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Thesis Overview 75 

Identity development and feelings of loneliness are two prominent themes 76 

throughout adolescence and young adulthood (Kaniušonytė et al., 2019).  Identity 77 

development is understood to be embedded in social contexts (Crocetti et al., 2018), 78 

in that people develop a sense of who they are through their continuous interactions 79 

with others (e.g., family members, friends).  Owing to differing communication styles, 80 

the social demands of interaction with non-autistic people has been found to offer 81 

particular challenges for autistic people, and some autistic people have reported 82 

poorer ratings of global self-worth, feelings of social incompetence and social 83 

exclusion (Jamison & Schuttler, 2015; Kwan et al., 2020; Chen et al., 2017).  This is 84 

likely to impact negatively on an individual’s self-concept and increase the risk of 85 

experiencing loneliness.  Loneliness itself has been found to have a range of 86 

undesirable physical, cognitive and emotional outcomes for autistic people (e.g. White 87 

& Roberson-Nay, 2009; Hedley, Uljarevic, Foley, et al., 2018). 88 

Research has found that for autistic adolescents, use of social media is 89 

extensive (Kuo et al., 2014).  Concern about the impact of extensive social media use 90 

on young autistic people is widespread, given its links with social isolation and 91 

depression (O’Keeffe & Clarke-Pearson, 2011) and that autistic people are already at 92 

an increased risk of these negative factors compared to non-autistic people 93 

(Schroeder et al., 2014).  However, online communication is argued to be less socially 94 

demanding (e.g., due to the absence of non-verbal signals) and to provide greater 95 

opportunities to find others with similar interests, and may therefore enable young 96 

autistic people to feel more socially competent and less excluded from interactions 97 

than they do during face-to-face interactions (Benford & Standen, 2009; Burke et al. 98 

2010).  If autistic people are able to form successful and meaningful connections with 99 
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others online, and enjoy the benefits afforded by a sense of belonging/group 100 

membership, then engaging with the online world may have positive consequences 101 

for their identity development and psychological wellbeing, and protect against the 102 

negative consequences of marginalisation (Haslam et al., 2009). 103 

The first chapter in this thesis systematically reviews the literature investigating 104 

the relationships between loneliness and psychosocial factors in autistic adults and 105 

adolescents.  Although previous reviews in the autism literature have considered 106 

similar topics, such as social isolation in children with neurodevelopmental disabilities 107 

(Kwan et al., 2020) and whether factors including loneliness are associated with 108 

depression in autistic adults and adolescents (Smith & White, 2020), to our knowledge, 109 

this was the first review of its kind.  Fifteen papers were identified, examining a 110 

combined total of 41 psychosocial factors.  Overall, the quality of the studies was poor.  111 

Recommendations are made regarding the need for good quality research, including 112 

studies with a longitudinal design and involving autistic researchers on the research 113 

team. 114 

The second chapter empirically explored the views of eight autistic people 115 

about their identity when they are interacting online and face-to-face, and whether/how 116 

this relates to their psychological wellbeing.  Thematic analysis of the data identified 117 

four themes highlighting the centrality of autism to participants’ identity, the importance 118 

of acceptance, the challenges autistic people face during face-to-face interactions, and 119 

the benefits they find in interacting online.  The study indicates the need for more 120 

flexibility in how services are provided, including an option for services to be delivered 121 

online.  It also presents an argument for considering more closely whether normative 122 

models of identity development can be applied to neurodiverse populations. 123 
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Both chapters will be submitted to Autism for publication and have been 124 

formatted in line with author guidelines (Appendix A).  This journal was chosen as its 125 

focus is on improving the quality of life of autistic individuals by exploring areas 126 

including psychological processes and social needs.  In its current form, this thesis 127 

submitted to the university exceeds the word limits allowed for the chosen journals. 128 

This enabled the inclusion of a more in-depth discussion of the findings and relevant 129 

research, as detailed in the University of Liverpool Doctorate in Clinical Psychology 130 

programme handbook. The word limits will be amended according to the journal 131 

requirements prior to submission. 132 

 133 

  134 
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Chapter One: Systematic Review 184 

Loneliness in autistic adults and adolescents: a systematic review. 185 

Abstract 186 

Autistic people are at an increased risk of social exclusion, and therefore of 187 

experiencing loneliness, due to differences in social behaviours and communication 188 

style.  Prolonged loneliness has been found to have various negative physical, 189 

emotional and cognitive consequences.  This systematic review aimed to synthesise 190 

the existing literature on the psychosocial correlates of loneliness for autistic adults 191 

and adolescents.  Fifteen articles were identified, which included seven case control 192 

and eight cross-sectional studies, exploring a total of 41 psychosocial factors.  193 

Loneliness was found to significantly increase along with many psychosocial factors, 194 

though anxiety and depression were the only factors to show significant associations 195 

across more than one study.  Overall, the quality of the studies was poor, making it 196 

difficult to draw any evidence-based recommendations for practice.  However, several 197 

recommendations can be made for future research, including for future studies to take 198 

a longitudinal approach to clarify directionality of relationships, and to ensure that 199 

research teams include autistic researchers.  The need for good quality research in 200 

this area is also highlighted. 201 

Lay Abstract 202 

Autistic people might be more likely to feel left out of social groups and to 203 

experience feeling lonely.  Research in the past has shown that loneliness is linked to 204 

a range of health difficulties, such as sleep problems, feeling low in mood and feeling 205 

more stressed.  This review searched for studies exploring the relationships between 206 

loneliness and psychosocial (a combination of psychological and social) factors for 207 
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autistic people and presents a summary of their findings.  A total of 15 studies were 208 

identified, and the studies examined a total of 41 different psychosocial factors.  209 

Depression and anxiety stood out as factors that were related to loneliness.  The 210 

studies were generally of low quality, and this makes it difficult to make 211 

recommendations about clinical practice based on the findings of this review.  212 

Recommendations are made about the focus and design of future autism research, 213 

including that research teams should include autistic people. 214 

Introduction 215 

Loneliness 216 

Belongingness is a basic human need and a powerful motivator of human 217 

emotions, cognitions, and behaviour (Baumeister & Leary, 1995).  As such, humans 218 

are driven to seek out social interactions that lead to social attachments. When 219 

interactions are lacking and the need to belong is not satisfied, feelings of loneliness 220 

may emerge (Heinrich & Gullone, 2006). 221 

It is important to note the distinction made between loneliness and similar 222 

concepts such as solitude and social isolation, which are seen as an objective 223 

shortage of interactions with others.  People can experience solitude without feeling 224 

lonely, and for some, periods of being alone may be necessary for their wellbeing 225 

(Perlman & Peplau, 1984). Alternatively, people can live a seemingly rich social life 226 

yet still feel lonely. 227 

As a transient experience loneliness can be beneficial, serving as an adaptive 228 

function heeding the evolutionary need for strong attachments (Cacioppo et al., 2014).  229 

However, as a more prolonged experience, loneliness can have negative implications 230 

for health and wellbeing (Heinrich & Gullone, 2006; Holt-Lunstad et al., 2015).  It is 231 
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difficult to gain accurate estimates of the prevalence of loneliness due to fluctuations 232 

across the lifespan, gender differences, and variations in the measurement scales 233 

used within research.  However, estimates have shown that loneliness is chronic for 234 

up to a third of the general population (Theeke, 2009; Heinrich & Gullone, 2006). 235 

Reviews of the literature demonstrate that interventions aimed at alleviating 236 

loneliness in the general population have targeted four main areas: improving social 237 

skills, improving social support, expanding opportunities for social interaction, and 238 

changing ‘unhelpful’ social cognitions (e.g. Masi et al., 2011; Cattan et al., 2005).  The 239 

reviews conclude that such interventions are generally successful, in particular those 240 

increasing opportunities for social interaction. 241 

Loneliness in the autistic population 242 

Research has shown that differences in the social behaviours and 243 

communication style of autistic people mean they are at an increased risk of social 244 

exclusion (Kwan et al., 2020; Chen et al., 2017), and therefore of experiencing 245 

loneliness (Deckers et al., 2017; Bauminger & Kasari, 2000). 246 

It was previously assumed that autistic people have less desire for social 247 

interaction, and therefore may be less susceptible to experiencing loneliness 248 

(Chevallier et al., 2012).  The social motivation hypothesis of autism (Dawson et al., 249 

2004; Dawson et al., 2005) proposes that autistic individuals’ motivation for social 250 

interaction is limited due to a reduction in reward value assigned to social stimuli.  This 251 

results in diminished gratification from social interaction and hence inhibits the 252 

development of social relationships.  It has also been suggested that autistic people 253 

may be sheltered by a lack of awareness of their social problems (White & Robertson-254 

Nay, 2009).  However, others have proposed that many autistic people are ‘‘acutely 255 
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aware of their difficulties with social integration’’ (Attwood 2000, p. 97) and 256 

demonstrate higher rates of self-reported loneliness than their non-autistic peers 257 

(Bauminger & Kasari, 2000).  Indeed, loneliness is a consistent theme across recent 258 

research into the wellbeing of autistic adults (Moseley & Sui, 2019; Hickey et al. 2018; 259 

Chen et al., 2017).  Similarly, the prevalence of loneliness has been found to be higher 260 

in autistic children and adolescents relative to their non-autistic peers (Kalyva, 2010; 261 

van Asselt-Goverts et al., 2015). 262 

Social needs models of loneliness posit that loneliness results from an objective 263 

shortage of social contacts (e.g. Weiss, 1973).  Drawing on John Bowlby’s attachment 264 

theory, such perspectives emphasise various social needs.  These include social 265 

integration (for companionship, a sense of community, social engagement, etc.) and 266 

close relationships (for emotional security, intimacy, etc.), which, when left unmet due 267 

to the absence of interpersonal relationships, can result in loneliness  (Shaver & 268 

Buhrmester, 1983).  Studies have found that autistic people have fewer social 269 

opportunities and, in turn, fewer friends (e.g. Gurbuz et al., 2019) which may contribute 270 

in part to the increased prevalence of loneliness in the autistic population.  Social 271 

needs models of loneliness have, however, been criticised for neglecting the role of 272 

individuals’ cognitions and appraisals made in the experience of loneliness. 273 

Despite the absence of a single agreed definition, there does seem to be a 274 

consensus that loneliness is a subjective and unwanted experience that arises from a 275 

discrepancy between the quantity and quality of social connections that people desire 276 

and those they perceive they have (Hawkley & Cacioppo, 2010; Fried et al., 2020).  277 

This cognitive discrepancy model suggests that it is an individual’s subjective appraisal 278 

of, or dissatisfaction with, their social situation rather than the actual level of social 279 

contact itself that leads to loneliness.  Given that autistic people have been shown to 280 
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express more dissatisfaction with their social networks than non-autistic people (e.g. 281 

van Asselt-Goverts et al., 2015), this may also be a relevant factor. 282 

Other cognitive models of loneliness (Cacioppo et al., 2006; Cacioppo & 283 

Hawkley, 2009) have emphasised the role of perceived social threat and unsafety that 284 

can result from feeling lonely.  Such models posit that hypervigilance to social threat, 285 

which is often based on past experiences of mistreatment, gives rise to cognitive 286 

biases (e.g., viewing the social world as threatening) which can evoke responses from 287 

others that reinforce the individual’s expectations.  It may be the case that if autistic 288 

people are more likely to experience loneliness, they are also more likely to experience 289 

this self-fulfilling prophecy, whereby the lonely individual actively distances 290 

themselves from others. 291 

De Jong-Gierveld’s (1987) model of loneliness is one model that captures the 292 

perspectives of both social needs and cognitive models.  This model suggests causal 293 

factors for loneliness present within four areas: social structures (age, gender, 294 

relationship status, living arrangement, and employment), social network 295 

characteristics (friends and contact), one’s cognitive appraisal/perception of their 296 

social network (self-evaluated satisfaction and support), and personality 297 

characteristics (concept of self, social anxiety, introversion/extraversion).  This model 298 

was of particular interest in the current study given that it includes both social and 299 

individual/cognitive elements that may relate to the autistic experience as it is 300 

described in the literature.  For example, previous research with autistic populations 301 

has found associations between loneliness and female gender (Kapp et al., 2013) 302 

relating to social structures, quantity of friendships (Autism Spectrum Australia, 2013) 303 

relating to social network characteristics, dissatisfaction with social support (Ee et al., 304 
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2019) relating to cognitive appraisal/perception of one’s social network, and anxiety 305 

(Ee et al., 2019) relating to personality characteristics. 306 

There is emerging evidence to suggest that autistic people are better able to 307 

navigate social interactions with other autistic people than they are with non-autistic 308 

people, and similarly, that non-autistic people have more successful interactions with 309 

other non-autistic people than with autistic people (Sheppard et al., 2016).  Such 310 

research indicates that it is the difficulty autistic people face in navigating the non-311 

autistic social world that separates them from non-autistic people, rather than it being 312 

a disinterest in social relationships (Elmose, 2020; Causton-Theoharis et al. 2009).  313 

Deckers et al. (2014) found that autistic children demonstrate a wish for social 314 

interaction on an implicit level, but less so on an explicit level, suggesting that they 315 

may lack the skills and/or require specific circumstances to enable them to achieve 316 

their desired level of social interaction. 317 

The social challenges autistic people face often become more pronounced as 318 

they develop into adolescence (Picci & Scherf, 2015).  This period is characterised by 319 

increased autonomy and peer interactions.  Social complexity and social demands rise 320 

and awareness of personal social competence increases (Schopler & Mesibov 1983; 321 

Tantam, 2003).  Adolescents must also navigate the processes of pubertal maturation 322 

and identity formation (Laursen & Hartl, 2013).  This period may therefore offer 323 

challenges for young autistic people in remaining involved with and accepted by their 324 

peers and subsequently, satisfying their need to belong. 325 

Recent work has shown that, as with the non-autistic population (e.g. Luo et al., 326 

2012; Hawkley & Cacioppo, 2010; Cacioppo et al., 2006; Gow et al., 2007), loneliness 327 

is associated with a range of undesirable cognitive and emotional outcomes for autistic 328 

people.  These include a reduction in self-efficacy and increase in anxiety, depression, 329 
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suicidal ideation and self-harm behaviours (White & Roberson-Nay, 2009; Hedley, 330 

Uljarevic, Foley, et al., 2018; Lasgaard et al., 2010; Mazurek, 2014).  However, the 331 

direction of these associations is often unclear.  Research exploring the relationships 332 

between these variables has found that by increasing the likelihood of depression, 333 

loneliness predicts self-harm and suicidal ideation (Hedley, Uljarevic, Wilmot, et al., 334 

2018).  Given that autistic people are at considerably higher risk of suicide than the 335 

general population (Cusack et al. 2016), the contribution of loneliness to the mental 336 

health and social functioning of autistic people is an essential focus for research and 337 

intervention.  A synthesis of the available literature in this area would therefore be 338 

useful. 339 

The current review 340 

To the best of our knowledge, no systematic review exploring the effects of 341 

loneliness in autistic adults or adolescents currently exists, although some recent 342 

systematic reviews in the autism literature have included similar concepts.  For 343 

example, Cresswell et al.’s (2019) review explored the rewards and challenges autistic 344 

adolescents face in their experience of peer relationships, Smith and White’s (2020) 345 

review examined whether factors including loneliness were associated with 346 

depression in autistic adults and adolescents, and a scoping review by Kwan et al. 347 

(2020) explored loneliness and social isolation in children with neurodevelopmental 348 

disabilities.   349 

This systematic review therefore aims to synthesise existing literature on the 350 

psychosocial correlates of loneliness for autistic people, and offer a more thorough 351 

understanding than that gained from considering single studies.  This will not only 352 

serve to enhance understanding of the impact of loneliness on the mental health and 353 

social functioning of autistic people, but may also highlight areas for future research 354 
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and offer a rationale for future interventions aimed at alleviating loneliness in this 355 

population.  Given the research indicating that the prevalence of loneliness tends to 356 

increase from adolescence onwards, and that studies documenting elevated levels of 357 

loneliness in relation to autism tend to include adolescents rather than younger 358 

children, this review will include studies of autistic adolescents and adults.  The review 359 

therefore aims to answer the following questions: 360 

(1) What are the psychosocial correlates of loneliness for autistic adults and 361 

adolescents, based on the literature published between 2000 and 2020? 362 

(2) What does this tell us about the impact of loneliness on the mental health and 363 

social functioning of autistic adults and adolescents? 364 

Method 365 

The method of conducting and reporting this systematic review is largely in 366 

accordance with the Preferred Reporting Items of Systematic Reviews and Meta-367 

analysis guidelines (Page et al., 2021), though these guidelines were primarily 368 

developed for reviews of interventions, rather than for reviews with other objectives 369 

such as, prevalence, risk factors etcetera (Liberati et al., 2009; Moher et al., 2009).  370 

The review protocol was registered at the International Prospective Register of 371 

Systematic Reviews (PROSPERO: CRD42020204350). 372 

Inclusion and exclusion criteria 373 

Criteria for inclusion in the review were as follows: 374 

• Sample: Adults (aged over 18) and adolescents (aged over 10, in line with the 375 

World Health Organisation’s definition of adolescence) who have received a 376 

formal diagnosis of an Autism Spectrum Disorder; Studies with a sample size 377 

of 15 or more. 378 
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• Design: Quantitative studies and quantitative data extracted from mixed-379 

methods studies 380 

• Outcomes: Self-reported loneliness; Self-reported psycho/social factors 381 

• Publication language: English 382 

• Publication date: after January 2000 383 

Exclusion criteria were also applied as follows: 384 

• Sample: Studies including people with Intellectual Disability; Studies that do not 385 

perform some form of check of ASD diagnosis (e.g. original documents 386 

obtained, official disability cards reviewed, psychometric tests for autistic traits 387 

administered as part of the research) 388 

• Design: Qualitative studies 389 

Search strategy  390 

Development of the search strategy was assisted by a librarian (EH). A search 391 

of online databases was undertaken on 19th November 2020 and was re-conducted 392 

on 16th June 2021 to check for any newly published articles.  The following databases 393 

were searched: PsycINFO, PubMed, Web of Science and Cochrane databases, using 394 

a combination of four groups of keywords: 1) autism, 2) loneliness, 3) psychosocial 395 

factors, 4) adults and adolescents. Table 1 shows the terms included in the free-text 396 

search: 397 

Table 1 398 

Free-text search terms 399 

Keyword group Free-text search terms 

Autism autis* OR asperger* OR "pervasive developmental disorder" OR 

ASD OR ASC OR PDD  

 AND 

Loneliness lonel* OR isolat* OR alienat* OR connect* 
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 AND 

Psychosocial 

factors 

mental* OR social OR friend* OR peer* OR depress* OR anxi* 

OR schizo* OR bipolar OR  psycho* OR "obsessive compulsive" 

OR mood OR stress OR panic OR "eating disorder" OR suicid* 

OR dissociat* 

 AND 

Adults and 

adolescents 

adult* OR adolescen* OR teenage* OR "young people" OR 

youth* OR student* 

 400 

Table 2 shows MeSH terms used for the controlled language searches:  401 

Table 2 402 

MeSH Terms used 403 

Keyword group MeSH Terms 

Autism AUTISM SPECTRUM DISORDER OR DEVELOPMENTAL 

DISORDERS, PERVASIVE 

 AND 

Loneliness LONELINESS (supplemented with general terms: isolat* OR 

alienat* OR connect*) 

 AND 

Psychosocial 

factors 

MENTAL HEALTH OR MENTAL DISORDERS OR EMOTIONS 

OR SOCIAL PROBLEMS OR SOCIAL ENVIRONMENT OR 

PEER GROUP OR INTERPERSONAL RELATIONS 

(supplemented with general terms: “psychological wellbeing” OR 

“psychological distress” OR depress* OR anxi* OR schizo* OR 

bipolar OR psycho* OR "obsessive compulsive" OR mood OR 

stress OR panic OR "eating disorder" OR suicid* OR "mental 

illness" OR dissociat* 

 AND 

Adults and 

adolescents 

ADOLESCENT OR ADULT (supplemented with general terms: 

teenage* OR “young people” OR youth or student*) 

 404 
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Two filters were applied to the search: the language the study was published in 405 

(English only) and the date it was published (between January 2000 and the date of 406 

the search).  The bibliographic database searches were supplemented by scanning 407 

the reference lists of the included articles and other reviews of similar concepts, and 408 

field supervisors contacted colleagues to check for any additional studies meeting the 409 

review’s inclusion criteria.  410 

Selection of studies 411 

References were managed using EndNote X9, in which duplicates were 412 

removed.  In the first stage of screening, titles and abstracts of identified articles were 413 

screened by the first author using a checklist determined by the inclusion and 414 

exclusion criteria detailed above (Appendix B).  A sample was checked by a peer (JD) 415 

for accuracy, and studies not meeting the review’s criteria were excluded.  Stage two 416 

of screening involved evaluation of the full-texts of all studies included following Stage 417 

1 screening (n = 36) by the first author.  Again, a sample was checked by a peer (JD) 418 

and discrepancies were resolved through consultation with a research supervisor (KW, 419 

AF). The reasons for exclusion at this stage were recorded and are reported in Figure 420 

1.  421 

Figure 1. 422 

PRISMA 2009 Flow Diagram of Study Selection 423 
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 424 

All studies exploring potential relationships between the variables of interest 425 

were included in the review; no restrictions were placed on the method of statistical 426 

analysis used.  One of the exclusion criteria for this review was the inclusion of people 427 

with an ID.  The review took an inclusive approach, in that studies were only excluded 428 

if they explicitly stated that people with an ID were included in their study.  Where 429 

articles did not state whether people with ID were included in their sample or not, the 430 

article was included. 431 

Quality assessment  432 

Quality assessment tools for systematic reviews tend to be developed for the 433 

evaluation of intervention studies and are therefore often unsuitable for observational 434 
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studies (Jüni et al., 1999). In this review, study quality was assessed using the 435 

Newcastle Ottawa Scale (NOS) for case-control studies and a version of the NOS 436 

adapted for cross-sectional studies (see Appendix C and D respectively). 437 

The initial plan was to exclude poor quality studies from the review, and 438 

therefore quality assessment was performed prior to data extraction in order to avoid 439 

bias with regard to the studies included in the review.  The first author quality assessed 440 

each article, and a sample was discussed with the research supervisors (KW, AF) and 441 

an expert in systematic reviews (JG). Discrepancies were resolved by consensus.   442 

Data extraction 443 

Using a data extraction form developed by the research team (see a template 444 

in Appendix E), the primary author extracted relevant data from the articles. A sample 445 

was checked for accuracy by a peer (JD).  Attempts were made to gain/ascertain 446 

missing information and data (for example, on recruitment, funding source, response 447 

rate) by contacting the authors of the articles. Tables 3 and 4 show data on study 448 

characteristics and participant characteristics, respectively.  For ease of reporting, 449 

participant characteristics were separated into two tables, one for case-control studies 450 

(Table 4a) and one for cross-sectional studies (Table 4b). 451 

Methodological information and study findings from the 15 included articles 452 

were summarised in a narrative analysis.  For studies that included both children (aged 453 

under 10) and adolescents (aged over 10) in their sample, the adolescent data were 454 

extracted and included where possible.  Where extraction of the adolescent data only 455 

was not possible (for example, if data had been combined with data for children for 456 

analysis), the study was excluded.  The second of the two studies in Mahjouri’s (2011) 457 

paper was excluded for this reason.  Similarly, if studies included both self- and other- 458 
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(for example, parent/teacher) reported data, the self-reported data were extracted and 459 

included in the review.  Where this was not possible (such as, when parent and self-460 

reported data were combined for further analysis due to a high correlation between 461 

the two reports) that part of the analysis was not included/report.  Study results (all 462 

bivariate and/or multivariate associations between a psychosocial factor and 463 

loneliness examined in a study article) are listed in Table 5.  The majority of studies 464 

used p>.01 or p>.05 as the level of statistical significance; this review used p>.05 465 

throughout.  466 

Community Involvement  467 

As well as having had input in developing the review question, an Expert by 468 

Experience will be actively involved in the dissemination of the findings to participants 469 

and linked communities. 470 

Results 471 

Selection of studies  472 

The literature search yielded a total of 4604 citations, which after removing 473 

duplicates, left a total of 3365 studies for screening.  Of those, 3329 were excluded 474 

after screening of titles and abstracts (stage 1 screening).  Following closer inspection 475 

of the remaining 36 articles (stage 2 screening), a further 21 were excluded.  This left 476 

a total of 15 articles to be included in the review.  Figure 1 presents a flow chart of the 477 

study selection process. 478 

Study characteristics 479 

As shown in Table 3, publication dates for the 15 studies ranged between 2007 480 

and 2019, though the majority (n = 11, 73%) were published in the last decade.  The 481 

studies were conducted in various countries: a third (n = 5) were conducted in the 482 
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USA, and another study was conducted across the USA, Canada and the UK.  Three 483 

studies were conducted in Australia, three in Taiwan, and a further study was 484 

conducted across both Australia and Taiwan. One study was conducted in Belgium, 485 

and one was conducted in Denmark.  By way of study design, the included studies 486 

were a mix of seven (47%) case-control and eight (53%) cross-sectional studies.  All 487 

studies employed a questionnaire survey approach using non-randomised sampling 488 

techniques. None of the studies indicated that they had an autistic researcher/advisor 489 

as part of the research team. 490 

Over half of the studies (n = 8) included only adults, and a third (n = 5) included 491 

only adolescents. Two studies included both adult and adolescent participants.  The 492 

psychosocial correlates under scrutiny varied across studies, but included depression, 493 

anxiety, quality of friendships, and perceived social support.   494 

One of the inclusion criteria for the review was for studies to have performed 495 

some form of checks for autism; over half (n = 8) of the studies did this by administering 496 

an assessment for autistic traits as part of the research.  The other seven studies 497 

gained confirmation through means such as checking official diagnosis and obtaining 498 

information that participants had received a formal diagnosis in order to be accepted 499 

into the organisation from which recruitment took place. 500 

The source of funding for the study was acknowledged in nearly two thirds (n = 501 

9) of the 15 studies: in three instances the studies had received grants from the Taiwan 502 

Ministry of Science and Technology and in two instances funding was received from 503 

DXC Technology and the Australian Government Department of Human Services and 504 

Department of Defence. 505 
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Nearly two thirds of the articles (n = 9) measured loneliness via a variation of 506 

the University of California Los Angeles Loneliness Scales: over one third (n = 6) used 507 

the UCLA Loneliness Scale-Short (ULS-8), two studies used the full UCLA Loneliness 508 

Scale-version 3 (ULS-3) and one study used the 3-item version. In the remaining 509 

articles (n = 6), a variety of measures were used, including the de Jong Gierveld 510 

Loneliness Scale, Asher, Hymel, and Renshaw’s (1984) Loneliness Scale, and the 511 

Loneliness and Aloneness Scale for Children and Adolescents- Peers Scale- Short 512 

(LACA-P short).  Two studies (Chen, 2016 and Merkler, 2007) included non-513 

standardised measures of loneliness.  A wide range of different outcome measures 514 

were used for the psychosocial factors. 515 

Table 3 516 

Study Characteristics 517 

 518 
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Study Country Study 
Design 

Study 
Population 

How was ASC 
diagnosis 
established? 

Recruitment 
Source 

Variable of Interest 

(Outcome 
Measure) 

Autism 
Advisor 
Involvement 

Study 
Sponsorship
/ Funders 

Bossaert, 
Colpin, 
Jan Pijl & 
Petry 
(2012) 

Belgium Case 
control 

Students with 
SEN (ASD or 
motor/ 
sensory 
impairments) 

Asked the 
school whether 
participants 
had a formal 
diagnosis of 
ASD and for 
details of their 
diagnosis e.g. 
autism 
classification  

7th grade 
classrooms 
across 53 
schools  

Number of best 
friends in class (P’s 
asked to nominate 
best friends in class) 

Quality of friendship 
with best friend (an 
instrument 
developed by 
Malcom, Jensen-
Campbell, Rex-
Lear, and Waldrip 
(2006) 

Social self-concept 
(Social Description 
Questionnaire II-
Short (SDQII-S) 

Loneliness 
(Loneliness and 
Aloneness Scale for 
Children and 
Adolescents, Peers 
scale, short version; 
LACA-P short) 

Not specified Not specified 
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Brooks 
(2016) 

USA Case 
control 

Autistic adults Parents had to 
provide details 
of their child’s 
ASD diagnosis 
e.g. date of 
diagnosis, type 
of clinician 
who made the 
diagnosis, etc. 
Participants 
also had to 
return a score 
of above 19 on 
the Autism 
Spectrum 
Screening 
Questionnaire-
Revised 
Extended 
version 
(ASSQ-REV) 
to be included. 

Community 
organisations 
and through 
the 
Aspirations 
Programme 
(a social and 
vocational 
support 
program) 

Friendship quality 
(The Friendship 
Questionnaire; FQ) 

Loneliness (The 
UCLA Loneliness 
Scale, version 3; 
ULS-3) 

Positive/Negative 
Affect (The Positive 
and Negative Affect 
Schedule; PANAS) 

Social relationships 
and activities 
engaged in with 
peers (Friendship 
Activity Report) 

Not specified The 
Organisation 
for Autism 
Research 
(OAR) 
graduate 
research 
grant program 

The Coca-
Cola Critical 
Difference for 
Women 
grants 
program 

The 
Leadership 
Education in 
Neurodevelop
mental and 
Related 
Disabilities 
Program 
(LEND) 
research 
trainee fund  

The Ohio 
State 
University 
Nisonger 
Centre 



25 
 

Chang, 
Chen, 
Huang & 
Lin 
(2019) 

Taiwan Case 
control 

Autistic adults Checked 
disability cards 
issued by a 
health agency 
of the 
Taiwanese 
government 
which 
confirmed they 
had been 
diagnosed 
using the 
DSM-5 by a 
psychiatrist 

Flyers posted 
in 
mainstream 
high schools, 
clinics, local 
autism 
groups and 
public areas 
e.g. libraries. 

Features of 
friendship 
(Friendship 
Qualities Scales; 
FQS) 

Participation in 
activities (Child and 
Adolescent Scale of 
Participation; CASP 
– Chinese version) 

Anxiety (Beck 
Anxiety Inventory; 
BAI – Chinese 
version) 

Loneliness (The 
University of 
California Los 
Angeles Loneliness 
Scale- Short Form; 
ULS-8 – Chinese 
version) 

Not specified Grants from 
the Taiwan 
Ministry of 
Science and 
Technology. 

Chen, 
Bundy, 
Cordier,  
Chien & 
Einfeld 
(2016) 

Australia; 

Taiwan 

Cross-
sectional 

Autistic 
adolescents 
and adults 
(16-45) 

Administered 
the Social 
Responsivene
ss Scale - all 
p's (both 
countries) had 
T-scores of 
>60 indicating 
they were in 

Flyers 
circulated 
around 
Australia; 

Through 
Autism 
Special 
clinics at the 
National 

Participants’ 
activities, social 
engagements and 
experience of 
loneliness 
(Experience 
Sampling Survey) 

Social anxiety 
(Social Interaction 

Not specified Not specified 
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the mild-
moderate 
range of 
impairment 

Taiwan 
University 
Hospital 

 

Anxiety Scale; 
SIAS) 

Hedley, 
Uljarević, 
Foley, 
Richdale 
and 
Trollor 
(2018) 

Australia Cross-
sectional 

Autistic adults 
and 
adolescents 

Administered 
the AQ-Short.  
All participants 
were required 
to return a 
score >65, 
which 
indicates 
clinical 
significance for 
autistic traits 

Australian 
Longitudinal 
Study of 
Adults with 
Autism 
(ALSAA) and 
Longitudinal 
Study of 
Australian 
School 
Leavers with 
Autism. Data 
presented 
here are from 
the first data 
point from 
both of the 
longitudinal 
studies 

Loneliness (The 
University of 
California Los 
Angeles Loneliness 
Scale- Short Form; 
ULS-8) 

Social support (The 
Social Support 
Questionnaire-
Shortened Version; 
SSQ-6) 

Depression (The 
Patient Health 
Questionnaire; 
PHQ) 

Not specified DXC 
Technology 
and the 
Australian 
Government 
Department of 
Human 
Services and 
Department of 
Defence 

Hedley, 
Uljarević, 
Wilmot & 
Richdale 
(2018) 

Australia Cross-
sectional 

Autistic adults Administered 
the AQ-Short. 
Also 
recruitment 
targeted 
people with 
ASD whose 
diagnostic 

A supported 
employment 
programme; 

Local ASD 
service 
providers or 

Loneliness (The 
University of 
California Los 
Angeles Loneliness 
Scale- Short Form; 
ULS-8) 

Not specified DXC 
Technology 
and the 
Australian 
Government 
Department of 
Human 
Services and 
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status was 
confirmed at 
the application 
stage through 
provision of a 
letter from a 
GP or a 
diagnostic 
report 

support 
agencies 

Depression (The 
Patient Health 
Questionnaire; 
PHQ) 

Department of 
Defence 

Autism CRC 
post-doctoral 
fellowships 

Jackson, 
Hart, 
Brown & 
Volkmar 
(2018) 

USA, 
Canada, 
UK 
(Worldwi
de) 

Cross-
sectional 

Autistic adults Participants 
self-reported 
having a 
diagnosis of an 
ASD and 
reported the 
age at which 
they were 
diagnosed. 
The AQ-10 
was 
administered 
to check they 
met the clinical 
cut off 

Post-
secondary 
academic 
institutions 
within the 
USA; 

Advocacy/su
pport groups 
in the US, 
Canada, and 
the UK; 

Advertisemen
ts in ASD 
related 
academic 
journals 

Loneliness (The 3-
item University of 
California Los 
Angeles Loneliness 
Scale) 

Friendships, 
romantic 
relationships and 
bullying (Social 
Experiences Scale) 

Depression, anxiety 
and stress 
(Depression Anxiety 
and Stress Scale; 
DASS-21) 

Not specified No direct 
funding to 
report for this 
study, 
however, the 
position of 
one author 
was funded 
by the NIMH 

Lasgaard
, Nielsen, 
Eriksen & 
Goossen
s (2010) 

Denmark Case 
control 

Autistic 
adolescent 
males 

In order to be 
accepted into 
the schools, 
the boys had 
gone through 

Two special 
education 
schools for 
students with 
ASD or 

Loneliness (The 
University of 
California Los 
Angeles Loneliness 

Not specified Not specified 
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assessment 
and diagnosis 
by 
experienced 
clinicians, 
using ICD-10 
criteria and 
ADOS-Generic 

severe 
ADHD. 

Scale; ULS-3 – 
Danish version) 

Perceived social 
support and positive 
regard from family  
and peers (The 
Social Support 
Scale for Children; 
SSSC) 

Lin & 
Huang 
(2017) 

Taiwan Case 
control 

Autistic adults Checked  
disability cards 
issued by a 
health agency 
of the 
Taiwanese 
government 
which 
confirmed they 
had been 
diagnosed 
using the 
DSM-5 by a 
psychiatrist 

Flyers at 
clinics and 
local autism 
groups 

Quality of life 
(WHOQOL-Brief 
Taiwan version) 

Loneliness (The 
University of 
California Los 
Angeles Loneliness 
Scale- Short Form; 
ULS-8) 

Not specified Grant from 
the Ministry of 
Science and 
Technology, 
Taiwan 

Mahjouri 
(2011) – 
Study 1 

USA Cross-
sectional 

Autistic 
adolescents 

P's were 
enrolled in a 
larger school-
based 
intervention 
study, in which 
all participants 
had met 

Public and 
charter 
middle and 
high schools 

Loneliness (Asher, 
Hymel & Renshaw's 
Loneliness Scale) 

Anxiety 
(Multidimensional 
Anxiety Scale for 
Children; MASC) 

Not specified Not specified 
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criteria for a 
research 
diagnosis of 
ASDs on the 
ADOS 

Social Anxiety Scale 
for Adolescents 
(SAS-A) 

Depression 
(Children's 
Depression 
Inventory; CDI) 

Number of friends 
(Kids in My Class 
Survey) 

Mazurek 
(2014) 

USA Cross-
sectional 

Autistic adults Participants 
were required 
to have a 
formal 
diagnosis of 
ASD and 
provide the 
‘type’ of 
diagnosis. 
They 
administered 
the AQ-10 to 
check they 
reached the 
clinical cut off. 

National open 
enrolment 
ASD registry, 
the 
Interactive 
Autism 
Network 
(IAN) 
Research 
Database at 
Kennedy 
Krieger 
Institute, and 
John Hopkins 
Medicine, 
Baltimore 

Loneliness (The 
University of 
California Los 
Angeles Loneliness 
Scale- Short Form; 
ULS-8) 

Friendship quality 
(Unidimensional 
Relationship 
Closeness Scale) 

Life satisfaction 
(Satisfaction with 
Life Scale; SWLS) 

Self-esteem 
(Rosenberg Self-
Esteem Scale; RSE) 

Depression (The 
Patient Health 

Not specified Supported by 
the University 
of Missouri 
School of 
Health 
Professionals 
Catalyst 
Award 
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Questionnaire; 
PHQ) 

Merkler 
(2007) 

USA Case 
control 

Adults with 
HFASD  

Participants 
were 
diagnosed by 
licensed 
psychologists 
un-associated 
with the 
current study 
and recruited 
through the 
Neurodevelop
mental 
Disorders 
Research 
Centre Subject 
Registry Core. 

The 
Neurodevelo
pmental 
Disorders 
Research 
Centre 
Subject 
Registry Core 

Clinical 
symptomatology 
(The Brief Symptom 
Inventory; BSI) 

Time spent with 
others/How much 
p’s confide in others 
(the companionship 
and intimacy scales 
of the Network 
Relationships 
Inventory) 

Positive/negative 
affect (The Positive 
and Negative 
Affective Schedule; 
PANAS) 

Loneliness (The 
Social and 
Emotional 
Loneliness Scale for 
Adults; SELSA) 

Not specified Not specified 

Storch, 
Ehrenreic
h-May, 
Jones, 
Lewin & 

USA Cross-
sectional 

Adolescents 
with ASD and 
co-occurring 
anxiety 
disorder 

Administered 
the Autism 
Diagnostic 
Interview-
Revised (ADI-
R) and the 

Participants 
were enrolled 
in a 
psychosocial 
treatment 
study for 

Victimisation 
(Revised Peer 
Experiences 
Questionnaire; 
RPEQ) 

Not specified National 
Institute of 
Child Health 
and Human 
Development; 
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Murphy 
(2012) 

ADOS 
administered 
by a certified 
rater. Only p's 
who met ASD 
diagnostic 
criteria with 
100% certainty 
were included 

anxiety with 
recruitment 
involving two 
sites 

Loneliness (Asher 
Loneliness Scale; 
ALS) 

The All 
Children’s 
Hospital 
Research 
Foundation; 

The 
University of 
South Florida 
Office of 
Research and 
Innovation 
Established 
Researcher 
Grant 
Program 

Syu & Lin 
(2018) 

Taiwan Cross-
sectional 

Autistic adults Reviewed 
disability 
certificates 
issued by 
Taiwan Dept of 
Social Welfare 
to confirm 
diagnosis 

Local autism 
groups and 
organisations 

Anxiety (Beck 
Anxiety Inventory; 
BAI – Chinese 
version) 

Loneliness (The 
University of 
California Los 
Angeles Loneliness 
Scale- Short Form; 
ULS-8) 

Not specified Grant from 
the Taiwan 
Ministry of 
Science and 
Technology 

Whitehou
se, 
Durkin, 
Jaquet & 

Australia Case 
control 

Adolescents 
with Asperger 

P's must have 
received a 
DSM-5 based 
diagnosis of 
AS by two 

Mainstream 
secondary 
schools 

Perception of 
friendships ( 
Friendship Quality 
Questionnaire; 
FQQ) 

Not specified Not specified 



32 
 

519 

Ziatas 
(2009) 

qualified staff. 
Diagnosis was 
confirmed in 
the study by 
the Childhood 
Asperger 
Syndrome 
Test (CAST) 
completed by 
the parent of 
each 
participant - 
only those with 
the 
recommended 
cut off of 15+ 
were included 

Motivations for 
making friends 
(Friendship 
Motivation 
Questionnaire; 
FMQ) 

Loneliness (De 
Jong-Gierveld 
Loneliness Scale) 

Depression (Centre 
for Epidemiological 
Studies Depression 
Scale, Children's 
Version (CES-DC) 
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Participant characteristics 520 

To summarise participants’ characteristics across the studies, the case-control 521 

and cross-sectional studies were included in separate tables for ease of reporting (see 522 

Table 4a and Table 4b).   523 

Case-control (comparison) studies (n = 7). 524 

The total samples in the case-control studies ranged in size from N = 70 to N = 525 

238.  Of the seven case-control studies, all studies used ‘typically developing peers’ 526 

as a comparison group, and one study (Bossaert et al. 2012) added a second 527 

comparison group of participants with motor/sensory difficulties.  Given that findings 528 

related to the comparison groups were not a focus of this review, participant 529 

characteristics of the comparison groups will not be reported here in the narrative 530 

synthesis but can be found in Table 4a. 531 

The mean age of the participants varied between 14.2 years and 29.65 years 532 

for the ASD groups.  Two studies (Bossaert et al., 2012 and Whitehouse et al., 2009) 533 

did not report a mean age.  Three of the seven studies included adolescents only, 534 

three included adults only, and one study included both adults and adolescents.  In 535 

five of the seven studies, the ASD group consisted of more males than females. 536 

Lasgaard et al. (2010) only included males, and Brooks (2016) had an equal gender 537 

split. 538 

Ethnicity was reported in two of the seven case-control studies: 539 

White/Caucasian was the dominant ethnic group in both of these studies, with over 540 

80% of participants recorded as being White/Caucasian.  Diagnostic terminology 541 

varied, and included ASD, High Functioning Autism, Asperger Syndrome, PDD.  One 542 

study did not specify participants’ autism diagnosis.  Three studies provided details of 543 
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participants’ psychiatric diagnoses, which included mood disorders, anxiety disorders, 544 

and ADHD, whereas four did not specify whether participants had psychiatric 545 

diagnoses or not.  546 

In four out of the seven studies, the authors confirmed participants did not have 547 

an ID (for example, by checking official documentation or administering a standardised 548 

measure of intelligence as part of the research process, such as the BETA-III). 549 

Cross-sectional studies (n = 8). 550 

The samples in the cross-sectional studies ranged in size from N = 18 to N = 551 

185.  The mean age of the participants varied between 12.2 years and 37.11 years.  552 

Three of the eight studies included adults only, two studies included adolescents only, 553 

and three studies included both adults and adolescents.  Six of the eight cross-554 

sectional studies included more males in their sample than any other gender identity. 555 

However, Hedley, Uljarević, Foley et al., (2018) had more females than any other 556 

gender identity, and in Jackson et al. (2018), there was an equal male/female split, 557 

with the remainder of their sample (7%) being non-binary. 558 

Ethnicity was reported in six of the eight cross-sectional studies: 559 

White/Caucasian was the most dominant ethnic group in five of these studies, with 560 

over 50% of participants recorded as being White/Caucasian in each study.  In Chen’s 561 

(2016) study, the dominant ethnic group was Taiwanese (53%).  As with the case-562 

control studies, diagnostic terminology varied, and included ASD, High Functioning 563 

Autism, Asperger Syndrome, and PDD.  Only two cross-sectional studies reported 564 

whether participants’ had any psychiatric diagnoses.  For participants in Chen’s (2016) 565 

study, diagnoses included depression, anxiety, obsessive-compulsive disorder and 566 
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ADHD.  Syu and Lin (2018) does not provide details of the psychiatric diagnoses but 567 

indicated that 21% of their sample had at least one psychiatric diagnosis. 568 

Half of the cross-sectional studies (n = 4) performed some form of screen for 569 

ID.  Three of these used a standardised measure of intelligence, whereas Syu and Lin 570 

(2018) used a non-standardised reading and word recall test. 571 

Table 4a 572 

Participant Characteristics for Case-Control Studies573 
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 574 

Study Number of 
Participants 

Age 

Mean (SD) 

Range 

Sex/Gender (%) Recorded 
Ethnicity % 

ASD 
Diagnosis 

Did the 
study 
confirm 
no LD? 

Psychiatric 
Diagnoses % 

 ASD 
group 

Compari
son 
group/s 

ASD 
group 

 

Comp
arison 
group/
s 

ASD 
group 

 

Compariso
n group/s 

ASD 
group 

 

Compar
ison 
group 

  ASD 
group 

 

Comparis
on 
group/s 

Bossaert, 
Colpin, 
Jan Pijl & 
Petry 
(2012) 

50 Motor/ 
sensory 
impair.: 
58  

TD: 108  

Not 
specified 

(not 
specified) 

12-13 

M: not 
specifi
ed 

SD: 
not 
specifi
ed 

12-13 

M: 44 
(89.66%) 

F: 5 
(10.34%) 

Motor/ 
sensory 
impairment: 
M: 37 (64%) 

F: 21 (36%) 

Non-autistic: 
M: not 
specified 

F:  not 
specified 

Not 
specifie
d 

Not 
specifie
d 

ASD Not 
specified 

Not 
specified 

Not 
specified 

Brooks 
(2016) 

56 56  26.3 (6.0) 
18-40 

26.4 
(4.6) 
Range
:  not 
specifi
ed 

M: 28 
(50%) 

F: 28 
(50%) 

M: 28 (50%) 

F: 28 (50%) 

Caucasi
an: 48 
(85.7%) 

African: 
3 
(5.35%) 

Caucasi
an: 45 
(80.35%
) 

African: 
7 
(12.5%) 

HFASD Yes Mood 
disorder: 
57% 

Anxiety 
disorder: 
23% 

Mood 
disorder: 
38% 

Anxiety 
disorder: 
7% 

ADHD: 9% 
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Biracial: 
5 
(8.92%) 

Biracial: 
3 
(5.35%) 

Other: 1 
(1.78%) 

ADHD: 
38% 

Other: 
5% 

Other: 0% 

Chang, 
Chen, 
Huang & 
Lin 
(2019) 

101  101  15.6 (not 
specified) 
10-19 

16.1 
(not 
specifi
ed) 10-
19 

M: 84 
(83.17%) 

F: 17 
(16.83%) 

M: 53 
(52.47%) 

F: 48 
(47.52%) 

Not 
specifie
d 

Not 
specifie
d 

ASD No, but 
parents 
reported 
FSIQ as 
part of 
exclusion 
criteria 

Not 
specified 

Not 
specified 

Lasgaard
, Nielsen, 
Eriksen & 
Goossen
s (2010) 

39  199  14.2 
(1.03) 13-
17 

14.1 
(0.43) 
13-16 

M: 39 
(100%) 

M: 199 
(100%) 

Not 
specifie
d 

Not 
specifie
d 

Atypical 
autism; 

Asperger 
syndrome; 

PDD 

Not 
specified 

ADHD: 
n/% not 
specified 

Not 
specified 

Lin & 
Huang 
(2017) 

66  85  27.8 (5.2) 
20-38 

27.8 
(4.3) 
20-38 

M: 43 
(65.2%) 

F: 23 
(34.8%) 

M: 52 
(61.2%) 

F: 33 
(38.8%) 

Not 
specifie
d 

Not 
specifie
d 

ASD No, but 
checked 
governm
ent 
issued 
disability 
cards 

22.7% 0% 

Merkler 
(2007) 

37  82  29.65 
(10.19) 
18-52 

18 
(0.33) 
17-19 

M: 30 
(81.08%) 

F: 7 
(18.91%) 

M: 26 
(31.70%) 

F: 56 
(68.29%) 

Caucasi
an: 
89%; 

Caucasi
an: 
83%; 

Not 
specified 
(refer to 
‘autism’) 

Yes using 
the BETA 
III 

Not 
specified 

Not 
specified 
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 575 

Table 4b 576 

Participant Characteristics for Cross-Sectional Studies 577 

Study Number of 
Participants 
(dropouts) 

Age 

M (SD) 

Range 

Sex (%) Reported 
Ethnicity % 

ASD 
Diagnosis 

Did the study 
confirm no 
LD? 

Psychiatric 
Diagnoses % 

Chen, 
Bundy, 
Cordier, 
Chien & 
Einfeld 
(2016) 

30 Australian: 
24.8 (9.0) 
16–43 

M: 16 
(53.33%) 

F: 14 
(46.66%) 

Australian: 
46.66% 

Taiwanese: 
53.33% 

HFASD; 

Asperger 

Yes – by the 
Reading 
Comprehension 
Subtest of 
Woodcock 
Reading Test 

ADHD: 10%; 

Depression: 3.33%; 

Anxiety: 3.33%; 

African 
America
n: 3%; 

Asian: 
3%; 

Indian: 
2% 

African 
America
n: 10%; 

Hispani
c: 4%; 

Asian: 
5% 

Whitehou
se, 
Durkin, 
Jaquet & 
Ziatas 
(2009) 

35  35 Not 
specified 
(not 
specified) 

12-18 

Not 
specifi
ed (not 
specifi
ed) 

13-17 

M: 28 
(80%) 

F: 7 
(20%) 

M: 29 
(82.85%) 

F: 6 
(17.14%) 

Not 
specifie
d 

Not 
specifie
d 

Asperger 
syndrome 

Not 
specified 

Not 
specified 

Not 
specified 
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Taiwanese: 
27.8 (6.3) 
19–45 

(Australians) 
and WAIS-IV 
(Taiwanese) 

Obsessive–
compulsive 
disorder: 6.66% 

Hedley, 
Uljarević, 
Foley, 
Richdale 
and Trollor 
(2018) 

185 37.11 (15.41) 
14-80 

 

M: 83 
(44.86%) 

F: 92 
(49.72%) 

Other: 10 
(5.4%) 

Not specified ASD; 

HFASD; 

Asperger 
Syndrome 

Not specified Not specified 

Hedley, 
Uljarević, 
Wilmot & 
Richdale 
(2018) 

71  26.14 (8.20) 
17–56 

M: 63 
(88.73%) 

F: 8 
(11.26%) 

Australian: 84.5% 

Aboriginal or 
Torres Strait 
Islander: 1.4% 

Other (Chinese, 
Salvadorian, 
British, North 
American): 8.5% 

ASD; 

HFASD; 

Asperger 
Syndrome 

Not specified Not specified 

Jackson, 
Hart, Brown 
& Volkmar 
(2018) 

56  22.98 (6.01) 
18-57 

M: 26 
(46.4%) 

F: 26 
(46.4%) 

Non-binary: 
4 (7.1%) 

White: 80.4% 

Hispanic: 3.6% 

Black: 1.8% 

Asian: 7.1% 

Mixed/Other: 
7.1% 

Asperger 
Syndrome; 

ASD; 

HFA; 

PDD-NOS 

Not specified Not specified 

Mahjouri 
(2011) – 
study 1 

18 15.1 (2.17) 
12-18 

M: Not 
specified 
(86%) 

Caucasian: 
58.1% 

Latino: 11.6% 

ASD Yes – by the 
Stanford-Binet 
(5th Edition) 

Not specified 
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F: Not 
specified 
(14%)  

African American: 
0.0% 

Asian: 23.3% 

Other: 7% 

Mazurek 
(2014) 

108  32.4 (12.5) 
18-62 

M: 57 
(52.8%) 

F: 51 
(47.2%) 

Caucasian: 
88.0% 

Other: 12.0% 

Autism; 

Autistic 
disorder; 

Asperger 
Syndrome; 

PDD-NOS  

Not specified Not specified 

Storch, 
Ehrenreich-
May, Jones, 
Lewin & 
Murphy 
(2012) 

60 12.2 (1.1) 11-
14 

M: 48 
(80%) 

F: 12 (20%) 

Caucasian: 
73.3%; 

Hispanic/Latino: 
8.3%; 

Asian American: 
5.0%; 

African American: 
3.3%; 

Other/Mixed:10% 

Autism; 

Asperger 
Syndrome; 

PDD 

Yes – by a 
standardised 
measure of 
intellectual 
functioning 

Not specified 

Syu & Lin 
(2018) 

70 27.8 (5.0) 20-
39 

M: 46 
(65.7%) 

F: 24 
(34.3%) 

Not specified Autistic 
disorder; 

Asperger 
Syndrome; 

PDD-NOS; 

ASD 

Yes? – asked 
them to read a 
newspaper 
paragraph and 
then 
immediately 
write five of the 

21.4% 
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words they had 
read 

578 
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Quality appraisal 579 

A quality assessment was made of the 15 articles.  The results from the quality 580 

assessment are reported here first, in order to allow for this to inform the reporting of 581 

the synthesised results.  As shown in Table 6, the overall gradings for case-control 582 

studies were good (n = 0), fair (n = 0) or poor (n = 7).  As shown in Table 7, the overall 583 

gradings for cross-sectional studies were very good (n = 0), good (n = 0), satisfactory 584 

(n = 3) or unsatisfactory (n = 5).  The original plan was to exclude poor quality studies 585 

from the review, however this would have left only three studies for inclusion.  All 586 

studies were therefore included in the review, but given that 80% of the studies were 587 

rated as ‘poor’ or ‘unsatisfactory’, caution should be taken when interpreting the results 588 

and drawing conclusions about the findings.   589 

The three studies that achieved a rating of ‘satisfactory’ were Chen (2016), 590 

Hedley, Uljarević, Foley, et al. (2018) and Syu and Lin (2014).  The synthesis of study 591 

results were weighted in accordance with these quality ratings (see page 45 for 592 

details). 593 

Table 6 594 

Quality Assessment Ratings for Case-Control Studies595 
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 596 

Study Selection 

(max. 4 stars) 

Comparability 

(max. 2 stars) 

Exposure 

(max. 3 stars) 

Total 

(max. 9 stars) 

AHRQ standards 
(good / fair / poor 

quality) 

Bossaert, Colpin, 
Jan Pijl & Petry 
(2012) 

2 2 1 5 Poor 

Brooks (2016) 3 2 1 6 Poor 

Chang, Chen, 
Huang & Lin (2019) 

3 1 1 5 Poor 

Lasgaard, Nielsen, 
Eriksen & Goossens 
(2010) 

3 1 1 5 Poor 

Lin & Huang (2017) 3 2 1 6 Poor 

Merkler (2007) 1 1 1 3 Poor 

Whitehouse, Durkin, 
Jaquet & Ziatas 
(2009) 

3 2 1 6 Poor 

 597 

Table 7 598 

Quality Assessment Ratings for Cross-Sectional Studies 599 

 600 
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Study Selection 

(max. 5 stars) 

Comparability 

(max. 2 stars) 

Outcome 

(max. 3 stars) 

Total Herzog (2013) 
rating (very 
good, good, 
satisfactory, 

unsatisfactory) 

Chen, Bundy, 
Cordier, Chien & 
Einfeld (2016) 

1 1 3 5 Satisfactory 

Hedley, Uljarević, 
Foley, Richdale and 
Trollor (2018) 

1 1 3 5 Satisfactory 

Hedley, Uljarević, 
Wilmot & Richdale 
(2018) 

1 0 3 4 Unsatisfactory 

Jackson, Hart, 
Brown & Volkmar 
(2018) 

1 1 2 4 Unsatisfactory 

Mahjouri (2011) – 
study 1 

1 0 2 3 Unsatisfactory 

Mazurek (2014) 1 1 2 4 Unsatisfactory 

Storch, Ehrenreich-
May, Jones, Lewin 
& Murphy (2012) 

1 0 3 4 Unsatisfactory 

Syu & Lin (2018) 2 1 2 5 Satisfactory 

601 
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Study results 602 

In the 15 reviewed articles, 41 psychosocial factors were identified.  To simplify 603 

the presentation, the psychosocial factors were grouped into three main categories: 604 

quantity of social contacts, quality of social contacts, and psychological factors.  In 605 

order to allow quality assessment to inform the synthesis of the results, each of the 606 

three sections are structured around the results of the three studies that achieved a 607 

‘satisfactory’ rating, with the results from poor quality studies presented after and in 608 

relation to the higher quality papers.  The synthesis is also structured by age group 609 

(adult and adolescent) and study design (case-control or cross-sectional) to allow for 610 

a more detailed analysis and consideration to be given to factors potentially affecting 611 

inconsistencies across study results.  Three studies included both adults and 612 

adolescents in their sample.  This is referred to in the synthesis where relevant, 613 

however, all three of these studies are described under the ‘Adults’ headings.  As none 614 

of the case-control studies achieved a quality rating of satisfactory or above, it was not 615 

possible to structure the synthesis of case control study results by quality assessment.  616 

The variable terms used in this report are the terms used by the original study (e.g. 617 

‘social supports’, ‘friends’, ‘close friends’).  Given the heterogeneity of factors under 618 

study, as well as the overall poor quality and low number of studies included in the 619 

review, it was deemed inappropriate to conduct a meta-analysis (Deeks et al., 2021). 620 

Quantity of social contacts. 621 

Across all 16 studies, seven variables under the category of ‘Quantity of Social 622 

Contacts’ were identified.  This category includes factors concerned with the number 623 

of social contacts participants report. 624 

Adults. 625 
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Cross-sectional studies 626 

Hedley, Uljarević, Foley, et al. (2018), whose sample included both adults and 627 

adolescents, found that the fewer social supports participants perceived they had, the 628 

more loneliness they reported.  This finding is supported by two studies with an entirely 629 

adult population (that of Mazurek (2014) and Jackson et al. (2018), who found that 630 

greater loneliness was reported by participants who also reported fewer friends and 631 

close friends.  Further analyses by Hedley, Uljarević, Foley, et al. (2018) found that 632 

number of social supports significantly predicted loneliness, and similarly, Mazurek 633 

(2014) found that number of friends provided significant main effects in predicting 634 

loneliness in adults, even after controlling for the effects of ASD symptoms.  It is worthy 635 

of note that the study by Hedley, Uljarević, Foley, et al. (2018) achieved a ‘satisfactory’ 636 

quality rating, whereas the other studies did not. 637 

Case-control studies 638 

No studies examining quantity of social contacts in adults used a case-control 639 

design. 640 

Adolescents. 641 

Cross-sectional 642 

In the one cross-sectional study that included adolescents only, the relationship 643 

between number of friends and loneliness was found it to be insignificant (Mahjouri, 644 

2011).  In terms of school involvement, greater number of school friends was 645 

significantly associated with lower levels of loneliness (Mahjouri, 2011), though this 646 

study was of poor methodological quality.  Bivariate analyses were not reported for the 647 

relationship between loneliness and number of friends outside of school in this study. 648 

Case-control studies 649 
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The relationship between number of friends and loneliness was also found it to 650 

be insignificant in the case-control study exploring this relationship (Bossaert et al., 651 

2012).  Further, number of friends did not significantly predict loneliness (Bossaert et 652 

al., 2012).   In terms of school involvement, increased school participation (that is, 653 

active participation in school activities) was significantly associated with lower levels 654 

of loneliness (Chang et al., 2019).  One study found the relationship between 655 

loneliness and the amount of contact with peers outside school to be insignificant, 656 

though they did not report the statistics of this analysis (Lasgaard et al., 2010).  It is 657 

worthy of note that the study by Chang et al. (2019) received a ‘satisfactory’ quality 658 

rating, indicating that the results from this study are more reliable than those from 659 

studies, such as Lasgaard et al.’s (2010).   660 

Quality of social contacts. 661 

Across the 15 studies, 19 variables under the category of ‘Quality of Social 662 

Contacts’ were identified.  This category includes factors concerned with the perceived 663 

quality of social relationships that participants report. 664 

Adults. 665 

Cross-sectional 666 

Hedley, Uljarević, Foley, et al. (2018) (mixed adult and adolescent sample) 667 

found that greater satisfaction with social supports was reported by participants who 668 

reported lower levels of loneliness, and that this factor emerged as a significant 669 

predictor of loneliness.  The findings from this study, which received a ‘satisfactory’ 670 

quality rating, were supported by two poor quality studies.  Jackson et al.’s (2018) 671 

study of adults only found that greater satisfaction with close friends was significantly 672 

associated with lower levels of loneliness.  Number of, and satisfaction with, romantic 673 
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relationships were not found to be associated with lower levels of loneliness (Jackson 674 

et al., 2018).  A significant association was found between closeness of the 675 

relationship with a best friend and loneliness, though this did not significantly predict 676 

loneliness after controlling for the effects of ASD symptoms (Mazurek, 2014). 677 

Case-control studies 678 

In the studies using a case-control design, better friendship quality was found 679 

to be associated with lower levels of loneliness (Brooks, 2016).  Social network 680 

isolation and dyadic isolation were both significant predictors of loneliness in adults 681 

(Merkler, 2007).  This study also found that social network isolation predicted social 682 

network distress, and dyadic (emotional) isolation predicted dyadic (emotional) 683 

distress.  The former relationship was found to be stronger than the latter, indicating 684 

that autistic adults are more distressed in the absence of social network relationships 685 

than they are in the absence of dyadic relationships (Merkler, 2007).  Greater 686 

loneliness was found for those who reported lower quality of life in the social 687 

relationships domain (Lin & Huang, 2017).  However, all of these studies lacked 688 

methodological quality and therefore the results should not be considered reliable. 689 

Adolescents. 690 

Cross-sectional 691 

One cross-sectional study found positive associations between loneliness and 692 

four types of victimisation in adolescents, though the relationships were only significant 693 

for total peer victimisation and relational victimisation (Storch et al., 2012). The 694 

associations between loneliness and overt victimisation and reputational victimisation 695 

were not found to be significant, nor was the association between loneliness and 696 

prosocial receipt.  697 
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Case control 698 

Of the case-control studies,  two found a significant relationship between 699 

friendship quality and loneliness (Bossaert et al., 2012; Chang et al., 2019).  Further, 700 

the conflict/betrayal subscale of the Friendship Quality Questionnaire was identified 701 

as a significant predictor of loneliness in Whitehouse et al.’s (2009) study.  The more 702 

social support adolescents felt they received from either a school friend, classmates 703 

or parents, the lower the level of loneliness they reported (Lasgaard et al., 2010).  704 

However, when the effect of siblings was controlled for, the relationship between 705 

loneliness and perceived social support from a close friend was no longer significant 706 

(Lasgaard et al., 2010).  An increased risk of loneliness was found for participants who 707 

reported a lower overall friendship score, however this factor did not significantly 708 

predict loneliness itself (Whitehouse et al., 2009).  All of the studies examining quality 709 

of social contacts in adolescents were of poor methodological quality. 710 

Psychological factors. 711 

Across the 15 studies, 15 variables under the category of ‘Psychological 712 

Factors’ were identified.  This factor is concerned with individual-level processes and 713 

meanings that influence mental states. 714 

Adults. 715 

Cross-sectional  716 

Hedley, Uljarević, Foley, et al. (2018) (both adults and adolescents) found that 717 

as loneliness increases so does depression.  The finding from this ‘satisfactory’ quality 718 

study was supported by two other poor quality studies quality that examined the 719 

relationship between loneliness and depression, one in a combined adult/adolescent 720 

sample (Hedley, Uljarević, Wilmot, et al., 2018) and the other in an adult sample 721 
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(Mazurek, 2014).  Hedley, Uljarević, Foley, et al. (2018) also found that loneliness 722 

predicted depression, and Mazurek (2014) found this to be the case  even after 723 

controlling for the effects of ASD symptoms.  Further, suicidal ideation (Hedley, 724 

Uljarević, Foley, et al., 2018) and thoughts of self-harm (Hedley, Uljarević, Wilmot, et 725 

al., 2018) both increased with an increase in reported loneliness, and both of these 726 

relationships were mediated by depression.   727 

Syu and Lin’s (2014) study, which was of ‘satisfactory’ methodological quality, 728 

found a positive relationship between loneliness and anxiety in adults, and this finding 729 

was supported by another study examining this relationship (Mazurek, 2014).  730 

Mazurek (2014) also found that, after controlling for ASD symptoms, loneliness 731 

significantly predicted anxiety, and also self-esteem.  Chen’s (2016) study, which also 732 

achieved a ‘satisfactory’ quality rating for their study of a combined adult and 733 

adolescent sample, however, found that severe social anxiety was only weakly related 734 

to ‘feeling lonely’ whilst engaging in ‘solitary/parallel leisure activities’ (as opposed to 735 

activities requiring social interaction). 736 

Overall, loneliness provided significant main effects in predicting satisfaction 737 

with life after controlling for ASD symptoms (Mazurek, 2014).  After controlling for age 738 

and gender, loneliness emerged as a significant predictor of overall emotional distress 739 

(Jackson, 2018).  However, neither of these studies were of satisfactory 740 

methodological quality. 741 

Case-control  742 

In the studies using a case-control design, positive affect was found to be higher 743 

in adults who reported lower levels of loneliness, whereas negative affect was higher 744 

in those who reported greater loneliness  (Brooks, 2016).  Overall, loneliness provided 745 
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significant main effects in predicting quality of life in the psychological health domain 746 

(Lin & Huang, 2017).  However, both of these studies were of poor methodological 747 

quality and therefore the results cannot be considered reliable. 748 

Adolescents. 749 

Cross-sectional 750 

Consistent with the findings of studies including adult and combined 751 

adult/adolescent samples, a significant relationship between loneliness and 752 

depression was found in an adolescent only sample (Mahjouri, 2011).  Positive 753 

relationships were also found between loneliness and social anxiety for adolescents 754 

(Mahjouri, 2011). However, the relationship between multi-dimensional anxiety and 755 

loneliness was not found to be significant (Mahjouri, 2011). 756 

Case-control 757 

Whitehouse et al. (2009) found that loneliness was a significant mediator in the 758 

relationship between depressive symptoms and friendship quality in adolescents.  759 

Positive relationships were also found between loneliness and anxiety (Chang et al., 760 

2019).  Loneliness emerged as a mediator in the relationship between anxiety and 761 

friendship quality (Chang, 2019).  Social self-concept in relation to same sex and 762 

opposite sex relationships were found to be higher in adolescents who reported lower 763 

levels of loneliness (Bossaert et al., 2012).  Same-sex social self-concept was also 764 

found to predict loneliness, however opposite-sex social self-concept was not 765 

(Bossaert et al., 2012).  Again, all of the studies examining psychological factors in an 766 

adolescent sample were of poor methodological quality and so their results cannot be 767 

considered reliable. 768 

Table 5 769 
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Study Results770 
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Study Method of Analysis Main Findings 

Bossaert, Colpin, Jan Pijl & 
Petry (2012) 

Correlations calculated to 
examine the links among 
friendships, social self-concept 
and loneliness. 

 

 

 

 

Multiple regression analyses 

 

 

 

 

ASD group:  

Loneliness + number of friends -0.06 

Loneliness + friendship quality -0.11 

Loneliness + social self-concept (same sex) -0.65*** 

Loneliness + social self-concept (opposite sex) -0.49*** 

*** Beta coefficient (b) significant at p < .001. 

 

ASD group: 

Same-sex social self-concept (and not opposite-sex social 
self-concept or number of friends) predicted loneliness (R2 = 
0.48, F(5,48) = 9.00, p < .001). 

Friendship quality did not have a significant effect on 
loneliness. 

Brooks (2016) Pearson correlations to explore 
the relationships among 
loneliness, friendship quality and 
emotions. 

HFASD group: 

Loneliness + positive affect scores -0.553** 

Loneliness + negative affect scores 0.258* 

Loneliness + friendship quality -0.467** 

*Significant at the .05 level; **Significant at the .001 level 

Chang, Chen, Huang & Lin 
(2019) 

Correlation to explore 
relationships between loneliness 
and school participation, 
friendship quality and anxiety. 

 

ASD group: 

Loneliness + school participation -0.449*** 

Loneliness + friendship quality -0.229* 

Loneliness + anxiety 0.442*** 
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Mediation  

To examine whether loneliness 
was a mediator of the 
relationship between friendship 
quality and anxiety, a series of 
regression analyses were 
performed. 

*p < .05. **p < .01. ***p < .001. 

 

ASD group: 

Loneliness mediated the relationship between friendship 
quality and anxiety, and based on analyses using Sobel's 
test [45], the mediation effect was found to be significant. 

 

Chen, Bundy, Cordier, Chien 
& Einfeld (2016) 

Moderating effects on the 
experience in everyday 
participation. 

Severe social anxiety was only weakly related to ‘feeling 
lonely’ while engaging in ‘solitary/parallel leisure’ (β = -0.02, 
p = 0.01*) 

* p<0.05; ** p<0.01 

Hedley, Uljarević, Foley, 
Richdale and Trollor (2018) 

Correlation to explore the 
relationships between social 
support, depression and suicidal 
ideation. 

 

 

 

 

Multiple regression models 
exploring predictors depression. 

 

 

Loneliness + Social Support Questionnaire Short Number (of 
supports) -.379** 

Loneliness + Depression 0.437** 

Loneliness + Social Support Questionnaire Short Satisfaction 
(with support) –0.558** 

Loneliness + Suicidal ideation .284** 

* P < .05, **P < .01 

 

The total model accounted for 29.1% of variance, F = 18.44, 
P < .001, with loneliness (t = 3.11, 𝛽 = .24, P = .002) 
emerging as a unique predictor of depression scores. 
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Path model exploring the 
predictive roles that ASD traits, 
loneliness, the number of social 
supports, satisfaction with the 
available social support, and 
depressive symptoms, play in 
suicidal ideation. 

 

Number of social supports predicted loneliness (𝛽 = –.17, P 
= .009), and satisfaction with social support predicted 
loneliness (𝛽 = –.47, P < .001). 

 

Mediation analyses showed significant effects of loneliness 
(b = .04; BCa [.02, .06]) on suicidal ideation through 
depression, with depression accounting for 83.9 of the total 
effect. 

Hedley, Uljarević, Wilmot & 
Richdale (2018) 

Correlations exploring 
relationships between loneliness 
and depression and self-harm. 

 

Two exploratory mediation 
analyses were performed to 
characterise the nature of the 
depression–loneliness– thoughts 
of self-harm interrelationship 

Loneliness + depression 0.392* 

Loneliness + thoughts of self-harm .338* 

* p < .01. ** p < .001. 

 

The mediation model exploring whether the relationship 
between loneliness and thoughts of self-harm was mediated 
by depression was supported, b = .011, BCa 95% CI [.004, 
.023], standardized effect size = .19, BCa [.09, .33]. The 
mediator accounted for 56.7% of the total effect, R2 = 30.9%, 
F = 15.46, p < .001. 

Jackson, Hart, Brown & 
Volkmar (2018) 

Correlations to explore the 
relationships between 
loneliness, close friends and 
romantic relationships. 

 

 

Hierarchical stepwise 
regression analysis 

Loneliness (M=6.52, SD=1.96) was found to be significantly 
associated with the number of close friends participants 
reported (rs (54)=−0.52, p<0.001) and how satisfied they 
were with how many close friends they had (rs (54)=−0.61, 
p<0.001), but was not found to be associated with number of 
or satisfaction with romantic relationships (0.36<ps<0.38). 

 

Controlling for age and gender, overall loneliness emerged 
as a significant predictors of overall emotional distress. 
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Lasgaard, Nielsen, Eriksen & 
Goossens (2010) 

Correlations to explore 
relationships between loneliness 
and perceived social support 
from peers and parents. 

 

 

Post hoc tests 

 

 

Loneliness correlated negatively with perceived social 
support from classmates (r = -0.52, p<0.005), parents (r = -
.43, p<0.01), and a school friend (r = -.40, p<0.05). 

Moreover, no association was found between loneliness and 
the amount of contact with peers outside school. 

 

Controlling for the effect of siblings on correlations between 
the UCLA and the SSSC, using partial correlations, the 
moderate association between loneliness and perceived 
social support from a close friend no longer proved 
significant (r = -0.24, ns). 

Lin & Huang (2017) Correlations to explore 
relationships between loneliness 
and quality of life domains. 

 

 

Multivariate regression 
analysis 

Loneliness ( r= -0.378, p < 0.01) was related to the 
psychological health domain. 

Loneliness (r = -0.404, p < 0.01) was related to the social 
relationships domain. 

 

Lower score for the psychological health domain (R2 = 0.516, 
p < 0.001) was significantly predicted by more loneliness (β= 
-0.271, p < 0.01). 

Mahjouri (2011) Study 1 Correlations to explore 
relationships between 
loneliness, anxiety, depression 
and friendships. 

Loneliness + social anxiety.503* 

Loneliness + multidimensional anxiety .364 

Loneliness + depression.683** 

Loneliness + no. of friends in school -0.605** 

Loneliness + no. friends identified -0.310 

Loneliness + no. friends outside school not specified 

* .05>p **.01>p  
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Mazurek (2014) Correlations to examine 
relationships between loneliness 
and each well-being variable 
(including friendships, life 
satisfaction, self-esteem, 
depression, and anxiety). 

 

 

 

 

Regression analyses  

Loneliness was positively correlated with depression (r = .48, 
p < .001) and anxiety (r = .34, p = .001), and negatively 
correlated with both satisfaction with life (r = −.46, p < .001) 
and self-esteem (r = −.38, p < .001). 

Number of friends was negatively correlated with loneliness 
(r = −.34, p = .001) 

For those who reported having a best friend, the closeness 
of the friendship relationship was negatively correlated with 
loneliness (r = −.29, p = .02). 

 

Loneliness provided significant main effects in the models 
predicting depression (β = .49, p < .001), anxiety (β = .32, p 
= .002), satisfaction with life (β = −.42, p < .001), and self-
esteem (β = −.32, p = .001). In contrast, AQ did not 
contribute to the prediction of well-being in any model.  

Number of friends provided significant main effects in 
predicting loneliness even after controlling for the effects of 
ASD symptoms (β = −.29, p = .007), whereas AQ was not a 
significant predictor. 

Friendship closeness approached significance in predicting 
loneliness after controlling for the effects of ASD symptoms 
(β = −.23, p = .06). 

Merkler (2007) Regression analyses  

 

 

 

 

Social network isolation was a significant predictor of social 
network distress (b = 2.531, p<.05) and dyadic (emotional) 
isolation was a significant predictor of dyadic distress (b = 
.965, p<.05). 
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The relationship between social network isolation and social 
network distress was stronger than the relationship between 
dyadic isolation and dyadic distress, t = 2.57, p < .05.  

Social network isolation was a significant predictor of all 
three individual emotion outcome variables (sadness, anger 
and loneliness). 

Dyadic isolation was a significant predictor of all three 
individual emotion outcome variables (sadness, anger and 
loneliness). 

Storch, Ehrenreich-May, 
Jones, Lewin & Murphy (2012) 

Correlations between peer 
victimisation, social impairment, 
and loneliness. 

Loneliness + Total Victimization .29* 

Loneliness + Overt Victimisation .13 

Loneliness + Relational Victimisation .30* 

Loneliness + Reputational Victimisation .23 

Loneliness + Prosocial Receipt -.01 

*p≤.05; **p≤.01 

Syu & Lin (2018) Correlation to evaluate 
relationships between loneliness 
and anxiety. 

Loneliness + anxiety 0.501*** 

∗p < 0 05, ∗∗p < 0 01, and ∗∗∗p < 0 001 

Whitehouse, Durkin, Jaquet & 
Ziatas (2009) 

Correlation to examine the 
relation between overall 
friendship score and loneliness. 

 

 

Regression to examine whether 
overall friendship predicts 
loneliness. 

ASD group: 

Significant negative association between the overall 
friendship score and levels of loneliness (r(34) = -0.28, p = 
0.04). 

 

ASD group: 

Overall friendship score did not predict levels of loneliness 
(R2 = 0.08, F(1,34) = 2.84, p = 0.1). 
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Separate multiple regression 
analyses to investigate whether 
scores on one or more of the 
FQQ subscales may be related 
to levels of loneliness. 

 

Mediation analysis to 
determine whether feelings of 
loneliness mediated any 
association between friendship 
quality and levels of depressive 
symptoms. 

 

ASD group: 

The conflict/betrayal subscale of the FQQ was the only 
significant predictor of loneliness levels (β = 0.54, t(31) = 
3.14, p < 0.01). 

 

Feelings of loneliness was a significant mediator in the 
association between friendship quality and levels of 
depressive symptoms (p = 0.05). 

 

771 
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Discussion 772 

Main findings 773 

Loneliness as a chronic state is a well-documented risk factor for negative 774 

health outcomes in the general population.  Despite some research indicating that 775 

autistic people have less desire for social interaction (Chevallier et al., 2012), more 776 

recent research is challenging this assumption, indicating higher rates of self-reported 777 

loneliness in autistic adults and adolescents (Mazurek, 2014; Bauminger & 778 

Kasari, 2000, Lasgaard et al., 2010) than in their non-autistic peers. 779 

Over the last decade, studies have begun to investigate the impact of loneliness 780 

on the wellbeing of autistic people.  The aim of this review was therefore to synthesise 781 

the findings of existing research to understand the psychosocial factors that are 782 

associated with loneliness for autistic adults and adolescents.  This was achieved via 783 

a systematic search of the literature published between January 2000 and 16th June 784 

2021.  A narrative synthesis of studies was provided.  To our knowledge, this is the 785 

only systematic review of its kind.  Given the clinical heterogeneity within studies, a 786 

meta-analysis was deemed inappropriate. 787 

A total of 41 psychosocial factors were studied in the 15 articles included in this 788 

review.  Many psychosocial factors were found to be significantly associated with 789 

loneliness, indicating that on the whole, lower levels of loneliness are found in 790 

participants who report a higher number of social contacts, greater quality of social 791 

contacts, and better psychological health/wellbeing.  However, it is difficult to draw 792 

more specific conclusions about the findings given that only two factors were 793 

significantly associated with loneliness across more than one study; namely anxiety 794 

and depression.  Across several studies, greater loneliness was associated with 795 
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greater depression, and loneliness emerged as a predictor of depression even after 796 

controlling for ASD symptoms.  Similarly, greater loneliness was associated with 797 

greater anxiety across studies, and, after controlling ASD symptoms, loneliness was 798 

found to predict anxiety.  In addition, loneliness mediated the relationships between 799 

depression and friendship quality, and anxiety and friendship quality.  To allow for a 800 

more detailed analysis and consideration to be given to factors potentially affecting 801 

inconsistencies across study results, the synthesis was structured by age of the 802 

sample group (i.e., adults or adolescents) and study design (i.e., cross-sectional or 803 

case-control).  One tentative finding was revealed from this additional level of analysis, 804 

in that for adolescents, number of school relationships were associated with levels of 805 

loneliness when other/general relationships were not, whereas for adults, 806 

other/general relationships were associated with levels of loneliness.  No other notable 807 

differences between the adult/adolescent studies and the case-control/cross-sectional 808 

studies were apparent.  However, it is recognised that the lack of significant findings 809 

here may be due to methodological issues in the studies (such as, small sample sizes, 810 

differences in recruitment strategies, lack of clarity around age within samples).  811 

It is important to note the overall low quality of studies in this review.  The 812 

inconsistency in findings across studies in relation to other psychosocial factors may 813 

be explained in part by the poor quality of studies, as weaknesses in the design and 814 

conduct of research may result in over- or under- estimation of the relationships under 815 

study (Whiting et al., 2004; Whiting et al., 2013).  Results should not be considered to 816 

be reliable and it would therefore be inappropriate to draw conclusions about specific 817 

targets for intervention.  This said, it is also important to acknowledge the limitations 818 

of the quality assessment tools used, as discussed in the section of this report 819 

pertaining to strengths and weaknesses of the review. 820 
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The findings of this review are consistent with the literature on loneliness in 821 

autistic children (Kwan et al., 2020), non-autistic adults (Cacioppo et al., 2006; Joiner 822 

et al., 2009) and non-autistic adolescents (Lasgaard et al., 2011) in showing the 823 

significant and wide ranging associations between loneliness and psychosocial 824 

outcomes.  In line with the existing literature demonstrating the long lasting impact of 825 

loneliness on future mental health problems, such as the recent rapid review by 826 

Loades et al. (2020), this review indicated significant associations in both autistic 827 

adolescents and adults (total sample ranged between 10 years and 62 years), 828 

suggesting that loneliness is associated with negative psychosocial outcomes across 829 

the lifespan.  The associations found can be understood within the context of de Jong-830 

Gierveld’s model of loneliness (1987) with the majority of factors falling within the 831 

domains of social network characteristics, the cognitive appraisals one makes of their 832 

social network, and factors classified within the model as personality characteristics, 833 

such as, self-concept and social anxiety.  However, as is the case within the general 834 

population literature (Groarke et al., 2020), the direction of many of the associations 835 

remain unclear.  Given the distinction made in the literature between loneliness and 836 

associated concepts such as aloneness (Peplau & Perlman, 1982; Perlman & 837 

Peplau, 1981), it was anticipated that the relationships between loneliness and factors 838 

within the ‘Quantity of Social Contacts’ category may be weaker than those between 839 

loneliness and factors within the ‘Quality of Social Contacts’ category.  However, this 840 

review has not found evidence to support this hypothesis.  841 

Given the number and range of significant associations found between 842 

loneliness and the ‘Psychological Factors’ and the ‘Quality of Social Contacts’ factors 843 

in particular, there is evidence to suggest that loneliness has negative implications for 844 

the mental health and social functioning of autistic adults and adolescents.  This 845 
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contradicts traditional views assuming that autistic people have less desire for social 846 

relationships.  Further, despite previous research suggesting that autistic individuals 847 

may want social interaction on an implicit level, but less so on an explicit level (for 848 

example, Deckers et al., 2014), the studies in this review suggest that autistic 849 

participants express a desire for social interaction on an explicit level (by way of self-850 

report questionnaires) too. 851 

 Strengths and limitations of the studies included 852 

As noted, the main limitation of the studies included in this review is their low 853 

quality, as only three of the 15 studies received ratings of ‘satisfactory’ rather than 854 

‘poor’ or ‘unsatisfactory’.  The lack of good quality research means that confidence in 855 

the results of the studies is limited.  Only one study reported a justification for their 856 

sample size.  Sample sizes were generally fairly small, and therefore associations with 857 

loneliness needed to be strong in order to yield significant results, and weaker 858 

associations may have been left undetected.  No studies included a follow-up; 859 

longitudinal research would help to determine the causal relations among loneliness 860 

and psychosocial factors with more confidence.  The majority of studies used 861 

convenience sampling, therefore the studies lack clear generalisability, and there is a 862 

potential for bias based on self-selection and the possibility of under- or over- 863 

representation of the population.  Convenience sampling is the norm within 864 

developmental research as probability samples are costly and are often not best suited 865 

to developmental research questions (Jager et al., 2017).  However, the implications 866 

for study findings should still be acknowledged, and efforts should be made to reduce 867 

the bias that this method of sampling risks.  For the studies included in this review, 868 

inclusion of larger sample sizes, introduction of some probability sampling, and efforts 869 

to diversify samples by distributing questionnaires on various occasions, and at 870 
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various times and recruitment sites, would have reduced the likelihood of bias in these 871 

samples.  Identification of a core set of standardised outcome measures for the 872 

variables relevant to this field of research would be beneficial for comparing studies. 873 

A further limitation of the studies included in this review is that none reported 874 

that their research team included an autistic researcher or ‘autistic advisor’.  Inclusion 875 

of autistic people on research teams can improve the epistemological integrity of 876 

studies, improve ecological validity and embed findings within real-world contexts, and 877 

thus, strengthen the application of findings to practice (Fletcher-Watson et al., 2019; 878 

Carrington et al., 2016; Milton & Bracher, 2013). 879 

Generalisability  880 

An inclusion criterion of the review was that data were self-reported.  881 

Characteristics of individuals who self-select to research studies may be different to 882 

those who do not, and therefore the findings cannot be generalised to the autistic 883 

population as a whole.  Over two thirds of studies were conducted in Western 884 

countries, and although ethnicity data were not consistently reported, where data were 885 

available it appears there is an over-representation of people who identify as 886 

White/Caucasian in the samples.  There are cultural differences relevant to the 887 

variables under review, for example, that Western cultures tend to be characterised 888 

by individualism and independence, whereas non-Western cultures tend to favour 889 

interdependence and collectivism (emphasis on family and community relationships) 890 

(Özdemir & Tuncay, 2008).  It is therefore unclear whether the conclusions drawn 891 

about the impact of loneliness in this review, based on mainly White/Western samples, 892 

would be valid for non-White/Western samples.  In addition, the majority of samples in 893 

the included studies were dominated by individuals who identify as male and, given 894 

hypothesised sex-based differences in autistic presentations, it is not clear whether 895 
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loneliness and other psychosocial factors in autistic females can be understood in the 896 

same way as in autistic males. 897 

Strengths and limitations of the systematic review 898 

A number of efforts were made to increase the robustness of this review.  899 

Firstly, trialling the search strategy and complementing the database search with 900 

manual searches of the reference lists of selected papers enables confidence that 901 

relevant research published within the specified timeframe was identified, and 902 

therefore, that conclusions drawn here consider available evidence.  Secondly, a 903 

sample of the screening and selection, data extraction and quality assessment were 904 

all cross-checked by an independent reviewer to improve accuracy and objectivity.  905 

Thirdly, studies were only included in the review if they performed some form of check 906 

for ASD diagnosis.   907 

Reviews of a similar nature have examined concepts closely related to 908 

loneliness, such as social isolation and alienation.  However, research has made a 909 

clear distinction between being objectively socially isolated and feeling lonely (Perlman 910 

& Peplau, 1984; Leigh-Hunt et al., 2017).  The more stringent criteria of this review in 911 

this regard therefore increases its robustness. 912 

Quality assessment tools are generally designed for evaluating intervention 913 

studies and as such are not well-suited to a review of the types of studies included in 914 

this review (Jüni et al., 1999).  The NOS was chosen for the current research as it is 915 

recommended as a valid tool for quality assessing observational/non-randomised 916 

studies by the Cochrane Collaboration (Higgins et al., 2019), and given that it has 917 

versions adapted for use with both cross-sectional and case-study designs.  However, 918 

the tool still lacked relevance and sensitivity to the topic under study which rendered 919 
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quality assessment challenging, introducing a degree of subjectivity in that quality 920 

assessment items needed to be amended to ensure that they were relevant.  Even 921 

then, the quality assessment tool did not take account of issues currently relevant to 922 

research in the field of autism, for example, whether research teams included autistic 923 

researchers or whether studies used measures validated for use with an autistic 924 

population.  However, item ratings were consistent across studies and this process 925 

allowed for quality to be taken into account when interpreting the results, improving 926 

the relevance and accuracy of conclusions drawn, as is advised by the Evidence-927 

based Practice Centre Program of the Agency for Healthcare Research & Quality 928 

(AHRQ) and the Cochrane Collaboration.  An example of reasoning behind the quality 929 

ratings are included in Appendix F. 930 

However, there are limitations to the review.  One of the review’s exclusion 931 

criterion was inclusion of participants with an ID.  However, it was not always clear 932 

whether participants with an ID were included in the sample or not.  To avoid the 933 

inappropriate exclusion of articles, studies were included unless they specifically 934 

stated that their sample included individuals with an ID.  This means it is not possible 935 

to draw conclusions about the findings being relevant to autistic people only, as 936 

opposed to people with an ID and/or autism and ID.  937 

The broad age range may also be considered a limitation of this review.  It has 938 

been argued that loneliness is a multi-faceted construct and that the different aspects 939 

of loneliness may present in different developmental stages (Heinrich & Gullone, 940 

2006).  The inconsistency in results may in part be explained by the broad age range 941 

within the sample, in that associations may be found for some age groups but not 942 

others. 943 
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This review was one of self-reported loneliness and self-reported psychosocial 944 

factors.  Many studies also included data reported by important others (such as, 945 

parents or teachers), particularly of social factors.  Where possible, the self-reported 946 

data were extracted.  However, where self- and other- reported data were 947 

combined/collapsed for all or parts of the analysis in the published article, authors were 948 

contacted directly to request the self-report data only.  No responses from authors 949 

were received however, meaning that whole articles (Bonhert et al., 2019) or parts of 950 

the analysis (e.g. in Storch et al., 2012) had to be excluded.  This means that a small 951 

selection of self-reported data are missing from this review. 952 

The seven case-control studies included in this review compared the 953 

relationships between loneliness and psychosocial factors for autistic participants and 954 

non-autistic participants (one study also included individuals with motor/sensory 955 

difficulties as a second comparison group).  Results in relation to the comparison 956 

groups were not included in this review as it was not deemed to be relevant to the 957 

research question.  However, on reflection this information could have been helpful by 958 

way of offering an insight into the psychosocial factors associated with loneliness that 959 

are specific to autistic people, for example, whether these associations exceed non-960 

autistic population norms. 961 

Further, as the review was aimed at psychosocial factors, studies/data on the 962 

relationship between loneliness and autistic traits were not included.  It may be the 963 

case that risk and maintaining mechanisms for loneliness in autistic people partially 964 

reflect social communication differences, a tendency towards special/specific 965 

interests, or sensory sensitivity.  A future review including exploration of traits 966 

commonly associated with autistic presentation and loneliness, and the potential for a 967 

mediating effect on these variables would therefore be helpful. 968 
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As mentioned previously, the majority of samples were drawn from 969 

White/Western populations, and this is a likely result of the search strategy being 970 

limited to articles published in the English language.  The search and inclusion of 971 

papers published in languages other than English may have identified studies that 972 

include non-Western populations, thus increasing the generalisability of the findings 973 

to other populations.  974 

Implications and recommendations 975 

Several gaps in the literature are identified, many of which have been 976 

commented on in the section above.  There is clearly a need for good quality research 977 

in this area; it is difficult to make any evidence-based recommendations for practice 978 

when the evidence is poor.  The lack of longitudinal research means assessment of 979 

the direction of the relationships is limited, and identification of risk factors for 980 

loneliness is limited.  Studies using a longitudinal design, particularly taking a 981 

developmental approach to research in this area, is therefore recommended.  As the 982 

majority of samples in these studies were dominated by individuals who identify as 983 

male, it cannot be assumed that the findings are relevant for other gender identities.  984 

Research exploring these associations in other gender identities is therefore needed.  985 

There is also a need for researchers to involve autistic people in the design and 986 

conduct of studies, which is important to ensure research addresses the priorities of 987 

autistic people, and to help strengthen the application of findings to practice.  Finally, 988 

there is a need to develop quality assessment tools that attend to aspects of study 989 

design that may require adapting for researching neurodiverse populations, such as, 990 

assessing whether studies used measures validated for use with an autistic 991 

population. 992 
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Holding the limitations discussed throughout this section in mind, there is 993 

tentative evidence to suggest potential value in exploring social relationships for both 994 

adults and adolescents referred to services for help with low mood and anxiety, with a 995 

particular focus on peers at school for young people.  In addition, in relation to the 996 

growing area of mental health intervention in schools, the current findings suggest a 997 

benefit in ensuring that this provision does not rely on individualistic approaches alone 998 

but also incorporates ideas about social connectedness. 999 

Conclusion 1000 

It is difficult to draw conclusions from the studies about their findings because 1001 

of the overall poor quality of studies included in this review.  However, there is 1002 

emerging evidence that loneliness has negative implications for the mental health and 1003 

social functioning of autistic people, particularly in relation to increased depression 1004 

and anxiety.  There are indications that these associations are relevant across 1005 

adolescence and adulthood.  It is therefore important to consider interventions aimed 1006 

specifically at decreasing loneliness for autistic people, which would likely improve 1007 

aspects of their social and psychological health.  There is also a need for better quality 1008 

research involving autistic researchers. 1009 
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Chapter Two: Empirical Paper 1310 

The views of young autistic people on their identities online and 1311 

offline: a qualitative study 1312 

Abstract 1313 

Social interaction can be difficult for both individuals in a dyad if one is autistic 1314 

and one is not autistic, due to differences in communication styles.  Many autistic 1315 

people find that interacting with non-autistic others has negative implications for their 1316 

self-esteem, self-concept and self-worth, potentially leading to identity challenges.  1317 

Given the reduced demands from non-verbal cues and increase in opportunities to 1318 

find others with similar interests and experiences, the online world might provide 1319 

autistic people with an opportunity to feel more socially competent and accepted.   This 1320 

qualitative research investigated the views of eight autistic people, aged 18-25, about 1321 

their identity when interacting online and offline, and their perception of the relationship 1322 

between their identity and psychological wellbeing.  The data were collected via online 1323 

semi-structured interviews during the COVID-19 pandemic.  Four main themes were 1324 

identified from the analysis of data: autism as an identity; acceptance is key to being 1325 

one’s true self; feeling different; and stigma and discrimination.  Exploration of these 1326 

themes identified benefits of online interaction, such as improving self-esteem and 1327 

self-concept, highlighting the potential benefit of support services offering online 1328 

options tailored to support the needs of autistic individuals. 1329 

Lay Abstract 1330 

Social interaction between two people can be challenging if one person is 1331 

autistic and the other person is not, because of differences in their communication 1332 

styles.  Research has suggested that how people interact with others can impact their 1333 
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identity.  Interacting online might be less challenging for autistic people than interacting 1334 

face-to-face, because non-verbal signals are not used and there may be more 1335 

opportunity to find others with similar interests and experiences.  This research 1336 

explored the views of eight autistic people, who were aged between 18 and 25, on 1337 

their identity when they are interacting online and offline, and whether/how they think 1338 

this relates to their wellbeing.  We analysed the interviews and found four common 1339 

themes in what participants said.  Firstly, they talked about being autistic as a key part 1340 

of their identity and how, therefore, this influences their interactions with others.  1341 

Secondly, they felt that being accepted was important in being able to show their true 1342 

self to others.  Thirdly, people felt that the differences between how they communicate 1343 

and how people who are not autistic communicate are biggest during face-to-face 1344 

interactions, and that this often left them feeling different, as though they were not 1345 

good enough, and as though they should try to ‘blend in’ with others.  Fourthly, people 1346 

felt that they still had to face stigma and discrimination from others and that the online 1347 

world gave a chance to challenge some of that stigma.  These findings suggest it 1348 

would be a good idea to offer an online option in services to support autistic people’s 1349 

needs. 1350 

Introduction 1351 

Autism 1352 

Autism Spectrum Disorder (ASD) is a neurodevelopmental condition, 1353 

experienced differently by different people.  The Diagnostic and Statistical Manual of 1354 

Mental Disorders 5th edition (DSM-5; American Psychiatric Association, 2013) 1355 

describes ASD as characterised by difficulties with social communication, a tendency 1356 

towards focused activities or interests, repetitive patterns of behaviour, and sensory 1357 

sensitivities.  Adolescence and early adulthood may be a particularly challenging time 1358 

https://link.springer.com/article/10.1007/s10803-020-04575-4#ref-CR1
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for autistic people, as social demands increase in frequency and complexity (Picci & 1359 

Scherf, 2015; Rosenthal et al., 2013).  Research has shown that an increase in desire 1360 

for social connections is evident for autistic adolescents just as it is for non-autistic 1361 

adolescents, however, this desire often goes unmet for autistic individuals due to 1362 

differences in social cognition (Crompton et al., 2020; Carter et al., 2014).  This 1363 

discrepancy between social desires and experiences may mean young autistic people 1364 

are faced with difficulty making sense of their place in society. 1365 

It is well documented within the literature that autistic people are at an increased 1366 

risk of developing mental health difficulties such as anxiety, depression and Obsessive 1367 

Compulsive Disorder, when compared with the general population (e.g. Lai et al., 1368 

2019), and that this heightened risk is particularly notable during adolescence and 1369 

early adulthood (Mayes et al., 2011; Kusiko et al., 2008).  As such, it is necessary to 1370 

explore factors that might give rise to the development of these difficulties. 1371 

Identity  1372 

A major developmental task of adolescence and early adulthood is identity 1373 

development, through which a person develops an awareness of themselves as an 1374 

individual and within the context of their familial, cultural and social norms (Marcia, 1375 

1980).  It has been suggested that an individual’s identity is successfully developed 1376 

when they have gained a stable sense of their strengths, weaknesses, uniqueness 1377 

and the values to which they are committed (Marcia, 1980).  One of the earliest and 1378 

most influential models of identity development is that proposed by Erikson (1983, 1379 

1968), which posits that this process is the primary psychosocial task of adolescence 1380 

and exists as the fifth of eight stages of psychosocial development.  According to 1381 

Erikson, this identity development stage involves asking “Who am I now?” and “Who 1382 

do I want to be?”, therefore bridging the gap between past/present and future ideas 1383 
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about the self.  The model posits that successful completion of this identity 1384 

development stage results in a healthy personality, allowing the individual to move on 1385 

to subsequent stages, whereas failure to complete these tasks leads to ‘identity crisis’ 1386 

and resulting feelings of inadequacy.  Marcia (1980) described successful identity 1387 

development as involving two processes: exploration (i.e. exploration and testing of 1388 

options for who to ‘become’) and commitment (i.e. committing to and investing in 1389 

chosen ideologies and occupations) (Kroger & Marcia, 2011).  Drawing on ideas of 1390 

Marcia (1980) and also Erikson (1968), a growing body of research demonstrates that 1391 

the development of a synthesised identity is associated with better wellbeing (Sandhu 1392 

et al., 2012; Waterman et al., 2010), fewer mental health difficulties (Crocetti et al., 1393 

2009; Ritchie et al., 2013) and less engagement in risk behaviours (Crocetti et al., 1394 

2013; Schwarts et al., 2009).  However, these models have been criticised for their 1395 

heavy focus on assumptions that the final identity is “fixed at the end of adolescence” 1396 

(Erikson, 1968, p.161) and that the completion of one stage of development is a 1397 

prerequisite for the next.  There is evidence to suggest that identity development 1398 

continues throughout the life course (Kroger, 2007) and that, particularly for autistic 1399 

people, this is not a linear process given the range of factors likely to influence this 1400 

process at different stages (e.g. age of autism diagnosis, opportunities for successful 1401 

social interaction, etc.) (Riccio, 2020). 1402 

As well as considering identity from a developmental perspective, it is important 1403 

to consider the role of identity in terms of individual functioning and at a sociological 1404 

level.  Social Identity Theory (SIT; Tajfel & Turner, 1979) suggests that social identity 1405 

is an aspect of one’s self-concept that is defined by perceived membership within a 1406 

social group.  Research based on this approach has demonstrated that identification 1407 

with a social group can facilitate wellbeing and self-esteem (Jetten et al., 2015; 1408 
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Newman et al., 2007) and reduce difficulties such as depression (Sani, et al., 2012) 1409 

and PTSD symptoms (Muldoon & Downes, 2007).  There is growing recognition of the 1410 

policy and practice implications of group identity processes for psychological health, 1411 

and the extent to which they may form the basis for ‘social cures’ (Wakefield, et 1412 

al., 2019).  It is suggested, for example, that group identification provides access to 1413 

important social and psychological resources, including a sense of meaning and 1414 

purpose (Wegge, et al., 2006), a sense of control and agency (Hopkins et al., 2016), 1415 

and social support (Avanzi et al., 2018).  However, SIT has received some criticism, 1416 

including that it fails to consider the possibility that there may be differences among 1417 

group members in the centrality of the ingroup to their social identity (Brown, 2020), 1418 

as if a social identity is either completely ‘on’ (or completely ‘off’) for all group members 1419 

in any given situation.  In addition, SIT has been criticised for assuming that identities 1420 

are limited to one single group, whereas the likely reality is that identities are multi-1421 

faceted (Berry, 1997).  Further, SIT assumes that the search for ‘positive 1422 

distinctiveness’ is the only motive underlying group identification, neglecting the idea 1423 

that people align themselves with groups for other reasons, including to reduce 1424 

uncertainty about their social world (Hogg, 2007) and to gain self-insight and 1425 

understanding (Deaux et al., 1999). 1426 

Autism and identity 1427 

Ratner and Berman (2015) note that “interpersonal functioning is at the 1428 

cornerstone of both identity and autism” (p. 136), and in their study exploring the 1429 

relationship between the two, found that the process of identity development can 1430 

present particular challenges for autistic individuals.  Young autistic people have 1431 

reported poorer global self-worth, self-concept and self-esteem than their non-autistic 1432 

peers, and are less likely to see themselves as holding social power or as socially 1433 

https://www.tandfonline.com/doi/full/10.1080/17437199.2019.1669481?needAccess=true
https://www.tandfonline.com/doi/full/10.1080/17437199.2019.1669481?needAccess=true
https://www.tandfonline.com/doi/full/10.1080/17437199.2019.1669481?needAccess=true
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competent (Nguyen et al., 2020; Jamison & Schuttler, 2015).  Perceiving oneself as 1434 

different and as stigmatised, often established through interacting with non-autistic 1435 

others, may negatively impact on a person’s wellbeing, self-concept and self-esteem 1436 

(Morgades-Bamba et al., 2019; Moses 2009).   1437 

In relation to individuals with a disability, Goffman (1963) used the term 1438 

‘undesired differentness’ to define stigma, and suggested that stigma can result in a 1439 

mismatch between an individual’s personal and social identity.  Despite research 1440 

having traditionally focused on perceptions of individuals who are stigmatised, 1441 

more recently, interest in the field has shifted to explore how those who are 1442 

discriminated against or excluded on the basis of their group membership interpret, 1443 

appraise, and cope with, stigma.  Furthermore, there is evidence that membership 1444 

in a group that is perceived to be stigmatised can affect an individual’s 1445 

engagement with and use of health care services (Haslam et al., 2018). 1446 

Indeed, autistic individuals must also consider their social identity, including 1447 

the extent to which they align themselves with, and are influenced by, their minority 1448 

group status (MacLeod et al., 2013; Turner 1999).  In line with Goffman’s work, studies 1449 

have demonstrated that some young autistic people choose not to identify or engage 1450 

with autism as a social identity due to concerns regarding associated stigma and not 1451 

‘fitting in’ with peers (Frost et al., 2019; MacLeod, 2013).  Studies have shown that up 1452 

to 70% of autistic people consistently mask or ‘camouflage’ (use strategies, either 1453 

consciously or unconsciously, to supress autistic characteristics during social settings) 1454 

in attempts to fit in and avoid mistreatment from others (Cage & Troxell-Whitman, 1455 

2019; Hull et al., 2017).  A number of negatives were found to be associated with 1456 

camouflaging.  These included physical and emotional exhaustion, difficulty accessing 1457 

a diagnosis, and significantly, challenges around identity.  Other research, however, 1458 
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has shown that some young autistic people feel proud that they are autistic (e.g. 1459 

Cooper et al., 2021; Cage et al., 2016).  Baxter (2018) found that identifying as autistic 1460 

can yield a sense of shared identity and belonging, subsequently reducing social 1461 

anxiety, and increasing social opportunities.  Similarly, Cooper et al. (2017) found that 1462 

identifying as autistic was associated with increased personal self-esteem and 1463 

reduced anxiety and depression, and that these relationships were mediated by 1464 

collective self-esteem (i.e., perceived positivity of autism identity).  In line with Social 1465 

Identity Theory, these findings propose that a positive autistic identity may serve as a 1466 

protective factor against psychological difficulties. 1467 

Social media use 1468 

Social media are “internet-based channels that allow users to opportunistically 1469 

interact and selectively self-present” (Carr et al., 2015, p.49) and can include 1470 

Facebook, Instagram, Twitter, gaming sites and blogs.  Social media use amongst 1471 

young autistic people is common (Hassrick et al., 2021), and research has shown that 1472 

young autistic people spend more of their free time online than their non-autistic peers 1473 

do (Mazurek et al., 2012). 1474 

A key feature of social media is the ability to create a personal profile.  This, as 1475 

well as being able to form new social connections, may afford individuals an 1476 

opportunity to present an image of themselves based on how they would want to be 1477 

seen by others (Williams & Merten, 2008).  However, there is evidence that autistic 1478 

people are at an increased risk of many negative factors linked to frequent internet 1479 

use (such as social isolation and depression) when compared to non-autistic people 1480 

(Schroeder et al., 2014).  Social media use and identity formation in young autistic 1481 

people is therefore a much-needed area of research. 1482 
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Autism, identity and online interaction 1483 

 Online communication is argued to be in some respects less socially 1484 

demanding than offline communication (Benford & Standen, 2009), and may therefore 1485 

provide an opportunity for young autistic people to feel more socially competent and 1486 

less excluded than they do during face-to-face interactions.  Indeed, in Burke et al.’s 1487 

(2010) study, autistic adults reported that interacting online brought benefits such as 1488 

providing opportunities to find others with similar interests, whilst the demands to 1489 

interpret non-verbal signals were reduced.  In addition, the literature suggests that 1490 

impression management is particularly pertinent to the online world, as the option to 1491 

remain anonymous allows choice over what version of themselves people present, 1492 

and the public nature of social media increases motivation to present themselves in a 1493 

positive light (Leary & Kowalski, 1990).  Studies have also shown that self-esteem can 1494 

determine the nature of the self that is presented online (Pringle, 2015).  It is important 1495 

to bear in mind, therefore, that online identities may be idealised self-representations.  1496 

 There is a limited but growing body of research into online identity for young 1497 

autistic people.  Parsloe (2015) analysed discussions within one online community 1498 

and discovered that members managed to recover a positive autistic identity with 1499 

regard to normalcy, symptoms and agency.  Discussions centred around the socially 1500 

constructed nature of ‘normal’ and perceptions that autistic (‘abnormal’) identity is 1501 

often seen as inferior.  Members rejected these representations, and viewed their 1502 

autistic ‘symptoms’ as positive aspects of their identities and saw themselves as 1503 

advocates.  In another study, Seidmann (2018) explored the role that online blogging 1504 

plays in the construction of autistic identity and found that three constructs emerged: 1505 

autism diagnosis, autistic agency and normality.  Individuals again rejected the 1506 

perception of ‘normality’ as non-autistic, and saw a sense of agency as central to 1507 
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autistic identity.  They also saw autistic diagnosis as a formative construct for autistic 1508 

identity.  Both of these studies begin to shed light on the role of social media in shaping 1509 

autistic identity in terms of both personal and social identity. 1510 

Given the links between difficulties with identity development and mental health, 1511 

if identity brings particular challenges for autistic individuals, then it is important to 1512 

explore how this may differ across different settings (such as, in the online world), and 1513 

the factors contributing to this.  Despite some recent advancements in research in this 1514 

area, there remains a lack of understanding around the role of online and face-to-face 1515 

communication in autistic people’s identity development, the extent to which autistic 1516 

people align themselves with autistic and non-autistic culture when interacting online 1517 

and face-to-face, and the impact of these issues on mental health and wellbeing.  If 1518 

the online world is particularly facilitative of positive identity development, clinical 1519 

approaches should aim to encourage and incorporate these ideas. 1520 

Aims and research questions 1521 

Drawing upon Social Identity Theory, this research project aims to explore the 1522 

views of young autistic people on their personal and social identities, and how they 1523 

identify with and align themselves to autistic and non-autistic culture, when they are 1524 

online and offline.  It also aims to explore how young autistic people perceive that 1525 

these aspects of their identity relate to their psychological wellbeing.  There is very 1526 

little known about how the recent loss of opportunities for offline interaction and the 1527 

likely increase in online communication due to the COVID-19 lockdown measures is 1528 

impacting on young autistic people’s identities, and therefore, exploration of this will 1529 

be incorporated in the research.  Findings aim to add to current theory on identity 1530 

development for young autistic people and inform clinical approaches for working with 1531 

autistic individuals who face identity challenges. 1532 
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The research questions for this project, therefore, are: 1533 

• How do young autistic people perceive their personal and social identities 1534 

when interacting online and offline? 1535 

• To what extent do young autistic people perceive that they identify with 1536 

autistic and non-autistic culture when online and offline? 1537 

• How do young autistic people perceive that their online and offline identities 1538 

relate to their psychological wellbeing and/or to psychological difficulty? 1539 

• Has the decrease in opportunities for offline interaction and increase in 1540 

online interaction during the COVID-19 lockdown period impacted on young 1541 

autistic people’s identities? If so, how? 1542 

Methodology 1543 

Theoretical and philosophical underpinnings of the research 1544 

The theoretical framework upon which this research is based is Social Identity 1545 

Theory (Tajfel & Turner, 1979).  This theory considers how an individual’s self-concept 1546 

is influenced positively or negatively by their group membership and by the perceived 1547 

status of those groups (Turner, 1999).  Further, it assumes that individuals seek to 1548 

have a positive and distinct self-concept, and will adapt their behaviour and 1549 

allegiances to achieve this (Crisp et al., 2006). 1550 

The research is approached from within the Social Constructivist paradigm, 1551 

assuming that knowledge is constructed through interaction with others (Vygotsky, 1552 

1978).  It is accepted that a ‘reality’ may exist (Duffy & Jonassen, 1992), however all 1553 

that can be known of this reality is an interpretation of information (von Glasersfield, 1554 

1995; O’Donoghue, 2006), and therefore all knowledge and understanding is relative 1555 

to interpretations made of experiences with others and the world around us (Guba & 1556 

Lincoln, 2001).  The ontological and epistemological assumptions are that a true 1557 

‘reality’ cannot be discovered (Kukla, 2013; Bahari, 2012), and that all knowledge is 1558 
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socially and culturally constructed (Ernest, 1999; Prawat & Floden, 1994; Berlin, 1559 

1987).  The aim of inquiry within this research is therefore to gain an understanding of 1560 

the constructions that individuals form from their experiences of interacting online and 1561 

offline, and how they perceive this to relate to their identity and psychological 1562 

wellbeing.  1563 

Methodological approach 1564 

The methodological approach is guided by these assumptions.  As the purpose 1565 

of this research is to explore views and experiences of autistic individuals, the use of 1566 

qualitative methods is considered appropriate, as it provides an opportunity to gain an 1567 

in-depth, more explanatory understanding of how and why such patterns and 1568 

relationships exist (Willig, 2012).  Qualitative methods also permit an understanding 1569 

of how participants interpret and construct meaning through their experiences 1570 

(Silverman, 2013).  Thematic analysis was chosen to allow consideration of patterns 1571 

of meaning across the dataset as a whole (Braun & Clarke, 2020), and the reflexive 1572 

and interpretive approach to analysis will allow consideration of how the researcher’s 1573 

own beliefs and judgements may have influenced the research process (Finlay, 1998). 1574 

Method 1575 

In order to gain a rich understanding of the subjective experiences of 1576 

individuals, semi-structured interviews (either by telephone, video call or online instant 1577 

messenger) were conducted.  This was intended to allow for specific topics of interest 1578 

to be discussed, whilst giving participants the freedom to describe and expand on their 1579 

experiences from their own point of view.  It is argued that in this way, qualitative 1580 

research enables a more equal ‘researcher–participant’ relationship to develop, 1581 
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allowing participants some freedom over the topics generated in discussion (Babbie 1582 

et al., 1998).   1583 

Eligibility criteria 1584 

Despite earlier models suggesting that identity formation occurs between the 1585 

ages of 12 and 18 (Erikson, 1963, 1968), more recent literature suggests that this 1586 

process continues into early adulthood (Kroger et al., 2010).  This research therefore 1587 

recruited participants aged between 16 and 25 (Kroger et al., 2010). 1588 

Although there is no universally accepted term, the terms ‘autism’, ‘autistic’ and 1589 

‘on the autism spectrum’ are used in this manuscript as umbrella terms given that they 1590 

are terms preferred by people who are autistic (Kenny et al., 2016).  Diagnostic 1591 

terminology has changed over the years (National Autistic Society, 2016), differing 1592 

according to both the diagnostic framework and the time the assessment was 1593 

completed.  Participants were eligible to take part in the research if they had one of 1594 

the following diagnoses: Asperger Syndrome or High Functioning Autism (diagnosed 1595 

using the DSM-IV criteria), Autistic Spectrum Disorder without accompanying 1596 

intellectual impairment (diagnosed using the DSM-V criteria) or Pervasive 1597 

Developmental Disorder (diagnosed using the ICD-10 criteria).  As the literature 1598 

suggests that the concept of identity differs across cultures (Schwartz et al., 2012), 1599 

only individuals living in the UK were eligible to take part.  Participants were also 1600 

required to be fluent speakers of English.   1601 

Community involvement 1602 

As well as having had input into the development of the research questions, an 1603 

Expert by Experience was involved in designing all of the study materials.  Particular 1604 

attention was paid to potential communication differences in the design of the PIS and 1605 
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consent form.  During background research prior to conducting the interviews, a 1606 

number of topics were identified as significant areas of interest.  These were discussed 1607 

with the Expert by Experience and, thus, a framework of questions was collaboratively 1608 

prepared in the form of an interview schedule (Appendix G).  During the main study, 1609 

respondent validation was used so that previously unanticipated topics could be added 1610 

to the interview schedule and discussed with participants as interviewing and analyses 1611 

progressed (Bloor, 1978).  The Expert by Experience on the research team will also 1612 

be actively involved in the dissemination of the findings to participants and linked 1613 

communities.   1614 

Pilot study 1615 

A pilot interview was undertaken with an individual who met the study’s eligibility 1616 

criteria (not a member of the participant group or the research team) to trial and provide 1617 

clarification in three main areas.  Firstly, to trial the draft interview schedule regarding 1618 

the extent to which it would successfully target the desired research areas.  Secondly 1619 

to indicate how long the interviews were likely to take, in order to inform potential 1620 

participants prior to their consenting to the research.  Thirdly, to consider the extent to 1621 

which the wording of questions and interview techniques used would encourage as 1622 

much discussion and open response from participants as possible.  This involved 1623 

active feedback from the pilot study participant. 1624 

The pilot interview ran as a formal research interview, and then a discussion 1625 

was held between the interviewer and pilot interviewee about the number, suitability 1626 

and wording of questions.  This feedback and subsequently amended version of the 1627 

interview guide was then discussed with the Expert by Experience, who assisted with 1628 

further clarification of the wording of some questions and also with refining the 1629 

questions included to ensure the interviews were not overlong.  1630 
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Feedback from the pilot interview was generally that most questions were clear 1631 

and relevant but that some were ambiguous and likely to be interpreted differently by 1632 

different participants (with some responses not relevant to the research questions).  1633 

Ideas were shared around making the wording of these questions more specific, 1634 

however it was agreed that in some cases, this meant the question became lengthier, 1635 

more complex, and in turn, less clear.  Where it was not possible for these questions 1636 

to be re-worded, consideration was given to their necessity in relation to other similar 1637 

questions, and where appropriate, some questions were omitted.  The pilot 1638 

interviewee also made suggestions for new questions to be included, in the hope of 1639 

generating interesting and relevant data not already covered by the existing questions.  1640 

The decision was also made at this point to clarify a definition of identity at the 1641 

beginning of the interviews in order to ensure a shared understanding of the concept 1642 

prior to the remainder of the interview.  1643 

Given the complex and abstract nature of the research topic, the pilot study 1644 

process, and particularly, the feedback from the pilot interviewee was extremely 1645 

valuable in helping to ensure that the interviews were conducted meaningfully, 1646 

ethically and sensitively.  The first and final versions of the interview schedules, with 1647 

notes from the pilot study interviewee’s feedback, are included in Appendix G.  The 1648 

data generated from the pilot interview was not included in the analysis. 1649 

Participants and Recruitment Strategy 1650 

Recruitment. 1651 

The study recruited participants through a mixture of volunteer sampling and 1652 

purposive sampling. 1653 
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Strategy one: The research team posted the research advert (Appendix H) to 1654 

online autism/Asperger forums and autism/Asperger groups on social media sites (e.g. 1655 

Facebook, Twitter) and on the social media sites of local, non-NHS support 1656 

organisations asking people who met the inclusion criteria to take part in the research.  1657 

Where permission to join a group was required,  the named administrator for the group 1658 

was contacted with an explanation behind the request to join the group.  The research 1659 

advert provided a description of the research aims and procedure and asked people 1660 

to register their interest by contacting the researcher.     1661 

Strategy two: The second source of recruitment involved the Expert by 1662 

Experience on the research team sending the research advertisement directly to 1663 

eligible individuals.  This group was selected from a database held by the University 1664 

of individuals who had previously participated in autism-related research and indicated 1665 

that they would be interested in taking part in future research. 1666 

Sample size. 1667 

 As argued by Braun and Clarke (2021), given the reflexive, interpretive 1668 

approach of this research, it was felt that ‘data saturation’ may not be a particularly 1669 

helpful criterion for establishing adequate sample size.  Other aspects such as the 1670 

scope and purpose of the research,  the diversity of the participants,  the data’s 1671 

complexity and relevance to the research question, and pragmatic constraints of the 1672 

project in determining when to cease recruitment, were all considered more relevant 1673 

to recruitment.  Malterud et al.’s (2016) concept of ‘information power’, that is, that the 1674 

more relevant information the sample boasts, the fewer participants required, was also 1675 

used to guide sample size.  The decision to stop interviewing was therefore made by 1676 

reviewing data quality throughout the data collection process. 1677 
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Managing some common communication difficulties. 1678 

Participants had the choice between completing their interviews via telephone, 1679 

videocall or via online instant messenger.  This was to encourage those who may 1680 

struggle with the additional social demands of a spoken interview to participate.  It also 1681 

met the social distancing requirements caused by the global pandemic.  Interview 1682 

schedules were sent to participants prior to commencement of the interviews, to allow 1683 

participants time to familiarise themselves with the questions and to consider their 1684 

answers.  Given that the focus of the interview (i.e. identity) may have brought some 1685 

specific demands for participants who have difficulty with inference (Pijnacker et al., 1686 

2009), variations in wording of questions were made available.  A 15-minute break 1687 

was offered to participants half-way through the interviews.  All written materials were 1688 

presented in a dyslexia-friendly font. 1689 

Data collection 1690 

The primary researcher responded by email to requests to participate and 1691 

conducted a screening questionnaire (Appendix I) to check eligibility (including 1692 

diagnosis) and sample characteristics.  Participants were asked to indicate whether 1693 

they preferred the interview to take place via telephone, videocall or via an instant 1694 

messaging platform, such as Skype.  Once informed consent was provided, a time 1695 

and date for the interview was arranged.  Individuals who did not meet the eligibility 1696 

criteria were thanked for their contribution and took no further part in the study. 1697 

Four interviews were held by telephone, three by videocall and one via instant 1698 

messenger.  Data was collected over a three month period (April to June 2021).  1699 

Interviews lasted between 60 and 90 minutes (mean length = 81 minutes) and were 1700 

undertaken and audio-recorded by the primary researcher.  The recordings were later 1701 
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transcribed by the primary researcher and a University approved paid transcriber.  All 1702 

transcripts were reviewed and anonymised by the primary researcher. 1703 

Ethical considerations 1704 

This research conforms to the British Psychological Society’s Code of Ethics 1705 

and Conduct (2018).  The research proposal was approved by the University of 1706 

Liverpool’s Central Research Ethics Committee in November 2021 (see Appendix J 1707 

for letter of ethical approval).  1708 

Informed consent. 1709 

Once it had been established that participants met eligibility criteria for taking 1710 

part in the research, a participant information sheet (PIS; Appendix K) and consent 1711 

form (Appendix L) was sent by email.  The PIS detailed the purpose of the research, 1712 

the methods involved (including the required setting for the interviews to take place, 1713 

for example, alone in a quiet, private room where privacy could be maintained), 1714 

information about data storage and use (particularly, that all data and information 1715 

would be anonymised at the point of being transcribed), dissemination of the results, 1716 

information about participants’ voluntary rights and contact details for the primary 1717 

researcher and supervisor.  It also included details of a protocol for managing risk and 1718 

safeguarding concerns, and of a distress protocol (Appendix M).  This included plans 1719 

for terminating the interview early if necessary.  Consent forms asked participants to 1720 

confirm that they were over the age of 16, and to indicate informed consent to 1721 

participate, to have debrief information sent to an email or postal address they 1722 

provided, to have their interviews audio recorded (if they chose a telephone or 1723 

videocall interview), and to have their data analysed, reported and stored.  Consent 1724 

forms also asked participants to indicate that they understood their voluntary rights 1725 
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including the right to withdraw their information until data analysis commences.  A 1726 

separate, shorter version of the PIS (Appendix N) and consent form (Appendix O), 1727 

including the same information but developed in line with the NHS Health Research 1728 

Authority guidance on developing PISs and consent forms for children and young 1729 

people, was developed for participants aged between 16-18.  However, all individuals 1730 

who expressed an interest in taking part in the study were over 18. 1731 

Interview conduct and debrief. 1732 

Participants were invited to ask any questions either via email in the weeks prior 1733 

to their interview, or at the beginning of the telephone/video call or instant messaging 1734 

chat before the interview began.  Consent and the PIS were also revisited and 1735 

understanding was checked before the interviews began.  Careful consideration was 1736 

given to the sensitive issues raised in interviews; interviews were semi-structured yet 1737 

conducted in a flexible manner to enable the interviewer to change topic if it appeared 1738 

that any level of distress was being caused. 1739 

Each participant was debriefed at the end of their interview and offered the 1740 

opportunity to ask any further questions.  Participants were also signposted at this 1741 

point to relevant support services.  A debriefing document (Appendix P) was sent to 1742 

participants by email at the end of the interview, which reminded them of the contact 1743 

details of the researchers in case questions arose at a later date, of the contact details 1744 

of relevant bodies in case of any problems, and of support providers in case of any 1745 

distress caused as a result of the study.  The debriefing document also reminded 1746 

participants that they would receive a £15 Amazon Gift Card by email to thank them 1747 

for their contribution. 1748 

Confidentiality, data storage and consent withdrawal. 1749 
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Names and email addresses were collected from participants; these details 1750 

were used to arrange interviews and to send copies of the PIS, consent form and study 1751 

findings (if participants requested a copy).  As the interviews were completed, 1752 

telephone and videocall interviews were transcribed and online instant messenger 1753 

interviews were extracted from the online platform.  Interviews were anonymised at 1754 

the point of transcription or data extraction from the online messaging platform.  All 1755 

data were stored on a password-protected computer; participant identifiers were used 1756 

to protect participants’ identities whilst allowing experiences to be conveyed effectively 1757 

and the individuality of accounts to be maintained.  Consent forms, which include 1758 

participants’ email addresses, have been stored separately.  In line with research 1759 

ethics committee requirements, all files bearing participant identifiers (e.g. contact 1760 

details) will be destroyed at the end of the study and only participants' consent forms 1761 

will be retained for audit purposes. 1762 

 Participation was voluntary and participants were able to withdraw until the 1763 

point that data analysis began.  The PIS made clear that participants were able to do 1764 

this without giving reason by contacting the main researcher or primary supervisor by 1765 

email; participants were reminded of this at the start of their interview. 1766 

Data analysis 1767 

Following Braun and Clarke’s (2006) step-by-step guide (see Table 2 below), 1768 

as the study progressed the anonymised interview transcripts were analysed using an 1769 

interpretive thematic analysis approach to allow the organisation, description and 1770 

interpretation of patterns of similarity within the dataset (Braun & Clarke, 2006).  The 1771 

analysis was inductive and iterative, allowing the developing coding framework to be 1772 

data-driven (Braun & Clarke, 2006).  Analysing the data on a semantic and latent level, 1773 

the current research aimed to uncover the prominent and recurrent themes within 1774 
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participants’ experiences, searching, where appropriate, beyond the surface 1775 

observations to explore potential sources and implications of the observed themes, 1776 

thus providing a more insightful analysis.  QSR NVivo software was used to assist in 1777 

the organisation and indexing of qualitative data.  An example of the coding structure, 1778 

with illustrative quotations, can be found in Appendix Q. 1779 

Table 1 1780 

Braun and Clarke’s ‘Step-by-step Guide’ to Reflexive Thematic Analysis. (Table 1781 

adapted from Braun and Clarke, 2006: 86-93) 1782 

Phase Description of the process 

1 Familiarising 

yourself with the 

data 

Verbal data were transcribed verbatim by the primary 

researcher and a University approved transcriber.  

Transcripts were reviewed and anonymised by the 

primary researcher.  The data were read and re-read by 

the primary researcher in an active way, noting down 

initial ideas for codes.  

2 Generating initial 

codes 

The primary researcher worked systematically through 

the entire dataset to identify as many initial ‘codes of 

interest’ from the data as possible, and organised the 

data into meaningful groups. Surrounding contextual 

data were retained. 

3 Searching for 

themes 

The primary researcher re-focused the analysis at the 

broader level of themes. Codes were sorted into potential 

overarching themes, with consideration given to the 

relationships between and within codes and themes e.g. 

main overarching themes, sub-themes, etc. Any unique/ 

“theme-less” codes at this stage were kept. 

4 Reviewing 

themes 

Themes were revised, separated, and collapsed. Level 

one: collated extracts for each theme were reviewed, and 
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coherent patterns were explored using a ‘thematic map’. 

Level two: ‘accuracy’ of the thematic map was reviewed 

and re-coded as necessary. 

5 Defining and 

naming the 

themes 

Themes and sub-themes were defined and refined 

further: the focus was on determining the precise nature 

of each theme and establishing the facet of the data that 

each theme embodied. The content of each theme and 

sub-theme was analysed: the focus here was on 

identifying the ‘story’ that each theme told, and how it 

related to the research question. The research team 

reflected on themes/sub-themes to ensure clarity and 

appropriateness of the analytic claims. The primary 

researcher noted down ideas for ‘concise, punchy’ theme 

names. 

6 Producing the 

report 

The primary researcher developed the manuscript, 

ensuring key findings and recommendations went 

beyond description, making an argument in relation to 

the research question. A focus was on ensuring the write-

up included evidence of themes via ‘vivid’ and 

‘compelling’ data extracts, embedded within an analytic 

narrative. 

 1783 

Analysis and Results 1784 

Eight individual semi-structured interviewers were conducted.  Participants’ 1785 

ages ranged from 18 to 25.  Participants reported using social media between 10 and 1786 

100 hours (mean time = 35 hours) per week, and five participants also played online 1787 

video games (for up to 50 hours per week). 1788 

Analysis of findings suggests that whilst there were variances between 1789 

participants’ views and experiences, the overall interpretations of and views towards 1790 
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how online and face-to-face interaction influenced their identity and their psychological 1791 

wellbeing were generally similar across the eight participants’ narratives.  Four themes 1792 

were identified within the data: (1) autism as an identity; (2) acceptance is key to being 1793 

one’s true self; (3) feeling different, and (4) stigma and discrimination.  Figure 1 shows 1794 

the structure of themes and the subthemes within them.  This analysis seeks to provide 1795 

a genuine picture of these recurrent themes, in order to present an accurate 1796 

representation of the views and experiences of eight young autistic people in relation 1797 

to their identity and interacting in the online and offline world.  Words in square 1798 

brackets were added by the transcriber for detail and clarification. 1799 

Figure 1. 1800 

Structure of themes and subthemes 1801 

 1802 

Theme 1. Autism as an identity: “It’s everything about who I am isn’t it, there’s 1803 

no part of me that isn’t autistic” (Participant 8) 1804 
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 For participants in this research, there was sense across their narratives that 1805 

autism was an integral part of their identity and the majority chose to use identity-first 1806 

language to reflect that.  There is debate in the literature around the use of identity-1807 

first (‘autistic person’) versus person-first (‘person with autism’) language.  In terms of 1808 

the language that is most preferred by autistic people in general, there is no clear 1809 

consensus.  However, some have argued that there is consensus around the least 1810 

preferred, this being person-first language (Vivanti, 2020; Botha et al., 2021; 1811 

Anderson-Chavarria, 2021).  One participant explained how she felt that being autistic 1812 

was inherent to her whole self, whereas, person-first language made it feel as though 1813 

being autistic was an adjunct: 1814 

“You can't take the autism away from someone. It is part of the person. That's 1815 

why I hate it when people say, people with autism, it's not something they have 1816 

with them and can be taken away or added on.” (Participant 2) 1817 

 In this way, participants felt that being autistic was an aspect of their identity 1818 

that was both important and relevant to their interactions, as it influences how they 1819 

understand, process and respond to social and environmental information: 1820 

 “Being autistic is most important to every single interaction I have, because yes 1821 

it plays the biggest role in who I am and how I behave and how I er, understand and 1822 

process everything that's going on and happening in an interaction.” (Participant 3) 1823 

i) Something to be proud of 1824 

 In discussing how they felt about being autistic, some participants talked about 1825 

some of the challenges they had faced, living in a predominantly non-autistic world, 1826 

and how they felt a sense of pride at having developed the skills and characteristics 1827 

required to cope with these difficulties: 1828 

“I’m proud of being autistic because I think there are some wonderful skills and 1829 

talents and ways of perceiving the world that come with it. But I’m also proud of 1830 
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my perseverance and resilience that’s needed to get through things that autistic 1831 

people tend to find challenging.” (Participant 6) 1832 

 Other studies exploring the attributes that autistic people associate with, have 1833 

similarly shown that autistic people often feel pride in their autism (Cooper et al., 2021).  1834 

One participant in the current study spoke about the pride they felt specifically in 1835 

relation to ‘getting through’ a face-to-face interaction, given that this is something she 1836 

found particularly challenging.  Indeed, the literature shows the additional complexities 1837 

and demands autistic people face when interacting with non-autistic people face-to-1838 

face (Crompton et al., 2020; Morrison et al., 2019). 1839 

“After having a face-to-face conversation with someone (particularly if I'm not 1840 

that close to them) I am proud of myself as a whole to have been able to get 1841 

through it because I'm autistic and it is something that I really struggle with.” 1842 

(Participant 6) 1843 

 However, other participants felt that because being autistic was so integral to 1844 

their identity, as something they were born “as” rather than born “with”, this meant that 1845 

by default it was not something they could be proud of, “it's like having ten fingers and 1846 

ten toes, it's just a part of me like everything else” (Participant 5).   1847 

ii) Fitting a stereotype 1848 

 Participants expressed the view that not only must they consider their own 1849 

thoughts about themselves, but also others’ perspective of them and of autism.  Some 1850 

suggested that forming and understanding their autistic identity involved navigating 1851 

how they perceive themselves to fit (or not) with existing stereotypes associated with 1852 

autism, and figuring out their own autistic identity by filtering out what, of the available 1853 

information, is relevant for them.  This suggests that for some autistic people, there is 1854 

an element of personal/individual identity that is important to autistic identity as well as 1855 

it the collective/group identity: 1856 
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“when you get told you’re autistic you feel like all the stereotypes associated 1857 

with autism have to apply to you … but you have to kind of work to get to that 1858 

point of recognising that just ‘cause that’s what is said about autism … that 1859 

doesn’t necessarily mean you’ll struggle with that area or whatever. So it’s 1860 

difficult, you really have to work hard to figure it out and be okay with it.” 1861 

(Participant 8) 1862 

 One participant offered that the extent to which one aligns themselves with 1863 

autistic identity is to do with the experiences they have had and the extent to which 1864 

they were made to feel different to others.  She described how her experiences of 1865 

attending a small school where little attention was paid to difference, meant that 1866 

growing up, she felt less of a need to identify as something different to that of her 1867 

peers: 1868 

“in my class everyone played together, I wasn’t excluded from a group so I 1869 

couldn’t really be left out … so I didn’t have the same sort of hardships that 1870 

most autistic people have, so maybe that’s also why I haven’t had so much of 1871 

the struggles of autism built into my identity” (Participant 7)  1872 

 She also highlighted that from her perspective, identity labels are all socially 1873 

constructed and therefore only have relevance and meaning in the context of 1874 

interacting with other people: 1875 

“don’t any identity labels exist just for the sake of explaining your place in 1876 

society or other people doing that for you? … I believe all of them are created 1877 

for you, and, by society or by other people … I believe all aspects of one’s 1878 

identity are … socially constructed … so by default it’s only really relevant when 1879 

there are others around you.” (Participant 7) 1880 

 In summary, participants felt that being autistic was a core part of their identity, 1881 

as something that was integral to who they were and therefore something that 1882 

influenced how they interact with others.  It was suggested that the extent to which 1883 

someone adopts an autistic identity relates to how much they have struggled as a 1884 
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result of being autistic.  Developing an autistic identity that felt relevant and meaningful 1885 

for participants seemed important, as they felt they had come to reject many of the 1886 

stereotypes often associated with autism that were initially ‘put upon’ them.  Many 1887 

participants felt a sense of pride in being autistic and were proud of the resilience and 1888 

perseverance they had come to develop.   1889 

Theme 2. Acceptance is key to being one’s true self: “I can be myself when I am 1890 

accepted … for who I am” (Participant 2) 1891 

Throughout interviews, participants referred to the importance of feeling 1892 

accepted as being key to their being able to be their true selves when interacting with 1893 

others.  This referred to feeling accepted by others, as well as coming to a point of 1894 

acceptance in/of themselves.  Several participants gave examples of what 1895 

‘acceptance’ meant for them, and accounts generally centred around feeling 1896 

comfortable and safe from judgement or questioning from others, and feeling at peace 1897 

with the different (good and bad) aspects of their own identity. 1898 

“if I know the other person, er, accepts me for me and if that's in whatever shape 1899 

or form I come, without judging or questioning me then I, then I can be myself 1900 

and feel comfortable er, it allows you to accept yourself too, in whatever shape 1901 

or form too” (Participant 1). 1902 

There was also a sense that reaching acceptance meant that participants were 1903 

able to understand and prioritise their needs better.  They described how accepting 1904 

themselves as autistic unlocked a new understanding of their needs and gave them 1905 

permission to attend to self-care strategies, without feeling pressured to engage in 1906 

behaviours that did not feel natural to them: 1907 

“It's important, knowing that I'm autistic and coming to accept that, cos now I 1908 

have I can understand myself better, I can, give myself allowances for the way 1909 

I am and I can, do self-care like, I can choose when I shut myself off from 1910 
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people, and I can choose, like how I communicate with somebody or how often 1911 

I meet up with someone, like I know I don't have to force myself anymore” 1912 

(Participant 2) 1913 

 One participant explained that learning to accept herself allowed her to be less 1914 

critical of herself, and that receiving a diagnosis facilitated that acceptance.  She felt 1915 

this process enabled her to better understand and accept her difficulties and, in turn, 1916 

to find ways to invest in her wellbeing: 1917 

“After years of believing I might be, to have the validation that comes along with 1918 

a professional diagnosis made me more accepting of myself and less critical of 1919 

the aspects of myself that I didn't like … before being formally diagnosed … I 1920 

felt very confused about who I was… and when you don't understand yourself 1921 

properly it's hard to prioritise what you need … so you're just struggling all the 1922 

time.” (Participant 6) 1923 

 In summary, finding acceptance (both self-acceptance and feeling accepted by 1924 

others) seemed key in order for participants to feel comfortable and confident to 1925 

express their true selves.  Acceptance also seemed central to facilitating participants’ 1926 

understanding of themselves and their needs, and therefore being able to prioritise 1927 

their needs and wellbeing accordingly. 1928 

Theme 3. Feeling ‘different’: I feel very much on the periphery, outside the 1929 

majority. Knowing you’re different … to the majority is what drives you to try to 1930 

… fit in” (Participant 6) 1931 

 Participants described a range of challenges associated with interacting with 1932 

non-autistic people, these generally relating to the additional demands placed upon 1933 

them during face-to-face interactions as a result of differing communication styles.  For 1934 

these participants, aspects of communication required active effort rather than feeling 1935 

natural, and included making small talk, using ‘appropriate’ non-verbal cues to 1936 
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accompany their speech, and managing being frequently misunderstood. 1937 

“you've got to think about so much … like getting your face and eye contact 1938 

right and saying hi and bye and all that extra stuff it's … hard work and … I think 1939 

people don't understand me a lot or I don't understand them.” (Participant 4) 1940 

 The ease of interacting with autistic people in comparison to interacting with 1941 

non-autistic people face-to-face was also described, however, with participants 1942 

highlighting a sense of ‘unspoken understanding’ that comes with having more similar 1943 

communication styles to other autistic people: 1944 

“with my autistic friends … we understand each other, it's really weird, because, 1945 

we don't have to fake anything … there's no need to, try and decipher what 1946 

people are saying.” (Participant 2) 1947 

 Indeed, previous research has indicated that autistic people find interacting with 1948 

other autistic people easier, more comfortable and more successful than interacting 1949 

with non-autistic people (Crompton et al., 2020).   1950 

 Within this theme, three sub-themes were identified from participants 1951 

responses relating to the impact of differing communication styles on feelings of social 1952 

competence, attempts people make to reduce perceived differences between 1953 

themselves and non-autistic others, and the implications of masking behaviours. 1954 

i) Perceived social competence  1955 

 Participants spoke of the various consequences that result from being made to 1956 

feel different to the non-autistic majority during face-to-face interactions (“offline you 1957 

get knackered and all sorts of things happen like burnouts, which make you feel bad 1958 

about yourself”; participant 7).  The effort that interacting face-to-face required was 1959 

echoed across participants’ accounts and seemed to leave them with a sense of 1960 

incompetence and pressure to ‘be better’ (“I don't think I'm the best at them, to be 1961 
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honest…I have to make a bit more effort” Participant 1; “I’m always trying to be better 1962 

at this stuff” Participant 4).  For most, awareness of being different left them feeling as 1963 

though they did not fit in, as though they were existing on the edge of society: 1964 

“I'd never be involved. I'd just be, essentially, a convenient, person lying on the 1965 

edge … if you imagine a number of … concentric circles I'm on the outside.” 1966 

(Participant 5) 1967 

 Some participants described a general sense of questioning themselves as 1968 

“right or wrong as a person” (participant 7), wondering whether the problem was 1969 

inherent to themselves and who they are.  Others discussed ruminating over the 1970 

specifics of their behaviour after a face-to-face interaction, and experiencing guilt and 1971 

shame around their (in)ability to communicate in a way that seemed acceptable to 1972 

non-autistic others, and a sense of wanting to escape themselves to become 1973 

someone/something different.  Reflecting on this, one participant described 1974 

experiencing trauma-like symptoms, such as flashbacks and self-blame (Unthank, 1975 

2019): 1976 

“After finishing a face-to-face interaction I can often be left questioning 1977 

everything I did or said, this leads me to panic and sometimes I can have almost 1978 

flashback to the incidents … I beat myself up for it and I pick myself apart to the 1979 

point that I don’t really know what is me and what is mirrored behaviour. It really 1980 

knocks my confidence, even makes me dislike myself or want to be someone 1981 

else.” (Participant 6) 1982 

 In contrast to the clinical characterisation of autism as a condition inhibiting the 1983 

desire for social connections (Chevallier et al., 2012), participants in this study spoke 1984 

of wanting social relationships but finding that the impact that having to manage 1985 

different styles of communication has on them (lack of confidence, anxiety, exhaustion, 1986 

etc.) serves as a barrier to achieving their social aims: 1987 
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“I do have emotional needs that could be satisfied through face-to-face social 1988 

interaction … but then social interaction's a double-edged sword, because, if I 1989 

interact with others, it's exhausting and tiring, and, takes up a lot of energy and 1990 

it doesn't guarantee success.” (Participant 5) 1991 

“there's part of me who wants to have more friends … but because of how 1992 

anxious I get I feel like I can't.” (Participant 6) 1993 

 Participants’ reflections indicate the implications that differences in 1994 

communication styles, and the efforts that autistic people must go to manage these 1995 

differences, can have on the mental health and self-concept of autistic people.  It is 1996 

also indicated that these implications seem particularly relevant to face-to-face 1997 

interactions with non-autistic people, and that some of these challenges may be 1998 

mitigated when interacting online. 1999 

ii) The implications of masking 2000 

 Participants shared that as their ‘true self’ often seemed both different and 2001 

unacceptable to others, they felt a need to mask, or suppress naturally autistic 2002 

behaviours, in face-to-face interactions in order to present a version of themselves 2003 

that they perceived would be more socially acceptable (“when they do see me when 2004 

I'm autistic, when I'm not masking, I'm not accepted, so I have to mask”; participant 2).  2005 

Indeed, the literature suggests that up to 70% of autistic people consistently mask in 2006 

social settings (Cage & Troxwell-Whitman, 2019).  Participants spoke of having to 2007 

make a conscious effort to ensure their behaviour was in line with the expectations of 2008 

non-autistic people (“the pressure to be liked means you’re always trying to be what 2009 

someone else would approve of, and as everyone is different, that could be a variety 2010 

of different things”; participant 6).  This included playing down their own social and 2011 

sensory needs, forcing themselves to engage in non-autistic norms of behaviour and 2012 

communication styles (for example, giving eye contact, making small talk) and to stay 2013 
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in environments they find uncomfortable; essentially having to “put up and shut up” 2014 

(participant 5). 2015 

 Research has begun to explore the variety of consequences of masking for 2016 

autistic people, and studies have shown that masking is often challenging to one’s 2017 

identity, as people lose track of their authentic selves, due to playing many different 2018 

roles (Bargiela et al., 2016; Hull et al., 2017).  Participants spoke about themselves 2019 

and other autistic people they know as struggling to hold on to their true self, feeling 2020 

confused and conflicted, struggling to separate who they really are from what they 2021 

present: 2022 

“When you’re trying to be so many different things at once it really leaves you 2023 

feeling conflicted and uncertain … I felt very confused about who I was, 2024 

separate to the things I was trying/pretending to be” (Participant 6) 2025 

“He's had to over mask and try to, meet the social needs of other people, to the 2026 

point where he doesn't know who he is. And I think for me, I'd say I don't really 2027 

know who I am, myself” (Participant 5) 2028 

iii) Closing the gap 2029 

Throughout participants’ narratives, they described how interacting online was 2030 

generally more successful than interacting face-to-face.  In line with previous research 2031 

highlighting the benefits of online communication for autistic people (Burke et al., 2032 

2010), participants identified advantages including having time to process information 2033 

before responding to messages, being able to re-read and amend what they say, the 2034 

absence of non-verbal information and availability of emojis to convey tone and 2035 

feeling, and the opportunity to control their sensory environment.  Participants 2036 

described how this went some way to closing the gap between their perception of their 2037 

own success in interactions and that of the non-autistics they interacted with, which 2038 

allowed them to feel more relaxed and less anxious: 2039 
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“I think having the ability to wait and think during messaging online is vital to me 2040 

preferring online communication methods rather than face-to-face. I feel a lot 2041 

more relaxed during online interactions for this reason as well, which means I 2042 

don’t have to worry about coming across how I want to come across” 2043 

(Participant 6) 2044 

 Interestingly, one participant’s view was that the more someone has struggled 2045 

in face-to-face interactions, the more likely they are to seek solace online.  She (and 2046 

others) felt that the opportunity to have successful interactions and develop positive 2047 

relationships with both autistic and non-autistic people online helped to reverse some 2048 

of the impact that difficult face-to-face interactions had had on them: 2049 

“People who have struggled more in that way offline might be more inclined to 2050 

find online interacting much better in that sense, because of all the hardship 2051 

that’s come from interacting in real life and the impact that has over years on 2052 

how you see yourself, whereas online sort of gives you that chance to feel like 2053 

you can be sociable, you can interact, you can have friends, like others do, so 2054 

you learn to like yourself more I think” (Participant 7) 2055 

 However, this participant also felt that as online interaction affords less 2056 

feedback from the other person about how the interaction is going, she can be left with 2057 

feelings of uncertainty around the success of the interaction (“online you just don’t get 2058 

that feedback … so you’re left with … feeling unsure about yourself which isn’t good 2059 

for self-esteem or your sense of self”; participant 7). 2060 

 In the main, participants felt that the reduced social demands and more 2061 

successful online interaction provided them with an opportunity to feel more 2062 

competent, and to close the gap between the version of themselves that they present 2063 

and their true self.  They described how this reduced the negative influence that 2064 

interactions had on them, improving their self-concept. One participant referred to it as 2065 

a self-fulfilling prophecy: 2066 
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“That also translates to how you feel about yourself too – so face-to-face I’m 2067 

aware that I come across as anxious and unsure of myself, so I probably do 2068 

even more so … Online I know I’ll probably seem pretty well functioning, which 2069 

I think probably means that’s how I come across. It’s a self-fulfilling prophecy, 2070 

you could say.” (Participant 6) 2071 

“You can preserve your energy much easier [online] which makes you feel you 2072 

can stay true to who you are easier, I think, and you feel better about yourself” 2073 

(Participant 7) 2074 

 This appeared relevant to the ongoing COVID-19 pandemic, in that participants 2075 

expressed a sense of relief as they explained how they felt there is normally an 2076 

expectation from others to socialise face-to-face, and that being in an imposed 2077 

lockdown served to justify their use of online platforms, again minimising the perceived 2078 

difference between themselves and others: 2079 

“everyone’s interacting online because they have to so people don’t ask why 2080 

you haven’t got offline friends or why you don’t want to go out to socialise.” 2081 

(Participant 8) 2082 

 In contrast to recent research indicating that social media was not useful for 2083 

autistic people during the COVID-19 lockdown period (Parlangeli et al., 2021), the 2084 

consensus from participants in this research was that they enjoyed connecting with 2085 

others via the internet, as being able to interact online in keeping with the norm of the 2086 

majority at the time, without having to justify their choice even seemed to have an 2087 

impact on how participants viewed themselves: 2088 

“because I know that everyone else is now interacting online it makes me feel 2089 

less weird/different for that being the case for me … because I can pretend to 2090 

myself that I’m interacting online because that’s what everyone does, rather 2091 

than just because I’m autistic … My behaviour and ways of communicating are 2092 

less dictated by who I am and more about the situation we all find ourselves in.” 2093 

(Participant 6) 2094 



116 
 

 “I’m normal for once [laughs]”. (Participant 8) 2095 

 Perhaps unsurprisingly then, participants expressed some concern over the 2096 

lifting of lockdown restrictions and returning to increased face-to-face interaction.  2097 

These concerns centred around issues such as having to re-learn the social skills lost 2098 

during the lockdown period and whether the support networks participants had built 2099 

up online over lockdown would still be available to them: 2100 

“I feel even more anxious about going back to any kind of face-to-face 2101 

interactions now, and I feel less sure of myself. I feel like I’ve got to re-learn 2102 

something I was never very good at. That really knocks your confidence.” 2103 

(Participant 6) 2104 

“In the lockdown … I've had much more time, to … communicat[e] with people. 2105 

So … I've just felt better in myself … now that it's coming to an end … I'm just 2106 

thinking, is it gonna be the same now, with the support group I've er, accessed 2107 

or, are the people still gonna be there?” (Participant 3) 2108 

Theme 4. Challenging stigma and discrimination: “there’s a real positive 2109 

atmosphere around being autistic online at the moment … there’s opportunities 2110 

to see the good side of being autistic whereas … offline it’s all doom and gloom 2111 

deficits stuff that makes you think you’re it’s bad to be autistic.” (Participant 8). 2112 

 Throughout participants’ narratives, it was apparent that people often felt faced 2113 

with challenges associated with stigma and discrimination linked to common 2114 

misconceptions about autism.  They felt that the lack of understanding around autism 2115 

amongst non-autistic people meant that autistic people were often subjected to 2116 

negative stereotyping and structural discrimination by the majority non-autistic group: 2117 

“I think there is a societal misconception of what autism is … my dad he thought 2118 

autism meant that … they'd essentially be a knife wielding psychopath … 2119 

people have their own perceptions of what autism is, and try and apply that, to 2120 

every autistic person” (Participant 5) 2121 
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“I don't really share … my autistic identity with people … because, people may 2122 

judge me, people may feel like, there's something wrong, there's some 2123 

problem” (Participant 3) 2124 

“offline you’re made to feel like being autistic is a bad thing, it’s all deficit this 2125 

deficit that” (Participant 8) 2126 

 Some participants described how this motivated them to challenge these 2127 

stereotypes and promote awareness of autism, which they hoped would improve other 2128 

autistic people’s experiences: 2129 

“a key part of who I am is trying to make things better so other autistic people 2130 

don’t have to suffer like I did … Because they’re linked, being autistic is the 2131 

reason I suffered” (Participant 7) 2132 

 Three sub-themes were identified within this theme, which reflect participants’ 2133 

experiences of facing a dilemma about whether/when to disclose their autism 2134 

diagnosis, the emphasis within the online world on reframing autism as positive, and 2135 

the protective effects that belonging to a community can have against stigma and 2136 

discrimination. 2137 

i)   To disclose or not to disclose: “I wouldn’t necessarily feel comfortable 2138 

sharing that I’m autistic because people might judge you badly for it” 2139 

(Participant 8) 2140 

 Throughout their accounts, participants referred to frequently being faced with 2141 

a dilemma regarding whether or not to disclose their autism diagnosis, citing their 2142 

concern over stigma and judgement as reasons to avoid doing so.  The literature on 2143 

how disclosure of an autism diagnosis affects stigmatisation is mixed.  Some studies 2144 

(e.g., Jones, et al., 2015; Humphrey & Lewis, 2008), have demonstrated that autistic 2145 

people feel that revealing their diagnosis changes how they are perceived by others 2146 

and makes it harder to fit in, lending support to ideas of labelling theory (Scheff, 1966) 2147 
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and Goffman’s (1963) ideas about undesired differentness.  Indeed, participants in this 2148 

study described a reluctance to share that they are autistic due to fear of stigma and 2149 

judgement that result from society misconceptions about autism: 2150 

“I feel that would be something that I feel people could use against me, and 2151 

that's why I don't think I'd be comfortable with disclosing it” (Participant 1) 2152 

“There's still stigma, there's still judgement, there's still discrimination, there's 2153 

still inequality … I've learnt, why disclose or why come to an extent where you're 2154 

justifying it with people, because there's no point.” (Participant 3) 2155 

 Other studies (e.g., Calzada, et al., 2012), however, have found that autistic 2156 

people see disclosing their diagnosis as a way to improve non-autistic others’ 2157 

understanding of autism-related difficulties and stop them attributing blame to autistic 2158 

individuals for displaying behaviours that deviate from non-autistic norms, in support 2159 

of attribution theory (Weiner, 1993).  In the current study, participants reported finding 2160 

it  necessary and/or helpful to disclose being autistic for two main reasons.  The first 2161 

relates to face-to-face interactions, as participants described occasions whereby they 2162 

feel a need to explain themselves or to justify their behaviours, for example, if they are 2163 

struggling with environmental conditions and/or engaging in self-soothing behaviours: 2164 

“I do feel like I have to explain … that I’m autistic and that’s why I’m behaving 2165 

the way I am. It does feel like having to justify your existence sometimes 2166 

... When you know you’re a minority of some sort amongst a majority, you can’t 2167 

just exist without explaining ... I think society doesn’t like not having all the 2168 

answers” (Participant 6) 2169 

 The second reason participants gave for disclosing their autism diagnosis was 2170 

as a way of increasing awareness and challenge common misconceptions about 2171 

autism in order to educate others: 2172 

“I am more than happy to mention my autism diagnosis ... it’s important to talk 2173 

about to reduce stigma” (Participant 6) 2174 
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“I feel the need to improve things for the next generation by educating people 2175 

and spreading acceptance as I feel it’s my duty to the autistic children who are 2176 

born after me so they won’t have such a hard time … I’m quite comfortable 2177 

talking about … the fact that I’m autistic to help with that purpose”. (Participant 2178 

7) 2179 

 As demonstrated by this participant, however, some felt that this was easier to 2180 

do online than it was to do offline: “I wouldn’t do it so much offline ... I don’t have the 2181 

opportunity, maybe the confidence to do so” (Participant 7). 2182 

 Participants also referred to their perceived social competence and lack of 2183 

obvious difference when interacting online meaning that they had more choice about 2184 

whether to disclose being autistic, and that they could go ‘undetected’ if they so 2185 

wished.  Some participants reported wanting to ignore parts of, or escape from, their 2186 

true self and that the online world provided an opportunity to do that: 2187 

“If there’s a part of me I want to ignore for whatever reason then I can escape 2188 

that for a short while … it feels as though there’s more choice about who you 2189 

are online.” (Participant 7) 2190 

 However, one participant reflected that although he knew other autistic people 2191 

did this, he himself struggled with the idea of presenting an alternative version of 2192 

himself: 2193 

“Friends who do have, like, online friends and that like, they're usually trying to 2194 

escape their ‘in person’ self in a way, but, I know I just can't do that because it's 2195 

… hard to separate … despite having let's say a different name to what's 2196 

presented, I'm still talking as myself, I am the person I am not like someone 2197 

else and, that's … confusing” (Participant 4) 2198 

 In line with Marcia’s (1980) theory of the two processes of identity development, 2199 

another participant described using the freedom brought by the online world to test out 2200 

ways of interacting (‘exploration’ of options for who to be) in a way that felt safe, before 2201 
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doing so in the offline world (‘commitment’ to the chosen identity).  She (and others) 2202 

referred to there being less risk online, for example by being able to shut the 2203 

conversation down when needed and not having to make an excuse to leave, which 2204 

meant she felt more comfortable and confident interacting in ways she might not 2205 

initially in face-to-face interactions: 2206 

“I sort of use it as a trial run sometimes like to see how people react to stuff in 2207 

real life … if it’s not received well then I’ll know not to say it … in real life. And I 2208 

can just close the conversation and be out of it, I don’t have to make an excuse 2209 

to leave. So I can use it like a practice almost cause I’m more comfortable 2210 

online, there’s less risk.” (Participant 8) 2211 

ii) Reframing autism as positive online 2212 

 Participants who considered themselves to be part of an online autism 2213 

community spoke of their experience of online spaces as providing an opportunity to 2214 

learn about autism and share resources, and that the traits associated with autism 2215 

were framed in a positive light.  In line with previous research indicating that framing 2216 

autistic traits as positive can protect against psychological difficulties (Cooper et al., 2217 

2021; Parsloe, 2015), for participants in this study, this served to boost their self-2218 

esteem as well as reversing some of the dominant (and negative) discourses around 2219 

autism that participants felt existed, particularly in the offline world: 2220 

“online there’s acceptance and positivity in a collective sense around being 2221 

autistic, but in face-to-face you’re pretty much on your own, which makes it feel 2222 

quite negative” (Participant 6) 2223 

“in face-to-face you’re constantly reminded of someone’s supposed deficits … 2224 

whereas online you’re more proud” (Participant 7) 2225 

“offline you’re made to feel like being autistic is a bad thing, it’s all deficit this 2226 

deficit that, whereas online well in the autistic community at least you’re made 2227 
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to feel it’s a good thing … or at least a normal thing … how I experience online 2228 

makes me feel good about who I am.” (Participant 8) 2229 

The latter participant expressed their hopes that future generations will benefit 2230 

from the advocacy of the autistic community, in changing perceptions of autism by 2231 

educating people and promoting the view that autistic people and other neurodiverse 2232 

groups are simply people with normal variations in behaviour: 2233 

“maybe people who are autistic in the future will have a better experience in 2234 

society because people are learning about autism online and there’s 2235 

opportunities to see the good side of being autistic whereas you don’t get that 2236 

in offline” (Participant 8) 2237 

iii) A sense of belonging 2238 

Many participants spoke of the sense of belonging that involvement in online 2239 

autism communities brought for them, which seemed to offer a protective effect 2240 

against the impact of stigma.  This sense of belonging appeared driven by 2241 

understanding and acceptance within the community.  Meeting others with similar 2242 

experiences, for example, in relation to their journey to receiving an autism diagnosis, 2243 

or facing stigma and discrimination, enhanced this sense of understanding and 2244 

connection.  One participant commented on how she felt protected by the online 2245 

autism community as people “who have [her] back” (participant 2) and that this helped 2246 

her to be more confident in challenging prejudice and discrimination when she 2247 

witnessed it.  Others described the protective effect that ‘belonging’ online had against 2248 

the negative impact of not fitting in in the offline world: 2249 

“The good relationships and the solidarity you have with the autism community 2250 

also means when face-to-face interactions go wrong, I don’t quite care… it’s 2251 

not the same as before I found the autistic community when I thought it was just 2252 

me on my own, at least now I’m like, well I have got friends and people that like 2253 

me so it’s fine” (Participant 8) 2254 
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 Previous research has shown that feeling a sense of belongingness can protect 2255 

against the negative impact of stigmatisation and marginalisation (Haslam et al., 2256 

2009).  One participant in this study went on to explain how, for her, the sense of 2257 

validation and acceptance gained from the autistic community online even “heals” the 2258 

damage caused by the negative experiences she had had offline: 2259 

“being part of something allows you to feel accepted, approved of, and gives 2260 

you a sense of belonging and as though your existence is validated … when 2261 

you haven’t had that before (from mostly face-to-face interacting) that’s a really 2262 

powerful and healing feeling … healing from the damage caused by not feeling 2263 

accepted, approved of” (Participant 6)  2264 

 In summary, participants felt that there are societal misconceptions about 2265 

autism that mean autistic people are often faced with stigma and discrimination, the 2266 

effects of which are particularly relevant to face-to-face interactions. Participants 2267 

generally felt that online interaction provided an opportunity to escape the effects of 2268 

stigma and discrimination that they often experienced in face-to-face interactions.  2269 

They also valued a sense of belonging that came with the social relationships they 2270 

developed online, particularly in being part of the online autism community, in which 2271 

the positives of autism could be celebrated.  Indeed, research has shown that the 2272 

social support brought by the autism community on social media has benefits such as 2273 

improved wellbeing, improved self-concept and self-esteem (Hassrick et al., 2021; 2274 

Saha & Agarwal, 2016). 2275 

Discussion 2276 

Main findings 2277 

This qualitative study aimed to explore how young autistic people view their 2278 

personal and social identities when interacting online and offline, how they identify with 2279 
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and align themselves to autistic and non-autistic culture when they are online and 2280 

offline, and the extent to which these issues impact on their mental health and 2281 

wellbeing.  The analysis revealed four key themes: autism as an identity, acceptance 2282 

is key to being one’s true self, feeling different, and stigma and discrimination.  2283 

Participants saw being autistic as an integral part of their identity, which they felt 2284 

influenced the way they interact with others whilst being viewed largely as negative by 2285 

society.  Participants suggested that the additional demands placed upon them that 2286 

result from differing communication styles between them and non-autistic people, were 2287 

higher in face-to-face interactions than in online interactions, and this had negative 2288 

implications for their mental health, self-esteem and self-concept.  Participants spoke 2289 

of how, in order to feel more socially competent, they would attempt to mask these 2290 

difficulties, but that this brought about its own challenges for their identity.  They spoke 2291 

of attempts made to ‘close the gap’ or minimise the differences between themselves 2292 

and their non-autistic peers, and how the reduced social demands required for 2293 

interacting online facilitated this.  They also referred to the stigma and discrimination 2294 

they face, and the opportunities afforded by the online world to challenge some of the 2295 

negative discourses around autism by focusing on the positives of their autistic identity 2296 

and enabling them to feel a sense of belonging to a community.  Participants felt this 2297 

had positive implications for their self-esteem and self-concept.  Participants also 2298 

described how they had enjoyed the lockdown period due to reduced expectations for 2299 

them to interact face-to-face and they expressed anxieties around returning to 2300 

increased face-to-face interactions. 2301 

This is not the first study to highlight that autistic people see autism as a key 2302 

part of their identity, and one which is stigmatised (Bury et al., 2020).  Further, previous 2303 

research has demonstrated that autistic people see autistic suffering as a product of 2304 
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existing as an identity-based minority group in a majority non-autistic world (rather 2305 

than their suffering being inherent to autism itself) and that this dynamic means they 2306 

are subject to minority stress (Botha & Frost, 2020; Sasson et al., 2017).  In line with 2307 

the literature, participants in this study described the range of challenges presented to 2308 

their self-concept, self-esteem, and overall wellbeing as a result.  2309 

Social Identity Theory (Tajfel & Turner, 1979) posits that when a social group is 2310 

stigmatised, members of the group attempt to elevate their social status and recover 2311 

a positive identity using both individualistic and collective strategies.  Individualistic 2312 

strategies entail distancing oneself from their in-group (such as, the autistic 2313 

community) in order to align themselves with a more highly regarded out-group (such 2314 

as, non-autistic communities).  Participants in this study reported that during face-to-2315 

face interactions they often felt required to mask or suppress their naturally autistic 2316 

behaviours in order to ‘fit in’ with the social expectations of non-autistic people and 2317 

avoid negative judgement from others.  The literature on masking highlights the 2318 

relationship between perceived autism-related stigma and masking, and the various 2319 

identity challenges that consistent masking can present (Perry et al., 2021; Bargiela 2320 

et al., 2016; Hull et al., 2017).  Collective strategies, on the other hand, strive to 2321 

reconceive the in-group positively and thus elevate its status.  Previous studies (e.g. 2322 

Botha et al., 2020) have found that autistic people employ collective strategies such 2323 

as reframing traditional, deficit-based perspectives of autism into more positive 2324 

perspectives, and reclaiming language (Brontsema, 2004) by refusing to accept labels 2325 

that non-autistic people put upon them.  Similarly, in the current study, participants 2326 

spoke of benefits of interacting online, including opportunities to have their own 2327 

perspectives of autism that they had internalised/inherited from society positively 2328 

reframed, and how this had a favourable impact on their self-concept and self-esteem.  2329 

https://www.tandfonline.com/doi/full/10.1080/09687599.2020.1822782
https://www.tandfonline.com/doi/full/10.1080/09687599.2020.1822782
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Also in line with Social Identity Theory, participants spoke of the protective effect that 2330 

feeling a sense of belonging and affiliation gained in online communities afforded 2331 

them, as going some way to reverse the negative impact that stigmatisation and 2332 

marginalisation had had on their identity (Haslam et al., 2009).  Given the increase in 2333 

availability of autism specific forums, chatrooms and social media groups, it may be 2334 

the case that the online world provides a platform for autistic community and culture 2335 

to grow, in turn promoting a sense of shared identity and protecting against the 2336 

negative implications associated with offline interactions. 2337 

Strengths and limitations 2338 

To the authors’ knowledge, this research is the first examination of the 2339 

relationships between identity development and social media use in young autistic 2340 

people.  The autistic community has identified the importance of researching factors 2341 

that may influence the developmental trajectory of autistic people such as social 2342 

learning opportunities (Roche et al., 2021; Fletcher-Watson et al., 2017).  The current 2343 

study makes a useful contribution to the literature here. 2344 

During interviews, participants often spoke about their autistic identity in general 2345 

terms, providing an insight into how they conceptualise their identity.  This presented 2346 

a dilemma in terms of whether to include information that did not relate directly to the 2347 

research question.  However, the research aimed to be data-driven and remain true 2348 

to what was important to our participants, rather than being constrained by the specific 2349 

research questions.  It was therefore important to include what participants felt was 2350 

important contextual information as well as the subthemes that related more 2351 

specifically to offline and online interaction. 2352 
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Research influenced by, and developed with, autistic people is becoming 2353 

increasingly acknowledged as an essential component of the research process 2354 

(Roche et al., 2021).  As well as having had input in developing the research proposal, 2355 

an adult Expert by Experience was actively involved in the design of the study, 2356 

including development of the materials and discussing implications of the findings for 2357 

future research and clinical practice.  However, as noted by Fletcher-Watson et al. 2358 

(2019), there is clearly a broad range of views among autistic people and it is important 2359 

to acknowledge that receiving consultation from one autistic individual is unlikely to 2360 

provide access to a consistent, ‘community’ view.  Conducting a pilot study enabled 2361 

valuable feedback to be gained regarding the interview process, materials used and 2362 

interviewer’s style and approach.  In addition, each participant was invited to provide 2363 

feedback on the same at the end of their interview, and this feedback was used to 2364 

inform/shape future interviews.   2365 

A further strength of the study was the option to take part in the study via 2366 

telephone, videocall and instant messaging as opposed to face-to-face, and this 2367 

degree of inclusivity served to enhance the diversity of the participant sample and 2368 

enabled the study to proceed during the Covid-19 pandemic.  The option of taking part 2369 

via instant messaging service was also well-matched to the topic under study. 2370 

However, there were some limitations to the study.  This discussion is not 2371 

concerned with the general critiques associated with qualitative research, such as lack 2372 

of generalisability due to a small sample size, as this was not the intention of the 2373 

research.  It must be made clear however, that the findings reported in this manuscript 2374 

are specific to the particular participants studied. 2375 

This aside, there are some methodological limitations remaining that should be 2376 

considered.  The first refers to the sample and inclusion criteria.  Participants with an 2377 
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intellectual disability (and those who are non-speaking or unable to use the internet 2378 

independently) were excluded from the research, adding to the selection bias against 2379 

people with intellectual disability in autism research (Russell et al., 2019).  People who 2380 

were self-diagnosed as autistic were also excluded.  To have included self-diagnosed 2381 

individuals may have enhanced understanding of whether the experiences of identity 2382 

development for this cohort differ from those with a formal diagnosis.  Participants 2383 

were not asked to disclose co-morbidities, however the experiences of autistic 2384 

individuals who also have health difficulties may be more complex.  Most of the sample 2385 

were male, and given the gender differences in autism presentation (such as 2386 

increased use of camouflaging by autistic women; Lai et al., 2017) and the different 2387 

social expectations of women in the United Kingdom, the impact of social interactions 2388 

on self-esteem and self-concept may differ by gender.  Social norms and expectations 2389 

also differ cross-culturally.  Diverse British cultures (including those of participants in 2390 

this study) may affect how self-identity is perceived.  It would be helpful for future 2391 

research to consider autistic people’s experiences of identity development and social 2392 

media cross-culturally.  Specific data on race/ethnicity and socioeconomic status for 2393 

participants in this study were not recorded. 2394 

The second refers to the interview approach.  Asking participants to answer 2395 

questions about their identity in a study that required them to be autistic as part of the 2396 

inclusion criteria, may have influenced the extent to which participants discussed 2397 

autism in favour of other aspects of their identity.  Although many questions were broad 2398 

(i.e. not specific to autism) participants may have placed more emphasis on autism 2399 

than other aspects of their identity and collective groups, such as those of race, 2400 

religion, nationality, etc. 2401 
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The third refers to the flexibility of thematic analysis as an analytic tool in this 2402 

research.  Due to the subjective nature of interpretation, the themes generated from 2403 

this research are, on the whole, dependent on the individual researcher and may 2404 

therefore attract the ‘anything goes’ critique of thematic analysis (Braun & Clarke, 2405 

2006).  It is therefore important to acknowledge the individuality of interpretation, as 2406 

that of a different researcher may have generated different themes and conclusions.  2407 

Involving multiple researchers to analyse and code simultaneously may have 2408 

increased the credibility and dependability of this analysis, prompting greater 2409 

confidence in the findings.  KW second coded 10% of the transcripts and regular 2410 

meetings were held to discuss and develop the coding framework.  The flexibility of 2411 

thematic analysis in this research has been extremely beneficial, as it has allowed 2412 

themes to be discovered within each individual’s experiences as well as themes 2413 

shared across the group of participants.  This is compatible with idiosyncratic research 2414 

assumptions, exploring the themes arising from the interviews with each individual 2415 

participant, whilst also allowing identification of any nomothetic themes that are shared 2416 

across the participant group to come to light during the analysis. 2417 

Reflexivity 2418 

In qualitative research it is important to acknowledge the researcher’s (my) role 2419 

as a thinker and writer, particularly the extent to which my assumptions, 2420 

understandings and interpretations may have influenced the research, and the 2421 

processes that I have been involved in intentionally and unintentionally, consciously 2422 

and subconsciously.  Mauthner and Doucet (2003) note the range of influences that a 2423 

researcher can have on their research, and thus, in the following section, some of my 2424 

personal, interpersonal theoretical, epistemological and ontological influences on the 2425 

research are explored. 2426 
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Firstly, it is important to consider my own position as an individual belonging to 2427 

minoritised groups and how this has shaped my assumptions about identity 2428 

development for minoritised individuals.  It is likely that  my own experiences in this 2429 

regard have influenced my motivation to produce a research paper that may be 2430 

regarded as taking a political standpoint.  Consideration must also be given to my role 2431 

as a Clinical Psychology trainee, having spent considerable time familiarising myself 2432 

with the identity literature.  Thus, it was inevitable that I would approach the research 2433 

with a number of assumptions about what I was likely to find.  For example, my 2434 

knowledge of the principles of Social Identity Theory influenced the design of the study 2435 

and particularly, the interview schedule.  As with those stemming from own minority 2436 

statuses, it is important to acknowledge these assumptions and expectations, and to 2437 

pay equal attention to all frames of reference, constructions, codes, themes and 2438 

discussion topics. 2439 

Other considerations relate to the interview process, such as the extent to which 2440 

my immediate (subconscious) emotional reactions may have influenced the direction 2441 

of participants’ responses.  As there was no real time delay between questions posed 2442 

and the answer given (and vice versa) in the interviews conducted via videocall and 2443 

telephone, it is inevitable that participants may have picked up on my (unintentional 2444 

and/or subconscious) non-verbal reactions to their answers or interjections/minimal 2445 

responses, which has the potential to have influenced the extent to which they 2446 

discussed certain topics further. 2447 

Finding the topic under study to be somewhat abstract, I began by being over-2448 

cautious about ‘creating’ meaning from participants’ responses.  This hesitation 2449 

resulted in my initial analysis lacking in explanatory depth or understanding to the data.  2450 

I then placed all emphasis on interpreting and finding ‘new meaning’ in data in order 2451 
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to resolve this, and found I was tending to over-interpret in order to uncover interesting 2452 

and abstract patterns and themes.  This in turn led to my themes becoming vague, 2453 

obscure, and over-complicated.  It was a challenge, therefore, to find a balance 2454 

between the two in order to achieve a level of satisfaction that I had conducted a 2455 

successful analysis and gained a genuine picture of the experiences of my 2456 

participants. 2457 

Implications and recommendations 2458 

Given the finding that for some autistic people, interacting online affords an 2459 

opportunity to feel more comfortable as well as more socially competent, it would be 2460 

helpful for mental health services to offer services online, for example, online 2461 

assessment sessions and online therapeutic interventions.  This may be particularly 2462 

beneficial for group interventions.  This recommendation could be extended to wider 2463 

health and social care services in offering online options wherever people are required 2464 

to interact (interviews, meetings, etc.) to support autistic people to access services, 2465 

avoiding the additional stressors and demands associated with face-to-face 2466 

interactions. 2467 

Since for some autistic people it appears to be the mode of interaction that 2468 

results in negative outcomes for their self-esteem and self-concept, rather than the 2469 

interacting itself, it is likely that this reflects the socio-cultural environment within which 2470 

they interact, rather than indicating underlying pathology of a ‘disorder’.  This lends 2471 

support to the social model of disability.  Consequently, researchers and clinicians 2472 

should attend to the social, cultural and political systems that can empower or 2473 

disempower autistic people.  Future research should explore the part to be played by 2474 

psychology in reconceiving autism and supporting the neurodivergent community. 2475 
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Although the purpose of the study was not to explore stigma explicitly, the data 2476 

generated clearly communicate how significant stigma (as both experienced by the 2477 

individual, and as a driver of decision making) plays a role in the lives of autistic people.  2478 

This emphasises the need for ongoing research into how best to target stigma (for 2479 

example, ongoing discussions and consultation with the autistic community around the 2480 

least stigmatising language/preferred terminology, and efforts to increase awareness 2481 

and education) as well as clinical interventions to support autistic people and their 2482 

families when faced with stigma (for example, increasing self-esteem and self-2483 

compassion skills, and support around/preparedness for responding to instances of 2484 

stigma from the public, other family members, and/or professionals). 2485 

The data generated also suggest that online interactions play an important role 2486 

in identity development for autistic individuals.  It is argued, therefore, 2487 

that developmental theories of identity have the potential of furthering understanding 2488 

of the meaning of online contexts in identity development and, equally important, 2489 

research on identity development should take online contexts into account in order to 2490 

grasp the whole story of adolescents’ identity development in contemporary society. 2491 

Conclusion 2492 

In sum, this study aimed to investigate how autistic people view their identity 2493 

when interacting online and offline, and found that generally, differences in 2494 

communication styles leave autistic people questioning their social competence and 2495 

finding it more difficult to present their true/authentic selves in offline interactions, due 2496 

to a fear of being stigmatised and unaccepted.  Our findings suggest this leads people 2497 

to mask naturally autistic behaviours during face-to-face interactions, which can result 2498 

in identity challenges and mental health difficulties.  In general, participants felt that 2499 

autism was an integral part of their identity and that the benefits afforded by online 2500 
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interaction (including reduced social demands from the absence of non-verbal cues, 2501 

ability to control one’s sensory environment, increased control and personal safety, 2502 

and access to autism communities in which autism is celebrated) had more positive 2503 

implications for their self-esteem and self-concept than offline interactions.  This 2504 

research has implications for societal awareness and responses to autism, 2505 

particularly, illustrating the importance of offering as standard varied methods 2506 

communication across a range of services. 2507 
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