓ ✓  ✓ ?  PTSD = 
Yes ASD = 
No 

✓  ✓  ✓  ✓  

5 Cook et 
al., 
(1993) 

✓  ?     

History = 
no Post-
assessment 
= yes 

✓ ✓  ✓ ✓  ? 
Psychophar
macology = 
yes 
Psychother
apy= no      

?    
Psychophar
macology = 
yes 
Psychothera
py= no   

? 

Psychophar
macology = 
yes 
Psychothera
py= no   

?   

Assessment 
and 
systemic 
issues = yes 
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Study 
number 

Q1. First 
author 
(year)  

Q2. Clear 
description 
demograph
ics  

Q3. Clear 
description 
patient’s 
history and 
timeline  

Q3a. Rich 
description  
trauma 
sequelae   

Q4. Clear 
descript-
ion current 
clinical 
conditions  

Q4a. 
Quotations 
from 
autistic 
individual 
illustrating 
trauma 
symptoms 

Q5. Clear 
description 
diagnostic 
tests or 
assessment 
methods 
and result 
of these  

Q6. Clear 
description 
of the 
interventio
n or 
treatment 
procedure  

Q7. Clear 
description 
post-
intervention 
clinical 
conditions  

Q8. Were 
any adverse 
reactions, 
unanticipate
d events or 
necessary 
modification
s described  

Q9. Does 
the case 
report 
provide 
takeaway 
lessons 
regarding 
assessment 
and 
treatment 
of PTSD in 
ASD 

Treatment 
= no  

6  Fazel et 
al., 
(2020) 

✓  ✓ ✓  ✓  ? ✓   ? ? 

7 Gerhard
t & 
Smith 
(2020) 

✓  ✓  ✓ ✓   ?  ?  ✓  ? ✓  

8 Guest & 
Ohrt 
(2018) 

✓  ✓  ✓  ✓   ?  ✓  ✓  ?  ✓  

9 Ipci et 
al., 
(2017) 

?  ✓  ✓ ✓     ? ?   ?  

10 King & 
Desaulni

✓  ✓  ✓ ✓   ?  ?  ?  ?  ?  
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Study 
number 

Q1. First 
author 
(year)  

Q2. Clear 
description 
demograph
ics  

Q3. Clear 
description 
patient’s 
history and 
timeline  

Q3a. Rich 
description  
trauma 
sequelae   

Q4. Clear 
descript-
ion current 
clinical 
conditions  

Q4a. 
Quotations 
from 
autistic 
individual 
illustrating 
trauma 
symptoms 

Q5. Clear 
description 
diagnostic 
tests or 
assessment 
methods 
and result 
of these  

Q6. Clear 
description 
of the 
interventio
n or 
treatment 
procedure  

Q7. Clear 
description 
post-
intervention 
clinical 
conditions  

Q8. Were 
any adverse 
reactions, 
unanticipate
d events or 
necessary 
modification
s described  

Q9. Does 
the case 
report 
provide 
takeaway 
lessons 
regarding 
assessment 
and 
treatment 
of PTSD in 
ASD 

er 
(2011)  

11 Kosatka 
& Ona 
(2014) 

✓  ✓  ✓ ?   ✓  ✓  ✓  ✓  ✓  

12 Reese & 
Deutsch 
(2020) 

✓  ?   ✓  ✓   ✓  ✓  ✓  

13 Robinso
n (2018) 

?   ✓   ✓  ✓  ✓  ?  ✓  

14 Trelles 
Thorne 
et al., 
(2015) 

✓  ✓  ✓ ✓   ✓  ? 

Pharmacol
ogy= yes 
Psychologic
al and 
school = no 

 ?  

Pharmacolog
y= yes 
Psychological 
and school = 
no 

?  

Treatment 
= no, 
Assessment 
= yes  
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Study 
number 

Q1. First 
author 
(year)  

Q2. Clear 
description 
demograph
ics  

Q3. Clear 
description 
patient’s 
history and 
timeline  

Q3a. Rich 
description  
trauma 
sequelae   

Q4. Clear 
descript-
ion current 
clinical 
conditions  

Q4a. 
Quotations 
from 
autistic 
individual 
illustrating 
trauma 
symptoms 

Q5. Clear 
description 
diagnostic 
tests or 
assessment 
methods 
and result 
of these  

Q6. Clear 
description 
of the 
interventio
n or 
treatment 
procedure  

Q7. Clear 
description 
post-
intervention 
clinical 
conditions  

Q8. Were 
any adverse 
reactions, 
unanticipate
d events or 
necessary 
modification
s described  

Q9. Does 
the case 
report 
provide 
takeaway 
lessons 
regarding 
assessment 
and 
treatment 
of PTSD in 
ASD 

15 Weiss & 
Lunsky 
(2010) 

✓  ✓  ✓ ✓   ✓  ✓  ?  

PTSD = no 
depression 
and anxiety = 
yes 

✓  ?  

Assessment 
= no 
Treatment 
= yes 

Key:  ✓= yes, ?  = can’t tell,  = no 
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Appendix F EPHPP ratings for included quantitative studies 

Study 
number  

First author 
(year)  

Rating 

Confounders 

Aware  

of 
research 
Q 

Rating 
blinding 

Tools 
reliable 

Tools 
valid 

Rating data 
collection 
method 

Unit of 
analysis 

Appropriate 
statistics 

GLOBAL 

RATING 

16 Brenner et 
al., (2018) 

3 3 3 3 3 3 Individual Yes 3 (weak) 

17 Haruvi-
Lamdan et 
al., (2020) 

1 3 3 1 1 1 Individual Yes  3 (weak) 

18 Hoch & 
Youssef 
(2020)) 

3 3 3 3 3 3 Individual Yes 3 (weak) 

19 Hoover & 
Romero 
(2019) 

3 3 3 1 1 1 Individual Yes 3 (weak) 

20 Howlin & 
Clements 
(1995) 

3 3 3 3 3 3 Individual Yes 3 (weak) 

21 Kupferstein 
(2018) 

3 3 3 3 3 3 Individual Yes 3 (weak) 
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Study 
number  

First author 
(year)  

Rating 

Confounders 

Aware  

of 
research 
Q 

Rating 
blinding 

Tools 
reliable 

Tools 
valid 

Rating data 
collection 
method 

Unit of 
analysis 

Appropriate 
statistics 

GLOBAL 

RATING 

22 Lobregt-van 
Buuren et 
al., (2019) 

3 2 3 1 1 1 Individual Yes 3 (weak) 

23 McDonnell 
et al., (2019) 

1 3 3 3 3 3 Individual  Yes 3 (weak) 

24 Mehtar & 
Mukaddes 
(2011) 

3 1 3 3 3 3 Individual Yes 3 (weak) 

           

25 Okazaki et 
al., (2020) 

2 3 3 3 3 3 Individual Yes 3 (weak) 

26 Paul et al., 
(2018) 

1 1 3 1 1 1 Individuals Yes 2 (moderate) 

27 Rumball et 
al., (2020) 

3 3 3 1 1 1 Individual Yes 3 (weak) 

28 Taylor & 
Gotham 
(2016) 

1 3 3 3 3 3 Individual Yes 3 (weak) 
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Study 
number  

First author 
(year)  

Rating 

Confounders 

Aware  

of 
research 
Q 

Rating 
blinding 

Tools 
reliable 

Tools 
valid 

Rating data 
collection 
method 

Unit of 
analysis 

Appropriate 
statistics 

GLOBAL 

RATING 

29 Valenti et 
al., (2012) 

3 3 3 1 1 1 Individual Yes 3 (weak) 

           Key: 4 = Case-control study, 5 =  Cohort study, 7a  = Questionnaire, 7b = Survey,  7c = Interview cross-sectional within groups; 1 = strong, 2 = moderate, 3 = weak 
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Appendix G Participant information sheet 

Participant Information Sheet 

 

Study Title: An interpretative Phenomenological Analysis: The Experiences 

of Adults with Autism Spectrum Condition (ASC) of Accessing and Engaging in 

Psychological Support following trauma symptoms 

 

Researcher: Charlotte Scrivens 

ERGO number: 55779      

 

• You are being invited to take part in a research study. This is because you 

have a diagnosis of ASC and have received some psychological support for 

symptoms relating to a difficult experience that has happened to you in your 

life. 

• This information sheet is to help you understand why this research is being 

completed. By reading this information sheet you can decide if you would 

like to take part in the study. Please take your time reading the information 

below. You can email the researcher, Charlotte Scrivens, questions if 

anything in this information sheet is unclear.  

•  You may like to discuss it with others, but it is up to you to decide whether 

or not to take part.  

• If you are happy to participate you will be asked to sign a consent form. 

 

What is the research about? 

The researcher is a Trainee Clinical Psychologist studying at the University of 

Southampton. This research is a student project and will be written up as part of 

the researchers Doctorate in Clinical Psychology. The researcher would like to find 

out:   

 

• What has it been like for adults with ASC looking for and getting 

psychological support for symptoms related to traumatic life experiences? 

• How do adults with ASC make sense of the psychological support they have 

received? 

 

Finding out about people’s experiences of trying to find and engaging in 

psychological support for trauma symptoms will help us to understand what this 

process is like for adults with ASC and how well current psychological support 

provisions are doing in supporting this group of people.  
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Why am I receiving this Participant Information Sheet?  

You are receiving this Participant Information Sheet because you have contacted 

the researcher to say you would be interested in taking part.  

 

What will happen to me if I take part? 

 

• The researcher will arrange to meet with you virtually (via MS Teams video 

platform.  

• Before the meeting, you will have the chance to email the researcher to ask 

any questions that you may have about participating in the study. If you want 

to take part, you will then be sent a consent form to sign and email back to 

the researcher. If you do not have a scanner you can take a clear picture of 

your signed consent form and attach this to an email to the researcher. If 

you are unable to email the consent form, you will be asked to give verbal 

consent once the Dictaphone recording has been started, prior to beginning 

your interview. 

• The researcher will then ask you to send them your medical report. The 

researcher will check your report. This will be to confirm you have a 

diagnosis of an Autism Spectrum Disorder. 

• At the meeting, the researcher will explain the study to you. You can then 

decide if you want to take part in the study. The researcher will ask you to 

answer some questions about yourself (questions like, how old are you? 

Who do you live with?).  

• The researcher will then start the interview. The researcher will use a voice 

recorder and will ask you one interview question at a time.   

• You will have a PowerPoint presentation emailed to you before starting the 

interview. This will have all of the interview questions and prompts so that 

you can refer to them during the interview to help you to answer the 

questions. if you wish to. You can take a break at any point during the 

interview by asking the researcher to pause the recording. 

• Once the researcher has asked her questions, the interview will stop. The 

researcher will thank you for taking part. You will receive a £25 Amazon 

voucher to reimburse you for your time.  

• The interview should take up to a maximum of 90 minutes. 

 

Are there any benefits in my taking part? 

There are no direct benefits to you, however, after finishing the interview, you will 

receive a £25 Amazon voucher to reimburse you for your time. .  

Are there any risks involved? 

Talking about your personal experiences may cause you some distress. If this 

happens, the researcher will work with you to decide what support you may need. 

This support could include:  

• Stopping the interview 

• The researcher supporting you to feel better during the interview 
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• Finding a service that can help you with how you are feeling  

 

What data will be collected? 

• Consent form and ASC diagnostic medical report. These documents are 

necessary for you to take part in the study. This information will be kept 

safe on a password protected computer only accessible to the researcher 

and their supervisor. Your ASC diagnostic medical report will then be 

destroyed once eligibility for the study has been confirmed. 

• Your contact details including your name, email address, telephone number 

and the address where you will be when the interview takes place. This 

information will be collected to help the researcher arrange the interview 

with you. This information will be kept safe on a password protected 

computer only accessible to the researcher and their supervisor. After you 

have completed your interview, this information will be destroyed.  

• Demographic information – You will answer some questions about 

yourself. This will include your gender, current age, age you received a 

diagnosis of Autism Spectrum Disorder, who you live with, employment 

status and mental health diagnoses. This information is important for the 

researcher in forming a clear picture of who the participants are. This 

information will be kept safe on a password protected computer, separate 

to the location of your contact details, ASC diagnostic medical report and 

consent form. The researcher will keep this information until her university 

coursework has been assessed. After the researcher’s university 

coursework has been marked this data will be held in line with the Data 

Protection Act (2018). The data will be anonymised and kept for a period 

of five years after project completion. 

• Video and Voice recordings – During the interviews, our voices will be 

recorded by a Dictaphone. There will also be a video recording of our faces. 

After the interview, the researcher will upload the video and voice files to a 

password protected computer. The audio file will be deleted from the 

Dictaphone. The researcher will be the only person who has access to this 

computer. The audio file will be destroyed after the interview has been 

transcribed. 

 

•  

 

 

Will my participation be confidential? 

• Your involvement and any information the researcher collects about you will 

be confidential. The researcher will remove any information that could help 

others work out who you are. The researcher will do this before the project 

is handed in as university coursework.  
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• The researcher will need to share a small amount of information with the 

people helping her with the study (the project team). The project team must 

also keep your information confidential.  

• Only members of the research team and responsible members of the 

University of Southampton may be given access to data about you for 

monitoring purposes and/or to carry out an audit of the study to ensure that 

the research is complying with applicable regulations. Individuals from 

regulatory authorities (people who check that we are carrying out the study 

correctly) may require access to your data. All of these people have a duty 

to keep your information, as a research participant, strictly confidential. 

• The researcher will share the date, time and place of your interview with one 

member of the project team. The researcher will tell the person where they 

can find your contact information (in the locked cabinet). This is in case they 

cannot contact the researcher after the interview.  

• If the researcher is worried about something you have said she will need to 

tell someone who can help you stay safe. This could be information about 

hurting yourself, someone hurting you or you hurting other people. The 

researcher will talk to you about this. Together you can think about any extra 

support you might need. If the researcher believes someone may be in 

imminent danger this could include calling the emergency services. 

• Your participation and the information we collect about you during the 

course of the research will be kept strictly confidential.  

 

Do I have to take part? 

No, it is entirely up to you to decide whether or not to take part. If you decide you 

want to take part, you will need to sign a consent form to show you have agreed to 

take part.  

What happens if I change my mind? 

You can change your mind about taking part at any time. You do not have to give 

a reason. If you decide you do not want to continue, you can tell the researcher. 

The researcher will delete the audio recording. You will still receive a £25 amazon 

voucher to reimburse you for your time. You might change your mind after the 

interview. If you do change your mind, you can contact the researcher by email. It 

may not be possible to remove your interview from the study if it has been prepared 

for analysis.  

What will happen to the results of the research? 

Your personal information will remain confidential. The researcher will submit the 

results of the study as her university coursework. After the university work has 

been marked, the researcher hopes to write up the project for a research journal. 

This will be to help others find out about the results of this study. You can ask for 

a copy of this work if you would like. 

Where can I get more information? 
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If you would like more information about this study, you can contact the researcher, 

Charlotte Scrivens, or the lead supervisor, Dr Melanie Hodgkinson by email.  

 

What happens if there is a problem?  

If you have a concern about any part of this study, you should speak to the 

researcher, Charlotte Scrivens or the lead supervisor, Dr Melanie Hodgkinson by 

email.  

If you remain unhappy or have a complaint about any part of this study, please 

contact the University of Southampton Research Integrity and Governance Manager 

(023 8059 5058, rgoinfo@soton.ac.uk).  

Data Protection Privacy Notice 

The University of Southampton conducts research to the highest standards of 

research integrity. As a publicly funded organisation, the University has to ensure 

that it is in the public interest when we use personally-identifiable information 

about people who have agreed to take part in research.  This means that when you 

agree to take part in a research study, we will use information about you in the 

ways needed, and for the purposes specified, to conduct and complete the research 

project. Under data protection law, ‘Personal data’ means any information that 

relates to and is capable of identifying a living individual. The University’s data 

protection policy governing the use of personal data by the University can be found 

on its website (https://www.southampton.ac.uk/legalservices/what-we-do/data-

protection-and-foi.page).  

 

This Participant Information Sheet tells you what data will be collected for this 

project and whether this includes any personal data. Please ask the research team 

if you have any questions or are unclear what data is being collected about you.  

Our privacy notice for research participants provides more information on how the 

University of Southampton collects and uses your personal data when you take part 

in one of our research projects and can be found at 

http://www.southampton.ac.uk/assets/sharepoint/intranet/ls/Public/Research%2

0and%20Integrity%20Privacy%20Notice/Privacy%20Notice%20for%20Research%20P

articipants.pdf  

Any personal data we collect in this study will be used only for the purposes of 

carrying out our research and will be handled according to the University’s policies 

in line with data protection law. If any personal data is used from which you can be 

identified directly, it will not be disclosed to anyone else without your consent 

unless the University of Southampton is required by law to disclose it.  

Data protection law requires us to have a valid legal reason (‘lawful basis’) to 

process and use your Personal data. The lawful basis for processing personal 

information in this research study is for the performance of a task carried out in 

the public interest. Personal data collected for research will not be used for any 

other purpose. 

https://www.southampton.ac.uk/legalservices/what-we-do/data-protection-and-foi.page
https://www.southampton.ac.uk/legalservices/what-we-do/data-protection-and-foi.page
http://www.southampton.ac.uk/assets/sharepoint/intranet/ls/Public/Research%20and%20Integrity%20Privacy%20Notice/Privacy%20Notice%20for%20Research%20Participants.pdf
http://www.southampton.ac.uk/assets/sharepoint/intranet/ls/Public/Research%20and%20Integrity%20Privacy%20Notice/Privacy%20Notice%20for%20Research%20Participants.pdf
http://www.southampton.ac.uk/assets/sharepoint/intranet/ls/Public/Research%20and%20Integrity%20Privacy%20Notice/Privacy%20Notice%20for%20Research%20Participants.pdf
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For the purposes of data protection law, the University of Southampton is the ‘Data 

Controller’ for this study, which means that we are responsible for looking after 

your information and using it properly. The University of Southampton will keep 

identifiable information about you for five years after the study has finished after 

which time any link between you and your information will be removed. 

 

Contact information:  

Charlotte Scrivens (researcher) – C.A.Scrivens@soton.ac.uk  

Dr Melanie Hodgkinson (lead supervisor) – M.J.Hodgkinson@soton.ac.uk  

 

Thank you!  

Thank you for taking the time to read the information sheet and considering taking 

part in this study. 
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Appendix H Participant consent form 

CONSENT FORM  

 

Study title: An interpretative Phenomenological Analysis: The Experiences of Adults with 

Autism Spectrum Condition (ASC) of Accessing and Engaging in Psychological Support following 

trauma symptoms 

 

Researcher name: Charlotte Scrivens 

ERGO number: 55779 

 

Please initial the box(es) if you agree with the statement(s):  

 

 

The researcher has explained the project to me. 

 

 

I have read and understood the information sheet (14.09.2020/ version 3) 

and have had the opportunity to ask the researcher questions about the 

study. 

 

 

I agree to take part in this research project and agree for my data to be used 

for the purpose of this study. 

 

 

 

I understand my participation is voluntary and I may withdraw (at any time 

up until 2 weeks after my interview). I can do this at any point and for any 

reason without my participation rights being affected. 

 

 

I understand the researcher will ask me questions and the answers will be 

recorded using video and a voice recorder. 
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I understand that the researcher is a student and my interview will help her 

complete a piece of coursework. 

 

 

I understand that I may be quoted directly in reports of the research but that 

my name or any other information that could identify me will be removed. 

 

 

 

I would like to take part in the interviews. 

 

 

 

I understand that I will receive a £25 Amazon gift voucher after finishing the 

interview to reimburse me for my time. 

 

 

 

I understand that everything I talk about in the interview is confidential 

unless the researcher believes there is an immediate risk of serious harm to 

the participant or someone else. If the researcher believes someone may be 

in imminent danger this could include calling the emergency services. 

 

  

 

 

If you want to take part in the study, please write your name here (print name) 

 

…………………………………………………………………………… 

 

Signature of 

participant………………………………………………………………………………………. 

 

 

Date……………………………………………………………………………………………….. 

 

Name of researcher (print 

name) …………………………………………………………………………………………….. 
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Signature of 

researcher ………………………………………………………………………………………. 

 

Date………………………………………………………………………………………………. 
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Appendix I Ethical approval 
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Appendix J Interview schedule 

Interview schedule 

 

Reminders to participants:  

There are no right or wrong answers! Please take your time in answering. 

Sometimes I might ask shorter questions to make sure I understand what you told 

me (i.e., so are you saying…?) or if I need more information (i.e., Can you tell me 

more about that?) I also might return to a question if I feel the need.  

 It is really important that you have the chance to tell me about everything that you 

would like to during our interview. Therefore, there may be times when I will 

interrupt you or bring you back to the question. This is not because I am not 

interested in what you have to say, I just need to make sure that we have enough 

time to cover all of the questions. I hope this is ok. 

I will be asking you about your traumatic experiences and trauma symptoms. 

You do not need to tell me any of the details about your traumatic life event(s) 

or details about what happened to you. 

 

Example questions: 

 

Part 1 

 

1) Demographic questions  

• Gender 

• Ethnicity 

• Age 

• Age at Autism Spectrum Disorder diagnosis 

• Who the participant is living with/relationship status 

• Co-morbid mental health diagnoses 

• Employment status 

 

Part 2 

 

Questions 

 

2) I understand that you have experienced professional psychological support for 

a difficult/traumatic life experience. Please can you start by giving me an overview 

of the support you’ve had? 

 

Prompts: 

• Can you tell me more about the psychological support you have received? 

• How did you find this professional psychological support?  

• Did you access this support from the NHS or privately? 

• Have you seen more than one therapist? How many? 

 

Part 3 

 

3) Please could you tell me about how you came to engage in psychological support 

for your trauma symptoms? 



0 

120 

 

Prompts: 

• Can you describe your difficulties you were experiencing that led you to seek 

psychological support for your traumatic experiences?   

• Did you have any other trauma symptoms?  

• How long had you been experiencing these symptoms? 

• Did you recognise these symptoms as trauma symptoms? How did you 

notice them? 

• Can you tell me about how you went about finding psychological support 

for your trauma symptoms? 

• How did you feel about this process? 

 

 

Part 4 

 

Questions  

 

4) Can you tell me more about it was for you having that psychological support?  

 

Prompts: 

• What did your psychological support look like? (format/number of 

sessions/delivery) 

• What was it like for you before your first session? 

• How did you feel before/after your sessions?  

• During the psychological support how did you feel?  

 

5) Was there anything that was difficult or helpful about your psychological 

support? 

Prompts: 

• Overall, was this a positive or a negative experience for you? Can you explain 

why? 

• Can you tell me more about the things that were difficult? 

• Can you tell me about the things that were positive/helpful? 

• Can you tell me anything about the sessions/appointments that was 

difficult? 

• Can you tell me anything about the sessions/appointments that was 

helpful?  

• Were your needs related to your Autism considered and met? 

 

6) What was your relationship like with your therapist? 

• Can you tell me about the positives?  

• Was there anything that they did that was unhelpful? 

• Was there anything that you would have liked them to have done differently? 

 

Part 5  
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Questions:  

 

7) Looking back, how do you feel about your experiences of having psychological 

support? 

 

Prompts: 

• Are there things that you learned during your psychological support? 

• Are you glad you did it?  

• Do you have any regrets about it?  

• Would your experience of psychological support for trauma make you more 

or less likely to seek psychological support again in the future? Can you 

explain why? 

 

 

8) What advice would you give psychological support services about supporting 

people with ASD? 

 

Prompts: 

• Do you have any advice specifically relating to trauma support? 

• Is there anything you think they could do differently? 

 

9) What advice would you give to someone with ASD who wants to get some support 

for coping with their difficult life experiences?  

 

Final question:  

10) Is there anything else you would like to tell me about or add before we end the 

interview? 

 

Additional probe questions:  

Can you tell me more about that? 

Why is that important to you?  

What does that mean to you?  

What makes you think XXXX?  

You used the word XXX, what does that mean to you?  

You said XXX, can you tell me more about that?  

What makes you think XXX?  

You said XXX and XXX, is one more important than the other?  

You said XXX has changed, how do you think it has changed?  
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Appendix K PowerPoint presentation containing interview 

prompts for participants 

Reminders to participants

• There are no right or wrong answers! 

• Please take your time in answering. Sometimes I might ask shorter questions to make 
sure I understand what you told me (i.e., so are you saying…?) or if I need more 
information (i.e., Can you tell me more about that?) I also might return to a question if I 
feel the need. 

• It is really important that you have the chance to tell me about everything that you 
would like to during our interview. Therefore, there may be times when I will interrupt 
you or bring you back to the question. This is not because I am not interested in what 
you have to say, I just need to make sure that we have enough time to cover all of the 
questions. I hope this is ok.

• I will be asking you about your traumatic experiences and trauma symptoms. You do 
not need to tell me any of the details about your traumatic life event(s) or details 
about what happened to you.

Question 1:

• Please can you tell me about your…

• Gender

• Ethnicity

• Age

• Age at Autism Spectrum Disorder diagnosis

• Who you live with/relationship status

• Mental health diagnoses

• Employment status

Question 2:

I understand that you have experienced professional psychological support for a 
difficult/traumatic life experience. Please can you start by giving me an overview of 
the support you’ve had?

You may like to consider:

• Can you tell me more about the psychological support you have received?

• How did you find this professional psychological support? 

• Did you access this support from the NHS or privately?

• Have you seen more than one therapist? How many?
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Question 3:

Please could you tell me about how you came to engage in psychological support 
for your trauma symptoms?

You may like to consider:

• Can you describe your difficulties you were experiencing that led you to seek 
psychological support for your traumatic experiences?  

• Did you have any other trauma symptoms? 

• How long had you been experiencing these symptoms?

• Did you recognise these symptoms as trauma symptoms? How did you notice them?

• Can you tell me about how you went about finding psychological support for your 
trauma symptoms?

• How did you feel about this process?

Question 4:

Can you tell me more about it was for you having that psychological support? 

You may want to consider:

• What did your psychological support look like? (format/number of 
sessions/delivery)

• What was it like for you before your first session?

• How did you feel before/after your sessions? 

• During the psychological support how did you feel? 

 

Question 5:

Was there anything that was difficult or helpful about your psychological 
support?

You might like to consider:
• Overall, was this a positive or a negative experience for you? Can you 

explain why?
• Can you tell me more about the things that were difficult?
• Can you tell me about the things that were positive/helpful?
• Can you tell me anything about the sessions/appointments that was 

difficult?
• Can you tell me anything about the sessions/appointments that was 

helpful? 
• Were your needs related to your Autism considered and met?

 



0 

124 

Question 6:

What was your relationship like with your therapist?

You may like to consider:

• Can you tell me about the positives? 

• Was there anything that they did that was unhelpful?

• Was there anything that you would have liked them to have done differently?

 

Question 7:

Looking back, how do you feel about your experiences of having psychological 
support?

You may like to consider:

• Are there things that you learned during your psychological support?

• Are you glad you did it? 

• Do you have any regrets about it? 

• Would your experience of psychological support for trauma make you more or 
less likely to seek psychological support again in the future? Can you explain why?

 

Question 8: 

Can you tell me about the process of seeking psychological support  and how 
this was for you?

You may like to consider:

• How did you come to engage in psychological support for your trauma 
symptoms?

• Why did you decide to look for psychological support? 

• Were you looking for a particular type of psychological support? 

• How did you go about finding psychological support for your trauma symptoms? 

• What made you decide to participate in the particular psychological support you 
chose to engage in?

• What was it like setting up the psychological support? How did you feel about this 
process?
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Question 9:

What advice would you give to someone with ASD who wants to get 
some support for coping with their difficult life experiences? 

 

Question 10:

Is there anything else you would like to tell me about or add before we 
end the interview?

Thank you!
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Appendix L Excerpt of IPA coding  
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Exploratory comments Transcript Identified Themes 

PROMPT: overview of experiences? 

 

Describes details about the format of therapy –CBT, One to one  

Longer term therapy- significant? 

Sense of forced/reluctance- ‘tried’ ‘make me’ 

 

PROMPT: tell me more 

 

‘We’ – indication of collaboration within the process 

P places fault/blame with themselves, their inability to understand the 
therapy 

PROMPT: unpacking mechanisms behind difficulties  

Confusion, complete lack of understanding 

 ‘what the hell’ Emphasized confusion Difficulty articulating the 
difficulties – confusion in words 

Interchanging between use of ‘I’ ‘they’ and ‘we’ – confusion – possible 
lack of collaboration 

Repetition of ‘I’- sense P felt at fault 

hesitant repetition of ‘didn’t understand’  

Sense of complete disconnect between therapist and P understanding of 
the therapy 

PROMPT: more information 

 

 

Repetition ‘we tried’ –effort entailed in process 

Difficulty articulating experience- emphasizes discomfort in talking about 
their experience of EMDR? 

Research: Can you give me a bit of an overview of the 
support you’ve had?  

Participant: Then I was referred to CBT therapy, 
which was one-to-one, and I did that weekly for a year. 
Oh, and before we tried CBT, they tried to make me do 
EMDR.  

Research: Can you talk a bit more about that and 
how that was for you?  

Participant: Yeah. I…we tried, like, two or three 
sessions, I couldn’t do it at all.  

 

Research: Do you know what it was about it that 
was difficult for you?  

Participant: I just didn’t understand what the hell we 
were doing, to be honest, so I had no idea what they…I 
didn’t understand a clue what the concept of what they 
were trying to do, or…  I just didn’t understand what we 
were meant to be doing, to be honest.  

 

 

 

 

Research: And at the start of the EMDR, did the 
therapist try and do a little bit of explanation about the 
approach? 

Participant: She did try, yeah, she did try to explain 
it, and, like, I don’t know…like, we tried to do some of 
the, like, techniques and we tried practising it and stuff, 

 

 

NHS Provision of 
psychological 
support 

 

 

 

 

 

 

 

Importance of 
psychoeducation 

Double empathy 
problem? 
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Speech is incoherent; Repetition ‘I don’t know’ –  

Sense of trying to articulate and convey confusing and difficult feelings; 
overwhelming? 

Sense that the lack of success in therapy was due to her, her inability and 
lack of understanding – no mention of therapist’s role 

Use of ‘just’ emphasizes struggle to explain. Tails off.  

PROMPT: visualisation? 

 

Firm tone – ‘really’- emphasises struggle with imagery 

Difficulty related to Autism – implications for therapy and use of 
visualisation 

EMDR therapy was an uncomfortable, negative, and unhelpful 
experience. Use of ‘a lot worse’ – emphasizing severity/extent of impact 
of EMDR sessions  

Emotive – embarrassment? Trails off 

P clearly felt that she was at fault for confusing around therapy process- 
what are her expectations of therapy? Where did those develop from? 

Drawn out sigh- relating sense of frustration and hopelessness around that 
experience 

like the visualisation part but I just…I don’t know, I just 
couldn’t grasp what we were meant to be doing or, like, 
I just couldn’t get my head in the place where we were 
meant…I don’t know why I couldn’t, I just…it didn’t 
make sense to me, like, what we were meant to be 
doing. I don’t know why but…I just…I couldn’t … 

Research: Can you tell me a bit more about the 
problems you mentioned with visualisation in your 
EMDR sessions? 

Participant: I really can’t do that, like, no, I just can’t 
do that. I told her that, that I’m not very good at, like, 
imagining things and, like…that’s one of the things 
that’s actually in my, like, diagnostic report, I can’t 
imagine things, like, I just can’t do that. We carried on 
with it anyway and it just did not work. I just found the 
whole experience; I just remember it was very 
uncomfortable and it just didn’t work at all well. Yeah, 
it just made everything a lot worse, to be honest. I’d 
always come away feeling like…I’d always come home, 
and, like, my behaviours would be worse, and I’d feel 
like…I don’t know, a lot worse (SIGH). 

 

Accessing support 
that fits my needs 

 

Double empathy 
problem? 
Clinician style 

 

 

 

 

 

 

Importance of 
meaningful 
reasonable 
adjustments to 
therapy tools 
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Appendix M Thematic maps illustrating theme progression 
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