
                      Lancaster University Doctoral Programme in Clinical Psychology 

 

 

 

 

 

Submitted in partial fulfilment of the Lancaster University Doctorate in Clinical Psychology 

February 2021 

 

 

 

Doctoral Thesis 

 

Neurodevelopmental disorders and the journey to diagnosis: an exploration of adults' 

experiences 

 

 

 

Claire Evans 

Trainee Clinical Psychologist 

Doctorate in Clinical Psychology  

 



 

Word Count 

 

Thesis section                          Text                          Tables, references                      Total                      

                                                                                       and appendices 

Abstract                                      298                                        -                                      298 

Literature review                       7,933                                  4,407                                 12,340 

Research paper                          8,000                                  6,277                                 14,277 

Critical review                          1,605                                   259                                    1,864 

Ethics section                            3,103                                  2,446                                  5,549 

 

Totals                                      20,939                                 13,389                               34,328 

  

 

 

  



Thesis Abstract 

 

 This thesis comprises of three sections including a literature review, research paper, 

and a critical appraisal.  Initially, with the aim of exploring adults’ experiences of receiving a 

diagnosis of ADHD in adulthood, including capturing life pre- and-post diagnosis, a meta-

synthesis was conducted of seven qualitative papers.  In applying a meta-ethnographic 

approach, three core concepts emerged: 1) Living with the ‘unknown’ and trying to survive; 

2) Receiving a diagnosis of ADHD: a blessing and a curse; and 3) Adjusting to the diagnosis 

and re-evaluating life.  The findings highlight the challenges adults encountered, pre- and 

post-diagnosis and their responses to this, before moving to a position of self-acceptance.   

The research paper focused on exploring adults’ prior experiences of living with 

undiagnosed ASD, including the process of pursuing, receiving, and adjusting to a diagnosis 

in adulthood.  IPA was used to explore adults’ lived experiences and identified four 

superordinate themes: 1) ‘Lost in space’: Feeling different and like an outsider; 2) The 

process of pursuing an explanation for the difference; 3) Shock, disappointment, and relief: 

the emotional responses to receiving a diagnosis; and 4) Adjusting to the diagnosis: 

rediscovering myself and learning to accept the difference.  These findings captured the 

journey adults embarked on in attempting to make sense of themselves in a ‘neurotypical’ 

world, including the barriers they had to overcome in the process.   

Both experiences of living without a diagnosis of a neurodevelopmental ‘disorder’ 

and receiving one later in life, represented a ‘trauma’ which stemmed from an awareness of 

being ‘different’ and not ‘fitting-in’ to a ‘neurotypical’ world.  In response to this, adults 

defaulted to a ‘fight or flight’ position, with the ultimate aim of surviving.  These findings 

illustrate the importance of providing support to the ‘neurodiverse’ community and raising 

awareness of their unique attributes to alleviate feelings of ‘difference’. 

 



Declaration 

 

This thesis records work undertaken for the Doctorate in Clinical Psychology at the Division 

of Health Research at Lancaster University from the start of the project in October 2015 to 

the completion of the thesis in February 2021.  The work presented in this thesis is my own, 

except where references are made accordingly.  The work has not been submitted for the 

award of a higher degree elsewhere. 

 

Name: Claire Evans 

Date: 26th February 2021 

 

 

  



Acknowledgements 

Firstly, I would like to thank all of the participants who took part in the research who 

without them, this thesis would not have been possible - thank you.  I would also like to thank 

my research supervisor, Ian Fletcher, and my field supervisor, Frank Chapman - I am 

extremely grateful to both of you for your continued support, guidance, and feedback 

throughout this process. 

On a personal note, a heartful thankyou goes to my family, especially my Dad, 

brother Lee, and husband, Paul – and not forgetting, my dog, Alfie!  This would not have 

been possible without your constant words of encouragement and support, and cuddles from 

you Alfie when things felt tough.  I would also like to say a big thankyou to my special 

friends, old and new – you all know who you are and how thankful I am to have you in my 

life.   

Finally, this thesis is dedicated to my best friend, who once said “I see good things for 

you Claire” - this is for you Mum, I love you and miss you. 

  



Contents 

 

Section One: Literature Review 

 

 

Title page 

 

1-1 

Abstract 

 

1-2 

Introduction 

 

1-3 

Method 

 

     Search Criteria 

  

     Search Strategy 

 

     Quality appraisal  

 

     Analysis 

 

1-8 

 

1-8 

 

1-9 

 

1-11 

 

1-12 

Results 

 

Theme 1: Living with the ‘unknown’ and 

trying to survive 

 

Theme 2: Receiving a diagnosis of ADHD: 

a blessing and a curse 

 

Theme 3: Adjusting to the diagnosis and re-

evaluating life 

1-13 

 

1-13 

 

 

1-16 

 

 

1-18 

Discussion  

 

1-20 

Limitations 

 

1-22 

Implications and recommendations 

 

1-25 

Conclusion 

 

1-27 

References 

 

1-29 

Table 1: Full text terms used in each of three 

electronic databases 

 

1-39 

Figure 1: Flowchart illustrating the 

identification of papers for inclusion in the 

metasynthesis  

 

1-41 



Table 2: Summary of each paper selected for 

inclusion in the present metasynthesis 

 

1-42 

Table 3: Critical appraisal of each study 

using the CASP qualitative assessment tool 

 

1-44 

Appendix 1-A: Key themes within the core 

concepts 

 

1-45 

Journal/Author Guidelines 

 

1-46 

Section Two: Research Paper 

 

 

Title Page 

 

2-1 

Abstract 

 

2-2 

Introduction 

 

2-3 

Method 

 

     Design 

 

     Ethical approval 

 

     Participants 

           Inclusion and exclusion criteria 

           Materials 

  

     Procedure 

 

     Analysis 

          Reflexivity 

 

2-8 

 

2-9 

 

2-9 

 

 

2-9 

  2-11 

 

2-11 

 

2-12 

2-13 

Results  

 

Theme 1: ‘Lost in space’: Feeling different 

and like an outsider 

 

Theme 2: The process of pursuing an 

explanation for the difference 

 

Theme 3: Shock, disappointment and relief: 

the emotional responses to receiving a 

diagnosis 

 

Theme 4: Adjusting to the diagnosis: 

rediscovering myself and learning to accept 

the difference 

2-13 

 

2-13 

 

 

2-16 

 

 

2-18 

 

 

 

2-20 

 

Discussion  2-23 



 

     Methodological limitations 

 

     Implications and recommendations 

 

     Conclusion 

 

 

2-25 

 

2-27 

 

2-29 

References 

 

2-31 

Appendix 2-1: Interview schedule 

 

2-42 

Appendix 2-2: Emerging themes within the 

superordinate themes 

 

2-43 

Journal/Author Guidelines 

 

2-44 

Section Three: Critical Review 

 

 

Title page 

 

3-1 

Summary of findings 

 

3-2 

The power of language 

 

3-3 

To be (different) or not to be, that is the 

question 

 

3-3 

The role of gender 3-5 

Areas for future research  3-6 

References 3-8 

Section Four: Ethics Section  

Title Page 4-1 

Favourable opinion with conditions: NHS 

ethics committee  

 

4-2 

Approval letter conditions met: NHS ethics 

committee  

 

4-7 

R&D approval letter from NHS trust 1 

 

4-9 

R&D approval letter from NHS trust 2 

 

4-12 

R&D approval letter from NHS trust 3 

 

4-15 



IRAS Application Form 

 

4-18 

Research Protocol  

 

4-47 

Appendix 4-A: Participant Information 

Sheet 

4-59 

Appendix 4-B: Consent Form  

 

4-63 

Appendix 4-C: Interview Schedule 

 

4-65 

Appendix 4-D: Poster 

 

4-66 

Appendix 4-E: Handy ‘pocket’ card 

 

4-67 

References 4-68 

 



ADULTS EXPERIENCES OF THE ADHD DIAGNOSTIC JOURNEY  1-1 
 
 

 

 

 

Section One: Literature Review 

 

The journey to receiving a diagnosis of Attention Deficit Hyperactivity Disorder (ADHD) 

and adjusting to this in adulthood: a metasynthesis 

 

 

Claire Evans 

Trainee Clinical Psychologist 

Lancaster University 

 

 

Word Count: 7,933 

 

Correspondence to be addressed to: 

Ms Claire Evans 

Doctorate in Clinical Psychology 

Division of Health Research  

Lancaster University 

Lancaster 

LA1 4YG 

 

Prepared for: Journal of Attention Disorders  



ADULTS EXPERIENCES OF THE ADHD DIAGNOSTIC JOURNEY  1-2 
 
 

Abstract 

Objective:  

Living with undiagnosed ADHD and receiving a diagnosis later in life, presents adults with 

challenges which impair their daily functioning and adversely affect their overall well-being.  

The synthesis reviewed the available qualitative research to offer an insight into adults’ 

experiences of the diagnostic journey. 

Method: A systematic literature search was conducted over three electronic databases: 

PsycINFO, CINAHL, and MEDLINE.  A meta-ethnography approach based on Noblit and 

Hare’s (1988) seven step process for synthesizing qualitative studies was used. 

Results: Seven papers were identified for inclusion in the review. Three core concepts 

emerged from the synthesis: 1) Living with the ‘unknown’ and trying to survive, 2) 

Receiving a diagnosis of ADHD: a blessing and a curse, and 3) Adjusting to the diagnosis 

and re-evaluating life. 

Conclusion: The findings illustrate the importance of providing psychological support to 

adults who receive a diagnosis of ADHD in adulthood. 

Keywords 

ADHD, Diagnosis, Adults, Experiences 
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Attention Deficit Hyperactivity Disorder (ADHD) is a neurodevelopmental disorder 

which is characterised by pervasive and persistent features of inattention, hyperactivity, and 

impulsivity that adversely affect psychological, social, and educational or occupational 

functioning (NICE guidance, 2019; Matte et al., 2015).  The term ADHD was formally 

introduced in the revised version of the Diagnostic and Statistical Manual of Mental 

Disorders, Third Edition (DSM-III-R) in 1987 and the publication of the DSM-IV in 1994 

saw the introduction of three subtypes of ADHD, namely Inattentive, Hyperactive-Impulsive, 

and Combined (American Psychiatric Association, 1987, 1994).  The most recent changes in 

the DSM-V are suggested to reflect the increased knowledge regarding the clinical nature and 

structure of ADHD (American Psychiatric Association, 2013; Epstein & Loren, 2013; Posner 

& Polanczyk, 2020) and include revisions in the terminology used to describe symptomology 

and subtypes of ADHD.  Alongside this, there was a reduction in the number of symptoms 

required to reach a diagnosis of ADHD (from six to five) for older adolescents and adults, 

and an increase in the age of onset of symptoms from before 7 years of age to by 12 years of 

age (American Psychiatric Association, 2013).  These revisions were considered pertinent in 

highlighting the role of ADHD across the life span, as well as improving the diagnostic 

process in assessing for ADHD in adulthood (Epstein & Loren, 2013; Hechtman, French, 

Mongia, & Cherkasova, 2011).   

Historically, ADHD was considered to be a disorder of childhood which remitted 

before or during adolescence, and the prevalence and management of ADHD in adulthood 

was regarded as ‘poorly understood’ (Craig, 1996; Kieling & Rohde, 2010; Taylor & Keltner, 

2002).  However, the construct of adult ADHD has received increased attention in the field of 

research and progressively gained recognition as a valid and clinically relevant entity (Matte, 

Rohde, & Grevet, 2012).  Alongside this, there has been an acknowledgement that symptoms 

associated with ADHD frequently persist into adulthood and recent research indicates the 
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possibility of a presentation of ADHD which may have an adult onset (Faraone & 

Biederman, 2016; Geffen & Forster, 2018; Moffit et al., 2015).  In a longitudinal study of 110 

boys with a diagnosis of ADHD, Biederman et al. (2010) found that 35% continued to meet 

the DSM-IV diagnostic criteria for ADHD in adolescence and early adulthood.  Similarly, 

Caye, Sibley, Swanson, and Rohde (2017) summarised that late onset of symptoms 

associated with ADHD were estimated to occur in 2.5% to 6.3% of cases in birth-cohort 

studies.   

Since ADHD was traditionally conceptualised as a childhood disorder, prevalence 

rates of adult ADHD are less established and more conservative in their estimates, indicating 

that ADHD in adulthood is underdiagnosed (Geffen & Forster, 2018).  The two most 

comprehensive assessments of adult ADHD based on DSM-IV diagnostic criterion reported 

prevalence rates between 2.5% to 2.8% (Simon, Czobor, Balint, Meszaros, & Bitter, 2009; 

Fayyad et al., 2017).  In the first comprehensive evaluation of the DSM-V criteria for ADHD 

in a large sample of young adults, Matte et al. (2015) identified a prevalence rate of 3.55%, 

compared to 2.8% for DSM-IV ADHD criteria.  This represented a 27% increase in the 

expected prevalence of adult ADHD when applying the current DSM-V diagnostic criteria.  

While this might signify a more reliable process for assessing and diagnosing ADHD in 

adulthood, concerns have also been raised about the potential overdiagnosis and 

overtreatment of the disorder, as well as inflated prevalence rates (Regier et al., 2013).  This 

is of particular importance when considering the most appropriate treatment pathway for 

individuals who might experience difficulties associated with ADHD.   

There is a plethora of research which illustrates the overlap between ADHD 

symptoms and several other related disorders and as such, care and consideration are advised 

in the process of differential diagnosis (NICE guidance, 2019; Post & Kurlansik, 2012).  

Hechtman et al. (2011) suggest that difficulty sustaining concentration is a key characteristic 
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associated with ADHD, anxiety, and depression and advises clarifying that attention 

difficulties are present, exclusive of the mood and/or anxiety disorder, for a diagnosis of 

ADHD to be considered.  Alongside this, it is recognised that these disorders frequently co-

exist and issues relating to co-morbidity may present as an additional barrier in the process of 

diagnosing ADHD in adulthood.  In a study comprising 367 adults with a diagnosis of 

ADHD, Piῆeiro-Dieguez et al. (2014) found that 66.2% had a co-occurring condition and the 

most common co-morbidities included substance use disorders (39.2%), anxiety disorders 

(23%), and mood disorders (18.1%).  The elevated rates of co-morbidities in adults with 

ADHD not only leads to poorer outcomes and greater levels of impairment, but also, may 

mask the main symptoms of ADHD (Kooij et al., 2012; Sobanski, 2006).  Therefore, 

contributing to a delayed diagnosis, increasing the likelihood of experiencing co-morbid 

conditions, and adversely affecting quality of life (NICE guidance, 2019).   

The process of assessing and diagnosing ADHD in adulthood may be further 

complicated by the presentation of symptoms, which have been observed to change with age.  

More specifically, inattention has been demonstrated to become more prominent in 

adulthood, than symptoms of hyperactivity and/or impulsivity, and been identified as the 

greatest predictor of impairment in adults (Hechtman et al., 2011; Matte et al., 2015).  

Difficulties associated with inattention include problems with engaging in tasks that require 

sustained focus, patterns of inconsistency in performance over time, and underachievement.  

These difficulties, alongside the other symptoms associated with ADHD, result in impaired 

functioning in psychological, social, and educational or occupational aspects of life (Holthe 

& Langvik, 2017; Gillig, Gentile, & Atig, 2004).   

Research which has explored the impact of a delayed diagnosis of ADHD indicates 

that adults encounter an array of adversities which can affect all aspects of their functioning 

(Okie, 2006; Rucklidge & Kaplan, 1997).  More specifically, in a study exploring functional 
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and psychosocial impairment in adults with undiagnosed ADHD, Able, Johnston, Alder, and 

Swindle (2007) found significantly higher rates of depression, substance use disorders, lower 

educational attainment, and increased emotional and interpersonal difficulties amongst 752 

undiagnosed ADHD adults who participated in the study.  Additionally, living with 

undiagnosed ADHD has been associated with lower levels of self-esteem as adults attempt to 

make sense of their difficulties without access to appropriate support.  Therefore, resulting in 

experiences of failure and feelings of inadequacy which increase the risk of encountering co-

morbid conditions (Holthe & Langvik, 2017; Quinn, 2005).   

These difficulties have been observed to extend beyond receiving a diagnosis of 

ADHD in adulthood, with significantly reduced reports of quality of life found in adults with 

newly diagnosed ADHD and those who have received a diagnosis of ADHD in late adulthood 

(Ahnermark et al., 2018; Lensing, Zeiner, Sandvik, & Opjordsmoen, 2015).  The burden of 

living with ADHD and its impact on quality of life has also been evidenced in older adults 

(Brod, Schmitt, Goodwin, Hodgkins, & Nieber, 2012), and found to affect adults lives 

similarly across different countries (Brod, Pohlman, Lasser, & Hodgkins, 2012).  In a study 

exploring the problems and needs of adults with ADHD, Schrevel, Dedding, van Aken, and 

Broerse (2016) reported that in addition to being affected by the core symptoms of ADHD, 

adults experienced more difficulties as a result of the social consequences which arose from 

living with ADHD.  There is a growing body of literature which illustrates the intense social 

stigma associated with ADHD and the consequences of this for individuals who receive a 

diagnosis of ADHD.  These include reduced quality of life, lowered self-esteem, increased 

social isolation, reluctance towards pursuing an assessment of ADHD, avoidance of 

disclosing a diagnosis of ADHD, and disengagement with treatment interventions (Heflinger 

& Hinshaw, 2010; Holthe & Langvik, 2017; Mueller, Fuermaier, Koerts, & Tucha, 2012).   
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In account of the wealth of literature and attention the construct of ADHD has 

received from both a clinical and psychiatric perspective, there have been an increasing 

number of literature reviews conducted in the field of adult research.  Noticeably, these have 

predominantly focused on the diagnosis and treatment of ADHD in adulthood, including 

factors which might influence this process (Asherson et al., 2012; Culpepper & Mattingly, 

2010; Rösler, Casas, Konofal, & Buitelaar, 2010).  These reviews have highlighted the 

substantial impact ADHD can have on adults’ lives and how the process of diagnosis in 

adulthood can be complicated by co-morbid conditions and compensatory strategies which 

adults have developed to manage the symptoms associated with ADHD.  In a later review, 

Cook, Knight, Hume, and Qureshi (2014) documented the association between ADHD and 

low self-esteem in adulthood and recommended the provision of psychotherapeutic work in 

reducing these difficulties.   

While there has been extensive interest in the recognition and remediation of ADHD, 

the experiences of adults living with symptoms associated with ADHD remain largely 

unexplored in the literature base (Schrevel et al., 2016).  Consequently, the number of 

qualitative literature reviews which have been conducted synthesising these findings are 

extremely limited.  Of particular relevance to the present review, Bjerrum, Pederson, and 

Larsen (2017) undertook a systematic review of qualitative evidence focusing on how adults 

experience living with ADHD.  In doing this, they synthesised the results of 10 qualitative 

studies and presented four key findings which included ‘adults are aware of being different 

from others and strive to be integrated, accepted part of the community’, ‘adults with ADHD 

are creative and inventive’, ‘adults with ADHD develop coping strategies in striving for a 

healthy balance in life’, and ‘for adults with ADHD, accomplishing and organising tasks in 

everyday life is a challenge but it can also be rewarding’.   
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Although this review provided a valuable insight into the lived experiences of adults 

with ADHD, it did not capture the diagnostic journey which adults encountered, from living 

with undiagnosed ADHD to receiving a diagnosis in later in life.  This seems of particular 

importance considering the extensive literature which highlights the numerous challenges 

adults experience before receiving a diagnosis of ADHD, and the subsequent impact these 

have on their overall well-being and quality of life.  Alongside this, adults encounter a 

prolonged and arduous journey to diagnosis which can be complicated by differential 

diagnosis and co-morbid conditions, thus further exacerbating their difficulties.  Research 

also indicates that these difficulties extend beyond the point of diagnosis, as adults adjust to 

receiving a diagnosis of ADHD and process the longer-term implications associated with this.  

Therefore, the aim of the present review is to provide further insights into adults’ experiences 

of the entire diagnostic journey, capturing life pre- and post-diagnosis, to help inform 

diagnostic pathways and guide treatment interventions for adults with ADHD. 

Method 

The Enhancing transparency in reporting the synthesis of qualitative research 

(ENTREQ) guidelines were used as a framework when documenting the process of 

completing the metasynthesis (Tong, Flemming, McInnes, Oliver, & Craig, 2012). 

Selection Criteria 

The aim of the present review was to explore adults’ experiences of receiving a 

diagnosis of ADHD in adulthood, taking into consideration life pre- and post-diagnosis and 

any challenges they encountered throughout the diagnostic process.  Accordingly, studies 

were selected and included in the review if they met the following inclusion criteria:  

(i) the research aim(s) or a proportion of the findings focused on exploring adults’ 

experiences of receiving a diagnosis of ADHD (or ADD) in adulthood 
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(ii) employed qualitative methods of data collection and analysis 

(iii) were published in a peer reviewed journal 

(iv) were written and published in the English language. 

Studies were excluded if they focused exclusively on adults’ experiences of living with 

ADHD, including the impact or burden of this on their lives and their associated support 

needs.  Studies were also excluded if they included adults’ who had received a diagnosis of 

ADHD in childhood.  These factors were not considered relevant or consistent with the main 

aim(s) of the review.   

There were no specific parameters applied regarding adults’ diagnoses of ADHD, 

namely the diagnostic criteria and/or manual(s) which had been employed.  The rationale for 

this decision centred around the lack of clarity which remains around the understanding of 

ADHD in adulthood and the changes in the diagnostic criteria presented in the DSM-V 

(American Psychiatric Association, 2013) which do not appear to be fully embedded in the 

literature base.  More generally, there is a recognition that ADHD represents an ever-

evolving construct which continues to receive increased attention regarding its characteristics 

and composition (Posner & Polanczyk, 2020). 

Search Strategy 

A systematic literature search was conducted over three electronic databases, from 

December 2020 to January 2021, to identify peer reviewed papers considered relevant to the 

aim(s) of the present review: PsycINFO, CINAHL, and MEDLINE.  No specific publication 

date limits were applied when searching for articles in order to maximise the number of 

papers retrieved.  Free text terms were used alongside conducting subject mapped searches in 

the Thesaurus function within each electronic database.  A faculty librarian was also 

consulted in reviewing the search terms and completing search strategy testing to increase the 
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sensitivity of the literature search.  The full text search terms used in each of the three 

databases are detailed in Table 1. 

----------------------- 

Insert Table 1 here 

----------------------- 

The search generated a total of 914 papers (PsycINFO = 445, CINAHL = 267, and 

MEDLINE = 202).  The titles and abstracts of these papers were reviewed to determine their 

relevance to the present review and duplicates were excluded accordingly.  The full texts of 

14 papers were obtained and reviewed, and this resulted in the identification of five papers.  

The reference lists of each of these papers were hand searched and an additional two papers 

were identified after reviewing the full texts, resulting in a total of seven papers for inclusion 

in the synthesis (Figure 1).  The details of the seven papers included in the present review are 

presented in Table 2.   

----------------------- 

Insert Figure 1 here 

----------------------- 

----------------------- 

Insert Table 2 here 

----------------------- 

Of the seven papers included in the review, two originated from the same study, 

however, two methods of analysis were used (Fleischmann & Fleischmann, 2012; 

Fleischmann & Miller, 2013).  More specifically, the paper by Fleischmann and Fleischmann 

(2012) presents the findings from employing Grounded Theory on all of the 71 biographical 

narratives they sourced.  The researchers then reviewed 40 of the biographical narratives and 

applied an additional method of analysis; Labov’s method of Narrative Analysis and 
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summarised the findings in a separate paper (Fleishmann & Miller, 2013).  Fleischmann and 

Fleischmann (2012) explain that two methods of qualitative analysis were employed with the 

aim of strengthening the validity of their findings.  Research also provides support to 

combining qualitative methods of analysis based on the premise that researchers demonstrate 

sufficient knowledge of the different approaches used and provide a clear rationale for 

combining methods (Lal, Suto, & Ungar, 2012).  After reviewing the two papers it was 

considered that both of these aspects were reflected in the write-up of the study.  

Additionally, the researchers acknowledged that while there were overarching similarities 

drawn from using the data set, the distinct emphases of the two methods of analysis extracted 

different findings (Fleischmann & Fleischmann, 2012).   

Furthermore, it is of worth to note that the aforementioned study analysed 

biographical narratives derived from internet sources therefore, raising concerns about the 

validity of the findings presented.  Santos and LeBaron (2006) recommend using online 

transcripts as a triangulated data source in validating the interpretations drawn from these.  In 

accordance with this, Fleischmann and Fleischmann (2012) detailed how they shared the 

online biographical narratives with three adults who had received a diagnosis of ADHD in 

adulthood to verify the authenticity of the accounts.  Therefore, based on the researchers 

attempts to increase the credibility of their findings and the level of transparency presented in 

documenting these processes, the decision was made to include both of the papers in the 

present review. 

Quality Appraisal 

The Critical Appraisal Skills Programme (CASP) checklist (Public Health Resource 

Unit, 2018) was used to assess the quality of the papers identified for inclusion in the 

synthesis (Table 3).  This is considered to be the most commonly used tool for conducting 

quality appraisal in qualitative syntheses and has received endorsement from the Cochrane 
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Qualitative and Implementation Methods Group (Long, French, & Brooks, 2020).  The CASP 

consists of ten questions designed to assist in evaluating the quality of qualitative research.  

The usefulness of quality appraisal checklists has received considerable attention in the 

literature base and witnessed much debate therefore, it was decided that no papers would be 

excluded on the outcome of the quality appraisal as asserted by Sandelowski, Docherty, and 

Emden (1997).  

----------------------- 

Insert Table 3 here 

----------------------- 

Analysis 

 

A meta-ethnography approach was utilised in analysing and synthesising the studies 

included in the present review.  Meta-ethnography was originally developed by Noblit and 

Hare (1988) as one of the first methods for synthesising qualitative research and has been 

described as the most well-established and influential models in the field (Britten et al., 2002; 

Tong et al., 2012).  Noblit and Hare (1988) provide a seven-step process for conducting a 

meta-ethnography which includes i) getting started, ii) deciding what is relevant to the initial 

interest, iii) reading the studies, iv) determining how the studies are related, v) translating the 

studies into one another, vi) synthesizing translations, and vii) expressing the synthesis 

(Britten et al., 2002).   

In conducting the meta-ethnography and starting the process of synthesising the 

studies, the papers were repeatedly read to enable the identification of key themes which 

were re-occurring across the studies and relevant to the aim(s) of the present review.  The 

connections between these key themes were considered and the process of translating the 

studies into one another began, from which core concepts emerged (Appendix 1-A).  These 

core concepts were then reviewed in relation to the original interpretations and explanations 
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in the studies to ensure that there was “preservation of meaning” (Britten et al., 2002, p. 210).  

The outcome of the synthesis was then expressed as detailed in the next section. 

Results 

The seven papers included in the present review originated from six studies which 

captured an international perspective of adults’ experiences of receiving a diagnosis of 

ADHD in adulthood.  Five of the seven papers incorporated both male and female 

experiences of receiving a diagnosis of ADHD in adulthood, while one paper focused solely 

on male perspectives, and another explored the experiences of older females who had 

received a diagnosis of ADHD after the age of 60.  In five of the seven papers, there was a 

total of 60 participants, comprising of 30 males and 30 females, aged between 20 and 91 

years old.  The two remaining papers, which originated from the same study, used 

biographical narratives self-published on the internet by adults with ADHD (or ADD) as their 

data source.  Therefore, no demographic information, with the exception of the gender of the 

participants, was made available to the researchers of the study. 

Three core concepts emerged from the process of analysing and synthesising the 

selected studies, these included, 1) living with the ‘unknown’ and trying to survive, 2) 

receiving a diagnosis of ADHD: a blessing and a curse, and 3) adjusting to the diagnosis and 

re-evaluating life.  The findings represented the journey adults embarked on from living with 

undiagnosed ADHD to receiving a diagnosis in adulthood, including their emotional 

responses to this and how they adjusted to life post-diagnosis.  Each concept will now be 

expressed alongside key quotations to illustrate the authenticity of the findings.   

1) Living with the ‘unknown’ and trying to survive 
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The initial concept captured adults’ experiences of living with undiagnosed ADHD 

(aka the ‘unknown’), including some of the challenges this presented and how they responded 

to these in their attempts to find ‘their way in the world’ (Fleischmann & Miller, 2013). 

Adults initially described a life characterised by ‘chaos’ and ‘disorder’ (Toner, 

O’Donoghue, & Houghton, 2006), which was evident throughout their childhood and 

adolescence, particularly in relationships with others and disrupted all aspects of daily 

functioning.  Many adults reported having frequently changed schools, jobs, friendships, and 

relationships and primarily attributed this to elevating feelings of boredom, as well as 

reflecting a consequence of living with undiagnosed ADHD: “in the last 12 years since 

finishing college I’ve probably had 15 different jobs. Fired from some, left others before I 

was fired” (Fleischmann & Miller, 2013, p. 54).  This pattern of repeated transitions also 

represented adults desire to find some sense of stability and order amongst the ‘chaos’.  

However, due to the difficulties associated with living with the ‘unknown’, this was not 

possible to achieve. 

Alongside the ‘unpredictable nature’ (Fleischmann & Fleischmann, 2012) of their 

lives, adults reported an acute awareness of feeling “different” (Henry & Jones, 2011, p. 253) 

from others but not knowing why: “as a kid [child] I always knew there was something 

wrong about me. I could never figure it out” (Fleischmann & Fleischmann, 2012, p. 1489).  

This led to some adults expressing feelings of confusion and/or frustration as they were 

unable to make sense of the ‘difference’ and the difficulties which it presented.  This feeling 

of being ‘different’ also impacted on adults’ sense of belonging to their families: “I didn’t fit 

in the family. It was almost like when somebody – when a child gets swapped at birth” 

(Young, Bramham, Gray, & Rose, 2008, p. 495).  Many adults further recalled how these 

‘differences’ were highlighted and/or emphasised by those around them as they were 
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‘compared unfavourably’ (Young et al., 2008) to their same age peers and perceived as being 

“always the odd one out” (Toner et al., 2006, p. 252).   

In the absence of being able to understand or explain the origin of the ‘difference’, 

including the difficulties which accompanied it, this became conceptualised as reflecting 

personal flaws or failings on the part of the individual: “I was told more or less daily, that it 

was just naughtiness, being disruptive purely out of seeking attention…” (Young et al., 2008, 

p. 495).  These persistent negative messages, which adults were exposed to from different 

mediums throughout their lives, subsequently became internalised: “they called me a liar, a 

lazy bum, a procrastinator, a crybaby. The saddest thing was that I believed them so 

firmly…” (Fleischmann & Fleischmann, 2012, p. 1489).  Consequently, this had a 

detrimental impact on adults’ self-esteem and feelings of self-worth, including their 

expectations of what they could achieve in life: “my confidence was so completely shattered. 

I hadn’t been successful in anything” (Fleischmann & Miller, 2013, p. 54).  Furthermore, as 

an additional consequence of feeling ‘different’ and repeatedly being informed that there was 

‘something wrong with them’ (Young et al., 2008), many adults expressed feeling socially 

isolated and experienced associated mental health difficulties, namely anxiety and/or 

depression (Fleischmann & Miller, 2013; Toner et al., 2006).   

In response to this, and the overwhelming feelings of failure and internalised shame 

which had featured throughout their lives, many adults reflected on their coping strategies 

and appeared to become caught in a vicious cycle which resembled a ‘fight or flight’ 

response.  More specifically, adults either took on (‘fight’) additional tasks to gain a sense of 

purpose and reduce associated feelings of inadequacy or avoided (‘flight’) confronting 

demands as a result of feeling overwhelmed and lacking confidence in one’s ability.  These 

conflicting responses seemed to represent adults united attempt at surviving living with 

undiagnosed ADHD.  Both, however, were too difficult to sustain and subsequently led to 
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adults experiencing further mental health difficulties and increased the burden of living with 

the ‘unknown’: “I had gotten used to feeling tired before I even got out of bed, of dreading 

the new day and its various obligations, I was exhausted, struggling at work and at home with 

my kids” (Fleischmann & Fleischmann, 2012, p. 1490).   

Subsequent to this, in their attempts to navigate life and make sense of the ‘unknown’, 

many adults reported having gained clarity about the nature of their difficulties after 

observing similarities in their children, or the children of close friends, all of whom had 

received a diagnosis of ADHD (Fleischmann & Fleischmann, 2012; Toner et al., 2006; 

Young et al., 2008).  Some adults were encouraged to seek a formal assessment of ADHD by 

close family and/or friends, while others pursued a diagnosis after conducting research about 

the nature of their difficulties (Fleischmann & Miller, 2013; Toner et al., 2006).  For all 

adults, these experiences marked the start of their journey to receiving a diagnosis of ADHD 

in adulthood.   

2) Receiving a diagnosis of ADHD: a blessing and a curse 

The second concept reflected adults’ experiences of becoming aware of the 

‘unknown’ and receiving a diagnosis of ADHD in adulthood, focusing on the emotional and 

behavioural responses to this.   

The process of diagnosis was initially accompanied with an overwhelming sense of 

relief for all adults as they finally had an explanation for the difficulties they had encountered 

throughout their lives: “oh, there’s an actual reason why I acted like that” (Young et al., 2008, 

p. 496).  Alongside this, many adults gained clarity regarding the origin of their difficulties 

and reported reduced feelings of confusion, which had originally arisen in the absence of 

having an explanation: “something unknown and unidentified, which I have had for a long 

time, has been cleared up. I feel so much better knowing about ADHD” (Aoki, Tsuboi, 

Furuno, Watanabe, & Kayama, 2020, p. 4).  The diagnosis also represented a form of closure 
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after years of feeling ‘different’ and wondering why: “…the puzzle piece that made the most 

sense in my life, was my diagnosis of ADHD” (Fleischmann & Miller, 2013, p. 55).   

From this, adults were then able to reconceptualise the nature of their difficulties and 

locate them in an external source (i.e., a diagnosis), as opposed to believing that they 

reflected aspects of them as originally thought (Young et al., 2008).  With this, came an 

increased understanding and acceptance of self (Halleröd, Anckarsäter, Råstam, & Scherman, 

2015; Henry & Jones, 2011), with adults beginning to view themselves more positively and 

expressing more hope for the future (Fleischmann & Fleischmann, 2012; Toner et al., 2006).  

This also helped to reduce associated feelings of guilt, blame, and shame (Fleischmann & 

Miller, 2013) for the various challenges adults had encountered throughout their lives: “all 

my negative behaviours and nasty personality traits finally made sense to me…I intend to 

forgive myself for the past and hope to make the most of my ‘new’ future. Now that I know 

what ‘my problem’ is” (Fleischmann & Fleischmann, 2012, p. 1491).   

Although the diagnosis of ADHD was evidently experienced as a ‘blessing’ for many 

adults, the descriptions used to reflect their newfound knowledge were noticeably laden with 

negative connotations which seemed to still position the difficulties within them: “I was 

relieved to find out what was wrong with me” (Fleischmann & Miller, 2013, p. 54).  This led 

to some adults distancing themselves from the diagnosis and/or acquiring further information 

about ADHD and the different treatment options available (Aoki et al., 2020).  With this 

increased knowledge, came a realisation of the long-term implications of being diagnosed 

with ADHD: “I knew there was no way to get better, there are no tricks to become 

healthy…so it’s a handicap…I have to live with it” (Halleröd et al., 2015, p. 6).   

Adults subsequently expressed concerns that they would be perceived as ‘less’ of a 

person (Halleröd et al., 2015) and become defined by the diagnosis: “I don’t want them to 

judge me any different, I want them to know me just for me without a label” (Young et al., 
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2008, p. 498).  These concerns stemmed from an awareness of the stigma attached to ADHD 

(Aoki et al., 2020; Halleröd et al., 2015; Toner et al., 2006; Young et al., 2008) and 

potentially accounted for the description’s adults used to define their difficulties.  The 

diagnosis also represented confirmation that there was something (neurodevelopmentally) 

‘different’ about them (Toner et al., 2006) and the original pre-conceptualisations of their 

difficulties were reignited: “…you do things wrong, everyone who criticised you, suddenly it 

feels like they were right” (Halleröd et al., 2015, p. 6).  Consequently, ADHD was now 

perceived as a ‘curse’ and the initial feelings of relief were accompanied with anxiety as 

adults continued to adjust to the diagnosis.  

3) Adjusting to the diagnosis and re-evaluating life 

The third and final concept summarised adults’ experiences of adjusting to receiving a 

diagnosis of ADHD, from disguising their difficulties to ‘gaining control’ of their lives 

(Toner et al., 2006).   

Upon becoming aware of the long-term nature of their difficulties, including the 

stigma surrounding ADHD, some adults expressed increasing concerns that they would be 

perceived differently and excluded by others in account of the diagnosis, and it would be 

viewed as an ‘excuse’ as opposed to an explanation for the ‘difference’ (Halleröd et al., 2015; 

Young et al., 2008).  In response to this, adults appeared to revert back to their pre-diagnosis 

coping styles which resembled a ‘fight or flight’ response.  That is, many adults avoided 

(flight) disclosing their diagnosis with others and carried on as ‘normal’ (fight), in the fear 

that they would be negatively judged and further ostracised: “…that’s the main trick, being 

able to present an exterior, because otherwise what you end up showing is something pitiful. 

So you don’t” (Toner et al., 2006, p. 258).  However, again, this became too difficult to 

maintain and resulted in adults experiencing increased anxiety.   
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As they continued to adjust to the diagnosis of ADHD, adults expressed feelings of 

anger and sadness at not being diagnosed sooner (Halleröd et al., 2015; Young et al., 2008) as 

they started to grieve “the lost years” (Toner et al., 2006, p. 256).  During this, adults 

wondered what their lives would have been like if they had received a diagnosis of ADHD 

earlier and a theme of injustice emerged.  This centred around the persistent challenge’s 

adults had unfairly encountered throughout their lives, and a view that these would have been 

prevented or avoided with a diagnosis and access to appropriate treatment: “imagine if 

someone had figured out ten years ago that I had ADHD, then I’d have been spared all of 

this…wouldn’t have had to live with the life I’ve lived” (Halleröd et al., 2015, p. 10).   

In response to feelings of injustice and unfairness, many adults sought comfort by 

surrounding themselves with people who had shared lived experience, through participation 

in support groups, both virtually and face-to-face (Fleischmann & Fleischmann, 2012; 

Fleischmann & Miller, 2013; Henry & Jones, 2011; Toner et al., 2006).  This allowed adults 

to gain a sense of connectedness with others who they could identify with, reducing feelings 

of isolation which had arisen from living with the ‘unknown’ (and which continued to present 

a threat as adults adjusted to the diagnosis): “…for the first time in my life I felt like I’d 

found people who understood me” (Fleischmann & Miller, 2013, p. 54).  Adults also 

reflected on the importance of sharing their own knowledge and experience (Henry & Jones, 

2011), with the primary aim of preventing others from enduring the same ‘ordeal’ 

(Fleischmann & Fleischmann, 2012) and ‘suffering’ (Halleröd et al., 2015)  which they had 

experienced prior to receiving a diagnosis of ADHD. 

  From this, many adults described having discovered a new purpose in their lives, 

which contributed to increased feelings of self-worth and empowered adults to take control, 

particularly in developing their own coping strategies (Aoki et al., 2020; Fleischmann & 

Fleischmann, 2012; Toner et al., 2006).  Some adults also identified pharmacological 
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interventions, namely medication as being a helpful ‘tool’ (Aoki et al., 2020) in managing the 

difficulties associated with ADHD.  This, alongside support groups and coping strategies 

allowed adults to move from a position of being the ‘difference’ to making the ‘difference’:  

So why am I making my life story available to millions of people via the WWW? I 

dunno. I guess it’s because I hope it might make a difference for someone who felt as 

I did before I found out about ADD. You’re not alone! (Fleischmann & Fleischmann, 

2012, p. 1493). 

Discussion 

The purpose of the present review was to explore adults’ experiences of the diagnostic 

journey, from living with undiagnosed ADHD to receiving a diagnosis in adulthood, 

including the different challenges this presented and how they responded to these as they 

adjusted to life post-diagnosis.  In applying a meta-ethnographic approach to the synthesis, 

three core concepts were identified which captured adults’ experiences of the entire 

diagnostic process.  The findings from the review have similarities with some of the key 

themes which have been detailed in the existing literature base, while also offering insights 

into how adults experience being diagnosed with ADHD in adulthood.  In reviewing the 

findings presented, it is important to reiterate that two of the papers used in the present 

review originated from the same study, which used biographical narratives obtained from the 

internet as their data source (Fleischmann & Fleischmann, 2012; Fleischmann & Miller, 

2013).  Therefore, it is recognised that these offer a unique perspective in comparison to the 

other papers used and will feature more heavily, contributing to a possible skew in the 

findings and reducing generalisability.  Nonetheless, core concepts did emerge from the 

synthesis of the seven papers used in the present review. 

Initially, adults’ lives were characterised by ‘chaos’ (Toner et al., 2006) which 

impacted on all areas of their daily functioning and appeared to be consistent with the core 
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features of ADHD, namely inattention, hyperactivity, and impulsivity (NICE guidance, 

2019).  This finding supports previous research which highlights the adverse experiences 

adults encounter when living with undiagnosed ADHD (Okie, 2006; Rucklidge & Kaplan, 

1997).  Alongside this, adults described feeling ‘different’ to others and detailed the 

detrimental impact this had on their overall well-being, reducing feelings of self-worth as the 

‘difference’ became conceptualised and internalised as reflecting individual failings as a 

person.  Both Quinn (2005) and Holthe and Langvik (2017) document the lower levels of 

self-esteem which are reported among adults living without a diagnosis of ADHD, 

particularly females.  These researchers also highlight the subsequent risk of experiencing co-

morbid conditions, including anxiety and mood disorders; a finding which was reflected in 

the present review.   

The awareness of feeling ‘different’ and subsequently social isolated from others was 

also evidenced in the recent systematic literature review conducted by Bjerrum et al. (2017).  

In their findings, Bjerrum et al. (2017) suggested that in response to feeling ‘different’ and 

lacking a sense of belonging, adults strive to be accepted by others with the aim of fitting in.  

This is a similar response conveyed by the adults represented in the present review.  More 

specifically, adults reported taking on additional tasks and carrying on as ‘normal’ as a way 

of reducing feelings of inadequacy and preventing further ridicule and rejection, both pre- 

and post-diagnosis.  Conversely, the current synthesis also captured those adults who avoided 

demands due to feeling consumed by feelings of failure.  Further to this, many adults opted 

not to disclose their diagnosis of ADHD with others after acquiring further information about 

the long-term implications of the condition, expressing concerns that they would be further 

ostracised by others as a result.  This decision was confounded by an increased awareness of 

the stigma surrounding ADHD and is consistent with previous research which identifies 
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“avoidance of diagnosis disclosure” and “social isolation” as some of the consequences of the 

stigma associated with living with ADHD (Holthe & Langvik, 2017, p. 3).   

An additional similarity observed between the current synthesis and recent review 

completed by Bjerrum et al. (2017) is the emotional journey adults encountered as they 

adjusted to receiving a diagnosis of ADHD in adulthood.  Relief was identified as adult’s 

initial response to the diagnosis as it provided an explanation for the difficulties they 

experienced and enabled them to reconceptualise the nature of these, externalising them to 

the diagnosis itself.  Feelings of anger or frustration at not being diagnosed earlier and an 

improved self-acceptance as adults adjusted to the diagnosis of ADHD, were additional 

emotional responses which featured in both reviews.   

The present review extends beyond this and adds to the current literature base by 

highlighting what the diagnosis represented for adults.  That is, it reignited the original 

conceptualisations of their difficulties and reinforced the underlying feeling of being 

(neurodevelopmentally) ‘different’.  In response to this and the emotional experiences 

associated with receiving and adjusting to a diagnosis of ADHD, adults recovered by seeking 

support and helping others.  This enabled adults to take a more active role in managing the 

difficulties associated with ADHD and medication was identified as playing a part in 

supporting this process; a finding which was observed when adults were ‘striving for a 

healthy balance in life’, as detailed in the review conducted by Bjerrum et al. (2017).  The 

combination of receiving and providing support to others, alongside the use of medication 

were significant factors in strengthening adults’ self-worth and allowed them to 

reconceptualise themselves as making a ‘difference’ (as opposed to being the ‘difference’). 

Limitations 

While the present review offers an insight into adults’ experiences of the diagnostic 

process, from life pre-diagnosis to receiving and adjusting to a diagnosis of ADHD in 
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adulthood, it is acknowledged that the search strategy used to identify papers for inclusion in 

the review may present as a possible limitation.  Although advice and guidance were sought 

from a faculty librarian during this process, the omission of additional electronic databases 

such as, Web of Science, PubMed, and EMBASE in the search for literature will have 

reduced the number of papers generated for the present review.  Therefore, inadvertently 

excluding any studies which may have been deemed appropriate for inclusion and offered 

further insights into adults’ experiences of the diagnostic process, strengthening the accuracy 

of the findings presented.  However, it is recognised that the reduced number of papers 

available for inclusion in the review may also reflect the lack of qualitative research 

conducted in the area therefore, highlighting the need for further recognition and 

understanding of ADHD in adulthood (Ahnermark et al., 2018; Schrevel et al., 2016).   

Nonetheless, the relatively low number of studies included in the synthesis is 

identified as a potential limitation in reducing the applicability of the findings.  The issue of 

‘self-selection’ bias will have also been inadvertently introduced by adults opting to 

participate in the respective studies therefore, choosing to share their experiences of receiving 

a diagnosis of ADHD later in life.  These ‘self-selected’ samples will not have been 

representative of the experiences of adults who chose not to participate thus, further reducing 

the generalisability of the findings presented.  However, core concepts did emerge across the 

studies therefore, highlighting the value of the current synthesis.   

Although, the papers identified for inclusion in the review reflect an international 

perspective of adults’ experiences of receiving a diagnosis of ADHD, the studies were 

predominantly conducted in developed countries with established socio-economic statuses 

and healthcare provisions.  Therefore, these factors are likely to have influenced the process 

of receiving and adjusting to a diagnosis of ADHD in adulthood, including access to relevant 

support services.  The synthesised findings from these studies are also not representative of 
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adults’ experiences in lower socio-economic countries with disparate healthcare services.  

Furthermore, the present review will not account for the diverse cultural narratives which 

exist amongst the studies and influence adults’ experiences of receiving and adjusting to a 

diagnosis of ADHD in adulthood.  However, similarities were observed across the studies 

therefore, highlighting the value of drawing on different perspectives to offer an insight into 

adults’ experiences.   

Moreover, the role of age and gender are likely to have influenced adults’ individual 

experiences, from living with undiagnosed ADHD to receiving and adjusting to a diagnosis 

later in life.  Research indicates that ADHD is predominantly associated with males and 

diagnosed at a ratio of 3:1 in comparison to females in childhood (Biederman et al., 1999).  

This potential under-representation of females with ADHD has been evidenced to decline 

with age (Biederman et al., 1994; Kessler et al., 2006) and understood in relation to how 

ADHD is expressed in males and females (Skogli, Teicher, Anderson, Hovik, & Øie, 2013).  

The issue of societal norms and gender role expectations are also recognised as potentially 

influencing the differential diagnosis rates and ultimately, adults’ experiences of receiving a 

diagnosis of ADHD in adulthood.   

A further limitation of the present review could be understood in relation to the 

decision to not apply specific selection criteria regarding adults’ diagnoses of ADHD and 

what diagnostic manual(s) had been implemented in reaching these decisions.  While there 

was a clear rationale for this decision in light of the lack of understanding of ADHD in 

adulthood, the review cannot account for the validity of all the diagnoses in the studies.  

However, taking into consideration the limited qualitative research which exists in the field 

and the outcome of the quality appraisal which indicated that the studies were valuable to the 

current literature base, it was deemed appropriate to proceed with the synthesis and offer an 

insight into what has been a largely neglected issue.   
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Lastly, while the quality appraisal indicated that most of the papers identified for 

inclusion in the synthesis met the criteria outlined in the CASP checklist, the researchers in 

only two of the seven papers adequately considered their relationship with the participants 

and the possible implications of this for their recruitment strategy.  Although this presented 

an ambiguous issue for the two papers which used biographical narratives sourced from the 

Internet, it raised some concerns about the level of reflexivity demonstrated by the 

researchers in the remaining studies.  Therefore, this had implications when assessing the 

reliability of the papers and the integrity of the findings which are incorporated in the 

synthesis. 

Implications and recommendations 

The present review initially highlights the multitude of challenges adults encounter as 

they navigate life without a diagnosis of ADHD, including the impact this has on their social, 

emotional, psychological, and educational or occupational functioning.  Consequently, it is 

imperative that this is taken into consideration when adults reach the point of assessment and 

used to identify the most appropriate treatment pathway.  Specifically, the risk of 

experiencing co-morbid conditions is well documented in the literature base (Pineiro-Dieguez 

et al., 2014) and was evidenced in the present review.  Therefore, in accordance with the 

National Institute for Health and Care Excellence (NICE, 2019) guidance regarding the 

diagnosis and management of ADHD, clinicians are advised to liaise with relevant healthcare 

colleagues during the process of assessment and diagnosis to inform the development of the 

treatment plan, ensuring they obtain consent and actively involve adults in this process.   

Alongside this, it is recommended that clinicians adopt a curious position in assisting 

adults to make sense of the nature of their difficulties.  This may involve practitioners who 

are responsible for assessing children for symptoms associated with ADHD to consider the 

presence of similar difficulties in their parents (Ginsberg, Quintero, Anand, Casillas, & 
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Upadhyaya, 2014).  This represented the point at which many adults in the present review 

gained clarity regarding the nature of their own difficulties and research indicates that parents 

of children with a diagnosis of ADHD are four times more likely to meet the diagnostic 

criteria for ADHD themselves (Faraone & Doyle, 2000).  It is expected that this will help to 

mitigate the factors identified as complicating the diagnostic process, such as misdiagnosis 

and differential diagnosis and provide further clarity to individuals who have been living with 

undiagnosed ADHD.  Further research exploring the reasons why individuals seek a 

diagnosis of ADHD in adulthood will also help to improve diagnostic pathways and inform 

the interventions offered to adults with ADHD.   

The emotional journey which adults embark upon after receiving a diagnosis of 

ADHD illustrates the importance of providing psychoeducation and post-diagnostic support.  

These interventions should initially focus on educating adults about ADHD, with the aim of 

normalising their experiences and reducing associated stigma.  Adults should also be 

informed about additional forums where they can seek further advice and guidance, such as 

self-help websites and voluntary organisations (NICE guidance, 2019).  Furthermore, the 

provision of longer-term support should be considered as adults continue to adjust to the 

diagnosis, including the challenges which may accompany this as evidenced in the present 

review.  This is currently recommended as a minimum intervention in the NICE guidance 

(2019), particularly for adults where non-pharmacological treatments are indicated.  It is 

advised that adults with ADHD are offered a structured psychological intervention and 

regular follow-up appointments, either remotely or face-to-face.  Longitudinal research 

exploring how adults experience adjusting to receiving a diagnosis of ADHD over an 

extended period of time, with and without pharmacological treatments may indicate that this 

is a provision which all adults would benefit from receiving post-diagnosis.  Existing research 

also advocates the involvement of significant others in post-diagnostic interventions to 
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promote the collaborative management of ADHD and alleviate burden, thus improving 

quality of life (Dixon et al., 2001; Hirvikoski et al., 2017).   

Alongside this, services should consider the implementation of group-based 

interventions, including individual post-diagnostic support where indicated.  This would 

enable adults to share their lived experiences and seek social support; something which may 

have been confounded by the impact of stigma.  The benefits associated with engagement in 

groups were evidenced in the present review and have received increased recognition in the 

literature base, offered as an adjunct or alternative to pharmacological-based treatment 

(Fullen, Jones, Emerson, & Adamou, 2020).  While there are positive outcomes associated 

with participation in group interventions, it is recognised that these reflect the experiences of 

adults who are willing and able to seek support in these types of forums.  Therefore, it is the 

responsibility of clinicians who are involved in supporting adults with ADHD to work 

creatively in engaging those individuals who will continue to ‘suffer in silence’; community 

outreach work may be one possible solution. 

More generally, it is acknowledged that while the construct of ADHD has received 

extensive attention, the understanding regarding its presentation in adulthood and the 

perspectives of adults with ADHD are in their infancy.  In addition, societal knowledge of 

ADHD is considered poor (Hirvikoski et al., 2017), despite it representing one of the most 

prevalent neurodevelopmental conditions worldwide (Fullen, et al., 2020).  While these 

disparities exist they are likely to continue to present barriers in the process of pursing, 

receiving, and adjusting to a diagnosis of ADHD in adulthood.  Therefore, these should be 

considered as representing opportunities in clinical practice, specifically in terms of providing 

teaching and training, as well as indicating avenues for future research.   

Conclusion 
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This synthesis adopted a meta-ethnographic approach to uncover the experiences of 

adults who had received a diagnosis of ADHD in adulthood.  Three core concepts captured 

the journey adults endured as they transitioned from living with undiagnosed ADHD to 

receiving a diagnosis and adjusting to this in adulthood.  This process presented adults with 

numerous challenges which adversely affected their daily functioning and emotional and 

psychological well-being.  In response to this, adults initially appeared to default to a survival 

mode of coping before gradually gaining a sense of control over their lives and the ADHD.  

The findings illustrate the importance of the provision of psychological support to individuals 

diagnosed with ADHD in adulthood and highlight the need for further qualitative research in 

the area. 
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Table 1 

Full text terms used in each of three electronic databases 
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Figure 1. Flowchart illustrating the identification of papers for inclusion in the metasynthesis 

 

Reference list of 5 papers reviewed for 
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914 papers returned from search of 

three databases: 

PsycINFO = 445 

CINAHL = 267 

MEDLINE = 202 

9 papers excluded based on not 

meeting inclusion criteria or meeting 

exclusion criteria after review of full 

text 

 

2 additional papers identified after 

review of full text 

Quality appraisal conducted on 7 

papers and 0 papers excluded 

 

7 papers identified for inclusion in the 

metasynthesis 
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Author & year Title of papers Research 

aim(s) 

Participants (Sample) Origin of sample Methodology 

Fleischmann and 

Fleischmann 

(2012) 

Advantages of an ADHD 

Diagnosis in Adulthood: 

Evidence From Online 

Narrative. 

To explore the impact of a 

diagnosis of adult ADHD 

on coping among 

diagnosed adults. 

71 biographical 

narratives/personal life 

stories, self-published 

on the Internet by adults 

with ADHD (or ADD). 

Two internet sources: 

personal websites of 

individuals with ADHD 

who posted their 

biographies and 

websites dedicated to 

coping with ADHD. 

Grounded Theory 

Halleröd, 

Anckarsäter, 

Råstam and 

Scherman (2015) 

Experienced consequences 

of being diagnosed with 

ADHD as an adult – a 

qualitative study. 

To explore and describe 

qualitatively different 

ways in which adults 

perceive and experience 

being diagnosed with 

ADHD. 

21 adults (11 women 

and 10 men), 

approximately aged 

between 20 and 57 

years old, diagnosed 

with ADHD. 

Sweden. Qualitative 

phenomenographical 

approach/analysis 

Fleischmann and 

Miller (2013) 

Online Narratives by 

Adults With ADHD Who 

Were Diagnosed in 

Adulthood. 

To examine the self-

perceptions of life 

experiences and the 

management processes of 

individuals diagnosed with 

ADHD. 

40 biographical 

narratives/personal life 

stories, self-published 

on the Internet by adults 

with ADHD (or ADD). 

Two internet sources: 

personal websites of 

individuals with ADHD 

who posted their 

biographies and 

websites dedicated to 

coping with ADHD. 

Labov’s model of 

Narrative Analysis (& 

Grounded Theory) 

Young, 

Bramham, Gray 

and Rose (2008) 

The Experiences of 

Receiving a Diagnosis and 

Treatment of ADHD in 

Adulthood: A Qualitative 

Study of Clinically 

Referred Patients Using 

Interpretative 

To evaluate the 

psychological impact of 

receiving diagnosis of 

ADHD in adulthood and 

treatment with medication. 

To examine how diagnosis 

and treatment with 

8 adults (4 women and 

4 men), aged between 

21 and 50 years old, 

diagnosed with ADHD. 

United Kingdom. Interpretative 

Phenomenological 

Analysis 

Table 2 

Summary of each paper selected for inclusion in the present metasynthesis 
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Phenomenological 

Analysis. 

medication changes an 

individual’s self-

perception and view of the 

future. 

Aoki, Tsuboi, 

Furuno, 

Watanabe and 

Kayama (2020) 

The experiences of 

receiving a diagnosis of 

attention deficit 

hyperactivity disorder 

during adulthood in Japan: 

a qualitative study. 

To explore and better 

understand the diagnosis-

related experiences and 

needs of adults with adult-

diagnosed ADHD. 

12 adults (6 women and 

6 men), aged between 

23 and 55 years old, 

diagnosed with ADHD 

during adulthood. 

Japan. Thematic Analysis 

Toner, 

O`Donoghue and 

Houghton (2006) 

Living in Chaos and 

Striving for Control: How 

adults with Attention 

Deficit Hyperactivity 

Disorder deal with their 

disorder. 

How adults with ADHD 

(who were undiagnosed 

during childhood) deal 

with their disorder. 

10 adult males, aged 

between 30 and 57 

years old, diagnosed 

with ADHD. 

Australia. Grounded Theory 

Henry and Jones 

(2011) 

Experiences of Older 

Adult Women Diagnosed 

with Attention Deficit 

Hyperactivity Disorder. 

To explore the experiences 

of older adult women 

diagnosed with ADHD in 

late adulthood. 

9 adult females, aged 

between 62 and 91 

years old, diagnosed 

with ADHD after the 

age of 60. 

United States of 

America (USA). 

Qualitative research 

technique guided by 

the ecological systems 

model 
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1. Was there a clear statement of the aims of the research? Yes Yes Yes Yes Yes Yes Yes 

2. Is a qualitative methodology appropriate? Yes Yes Yes Yes Yes Yes Yes 

3. Was the research design appropriate to address the 

aims of the research? 

Yes Yes Yes Yes Yes Yes Yes 

4. Was the recruitment strategy appropriate to the aims of 

the research? 

Yes Yes Yes Yes Yes Yes Yes 

5. Was the data collected in a way that addressed the 

research issue? 

Yes Yes Yes Yes Yes Yes Yes 

6. Has the relationship between researcher and 

participants been adequately considered? 

Can’t tell Yes Can’t tell No Yes No No 

7. Have ethical issues been taken into consideration? Yes Yes Yes No Yes No Can’t tell 

8. Was the data analysis sufficiently rigorous? Yes Yes Yes Yes Yes No No 

9. Is there a clear statement of findings? Yes Yes Yes Yes Yes Yes Yes 

10. How valuable is the research? Fairly 

valuable 

Fairly 

valuable 

Fairly 

valuable 

Fairly 

valuable 

Fairly 

valuable 

Fairly 

valuable 

Extremely 

valuable 

Table 3 

Critical appraisal of each study using the CASP qualitative assessment tool 
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Core concepts 

 

 

       
Living with the ‘unknown’ and 

trying to survive 

Receiving a diagnosis of ADHD: a 

blessing and a curse 

Adjusting to the diagnosis and re-

evaluating life 

 

Key themes 

 

 

• Lives are chaotic 

• Feeling different 

• Strive for order and control 

• Overcompensate or avoid 

• Unable to make sense of 

difficulties 

• Others noticing the difference 

• Blaming themselves 

• Impact of feeling different 

 

 

 

 

 

 

 

 

 

 

 

• Recognising difficulties 

• Relief+++ 

• Have an explanation 

• Able to make sense of 

difficulties 

• Accepting self 

• Seeking more information 

• ‘I am different’ 

• Awareness/impact of stigma 

 

 

 

• Feeling different (again) 

• Avoid sharing diagnosis 

• Grieving for pre-diagnosis life 

• Connecting with others 

• Helping others 

• Gaining control 

• Acquiring additional coping 

strategies 

 

 

 

Appendix 1-A 

Key themes within the core concepts 
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Abstract 

It is common practice for autistic people to be misdiagnosed or go undiagnosed until 

adulthood due to a multitude of factors complicating the diagnostic process.  This study 

aimed to extend the existing literature by exploring autistic adults’ experiences of the 

diagnostic process, including what led them to pursue a diagnosis of ASD and how they 

adjusted to this.  A total of nine autistic adults, five males and four females, aged between 23 

and 47 years old participated in the study and engaged with semi-structured interviews.  

Interpretative Phenomenological Analysis was used to analyse adults accounts and identified 

four superordinate themes: ‘Lost in space’: Feeling different and like an outsider; The process 

of pursuing an explanation for the difference; Shock, disappointment, and relief: the 

emotional responses to receiving a diagnosis; and Adjusting to the diagnosis: rediscovering 

myself and learning to accept the difference.  The findings illustrated the journey autistic 

adults experienced from living with undiagnosed ASD to receiving a diagnosis later in life, 

including how they adjusted to this.  Autistic adults expressed ‘shock’, ‘disappointment’, and 

‘relief’ in response to the diagnosis and this was underpinned by a sense of feeling ‘different’ 

from others.  As adults adjusted to the diagnosis, they reported an increased sense of self and 

reflected on the challenges which lay ahead, illustrating the importance of post-diagnostic 

support. 

Keywords 

Autism, ASD, Diagnosis, Adults, Experiences 
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The term ‘autism’ was introduced in the literature base in 1943 by psychiatrist, Leo Kanner.  

The concept ‘infantile autism’ was used to describe a cohort of children who had impaired 

social interaction, restricted and repetitive interests, a desire for sameness, and were resistant 

to change.  Concurrently, during the Second World War, paediatrician Dr Hans Asperger 

wrote an article detailing a group of children he observed in his clinic who shared similar 

features and referred to this as ‘autistic psychopathology’.  This work was later developed in 

1981 by English psychiatrist, Dr Lorna Wing to define a subgroup of children based on 

Asperger’s description.  The term ‘Asperger syndrome’ was coined to refer to children who 

had good cognitive skills, were verbally fluent, and demonstrated typical development in the 

early years of life (Barahona-Corrêa & Filipe, 2016; Baron-Cohen, 2015; Glazzard & 

Overall, 2012; Klin, 2003).   

Kanner’s description of ‘autism’ appeared in the Diagnostic and Statistical Manual of 

Mental Disorders, Third Edition (DSM-III) in 1980, followed by Asperger’s Disorder which 

was introduced as a separate diagnostic term in the fourth edition of the DSM (American 

Psychiatric Association, 1980, 1994).  Due to difficulties in the application of the diagnostic 

criteria and distinguishing Asperger’s Disorder from autism, the concepts were merged and 

replaced with the umbrella term, Autism Spectrum Disorder (ASD) in the DSM-V (American 

Psychiatric Association, 2013; Barahona-Corrêa & Filipe, 2016).  Additionally, in light of 

evidence supporting a dyadic conceptualisation of symptomology, the traditional triad of 

impairment in autism was reduced to a combination of impaired social communication and 

restricted, repetitive patterns of behaviour (Loomes, Hull, & Mandy, 2017; Skuse, Mandy, & 

Tang, 2020).  It has been suggested that the changes in the DSM-V criteria improve both 

diagnostic sensitivity and specificity however, there remains ongoing debate surrounding this 

(Maenner et al., 2014; Tsai, 2015; Wiggins et al., 2019).   
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There is also variability in the terms used to describe autism and a survey exploring 

the perspectives of the autism community in the United Kingdom (UK), indicated that there 

is “no universally accepted way to describe autism” (Kenny et al., 2016, p. 453).  However, 

there is a recognition of the negative connotations associated with the term ‘disorder’ and the 

potential this has to pathologize autistic people1.  Therefore, there is a call for the term to be 

replaced with ‘condition’ (Baron-Cohen, 2000).  This will be used herein, with the exception 

of when referring to the recognised diagnostic terminology for autism.  

The modifications to the definition of Autism Spectrum Condition (ASC) and the 

diagnostic criteria have had implications for prevalence rates, which have increased as the 

construct of autism has evolved and received more attention.  It is estimated that 1 in 160 

children have been identified as having autism, which represents an exponential increase 

compared to earlier prevalence rates of 4 to 5 children per 10,000 (Fombonne, 2020; World 

Health Organisation, 2019).  The rise in the occurrence of ASC has been attributed to the 

changes in diagnostic criteria and an increased understanding of the diversity of the condition 

(Skuse, 2020).  However, there is limited evidence regarding estimates of ASC in adulthood 

(Howlin & Moss, 2012).  In an epidemiological study of autism in adults in England, Brugha 

et al. (2016) reported a prevalence of 1.1%.  This has been suggested to increase to between 

2.4% and 9.9% for adults residing in inpatient psychiatric settings (Tromans, Chester, Kiani, 

Alexander, & Brugha, 2018).   

Literature demonstrates the disproportionate risk of autistic individuals experiencing 

co-occurring mental health difficulties, namely anxiety and depression (Hollocks, Lerh, 

Magiati, Meiser-Stedman, & Brugha, 2019).  It is suggested that approximately 70% of 

autistic people will experience at least one mental health condition, with the risk of co-

morbidity increasing with age.  The presence of a co-occurring condition(s) has been 

 
1 The use of ‘identity-first’ language is preferred by autistic adults and will be used herein (Kenny et al., 2016). 
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associated with poorer long-term outcomes, impaired functioning, and reduced quality of life 

(Gillberg, Helles, Billstedt, & Gillberg, 2016; Joshi et al., 2013; Lai, Lombardo, & Baron-

Cohen, 2013).  Additionally, the occurrence of co-morbidities has implications for 

differential diagnoses and can contribute to a late diagnosis due to an overlap in symptoms 

(Lai et al., 2019; Lai & Baron-Cohen, 2015; Lehnhardt et al., 2013).  There is a recent 

recognition that some individuals, particularly females develop coping strategies aimed at 

‘masking’ or ‘camouflaging’ the difficulties associated with ASC therefore, delaying the 

diagnostic process (Hull et al., 2017; Skuse, 2020).   

Autistic people encounter difficulties in all aspects of their daily functioning and are 

considered to be socially, economically, and educationally or occupationally disadvantaged 

(Howlin & Magiati, 2017).  Consequently, there is an emphasis on early identification and 

intervention to mitigate the challenges ASC can present (Lai et al., 2013; Wiggins et al., 

2019).  Despite this, it is common practice for individuals to be diagnosed with ASD in 

adulthood, as a result of misdiagnosis or no diagnosis in childhood (Geurts & Jansen, 2011; 

Pellicano et al., 2020).  Glazzard and Overall (2012) indicate that many autistic children were 

misdiagnosed as having an ‘intellectual disability’ which resulted in them being segregated 

from their peers, excluded from classrooms, and in some cases, institutionalised.  The 

absence of a diagnosis for autistic adults is recognised as exacerbating their experience of co-

occurring difficulties, having a detrimental effect on quality of life (Lewis, 2016a). 

The pathway to diagnosis will have been further confounded by the lack of adult 

diagnostic services which existed across England in 2009 (National Autistic Society, 2018).  

In response to this, and concerns regarding the poorer outcomes for inadequately supported 

autistic adults, the Autism Act (2009) and Autism Strategy (2010, 2014) were introduced.  

These documents were supported by the introduction of a statutory guidance, published by 

the Government (Department of Health, 2015).  This placed a legal responsibility on National 
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Health Service (NHS) organisations and Local Authorities (LAs) to improve support to 

autistic adults, ensuring that diagnostic services were available and accessible.   

There was also a recommendation that each locality should have a specialist, multi-

agency team which is responsible for developing, implementing, and reviewing the delivery 

of services for autistic adults, including providing support to other professionals.  These were 

referred to as Specialist Autism Teams (SATs) in the National Institute for Health and Care 

Excellence (NICE, 2012) guidance regarding the diagnosis and management of ASD in 

adults.  In the first study evaluating the provision of SATs across England, Beresford et al. 

(2020) reported positive outcomes for this model of care, particularly for adults who received 

extended post-diagnostic support.  However, relatively few SATs were found to exist 

suggesting that autistic adults will continue to encounter difficulties in navigating the 

diagnostic process. 

Research exploring experiences of the diagnostic process has focused on parents, 

siblings, and health care professionals’ perspectives however, there is a recognition of the 

importance of obtaining first-hand accounts from the individuals involved (DePape & 

Lindsay, 2016).  This is of significance for autistic adults whose diagnostic journey has been 

found to be complicated and arduous, with an average delay of five years from the point of 

first recognising they might be autistic to being diagnosed (Crane et al., 2018).  In a survey of 

128 autistic adults in the UK, Jones, Goddard, Hill, Henry, and Crane (2014) found that while 

47% of adults reported feeling ‘very’ or ‘quite’ satisfied with the diagnostic process, 40% of 

adults were ‘very’ or ‘quite’ dissatisfied and described feeling misunderstood and dismissed 

by health care professionals.  The challenges the diagnostic process presents suggests that 

further research is required to capture individuals’ perspectives, with the aim of improving 

the identification of ASC and informing diagnostic practices (Pellicano et al., 2020).   
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The experience of receiving a diagnosis is well-documented as being a complex and 

unique phenomenon which presents an emotional turmoil (Gallagher, Arber, Chaplin, & 

Quirk, 2010; Lewis, 2016b; Powell & Acker, 2016).  There has been an increased interest in 

exploring autistic adults’ accounts of receiving a diagnosis, including their experiences of 

adjusting to this (Leedham, Thompson, Smith, & Freeth, 2019; Hickey, Crabtree, & Stott, 

2018).  Research indicates that there is a myriad of emotions associated with the diagnostic 

process, with autistic adults initially reflecting on the positive aspects of receiving a diagnosis 

(Calzada, Pistrang, & Mandy, 2012; Punshon, Skirrow, & Murphy, 2009).  In a study 

exploring the experience of an Asperger Syndrome diagnosis in adulthood, Powell and Acker 

(2016) described how adults expressed ‘relief’ in response to being diagnosed, which they 

attributed to developing an increased understanding of themselves.  However, relief was 

replaced or combined with sadness and anger as adults reflected on past experiences and 

wondered what life would have been like if they had been diagnosed sooner.  It is during this 

process of ‘biographical disruption’ (Bury, 1982) that autistic adults are at an increased risk 

of experiencing co-occurring mental health difficulties, including anxiety, depression, and 

suicidal ideation (Cassidy et al., 2014; Lewis, 2016b).  Therefore, receiving a diagnosis of 

ASD is considered to represent a milestone and life-changing experience (Crane et al., 2018; 

Woodbury-Smith, Robinson, Wheelwright, & Baron-Cohen, 2005).   

In response to the growing literature capturing the views of autistic individuals, 

DePape and Lindsay (2016) conducted a systematic literature review in which they 

synthesised 33 qualitative studies exploring the lived experiences of autistic children, 

adolescents, and adults.  In their findings, DePape and Lindsay (2016) identified that 

individuals reported changes in their perceptions of self and expressed relief at receiving a 

diagnosis as it provided answers to their questions.  Some individuals reported feeling 

different from others and experienced helplessness, as they focused on the long-term 
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implications associated with ASC.  Changes were also observed in interactions with others 

and some individuals sought comfort from family and friends about their diagnosis, while 

others reflected on the impact it had on their relationships.  Finally, living with ASC had 

implications for education and occupation, specifically in terms of the challenges they 

encountered and what support they required.   

These synthesised findings were echoed in a qualitative study conducted by Stagg and 

Belcher (2019) who explored adults experiences of receiving a diagnosis of autism in middle 

and over middle age.  They identified five superordinate themes including ‘early signs of 

ASC’, ‘awareness of being different’, ‘receiving a diagnosis’, ‘the usefulness of a diagnosis’, 

and ‘support and coping’.  This study, alongside the systematic literature review, offer 

valuable insights into the lived experiences of autistic adults, including the process of 

receiving a diagnosis in adulthood and the effect this has an individual’s life.  However, in 

account of the sustained challenges autistic adults encounter before embarking on the 

diagnostic journey, including the factors which complicate this process and the detrimental 

impact this has, the present study aims to offer insights into adults’ prior experiences of living 

with undiagnosed ASD.  Alongside this, the study will build upon the existing literature base 

by exploring adults’ experiences of pursing and receiving a diagnosis of autism, including 

how they adjust to life post-diagnosis.  It is proposed that any attempts to capture autistic 

adults’ perspectives of the diagnostic process, including life pre- and post-diagnosis will have 

implications for future research and clinical practice.   

Method  

The Consolidated criteria for reporting qualitative research (COREQ) checklist was 

used as a guide when reporting the completion of the present study (Tong, Sainsbury, & 

Craig, 2007).   
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Design 

A qualitative research design was used to explore autistic individuals’ experiences of 

the diagnostic process.  Interpretative Phenomenological Analysis (IPA) was identified as the 

most appropriate qualitative methodology as it involves an in-depth analysis which would 

enable a detailed exploration into the lived experiences of autistic adults and their journey to 

diagnosis.  IPA has gained momentum as a methodological approach in the field of autism 

research and is considered an effective tool in illuminating the lived experiences of autistic 

people (Howard, Katsos, & Gibson, 2019).  IPA is an integrative hermeneutic 

phenomenology which is committed to examining how people make sense of their life 

experiences and what meanings these events hold (Smith, Flowers, & Larkin, 2009; Smith & 

Osborn, 2008).   

Ethical approval 

Ethical approval was gained from a NHS research ethics committee (REC reference 

15/NS/0110) and R&D approval was obtained from three NHS trusts within which the study 

took place.   

Participants 

Inclusion and exclusion criteria. 

Participants were included in the study if they met the following criteria: 

1. Aged 16 years old or older as this was the minimum age at which each of the 

services accepted referrals for assessment of ASC.   

2. Received a diagnosis of ASD within the last 12 months to ensure that a fairly 

homogenous sample of participants were recruited to the study. 

Participants were excluded from the current study based on the following criteria: 

1. Had a diagnosis of a Learning Disability (LD) and received a diagnosis of ASD in 

adulthood.  While these two entities can co-exist and share commonalities, there 
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are distinct differences between the two conditions which means they can also be 

exclusive from one another.  The main area of difference relates to the level of 

academic ability, which represents a global difficulty for individuals with LD.  

This can include difficulties with understanding complex information, developing 

new skills, and a reduced ability to live independently, all of which may require 

some level of support (Bailey, 2020; Baldry, 2016).  Therefore, taking this into 

consideration, the aforementioned criterion was identified to account for the 

difficulties individuals with LD may encounter by participating in a study of this 

nature. 

2. Received a diagnosis of ASD in childhood as this would not be in keeping with 

the main aims of the research. 

3. Were not fluent in English due to monetary and time restraints. 

A total of nine autistic individuals participated in the study, consisting of five males and four 

females, aged between 23 and 47 years old.  All of the participants had received a diagnosis 

of ASD within the last 12 months.  The time since diagnosis ranged from two weeks to ten 

months, with the average period of time post diagnosis falling between five-and six-months.  

The participants were recruited from sites across three NHS trusts, each of which offered 

post-diagnostic support, including group-based interventions and individual clinical input.   

More specifically, one trust delivered an 8-week post-diagnostic workshop or 1:1 

sessions supporting individuals to understand their diagnosis and develop coping strategies 

for situations they were experiencing difficulty with.  One out of the two participants 

recruited from this site were attending the workshop, whereas the other had recently engaged 

with individual therapy.  Another trust initially offered 1:1 support to individuals in managing 

current difficulties, before inviting them to attend a 10-week post diagnostic support group 

focusing on adjusting to the diagnosis.  A total of five of the six participants recruited from 
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this trust were attending the post-diagnostic support group, and the remaining participant was 

seeking support from self-help groups.  The third and final trust provided 1:1 clinical input 

and/or a 12-week post-diagnostic group programme designed to develop awareness and 

acceptance of the diagnosis.  The participant recruited from this site had been provided with 

psychoeducation material and was involved in self-help groups, as well as having previously 

engaged with individual therapy. 

Materials. 

The interview schedule (Appendix 2-1), alongside the materials used to advertise the 

research, were informed by a discussion with an autistic individual who had accessed mental 

health services and received a diagnosis of ASD in adulthood.  This occurred in the planning 

stages of the research and was influential in guiding the design and content of the interview 

schedule and advertisement material.  This was considered an essential part of the research 

given that many autistic individuals are not involved in the development stages of a study 

(Pellicano, Dinsmore, & Charman, 2014). 

Procedure 

Materials advertising the study, including information packs were distributed to each 

of the sites and participants were able to opt-in to the research, either by contacting the author 

or via the clinician responsible for their care.  All of the participants opted-in to the study via 

their assigned clinician and requested to be contacted by the author, providing verbal consent 

for their contact details to be shared.  Participants who expressed an interest in taking part in 

the study were invited to take part in semi-structured interviews and informed that these 

could take place at a convenient location for them.  Four participants requested to be 

interviewed at their home and five participants chose to be interviewed at one of the different 

sites across the three NHS trusts.   



LIFE PRE- AND POST-DIAGNOSIS FOR AUTISTIC ADULTS  2-12 

Semi-structured interviews were conducted as these are the chosen method for 

qualitative data collection and adopt a flexible approach which allows individuals to tell their 

story from their position as experts on the subject (Reid, Flowers, & Larkin, 2005; Smith & 

Osborn, 2008).  This is of importance in providing a “much-needed voice to autistic 

individuals” (Howard et al., 2019, p. 7).  The interviews followed a semi-structured format, 

and an interview schedule was used to explore autistic individuals’ experiences of the 

diagnostic process.  Interviews were audio recorded on a portable digital device and 

transcribed verbatim by the author.  The interviews lasted between 30 minutes and 142 

minutes.  At the end of interviews, participants assigned themselves a pseudonym of their 

choice to ensure their anonymity. 

Analysis 

In applying IPA, an idiographic approach to data analysis was adopted and individual 

transcripts were examined case by case (Smith, Harre, & Van Langenhove, 1995; Smith & 

Osborn, 2008).  This process involved an in-depth, sustained, and interpretative engagement 

with the individual transcripts, during which a ‘double hermeneutic’ emerges.  That is, the 

author attempts to make sense of the experiences of the participants, who are trying to make 

sense of their own personal and social world (Smith et al., 2009; Smith & Osborn, 2008).  

During this, each transcript was read a number of times and initial notes were made to 

capture the significance of what participants had said.  These initial notes were then 

transformed into succinct phrases which reflected what had been found in the text and were 

documented as emerging theme titles.  Connections between these themes were then 

explored, specifically in terms of convergence and divergence, and subsequently grouped 

under broader themes known as ‘superordinate themes’ (Appendix 2-2).  As this process 

commenced, the themes were checked against the individual transcripts to ensure the 

connections represented the original words of the participants (Smith & Osborn, 2008). 
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Reflexivity. 

The author kept a reflexive log to capture their observations from the initial interview 

to the analysis of the individual transcripts.  The ability to ‘own one’s perspective’ (Elliott, 

Fischer, & Rennie, 1999) is regarded as evidence of good practice within the field of 

qualitative research.  Advice regarding the credibility of the findings was also sought from 

the research supervisor during the analysis of the individual transcripts.  This provided 

clarification regarding the initial interpretations and facilitated a higher level of interpretation, 

thus maintaining the validity and reliability. 

Results 

The process of analysis identified four superordinate themes: 1) ‘Lost in space’: 

Feeling different and like an outsider; 2) The process of pursuing an explanation for the 

difference; 3) Shock, disappointment, and relief: emotional responses to a diagnosis; and 4) 

Adjusting to the diagnosis: rediscovering myself and learning to accept the difference.  Each 

theme will be discussed individually, alongside extracts from the participants accounts to 

illustrate the authenticity of the results. 

1) ‘Lost in space’: Feeling different and wanting to understand why  

Prior to embarking on their diagnostic journey, participants reflected on their 

experiences of living with undiagnosed ASD and the challenges this presented as they 

navigated through life.  Primarily, each of the participants referred to having felt ‘different’ 

from others, or on the periphery of society throughout their lives:   

 

I’d always felt like I was different to everybody else. (Keyser Soze) 

 

Ever since I was young, I’ve always been that bit of an outsider. (Antony) 
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For some participants, the awareness of feeling ‘different’ stemmed from making comparison 

to others or was highlighted by those closest to them, namely family who sometimes offered 

an explanation for the ‘difference’: 

I felt different from my brothers because they were very outgoing. (Keyser Soze) 

My father, my sister saw something different in me to other people. (Danielson) 

My sister’s, kind of, always known and my brother-in-law you know, has always been pretty 

damn sure I was on the spectrum. (Ewan) 

 

Other participants described how they became more aware of the ‘difference’ when they 

entered higher education and/or started employment; it was these situations where the sense 

of feeling ‘different’ became most pronounced and presented the greatest source of difficulty, 

when the environment exceeded the individual’s capabilities: 

 

I just couldn't cope with college. I couldn’t cope with anything socializing and planning and 

doing things independently. (Lucy) 

 

I think when I went into a working environment where [pause], where communication is quite 

important and you’re forced to it almost and then that’s when it became apparent. (James 

Bond) 

 

Many participants detailed the difficulties they encountered as a result of the ‘difference’, 

including experiencing bullying in school, and struggling to navigate social situations.  This 

had an adverse impact on participants well-being and led to some feeling disconnected from 

others: 

I was ridiculed for being different…that was quite difficult. (Grace) 
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I didn’t feel like I connected with the people much…it felt like I couldn’t connect to anyone. 

(Fernando) 

 

I’ve always struggled with friendships and in social situations…how I find it uncomfortable 

and how I’ve had to change myself to do a lot. (Eve) 

 

Eve’s description alludes to the coping strategies she implemented to compensate for the 

relational challenges she experienced and conveys a sense of personal responsibility in doing 

this.  Other participants appeared to respond differently to the difficulties they experienced, 

and a theme of social isolation emerged.  This stemmed from participants feeling 

disconnected from others and represented a choice which some made, almost as a form of 

self-preservation: 

I kind of locked myself in and I didn’t go anywhere…I didn’t do anything…engage with 

people at all, because I felt very inhibited by it. (Ewan) 

But there’s the other side where you start to feel isolated…I didn’t want to get involved. 

(Keyser Soze) 

The sense of feeling ‘different’ from others presented participants with a number of 

challenges, and as it persisted throughout their lives, it became laden with negative 

connotations.  In the absence of being able to explain the existence of the ‘difference’, 

participants internalised it as representing a deficit and something inherently ‘wrong' with 

them: 

I felt abit different … it got abit tough like why do I feel like this, why can’t you be different. 

(Fernando) 
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I was self-aware enough to know that there was something wrong, definitely wrong with the 

way I thought. (Lucy) 

2) The process of pursing an explanation for the difference  

In response to feeling ‘different’ throughout their lives and this becoming more 

prominent (and problematic) as they became older, participants reflected on what prompted 

them to pursue an explanation for the ‘difference’.  For many, it was other people who had 

noticed the ‘difference’ and encouraged and/or supported participants to seek an assessment 

for autism: 

There was an occupational therapist who picked up on it and she mentioned to my care co-

ordinator that she wondered if I might have autism. (Fernando) 

My wife’s sister has a daughter who’s got autism, and she recognised some of the same 

things in me…she was probably one of the first people who mentioned maybe being autistic. 

(Keyser Soze) 

Similar to the experience of Keyser Soze, some participants sought clarification for the 

difficulties they were experiencing after observing similarities in their own children and 

undertook research to confirm their suspicions: 

I started my own research and I just got more and more convinced that that’s what was going 

on for him…I had the same difficulties, but for him it was different. (Eve) 

I’ve looked at autism…because when my son was developing, I thought he may have 

Asperger’s, so I researched it then and thought, oh well, I’m abit like that. (Lucy) 

The process of completing research enabled participants to feel more prepared as they 

embarked on the next stage of their diagnostic journey, and the GP was the first port of call. 
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So I wrote all that down and so I was then able to give clear instructions to that GP what 

they needed to do to make that happen. (Eve) 

Upon reaching this point, a couple of the participants expressed hesitation at pursing things 

further and attributed this to receiving additional diagnoses or ‘labels’, potentially reflecting 

their previous experiences of accessing healthcare services: 

All people end up, kind of, pursuing some kind of help but end up getting diagnosed or 

labelled with something else. (Grace) 

 

I’m sick of getting labels because I’ve got too many already. (Danielson) 

Conversely, other participants focused on what they hoped to achieve from the process, and 

this centred around finding an explanation for the ‘difference’: 

I used to wonder like if I had things like OCD or other stuff, so I was kind of keen to have 

something like that to explain things. (Fernando) 

Known for a long time that, you know…I felt very differently to most people, and it was like 

there must be a reason behind it, there must be some sort of explanation. (Antony) 

Some participants were more specific in detailing what they wanted to gain from pursuing an 

assessment of autism, including their desired outcome: 

I was just lost, and I just wanted stability and I believe stability would allow me to grow as a 

person. (Lucy) 

I went to my GP anyway…with the hope that I could have the assessment…and then they 

might realise what is wrong with me and that it would be fixable. (James Bond) 
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The expectation expressed by James Bond reflects the negative narrative surrounding the 

‘difference’, and how this had become internalised as representing a personal flaw.  

Therefore, the desire to find a ‘fix’ to what is ‘wrong’ may help to alleviate feelings of self-

blame and represent a need to ‘fit in’, after spending their life on the periphery of society.   

Upon approaching the first port of call on their diagnostic journey, many participants 

described encountering a ‘battle’, in which they felt like they had to prove themselves after 

initially being dismissed and/or not feeling believed: 

Erm, well my GP, I wasn’t happy with her. She [pause], I felt erm, I felt a little bit like I was 

being dismissed…I was kind of feeling like well, it’s taken me 30 years to sit in your office 

and tell you that I feel different to people and now you’re dismissing me. (James Bond) 

 

I’ve been trying to get somewhere with my doctor…for 8 years. It was like batting my head 

against a brick wall. (Antony) 

These experiences are likely to have exacerbated the participants existing difficulties, 

including reinforcing the feeling of being ‘different’ and prolonging the process of finding an 

explanation for this; ultimately delaying the diagnostic journey. 

3) Shock, disappointment, and relief: the emotional responses to receiving a diagnosis 

After enduring a ‘battle’ in pursuing an explanation for the ‘difference’ and 

subsequently receiving a diagnosis of ASD in adulthood, many of the participants identified 

‘shock’ as their initial response despite already having their own ‘suspicions’: 

 

My own sort of confirmation, you know, about my own suspicions over the last 8 years…and 

they said, well, when I first heard it, I was actually, I was abit in shock thinking about it. 

(Antony) 

 

I was shocked…it took me 7 years to find out that I have got this thing. (Danielson) 
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For Antony and Danielson, this feeling of ‘shock’ appeared to primarily relate to the length of 

time they had had to wait until they received the diagnosis and obtained confirmation of their 

suspicions.  Other participants discussed their initial response of ‘shock’ in the context of 

their pre-conceptions of autism and how they could not relate to these: 

I didn’t know what autism really was other than the extremities of it that was sort of in films. 

Erm, so I, I didn’t really relate to it. (James Bond) 

 

Erm, I suppose partly where I’d met autistic people and things and its like that ‘oh there’s 

them and then there’s me’ and its kinda like being one of those people kinda was abit 

unusual. (Fernando) 

These descriptions indicate the negative connotations associated with autism and the impact 

these had on participants willingness to initially accept the diagnosis.  Subsequent to this, the 

feeling of ‘shock’ was accompanied by disappointment as participants started to adjust to the 

diagnosis and process the possible implications associated with it: 

I was shocked by it and I was, that I was disappointed…because it was then explained to me 

that its not something that is like you can take a tablet and it goes away, erm, so right away I 

realised there was limitations on what I could do. (James Bond) 

I went into a really, really bad shut down…where I suddenly became confronted with all the 

limitations and this is never going to get better, I’m always going to be like this. (Lucy) 

It is evident from these accounts that with the diagnosis came a realisation that there was no 

immediate ‘fix’ for what was ‘wrong’ and a sense of permanency and feeling ‘stuck’ 

emerged.  Additionally, it is recognised that the diagnosis potentially provided confirmation 

that the participants were (neurodevelopmentally) ‘different’ and reinforced the notion that 
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there was something ‘wrong’ with them.  Therefore, increasing feelings of self-blame and 

resulting in some participants initially wanting to distance themselves from the diagnosis.   

Overarching the emotional responses associated with receiving a diagnosis was an 

overwhelming sense of ‘relief’, which was reported by all of the participants.  This was 

primarily attributed to having an explanation and/or confirmation for why they had felt 

‘different’ throughout their lives, and seemed to signify the point where participants started to 

welcome this as they adjusted to the diagnosis: 

 

When he said that was it, it was this complete relief really…it made sense. (Eve) 

It’s kind of like a big relief…there was something different about me. (Ewan) 

 

4) Adjusting to the diagnosis: rediscovering myself and learning to accept the difference 

After processing the immediate emotional responses associated with receiving a 

diagnosis of ASD in adulthood, many of the participants relocated the source of their 

difficulties in their diagnosis which helped to reduce feelings of self-blame: 

There’s a reason why and it’s not just me. (James Bond) 

It wasn’t just all in my head, making excuses for not being able to do it. (Grace) 

 

In doing this, participants started to reflect on their past experiences and re-evaluate these in 

the context of their new diagnosis.  This enabled participants to make sense of themselves 

and provided a ‘legitimate reason’ (Fernando) as to why they had encountered difficulties 

throughout their lives: 

I can sort of look back on the things that I’ve been through in my life…and make sense of it 

all now. (Antony) 

When I made all those mistakes and hiccups in my life, it’s because of autism. (Lucy) 
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During this process, some participants acknowledged the pressure they had put on themselves 

to ‘fit-in’ to mainstream society, and the impact this had their well-being: 

 

I was trying to pass as normal…get by sort of thing and you know…I started to struggle. 

(Ewan) 

I’ve always pushed myself to carry on with like, get up and carry on doing what’s expected of 

me and then it just spirals into me feeling more tired and more agitated and having further 

meltdowns. (James Bond) 

 

As a further consequence, a couple of participants described how the mental health 

difficulties they experienced in response to living with undiagnosed ASD led to this being 

overlooked as a possible explanation for the ‘difference’, resulting in a delayed diagnostic 

journey: 

So that sort of seemed to mask the autism underneath. (Grace) 

 

…there's a lot more going on than what you can say, and this is a hidden disability for a 

reason. (Eve) 

While adjusting to the diagnosis, some participants reported having developed an increased 

understanding of self, which enabled them to be more compassionate towards themselves and 

had a positive effect on their well-being: 

It’s made me more confident…I know if I’m going to struggle or if I feel like I’m struggling, 

and I understand why now. (Keyser Soze) 

Its cemented things for me, who I am, what my limitations are and that’s fine…it’s made me 

feel so much more comfortable with who I am. (Lucy) 
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Other participants detailed what had helped them to reach this position and this 

predominantly revolved around the support they received from attending a post-diagnostic 

group.  This allowed participants to connect with others through shared experiences, offering 

a sense of acceptance and belonging, while mitigating the difficulties associated with the 

‘difference’ and facilitating the adjustment process: 

I’ve been coming to group sessions…and I feel like I fit in a box again like know where I 

belong now…makes me feel a little less lost in space. (James Bond) 

It’s helped me adjust abit…having people who understand it…that makes things easier for me 

than it did before. (Fernando) 

Conversely, Fernando expressed less confidence in communicating the diagnosis to family 

members due to concerns that he would not be believed.  This was echoed by Danielson who 

reflected on the importance of obtaining further information prior to disclosing the diagnosis 

to others: 

Well, I haven’t told many members of my family because like my sister can be…I assumed 

that she wouldn’t think I had it, so I’ve never really been sure how to break it to her and 

other family members. (Fernando) 

 

I’m kind of [pause] too scared to say that I’ve got it, erm, because I don’t know people’s 

reactions. Erm, so I’ll just take it easy until I find out everything. (Danielson) 

These accounts reflect the difficulties which participants encountered when initially pursuing 

a diagnosis, in that they had to prove themselves after feeling dismissed.  It is acknowledged 

that the prospect of disclosing the diagnosis reignited these same concerns and represented 

another source of rejection for participants, inadvertently reinforcing the feeling of being 

‘different’ and disconnected from others. 
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The process of adjusting to the diagnosis represented an ongoing process for 

participants, with them experiencing different emotional states and shifting between positions 

in response to the diagnosis.  Therefore, reflecting the complexities associated with pursuing 

and receiving a diagnosis of ASD in adulthood. 

 

Discussion 

The present study aimed to explore adults’ experiences of living with undiagnosed 

ASD, including the process of them pursuing, receiving, and adjusting to a diagnosis in 

adulthood.  In applying IPA, four superordinate themes emerged which captured the 

diagnostic journey.  The findings echo what is detailed in the existing literature and offer 

further insights into autistic adults lived experiences prior to, during, and after the diagnostic 

process.   

Initially, participants described feeling ‘different’ from others which persisted 

throughout their lives and was laden with negative connotations.  This awareness of feeling 

‘different’ is consistent with findings presented by DePape and Lindsay (2016) and Stagg and 

Belcher (2019), who both documented this as a theme for autistic individuals.  Stagg and 

Belcher (2019) also highlighted the negative expressions which were used to describe the 

‘difference’ and how this was attributed to them as being ‘bad’ people.  The impact this had 

on participants’ overall well-being, as detailed in the present study, provides further evidence 

of the increased risk autistic individuals are at of experiencing co-morbid difficulties 

(Hollocks et al., 2019).   

In response to feeling ‘different’, participants sought an explanation for this which 

echoes the findings presented by Stagg and Belcher (2019) who detailed “knowledge of being 

different brings with it a search for explanations” (p. 353).  For most of the participants, the 

rationale for pursuing an explanation was prompted by other people who noticed the 
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‘difference’ however, for two female participants, the decision to seek a diagnosis came after 

observing similarities in their children.  This finding is perhaps unsurprising in account of the 

literature which indicates that autistic females are at an increased risk of going unnoticed and 

having their needs misunderstood, resulting in a late diagnosis in comparison to males 

(Bargiela, Steward, & Mandy, 2016; Lai et al., 2011).  It was also female participants who 

identified their co-occurring mental health difficulties as ‘masking’ the autism, illustrating the 

impact differential diagnoses can have on the diagnostic process (Lai & Baron-Cohen, 2015; 

Lehnhardt et al., 2013).   

When reflecting on their responses to the difficulties associated with living with 

undiagnosed ASD, a female participant described having to ‘change’ (Eve) herself in order to 

navigate social situations.  This appears to be reflective of the recent phenomenon of 

‘masking’ or ‘camouflaging’, which is associated with autistic women and girls (Baldwin & 

Costley, 2016; Hull et al., 2017).  The challenges which participants described encountering 

on their pursuit of finding an explanation for the ‘difference’, specifically in terms of feeling 

dismissed by health care professionals, also represents a shared experience amongst autistic 

adults (Jones et al., 2014).   

The emotional journey participants embarked upon receiving the diagnosis is well 

documented, with ‘relief’ appearing the most prominent response reported by autistic adults 

(DePape & Lindsay, 2016; Leedham et al., 2019; Stagg & Belcher, 2019).  As detailed in the 

present study, the sense of ‘relief’ arose from having an explanation for the ‘difference' which 

enabled participants to relocate the source of their difficulties in the diagnosis, alleviating 

feelings of self-blame.  Prior to this, the present study draws attention to the ‘shock’ 

participants experienced in response to the diagnosis after it did not fit with their pre-

conceptions of autism or fulfil their original hopes of wanting a ‘fix’.  There was also a 

recognition that the diagnosis reinforced the feeling of being ‘different’ and led to some 
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participants expressing disappointment as they processed the long-term implications 

associated with autism.  This echoes previous findings which documented that autistic 

individuals experienced feelings of helplessness, sadness, and anger as they adjusted to the 

diagnosis and re-evaluated their past experiences (DePape & Lindsay, 2016; Powell & Acker, 

2016).   

As participants adjusted to the diagnosis, they expressed an increased sense of self 

which was informed by reflecting on their lives pre-diagnosis, as evidenced in previous 

research (DePape & Lindsay, 2016; Stagg & Belcher, 2019).  Participants spoke positively 

about attending a post-diagnostic support group in helping the adjustment process and recent 

research reported improved outcomes for autistic adults who receive extended post-diagnostic 

input (Beresford et al., 2020).  Previous research has also identified family and friends as 

being a source of comfort (DePape & Lindsay, 2016) however, some participants in the 

present study expressed reluctance at informing others due to concerns that they would not be 

believed.  This is consistent with existing literature which identified discrimination and 

stigmatisation as barriers to autistic adults disclosing their diagnoses (DePape & Lindsay, 

2016; Stagg & Belcher, 2019).  This issue represented an ongoing predicament for the 

participants as they adjusted to the diagnosis and rediscovered themselves. 

Methodological limitations 

While this present study offers a valuable insight into autistic adults’ experiences of 

the diagnostic journey, there are methodological issues which need to be considered.  

Primarily, the issue of bias may have been introduced into the research by the recruitment 

strategy adopted.  That is, the study may have been of more interest to individuals who were 

accepting of their diagnosis and in a position to share their thoughts and feelings around this.  

This may have extended to the process of analysis, with those more able to express 

themselves being over-represented in the development of the themes.   
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While a primary aim of qualitative research is to not make generalisations from the 

findings (Smith et al., 1995), the present study focuses on adults’ diagnostic experiences 

within the past 12 months therefore, presenting limitations in applying the research to those 

who received a diagnosis beyond this point.  Additionally, although the sample of 

participants within this study were considered to fulfil a key prerequisite of IPA research and 

represented a fairly homogenous sample of autistic individuals, disparities will have existed 

which will have influenced their experiences of the diagnostic journey.  

Most notably, the issue of gender, which features throughout the field of autism 

research is a key consideration, with females being under-recognised in the prevalence rates 

(Gould, 2017).  In the present study, there were some observable differences in participants 

experiences and gender was identified as a potential influencing factor, indicating that this 

needs to be considered when reviewing the findings presented.  Additionally, age is another 

influential issue with research indicating that prior to there being a clear definition of ASD, 

autistic individuals born before 1980 are likely to have been misdiagnosed or not diagnosed 

at all (American Psychiatric Association, 1980; Brugha et al., 2011; Guerts, Stek, & Comijs, 

2015).   

Furthermore, although studies implementing IPA have received increased recognition 

within autism research, caution has been advised around using qualitative research with this 

population.  This originates in the ‘double-empathy problem’ which suggests that the 

disjuncture in reciprocity between autistic individuals and non-autistic individuals, can have 

implications for the interpretations made and undermine the authenticity of the research 

(Howard et al., 2019; Milton, 2012).  However, based on the in-depth and reflexive 

engagement with participants accounts and its positioning of participants as experts in their 

experiences, IPA is an approach which might mitigate these difficulties (Howard et al., 2019; 

MacLeod, Allan, Lewis, & Robertson, 2017).   



LIFE PRE- AND POST-DIAGNOSIS FOR AUTISTIC ADULTS  2-27 

As a result of the time lapsed from data collection to the point of analysis, it was not 

possible to involve participants in reviewing the results.  This would have strengthened the 

authenticity of the findings and assisted in alleviating the ‘double-empathy problem’ (Milton, 

2012).  Also, the limited methodological expertise held by the author may have reduced the 

richness in participants’ accounts and allowed more in-depth interpretations to be drawn from 

the transcripts.  Nevertheless, the author took steps to mitigate this, including keeping a 

reflexive log and seeking supervisory support. 

Implications and recommendations 

This study illustrates the numerous challenges participants encountered on their 

diagnostic journey and the impact these had on their well-being as they adjusted to receiving 

a diagnosis of ASD in adulthood.  In account of this, and the increased risk autistic adults are 

at of experiencing co-occurring mental health conditions (Hollocks et al., 2019), healthcare 

professionals need to take this into consideration and screen for co-morbidities in their initial 

assessment (Lewis, 2016a).  This will help inform what support is offered to autistic adults 

and is fundamental in promoting positive outcomes in other areas (Beresford et al., 2020; Lai 

et al., 2019).   

The difficulties which participants encountered on their pursuit for a diagnosis, in 

terms of feeling dismissed by healthcare professionals suggests that further intervention is 

required with practitioners to increase their knowledge of autism, including factors which 

complicate the diagnostic process.  This echoes recommendations in existing research (Crane 

et al., 2018; Jones et al., 2014; Stagg & Belcher, 2019), as well as being documented in the 

Autism Strategy (2010, 2014) and NICE (2012) guidance regarding the diagnosis and 

management of ASD in adults.  Training would need to incorporate the different 

presentations of autism, with a focus on the role of gender and issues, such as ‘masking’ or 

‘camouflaging’ which are receiving increased attention in autism research (Hull et al., 2017; 
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Hull, Petrides, & Mandy, 2020).  Further exploration of gender differences in autistic adults, 

with a focus on capturing female perspectives using a narrative analysis approach are 

identified as avenues for future research. 

The emotional journey which ensued upon participants receiving a diagnosis is a 

complex process, with responses changing over time.  Research indicates that autistic adults 

are vulnerable to experiencing increased mental health difficulties during this time (Cassidy 

et al., 2014) therefore, highlighting the importance of post-diagnostic support.  This was 

identified as being helpful in facilitating the adjustment process for participants and has been 

associated with improved quality of life and reduced experience of co-occurring mental 

health difficulties (National Autistic Society, 2008; Renty & Roeyers, 2006).  The provision 

of extended psychoeducation has recently been demonstrated to be fundamental in supporting 

the immediate and longer-term adjustment to a diagnosis of ASD in adulthood (Beresford et 

al., 2020), and is of relevance to participants in the present study, who ranged from two 

weeks to ten months in terms of time passed since diagnosis.  Follow-up research with the 

same participants would be helpful in offering further insights into the adjustment process, 

including the provision of support during this time.  

The Autism Strategy (2010, 2014) and statutory government guidance (Department of 

Health, 2015) also stipulate that a diagnosis of autism should be accompanied by a needs 

assessment to ensure that adults have access to the appropriate support.  However, only 16% 

of autistic adults were found to have been offered an assessment (National Autistic Society, 

2001).  Similarly, recent research evaluating the provision of specialist autism services across 

England, an additional recommendation in the government guidance, identified that the 

majority of localities do not offer this model of care (Beresford et al., 2020).  The existing 

specialist services have also observed increases in their rates of referrals, with no additional 

funding to support these.  These issues alone, notwithstanding the challenges which autistic 
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adults encounter on their pursuit for a diagnosis, will continue to present barriers to accessing 

diagnostic services.   

Recommendations which are identified as helping to overcome these barriers and 

improve outcomes for autistic adults primarily involve increased investment, specifically to 

strengthen the development of SATs.  This would allow these services to continue to provide 

high-quality care, while also broadening their role in offering consultation and supervision to 

other mainstream services supporting autistic adults.  This was identified as a 

recommendation from the study conducted by Beresford et al. (2020) and would contribute to 

clearer diagnostic pathways due to the increased availability of services equipped to meet the 

needs of autistic adults.  Clinical psychologists are also encouraged to apply the ‘scientist-

practitioner-advocate’ model (Mallinckrodt, Miles, & Levy, 2014) in working with NHS 

organisations and LAs to improve access to diagnostic services and support, referring back to 

legislation and statutory guidance as part of this.  For these recommendations to be successful 

practitioners need to work in collaboration with autistic individuals, ensuring they are 

involved in decisions relating to their care and services are tailored to their needs, with the 

aim of improving diagnostic processes and enhancing quality of life (Coleman-Fountain, 

Buckley, & Beresford, 2019; Department of Health, 2014; NICE guidance 2012).   

Conclusion 

The findings reaffirm what is captured in the existing literature, while offering 

additional insights into autistic adults’ experiences of the diagnostic process.  Alongside an 

awareness of feeling ‘different’ from others which became internalised and had a detrimental 

impact on well-being, participants endured a battle in trying to make sense of this.  While the 

diagnosis provided ‘relief’, it was also met with ‘disappointment’ and ‘shock’ as participants 

adjusted to the diagnosis and what it represented.  During this, participants reflected on their 

lives pre-diagnosis and began to rediscover themselves, while acknowledging the barriers 
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which lay ahead.  The provision of support to autistic individuals is paramount in alleviating 

distress and training to frontline professionals will help reduce the difficulties associated with 

the diagnostic journey.   
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Appendix 2-1: Interview schedule 

Experiences of living with undiagnosed Autism Spectrum Disorder (ASD) 

What was your life like before you received a diagnosis of ASD? Was it easy or difficult living 

with undiagnosed ASD? 

Did you or your family ever try to pursue a diagnosis of ASD when you were growing up? If 

so, what happened? What was this like? Was it a good or bad experience? How did it make 

you feel?  

Have you received any other diagnoses before? If so, was that a good or bad experience for 

you? Why? How did it make you feel? 

Have you previously been misdiagnosed with any other condition? If so, is there anything you 

would like to tell me about this? What it a good or bad experience for you? Why? How did it 

make you feel? What did you think?  

 

Experiences of receiving a diagnosis of ASD in adulthood 

When did you receive your diagnosis of ASD? 

Who gave you the diagnosis? 

How old were you when you received your diagnosis? 

How long did it take for you to receive your diagnosis, from the decision to pursue a diagnosis 

to actually receiving the diagnosis?  

Whose decision was it to go for an assessment? Why? 

What was it like for you receiving a diagnosis of ASD? How did you feel?  

What does it mean to you receiving the diagnosis of ASD? 

How has your life changed since receiving the diagnosis?  
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‘Lost in space’: Feeling 

different and like an 

outsider 

The process of pursuing 

an explanation for the 

difference 

Shock, disappointment, 

and relief: the emotional 

responses to receiving a 

diagnosis 

Adjusting to the 

diagnosis: rediscovering 

myself and learning to 

accept the difference 

  

• Feeling different 

and not ‘fitting in’ 

• Noticing the 

difference 

• Not being able to 

make sense of the 

difference 

• Questioning 

themselves 

• Problems 

associated with 

the difference 

• Impact of living 

with undiagnosed 

autism 

 

• Others noticing the 

difference 

• Recognising 

similarities in 

others 

• Wanting to 

understand what’s 

‘wrong’ 

• Battling to get a 

diagnosis (& 

having to go 

armed) 

• Doubting 

themselves 

• Hopes and fears for 

the diagnosis 

 

• Shock (came as a 

surprise) 

• (Mis)understanding 

around autism 

• Disappointment at 

reality of diagnosis 

• ‘There is something 

different about me’ 

• Relief – ‘it makes 

sense’ 

• Have a 

reason/confirmation 

for feeling different 

 

 

• Externalising the 

difference 

• Reflecting on life 

pre-diagnosis 

• Making sense of 

things (gradually) 

• Understanding and 

accepting self 

• Sense of belonging 

• Deciding who to 

tell 

    

Appendix 2-2 

Emerging themes within the superordinate themes 

Superordinate themes 

Emerging themes 
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https://journals.sagepub.com/author-instructions/aut#ContributorsPublishingAgreement
https://journals.sagepub.com/author-instructions/aut#OpenAccess
https://journals.sagepub.com/author-instructions/aut#ManuscriptPrep
https://journals.sagepub.com/author-instructions/aut#Formatting
https://journals.sagepub.com/author-instructions/aut#ArtworkFiguresOtherGraphics
https://journals.sagepub.com/author-instructions/aut#SupplementaryMaterial
https://journals.sagepub.com/author-instructions/aut#Terminology
https://journals.sagepub.com/author-instructions/aut#ReferenceStyle
https://journals.sagepub.com/author-instructions/aut#EnglishLanguageEditing
https://journals.sagepub.com/author-instructions/aut#SubmitManuscript
https://journals.sagepub.com/author-instructions/aut#ORCID
https://journals.sagepub.com/author-instructions/aut#InformationRequired
https://journals.sagepub.com/author-instructions/aut#Lay%20Abstracts
https://journals.sagepub.com/author-instructions/aut#Permissions
https://journals.sagepub.com/author-instructions/aut#OnAcceptance
https://journals.sagepub.com/author-instructions/aut#SAGEProduction
https://journals.sagepub.com/author-instructions/aut#OnlineFirstPub
https://journals.sagepub.com/author-instructions/aut#AccessPublishedArticle
https://journals.sagepub.com/author-instructions/aut#PromotingYourArticle
https://journals.sagepub.com/author-instructions/aut#FurtherInformation
https://www.sagepub.com/journal/autism#description
https://www.sagepub.com/journal/autism#description
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(a) general reviews that provide a synthesis of an area of autism research; 

(b) critiques - focused and provocative reviews that may be followed by a number of 

invited commentaries, with a concluding reply from the main author. 

Both full Research Reports and Review Articles are generally restricted to a 

maximum of 6,000 words, including all elements (title page, abstract, notes, tables, 

text), but excluding references.  Editors may ask authors to make certain cuts before 

sending the article out for review. 

3. Short Reports. Brief papers restricted to a maximum of 2,000 words with no more 

than two tables and 15 references. Short reports could include other approaches like 

discussions, new or controversial ideas, comments, perspectives, critiques, or 

preliminary findings. The title should begin with ‘Short Report’. 

4. Letters to the Editors. Readers' letters should address issues raised by published 

articles. The decision to publish is made by the Editors, in order to ensure a timely 

appearance in print. Letters should be no more than 800 words, with no tables and a 

maximum of 5 references. 

1.3 Writing your paper 

The SAGE Author Gateway has some general advice and on how to get published, plus links 

to further resources. 

1.3.1 Make your article discoverable 

When writing up your paper, think about how you can make it discoverable. The title, 

keywords and abstract are key to ensuring readers find your article through search engines 

such as Google. For information and guidance on how best to title your article, write your 

abstract and select your keywords, have a look at this page on the Gateway: How to Help 

Readers Find Your Article Online. 

Back to top 

2. Editorial policies 

2.1 Peer review policy 

https://www.sagepub.com/how-to-get-published
https://www.sagepub.com/help-readers-find-your-article
https://www.sagepub.com/help-readers-find-your-article
https://journals.sagepub.com/author-instructions/aut#top
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Autism operates a strictly anonymous peer review process in which the reviewer’s name is 

withheld from the author and, the author’s name from the reviewer. The reviewer may at their 

own discretion opt to reveal their name to the author in their review but our standard policy 

practice is for both identities to remain concealed. Each new submission is carefully read by 

one of the Editors to decide whether it has a reasonable chance of getting published. If the 

Editor thinks it does not have this chance, at least one other Editor will be consulted before 

finally deciding whether or not to send the manuscript out for review. Autism strives to do 

this within two weeks after submission, so that authors do not have to wait long for a 

rejection. Feedback is also provided on how to improve the manuscript, or what other journal 

would be more suitable. Each manuscript is reviewed by at least two referees. All 

manuscripts are reviewed as rapidly as possible, and an editorial decision is generally reached 

within (e.g.) 6-8 weeks of submission. 

As part of the submission process, you will be asked to provide the names of 2 peers who 

could be called upon to review your manuscript. Recommended reviewers should be experts 

in their fields and should be able to provide an objective assessment of the manuscript. Please 

be aware of any conflicts of interest when recommending reviewers. Examples of conflicts of 

interest include (but are not limited to) the below: 

• The reviewer should have no prior knowledge of your submission 

• The reviewer should not have recently collaborated with any of the authors 

• Reviewer nominees from the same institution as any of the authors are not permitted 

Please note that the Editors are not obliged to invite/reject any recommended/opposed 

reviewers to assess your manuscript. 

2.2 Authorship 

All parties who have made a substantive contribution to the article should be listed as authors. 

Principal authorship, authorship order, and other publication credits should be based on the 

relative scientific or professional contributions of the individuals involved, regardless of their 

status. A student is usually listed as principal author on any multiple-authored publication 

that substantially derives from the student’s dissertation or thesis. 

2.3 Acknowledgements 
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All contributors who do not meet the criteria for authorship should be listed in an 

Acknowledgements section. Examples of those who might be acknowledged include a person 

who provided purely technical help, or a department chair who provided only general 

support. 

Please supply any personal acknowledgements separately to the main text to facilitate 

anonymous peer review. 

2.3.1 Third party submissions 

Where an individual who is not listed as an author submits a manuscript on behalf of the 

author(s), a statement must be included in the Acknowledgements section of the manuscript 

and in the accompanying cover letter. The statements must: 

•    Disclose this type of editorial assistance – including the individual’s name, 

company and level of input  

•    Identify any entities that paid for this assistance  

•    Confirm that the listed authors have authorized the submission of their manuscript 

via third party and approved any statements or declarations, e.g. conflicting interests, 

funding, etc. 

Where appropriate, SAGE reserves the right to deny consideration to manuscripts 

submitted by a third party rather than by the authors themselves. 

2.4 Funding 

Autism requires all authors to acknowledge their funding in a consistent fashion under a 

separate heading.  Please visit the Funding Acknowledgements page on the SAGE Journal 

Author Gateway to confirm the format of the acknowledgment text in the event of funding, or 

state that: This research received no specific grant from any funding agency in the public, 

commercial, or not-for-profit sectors. 

Important note: If you have any concerns that the provision of this information may 

compromise your anonymity, you should withhold this information until you submit your 

final accepted manuscript. 

2.4.1 National Institutes of Health (NIH) funded articles 

https://www.sagepub.com/funding-acknowledgements
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If you have received NIH funding for your research, please state this in your submission and 

if your paper is accepted by Autism an electronic version of the paper will automatically be 

sent to be indexed with the National Library of Medicine's PubMed Central as stipulated in 

the NIH policy. 

2.5 Declaration of conflicting interests 

Autism encourages authors to include a declaration of any conflicting interests and 

recommends you review the good practice guidelines on the SAGE Journal Author Gateway. 

In particular, for working reporting on the development or evaluation of interventions 

the ICJME Conflict of Interest form provides an excellent template for considering a range of 

potential sources of conflict, and this can be uploaded and submitted with your manuscript if 

relevant. 

Where an Editor of Autism is a lead or contributing author to a paper submitted to 

publication, the paper is always handled through the peer review process by another member 

of the Editor team and three reviews are obtained in each case. A statement is also published 

on each article where this occurs. 

2.6 Research ethics and patient consent 

Medical research involving human subjects must be conducted according to the World 

Medical Association Declaration of Helsinki 

Submitted manuscripts should conform to the ICMJE Recommendations for the Conduct, 

Reporting, Editing, and Publication of Scholarly Work in Medical Journals, and all papers 

reporting animal and/or human studies must state in the methods section that the relevant 

Ethics Committee or Institutional Review Board provided (or waived) approval. Please 

ensure that you have provided the full name and institution of the review committee, in 

addition to the approval number. 

For research articles, authors are also required to state in the methods section whether 

participants provided informed consent and whether the consent was written or verbal. 

Information on informed consent to report individual cases or case series should be included 

in the manuscript text. A statement is required regarding whether written informed consent 

https://publicaccess.nih.gov/policy.html
http://www.icmje.org/conflicts-of-interest/
http://www.wma.net/en/30publications/10policies/b3/index.html
http://www.wma.net/en/30publications/10policies/b3/index.html
http://www.icmje.org/icmje-recommendations.pdf
http://www.icmje.org/icmje-recommendations.pdf
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for patient information and images to be published was provided by the patient(s) or a legally 

authorized representative. 

Please also refer to the ICMJE Recommendations for the Protection of Research Participants 

2.7 Clinical trials 

Autism conforms to the ICMJE requirement that clinical trials are registered in a WHO-

approved public trials registry at or before the time of first patient enrolment as a condition of 

consideration for publication. The trial registry name and URL, and registration number must 

be included at the end of the abstract. 

2.8 Reporting guidelines 

2.8.1 Transparent reporting of trials 

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

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

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

checklist should be uploaded with your submission as a supplementary file. Systematic 

reviews and meta-analyses should include the completed PRISMA flow chart as a cited 

figure and the completed PRISMA checklist should be uploaded with your submission as a 

supplementary file. The EQUATOR wizard can help you identify the appropriate guideline. 

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

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

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

2.8.2 Sample selection and demographic characteristics 

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

(including systematic reviews):  

i.    procedures for sample selection and recruitment; and 

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

socioeconomic status.  

http://www.icmje.org/recommendations/browse/roles-and-responsibilities/protection-of-research-participants.html
http://www.icmje.org/recommendations/browse/publishing-and-editorial-issues/clinical-trial-registration.html
http://www.equator-network.org/
http://www.consort-statement.org/downloads
http://www.equator-network.org/reporting-guidelines/prisma/
http://www.peneloperesearch.com/equatorwizard/
https://ies.ed.gov/ncee/wwc/Document/229
http://www.nlm.nih.gov/services/research_report_guide.html
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Including this information will provide greater clarity regarding sample characteristics and 

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

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

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

findings.  

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

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

status and educational attainment levels were not recorded”). Manuscripts that contain neither 

the required information nor an appropriate statement will be returned prior to consideration 

by the editors.  

2.8.3 Community involvement  

Autism encourages research that is actively carried out ‘with’ or ‘by’ members of the Autistic 

and autism communities (rather than ‘to’, ‘about’, or ‘for’ them), often referred to as ‘co-

production’, ‘participatory research’, ‘patient and public involvement (PPI)’ or ‘integrated 

knowledge translation (iKT)’. 

We therefore recommend that authors follow the BMJ’s editorial guidelines in which authors 

clearly document how community stakeholders were involved in their research. We suggest 

that authors include a community involvement statement at the end of the Methods section 

for Research Reports, outlining whether autistic people and/or family members, community 

providers, policy makers, agency leaders or other community stakeholders were involved in 

the development of the research question and outcome measures, the design of the study, its 

implementation, and/or the interpretation and dissemination of the findings. Community 

members should be duly acknowledged – as authors or in the acknowledgements section – 

depending on the extent and nature of their contribution. 

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

2.9 Data Policy Statement 

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

share their data wherever possible and submit their data (or a link to it) and where applicable, 

their syntax/command files for the analyses presented in the contribution. Authors can make 

https://protect-au.mimecast.com/s/lGLpCnx1Z5U6A6Oys98xQL?domain=nam05.safelinks.protection.outlook.com
https://www.force11.org/group/fairgroup/fairprinciples
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data available through a third party data repository or on the journal website as 

a supplementary data file.  

If cited data is restricted (e.g. classified, require confidentiality protections, were obtained 

under a non-disclosure agreement, or have inherent logistical constraints), authors should 

notify the editor at the time of submission. The editor shall have full discretion to follow their 

journal’s policy on restricted data, including declining to review the manuscript or granting 

an exemption with or without conditions. The editor shall inform the author of this decision 

prior to review. 

Where data is sensitive and cannot be shared in an open forum, authors are encouraged to 

share metadata and provide a contact for requesting access if the raw data itself cannot be 

made available. 

Data can be submitted with your article and hosted on the SAGE Autism website where we 

work with Figshare to host data content. Authors can use a recognised third party data 

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

institution’s data sharing repository.  

Autism also encourages authors to delineate clearly the analytic procedures upon which their 

published claims rely, and where possible provide access to all relevant analytic materials. If 

such materials are not published with the article, we encourage authors to share to the greatest 

extent possible through a digital repository (above). 

Autism encourages authors to use data citation practices that identify a dataset’s author(s), 

title, date, version, and a persistent identifier. In sum, data should be referenced and cited, 

where possible, as an intellectual product of value. 

Back to top 

3. Publishing Policies 

3.1 Publication ethics 

SAGE is committed to upholding the integrity of the academic record. We encourage authors 

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

the Publication Ethics page on the SAGE Author Gateway. 

https://www.force11.org/group/fairgroup/fairprinciples
https://osf.io/
https://journals.sagepub.com/author-instructions/aut#top
http://publicationethics.org/files/International%20standards_authors_for%20website_11_Nov_2011.pdf
https://www.sagepub.com/ethics-responsibility
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3.1.1 Plagiarism 

Autism and SAGE take issues of copyright infringement, plagiarism or other breaches of best 

practice in publication very seriously. We seek to protect the rights of our authors and we 

always investigate claims of plagiarism or misuse of published articles. Equally, we seek to 

protect the reputation of the journal against malpractice. Submitted articles may be checked 

with duplication-checking software. Where an article, for example, is found to have 

plagiarised other work or included third-party copyright material without permission or with 

insufficient acknowledgement, or where the authorship of the article is contested, we reserve 

the right to take action including, but not limited to: publishing an erratum or corrigendum 

(correction); retracting the article; taking up the matter with the head of department or dean 

of the author's institution and/or relevant academic bodies or societies; or taking appropriate 

legal action. 

3.1.2 Prior publication 

If material has been previously published it is not generally acceptable for publication in a 

SAGE journal. However, there are certain circumstances where previously published material 

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

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

3.2 Contributor's publishing agreement 

Before publication, SAGE requires the author as the rights holder to sign a Journal 

Contributor’s Publishing Agreement. SAGE’s Journal Contributor’s Publishing Agreement is 

an exclusive licence agreement which means that the author retains copyright in the work but 

grants SAGE the sole and exclusive right and licence to publish for the full legal term of 

copyright. Exceptions may exist where an assignment of copyright is required or preferred by 

a proprietor other than SAGE. In this case copyright in the work will be assigned from the 

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

3.3 Open access and author archiving 

Autism offers optional open access publishing via the SAGE Choice programme. For more 

information please visit the SAGE Choice website. For information on funding body 

https://www.sagepub.com/prior-publication
https://www.sagepub.com/prior-publication
https://www.sagepub.com/contributor-agreement
http://www.uk.sagepub.com/sagechoice.sp
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compliance, and depositing your article in repositories, please visit SAGE Publishing 

Policies on our Journal Author Gateway. 

Back to top 

4. Preparing your manuscript for submission 

4.1 Formatting 

Autism asks that authors use the APA style for formatting. The APA Guide for New 

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

4.2 Artwork, figures and other graphics 

For guidance on the preparation of illustrations, pictures and graphs in electronic format, 

please visit SAGE’s Manuscript Submission Guidelines. 

Figures supplied in colour will appear in colour online regardless of whether or not these 

illustrations are reproduced in colour in the printed version. For specifically requested colour 

reproduction in print, you will receive information regarding the costs from SAGE after 

receipt of your accepted article. 

4.3 Supplementary material 

This journal is able to host additional materials online (e.g. datasets, podcasts, videos, images 

etc) alongside the full-text of the article. For more information please refer to our guidelines 

on submitting supplementary files. 

4.4 Terminology 

Autism has researched and compiled their own Terminology Guidelineswhich all authors 

should follow. 

4.5 Reference style 

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

manuscript conforms to this reference style. 

https://www.sagepub.com/copyright-and-permissions
https://www.sagepub.com/copyright-and-permissions
https://journals.sagepub.com/author-instructions/aut#top
http://www.apastyle.org/
http://www.apa.org/pubs/authors/new-author-guide.aspx
http://www.apa.org/pubs/authors/new-author-guide.aspx
http://www.apa.org/pubs/authors/
https://www.sagepub.com/manuscript-submission-guidelines
https://www.sagepub.com/supplementary-files-on-sage-journals-sj-guidelines-for-authors
https://www.sagepub.com/supplementary-files-on-sage-journals-sj-guidelines-for-authors
https://www.sagepub.com/sites/default/files/autism_terminology_guidelines.pdf
https://www.sagepub.com/sites/default/files/apa_style_november_2019.pdf
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4.6 English language editing services 

Authors seeking assistance with English language editing, translation, or figure and 

manuscript formatting to fit the journal’s specifications should consider using SAGE 

Language Services. Visit SAGE Language Services on our Journal Author Gateway for 

further information. 

Back to top 

5. Submitting your manuscript 

Autism is hosted on SAGE Track, a web based online submission and peer review system 

powered by ScholarOne™ Manuscripts. Visit http://mc.manuscriptcentral.com/autism to 

login and submit your article online. 

IMPORTANT: Please check whether you already have an account in the system before trying 

to create a new one. If you have reviewed or authored for the journal in the past year it is 

likely that you will have had an account created.  For further guidance on submitting your 

manuscript online please visit ScholarOne Online Help. 

5.1 ORCID 

As part of our commitment to ensuring an ethical, transparent and fair peer review 

process SAGE is a supporting member of ORCID, the Open Researcher and 

Contributor ID. ORCID provides a unique and persistent digital identifier that 

distinguishes researchers from every other researcher, even those who share the same 

name, and, through integration in key research workflows such as manuscript and grant 

submission, supports automated linkages between researchers and their professional 

activities, ensuring that their work is recognized. 

The collection of ORCID iDs from corresponding authors is now part of the 

submission process of this journal. If you already have an ORCID iD you will be asked 

to associate that to your submission during the online submission process. We also 

strongly encourage all co-authors to link their ORCID ID to their accounts in our 

online peer review platforms. It takes seconds to do: click the link when prompted, sign 

into your ORCID account and our systems are automatically updated. Your ORCID iD 

will become part of your accepted publication’s metadata, making your work 

http://languageservices.sagepub.com/en/
https://journals.sagepub.com/author-instructions/aut#top
http://mc.manuscriptcentral.com/autism
http://orcid.org/
http://orcid.org/
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attributable to you and only you. Your ORCID iD is published with your article so that 

fellow researchers reading your work can link to your ORCID profile and from there 

link to your other publications. 

If you do not already have an ORCID iD please follow this link to create one or visit 

our ORCID homepage to learn more. 

5.2 Information required for completing your submission 

You will be asked to provide contact details and academic affiliations for all co-authors via 

the submission system and identify who is to be the corresponding author. These details must 

match what appears on your manuscript. At this stage please ensure you have included all the 

required statements and declarations and uploaded any additional supplementary files 

(including reporting guidelines where relevant). 

5.3 Lay Abstracts 

As part of your submission you will be asked to provide a lay abstract of your article. Lay 

abstracts are a brief (max 250 words) description of the paper that is easily understandable. 

These abstracts will be made widely available (to the general public, and particularly to 

autistic people and their families). As such, lay abstracts should avoid both technical 

terminology and the reporting of statistics. Examples of lay abstracts are provided in recent 

issues of the journal. 

  

Authors may consider the following questions when composing their lay abstract.  

a.    What is already known about the topic? 

b.    What this paper adds? 

c.    Implications for practice, research or policy 

Authors may also find the following resources helpful on this topic: 

• How to write a summary paragraph 

• Self Advocacy Resource and Technical Assistance Center (SARTAC): Plain 

Language 

• Center for Plain Langauage: Five steps to Plain Language  

5.4 Permissions 
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Please also ensure that you have obtained any necessary permission from copyright holders 

for reproducing any illustrations, tables, figures or lengthy quotations previously published 

elsewhere. For further information including guidance on fair dealing for criticism and 

review, please see the Copyright and Permissions page on the SAGE Author Gateway 

Back to top 

6. On acceptance and publication 

6.1 SAGE Production 

Your SAGE Production Editor will keep you informed as to your article’s progress 

throughout the production process. Proofs will be sent by PDF to the corresponding author 

and should be returned promptly.  Authors are reminded to check their proofs carefully to 

confirm that all author information, including names, affiliations, sequence and contact 

details are correct, and that Funding and Conflict of Interest statements, if any, are accurate. 

Please note that if there are any changes to the author list at this stage all authors will be 

required to complete and sign a form authorising the change. 

6.2 Online First publication 

Online First allows final articles (completed and approved articles awaiting assignment to a 

future issue) to be published online prior to their inclusion in a journal issue, which 

significantly reduces the lead time between submission and publication. Visit the SAGE 

Journals help page for more details, including how to cite Online First articles. 

6.3 Access to your published article 

SAGE provides authors with online access to their final article. 

6.4 Promoting your article 

Publication is not the end of the process! You can help disseminate your paper and ensure it 

is as widely read and cited as possible. The SAGE Author Gateway has numerous resources 

to help you promote your work. Visit the Promote Your Article page on the Gateway for tips 

and advice. 
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7. Further information 

Any correspondence, queries or additional requests for information on the manuscript 

submission process should be sent to the Autism editorial office as follows: 

Katie Maras 

Department of Psychology 

University of Bath, UK 

Email: katiemaras.autism@gmail.com 

 



CRITICAL APPRAISAL  3-1 
 

 

 

 

Section Three: Critical Appraisal 

 

 

Claire Evans 

Trainee Clinical Psychologist 

Lancaster University 

 

 

 

 

 

Word Count: 1,605 

 

Correspondence to be addressed to: 

Ms Claire Evans 

Doctorate in Clinical Psychology 

Division of Health Research  

Lancaster University 

Lancaster 

LA1 4YG 

 

 



CRITICAL APPRAISAL  3-2 
 

This critical appraisal will focus on providing an overview of the key findings from 

the thesis, including some of my reflections which emerged during the completion of the 

research and the context of these within my own lived experiences.  As part of this, areas for 

future research will be considered, alongside ongoing issues which will have implications for 

clinical practice and importantly, the lives of ‘neurodiverse’ people.  

Summary of findings 

The findings from the literature review and research paper evidently indicate that 

there are key similarities for adults who receive a diagnosis of ADHD or ASD later in life.  

Primarily, adults described an acute awareness of feeling ‘different’ from others and reflected 

on the numerous challenges this presented as they attempted to navigate their way in a 

‘neurotypical’ world.  In doing this, adults detailed the adverse impact this had on their level 

of functioning in all aspects of their lives and how this was further confounded by the 

absence of an explanation for the ‘difference’.  This subsequently became conceptualised and 

internalised as representing a personal failing or flaw which appeared to activate a ‘fight or 

flight’ response in adults as a means of surviving.  These factors contributed to a delayed 

diagnostic journey for adults which commenced after observing similarities in those closest to 

them (i.e. their own children) or was prompted by others who had noticed the ‘difference’. 

Upon embarking on the journey to receiving a diagnosis of a neurodevelopmental 

condition, adults experienced a myriad of emotional responses which appeared to change 

over time as they adjusted to the diagnosis.  While ‘relief’ was identified as being the 

overarching emotion associated with receiving the diagnosis, of particular significance was 

the discovery that the diagnosis also provided confirmation that adults were 

(neurodevelopmentally) ‘different’.  Subsequently, there was a shift in adults’ responses and 

relief was accompanied by feelings of anger, sadness, and disappointment as adults adjusted 

to the diagnosis, illustrating the unique complexities associated with this process.  The 
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provision of support during this time, specifically in terms of connecting with others with 

shared lived experiences was significant in strengthening adults’ self-worth and mitigating 

the difficulties associated with being ‘neurodiverse’ in a ‘neurotypical’ world. 

The power of language 

Throughout the completion of the thesis, I became increasingly aware of the language 

I used to describe and define the difficulties adults experienced living without a diagnosis 

and/or receiving a diagnosis of a neurodevelopmental condition in adulthood.  As Kenny et 

al. (2016) suggest “whatever the cause, the language that we use has the power both to reflect 

and to shape people’s perceptions of autism” (p. 442).  Alongside this, there is an increased 

recognition and preference amongst the autistic community to move away from person-first 

language (‘person with autism’) to identity-first language (‘autistic person’) and this has been 

discussed in relation to the debate between the medical vs. social model of disability which 

exists in the field of autism research (Kenny et al., 2016; Milton, 2012).  More specifically, it 

is argued that people are not ‘disabled’ in account of the ‘disorder’ (condition) they have 

been diagnosed with, but this is shaped and influenced by the way in which society responds 

to individuals who fall outside of the ‘neurotypical’ norm (Baker, 2011; Oliver, 1990).   

Having spent quality time with autistic people during the completion of the research 

project, and in both my personal and professional life, I felt a sense of responsibility to embed 

this preferred narrative and conceptualisation of autism in my writing.  In doing this, I 

became aware that this initially felt incongruent with my usual approach of wanting to 

externalise any perceived or actual difficulties away from a person, as opposed to seeming to 

position the ‘problem’ within them.  However, I also came to appreciate that this could be 

reflective of my own interpretations and experiences of living in a ‘neurotypical’ world.   

To be (different) or not to be, that is the question 
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During the completion of both the literature review and research paper, I was struck 

by the core similarities which were observed between the two areas of interest, namely 

ADHD and ASC.  Both are conceptualised as neurodevelopmental conditions which typically 

appear in childhood and persist into adolescence and adulthood and are considered to be 

significantly increasing in prevalence.  There is also an acknowledgement of the substantial 

overlap between the two conditions, with them both presenting impairments in social 

performance and executive functioning and sharing genetic heritability.  Subsequently, they 

have been found to commonly co-occur with one another (Antshel & Russo, 2019).   

The overarching similarity which emerged from the thesis paradoxically related to an 

awareness of ‘difference’ which was reported by all adults.  This ‘difference’ appeared to 

stem from not ‘fitting-in’ to and feeling disconnected from a social world which was attuned 

to neurotypical normality.  In the absence of being able to explain the ‘difference’, this 

became pathologized as representing a ‘deficit’ and was subsequently internalised by adults.  

Milton (2012) describes this process as a “form of internalised oppression” and highlights the 

risk of this becoming a self-fulling prophecy which results in a “psycho-emotional 

disablement” (p. 885).  In line with this, it became apparent from adults’ accounts in the 

thesis that living without a diagnosis of a neurodevelopmental condition represented a 

‘trauma’ which initiated a ‘fight or flight’ response with the ultimate aim of surviving.  

Consequently, increased importance was assigned to finding an explanation for the 

‘difference’.   

This response resonated with my own experience of undergoing an assessment of a 

specific learning need during clinical training and the subsequent difficulties this presented in 

reaching this point.  Upon failing two of my academic assignments, it was advised that my 

university work would be ‘paused’ while a cognitive assessment was completed to explore if 

there were any underlying support needs.  On completion of the assessment, I was informed 
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that while I had a ‘strange and spikey’ cognitive profile, this did not fulfil the criteria for a 

diagnosis of dyslexia.  This resulted in me questioning the explanation for my ‘difference’ 

and led me to re-evaluate my position on the importance of diagnoses; something which was 

highlighted by adults in this thesis. 

The role of gender 

An additional similarity which was noted across both the literature review and 

research paper was the under-representation of females in prevalence rates of ADHD and 

ASC.  While the disparity in gender ratios of diagnoses declines with age, females remain at 

risk of being overlooked, resulting in them further internalising the feeling of ‘difference’ and 

increasing the likelihood of them experiencing co-occurring mental health difficulties which 

complicate the diagnostic process.  Theories around why this gender discrepancy exists 

appear to predominantly draw on a medical model of disability focusing on symptomology 

and how ADHD and ASC are expressed ‘differently’ in males and females (Head, 

McGillivray, & Stokes, 2014; Sedgewick, Hill, Yates, Pickering, & Pellicano, 2016).   

More recently, the concept of ‘masking’ or ‘camouflaging’ was introduced in the field 

of autism research to reflect the coping strategies autistic females develop to ‘fit in’ to social 

situations and was identified as a contributing factor to delayed diagnoses (Hull et al., 2017).  

From a social model of disability perspective, this strategy is considered to be an adaptive 

response to the challenges which the ‘neurotypical’ world presents to ‘neurodiverse’ people.  

Additionally, the historical context surrounding the construct of ASC indicates that the 

stereotypical autism presentation was associated with “male and intellectually disabled” and 

has only started to evolve in recent years (Skuse, 2020, p. 2).  This is reflected in the 

knowledge base which is primarily derived from male samples and used to inform the 

diagnostic tools for assessing ASC.  Therefore, contributing to the underdiagnosis of autistic 

females. 
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Areas for future research 

In account of the key issues which arose during the completion of this thesis as 

detailed above, there are specific avenues for future research which are identified for 

consideration.   

Primarily, as the field of autism research continues to receive increased attention, it is 

of paramount importance that the voices of autistic individuals are captured by involving 

them as active collaborators in the research process.  This echoes the words of Pellicano et al. 

(2018) who identified autism research as a “shared endeavour” which is directed at meeting 

the individual needs of “autistic people living in the here and now” (p. 82).  This 

collaborative process would ensure that services are designed to meet the needs of the 

individuals who require it, with the aim of having a direct positive impact on quality of life.   

Additionally, further research exploring the gender differences which exist among the 

constructs of ADHD and ASC is identified as an area of priority, especially in light of the 

ongoing under-representation of females in the prevalence rates.  While the concept of 

‘masking’ or ‘camouflaging’ offers a valuable insight into the experiences of autistic females, 

as it is a relatively new phenomenon it is not yet fully embedded in the literature base, or 

clinical practice, and would therefore benefit from further research.  Alongside this, 

consideration should be given to the potential influence of social norms and gender role 

stereotypes on the presentations of both ADHD and ASC, as well as further developing 

understanding and awareness of these constructs across the lifespan.   

ADHD and ASC are considered to represent a “public health concern” and therefore, 

warrant increased attention from a clinical and research perspective (Antshel & Russo, 2019, 

p. 1).  However, I cannot help but wonder if the ‘neurotypical’ world has contributed to this 

‘epidemic’: 
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“Extremes of any combination come to be seen as ‘psychiatric deviance’.  In the argument 

presented here, where disorder begins is entirely down to social convention, and where one 

decides to draw the link across the spectrum.” (Milton, 1999) 
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Favourable opinion with conditions: NHS ethics committee 

 

 

 

 

North of Scotland Research Ethics Committee 
Summerfield House 
2 Eday Road 
Aberdeen 
AB15 6RE 

 
Telephone: 01224 558458 
Facsimile: 01224 558609 
Email: nosres@nhs.net 

 

 
15 October 2015 

 
Miss Claire Evans 
Lancaster University 
Division of Health Research 
Furness Building 
LANCASTER 
LA1 4YG 

 

 
 

Dear Miss Evans 
 
Study title:                              Adults' prior experiences of living with undiagnosed 

Autism Spectrum Disorder. 
REC reference:                      15/NS/0110 
IRAS project ID:                     187204 

 
The Proportionate Review Sub-Committee of the North of Scotland Research Ethics Committee 
(1) reviewed the above application by correspondence. 

 
We plan to publish your research summary wording for the above study on the HRA website, 
together with your contact details. Publication will be no earlier than three months from the date 
of this favourable opinion letter.   The expectation is that this information will be published for all 
studies that receive an ethical opinion but should you wish to provide a substitute contact point, 
wish to make a request to defer, or require further information, please contact the REC 
Manager, Sarah Lorick, nosres@nhs.net. Under very limited circumstances (e.g. for student 
research which has received an unfavourable opinion), it may be possible to grant an exemption 
to the publication of the study. 

 
Ethical opinion 

 
On behalf of the Committee, the Proportionate Review Sub-Committee gave a favourable ethical 
opinion of the above research on the basis described in the application form, protocol and 
supporting documentation, subject to the conditions specified below. 

 
Conditions of the favourable opinion 

 
The favourable opinion is subject to the following conditions being met prior to the start of the 
study:
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1.   Please change the Poster and Handy Card to reflect that the clinician will be the first point of 
contact, and forward revised copies of the Poster and Handy Card to the Committee. 

 
You should notify the REC in writing once all conditions have been met (except for site 
approvals from host organisations) and provide copies of any revised documentation 
with updated version numbers. The REC will acknowledge receipt and provide a final list 
of the approved documentation for the study, which can be made available to host 
organisations to facilitate their permission for the study. Failure to provide the final 
versions to the REC may cause delay in obtaining permissions. 

 
Management permission or approval must be obtained from each host organisation prior to the  
start of the study at the site concerned. 

 
Management permission (“R&D approval”) should be sought from all NHS organisations involved 
in the study in accordance with NHS research governance arrangements. 

 
Guidance on applying for NHS permission for research is available in the Integrated Research 
Application System or at http://www.rdforum.nhs.uk. 

 
Registration of Clinical Trials 

 

All clinical trials (defined as the first four categories on the IRAS filter page) must be registered on 
a publically accessible database. This should be before the first participant is recruited but no later 
than 6 weeks after recruitment of the first participant. 

 
There is no requirement to separately notify the REC but you should do so at the earliest 
opportunity e.g. when submitting an amendment.   We will audit the registration details as part of 
the annual progress reporting process. 

 
To ensure transparency in research, we strongly recommend that all research is registered but 
for non-clinical trials this is not currently mandatory. 

 
If a sponsor wishes to request a deferral for study registration within the required timeframe, 
they should contact hra.studyregistration@nhs.net. The expectation is that all clinical trials will 
be registered, however, in exceptional circumstances non registration may be permissible with 
prior agreement from the HRA. Guidance on where to register is provided on the HRA website. 

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

 
Ethical review of research sites 

 
The favourable opinion applies to all NHS sites taking part in the study, subject to management 
permission being obtained from the NHS/HSC R&D office prior to the start of the study (see 
“Conditions of the favourable opinion”). 

 
Summary of clarification by researcher 

 
Informed consent process and the adequacy and completeness of participant information
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The PR Sub-Committee contacted the researcher regarding the issue that informed consent had 
not been addressed.   The approach to potential patients should come from the clinician in 
charge of the participant’s care who would be in a position to judge whether the patient was 
capable of fully informed consent.   The patients could then apply to the researcher. 

 
The researcher replied that the posters and handy cards advertising the research would be 
distributed directly to clinicians at each of the different sites across the three NHS Trusts as 
opposed to placing them in the reception areas and/or waiting rooms.   That way, clinicians 
would be able to provide the necessary information about the research to individuals who they 
considered eligible to take part in the study and provide informed consent. 

 
Approved documents 

 
The documents reviewed and approved were: 

 

Document                                                                                    Version        Date

Copies of advertisement materials for research participants: 
Poster 

Evidence of Sponsor insurance or indemnity (non NHS 
Sponsors only): Employers certificate of liability insurance 

1                   13 August 2015 

 
1                   01 August 2015

Interview schedules or topic guides for participants                   1                   13 August 2015 

IRAS Checklist XML: Checklist 06102015                                                      06 October 2015 

Letter from sponsor                                                                     1                   01 October 2015 

Handy card advertising the research                                          1                   13 August 2015 

Employers certificate of liability insurance 2                               1                   13 August 2015 

Employers certificate of liability insurance 3                               1                   20 July 2015 

Programme team reviewer comments                                        1                   02 February 2015 

Research supervisor reviewer comments                                   1                   06 October 2015 

Research support office reviewer comments                              1                   06 October 2015 

Participant consent form                                                             1                   13 August 2015 

Participant information sheet (PIS)                                             1                   13 August 2015

REC Application Form: REC Form 05102015                            187204855 
9781565 

05 October 2015

Research protocol or project proposal: Research protocol and 1                   13 August 2015 
materials 

Summary CV for Chief Investigator (CI)                                     1                   21 August 2015 

Summary CV for supervisor (student research)                         1                   02 October 2015 
 

Membership of the Proportionate Review Sub-Committee 
 
The members of the Sub-Committee who took part in the review are listed on the attached sheet. 

 
Statement of compliance 

 
The Committee is constituted in accordance with the Governance Arrangements for Research 
Ethics Committees and complies fully with the Standard Operating Procedures for Research 
Ethics Committees in the UK.
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After ethical review 

 
Reporting requirements 

 

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

 

  Notifying substantial amendments 

  Adding new sites and investigators 

  Notification of serious breaches of the protocol 

  Progress and safety reports 

  Notifying the end of the study 

 
The HRA website also provides guidance on these topics, which is updated in the light of 
changes in reporting requirements or procedures. 

 
User Feedback 

 
The Health Research Authority is continually striving to provide a high quality service to all 
applicants and sponsors. You are invited to give your view of the service you have received and 
the application procedure. If you wish to make your views known please use the feedback form 
available on the HRA website: 
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/ 

 

HRA Training 

 
We are pleased to welcome researchers and R&D staff at our training days – see details at 
http://www.hra.nhs.uk/hra-training/ 

 

With the Committee’s best wishes for the success of this project. 
 
15/NS/0110                                 Please quote this number on all correspondence 

 

Yours sincerely 
 

 

 
Professor Helen Galley 
Chair 

 

 
 

Enclosures:                  List of names and professions of members who took part in the review 

 
“After ethical review – guidance for researchers” SL-AR2 

 
Copy to:                        Ms Debbie Knight 

Lancashire Care NHS Foundation Trust
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North of Scotland Research Ethics Committee (1) 
 

Attendance at PRS Sub-Committee of the REC meeting by correspondece 
 

 
 

Committee Members: 

 
Name                                         Profession                                                    Present       Notes 

Dr Ruth Stephenson                  Vice Chair and Consultant in Anaesthesia   Yes 

Dr Amalraj Raja                         Statistician                                                    Yes 

Mrs Sylvia Stephen                   Lay Member - Human Nutrition Manager     Yes 
 

Also in attendance: 

 
Name                                                                  Position (or reason for attending) 

Ms Sarah Lorick                                                  Assistant Ethics Co-ordinator 
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Approval letter conditions met: NHS ethics committee

 

 

 
 
 

North of Scotland Research Ethics Committee 
Summerfield House 

2 Eday 
Road 
Aberdeen 
AB15 6RE 

 
Telephone: 01224 558458 
Facsimile: 01224 558609 
Email: nosres@nhs.net 

 

 
20 October 2015 

 

 
Miss Claire Evans 

Lancaster University 
Division of Health Research 
Furness Building 

LANCASTER 
LA1 4YG 

 

 
Dear Miss Evans 

 
Study title:                              Adults' prior experiences of living with undiagnosed 

Autism Spectrum Disorder. 
REC reference:                       15/NS/0110 
IRAS project ID:                     187204 

 
Thank you for e-submitting the revised documents and your e-mail of 19 October 2015.   I can 

confirm the REC has received the documents listed below and that these comply with the 
approval conditions detailed in our letter dated 15 October 2015 

 
Documents received 

 
The documents received were as follows: 

 
Document                                                                                       Version         Date

Copies of advertisement materials for research participants: 
Poster advertising the research 

2                   19 October 2015

IRAS Checklist XML: Checklist 19102015                                                         19 October 2015 

Handy card advertising the research                                             2                   19 October 2015 

 
Approved documents 

 
The final list of approved documentation for the study is therefore as follows: 

 
Document                                                                                       Version         Date

Copies of advertisement materials for research participants: Poster advertising the research 
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Employers certificate of liability insurance                                     1                   01 August 2015 

Interview schedule                                                                          1                   13 August 2015 

IRAS Checklist XML: Checklist 19102015                                                          19 October 2015 

Letter of confirmation of sponsorship                                             1                   01 October 2015 

Employers certificate of liability insurance 2                                  1                   13 August 2015 

Employers certificate of liability insurance 3                                  1                   20 July 2015 

Programme team reviewer comments                                           1                   02 February 2015 

Research supervisor reviewer comments                                      1                   06 October 2015 

Research support office reviewer comments                                1                   06 October 2015 

Handy card advertising the research                                             2                   19 October 2015 

Consent form                                                                                  1                   13 August 2015 

Participant Information Sheet                                                         1                   13 August 2015

REC Application Form: REC Form 05102015                               187204855 
9781565 

05 October 2015

Research protocol or project proposal: Research protocol and 
materials 

1                   13 August 2015

Summary CV for Chief Investigator (CI): CV for CI                       1                   21 August 2015 

Summary CV for supervisor (student research): CV for research 1                   02 October 2015 
supervisor 

 

You should ensure that the sponsor has a copy of the final documentation for the study.   It is the 
sponsor's responsibility to ensure that the documentation is made available to R&D offices at all 
participating sites. 

 
15/NS/0110                                             Please quote this number on all correspondence 

 

Yours sincerely 

 
 

 
Sarah Lorick 

Assistant Ethics Co-ordinator 
 

 
 
 

Copy to:         Ms Debbie Knight 

Lancashire Care NHS Foundation Trust 
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R&D approval letter from NHS trust 1

 

Chief Executive: Mr. Simon J. Barber 

Chairman: Mr. Bernard Pilkington 
Trust Headquarters, Hollins Park House, Hollins Lane, Winwick, Warrington, WA2 8WA 

Switchboard: 01925 664000 

 

 
 

Our Ref: S1115 
 

 
 
 
 
 
 
 

Date: 4th  November 2015 
 

 

Claire Evans 

Division of Health Research 

Furness Building 

Lancaster University 

Lancaster 
LA1 4YG 

Research & Development Department 

Hollins Park Hospital 

Hollins Park 

Winwick 

Warrington 

WA2 8WA 

 
Tel: 01925 664475 

Fax: 01925 664893 

Email: research.department@5bp.nhs.uk

 

 
 

Dear Claire, 
 

Re: NHS Trust Permission to Proceed 
 

Project Reference: S1115 
 

Project Title: Adults’ prior experiences of living with undiagnosed Autism Spectrum Disorder 
 

I  am  pleased  to  inform  you  that  the  above  project  has  received  research  governance 
permission. 

 
Please take the time to read through this letter carefully and contact me if you would like any 
further information.  You will need this letter as proof of your permission. 

 
Trust R&D permission covers all locations within the Trust; however you will only be allowed to 
recruit from the sites/services you have indicated in section 3 of the SSI application form. If  you 
would like to expand recruitment into other services in the Trust that are not on the original SSI 
then you must contact the R&D department immediately to discuss this before doing so. 

 
You  also  must  ensure  you  have  liaised  with  and  obtained  the  agreement  of  individual 
service/ward managers before commencing recruitment in that service and you must contact 
the relevant service/ward managers prior to accessing the service to make an appointment to 
visit before you can commence your study in the Trust. 

 
Please make sure that you take your Trust permission letter with you when accessing Trust 
premises and please include the Trust reference number on any correspondence/emails so 
that the services are assured permission has been granted.
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Recruitment 
Researchers  must  recruit  the  first  participant  to  5  Boroughs  Partnership  NHS  Foundation 
Trust within 30 days of being granted Trust permission and ensure that studies recruit to time 
and target. 

 
National guidelines expect Trusts to report the date when the first participant is recruited to the  
study,  therefore  please  can  you  provide  this  information  at  that  point  to  the  R&D 
department at research.department@5bp.nhs.uk. 

 

If  you  have  any  concerns  with  recruitment  please  contact  the  R&D  team  immediately  
for assistance. 

 
Monitoring 
If your study duration is less than one year, you will be required to complete an end of study 
feedback report on completion. However if your study duration is more than one year, you will 
be required to complete a short electronic progress report quarterly and an end of study report 
on completion.  As part of this requirement, please ensure that you are able to supply an  
accurate  breakdown  of  research  participant  numbers  for  this  Trust  (recruitment  target, 
actual numbers recruited).  To reduce bureaucracy, progress reporting is kept to a minimum; 
however, if you fail to supply the information requested, the Trust may withdraw permission. 

 
Honorary Research contracts (HRC) 
All researchers with no contractual relationship with any NHS body, who are to interact with 
individuals  in  a  way  that  directly  affects  the  quality  of  their  care,  should  hold  Honorary 
Research  NHS  contracts.  Researchers  have  a  contractual  relationship  with  an  NHS  body 
either when they are employees or when they are contracted to provide NHS services, for 
example  as  independent  practitioners  or  when  they  are  employed  by  an  independent 
practitioner  (Research  Governance  Framework  for  Health  and  Social  Care,  2005).  If a 
researcher does not require an HRC, they would require a Letter of Access (LoA). For more 
information on whether you or any of your research team will require an HRC or LoA please 
liaise with this office.   It is your responsibility to inform us if  any of  your team do not hold 
Honorary Research NHS contracts/Letters of Access. 

 
Staff involved in research in NHS organisations may frequently change during the course of a 
research project. Any changes to the research team or any changes in the circumstances of  
researchers that  may have  an  impact  on  their  suitability to  conduct  research  MUST  be 
notified to the Trust immediately by the Principal Investigator (or nominated person) so that the 
necessary arrangements can be put in place 

 
Research Governance 
The   Research   Governance   Sponsor   for   this   study   is   Lancaster   University.   Whilst 
conducting this study you must fully comply with the Research Governance Framework. This 
can                                        be                                        accessed                                        at: 
http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/ 
PublicationsPolicyAndGuidanceArticle/fs/en?CONTENT_ID=4108962&chk=Wde1Tv 
For  further  information  or  guidance  concerning  your  responsibilities,  please  contact  your 
research governance sponsor or your local R&D office. 

 
Risk and Incident Reporting 

Much  effort  goes  into  designing  and  planning  high  quality  research  which  reduces  risk; however 
untoward incidents or unexpected events (i.e. not noted in the protocol) may occur in any research project. 
Where these events take place on Trust premises, or involve  
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Trust service  users,  carers  or  staff,  you  must  report  the  incident  within  48  hours  via  
the  incident reporting system. If you are in any doubt whatsoever whether an incident 
should be reported, please contact us for support and guidance. 

 
Regardless  of  who  your  employer  is  when  undertaking  the  research  within  5  Boroughs 
Partnership NHS Foundation Trust you must adhere to Trust policies and procedures at all 
times. 

 
Confidentiality and Information Governance 
All  personnel  working  on  this  project  are  bound  by  a  duty  of  confidentiality.  All  material 
accessed in the Trust must be treated in accordance with the Data Protection Act (1998). For 
good practice guidance on information governance contact us. 

 
Protocol / Substantial Amendments 
You  must  ensure  that  the  approved  protocol  is  followed  at  all  times.  Should  you  need  
to amend the protocol, please follow the Research Ethics Committee procedures and inform 
all NHS organisations participating in your research. 

 
Final Reports 

At  the  end  of  your  research  study,  we  will  request  a  final  summary  report  so  that  your 
findings are made available to local NHS staff. The details from this report may be published 
on the NHS Trust internet site to ensure findings are disseminated as widely as possible to 
stakeholders. 

 
On  behalf  of  this  Trust,  may  I  wish  you  every  success  with  your  research.  Please  do  
not hesitate to contact us for further information or guidance. 

 

 
 

Yours sincerely, 
 

 
 

 
 

Dr Anna Pearson 
Research & Development Manager 

 
Cc:      Sally Craven 
Trust 
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Standardised Process for 

Electronic Approval of Research 
 
 

Miss Claire Evans 
Division of Health Research 
Furness Building 
Lancaster University 
Lancaster 
L41 4YG 

 

 
 

Dear Miss Evans 
 
Re:  NHS Permission for Research 

 
Project Reference:  889 
REC Reference Number:  15/NS/0110 
IRAS Reference Number:   187204 
Sponsor: Lancaster University 

Research & Development Office 
Room F036, Harrop House 

Bury New Road 
Prestwich 

Manchester M25 3BL 
 

Tel: 0161 772 3591/3954/3492 
Email:  kathryn.harney@.gmw.nhs.uk 

jennifer.higham@.gmw.nhs.uk 
Web: www.gmw.nhs.uk 

 

 
 
 
 
 
 
Information for ID Badge if required: 

Research Project Ref No:  889 

Expiry Date:   29/08/16 

You must take this letter with you.

Project Title:  Adults' prior experiences of living with undiagnosed Autism 
Spectrum Disorder 
Date of Permission:  21 October 2015 

 
Further to your request for permission to conduct the above research study at this Trust, we 
are pleased to inform you that this Trust has given NHS permission for the research. Your 
NHS permission to conduct research at this site is only valid upon receipt of a signed 
‘Conditions for NHS Permission Reply Slip’ which is enclosed. 

 
Please take the time to read the attached conditions for NHS permission.  Please contact 
the R&D Office should you require any further information.   You will need this letter as proof 
of NHS permission.  Please note when contacting the R&D office about your study you must 
always provide the project reference numbers provided above. 

 
NHS permission for the above research has been granted on the basis described in the 
IRAS application form, Protocol and supporting documentation. 

 
The documents reviewed were: 

 

Document                                                                         Version       Date 

Protocol                                                                            1.0              13/08/15 

Participant Information Sheet                                           1.0              13/08/15 

Participant Consent Form                                                1.0              13/08/15 

IRAS R&D Form                                                               5.0              02/10/15 

IRAS SSI Form                                                                5.0              18/09/15 
 

The Trust is committed to safeguarding children, young people and vulnerable adults and 
requires all staff and volunteers to share this commitment. 

 
Greater Manchester West Mental Health NHS Foundation Trust, Trust Headquarters, 
Bury New Road, Prestwich, Manchester M25 3BL Tel: 0161 773 9121. 

 
Chair: Alan Maden                                                                    Chief Executive: Bev Humphrey
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REC letter giving favourable ethical opinion                                        20/10/15 

Poster and handy card                                                     2.0              19/10/15 
 

Permission is granted on the understanding that the study is conducted in accordance 
with the Research Governance Framework, ICH GCP (if applicable), and NHS Trust 
policies and procedures.  Permission is only granted for the activities for which a 
favourable opinion has been given by the Ethics Committee. 

 
Permission covers all locations within the Trust, however,  you should ensure you have 
liaised  with  and  obtained  the  agreement  of  individual  service/ward  managers  before 
commencing your research. 

 
We would like to point out that hosting research studies incurs costs for the Trust such as: 
staff time, usage of rooms, arrangements for governance of research.  We can confirm 
that in this instance we will not charge for these.   However, we would like to remind you 
that Trust costs should be considered and costed at the earliest stage in the development 
of any future proposals. 

 
May I wish you every success with your research. 

Yours sincerely 

 

 
Dr Stephen Colgan 
Medical Director and R&D Lead 

 
cc :     Sponsor: Lancaster University 

 
Enc:    Approval Conditions Leaflet 

Induction & ID Badge Information
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Study Ref Number:   889 
Study Title:  Adults' prior experiences of living with undiagnosed ASD 

Conditions for NHS Permission Reply Slip 

In order for your NHS permission to be valid, please return this form to the address below 
to  confirm  that  you  have  read  and  understood  the  conditions  of  NHS  permission  to 
conduct research. 

 
1.   I confirm that I have read and understand my duties and responsibilities as part 

of the conditions for permission to conduct research at this site. 
 

2.   I  understand  that  I  must  submit  the  following  information  to  the  Trust’s  
R&D 

department: 
 

  Recruitment figures on a monthly basis 

 New  researcher  details  prior  to  them  commencing  on  the  
research project 

  Any amendments submitted to the Ethics Committee 
  Changes to the status of the research project 
  Any urgent safety measure incorporated 
 Untoward Incidents and Unexpected Events within 24 hours of their 
occurrence 

  A final summary report 
  A  copy  of  the  Ethics  letter  confirming  receipt  of  the  End  of  

Study 
Declaration 

 
3.   I  understand  I  must  complete  and  return  in  a  timely  manner  any  audit  

forms sent to me by the Trust. 
 

4.   I understand that I must gain permission from the trust in order to publish or 
place information of the current research into the public domain. 

 

 
 

Signed……………………………………………………………………………………. 

PRINT NAME……………………………………………………………………………. 

Date…………………............................................................................................... 

Estimated Start date to commence research at this Trust …………………………. 

Which site will you approach first? …………………………………………………. 

Expected recruitment target at this Trust? ……………………………………………. 

 
Please return to:   Greater Manchester West Mental Health NHS Foundation Trust, 
Research  &  Development  Office    Room  F030,  Harrop  House,  Bury  New  Road, 
Prestwich, Manchester M25 3BL 
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Mersey Care  
NHS Trust 

 
R&D Department 

Building V7 

Mersey Care NHS Trust Offices 

Kings Business Park 

Prescot 

Merseyside L34 1PJ 

Tel: 01514712638 
 

Miss Claire Evans 

Division of Health Research 

Lancaster Univeristy 

Furness Building 

Lancaster 

LA1 4YG 

 
 
 
 

 
5th November, 2015 

 
 
 
 

Dear Miss Evans 

 
NHS to NHS Letter of Access for Research 

 
2015/32: Adults' prior experiences of living with undiagnosed Autism Spectrum Disorder. 

 
As an existing NHS employee you do not require an additional honorary research contract 

with this NHS organisation. We are satisfied that the research activities that you will 

undertake in this NHS organisation are commensurate with the activities you undertake for 

your employer. Your employer is fully responsible for ensuring such checks as are necessary 

have been carried out. Your employer has confirmed in writing to this NHS organisation that 

the necessary pre-engagement check are in place in accordance with the role you plan to 

carry out in this organisation. This letter confirms your right of access to conduct research 

through Mersey Care NHS Trust for the purpose and on the terms and 

conditions set out below. This right of access commences on the 5th November, 2015 and 

ends on the nd October 2013 and ends on the 31s 
t 
August, 2016*unless terminated earlier 

in accordance with the clauses below. 

 
You have a right of access to conduct such research as confirmed in writing in the letter of 

permission for research from this NHS organisation. Please note that you cannot start the 

research until the Principal Investigator for the research project has received a letter from 

us giving permission to conduct the project. 

 
You are considered to be a legal visitor to Mersey Care NHS Trust premises. You are not 

entitled to any form of payment or access to other benefits provided by this organisation to 

employees and this letter does not give rise to any other relationship between you and this 

NHS organisation, in particular that of an employee. 

R&D approval letter from NHS trust 3 
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While undertaking research through Mersey Care NHS Trust, you will remain accountable 

to your employer Lancashire Care NHS Foundation Trust but you are required to follow the 

reasonable instructions of Mr Frank Chapman, Liverpool Asperger Team who is the link for 

the study. 

 
Where any third party claim is made, whether or not legal proceedings are issued, arising 

out of or in connection with your right of access, you are required to co-operate fully with 

any investigation by this NHS organisation in connection with any such claim and to give all 

such assistance as may reasonably be required regarding the conduct of any legal 

proceedings. 

 
You must act in accordance with Mersey Care NHS Trust policies and procedures, which 

are on the Trust website or available to you upon request, and the Research Governance 

Framework. 

 
You are required to co-operate with Mersey Care NHS Trust in discharging its duties under 

the Health and Safety at Work etc Act 1974 and other health and safety legislation and to 

take reasonable care for the health and safety of yourself and others while Mersey Care 

NHS Trust premises. Although you are not a contract holder, you must observe the same 

standards of care and propriety in dealing with patients, staff, visitors, equipment and 

premises as is expected of a contract holder and you must act appropriately, responsibly 

and professionally at all times. 

 
If you have a physical or mental health condition or disability which may affect your research 

role and which might require special adjustments to your role, if you have not already done 

so, you must notify your employer and the Trust's R&D department prior to commencing 

your research role at the Trust. 

 
You are required to ensure that all information regarding patients or staff remains secure 

and strictly confidential at all times. You must ensure that you understand and comply with 

the       requirements       of       the       NHS       Confidentiality       Code       of     Practice 
(http://www.dh.gov.uk/assetRoot/04/06/92/54/04069254.pQd  and  the  Data  Protection  Act 

1998. Furthermore you should be aware that under the Act, unauthorised disclosure of 

information is an offence and such disclosures may lead to prosecution. 

 
Mersey Care NHS Trust will not indemnify you against any liability incurred as a result of 

any breach of confidentiality or breach of the Data Protection Act 1998. Any breach of the 

Data Protection Act 1998 may result in legal action against you and/or your substantive 

employer. 

 
You should ensure that, where you are issued with an identity or security card, a bleep 

number, email or library account, keys or protective clothing, these are returned upon 

termination of this arrangement. Please also ensure that while on the premises you wear 

your ID badge at all times, or are able to prove your identity if challenged. Please note that 

this NHS organisation accepts no responsibility for damage to or loss of personal property. 

http://www.dh.gov.uk/assetRoot/04/06/92/54/04069254.pQd
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We may terminate your right to attend at any time either by giving seven days' written notice 

to you or immediately without any notice if you are in breach of any of the terms or conditions 

described in this letter or if you commit any act that we reasonably consider to amount to 

serious misconduct or to be disruptive and/or prejudicial to the interests and/or business of 

this NHS organisation or if you are convicted of any criminal offence. You  must not 

undertake regulated activity if you are barred from such work. If you are barred from working 

with adults or children this letter of access is immediately terminated. Your employer will 

immediately withdraw you from undertaking this or any other regulated activity and you 

MUST stop undertaking any regulated activity immediately. 

 
Your substantive employer is responsible for your conduct during this research project and 

may in the circumstances described above instigate disciplinary action against you. 

 
If your circumstances change in relation to your health, criminal record, professional 

registration or suitability to work with adults or children, or any other aspect that may impact 

on your suitability to conduct research, or your role in research changes, you must inform 

the NHS organisation that employs you through its normal procedures. You must also inform 

your nominated manager in this NHS organisation. 

 
Yours sincerely 

 
 

Mrs Pauline Parker 

R&D Manager 

 
 
 
 
 
 
 
 
 

 
* end date of substantive contract 

 
 
 
 
 

cc: HR dept: Lancashire Care NHS Foundation Trust 

Sylvia.deacon@lancashirecare.nhs.uk 

mailto:Sylvia.deacon@lancashirecare.nhs.uk
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1. Is your project research? 

 
Yes No 

Please enter a short title for this project (maximum 70 characters) 

Adults' prior experiences of living with undiagnosed ASD 

2a. Please answer the following question(s): 

 

 
 

 

 

 

 

 

 

 

 

 

 
 

 

 

 

 

 

 

 

 

 

 

 
 

 

 

 

 

 

 

 

 

 

 
 

 

 

 

 
 

a) Does the study involve the use of any ionising radiation? Yes  
No 

b) Will you be taking new human tissue samples (or other human biological samples)? Yes  
No 

c) Will you be using existing human tissue samples (or other human biological samples)? Yes  
No 

 

Welcome to the Integrated Research Application System 

IRAS Project Filter 

The integrated dataset required for your project will be created from the answers you give to the following questions. The 

system will generate only those questions and sections which (a) apply to your study type and (b) are required by the bodies 

reviewing your study. Please ensure you answer all the questions before proceeding with your applications. 

 
Please complete the questions in order. If you change the response to a question, please select ‘Save’ and review all the 

questions as your change may have affected subsequent questions. 

2. Select one category from the list below: 

 
Clinical trial of an investigational medicinal product 

 Clinical investigation or other study of a medical device 

 Combined trial of an investigational medicinal product and an investigational medical device 

 Other clinical trial to study a novel intervention or randomised clinical trial to compare interventions in clinical practice 

 Basic science study involving procedures with human participants 

 Study administering questionnaires/interviews for quantitative analysis, or using mixed quantitative/qualitative 

methodology 

 Study involving qualitative methods only 

 Study limited to working with human tissue samples (or other human biological samples) and data (specific project 

only) 

 Study limited to working with data (specific project only) 

 Research tissue bank 

 Research database 

 
If your work does not fit any of these categories, select the option below: 
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3. In which countries of the UK will the research sites be located?(Tick all that apply) 
 

England 

Scotland 

Wales 

Northern Ireland 
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4. Which review bodies are you applying to? 
 

HRA Approval 

NHS/HSC Research and Development offices 

Social Care Research Ethics Committee 

Research Ethics Committee 

Confidentiality Advisory Group (CAG) 

National Offender Management Service (NOMS) (Prisons & Probation) 

 

 

 
 

 

 

 

 

 

 

 

 
 

 

 

 

 

 

 

 

 

 

 
 

 

 

 

 

 

 

 

 

 

 

 
 

 

 

 

 

 

 

 
 

 

3a. In which country of the UK will the lead NHS R&D office be located: 

 
England 

Scotland 

Wales 

Northern Ireland 

This study does not involve the NHS 

No Yes 

6. Do you plan to include any participants who are children? 

Answer Yes if you plan to recruit living participants aged 16 or over who lack capacity, or to retain them in the study following 

loss of capacity. Intrusive research means any research with the living requiring consent in law. This includes use of 

identifiable tissue samples or personal information, except where application is being made to the Confidentiality Advisory 

No Yes 

7. Do you plan at any stage of the project to undertake intrusive research involving adults lacking capacity to consent 

for themselves? 

No Yes 

5. Will any research sites in this study be NHS organisations? 

If yes and you have selected HRA Approval in question 4 above, your study will be processed through HRA Approval. 

 
If yes, and you have not selected HRA Approval in question 4 above, NHS permission for your study will be processed 

through the NIHR Coordinated System for gaining NHS Permission (NIHR CSP). 

No Yes 

5a. Are all the research costs and infrastructure costs for this study provided by an NIHR Biomedical Research Centre, 

NIHR Biomedical Research Unit, NIHR Collaboration for Leadership in Health Research and Care (CLAHRC) or NIHR 

Research Centre for Patient Safety & Service Quality in all study sites? 

If yes, you must complete a NIHR Clinical Research Network (CRN) Portfolio Application Form immediately after    

completing this project filter and before submitting other applications. If you have selected HRA Approval in question 4   

above your study will be processed through HRA Approval. If not, NHS permission for your study will be processed through 

the NIHR Coordinated System for gaining NHS Permission (NIHR CSP). 

No Yes 

5b. Do you wish to make an application for the study to be considered for NIHR Clinical Research Network (CRN) support 

and inclusion in the NIHR Clinical Research Network (CRN) Portfolio? Please see information button for further details. 
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Group to set aside the common law duty of confidentiality in England and Wales. Please consult the guidance notes for 

further information on the legal frameworks for research involving adults lacking capacity in the UK. 

No Yes 

8. Do you plan to include any participants who are prisoners or young offenders in the custody of HM Prison Service or 

who are offenders supervised by the probation service in England or Wales? 

Please describe briefly the involvement of the student(s): 

The project is being undertaken as part of the Chief Investigator's Doctorate in Clinical Psychology. 

No Yes 

9. Is the study or any part of it being undertaken as an educational project? 

No Yes 

9a. Is the project being undertaken in part fulfilment of a PhD or other doctorate? 

No Yes 

10. Will this research be financially supported by the United States Department of Health and Human Services or any of 

its divisions, agencies or programs? 

No Yes 

11. Will identifiable patient data be accessed outside the care team without prior consent at any stage of the project 

(including identification of potential participants)? 
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The Chief Investigator should complete this form. Guidance on the questions is available wherever you see this    

symbol displayed. We recommend reading the guidance first. The complete guidance and a glossary are available by 

selecting Help. 

 
Please define any terms or acronyms that might not be familar to lay reviewers of the application. 

 
 

Integrated Research Application System 

Application Form for Research involving qualitative methods only  
 

 

Application to NHS/HSC Research Ethics Committee 

Submission date: 

REC Name: 

 

REC Reference Number: 

Please complete these details after you have booked the REC application for review. 

A21. Educational projects 

 
Name and contact details of student(s): 

Student 1 

Title Forename/Initials Surname 

Miss Claire Evans 

Lancaster University Address 

Division of Health Research 

Furness Building, Lancaster 

Post Code LA1 4YG 

Email c.evans@lancaster.ac.uk 

Telephone 

Fax 

Give details of the educational course or degree for which this research is being undertaken: 

Name and level of course/ degree: 

A1. Full title of the research: 
 

Adults' prior experiences of living with undiagnosed Autism Spectrum Disorder. 

1. ADMINISTRATIVE DETAILS 

PART A: Core study information 

 
Short title and version number: (maximum 70 characters  this will be inserted as header on all forms) 

Adults' prior experiences of living with undiagnosed ASD 

https://www.myresearchproject.org.uk/temp/Help/Information.aspx
mailto:c.evans@lancaster.ac.uk
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Doctorate in Clinical Psychology programme. 

 

Name of educational establishment: 

Lancaster University. 

Name and contact details of academic supervisor(s): 

Please state which academic supervisor(s) has responsibility for which student(s): 

Please click "Save now" before completing this table. This will ensure that all of the student and academic supervisor 

details are shown correctly. 

A copy of a current CV for the student and the academic supervisor (maximum 2 pages of A4) must be submitted with the 

application. 

Academic supervisor(s) Student(s) 

Student 1 Miss Claire Evans 
Dr Ian Fletcher 

Academic supervisor 1 

 
 

Title Forename/Initials Surname 

Dr Ian Fletcher 

Address Division of Health Research 

Furness Building 

Lancaster University, Lancaster 

Post Code LA1 4YG 

Email i.j.fletcher@lancaster.ac.uk 

Telephone 01524593301 

Fax 

A22. Who will act as Chief Investigator for this study? 

 
Student 

 Academic supervisor 

 Other 

A31. Chief Investigator: 

Title Forename/Initials Surname 

Miss Claire Evans 

Post 

Qualifications 

Employer 

Work Address 

 

 
Post Code 

Work Email 

* Personal Email 

Trainee Clinical Psychologist 

BSc Hons Psychology 

MSc Forensic Psychology 

Lancashire Care NHS Foundation Trust 

Division of Health Research 

Furness Building 

Lancaster Univeristy, Lancaster 

LA1 4YG 

c.evans@lancaster.ac.uk 

https://www.myresearchproject.org.uk/temp/Users/EditCVNoMenu.aspx
mailto:i.j.fletcher@lancaster.ac.uk
mailto:c.evans@lancaster.ac.uk
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A4. Who is the contact on behalf of the sponsor for all correspondence relating to applications for this project? 

This contact will receive copies of all correspondence from REC and HRA/R&D reviewers that is sent to the CI. 

 
 
 

Title Forename/Initials Surname 

Ms   Debbie Knight 

Address Research Support Office 

B58 Bowland Main 

Lancaster University 

Post Code LA1 4YT 

Email ethics@lancaster.ac.uk 

Telephone 01524592605 

Fax 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

 

Work Telephone 

* Personal Telephone/Mobile 

Fax 

* This information is optional. It will not be placed in the public domain or disclosed to any other third party without prior 

consent. 

A copy of a current CV (maximum 2 pages of A4) for the Chief Investigator must be submitted with the application. 

2. OVERVIEW OF THE RESEARCH 

To provide all the information required by review bodies and research information systems, we ask a number of 

specific questions. This section invites you to give an overview using language comprehensible to lay reviewers and 

members of the public. Please read the guidance notes for advice on this section. 

A61. Summary of the study. Please provide a brief summary of the research (maximum 300 words) using language 

Please give brief details and reference numbers. 

No Yes 

A52. Is this application linked to a previous study or another current application? 

A51. Research reference numbers. Please give any relevant references for your study: 

 
Applicant's/organisation's own reference number, e.g. R & D (if 

available): 

Sponsor's/protocol number: 

Protocol Version: 

Protocol Date: 

Funder's reference number: 

Project website: 

 
Additional reference number(s): 

 
 

 
Registration of research studies is encouraged wherever possible. You may be able to register your study through     

your NHS organisation or a register run by a medical research charity, or publish your protocol through an open     

access publisher. If you have registered your study please give details in the "Additional reference number(s)" section. 

Ref.Number Description Reference Number 

mailto:ethics@lancaster.ac.uk
https://www.myresearchproject.org.uk/temp/Users/EditCVNoMenu.aspx
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easily understood by lay reviewers and members of the public. Where the research is reviewed by a REC within the UK Health 

Departments’ Research Ethics Service, this summary will be published on the Health Research Authority (HRA) website following 

the ethical review. Please refer to the question specific guidance for this question. 

The definition of Autism Spectrum Disorder (ASD) has recently been revised in the publication of the fifth edition of the Diagnostic 

and Statistical Manual of Mental Disorders (DSM) in May 2013 (American Psychiatric Association, 2013). ASD is now used as a 

single umbrella term to represent a continuum on which individuals’ will fall (American Psychiatric Association, 2013). 

 
In terms of the occurrence of ASD, research suggests that the number of children diagnosed with ASD has gradually increased 

over the past 20 years, with one in a hundred children now being diagnosed with ASD (Glazzard & Overall, 2012). This is 

compared to earlier estimates of 4 to 6 cases per 10,000 people in 1980 (Fombonne, 2001). It was during this time when children, 

who met the diagnostic criteria for ASD, were found to be often misdiagnosed as  having an ‘intellectual development disorder’. 

This resulted in children being segregated from their peers, excluded from classrooms and in some cases, institutionalised 

(Glazzard & Overall, 2012). 

 
A search of the literature base indicates that qualitative research in the area of ASD has neglected to consider individuals’ prior 

experiences of living with undiagnosed ASD. Existing research indicates that living with undiagnosed ASD can result in individuals 

experiencing secondary difficulties including anxiety and depression (Spicer, 1998). 

Therefore, the present study aims to build on the existing literature base and gain insight into what has been an overlooked area 

by exploring individuals’ prior experiences of living with undiagnosed ASD. 

 
A qualitative research design involving semistructured interviews will be used to explore individuals’ experiences of living with 

undiagnosed ASD. Participants will be recruited from three sites across three NHS trusts; Five Boroughs Partnerships NHS 

Foundation Trust, Mersey Care NHS Trust and Greater Manchester West Foundation Trust and invited to take part in an interview 

which will last up to one hour. 

 
A62. Summary of main issues. Please summarise the main ethical, legal, or management issues arising from your study and 

say how you have addressed them. 

 
Not all studies raise significant issues. Some studies may have straightforward ethical or other issues that can be identified and 

managed routinely. Others may present significant issues requiring further consideration by a REC, R&D office or other review 

body (as appropriate to the issue). Studies that present a minimal risk to participants may raise complex  organisational or legal 

issues. You should try to consider all the types of issues that the different reviewers may need to consider. 

Ethical approval for the study will initially be sought from a North West Ethics Committee, after which R&D approval will be sought 

from the Five Boroughs Partnerships NHS Foundation Trust, Mersey Care NHS Trust and Greater  Manchester West NHS 

Foundation Trust.  The main ethical issues identified include informed consent, confidentiality  and risk of distress to participants. 

 
Participants who express an interest to take part in the study will initially be required to provide their informed consent and 

provided with an information sheet (Appendix A) and asked to sign a consent form (Appendix B) confirming their wish to 

participate in the research. Participants will be informed that their participation in the study is voluntary and as such, they have the 

right to withdraw from the research at any point during the interview and up to two weeks after the interview, at which point data 

analysis will have begun. Participants will be informed that any information collected  during this period will be deleted and/or 

destroyed if they do choose to withdraw from the study. 

 
In addition to the above, a number of steps will be taken throughout the research process to ensure that participants’ information 

remains confidential.   Initially, the Chief Investigator will not have access to the names and contact details  of potential 

participants.   Participants will be required to ‘optin’ to the research; contacting the Chief Investigator  directly to express an 

interest in taking part in the study, at which point they will provide their contact details. The only exception to this is if participants 

‘optin’ to the research via the clinician responsible for their care and request to be contacted by the Chief Investigator directly. In 

these circumstances, the clinician would seek verbal consent from the participant for their contact details to be shared with the 

Chief Investigator. 

 
Participants will be informed that their participation in the study will remain confidential. That is, any identifying information e.g. 

participants’ names will only be known to the Chief Investigator after they have expressed an interest to, or decided to take part in 

the study, and that these will be anonymised when the interviews are transcribed by assigning each participant with a pseudonym 

of their choice. Furthermore, participants will be advised that all identifiable information disclosed during the interview will be 

anonymised during transcription. Participants will be informed that the only exception to this is if the Chief Investigator thought that 

what the participant said in the interview indicates that they or someone else is at significant risk of harm. At which point, the Chief 

Investigator would have to break confidentiality and inform another person, primarily the field supervisor, a clinical psychologist 

and/or the  clinician involved in the participants care if applicable. This is outlined in both the participant information sheet 
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(Appendix A) and consent form (Appendix B) and participants will be reminded about the limits of confidentiality prior to the 

commencement of the interviews. 

 
Furthermore, in the event that a participant becomes distressed during the interview, they will be offered the opportunity to take a 

break and asked if they would like to continue, or to terminate the interview.  If the participant expresses that they would like to 

continue with the interview, they will be advised that they can terminate it at any point. If a participant becomes distressed as a 

result of taking part in the interview they will initially be directed to the list of support services available in the participant 

information sheet (Appendix A).  However, if a participant becomes distressed and presents  as a risk to themselves or others, 

then it is the responsibility of the Chief Investigator to inform another person or  persons. This would primarily be the field 

supervisor, a clinical psychologist and/or the clinician involved in the  participants care if applicable. For participants who choose 

to be interviewed at their home, the local mental health assessment team would be contacted should the participant present as a 

risk to themselves or others. 

 
In addition, if participants wish to make a complaint or raise any concerns regarding the study itself, then they will be directed to 

the contact details contained within the participant information sheet (Appendix A). Alternatively, if participants wish to make a 

complaint or raise concerns about the service itself, then participants will be provided with    a leaflet which includes information 

about the relevant trust’s complaints procedure. 

 
At the end of each interview, participants will initially be thanked for their time and participation and informed of the proposed 

dissemination process for the research. Participants will have the option of receiving a shortened report outlining the results of the 

study or alternatively, they will be able to attend a presentation where the results of the research will be summarised and 

presented accordingly. 

 
In addition the above, it is noted that as participants are offered the opportunity to be interviewed in their homes, this may place 

the Chief Investigator at some risk. As an employee of Lancashire Care NHS Foundation Trust (LCFT), the Chief Investigator is 

responsible for adhering to the LCFT’s Lone Worker Policy. 

 
In terms of data management, the audio recordings of the interviews will be kept for a maximum of six months     following the 

interview itself in order to allow time for the interview to be transcribed and checked, after which point they will be destroyed.  The 

electronic transcripts of the interviews will be transferred electronically using a secure method  that is supported by the university 

to the research coordinator and stored in a secure location by the university in a password protected file for a maximum of 10 

years, in accordance with the Lancaster DClinPsy Programme guidelines regarding the ethical storage of data. At the end of this 

period, they will be destroyed by a staff member responsible in  the Lancaster Doctorate in Clinical Psychology (DClinPsy) 

Programme. 

 
In line with the above, any paper files (e.g. consent forms) used by the Chief Investigator during the study will initially be stored 

securely in a locked cabinet. These will then be scanned and stored securely by the university in a password protected file for a 

maximum of 10 years. After this point, they will be destroyed by a staff member responsible in the Lancaster Doctorate in Clinical 

Psychology (DClinPsy) Programme.   Audio recordings and electronic transcripts used   by the Chief Investigator will be uploaded 

and stored onto the Chief Investigator’s personal file space on the   University’s secure server. 

 

 

 

Note: This question only applies to the REC application. 

A63. Proportionate review of REC application The initial project filter has identified that your study may be suitable for 

proportionate review by a REC subcommittee. Please consult the current guidance notes from NRES and indicate whether you 

wish to apply through the proportionate review service or, taking into account your answer to A62, you consider there  are ethical 

issues that require consideration at a full REC meeting. 

 
Yes  proportionate review No  review by full REC meeting 

 

Further comments (optional): 

3. PURPOSE AND DESIGN OF THE RESEARCH 

A7. Select the appropriate methodology description for this research. Please tick all that apply: 

 
Case series/ case note review Case 

control 

Cohort observation 
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A12. What is the scientific justification for the research? Please put this in language comprehensible to a lay person. 
 

Autism Spectrum Disorder (ASD) has traditionally been used an umbrella term to refer to five developmental disorders including 

autism, Aspergers syndrome, pervasive developmental disorder, Rett’s syndrome and childhood   disintegrative disorder 

(American Psychiatric Association, 2000; Hebert & Koulouglioti, 2010; Gabovitch & Curtin, 2009; Smith & Elder, 2010). The 

definition of ASD, including the diagnostic criterion which accompanies it, has since been revised in the publication of the DSMV 

in May 2013 (American Psychiatric Association, 2013). Within the DSMV, Aspergers syndrome, pervasive developmental 

disorder, Rett’s syndrome and childhood disintegrative disorder have been collapsed  and incorporated under the single  umbrella 

term, ASD.    This term is used to represent  a continuum  on which individuals’ will fall and accounts for the variability in 

symptoms and presentation, thus potentially providing a more accurate framework for diagnosing individuals (American 

Psychiatric Association, 2013). 

 
In terms of the occurrence of ASD, research suggests that the number of children diagnosed with ASD has gradually increased 

over the past 20 years, with one in a hundred children now being diagnosed with ASD (Glazzard & Overall, 2012). This represents 

a significant increase in the occurrence of ASD when compared to earlier estimates of 4 to 6 cases per 10,000 people in 1980 

(Fombonne, 2001 cited in Gabovitch & Curtin, 2009). It was during this time when children, who met the diagnostic criteria for 

ASD, were found to be often misdiagnosed as having an ‘intellectual development disorder’. This resulted in children being 

segregated from their peers, excluded from classrooms and in some cases, institutionalised (Glazzard & Overall, 2012). Due to 

the marked increase in the occurrence of ASD and uncertainty with regards the cause of ASD and the effectiveness of treatment, 

the construct of ASD received a considerable amount of attention in recent years (Zhou & Chun Li, 2014). 

 
A preliminary search of the literature base indicates that qualitative research in the area of ASD has predominantly focused on 

exploring parents and/or siblings experiences of caring for, and/or living with, an individual with a diagnosis   of ASD (Bromley, 

Hare, Davison & Emerson, 2004; Glazzard & Overall, 2012; Mascha & Boucher, 2006).   Research   has so far neglected to 

consider individuals’ prior experiences of living with undiagnosed ASD, despite this being highlighted by Glazzard and Overall 

(2012) as a potentially challenging experience for those involved.  This is in line   with existing research which indicates that living 

with undiagnosed ASD can result in individuals experiencing    secondary difficulties including anxiety and depression (Nylander, 

Holmqvist, Jönsson, Gustafson & Gillberg, 2010; Spicer, 1998). 

 
Therefore, it is proposed that any attempts to better understand individuals’ prior  experiences  of  living  with undiagnosed ASD is 

likely to have implications for future research and clinical practice. That is, it will inform clinicians’ regarding the potential 

psychological support needs of individuals who have had experience of living with undiagnosed ASD. In addition, it is hoped that 

exploring what has led individuals to pursue and receive a diagnosis of ASD in  adulthood will not only inform clinicians’ 

understanding of the process of seeking a diagnosis of ASD, but also help in 

Controlled trial without randomisation 

Crosssectional study 

Database analysis 

Epidemiology Feasibility/ 

pilot study Laboratory 

study Metanalysis 

Qualitative research 

Questionnaire, interview or observation study 

Randomised controlled trial 

Other (please specify) 

A10. What is the principal research question/objective? Please put this in language comprehensible to a lay person. 
 

The present study aims to explore adults' prior experiences of living with undiagnosied ASD. 

A11. What are the secondary research questions/objectives if applicable? Please put this in language comprehensible to 

a lay person. 

To explore adults' experiences of receiving a diagnosis of ASD in adulthood, including what has led them to pursue 

and receive a diagnosis. 
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A13. Please summarise your design and methodology. It should be clear exactly what will happen to the research 

participant, how many times and in what order. Please complete this section in language comprehensible to the lay person. 

Do not simply reproduce or refer to the protocol. Further guidance is available in the guidance notes. 

A qualitative research design is identified as being the most appropriate method of inquiry for this present study as it 

will allow the Chief Investigator to explore the experiences of individuals who have received a diagnosis of ASD in 

adulthood.  Semistructured interviews will be conducted as these provide a flexible source of data collection to  

develop insights into the individuals’ lived experiences. Participants who express an interest to take part in the study  

will be invited to take part in an interview which will last up to one hour and informed that they can be interviewed in a 

location which is most convenient for them, whether that be at their home or in the clinic at a time and date which is 

most suitable for them. 

 
The information collected from the participants interviews will be analysed using Interpretative Phenomenological  

Analysis (IPA). This model of analysis is favoured as it offers a flexible approach to exploring and analysing qualitative 

data and will allow the Chief Investigator to examine the lived experiences of individuals who have received a diagnosis  

of ASD in adulthood, specifically in terms of how they make sense of these experiences and what meanings these      

hold for the individuals concerned (Smith & Osborn, 2008). 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

 

 

the review and development of appropriate service pathways. Therefore, the present study aims to build on the 

existing literature base and gain insight into what has been an overlooked area by exploring individuals’ prior 

experiences of living with ASD, including what has led them to pursue and receive a diagnosis of ASD in adulthood. 

4. RISKS AND ETHICAL ISSUES 

RESEARCH PARTICIPANTS 

A171. Please list the principal inclusion criteria (list the most important, max 5000 characters). 
 

Participants will be individuals who have received a diagnosis of ASD in adulthood. In order to be eligible for the study, 

participants must be aged 16 years old or older as this is the minimum age at which each of the services accepts  

referrals for assessments of ASD. Participants must also have received a diagnosis of ASD within the last 12 months. 

A172. Please list the principal exclusion criteria (list the most important, max 5000 characters). 
 

Individuals with a diagnosis of a Learning Disability (LD) who have received a diagnosis of ASD in adulthood will not 

A141. In which aspects of the research process have you actively involved, or will you involve, patients, service users, 

and/or their carers, or members of the public? 

 
Design of the research 

 Management of the research 

 Undertaking the research 

 Analysis  of results 

 Dissemination of findings 

 None of the above 

 
Give details of involvement, or if none please justify the absence of involvement. 

In the early stages of planning the research, I, the Chief Investigator consulted with a (past) service user who had 

previously accessed mental health services and received a diagnosis of ASD in adulthood. She was able to provide 

very helpful advice, specifically in terms of the design and content of the interview schedule, and poster and handy 

'pocket' card which advertise the research. 

 
In addition to the above, at the end of the interviews, participants will be informed of the proposed dissemination  

process for the research.   That is, participants will have the option of receiving a shortened report outlining the results  

of the study or alternatively, they will be able to attend a presentation where the results of the research will be 

summarised and presented accordingly. In addition, it is envisaged that I, the Chief Investigator will return the final 

results (superordinate themes) of the analysis to participants for their feedback. 
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A18. Give details of all nonclinical intervention(s) or procedure(s) that will be received by participants as part of the 

research protocol. These include seeking consent, interviews, nonclinical observations and use of questionnaires. 

 
Please complete the columns for each intervention/procedure as follows: 

1. Total number of interventions/procedures to be received by each participant as part of the research protocol. 

2. If this intervention/procedure would be routinely given to participants as part of their care outside the research, 

how many of the total would be routine? 

3. Average time taken per intervention/procedure (minutes, hours or days) 

4. Details of who will conduct the intervention/procedure, and where it will take place. 

1   0   Up to 60 The Chief Investigator will conduct the interviews and these will take place at a 

minutes location most convenient for the participants. 

Interviews 

It is the responsibility of the Chief Investigator to gain informed consent. This 

will take place prior to the commencement of the interviews, which will be 

conducted at a location most convenient for the participants. 

1015 

minutes 

0 1 

4 2 3 1 
Intervention or 

procedure 

Seeking 

informed 

consent 

 

 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

A23. Will interviews/ questionnaires or group discussions include topics that might be sensitive, embarrassing or upsetting, 

or is it possible that criminal or other disclosures requiring action could occur during the study? 

be eligible to take part in the study due to the different experiences they may have encountered, particularly in terms of 

schooling.  In addition, individuals who have received a diagnosis of ASD in childhood will not be included in the  

present study. Due to monetary and time restraints of the present study, individuals who are not fluent in English will 

also be excluded from the study. 

RESEARCH PROCEDURES, RISKS AND BENEFITS 

A22. What are the potential risks and burdens for research participants and how will you minimise them? 

 
For all studies, describe any potential adverse effects, pain, discomfort, distress, intrusion, inconvenience or changes to 

lifestyle. Only describe risks or burdens that could occur as a result of participation in the research. Say what steps would 

be taken to minimise risks and burdens as far as possible. 

It is recognised that the present study may have the potential to cause participants to experience distress as a result  

of their participation, specifically in terms of exploring their experiences of living with undiagnosed ASD and the 

challenges this may have presented. 

 
In the event that a participant becomes distressed during the interview, they will be offered the opportunity to take a 

break and asked if they would like to continue, or to terminate the interview. If the participant expresses that they 

would like to continue with the interview, they will be advised that they can terminate it at any point. 

 
If a participant becomes distressed as a result of taking part in the interview they will initially be directed to the list of 

support services available in the participant information sheet (Appendix A). However, if a participant becomes 

distressed and presents as a risk to themselves or others, then it is the responsibility of the Chief Investigator to   

inform another person or persons. This would primarily be the field supervisor (a clinical psychologist) and/or the 

clinician involved in the participants care if applicable.  For participants who choose to be interviewed at their home,  

the local mental health assessment team would be contacted should the participant present as a risk to themselves   

or others. This is outlined in both the participant information sheet (Appendix A) and consent form (Appendix B) and 

participants will be reminded of the limits of confidentiality prior to the commencement of the interviews. 

A21. How long do you expect each participant to be in the study in total? 
 

This predominantly depends on what point participants decide that they would like to take part in the study.  However,  

the maximum duration of participation is calculated at approximately 10 months. This is calculated from when  

participants give informed consent prior to the commencement of the interview, until their last contact with the research 

team at the proposed dissemination process of the project. 
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Please give details below: 

No Yes 

A272. Will the identification of potential participants involve reviewing or screening the identifiable personal 

information of patients, service users or any other person? 

A28. Will any participants be recruited by publicity through posters, leaflets, adverts or websites? 

Yes No 

If Yes, please give details of how and where publicity will be conducted, and enclose copy of all advertising material 

Yes No 

If Yes, please give details of procedures in place to deal with these issues: 

As noted previously, in the event that a participant becomes distressed during the interview, they will initially be  

offered the opportunity to take a break and asked if they would like to continue, or to terminate the interview. If the 

participant expresses that they would like to continue with the interview, they will be advised that they can terminate it 

at any point. 

 
If a participant becomes distressed as a result of taking part in the interview they will initially be directed to the list of 

support services available in the participant information sheet (Appendix A). However, if a participant becomes 

distressed and presents as a risk to themselves or others, then it is the responsibility of the Chief Investigator to   

inform another person, primarily the field supervisor (a clinical psychologist) and/or the clinician involved in the 

participants care if applicable. For participants who choose to be interviewed at their home, the local mental health 

assessment team would be contacted should the participant present as a risk to themselves or others.  This is   

outlined in both the participant information sheet (Appendix A) and consent form (Appendix B) and participants will be 

reminded about the limits of confidentiality prior to the commencement of the interviews. 

A271. How will potential participants, records or samples be identified? Who will carry this out and what resources will 

be used?For example, identification may involve a disease register, computerised search of GP records, or review of    

medical records. Indicate whether this will be done by the direct healthcare team or by researchers acting under   

arrangements with the responsible care organisation(s). 

The Chief Investigator will not have access to the names and contact details of potential participants.  Participants will  

be required to ‘optin’ to the research; contacting the Chief Investigator directly to express an interest in taking part in  

the study, at which point they will provide their contact details. The only exception to this is if participants ‘optin’ to the 

research via the clinician responsible for their care and request to be contacted by the Chief Investigator directly. In 

these circumstances, the clinician would seek verbal consent from the participant for their contact details to be shared 

with the Chief Investigator. 

In this section we ask you to describe the recruitment procedures for the study. Please give separate details for 

different study groups where appropriate. 

RECRUITMENT AND INFORMED CONSENT 

A26. What are the potential risks for the researchers themselves? (if any) 
 

As participants are offered the opportunity to be interviewed in their homes, it is recognised that this may place the 

Chief Investigator at some risk. As an employee of Lancashire Care NHS Foundation Trust (LCFT), the Chief 

Investigator is responsible for adhering to the LCFT’s Lone Worker Policy and informing another ‘buddy’ colleague of 

when and where the interviews will take place.  It is also the responsibility of the Chief Investigator to contact the  

‘buddy’ upon arriving and after leaving the participant’s home and to agree a time by which the ‘buddy’ should try to 

make contact with the Chief Investigator if they have not heard from them. If this proves unsuccessful, the ‘buddy’ will 

then inform the police of the Chief Investigator’s whereabouts. 

A24. What is the potential for benefit to research participants? 
 

There are no direct benefits to participants in taking part in the study. 
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A31. How long will you allow potential participants to decide whether or not to take part? 
 

As noted previously, participants will be required to 'optin' to the research should they wish to take part; contacting the Chief 

Investigator directly to express an interest. The only exception to this is if participants ‘optin’ to the research via the clinician 

responsible for their care and request to be contacted by the Chief Investigator directly. In these 

No Yes 

A302. Will you record informed consent (or advice from consultees) in writing? 

(with version numbers and dates). 

A poster (Appendix D) advertising the research and providing information about the study, including the contact 

details of the Chief Investigator, will be placed in the waiting rooms in each of the different sites across the three 

NHS trusts; Five Boroughs Partnership NHS Foundation Trust, Mersey Care NHS Trust and Greater Manchester 

West NHS Foundation Trust. Handy ‘pocket’ cards (Appendix E) including information about the study and the 

contact details of the Chief Investigator will also be distributed to each of the different sites and placed at the 

reception areas and in the waiting rooms. 

 
In addition to the above, information packs including a copy of the participant information sheet (Appendix A) and a 

copy of the consent form (Appendix B) for the study will be distributed to the different sites across the three NHS 

trusts which participants will be able to request from the reception staff or the clinician who is responsible for their 

care. Clinicians at each of the different sites will also distribute information packs to individuals who fall within the 

inclusion criteria for the study and who express an interest to take part in the research. 

Please enclose a copy of the information sheet(s) and consent form(s). 

If you will be obtaining consent from adult participants, please give details of who will take consent and how it will be 

done, with details of any steps to provide information (a written information sheet, videos, or interactive material). 

Arrangements for adults unable to consent for themselves should be described separately in Part B Section 6, and for 

children in Part B Section 7. 

If you plan to seek informed consent from vulnerable groups, say how you will ensure that consent is voluntary and 

fully informed. 

Prior to the commencement of the interviews, participants will initially be provided with a participant information sheet 

(Appendix A) and given the opportunity to ask any questions they may have. If participants express that they would like 

to take part in the study, they will be required to provide their informed consent and asked to sign a consent form 

(Appendix B) confirming their wish to participate in the research. 

 
If you are not obtaining consent, please explain why not. 

No Yes 

A301. Will you obtain informed consent from or on behalf of research participants? 

A29. How and by whom will potential participants first be approached? 
 

As noted previously, participants will be required to 'optin' to the research; contacting the Chief Investigator directly to 

express an interest in taking part in the study. The only exception to this is if participants ‘optin’ to the research via the 

clinician responsible for their care and request to be contacted by the Chief Investigator directly.   In these  

circumstances, the clinician would seek verbal consent from the participant for their contact details to be shared with    

the Chief Investigator. 

 
In addition to the above, participants who express an interest to take part in the study after being made aware of the 

research at the ASD postdiagnostic support groups, will be given an additional 57 days to consider their participation   

in the study prior to arranging an interview. 

 
All participants who decide that they would like to take part in the study will be informed, prior to the commencement of 

the interviews, that their participation is voluntary and reminded that they have the right to withdraw from the research at 

any point during the interview and up to two weeks after the interview, at which point data analysis will begin. 

Participants will be informed that any information collected during this period will be deleted and/or destroyed if they do 

choose to withdraw from the study. This is outlined in the consent form (Appendix B). 
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A35. What steps would you take if a participant, who has given informed consent, loses capacity to consent during the 

study? Tick one option only. 

 
The participant and all identifiable data or tissue collected would be withdrawn from the study. Data or tissue which   is not 

identifiable to the research team may be retained. 

The participant would be withdrawn from the study. Identifiable data or tissue already collected with consent would    be 

retained and used in the study. No further data or tissue would be collected or any other research procedures carried out on or in 

relation to the participant. 

The participant would continue to be included in the study. 

Not applicable – informed consent will not be sought from any participants in this research. 

Not applicable – it is not practicable for the research team to monitor capacity and continued capacity will be assumed. 

 

Further details: 

The participant would initially be withdrawn from the study and no additional information would be collected. However, as outlined 

in the participant information sheet (Appendix A) and consent form (Appendix B), participants are assigned with a pseudonym of 

their choice when their interviews are transcribed and the information from the interviews is pooled     together and incorporated 

into themes. Therefore, it may not be possible for the participant’s information to be withdrawn however, every attempt will be 

made to extract the participant’s data up to the point of publication. 
 

If you plan to retain and make further use of identifiable data/tissue following loss of capacity, you should inform participants about 

this when seeking their consent initially. 

 

 

 

 
 
 
 

circumstances, the clinician will seek verbal consent from the participant for their contact details to be shared with the 

Chief Investigator. They will then be informed of the purpose of the study via telephone contact and advised that they 

can be interviewed in a location which is most convenient for them, whether that be at their home or in the clinic at a 

time and date most suitable for them. 

 
Participants who express an interest to take part in the study from the second phase of recruitment, in which the Chief 

Investigator attends ASD postdiagnostic support groups which are ran at each of the three sites, will be given an 

additional 57 days to consider their participation in the study prior to arranging an interview. 

 
Once participants have decided that they would like to take part in the study, the Chief Investigator will then travel to the 

participants chosen location to conduct the interview. Prior to the commencement of the interviews, participants will be 

provided with a copy of the participant information sheet (Appendix A) and given the opportunity to ask any questions  

they may have. 

A331. What arrangements have been made for persons who might not adequately understand verbal explanations or 

written information given in English, or who have special communication needs?(e.g. translation, use of interpreters) 

Due to monetary and time restraints of the present study, individuals who are not fluent in English will be excluded from 

the study. 

CONFIDENTIALITY 

In this section, personal data means any data relating to a participant who could potentially be identified. It includes 

pseudonymised data capable of being linked to a participant through a unique code number. 

 
 
A36. Will you be undertaking any of the following activities at any stage (including in the identification of potential 

participants)?(Tick as appropriate) 

 
Access to medical records by those outside the direct healthcare team 

Electronic transfer by magnetic or optical media, email or computer networks 

Sharing of personal data with other organisations 

Storage and use of personal data during the study 
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Export of personal data outside the EEA 

Use of personal addresses, postcodes, faxes, emails or telephone numbers Publication of direct quotations from respondents 

Publication of data that might allow identification of individuals Use of audio/visual recording devices 

Storage of personal data on any of the following: 
 
    Manual files including X−rays NHS computers 

Home or other personal computers University computers 

Private company computers Laptop computers 

 
 

 

 

 

 

Further details: 

The use of personal telephone numbers will be required for those participants who express a wish to take part in the study via the 

clinician responsible for their care and who request to be contacted by the Chief Investigator directly. 

Personal addresses will also be required for those participants who choose to be interviewed at their home. 

 
In addition to the above, as outlined in both the participant information sheet (Appendix A) and consent form (Appendix B), 

participants interviews will be audio recorded on a digital audio recording device and anonymised direct quotations from 

participants may be used in the reports or publications from the study.  As the digital audio recording device   cannot be encrypted, 

the audio recordings of the interviews will be uploaded from the device onto the Chief  Investigator’s personal file space on the 

University’s secure server, after which point they will be immediately deleted from the recording device. In the meantime, the 

audio recording device will be stored securely with the Chief  Investigator.  The audio recordings will be kept for a maximum of six 

months following the interview itself in order to  allow time for the interview to be transcribed and checked, after which point they 

will be destroyed. 

 
Audio recordings and transcripts used by the Chief Investigator will be stored on the Chief Investigator’s personal file space on the 

University’s secure server. Any paper files (e.g. consent forms) used by the Chief Investigator during the study will be scanned 

and stored securely by the university in a password protected file for a maximum of 10 years. 

After this point, they will be destroyed by a staff member responsible in the Lancaster Doctorate in Clinical Psychology (DClinPsy) 

Programme. 

 
The above information is outlined in the participant information sheet (Appendix A) and/or consent form (Appendix B). 

 

 

A38. How will you ensure the confidentiality of personal data?Please provide a general statement of the policy and 

procedures for ensuring confidentiality, e.g. anonymisation or pseudonymisation of data. 

In order to ensure that participants’ information remains confidential, a number of steps will be taken throughout the 

research process.  Initially, participants will be informed that their participation in the study will remain confidential.  That 

is, any identifying information e.g. participants’ names will only be known to the Chief Investigator after they have 

expressed an interest to, or decided to, take part in the study, and that these will be anonymised when the interviews are 

transcribed by assigning each participant with a pseudonym of their choice. 

 
Participants will be informed that the only exception to ensuring confidentiality is if I, the Chief Investigator thought that 

what the participants said in the interview indicates that they or someone else is at significant risk of harm.   At this   point, 

confidentiality would be breached and another person or persons would be informed, primarily the field    supervisor (a 

clinical psychologist) and/or the clinician involved in the participants care if applicable.  For participants  who choose to be 

interviewed at their home, the local mental health assessment team would be contacted should the participant present as 

a risk to themselves or others. This is outlined to participants in both the participant information sheet (Appendix A) and 

consent form (Appendix B) and participants will be reminded of the limits of confidentiality prior  to the commencement of 

the interviews. 

A40. Who will have access to participants' personal data during the study? Where access is by individuals outside the 

direct care team, please justify and say whether consent will be sought. 

As noted previously, participants will be informed that their participation in the study will remain confidential in that 
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A43. How long will personal data be stored or accessed after the study has ended? 

 
Less than 3 months 

3 – 6 months 

 6 – 12 months 

 12 months – 3 years 

 Over 3 years 

 

 
 

 
 
 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

 

 

personal information will only be known to the Chief Investigator. 

 
The research supervisor and field supervisor involved in the project will be given access to anonymised transcripts for 

supervisory support. 

Storage and use of data after the end of the study 

If Yes, please enclose a copy of the information sheet/letter for the GP/health professional with a version number and date. 

No Yes 

A491. Will you inform the participants ’ General Practitioners (and/or any other health or care professional responsible 

for their care) that they are taking part in the study? 

PUBLICATION AND DISSEMINATION 

A50. Will the research be registered on a public database? 

Yes No 

If Yes, please give details. For monetary payments, indicate how much and on what basis this has been determined. 

Participants will be informed that they will be reimbursed for travel expenses up to the value of £20 should they wish to 

travel to meet the Chief Investigator for the interview. 

No Yes 

A46. Will research participants receive any payments, reimbursement of expenses or any other benefits or incentives 

for taking part in this research? 

No Yes 

A47. Will individual researchers receive any personal payment over and above normal salary, or any other benefits or 

incentives, for taking part in this research? 

No Yes 

A48. Does the Chief Investigator or any other investigator/collaborator have any direct personal involvement (e.g. 

financial, share holding, personal relationship etc.) in the organisations sponsoring or funding the research that may 

give rise to a possible conflict of interest? 

NOTIFICATION OF OTHER PROFESSIONALS 

INCENTIVES AND PAYMENTS 
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A51. How do you intend to report and disseminate the results of the study?Tick as appropriate: 

 
Peer reviewed scientific journals 

 Internal report 

 Conference presentation 

 Publication on website 

 Other publication 

 Submission to regulatory authorities 

 Access to raw data and right to publish freely by all investigators in study or by Independent Steering Committee 

on behalf of all investigators 

 No plans to report or disseminate the results 

 Other (please specify) 

 

 

Please give details, or justify if not registering the research. 

No suitable register exists for research conducted as part of the Doctorate of Clinical Psychology (DClinPsy) 

programme as a Trainee Clinical Psychologist. 

 
Registration of research studies is encouraged wherever possible. 

You may be able to register your study through your NHS organisation or a register run by a medical research charity,  

or publish your protocol through an open access publisher. If you are aware of a suitable register or other method of 

publication, please give details. If not, you may indicate that no suitable register exists. Please ensure that you have 

entered registry reference number(s) in question A51. 

Please give details of how you will inform participants or justify if not doing so. 

At the end of each interview, participants will be informed of the proposed dissemination process for the research.     

That is, participants will have the option of receiving a shortened report outlining the results of the study or alternatively, 

they will be able to attend a presentation where the results of the research will be summarised and presented 

accordingly. 

No Yes 

A53. Will you inform participants of the results? 

For all studies except nondoctoral student research, please enclose a copy of any available scientific critique reports, 

together with any related correspondence. 

 
For nondoctoral student research, please enclose a copy of the assessment from your educational supervisor/ institution. 

A54. How has the scientific quality of the research been assessed?Tick as appropriate: 

 
Independent external review 

Review within a company 

Review within a multi−centre research group 

Review within the Chief Investigator's institution or host organisation 

Review within the research team 

Review by educational supervisor 

Other 

 

Justify and describe the review process and outcome. If the review has been undertaken but not seen by the 

researcher, give details of the body which has undertaken the review: 

The scientific quality of the proposed research has been reviewed within the Doctorate in Clinical Psychology 

programme team, by the research supervisor and research support office at Lancaster University. 

5. Scientific and Statistical Review 
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Purposive sampling will be used in order to recruit a more closely defined and homogenous group of participants 

which is in line with the proposed method of analysis, Interpretative Phenomenological Analysis (IPA). 

Total international sample size (including UK): 0 

Total in European Economic Area: 0 

 

Further details: 

A total of up to 12 participants will be recruited from different sites across three NHS trusts; Five Boroughs 

Partnerships NHS Foundation Trust, Mersey Care NHS Trust and Greater Manchester West Foundation Trust. 

Participants will be individuals who have received a diagnosis of ASD in adulthood. In order to be eligible for the study, 

participants must be aged 16 years old or older as this is the minimum age at which each of the services accepts  

referrals for assessments of ASD. Participants must also have received a diagnosis of ASD within the last 12 months. 

12 Total UK sample size: 

A59. What is the sample size for the research? How many participants/samples/data records do you plan to study in total?  

If there is more than one group, please give further details below. 

A63. Other key investigators/collaborators. Please include all grant co−applicants, protocol co−authors and other key 

members of the Chief Investigator’s team, including nondoctoral student researchers. 

Title Forename/Initials Surname 

Dr Ceri Woodrow 

Post Clinical Psychologist 

Qualifications 

Employer 

Work Address 

Post Code 

Greenways Learning Disability Inpatient Unit 

Rosemount Site 

Lea Bank Close 

Macclesfield 

SK11 8HE 

6. MANAGEMENT OF THE RESEARCH 

A62. Please describe the methods of analysis (statistical or other appropriate methods, e.g. for qualitative research) by 

which the data will be evaluated to meet the study objectives. 

 

IPA will be used to analyse the data collected from the participants’ interviews. This model of analysis is favoured as it 

offers a flexible approach to exploring and analysing qualitative data and can potentially produce a richer account of the 

data set (Smith & Osborn, 2008). 

 
As the research is concerned with exploring the experiences of individuals who have received a diagnosis of ASD in 

adulthood, a critical realist stance will be adopted to the collection and analysis of the data. This will allow the Chief 

Investigator to examine the individual lived experiences of the participants, specifically in terms of how they make 

sense of these experiences and what meanings these hold for the individuals concerned (Smith & Osborn, 2008).  

This will involve an indepth engagement with, and detailed analysis of, the individual transcripts from which themes 

will emerge and be explored in relation to the topic areas identified in the interview schedule (Appendix C). The 

connections between the themes will be explored in terms of similarity and difference, convergence and divergence 

(Smith & Osborn, 2008) and then eventually grouped under broader themes known as ‘superordinate themes’. 

A60. How was the sample size decided upon? If a formal sample size calculation was used, indicate how this was done, 

giving sufficient information to justify and reproduce the calculation. 

A sample size of up to 12 was considered sufficient in order to offer a detailed insight into the experiences of 

individuals who have received a diagnosis of ASD in adulthood. However, it is acknowledged that the proposed 

method of analysis, IPA can be conducted on smaller sample sizes (Smith & Osborn, 2008). 
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A641. Sponsor 

Is the sponsor based outside the UK? 

Yes No 

 
Under the Research Governance Framework for Health and Social Care, a sponsor outside the UK must appoint a 

legal representative established in the UK. Please consult the guidance notes. 

Debbie 

Knight 

Research Support Office, B58 Bowland Main, Lancaster University 

Lancaster 

LA1 4YT 

UNITED KINGDOM 

01524592605 

 
d.knight@lancaster.ac.uk 

Given name 

Family name 

Address 

Town/city 

Post code 

Country 

Telephone 

Fax 

Email 

If Other, please specify: 

 
Contact person 

 

Name of organisation Lancaster University 

Commercial status: NHS or HSC care organisation 

Academic 

Pharmaceutical industry 

Medical device industry 

Local Authority 

Other social care provider (including voluntary sector or private organisation) 

Other 

Status: 

Lead Sponsor 

 

 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

Telephone 

Fax 

Mobile 

Work Email 

01625508550 

ceri.woodrow@cwp.nhs.uk 

A64. Details of research sponsor(s) 

A65. Has external funding for the research been secured? 

 
Funding secured from one or more funders 

External funding application to one or more funders in progress 

No application for external funding will be made 

What type of research project is this? 

Standalone project 

mailto:d.knight@lancaster.ac.uk
mailto:ceri.woodrow@cwp.nhs.uk
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Please provide a copy of the unfavourable opinion letter(s). You should explain in your answer to question A62 how the 

reasons for the unfavourable opinion have been addressed in this application. 

No Yes 

A67. Has this or a similar application been previously rejected by a Research Ethics Committee in the UK or another 

country? 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Project that is part of a programme grant 

Project that is part of a Centre grant 

Project that is part of a fellowship/ personal award/ research training award 

Other 

Other – please state: 

A712. Where will the research take place? (Tick as appropriate) 

 
England 

  Scotland

 Wales 

  Northern Ireland 

  Other countries in European Economic Area 

Total UK sites in study 3 

Does this trial involve countries outside the EU? 

 Yes  No 

Details can be obtained from the NHS R&D Forum website: http://www.rdforum.nhs.uk 

Lancashire Care NHS Foundation Trust 

Sceptre Point, Sceptre Way 

Walton Summit 

Preston 

PR5 6AW 

 

01772695300 

Organisation 

Address 

 

 
Post Code 

Work Email 

Telephone 

Fax 

Mobile 

Title Forename/Initials Surname 

A681. Give details of the lead NHS R&D contact for this research: 

A691. How long do you expect the study to last in the UK? 

 
Planned start date: 19/10/2015 

Planned end date: 29/08/2016 

Total duration: 

Years: 0 Months: 10 Days: 11 

http://www.rdforum.nhs.uk/
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A762. What arrangements will be made for insurance and/ or indemnity to meet the potential legal liability of the 

sponsor(s) or employer(s) for harm to participants arising from the design of the research? Please tick box(es) as 

applicable. 

 
Note: Where researchers with substantive NHS employment contracts have designed the research, indemnity is provided 

through NHS schemes. Indicate if this applies (there is no need to provide documentary evidence). For other protocol 

authors (e.g. company employees, university members), please describe the arrangements and provide evidence. 

 
NHS indemnity scheme will apply (protocol authors with NHS contracts only) 

Other insurance or indemnity arrangements will apply (give details below) 

3 Total UK sites in study: 

3 NHS organisations in England 

NHS organisations in Wales 

NHS organisations in Scotland 

HSC organisations in Northern Ireland 

GP practices in England 

GP practices in Wales 

GP practices in Scotland 

GP practices in Northern Ireland 

Social care organisations 

Phase 1 trial units 

Prison establishments 

Probation areas 

Independent hospitals 

Educational establishments 

Independent research units 

Other (give details) 

A72. What host organisations (NHS or other) in the UK will be responsible for the research sites? Please indicate the 

type of organisation by ticking the box and give approximate numbers of planned research sites: 

Please enclose a copy of relevant documents. 

A761. What arrangements will be made for insurance and/or indemnity to meet the potential legal liability of the 

sponsor(s) for harm to participants arising from the management of the research? Please tick box(es) as applicable. 

 
Note: Where a NHS organisation has agreed to act as sponsor or cosponsor, indemnity is provided through NHS schemes. 

Indicate if this applies (there is no need to provide documentary evidence). For all other sponsors, please describe the 

arrangements and provide evidence. 

 
NHS indemnity scheme will apply (NHS sponsors only) 

Other insurance or indemnity arrangements will apply (give details below) 

 
Lancaster University legal liability cover will apply. 

Note: in this question to NHS indemnity schemes include equivalent schemes provided by Health and Social Care 

(HSC) in Northern Ireland 

A76. Insurance/ indemnity to meet potential legal liabilities 
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Lancaster University legal liability cover will apply. 

Please enclose a copy of relevant documents. 

Please enclose a copy of relevant documents. 

A763. What arrangements will be made for insurance and/ or indemnity to meet the potential legal liability of 

investigators/collaborators arising from harm to participants in the conduct of the research? 

 
Note: Where the participants are NHS patients, indemnity is provided through the NHS schemes or through professional 

indemnity. Indicate if this applies to the whole study (there is no need to provide documentary evidence). Where nonNHS 

sites are to be included in the research, including private practices, please describe the arrangements which will be made at 

these sites and provide evidence. 

 
NHS indemnity scheme or professional indemnity will apply (participants recruited at NHS sites only)  

Research includes nonNHS sites (give details of insurance/ indemnity arrangements for these sites below) 
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PART C: Overview of research sites 

Please enter details of the host organisations (Local Authority, NHS or other) in the UK that will be responsible for the 

research sites. For NHS sites, the host organisation is the Trust or Health Board. Where the research site is a primary care 

site, e.g. GP practice, please insert the host organisation (PCT or Health Board) in the Institution row and insert the research 

site (e.g. GP practice) in the Department row. 

Dodd 

Bury New Road 

Prestwich 

M25 3BL 

Dr 
 

Anna 

Title 

First name/ 

Initials 

Surname 

Greater Manchester West NHS Foundation Trust Institution name 

Department name 

Street address 

Town/city 

Post Code 

Chapman 

40 Upper Parliament Street 

Liverpool, Merseyside 

L8 7LF 

Dr 
 

Frank 

Title 

First name/ 

Initials 

Surname 

Mersey Care NHS Trust Institution name 

Department name 

Street address 

Town/city 

Post Code 

Craven 

Hollins Lane 

Winwick, Warrington 

WA2 8WA 

Street address 

Town/city 

Post Code 

Dr 
 

Sally 

Title 

First name/ 

Initials 

Surname 

Institution name Five Boroughs Partnership NHS Trust 

Department name Hollins Park House 

Investigator/ Collaborator/ Contact Research site 
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D1. Declaration by Chief Investigator 
 

1. The information in this form is accurate to the best of my knowledge and belief and I take full responsibility for it. 

 

 
2. I undertake to abide by the ethical principles underlying the Declaration of Helsinki and good practice guidelines on the 

proper conduct of research. 

 
3. If the research is approved I undertake to adhere to the study protocol, the terms of the full application as approved and 

any conditions set out by review bodies in giving approval. 

 
4. I undertake to notify review bodies of substantial amendments to the protocol or the terms of the approved application, and 

to seek a favourable opinion from the main REC before implementing the amendment. 

 
5. I undertake to submit annual progress reports setting out the progress of the research, as required by review bodies. 

 
6. I am aware of my responsibility to be up to date and comply with the requirements of the law and relevant guidelines 

relating to security and confidentiality of patient or other personal data, including the need to register when necessary with 

the appropriate Data Protection Officer. I understand that I am not permitted to disclose identifiable data to third parties 

unless the disclosure has the consent of the data subject or, in the case of  patient data in England and Wales, the 

disclosure is covered by the terms of an approval under Section 251 of the NHS Act 2006. 

 
7. I understand that research records/data may be subject to inspection by review bodies for audit purposes if required. 

 
8. I understand that any personal data in this application will be held by review bodies and their operational managers and 

that this will be managed according to the principles established in the Data Protection Act 1998. 

 
9. I understand that the information contained in this application, any supporting documentation and all correspondence with 

review bodies or their operational managers relating to the application: 
 

l Will be held by the REC (where applicable) until at least 3 years after the end of the study; and by NHS R&D 

offices (where the research requires NHS management permission) in accordance with the NHS Code of 

Practice on Records Management. 

l May be disclosed to the operational managers of review bodies, or the appointing authority for the REC (where 

applicable), in order to check that the application has been processed correctly or to investigate any complaint. 

l May be seen by auditors appointed to undertake accreditation of RECs (where applicable). 

l Will be subject to the provisions of the Freedom of Information Acts and may be disclosed in response to 

requests made under the Acts except where statutory exemptions apply. 

l May be sent by email to REC members. 

 

10. I understand that information relating to this research, including the contact details on this application, may be held on 

national research information systems, and that this will be managed according to the principles established in the Data 

Protection Act 1998. 

 
11. Where the research is reviewed by a REC within the UK Health Departments Research Ethics Service, I understand that 

the summary of this study will be published on the website of the National Research Ethics Service (NRES), together with 

the contact point for enquiries named below. Publication will take place no earlier than 3 months after issue of the ethics 

committee’s final opinion or the withdrawal of the application. 

 

Contact point for publication(Not applicable for R&D Forms) 

NRES would like to include a contact point with the published summary of the study for those wishing to seek further information. 

We would be grateful if you would indicate one of the contact points below. 

Chief Investigator Sponsor 

PART D: Declarations 
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Study coordinator 

Student 

Other – please give details 

None 

Access to application for training purposes (Not applicable for R&D Forms) 

Optional – please tick as appropriate: 

 
I would be content for members of other RECs to have access to the information in the application in confidence 

for training purposes. All personal identifiers and references to sponsors, funders and research units would be 

removed. 

Signature: ..................................................... 

Print Name: 

 

Date: (dd/mm/yyyy) 
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D2. Declaration by the sponsor's representative 

 
If there is more than one sponsor, this declaration should be signed on behalf of the co−sponsors by a representative  of the lead 

sponsor named at A641. 

 
I confirm that: 

1. This research proposal has been discussed with the Chief Investigator and agreement in principle to sponsor the 

research is in place. 

 
2. An appropriate process of scientific critique has demonstrated that this research proposal is worthwhile and of high 

scientific quality. 

 
3. Any necessary indemnity or insurance arrangements, as described in question A76, will be in place before this research 

starts. Insurance or indemnity policies will be renewed for the duration of the study where necessary. 

 
4. Arrangements will be in place before the study starts for the research team to access resources and support  to deliver the 

research as proposed. 

 
5. Arrangements to allocate responsibilities for the management, monitoring and reporting of the research will  be in place 

before the research starts. 

 
6. The duties of sponsors set out in the Research Governance Framework for Health and Social Care will be undertaken in 

relation to this research. 

 
Please note: The declarations below do not form part of the application for approval above. They will not be considered by 

the Research Ethics Committee. 

 
7. Where the research is reviewed by a REC within the UK Health Departments Research Ethics Service, I understand that 

the summary of this study will be published on the website of the National Research Ethics Service (NRES), together with 

the contact point for enquiries named in this application. Publication will take place no earlier than 3 months after issue of 

the ethics committee's final opinion or the withdrawal of the application. 

 
8. Specifically, for submissions to the Research Ethics Committees (RECs) I declare that any and all clinical  trials approved 

by the HRA since 30th September 2013 (as defined on IRAS categories as clinical trials of medicines, devices, 

combination of medicines and devices or other clinical trials) have been registered on a publically accessible register in 

compliance with the HRA registration requirements for the UK, or that any deferral granted by the HRA still applies. 

 
 
 
 
 

Signature: ..................................................... 

 

Print Name: 

 
 
 

Post: 

 

Organisation: 

 
 
 

Date: (dd/mm/yyyy) 
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D3. Declaration for student projects by academic supervisor(s) 

 
1. I have read and approved both the research proposal and this application. I am satisfied that the scientific content  

of the research is satisfactory for an educational qualification at this level. 

 
2. I undertake to fulfil the responsibilities of the supervisor for this study as set out in the Research Governance 

Framework for Health and Social Care. 

 
3. I take responsibility for ensuring that this study is conducted in accordance with the ethical principles underlying the 

Declaration of Helsinki and good practice guidelines on the proper conduct of research, in conjunction with clinical 

supervisors as appropriate. 

 
4. I take responsibility for ensuring that the applicant is up to date and complies with the requirements of the law and 

relevant guidelines relating to security and confidentiality of patient and other personal data, in conjunction with   

clinical supervisors as appropriate. 

(dd/mm/yyyy) 

Print Name: 

Post: 

Organisation: 

Date: 

..................................................................................................................... Signature: 

Academic supervisor 1 



 :  
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                      Research Protocol 

Adults’ prior experiences of living with undiagnosed Autism Spectrum Disorder. 

 

 

Introduction 

Autism Spectrum Disorder (ASD) has traditionally been used an umbrella term to 

refer to five developmental disorders including autism, Aspergers syndrome, pervasive 

developmental disorder, Rett’s syndrome and childhood disintegrative disorder (American 

Psychiatric Association, 2000; Hebert & Koulouglioti, 2010; Gabovitch & Curtin, 2009; 

Smith & Elder, 2010).  According to the fourth edition of the Diagnostic and Statistical 

Manual of Mental Disorders (DSM-IV), ASD is defined by three core features including 

delayed and disordered communication, impaired social interaction and restricted and/or 

repetitive behaviour (American Psychiatric Association, 2000).  This definition of ASD, 

including the diagnostic criterion which accompanies it, has since been revised in the 

publication of the DSM-V in May 2013 (American Psychiatric Association, 2013).   

Within the DSM-V, Aspergers syndrome, pervasive developmental disorder, Rett’s 

syndrome and childhood disintegrative disorder have been collapsed and incorporated under 

the single umbrella term, ASD.  This term is used to represent a continuum and accounts for 

the variability in symptoms and presentation within ASD.  Thus, it has been proposed that 

this will potentially provide a more accurate diagnostic framework (American Psychiatric 

Association, 2013).  In addition, the three ‘core features’ of ASD have now been reduced into 

two main areas: social communication and interaction and restricted, repetitive patterns of 

behaviour, interests or activities.  As a result of these revisions, individuals who are assessed 

using the DSM-V diagnostic criterion will now receive a diagnosis of ASD as opposed to 
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being given a diagnosis of one of the other developmental disorders (The National Autistic 

Society, 2015).   

In line with the above, it is expected that these same revisions will be made in the 

publication of the 11th edition of the International Classification of Diseases (ICD-11) later 

this year.  However, it is important to note that as it stands, individuals diagnosed using the 

existing criterion within the ICD-10, will be given a diagnosis more reflective of the DSM-IV 

diagnostic criterion for ASD (World Health Organisation, 1992). 

In terms of the occurrence of ASD, research suggests that the number of children 

diagnosed with ASD has gradually increased over the past 20 years, with one in a hundred 

children now being diagnosed with ASD in the United Kingdom (UK) (Glazzard & Overall, 

2012).  This represents a significant increase in the occurrence of ASD when compared to 

earlier estimates of 4 to 6 children per 10,000 in 1980 (Fombonne, 2001 cited in Gabovitch & 

Curtin, 2009).  It was during this time when children, who met the diagnostic criteria for 

ASD, were found to be frequently misdiagnosed as having an ‘intellectual development 

disorder’.  This resulted in children being segregated from their peers, excluded from 

classrooms and in some cases, institutionalised (Glazzard & Overall, 2012).  The marked 

increase in the occurrence of ASD and uncertainty with regards to the cause and effectiveness 

of treatment for ASD, contributed to the construct of ASD receiving such considerable 

amount of attention in recent years (Zhou & Chun Li, 2014). 

A preliminary search of the literature base indicates that qualitative research in the 

area of ASD has predominantly focused on exploring parents and/or siblings experiences of 

caring for, and/or living with, an individual with a diagnosis of ASD (Bromley, Hare, 

Davison & Emerson, 2004; Glazzard & Overall, 2012; Mascha & Boucher, 2006).  Research 

has so far neglected to consider individuals’ prior experiences of living with undiagnosed   
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ASD, despite this being highlighted by Glazzard and Overall (2012) as a potentially 

challenging experience for those involved.  This is in line with existing research which 

indicates that living with undiagnosed ASD can result in individuals experiencing secondary 

difficulties including anxiety and depression (Nylander, Holmqvist, Jönsson, Gustafson & 

Gillberg, 2010; Spicer, 1998).   

It is proposed that any attempts to better understand individuals’ prior experiences of 

living with undiagnosed ASD is likely to have implications for future research and clinical 

practice.  That is, it will inform clinicians’ regarding the potential psychological support 

needs of individuals who have had experience of living with undiagnosed ASD.  In addition, 

it is hoped that exploring what has led individuals to pursue and receive a diagnosis of ASD 

in adulthood will not only inform clinicians’ understanding of the process of seeking a 

diagnosis of ASD, but also help in the review and development of appropriate service 

pathways.  Therefore, the present study aims to build on the existing literature base and gain 

insight into what has been an overlooked area in the literature by exploring individuals’ prior 

experiences of living with ASD, including what has led them to pursue and receive a 

diagnosis of ASD in adulthood. 

Method 

Inclusion criteria 

Participants will be individuals who have received a diagnosis of ASD in adulthood.  

In order to be eligible for the study, participants must be aged 16 years old or older as this is 

the minimum age at which each of the services accepts referrals for assessments of ASD.  

Participants must also have received a diagnosis of ASD within the last 12 months.  
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 A total of up to 12 participants will be recruited from different sites across three NHS 

trusts; Five Boroughs Partnerships NHS Foundation Trust, Mersey Care NHS Trust and 

Greater Manchester West Foundation Trust. 

Exclusion criteria 

Individuals with a diagnosis of a Learning Disability (LD) who have received a 

diagnosis of ASD in adulthood will not be eligible to take part in the study due to the 

different experiences they may have encountered, particularly in terms of schooling.  In 

addition, individuals who have received a diagnosis of ASD in childhood will not be included 

in the present study.  Due to monetary and time restraints of the present study, individuals 

who are not fluent in English will also be excluded from the study. 

Ethical considerations 

Ethical approval for the study will initially be sought from a North West Ethics 

Committee, after which R&D approval will be sought from the Five Boroughs Partnerships 

NHS Foundation Trust, Mersey Care NHS Trust and Greater Manchester West NHS 

Foundation Trust.  The following ethical concerns have also been considered in the 

development of this research. 

Confidentiality/Anonymity 

In order to ensure that participants’ information remains confidential, a number of steps 

will be taken throughout the research process.  Initially, the Chief Investigator will not have 

access to the names and contact details of potential participants.  Participants will be required 

to ‘opt-in’ to the research; contacting the Chief Investigator directly to express an interest in 

taking part in the study, at which point they will provide their contact details.  The only 

exception to this is if participants ‘opt-in’ to the research via the clinician responsible for their 
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care and request to be contacted by the Chief Investigator directly.  In these circumstances, the 

clinician would seek verbal consent from the participant for their contact details to be shared 

with the Chief Investigator. 

In addition to the above, participants will be informed that their participation in the 

study will remain confidential.  That is, any identifying information e.g. participants’ names 

will only be known to the Chief Investigator after they have expressed an interest to, or decided 

to take part in the study, and that these will be anonymised when the interviews are transcribed 

by assigning each participant with a pseudonym of their choice.  Furthermore, participants will 

be advised that all identifiable information disclosed during the interview will be anonymised 

during transcription. 

Informed consent 

Participants will be required to provide informed consent to take part in the study and 

will initially be provided with an information sheet (Appendix A) and then asked to sign a 

consent form (Appendix B) confirming their wish to participate in the research.  Participants 

will be informed that their participation is voluntary and reminded that they have the right to 

withdraw from the research at any point during the interview and up to two weeks after the 

interview, at which point data analysis will begin.  Participants will be informed that any 

information collected during this period will be deleted and/or destroyed if they do choose to 

withdraw from the study. 

Distress  

In the event that a participant becomes distressed during the interview, they will be 

offered the opportunity to take a break and asked if they would like to continue, or to terminate 

the interview.  If the participant expresses that they would like to continue with the interview, 

they will be advised that they can terminate it at any point. 
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If a participant becomes distressed as a result of taking part in the interview they will 

initially be directed to the list of support services available in the participant information sheet 

(Appendix A).  However, if a participant becomes distressed and presents as a risk to 

themselves or others, then it is the responsibility of the Chief Investigator to inform another 

person or persons and seek advice with regards to the appropriate course of action.  This would 

primarily be the field supervisor (a clinical psychologist) and/or the clinician involved in the 

participants care if applicable.  For participants who choose to be interviewed at their home, 

the local mental health assessment team would be contacted should the participant present as a 

risk to themselves or others. 

Lone working 

As participants are offered the opportunity to be interviewed in their homes, it is 

recognised that this may place the Chief Investigator at potential risk.  As an employee of 

Lancashire Care NHS Foundation Trust (LCFT), the Chief Investigator is responsible for 

adhering to the LCFT’s Lone Worker Policy and informing another ‘buddy’ colleague of 

when and where the interviews will take place.  It is also the responsibility of the Chief 

Investigator to contact the ‘buddy’ upon arriving and after leaving the participant’s home and 

to agree a time by which the ‘buddy’ should try to make contact with the Chief Investigator if 

they have not heard from them.  If this proves unsuccessful, the ‘buddy’ will then inform the 

police of the Chief Investigator’s whereabouts. 

Design 

A qualitative research design will be employed to explore the experiences of 

individuals who have received a diagnosis of ASD in adulthood.  Semi-structured interviews 
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will be conducted as these provide a flexible source of data collection to develop insights into 

the individuals’ lived experiences.  In addition, semi-structured interviews will offer 

individuals the opportunity to tell their own story from their position as experts on the subject 

(Smith & Osborn, 2008). 

Materials 

An interview schedule (Appendix C) has been developed which focuses on exploring two main 

topic areas: individuals’ experiences of living with undiagnosed ASD (e.g. What was your life 

like before you received a diagnosis of ASD? Was it easy or difficult living with undiagnosed 

ASD?) and individuals’ experiences of receiving a diagnosis of ASD in adulthood (e.g. What 

was it like for you receiving a diagnosis of ASD? How did you feel?).  The topic areas were 

primarily informed by the existing literature base on the construct of ASD. 

Procedure 

Recruitment 

The following two-phased recruitment strategy will be employed: 

➢ A poster (Appendix D) advertising the research and providing information about the 

study, including the contact details of the Chief Investigator, will be placed in the 

waiting rooms in each of the different sites across the three NHS trusts; Five 

Boroughs Partnership NHS Foundation Trust, Mersey Care NHS Trust and Greater 

Manchester West NHS Foundation Trust.  Handy ‘pocket’ cards (Appendix E) 

including information about the study and the contact details of the Chief Investigator 

will also be distributed to the different sites and placed at the reception areas and in 

the waiting rooms.  As such, participants will have to ‘opt-in’ to the research should 

they wish to take part.   
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In addition to the above, information packs including a copy of the participant 

information sheet (Appendix A) and a copy of the consent form (Appendix B) for the 

study will be distributed to the different sites across the three NHS trusts which 

participants will be able to request from the reception staff or the clinician who is 

responsible for their care.  Clinicians at each of the different sites will also distribute 

information packs to individuals who fall within the inclusion criteria for the study 

and who express an interest to take part in the research.  The participants will then be 

able to contact the Chief Investigator directly should they wish to take part in the 

study.  On contacting the Chief Investigator, participants will be informed that they 

can be interviewed in a location which is most convenient for them, whether that be at 

their home or in the clinic at a time and date most suitable for them.   

Alternatively, those participants who ‘opt-in’ to the research via the clinician 

responsible for their care will be informed that they can request to be contacted 

directly by the Chief Investigator.  They will then be informed of the purpose of the 

study via telephone contact. 

➢ If this initial strategy does not result in enough participants being recruited to the 

study after a time period of approximately four weeks, the Chief Investigator will 

attend ASD post-diagnostic support groups at each of the different sites across the 

three NHS trusts to provide information about the study.  Participants will be provided 

with an information pack and advised to contact the Chief Investigator directly or 

speak to the clinician responsible for their care if applicable should they decide to take 

part in the study.  Participants will be given an additional 5-7 days to consider their 

participation in the study prior to arranging an interview. 
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Interviews  

Prior to the interview commencing, participants will be provided with a copy of the 

participant information sheet (Appendix A) and given the opportunity to ask any questions.  

At this point, the Chief Investigator will also remind participants of the limits of 

confidentiality as outlined in the participant information sheet.  That is, if what is said in the 

interview makes the Chief Investigator think that the participant, or somebody else, is at 

significant risk of harm, then confidentiality would be breached and another person or 

persons would be informed.  If participants express that they would like to take part in the 

study, then they will be asked to read through and sign a consent form (Appendix B).   

The interview will then commence and last up to one hour and follow the format of a 

semi-structured interview.  Interviews will be audio recorded on a digital audio recording 

device and transcribed verbatim by the Chief Investigator.  Upon completion of the interview, 

participants will be thanked for their time and participation and informed of the proposed 

dissemination process for the research.  Participants will have the option of receiving a 

shortened report outlining the results of the study or alternatively, they will be able to attend a 

presentation where the results of the research will be summarised and presented accordingly.  

Proposed Analysis  

Interpretative Phenomenological Analysis (IPA) will be used to analyse the data 

collected from the participants’ interviews.  This model of analysis is favoured as it offers a 

flexible approach to exploring and analysing qualitative data and can potentially produce a 

richer account of the data set (Smith & Osborn, 2008).   

As the research is concerned with exploring the experiences of individuals who have 

received a diagnosis of ASD in adulthood, a critical realist stance will be adopted to the 
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collection and analysis of the data.  This will allow the Chief Investigator to examine the 

individual lived experiences of the participants, specifically in terms of how they make sense 

of these experiences and what meanings these hold for the individuals concerned (Smith & 

Osborn, 2008).  This will involve an in-depth engagement with, and detailed analysis of, the 

individual transcripts from which themes will emerge and be explored in relation to the topic 

areas identified in the interview schedule (Appendix C).  The connections between the 

themes will be explored in terms of similarity and difference, convergence and divergence 

(Smith & Osborn, 2008) and then eventually grouped under broader themes known as 

‘superordinate themes’. 

Practical issues 

Initially, the audio recordings of the interviews will be uploaded from the digital 

audio recording device onto the Chief Investigator’s personal file space on the University’s 

secure server, after which point they will be immediately deleted from the recording device.  

The audio recordings will be kept for a maximum of six months following the interview itself 

in order to allow time for the interview to be transcribed and checked, after which point they 

will be destroyed. 

The electronic transcripts of the interviews will also be stored on the University’s 

secure server during the analysis of the data.  These will then be transferred electronically 

using a secure method that is supported by the University to the research co-ordinator and 

stored in a secure location by the university in a password protected file for a maximum of 10 

years, in accordance with the Lancaster DClinPsy Programme guidelines regarding the 

ethical storage of data.  At the end of this period, they will be destroyed by a staff member 

responsible in the Lancaster Doctorate in Clinical Psychology (DClinPsy) Programme.  



ETHICS SECTION   

 

Version 1 Date: 13/08/2015 

 

 

 

In line with the above, any paper files (e.g. consent forms) used by the Chief 

Investigator during the study will initially be stored securely in a locked cabinet.  These will 

then be scanned and stored securely by the university in a password protected file for a 

maximum of 10 years.  After this point, they will be destroyed by a staff member responsible 

in the Lancaster Doctorate in Clinical Psychology (DClinPsy) Programme.  The above 

information will be outlined to participants in the participant information sheet (Appendix A) 

and consent form (Appendix B). 

In addition to the above, as participants are offered the opportunity to be interviewed 

at the clinic at a time and date most convenient for them, it is the responsibility of the Chief 

Investigator to liaise with each of the different sites across the three NHS trusts (Five 

Boroughs Partnerships NHS Foundation Trust, Mersey Care NHS Trust and Greater 

Manchester West NHS Foundation Trust) to identify an appropriate venue in which the 

interviews can be conducted. 

 With regards to the potential monetary costs of the research, participants will be 

informed that they will be reimbursed for travel expenses up to the value of £20 should they 

wish to travel to meet the Chief Investigator for the interview.  Any additional costs relating 

to printing and/or photocopying of material for the purposes of the study will be 

accommodated by the university. 

Complaints 

If participants wish to make a complaint or raise any concerns regarding the study itself, 

then they will be directed to the contact details contained within the participant information 

sheet (Appendix A).  Alternatively, if participants wish to make a complaint or raise concerns 
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about the service itself, then participants will be provided with a leaflet which includes 

information about the relevant trust’s complaints procedure.  
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Participant Information Sheet 

Adults’ prior experiences of living with undiagnosed Autism Spectrum Disorder. 
 

My name is Claire Evans and I am conducting this research as a trainee on the Doctorate in 
Clinical Psychology programme at Lancaster University, Lancaster, United Kingdom. 

 
What is the study about? 
The purpose of this study is to explore what life was like for people before they were 
diagnosed with Autism Spectrum Disorder (ASD).  The study also aims to look at people’s 
experiences of receiving a diagnosis of ASD in adulthood. 

 
Why have I been approached? 
You have been approached because you are an adult (aged 16 years or older) who has 
received a diagnosis of ASD within the last 12 months.  Adults with a diagnosis of both a 
Learning Disability (LD) and ASD will not be able to take part in the study. 
 
Do I have to take part? 
No. It’s completely up to you to decide whether or not you take part in the study. If you decide 
you do not want to take part, this will not affect the service you and/or your family receive. 

 
What will I be asked to do if I take part? 
If you decide to take part, I will ring you to invite you to take part in an interview which will 
last up to 1 hour.  I will talk to you about what your life was like before you received the 
diagnosis of ASD and what your experience has been of receiving the diagnosis of ASD.  I will 
record the interviews to help me remember what you have said. 
 
Interviews can take place at your home or in the clinic, at a date and time which is most 
suitable for you.  Any travel expenses (e.g. bus fare, etc) you have to pay to take part in the 
study will be paid back to you up to the value of £20.  You will have to provide receipts and/or 
tickets of any travel expenses you have had to pay. 

 
Will my data be kept confidential? 
All of the information you provide will be kept confidential.  The information collected will be 
stored securely and only the researchers involved in the study will have access to it: 

➢ The recordings of the interviews will be kept for a maximum of six months following 
the interview in order to allow time for the interview to be transcribed, after which 
point they will be destroyed. 

 

Appendices 

Appendix A: Participant Information Sheet 

 

 



ETHICS SECTION   

 

Version 1 Date: 13/08/2015 

 

 

 

➢ The transcripts of the interviews will be stored securely on a computer.  This means 
that no-one other than the researchers involved in the study will be able to access 
them. 

➢ The transcripts of the interviews will be made anonymous by removing any 
identifiable information, e.g. your name.  Once the transcript has been anonymised it 
will not be possible to withdraw the information you have provided.  Anonymised 
direct quotations from your interview may be used in the reports or publications from 
the study, so your name will not be attached to them. 

➢ At the end of the study, the transcripts of the interviews will be stored in a secure 
location by Lancaster University for a maximum of 10 years.  At the end of this time, 
they will be destroyed by a staff member in the Lancaster Doctorate in Clinical 
Psychology (DClinPsy) Programme. 
 

There are some limits to confidentiality: if what you say in the interview makes me think that 
you, or someone else, is at significant risk of harm, I will have to break confidentiality and 
speak to a member of staff about this and/or the local mental health assessment team.  If 
possible, I will tell you first if I have to do this.   
 
What will happen to the results? 
The results from the study will initially be put together and summarised in a research project 
as part of my training on the Doctorate in Clinical Psychology programme.  The results will 
also be submitted for publication in an academic or professional journal.  In addition, the 
results from the study will be fed back to the ASD services in 5 Boroughs Partnerships NHS 
Foundation Trust, Mersey Care NHS Trust and Greater Manchester West NHS Foundation 
Trust, so that they can learn from your experiences. 
 
Are there any risks? 
It is expected that there will be no risks from taking part in this study.  However, if you do 
experience any distress from taking part in the study, you are encouraged to inform the main 
researcher and contact the resources provided at the end of this sheet. 

 
Are there any benefits to taking part? 
Although you might find participating interesting, there are no direct benefits in taking part 
in the study.  The study will help us to understand more about people’s experiences of living 
with undiagnosed ASD and what it is like receiving a diagnosis of ASD in adulthood.  As such, 
it is hoped that it will help us to understand what kinds of support are most useful for people 
who receive a diagnosis of ASD in adulthood, and in what ways we can make services better 
meet the needs of people with ASD. 
 
Who has reviewed the project? 
This study has been reviewed and approved by a North West NHS Research Ethics Committee 
and by the Research and Development departments in 5 Boroughs Partnerships NHS 
Foundation Trust, Mersey Care NHS Trust and Greater Manchester West NHS Foundation 
Trust.   
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Where can I get more information about the study if I need it? 
If you have any questions about the study, please contact the main researcher: 
Claire Evans 
Email: c.evans@lancaster.ac.uk 
Mobile: 07852561400 

 
Research supervisor: 
Dr Ian Fletcher 
Email: i.j.fletcher@lancaster.ac.uk 
Phone: 01524 593301 
 
Field supervisor: 
Dr Ceri Woodrow, Clinical Psychologist 
Phone: 01625 508550 
 
Complaints  
If you want to make a complaint or raise any concerns about the study and do not want to 
talk to the main researcher, you can contact:  
 
Name: Dr Jane Simpson, Research Director and Senior Lecturer 
Email: j.simpson2@lancaster.ac.uk 
Tel: 01524 592858 
Doctorate in Clinical Psychology 
Division of Health Research 
Furness Building 
Lancaster University 
Bailrigg 
Lancaster 
LA1 4YG 
United Kingdom 

If you want to speak to someone outside of the Clinical Psychology Doctorate Programme, 
you can also contact:  

Professor Roger Pickup, Chair in Biomedicine and Life Sciences 
Email: r.pickup@lancaster.ac.uk 
Tel: (01524) 593746 
Faculty of Health and Medicine Division of Biomedical and Life Sciences 
Lancaster University 
Bailrigg 
Lancaster 
LA1 4YG 
United Kingdom 

mailto:i.j.fletcher@lancaster.ac.uk
mailto:j.simpson2@lancaster.ac.uk
mailto:r.pickup@lancaster.ac.uk
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Thank you for taking the time to read this information sheet. 

 
Support services in the event of distress 
Should you feel distressed either as a result of taking part in the study, or in the future, the 
following support services may be of help to you. 

 
Autism Helpline      The Sanctuary 
www.autism.org.uk/helpline     Manchester: 0161 637 0808 
0808 800 4104      Wigan & Leigh: 01942 410522 
 
Mind        Samaritans 
www.mind.org.uk/help/advice_lines    www.samaritans.org 
0300 123 3393      08457 909090 

 
 

 

 

 

 

 

 

 

 

 

 

http://www.autism.org.uk/helpline
http://www.mind.org.uk/help/advice_lines
http://www.samaritans.org/
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Consent Form 

Adults’ prior experiences of living with Autism Spectrum Disorder. 
 
 

Please 
initial       
box after 
each 
statement 

1. I confirm that I have read the information sheet (Version 1, Date: 
10/07/2015) and fully understand what is expected of me within 
this study. 
 
 

2. I confirm that I have had the opportunity to ask any questions and 
to have them answered.  

 
 

3. I understand that my interview will be audio recorded and then 
made into an anonymised written transcript.  

 
 

4. I understand that audio recordings will be kept for a maximum of 
six months following the interview in order to allow time for the 
interview to be transcribed and checked, after which point they will 
be destroyed. 

 
 

5. I understand that my participation is voluntary and that I am free to 
withdraw at any time without giving any reason, without my 
medical care or legal rights being affected.  

 
 

6. I understand that relevant sections of data collected during the 
study may be looked at by individuals from Lancaster University, 
from regulatory authorities or from the NHS trust, where it is 
relevant to my taking part in this research. I give permission for 
these individuals to have access to the data. 

 

 

Appendix B: Consent form 
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7. I understand that relevant sections of data collected during the 
study may be looked at by individuals from Lancaster University, 
from regulatory authorities or from the NHS trust, where it is 
relevant to my taking part in this research. I give permission for 
these individuals to have access to the data. 

 
 

8. I understand that once my data have been anonymised and 
incorporated into themes it will not be possible for it to be 
withdrawn. 

 
 

9. I understand that the information from my interview will be pooled 
with other participants’ responses, anonymised and may be 
published. 

 
 

10. I consent to information and quotations from my interview being 
used in reports, conferences and training events.  
 
 

11. I understand that any information I give will remain strictly 
confidential and anonymous unless it is thought that there is a risk 
of harm to myself or others, in which case the chief investigator will 
need to share this information with other healthcare professionals, 
including the local mental health assessment team if applicable.  

 
 

12. I consent to Lancaster University keeping electronic transcriptions 
of the interview for 10 years after the study has finished.  

 
 

13. I consent to take part in the above study.  
 

 

 

Name of Participant__________________ Signature___________________    Date __________ 

 

Name of Researcher _________________  Signature ___________________   Date __________ 
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Appendix C: Interview Schedule 

Experiences of living with undiagnosed Autism Spectrum Disorder (ASD) 

What was your life like before you received a diagnosis of ASD? Was it easy or difficult living 

with undiagnosed ASD? 

Did you or your family ever try to pursue a diagnosis of ASD when you were growing up? If 

so, what happened? What was this like? Was it a good or bad experience? How did it make 

you feel?  

Have you received any other diagnoses before? If so, was that a good or bad experience for 

you? Why? How did it make you feel? 

Have you previously been misdiagnosed with any other condition? If so, is there anything you 

would like to tell me about this? What it a good or bad experience for you? Why? How did it 

make you feel? What did you think?  

 

Experiences of receiving a diagnosis of ASD in adulthood 

When did you receive your diagnosis of ASD? 

Who gave you the diagnosis? 

How old were you when you received your diagnosis? 

How long did it take for you to receive your diagnosis, from the decision to pursue a diagnosis 

to actually receiving the diagnosis?  

Whose decision was it to go for an assessment? Why? 

What was it like for you receiving a diagnosis of ASD? How did you feel?  

What does it mean to you receiving the diagnosis of ASD? 

How has your life changed since receiving the diagnosis?  
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Adults’ prior experiences of living with undiagnosed  
Autism Spectrum Disorder (ASD) 

 

 

The study aims to explore what life was like for people before they were 
diagnosed with ASD.  The study also aims to look at people’s experiences of 

receiving a diagnosis of ASD in adulthood. 
 

 
 
 
 

 
 

 

INTERESTED IN TAKING PART? 
 

✓ Are you aged 16 years or older? 
✓ Have you received a diagnosis of ASD in the last 12 months? 
✓ You do NOT have a diagnosis of a Learning Disability (LD) 
✓ You did NOT receive a diagnosis of ASD in childhood 

 
               YES, BUT WHAT DO I DO IF I WANT TO TAKE PART? 

 
 
 
 
 

 
 

 

You can contact me, Claire Evans, Trainee Clinical Psychologist directly 
on 07852561400 OR e-mail me at c.evans@lancaster.ac.uk 

 

You can speak to a member of the reception staff OR your clinician who can 
provide you with an information pack about the study. 

 

 

OR 
 

 

 

Appendix D: Poster 

 

mailto:c.evans@lancaster.ac.uk
http://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&frm=1&source=images&cd=&cad=rja&uact=8&ved=0CAcQjRxqFQoTCPLlyJCC2cYCFUkX2wodJAQC3Q&url=http://vapresspass.com/2014/08/12/kids-beat-autism/&ei=9iikVfKSOsmu7AakiIjoDQ&bvm=bv.97653015,d.ZGU&psig=AFQjCNGn9YnDtz3LsUOhMcL6kjOcDZqkWA&ust=1436908096983099
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Appendix E: Handy ‘pocket’ card 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

 

 

 

 

 

 

 

 

 

 

 

Adults’ prior experiences of living with undiagnosed Autism Spectrum 
Disorder (ASD) 

 
✓ Are you aged 16 years or older? 
✓ Have you received a diagnosis of ASD in the last 12 

months? 
✓ You do NOT have a diagnosis of a Learning Disability (LD) 
✓ You did NOT receive a diagnosis of ASD in childhood 

 
If yes, then you can contact me, Claire Evans, the main researcher directly on 
07852561400 OR e-mail me at c.evans@lancaster.ac.uk for more information. 
You can also speak to a member of the reception staff OR your clinician who can 
provide you with an information pack about the study. 

 
 

 

 

 

mailto:c.evans@lancaster.ac.uk
http://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&frm=1&source=images&cd=&cad=rja&uact=8&ved=0CAcQjRxqFQoTCPLlyJCC2cYCFUkX2wodJAQC3Q&url=http://vapresspass.com/2014/08/12/kids-beat-autism/&ei=9iikVfKSOsmu7AakiIjoDQ&bvm=bv.97653015,d.ZGU&psig=AFQjCNGn9YnDtz3LsUOhMcL6kjOcDZqkWA&ust=1436908096983099
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