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How is a sense of well-being and belonging constructed in the accounts of autistic adults? 

Damian E M Milton and Tara Sims, London South Bank University. 

Disability & Society, 31(4), 520-534. 

http://www.tandfonline.com/doi/full/10.1080/09687599.2016.1186529 

This small-scale exploratory study sought to develop an understanding of the meaning of 

well-being and social belonging as represented within the narratives of adults on the autism 

spectrum. Employing an interpretivist approach facilitated the investigation of potential 

contributory factors to these lived experiences in order to inform further research regarding 

both this topic, and service provision for adults on the autism spectrum. The project 

involved a thematic analysis of issues of the magazine Asperger United (AU). Four broad 

main themes were identified: meeting personal needs, living with the consequences of an 

͚ŽƚŚĞƌĞĚ͛ ŝĚĞŶƚŝƚǇ͕ ĐŽŶŶĞĐƚŝŽŶ ĂŶĚ ƌĞĐŽŐŶŝƚŝŽŶ͕ ĂŶĚ ƌĞůĂƚŝŽŶƐŚŝƉƐ ĂŶĚ ĂĚǀŽĐĂĐǇ͘ AƵƚŝƐƚŝĐ 
adults reported many barriers to feeling that they belonged in a number of social spaces 

and the detrimental effect this had on their wellbeing. Fundamental to positive narratives of 

wellbeing, were feelings of connection and recognition from others and positive accepting 

relationships, with autistic-led spaces, particularly the Autscape conference, being 

frequently cited as of central significance in increasing feelings of wellbeing and belonging. 

This study has demonstrated a need for less focus on remediation and more on limiting the 

social isolation of autistic people. 

Keywords: Autism, well-being, belonging, thematic analysis 

Introduction 

 

Note: IŶ ĂĐĐŽƌĚĂŶĐĞ ǁŝƚŚ ŽƚŚĞƌ ͚ĂƵƚŝƐƚŝĐ ǀŽŝĐĞƐ͛ ;SŝŶĐůĂŝƌ͕ ϭϵϵϯ͕ SĂŝŶƐďƵƌǇ͕ ϮϬϬϬͿ ƚŚŝƐ ĂƌƚŝĐůĞ 
ǁŝůů ƵƐĞ ƚŚĞ ĚĞƐĐƌŝƉƚŽƌƐ ŽĨ ͚ĂƵƚŝƐƚŝĐ ƉĞƌƐŽŶͬƉĞŽƉůĞ͛ ĂŶĚ ͚ĂƵƚŝƐƚŝĐ ƐƉĞĐƚƌƵŵ͛͘ 
 

Ever since DƵƌŬŚĞŝŵ͛Ɛ ;ϭϴϵϳͿ ƐĞŵŝŶĂů ǁŽƌŬ, social scientific theorists have debated the 

potential link between wellbeing and social belonging. Attempts to improve the wellbeing of 

those diagnosed with a psychiatric condition have frequently centred upon notions of the 

remediation of a functionally normative social agent to enable return to previously held 

societal roles (Parsons, 1951). Despite variations in definition, wellbeing is generally 

assumed to encompass subjective evaluation of physical, mental, social and spiritual life 

experiences (Friedli, 2009).  However, there are questions that beg for closer examination: 

what do wellbeing and social belonging mean for someone on the autism spectrum?  How 

are they practically achieved?   

 

http://www.tandfonline.com/doi/full/10.1080/09687599.2016.1186529
http://www.tandfonline.com/keyword/Autism
http://www.tandfonline.com/keyword/Well-being
http://www.tandfonline.com/keyword/Belonging
http://www.tandfonline.com/keyword/Thematic+Analysis


Studies using wellbeing indicators with adults on the autism spectrum often feature limited 

self-assessment measures (Bracher, 2014) and the extent to which standardised measures 

of wellbeing capture autistic experience and sensibilities is debatable (Robertson, 2010).  

 

͞MŽƐƚ ƐĐĂůĞƐ ĚĞǀŝƐĞĚ ĨŽƌ ƵƐĞ ǁŝƚŚ ƚŚĞ ŐĞŶĞƌĂů ƉŽƉƵůĂƚion cannot be used with all 

population sub-ƐĞƚƐ͟ ;IŶƚĞƌŶĂƚŝŽŶĂů WĞůůďĞŝŶŐ GƌŽƵƉ͕ ϮϬϬϲ͕ Ɖ͘ ϱͿ͘    
 

Current measures of wellbeing used in the context of autism have been developed with a 

non-autistic population and hence cannot be assumed to adequately reflect an autistic 

perspective, although this area of research has recently been gaining increasing attention 

(Renty and Roeyers, 2006; Burgess and Gustein, 2007; Robertson, 2010, Billstedt et al., 

2011).  Renty and Roeyers (2006) highlighted the need for people on the autism spectrum to 

have access to support networks, as well as effective professional backup, following a 

comprehensive needs assessment.  Burgess and Gustein (2007) suggested that wellbeing 

ŵĞĂƐƵƌĞƐ ĐŽƵůĚ ďĞ ďƌŽŬĞŶ ĚŽǁŶ ŝŶƚŽ ͚ƐŽĐŝĂů ĨƵŶĐƚŝŽŶŝŶŐ͕͛ ƐƵĐŚ ĂƐ ƋƵĂůŝƚǇ ŽĨ ĨƌŝĞŶĚƐŚŝƉƐ͕ 
ĂǀĂŝůĂďŝůŝƚǇ ŽĨ ƐŽĐŝĂů ƐƵƉƉŽƌƚ ŶĞƚǁŽƌŬƐ͕ ĂŶĚ ͚ĞŵŽƚŝŽŶĂů ĨƵŶĐƚŝŽŶŝŶŐ͕͛ ƐƵĐŚ ĂƐ ƐĞůĨ-esteem and 

mental health.  Billstedt et al. (2011) found there was a need for improvements in 

occupational and recreational activities accessed by people on the autism spectrum and 

ƐƵŐŐĞƐƚĞĚ ƚŚĂƚ ŵŽƌĞ ƌĞƐĞĂƌĐŚ ǁĂƐ ŶĞĞĚĞĚ ŝŶƚŽ ƚŚĞ ĐŽŶĐĞƉƚ ŽĨ ĂŶ ͚ĂƵƚŝƐŵ-friendly 

ĞŶǀŝƌŽŶŵĞŶƚ͛ including the development of wellbeing assessment tools designed to be 

relevant to the particular needs of people on the autism spectrum. 

 

Robertson (2010), an American autistic researcher, critiqued deficit model assumptions 

about wellbeing for autistic people, and suggested an alternative perspective based on the 

concĞƉƚ ŽĨ ŶĞƵƌŽĚŝǀĞƌƐŝƚǇ͘  ‘ĂƚŚĞƌ ƚŚĂŶ ƐĞĞŝŶŐ ĂƵƚŝƐƚŝĐ ƉĞŽƉůĞ ĂƐ ͚ďƌŽŬĞŶ͛ ĂŶĚ ŝŶ ŶĞĞĚ ŽĨ 
͚ĨŝǆŝŶŐ͕͛ ƐƵĐŚ Ă ƉĞƌƐƉĞĐƚŝǀĞ ǁŽƵůĚ ĨŽĐƵƐ ŽŶ ĚŝǀĞƌƐŝƚǇ ŽĨ ŶĞĞĚ͕ ĂŶĚ ƉĞƌƐŽŶĂů ͚strengths͛ as well 

as ͚challenges͛͘  ‘ŽďĞƌƚƐŽŶ ;ϮϬϭϬͿ ƐƵŐŐĞƐƚƐ ƚŚĂƚ “ĐŚĂůŽĐŬ͛Ɛ ;ϮϬϬϬͿ ƋƵĂůŝƚǇ of life framework is 

a good starting point for building a model for viewing core domains of wellbeing for autistic 

adults, and, highlights the need to develop a collaborative approach between professionals 

and autistic adults if meaningful solutions are to be found to meet the challenges that 

autistic people face in navigating social life. 

 

Schalock (2000) reviewed research relating to quality of life measures over a thirty-year 

period and identified eight core domains, with relevant indicators: self-determination 

(autonomy, decision-making, self-direction), social inclusion (acceptance, status, community 

activity), material well-being (ownership, employment), personal development (education, 

personal competence), emotional well-being (spirituality, safety, freedom from stress), 

interpersonal relations (intimacy, friendship, support), rights (privacy, voting, access), and 

physical well-being (health, nutrition, recreation).  Robertson (2010) describes “ĐŚĂůŽĐŬ͛Ɛ 
(2000) model as a non-normative approach compatible with a social model of disability, and 

accepting of diversity and individual efforts toward self-determination and self-advocacy.  



Although supporting the non-ŶŽƌŵĂƚŝǀĞ ĂƉƉƌŽĂĐŚ ŽĨ “ĐŚĂůŽĐŬ ;ϮϬϬϬͿ ŚŽǁĞǀĞƌ͕ ‘ŽďĞƌƚƐŽŶ͛Ɛ 
(2010) own use of terms such as ͚ƐƚƌĞŶŐƚŚƐ͛ ĂŶĚ ͚ĐŚĂůůĞŶŐĞƐ͛ ĐŽƵůĚ ďĞ ƐĞĞŶ ĂƐ ĐŽŶĐĞƉƚƵĂůůǇ 
embedded in normative thinking. 

 

Theorists such as Timimi et al. (2011) and Runswick-Cole (2014) have questioned the use of 

medicalised labels such as autism and also concepts such as neurodiversity, and the possible 

detrimental effects of a politics of identity.  In contrast, research conducted by Beardon and 

Edmonds (2007), found that 83% of autistic adults they surveyed identified that one of their 

greatest challenges is a lack of understanding and recognition of their differing needs from 

other people.  The same issue was highlighted by autistic children and young people in 

consultation exercises undertaken in the development of materials for the Milton and 

Giannadou (2012). Milton (2012; 2014) has previously theorised that such gaps in 

understanding arise from differing dispositional perceptions and ways of being in life, a 

ŵŝƐŵĂƚĐŚ ŽĨ ǁŚĂƚ ŝƐ ƐĂůŝĞŶƚ Žƌ ŽĨ ŝŶƚĞƌĞƐƚ ǁŝƚŚŝŶ ĂŶǇ ŐŝǀĞŶ ĐŽŶƚĞǆƚ͕ ƚŚĞ ͚ĚŽƵďůĞ ĞŵƉĂƚŚǇ 
ƉƌŽďůĞŵ͛͘  FŽƌ ‘obertson (2010), when professionals look at the barriers autistic people face 

in social life, they rarely focus on how social attitudes and norms can create them.  One of 

many examples Robertson (2010) gives refers to autistic people attaining and sustaining 

employment, where efforts are often concerned with adapting the autistic employee to fit 

into social contexts rather than adapting such contexts to meet the needs of the individual. 

 

The study 

 

Our small-scale exploratory study sought to develop an understanding of the meaning of 

wellbeing and social belonging as represented within the narratives of adults on the autism 

spectrum. Employing an interpretivist approach facilitates the investigation of potential 

contributory factors to these lived experiences in order to inform further research regarding 

both this topic, and service provision for adults on the autism spectrum.   

 

The project involved a thematic analysis of issues of the magazine Asperger United (AU).  AU 

was founded in 1993 and is run by and for adults on the autism spectrum, although some 

parents subscribe to it on behalf of their children.  Since the year 2000 AU has been 

supported by the National Autistic Society (NAS).  Themes and issues relevant to adults on 

the spectrum and expressed through the articles within AU were collated and analysed, with 

particular attention given to references made to factors that have influenced, either 

ƉŽƐŝƚŝǀĞůǇ Žƌ ŶĞŐĂƚŝǀĞůǇ͕ ĂŶ ŝŶĚŝǀŝĚƵĂů͛Ɛ ƐĞŶƐĞ ŽĨ ǁĞůůďĞŝŶŐ Žƌ ƐŽĐŝĂů ďĞůŽŶŐŝŶŐ͕ ĂƐ ǁĞůů ĂƐ any 

links made in narratives between these two constructs.  Although AU magazine is accessed 

by people across the autism spectrum, as the title of the magazine suggests, it is engaged 

with primarily by those with a good linguistic understanding.  Not all contributors would 

ŝĚĞŶƚŝĨǇ ǁŝƚŚ ƚŚĞ ƚĞƌŵ ͚AƐƉĞƌŐĞƌ “ǇŶĚƌŽŵĞ͛ ŚŽǁĞǀĞƌ͕ ĂŶĚ ƐŽ ƚŚĞ ǁŝĚĞƌ ƚĞƌŵƐ ŽĨ ͚ĂƵƚŝƐŵ͕͛ 
͚ĂƵƚŝƐƚŝĐ͛ ĂŶĚ ͚ĂƵƚŝƐƚŝĐ ƐƉĞĐƚƌƵŵ͛ ŚĂǀĞ ďĞĞŶ ƵƐĞĚ ĂƐ ĚĞƐĐƌŝƉƚŽƌƐ ŝŶ ƚŚŝƐ ƐƚƵĚǇ͘ 
 



Methods 

 

Research Question 

 

What is the meaning of well-being and belonging for autistic adults? 

 

Sampling 

 

At the time of analysis, seventy-nine editions of AU had been published.  Twenty-one 

editions of AU were sampled from the issues available from the National Autistic Society 

(NAS) information service, ranging over a six-year period from issue number 54, April 2008, 

through to issue 78, April 2014.  Issues including articles written by the researchers were 

excluded from the study (issues 71, 72 and 79).  Issues over six years old were also excluded 

in order to keep the project analysis manageable and current.  AU contributions are 

accepted in the form of articles, letters to the editor, book reviews, and pen pals.  All textual 

information within these sections was analysed for this study, in total: 78 articles, 81 letters 

to the editor, 37 reviews, 121 pen pal entries, and 44 announcements were analysed. 

 

Analysis 

 

Thematic Analysis was selected for data analysis as, located within the interpretivist 

paradigm, it can be used to produce in-depth interpretative analyses, providing nuanced 

and complex interpretations of data (Clarke and Braun, 2013). The analytic process involved 

progressing from a description of the data to an interpretive account of the themes that 

emerged from the analysis to a discussion of their wider implications. The first author 

undertook first-order coding of the data, viewing the data set a number of times for 

familiarity before labelling basic segments of the text.  The data was coded using descriptive 

ŵĂƌŬĞƌƐ͕ ƚŽ ĂůůŽǁ ĂƐ ŵƵĐŚ ĂƐ ƉŽƐƐŝďůĞ ĨŽƌ ŵĞĂŶŝŶŐƐ ƚŽ ͚ĞŵĞƌŐĞ͛ ĨƌŽŵ ƚŚĞ ĚĂƚĂ͘  FŽůůŽǁŝŶŐ 
the methodology of Braun and Clarke (2006), these first order themes were strongly linked 

to the data and were inductive in nature, without a predetermined frame of reference, in an 

attempt to limit the effects of personal preconceptions.  These first order themes were then 

organised into meaningful groups under the second stage of the coding (Tuckett, 2005).  

Sub-themes were formed from this process through interpreting the data in reference to 

the notions of wellbeing and belonging. Finally, sub-themes were combined into meaningful 

clusters to develop four overarching themes.  Throughout this process, the first author 

reflected upon possible ways that he had been affected by the process and upon his own 

positionality and potential bias in interpretations made. The second author then reviewed 

themes, subthemes and codes and further developed them to ensure internal coherence 

and avoid repetition between themes. 

 

Epistemology 



 

Influenced by the interpretive paradigm, a thematic analysis was utilised in order to capture 

patterns in both the lived experiences as perceived by adults on the autism spectrum, and 

the wider discourse that they draw upon, thus acknowledging how people make meaning 

from their lived experiences. The interpretivist paradigm emphasises the importance of 

contextualised analysis: through drawing on the wider discourse the data is interpreted and 

patterns identified (Gephart, 1999). However, it is recognised that interpretation of the data 

is infused with the concerns of the researchers. 

 

Ethical issues 

 

This study originated from discussions with members of the advisory committee for 

Research Autism and received ethical approval from the National Association of Disability 

Practitioners (NADP).  An important ethical issue was encountered however in the decision 

to conduct a thematic analysis of AU magazine.  Despite AU magazine being publicly 

available, within the autistic community there has been upset and anger expressed at how 

scholars in the field of autism have misinterpreted autistic community and culture, through 

͚ƋƵŽƚĞ-ŵŝŶŝŶŐ͛ ʹ finding quotes to fiƚ ŽŶĞ͛Ɛ ŽǁŶ ĂŐĞŶĚĂ ;Aƌnold, 2012Ϳ͕ ĂŶĚ ͚ĨŝƐŚďŽǁůŝŶŐ͛ ʹ 

invasively inspecting and misinterpreting autistic culture from a privileged position of 

academic power (Moon, cited Milton and Moon, 2012).  In a study of this nature, it is 

inevitable that the interpretation will be partial and influenced by researcher positionality.  

If any of the submissions to AU magazine have been misframed in this analysis, the authors 

apologise and hope that this does not cause upset.  Readers are advised to read the writings 

of autistic people through public media such as the AU magazine and engage with autistic 

culture and the concerns of autistic people. 

 

Results 

 

The thematic analysis identified four main themes that encompassed a large number of sub-

themes as listed in the table below: 

 

Themes Subthemes Codes 

Meeting personal needs Stress reduction - Structure 

- Sensory needs 

Personal fulfilment - Interests 

(recreational and 

educational) 

- Spirituality and 

philosophy 

- Sexuality 

Living with the consequences 

ŽĨ ĂŶ ͚ŽƚŚĞƌĞĚ͛ ŝĚĞŶƚŝƚǇ 

Societal othering - Bullying 

- Isolation and 



alienation 

- Exclusion 

- Mental health 

- Normalisation 

- Authority 

- Obedience and 

conformity 

- Ableism 

- Stigma 

- Financial and 

employment security 

- Disjuncture between 

ŽǁŶ ĂŶĚ ŽƚŚĞƌƐ͛ 
views of self 

- The double empathy 

problem 

Self-discovery - Identity 

- Diversity 

- Diagnosis 

- Gender 

- Self-understanding 

- Personal journey 

Social navigation - Expectations 

- Masking and passing 

- Independence and 

autonomy 

Connection and recognition Sharing 

 

- Experiences 

- Interests 

Acceptance - Autistic space 

Relationships and advocacy External support - Mentoring 

- Advocacy 

Family and personal 

relationships 

 

Self-advocacy - Autistic rights 

- Neurodiversity 

 

Theme 1: Meeting personal needs: 

 

TŚĞ ƚŚĞŵĞ ŽĨ ͚ŵĞĞƚŝŶŐ ƉĞƌƐŽŶĂů ŶĞĞĚƐ͛ ǁĂƐ ĚĞǀĞůŽƉĞĚ ĨƌŽŵ ǁƌŝƚĞƌƐ͛ ŝŶ AU͛Ɛ ĞǆƉƌĞƐƐŝŽŶƐ ŽĨ 
needs relating to embodying an autistic disposition within social settings. TŚĞ ƚĞƌŵ ͚ƉĞƌƐŽŶĂů 
ŶĞĞĚƐ͛ ŝƐ ƵƐĞĚ ƚŽ ĞŵƉŚĂƐŝƐĞ ƚŚĞ ŝŶĚŝǀŝĚƵĂůŝƚǇ ŽĨ ƚŚĞƐĞ ŶĞĞĚƐ ĂŶĚ ƌĞůĂƚĞĚ ĞǆƉĞƌŝĞŶĐĞƐ͘ 
PĞƌƐŽŶĂů ŶĞĞĚƐ ĞŶĐŽŵƉĂƐƐĞĚ ƚŚŽƐĞ ƌĞůĂƚŝŶŐ ƚŽ ŵŝŶŝŵŝƐŝŶŐ ƐƚƌĞƐƐ ĂŶĚ ĨƵůĨŝůůŝŶŐ ŽŶĞ͛Ɛ ŽǁŶ 
needs and desires.   

 

Stress reduction: 



A personal need often mentioned with regard to minimising stress was that of having 

ƐƚƌƵĐƚƵƌĞ ĂŶĚ ƌŽƵƚŝŶĞ ŝŶ ŽŶĞ͛Ɛ ůŝĨĞ͘  Iƚ ƐŚŽƵůĚ ďĞ ƐĂŝĚ ŚŽǁĞǀĞƌ ƚŚĂƚ ƚŚĞ ƐƚƌƵĐƚƵƌĞƐ ƚŚĂƚ ůĞĚ ƚŽ 
the most subjective benefit to wellbeing were structures that originated from the autistic 

person themselves, rather than those that were externally imposed.  Another common 

personal need related to managing stress was the avoidance of sensory overload:   

 

͞Iƚ ŵĂŬĞƐ ŵĞ Ă ǀĞƌǇ ǀŝƐŝďůĞ ĐĂƐĞ ŽĨ ͞ƐĞŶƐŽƌǇ ŝƐƐƵĞƐ͕͟ ǁŚĞŶ Ă ƐƉĞĐƚƌƵŵŝƚĞ͛Ɛ body is 

ĚŝƐĐŽŵĨŽƌƚĞĚ ďǇ ĐĞƌƚĂŝŶ ĐůŽƚŚĞƐ ĂŶĚ ĨĂďƌŝĐƐ͘͟ ;MĂƵƌŝĐĞ ʹ ͚“ĞŶƐŝƚŝǀŝƚǇ ĂŶĚ ĐůŽƚŚŝŶŐ͕͛ 
Ed. 66: 4). 

On occasion however, these intrinsic needs were set within a social context with comments 

referring to society as being too fast paced or not accommodating a slow and deliberate 

style of processing or thinking, with some commenting on a preference for a rural lifestyle.  

The need for quiet time alone was often mentioned, yet this was set in juxtaposition with a 

need for connection (see theme 3).   

Personal fulfilment:  

A number of contributors to AU mentioned the need to express their spirituality, yet many 

had met with discrimination and stigma within spiritual communities.  A number of 

contributors specifically mentioned Buddhism, or techniques such as mindfulness. Personal 

fulfilment was also discussed in relation to sexuality.  Many contributors to AU magazine 

talked of being part of the LGBT (lesbian, gay, bisexual and transgender) community and the 

intersectional issues that were brought up for them. 

 

The most predominant issue in relation to personal fulfilment was being able to engage in 

pursuits of interest.  Of note was also how engagement with such activities of interest led 

ŵĂŶǇ ƚŽ ƌĞƉŽƌƚ ŽŶ ĨĞĞůŝŶŐƐ ƚŚĂƚ ĐŽƵůĚ ďĞ ĚĞƐĐƌŝďĞĚ ĂƐ Ă ͚ĨůŽǁ ƐƚĂƚĞ͛ (cŚĂƌĂĐƚĞƌŝƐĞĚ ďǇ ďĞŝŶŐ ͚ŝn 

ƚŚĞ ŵŽŵĞŶƚ͛ ĂŶĚ ƚŽƚĂůůǇ ĨŽĐƵƐƐĞĚ ŽŶ ƚŚĞ activity at hand) (McDonnell and Milton, 2014): 

͞I ŚĂǀĞ ĂůǁĂǇƐ ďĞĞŶ ŚĂƉƉŝĞƐƚ ǁŚĞŶ ĂďƐŽƌďĞĚ ŝŶ ǀĞƌǇ ĚĞƚĂŝůĞĚ ƉƌŽďůĞŵ ƐŽůǀŝŶŐ͘͟ 
(Tom ʹ ͚WŽƌŬ ĚĞƚĂŝů͕͛ EĚ͘ ϲϲ͗ ϭϬͿ͘ 

This theme highlights the importance of structure and routine in minimising stress for 

people on the autism spectrum.  However, it also brings attention to the importance of 

these structures and routines being devised by individuals and not imposed on them by 

external forces. Indeed, externally imposed structures may be not be conducive to the 

lifestyles favoured by the writers in AU.  Furthermore, when engaging in interests or 

addressing spiritual needs within these societal structures, ostracism may be experienced, 

perhaps explaining why people on the autism may describe desires to connect with others 

yet can highly value time spent alone. 

TŚĞŵĞ Ϯ͗ LŝǀŝŶŐ ǁŝƚŚ ƚŚĞ ĐŽŶƐĞƋƵĞŶĐĞƐ ŽĨ ĂŶ ͚ŽƚŚĞƌĞĚ͛ ŝĚĞŶƚŝƚǇ:  



TŚĞ ƚŚĞŵĞ ŽĨ ͚ůŝǀŝŶŐ ǁŝƚŚ ƚŚĞ ĐŽŶƐĞƋƵĞŶĐĞƐ ŽĨ ĂŶ ͚othereĚ͛ ŝĚĞŶƚŝƚǇ͛ referred to a large 

number of issues, categorised as societal othering, self-discovery and social navigation.   

Societal othering: 

Societal othering encompassed issues including being excluded from social activities, 

attempts ŽĨ ŽƚŚĞƌƐ ƚŽ ͚ŶŽƌŵĂůŝƐĞ ďĞŚĂǀŝŽƵƌ͕͛ ƉƌŽďůĞŵƐ with authority figures (expectations 

of obedience and conformity), stigma and bullying.   

 

Bullying was almost universally reported on as an experience at school life, it was also 

reported on as happening within the family, in Further and Higher education, and often 

within workplace environments.  LŝǀŝŶŐ ǁŝƚŚ ƐƵĐŚ ĂŶ ͚ŽƚŚĞƌĞĚ͛ ŝĚĞŶƚŝƚǇ ǁĂƐ ĂůƐŽ ůŝŶŬĞĚ ƚŽ 
feelings of isolation and social alienation, and mental ill-health such as social anxiety and 

depression.  Many reported a sense of what could be describeĚ ĂƐ ͚ƉƐǇĐŚŽ-emotional 

ĚŝƐĂďůĞŵĞŶƚ͛ ;‘ĞĞǀĞ͕ ϮϬϭϭ, Milton and Lyte, 2012), between their own sense of self and the 

presentation of self expected from others: 

 

͞GƌŽǁŝŶŐ ƵƉ ŝŶ ƚŚŝƐ ǁĂǇ͕ ŝƚ ĐĂŶ ůĞĂĚ ƚŽ ĨĞĞůŝŶŐ ĂƐ ƚŚŽƵŐŚ ǁĞ ĂƌĞ ͞ǁƌŽŶŐ͟ Žƌ 
͞ĚĞĨĞĐƚŝǀĞ͕͟ ĂŶĚ ĨŽƌ me that led to low self-esteem and depression, as well as an 

intense need to find a way to improve myself and make myself acceptable to 

ŽƚŚĞƌƐ͘͟ ;“ŝĂŶ ʹ ͚AƐƉĞƌŐĞƌ͛Ɛ ĂŶĚ ĂŶŽƌĞǆŝĂ͕͛ EĚ͘ ϲϴ͗ ϭϱͿ͘ 

͞TŚƌŽƵŐŚŽƵƚ ŵǇ ůŝĨĞ I ŚĂǀĞ ĚĞǀĞůŽƉĞĚ ĂŶ ͞ĂĐƚ͟ ƚŽ ďĞ ͞ŶŽƌŵĂů͕͟ ǁhich has allowed 

me to interact with people, but this negates the possibility of friendship due to the 

ĨĂĐƚ ŝƚ͛Ɛ ŶŽƚ ƚŚĞ ƌĞĂů ŵĞ͘͟ ;‘ŽďĞƌƚ ʹ ͚‘ĞůĂƚŝŽŶƐŚŝƉƐ͕͛ EĚ͘ ϳϳ͗ ϭϲͿ͘  

Unfortunately, despite a small number of contributors to AU talking of positive encounters 

and relationships with psych-professionals, interactions of this nature were often seen as 

extremely negative, with many reporting their needs were not recognised or were 

misinterpreted, with some saying that they were forced by such professionals into actions 

that they did not want.  Others reported how they were blocked from seeing their families 

or made more ill by being under psychiatric surveillance, with one contributor to AU stating 

ŚŽǁ ŽŶĞ ƉƐǇĐŚŝĂƚƌŝƐƚ ŚĂĚ ůĂďĞůůĞĚ ƚŚĞŵ ĂƐ ͚Ğǀŝů͛. 

͞I ĨŽƌŵĞĚ Ă high regard for all the therapists; however, none had experience of 

treating a person with AS so that, in some respects, their efforts were ineffective or 

even counter-ƉƌŽĚƵĐƚŝǀĞ͘͟ ;TŽŶǇ ʹ ͚AŶǆŝŽƵƐ ƚŚŽƵŐŚƚƐ͕͛ EĚ͘ ϳϲ͗ ϰͿ͘ 

Another source of difficulty associated with living with an othered identity was problems in 

ŐĂŝŶŝŶŐ ĂŶĚ ƐƵƐƚĂŝŶŝŶŐ ĞŵƉůŽǇŵĞŶƚ͘  TŚŝƐ ǁĂƐ ƌĞůĂƚĞĚ ƚŽ ǀĂƌŝŽƵƐ ŝƐƐƵĞƐ͕ ĨƌŽŵ ŽŶĞ͛Ɛ ƚŚŽƵŐŚƚƐ 
being at odds with other people, not being able to achieve the qualifications that their 

ability warranted, being undervalued at work, a lack of job satisfaction, social alienation at 

work and underemployment through skills not being recognised. 



͞I ŚĂĚ ƚŚĞ ƐĂŵĞ ƚŽ ŽĨĨĞƌ ĞŵƉůŽǇĞƌƐ ĂƐ ŽƚŚĞƌ ƐƚƵĚĞŶƚƐ ůŽŽŬŝŶŐ ĨŽƌ ǁŽƌŬ͕ I ǁĂƐ ŽŶůǇ 
ever offered the worst paid and hardest temporary positions in factories such as 

ǁŽƌŬŝŶŐ ŝŶ Ă ŶŽŝƐǇ ĚĂŝƌǇ Žƌ ƉĂĐŬŝŶŐ ĚĞƉĂƌƚŵĞŶƚ ǁŚŝůƐƚ Ă ĨƌŝĞŶĚ ůĂŶĚĞĚ ŽĨĨŝĐĞ ǁŽƌŬ͘͟ 
(Richard ʹ ͚TŚĞ ĐŚĂůůĞŶŐĞƐ ŽĨ ĞŵƉůŽǇŵĞŶƚ͕͛ EĚ͘ ϳϰ͗ ϭϮͿ͘ 

͞I ǁŽƌŬ ŝŶ ƌĞƚĂŝů͕ ǁŚŝĐŚ ŝƐ Ă ŶŽƚŽƌŝŽƵƐůǇ ƉƌĞƐƐƵƌĞĚ ĞŶǀŝƌŽŶŵĞŶƚ͘  Iƚ seems to 

proliferate with NTs who have no insight into their behaviour, let alone understand 

ĂŶǇŽŶĞ ĞůƐĞ͛Ɛ͘͟ ;AŶŽŶ ʹ Letter to editor, Ed. 75: 14). 

Although some contributors to AU mentioned difficulties in terms of understanding the 

intentions of others within social interactions, it was far more common that a lack of 

understanding from others was of more difficulty, indicative of what Milton (2012; 2014) 

and Chown (2014) have previously theorised as the double empathy problem. 

 ͞YĞƚ NTƐ ĨŝŶĚ ŝƚ ŝŵƉŽƐƐŝďůĞ ƚŽ ĞŵƉĂƚŚŝƐĞ ǁŝƚŚ ƵƐ͘͟ ;‘ŽďĞƌƚ ʹ Letter to Editor, Ed. 74: 

9). 

IŶ ƚŚĞ ĨŽůůŽǁŝŶŐ ƉĂƐƐĂŐĞ ƚŚĞƌĞ ŝƐ ĂůƐŽ ƚŚĞ ƉƌŽďůĞŵ ŽĨ ƚŚĞ ͚ĚǇƐƉĂƚŚŝĐ͛ ;CĂŵĞƌŽŶ͕ ϮϬϭϮ) 

reactions from others expressed: 

͞EƋƵĂůůǇ͕ ŝĨ ĞŵƉĂƚŚǇ ŝƐ Ăůů ĂďŽƵƚ ƐŽĐŝĂů ĂůŝŐŶŵĞŶƚ͕ ŝƚ ŝƐ ŶŽƚ ũƵƐƚ ĂďŽƵƚ ĐƌĞĂƚŝŶŐ ͞MĞ 
ĂŶĚ UƐ͕͟ ďƵƚ ĂůƐŽ ĂďŽƵƚ ĐƌĞĂƚŝŶŐ ͞UƐ ĂŶĚ TŚĞŵ͘͟  Iƚ ŝƐ ŶŽƌŵĂů ĨŽƌ ĞŵƉĂƚŚǇ ƚŽ ďĞ 
selective, local, partial: typically people distribute their empathy in socially 

ĚĞƚĞƌŵŝŶĞĚ ƉĂƚƚĞƌŶƐ͘͟ ;DŝŶĂŚ MƵƌƌĂǇ ʹ ͚EŵƉĂƚŚǇ ʹ ŚĂŶĚůĞ ǁŝƚŚ ĐĂƌĞ͕͊͟ EĚ͘ ϳϲ͗ ϭϰͿ͘ 

Such interactions can lead to a downturn in trust and rapport with others and subsequent 

effects on feelings of wellbeing and belonging: 

͞WŚĞŶ I Ăŵ in an environment I feel comfortable in, with people who are kind and 

tolerant, and doing things I enjoy, then I am as happy as the next person.  It is when 

people tell me I should think, speak or behave differently that I start to feel different, 

upset, isolated and worthless.  So surely the problem is a lack of fit with the 

ĞŶǀŝƌŽŶŵĞŶƚ ƌĂƚŚĞƌ ƚŚĂŶ ƐŽŵĞƚŚŝŶŐ ŝŶƐŝĚĞ ŵǇ ďƌĂŝŶ ƚŚĂƚ ŶĞĞĚƐ ƚŽ ďĞ ĨŝǆĞĚ͍͟ 
(Victoria ʹ ͚AƌĞ ǇŽƵ ƚĂŬŝŶŐ ƐŽŵĞƚŚŝŶŐ ĨŽƌ ŝƚ͍͕͛ EĚ͘ ϳϲ͗ ϭϮͿ. 

Self-discovery: 

A generally more positive aspect ŽĨ ůŝǀŝŶŐ ǁŝƚŚ ĂŶ ͚ŽƚŚĞƌĞĚ͛ ŝĚĞŶƚŝƚǇ for many contributors to 

AU was the influence of gaining a diagnosis.  Many felt that this led to a greater sense of 

self-understanding and understanding of others.  Issues remained for many though, for 

instance the perceived under-diagnosis of women, or a felt disjuncture between how an 

individual saw themselves and how others treated them.   

 



͞TŚĞ ǇĞĂƌƐ ŽĨ ĚĞƉƌĞƐƐŝŽŶ͕ ĐƵƚƚŝŶŐ͕ ƐƚĂƌǀŝŶŐ ĂŶĚ ďĞŝŶŐ ƐŝĐŬ ǁĞƌĞ Ă ƌĞĂĐƚŝŽŶ ƚŽ Ă 
confused and anxious mind, trying to cope with being [an undiagnosed] Aspie in an 

NT ǁŽƌůĚ͘͟ ;“ŝĂŶ ʹ ͚AƐƉĞƌŐĞƌ͛Ɛ ĂŶĚ ĂŶŽƌĞǆŝĂ͕͛ EĚ͘ϲϴ͗ ϭϱͿ͘ 

In terms of personal identity, a diversity of views were expressed, from those wishing to not 

ďĞ ĚĞĨŝŶĞĚ ďǇ ƚŚĞŝƌ ͚ĚŝƐĂďŝůŝƚǇ͛ ĂŶĚ who preferred to talk ŽĨ ͚ƉĞŽƉůĞ ǁŝƚŚ ĂƵƚŝƐŵ͛ ƚŽ ƚŚŽƐĞ 
who saw autism as an inseparable part of their identity to be accepted and/or celebrated.  

Many also talked of having been on a personal journey͕ ŵŽǀŝŶŐ ĨƌŽŵ ŚĂƚŝŶŐ ͚ƚŚĞŝƌ ĂƵƚŝƐŵ͕͛ 
ƚŽ ƐĞĞŝŶŐ ƚŚĞŵƐĞůǀĞƐ ĂƐ Ă ͚ƉĞƌƐŽŶ ǁŝƚŚ ĂƵƚŝƐŵ͛ ƚŽ ĂŶ ͚ĂƵƚŝƐƚŝĐ ƉĞƌƐŽŶ͕͛ ǀŝĂ ƚŚĞŝƌ ĨƵƌƚŚĞƌ 
engagement with autistic culture and community.   

͞WŚĞŶ I ĨŝƌƐƚ ůĞĂƌŶĞĚ ĂďŽƵƚ ĂƵƚŝƐŵ͕ I ǁĂŶƚĞĚ ŶŽƚŚŝŶŐ ƚŽ ĚŽ ǁŝƚŚ ŝƚ͘  TŚĞŶ͕ ƚŚĂƚ ůĞĚ ƚŽ 
ŵĞ ƌĞůƵĐƚĂŶƚůǇ ĂĐĐĞƉƚŝŶŐ ŝƚ ũƵƐƚ ǁĂƐŶ͛ƚ ŐŽŝŶŐ ĂŶǇǁŚĞƌĞ͕ ĂŶĚ I ĐĂůůĞĚ ŵǇƐĞůĨ Ă ƉĞƌson 

with autism.  Now, though, I think of myself as an autistic person, with a family of 

ŽƚŚĞƌ ĂƵƚŝƐƚŝĐ ƉĞŽƉůĞ ;ĞǀĞŶ ŝĨ ǁĞ ĂƌĞ ĨĂƌ ĂƉĂƌƚͿ͘͟ ;AŵĂŶĚĂ ʹ ͚AƵƚƐĐĂƉĞ͕͛ EĚ͘ ϳϲ͗ ϭϰͿ͘ 

Most importantly, though, nearly all wanted to be able to define themselves on their own 

terms, and be better understood as an individual. 

Social navigation: 

This refers to the social practices needed to navigate a social environment when one has an, 

͚ŽƚŚĞƌĞĚ͕͛ or as Goffman (1963) would state: ͚spoiled identity͛ and the management 

strategies available to people occupying such a social position.  Many talked of finding safe 

and accepting social spaces within their lives in order to retreat from the social spaces 

where they felt ostracised: 

 

͞FĂƌ ĨƌŽŵ ďĞŝŶŐ ůŽŶĞƌƐ͕ ŵŽƐƚ ŽĨ ƵƐ ĂƌĞ ůŽŶĞůǇ͘͟ ;‘ƵƚŚ ʹ ͚‘ĞůĂƚŝŽŶƐŚŝƉƐ͕͛ EĚ͘ ϳϳ͗ ϭϰͿ͘ 

͞I ƐƚĂƌƚĞĚ ĂƚƚĞŶĚŝŶŐ Ă ƐŽĐŝĂů ŐƌŽƵƉ ĨŽƌ ƉĞŽƉůĞ ǁŝƚŚ ĂƵƚŝƐŵ͘  Iƚ ŚĂƐ ŚĞůƉĞĚ Ă ŐƌĞĂƚ ĚĞĂů 
ǁŝƚŚ ŵǇ ĐŽŶĨŝĚĞŶĐĞ͘͟ ;PĂƵů ʹ ͚FĂŵŝůǇ ŽŶ ƚŚĞ ƐƉĞĐƚƌƵŵ͕͛ EĚ͘ ϲϳ͗ ϮϬͿ͘ 

Others talked of how they needed to prepare themselves for tackling an unforgiving 

environment. 

A large number of contributors to AU ĐŽŵŵĞŶƚĞĚ ƵƉŽŶ ƚŚĞ ŝƐƐƵĞ ŽĨ ͚ŵĂƐŬŝŶŐ͛ Žƌ ͚ƉĂƐƐŝŶŐ ĂƐ 
ŶŽƌŵĂů͛͘  “ŽŵĞ ƚĂůŬĞĚ ŽĨ Ă ůĞĂƌŶƚ ƉĞƌĨŽƌŵĂŶĐĞ ŽĨ ŶŽƌŵĂůĐǇ ƚŚĂƚ ƚhey wished to break away 

from: 

͞I ǁĂƐ ǁŽŶĚĞƌŝŶŐ ŚŽǁ ŽƚŚĞƌ ƉĞŽƉůĞ ŝŶ ƚŚĞ ƐĂŵĞ ƉŽƐŝƚŝŽŶ ŚĂǀĞ ͞ĞŵďƌĂĐĞĚ͟ ƚŚĞŝƌ 
AƐƉĞƌŐĞƌ͛Ɛ ƉĞƌƐŽŶĂůŝƚǇ ĂŶĚ ƐŚĞĚ ƚŚĞ ŵĂƐŬƐ ƚŚĂƚ ŚĂǀĞ ƚŽ ďĞ ǁŽƌŶ ĞǀĞƌǇ ĚĂǇ ʹ I feel 

ƚŚĂƚ ŵŝŶĞ ǁŝůů ŚĂǀĞ ƚŽ ďĞ ƐƵƌŐŝĐĂůůǇ ƌĞŵŽǀĞĚ͕ ĂƐ ƚŚĞǇ͛ǀĞ ŐƌŽǁŶ ƚŽ ďĞ Ă ďŝŐ ďƵƚ 
uncomfortable and ill-ĨŝƚƚŝŶŐ ƉĂƌƚ ŽĨ ŵĞ͘͟ ;KĂƌĞŶ ʹ Letter to Editor, Ed. 76: 20). 

Others described how creating a facade of normality that subsumed their sense of authentic 

self resulted in psychological damage:   



͞HĞůƉ ƐŚŽƵůĚ ďĞ ƐŽƵŐŚƚ ŝĨ ŵĞŶƚĂů-health problems are suspected, but I was 

diagnosed with depression when what was wrong with me was misguided attempts 

ƚŽ ĐŽŶĨŽƌŵ ƚŽ ƚŚĞ ŶŽƌŵ͘͟ ;‘Žď ʹ Letter to editor, Ed. 75: 18). 

Some contributors to AU rejected the need to pass as normal and instead promoted a sense 

ŽĨ ͚ĂƵƚŝƐƚŝĐ ƉƌŝĚĞ͛͗ 

͞WĞ ǁĂŶƚ ƚŽ ƐŚŽǁ ƉĞŽƉle that autistic adults are autonomous; we want to speak for 

ourselves and we want to change the presumption that we need others to speak for 

ƵƐ͘͟ ;KĂďŝĞ ʹ ͚TŚĞ A‘GH ĂƵƚŝƐŵ ĂůĞƌƚ ĐĂƌĚ͕͛ EĚ͘ ϲϴ͗ ϭϭͿ͘ 

Some talked of the minor advantages to passing within specific, but temporary social 

interactions: 

͞TŚĞ ĂƵƚŝƐƚŝĐ ƐƉĞĐƚƌƵŵ ŝƐ ƐŽ ǁŝĚĞ ƚŚĂƚ I ŬŶŽǁ ŵĂŶǇ ŽĨ ǇŽƵ ǁŝůů ďĞ ƌĞĂĚŝŶŐ ƚŚŝƐ 
ƚŚŝŶŬŝŶŐ͕ ͞OŚ͕ I ĚŽŶ͛ƚ ŶĞĞĚ ƐŽĐŝĂů ƐŬŝůůƐ ƚƌĂŝŶŝŶŐ͕͟ ďƵƚ ƐŽŵĞ ƉĞŽƉůĞ ĚŽ͕ ĞƐƉĞĐŝĂůůǇ 
ĂƌŽƵŶĚ ďƵůůǇŝŶŐ͘͟ ;‘ŽďǇŶ “ƚĞǁĂƌĚ ʹ ͚TŽŽ ƐĂŶĞ ĨŽƌ ƚŚŝƐ ǁŽƌůĚ͍͕͛ EĚ͘ ϳϲ͗ ϵͿ͘ 

This theme presents a complex and transactional challenge to developing positive and 

meaningful relationships between autistic and non-autistic individuals.  Running through 

this is a thread that non-autistic people have difficulties understanding the viewpoints of 

autistic people, resulting in mistreatment such as bullying, social alienation and 

marginalization in healthcare and employment settings.  It is perhaps unsurprising then that 

autistic individuals feel that developing trust and rapport is difficult to achieve, 

compounding these difficulties.  However, the experience of receiving a diagnosis could be 

seen to counteract some of these negative experiences, resulting in more empathic 

understanding from others.  The need to pathologise autism in order to receive acceptance 

by non-ĂƵƚŝƐƚŝĐ ƉĞŽƉůĞ ŵĂǇ͕ ŚŽǁĞǀĞƌ͕ ƉƌŽǀŝĚĞ ĨƵƌƚŚĞƌ ĞǀŝĚĞŶĐĞ ĨŽƌ ƚŚĞ ͚ŽƚŚĞƌŝŶŐ͛ ĂŶĚ 
alienation experienced by people on the autism spectrum.  TŚĞ ƉƌĂĐƚŝĐĞ ŽĨ ͚ŵĂƐŬŝŶŐ͛ Žƌ 
͚ƉĂƐƐŝŶŐ ĂƐ ŶŽƌŵĂů͛ ĐŽƵůĚ ďĞ ǀŝĞǁĞĚ ĂƐ Ă ŚŝŐŚůǇ ĂĚĂƉƚŝǀĞ ƌĞƐƉŽŶƐĞ ƚŽ ƚŚŝƐ͗ ĨĂĐĞĚ ǁŝƚŚ ĞŝƚŚĞƌ 
ďĞŝŶŐ ŽƐƚƌĂĐŝǌĞĚ ĨŽƌ ͚ďĞŝŶŐ ĚŝĨĨĞƌĞŶƚ͛ Žƌ ďĞŝŶŐ ͚ĂĐĐĞƉƚĞĚ͛ ďǇ ƉĂƚŚŽůŽŐŝƐŝŶŐ ŽŶĞ͛Ɛ ŝĚĞŶƚŝƚǇ 
ƚŚƌŽƵŐŚ Ă ŵĞĚŝĐĂů ĚŝĂŐŶŽƐŝƐ͕ ͚ĂĐƚŝŶŐ͛ ŝŶ Ă ǁĂǇ ƚŽ ĂǀŽŝĚ ĞŝƚŚĞƌ ŽĨ ƚŚĞƐĞ ŽƵƚĐŽŵĞƐ ƐĞĞŵƐ Ă 
logical strategy.  

 

Theme 3: Connection and recognition: 

The third theme ͚ĐŽŶŶĞĐƚŝŽŶ ĂŶĚ ƌĞĐŽŐŶŝƚŝŽŶ͛ ƉĞƌƚĂŝŶs to when adults on the autistic 

spectrum had found a sense of connection and recognition with/from others, a sense of 

wellbeing and belonging, and better understanding of their subjective viewpoint from those 

around them.   

Sharing: 



Often commented upon was the need and/or satisfaction gained from the ability to share 

ŽŶĞ͛Ɛ ŝŶƚĞƌĞƐƚƐ͕ ŽĨƚĞŶ ǁŝƚŚ ͚ůŝŬĞ-ŵŝŶĚĞĚ͛ ŽƚŚĞƌƐ͘  IŶĚĞĞĚ͕ ƚŚŝƐ ǁĂƐ ƚŚĞ ƉƌŝŵĂƌǇ ƚŚĞŵĞ ŽĨ ƚŚĞ 
Pen Pal section of AU magazine and a number of articles. 

 

͞I ǁŽƵůĚ ůŝŬĞ ƚŽ ƐƉĞĂŬ ƚŽ ƉĞŽƉůĞ ŵǇ ŽǁŶ ĂŐĞ Žƌ Ă ůŝƚƚůĞ ďŝƚ ŽůĚĞƌ͘  I ůŝŬĞ ƚŽ ƚĂůŬ ƚŽ 
ƉĞŽƉůĞ ǁŝƚŚ ƐŝŵŝůĂƌ ŝŶƚĞƌĞƐƚƐ͘͟ ;LǇƐƐĂ ʹ Pen pal 113, Ed. 69: 9). 

͞I ĐĂŶŶŽƚ ƚĂůŬ ĂďŽƵƚ ŵǇ ƌĞĂů ĞǆƉĞƌŝĞŶĐĞ ŽĨ ůŝĨĞ ƚŽ ŵŽƐƚ ƉĞŽƉůĞ͕ ďĞĐĂƵƐĞ ƚŚĞǇ 
ǁŽƵůĚŶ͛ƚ ƵŶĚĞƌƐƚĂŶĚ Žƌ ďĞ ŝŶƚĞƌĞƐƚĞĚ͘  TŚĂƚ ŵĂŬĞƐ ŵĞ ĨĞĞů͕ ĂƐ ƚŚĞ ƐĂǇŝŶŐ ŐŽĞƐ͕ 
͞ůŽŶĞůǇ ŝŶ Ă ƌŽŽŵ ĨƵůů ŽĨ ƉĞŽƉůĞ͟ ĂŶĚ I͛ŵ ĨĞĚ ƵƉ ǁŝƚŚ ŝƚ͘  I ǁŽƵůĚ ůŝŬĞ ƚŽ ƚĂůŬ ƚo caring, 

ŝŶƚĞůůŝŐĞŶƚ͕ ŚŽŶĞƐƚ ƉĞŽƉůĞ ǁŚŽ ƵŶĚĞƌƐƚĂŶĚ AƐƉĞƌŐĞƌ͛Ɛ ǁĞůů ĂŶĚ ǁŝƚŚ ǁŚŽŵ I ĐĂŶ ƚĂůŬ 
openly.  My hobbies include cycling, walking in the countryside, and rational 

ƚŚŝŶŬŝŶŐ͘͟ ;DĂŶŝĞů ʹ ͚PĞŶ ƉĂů ϵϱ͕͛ EĚ͘ ϲϴ͗ ϳͿ͘ 

Highly valued by many was the opportunity to share with others identifying themselves as 

being on the autism spectrum.  This included the use of online forums, the space provided 

by AU magazine itself, and particularly the opportunity to meet in-person with others on the 

autism spectrum.  This included local social groups and conferences led by autistic people, in 

particular the annual Autscape conference.   

Acceptance: 

WŚĞŶ ͚ĂƵƚŝƐƚŝĐ ƐƉĂĐĞƐ͛ such as the Autscape conference were commented upon, the 

narrative soon altered significantly: where notions of mutual acceptance and empathy with 

others, feeling less isolated, building friendships, meeting new people, having control over 

ƚŚĞ ͚ĚŝƐĐŽƵƌƐĞ͕͛ ĞŶũŽǇŵĞŶƚ ŽĨ ůĞŝƐƵƌĞ ĂĐƚŝǀŝƚŝĞƐ͕ ĂĐĐĞƉƚĂŶĐĞ ŽĨ ĚŝĨĨĞƌĞŶĐĞ͕ ŝŶƚĞƌĂĐƚŝŽŶ ĂŝĚĞƐ͕ 
ĐŽŵŵŽŶĂůŝƚǇ ĂŶĚ ͚ůŽǀĞ͛, were all mentioned.   

 

͞AƐ ŝŶ ƉƌĞǀŝŽƵƐ AƵƚƐĐĂƉĞƐ͕ I ĨŽƵŶĚ ƚŚĞ ƐƉŽŶƚĂŶĞŽƵƐ ĚŝƐĐƵƐƐŝŽŶƐ ƚŽ ďĞ ĞǀĞŶ ŵŽƌĞ 
interesting that the scheduled presentations, as the spontaneous discussions 

allowed me to get to know other autistics, to explore our commonalities and 

differences, and to somewhat quench my insatiable thirst for meeting other autistics 

ĂŶĚ ĨŽƌ ďƵŝůĚŝŶŐ ďƌŝĚŐĞƐ͘͟ ;CŚĞŶ ʹ ͚AƵƚƐĐĂƉĞ ϮϬϭϭ͕ EĚ͘ ϲϵ͗ ϭϳͿ͘ 

͞WŚĞŶ I ŵĞĞƚ ŵǇ ƉĞŽƉůĞ͕ I ŬŶŽǁ͕ ďĞĐĂƵƐĞ I ĨĞĞů ŝƚ͘  AŶĚ ŵǇ ƉĞŽƉůĞ ǁĞƌĞ ƚŚĞƌĞ Ăƚ 
Autscape and the whole thing was imbued with love, expressed autistically, but love 

nonetheless...Autscape has meant I see my differences as part of the differences that 

make up the whole of humanity and as something to be celebrated, not something I 

need to get away from...there was no fear or ridicule.  I had never before 

ĞǆƉĞƌŝĞŶĐĞĚ ƐƵĐŚ Ă ĨĞĞůŝŶŐ ŽĨ ĐŽŵŝŶŐ ŚŽŵĞ͘͟ ;AŵĂŶĚĂ ʹ ͚AƵƚƐĐĂƉĞ͕͛ EĚ͘ ϳϲ͗ ϭϰͿ͘ 

Connections with others, having ones needs recognised, and feeling mutual acceptance was 

not limited however to autistic-led spaces alone.  Individual contributors to AU magazine 



talked of other social spaces within their lives where such understanding was being 

achieved.  However, what these quotes highlight is for the felt need for people on the 

autism spectrum to feel safe from fear and ridicule, to be valued for their contributions, 

creativity and effort, and to be acknowledged.  This need can be seen as analogous with the 

notion of ͚ƵŶĐŽŶĚŝƚŝŽŶĂů ƉŽƐŝƚŝǀĞ ƌĞŐĂƌĚ͛͘  For some this meant the rejection of wellbeing 

and notions of belongiŶŐ ĂƐ ĚĞĨŝŶĞĚ ďǇ ĂŶ ͚ĂďůĞŝƐƚ͛ Žƌ ͚ŶĞƵƌŽƚǇƉŝĐĂů͛ ƐŽĐŝĞƚǇ͘ 

TŚŝƐ ƚŚĞŵĞ ƌĞĐŽŐŶŝƐĞƐ ƚŚĞ ŝŵƉŽƌƚĂŶĐĞ ŽĨ ĨĞĞůŝŶŐ Ă ĐŽŶŶĞĐƚŝŽŶ ƚŽ ŽƚŚĞƌ ͚ůŝŬĞ-ŵŝŶĚĞĚ͛ ƉĞŽƉůĞ 
for the well-being of people on the autism spectrum. Having this connection leads to 

feelings of acceptance and being understood which, as described in theme two, are feelings 

that many autistic people have not experienced when interacting with non-autistic people. 

These positive experiences of connectedness can result in feeling safe, being valued and 

being acknowledged, viewed by the contributors to AU as vital aspects of their wellbeing. 

 

Theme 4: Relationships and advocacy 

The final theme identified, ͚ƌĞůĂƚŝŽŶƐŚŝƉƐ ĂŶĚ ĂĚǀŽĐĂĐǇ͛, was concerned with friendships, 

intimate relationships and family. These were frequent areas of difficulty for the 

contributors to AU magazine, with a number of articles dedicated to this topic.   

͞NŽǁ͕ ĐůŽƐĞ ƉĞƌƐŽŶĂů ƌĞůĂƚŝŽŶƐŚŝƉƐ ĂŶĚ I ŚĂǀĞ ǁŚĂƚ ǇŽƵ ŵŝŐŚƚ ĐĂůů Ă ŶŽĚĚŝŶŐ 
acquaintance.  I usually manage one every ten years or ƐŽ͕ ŽŶ ĂǀĞƌĂŐĞ͘͟ ;MĂƌŬ ʹ 

͚DŽŶ͛ƚ ƌĞĂůůǇ ŐŽ ŝŶ ĨŽƌ ƚŝƚůĞƐ͕ ďĞƐƚ ũƵƐƚ ƌĞĂĚ ŽŶ͕͛ EĚ͘ ϳϲ͗ ϭϭͿ͘ 

External support: 

Relationships with mentors and tutors were valued highly when working positively for an 

individual.  Many commented on the need for advocacy support, or in achieving their goals 

in life.  Positive experiences in relationships such as these were remarked upon as 

significantly helping with issues such as mental health. 

 

Family and personal relationships: 

A commonly cited sub-theme was that of family life.  Accounts of relationships of family life 

ǀĂƌŝĞĚ ŐƌĞĂƚůǇ͕ ďƵƚ ĐŽƵůĚ ďĞ ƐĞĞŶ ĂƐ ŚĂǀŝŶŐ Ă ŵĂƌŬĞĚ ĞĨĨĞĐƚ ŽŶ Ă ƉĂƌƚŝĐŝƉĂŶƚ͛Ɛ ƐĞŶƐĞ ŽĨ 
wellbeing and belonging: 

 

͞WĞ͛ƌĞ Ăůů ƉŽƐŝƚŝǀĞ ĂŶĚ ƚŚĂƚ ƉŽƐŝƚŝǀŝƚǇ ŚĂƐ ŚĞůƉĞĚ ƵƐ ĐŽƉĞ ǁŝƚŚ ĞǀĞƌǇƚŚŝŶŐ ŝŶ ůŝĨĞ͘  
WĞ͛ƌĞ Ă ƐƚƌŽŶŐ ƵŶŝƚ͗ ǁĞ ŚĞůƉ ŽƚŚĞƌƐ ĂŶĚ ĞĂĐŚ ŽƚŚĞƌ͘͟ ;PĂƵů ʹ ͚FĂŵŝůǇ ŽŶ ƚŚĞ 
ƐƉĞĐƚƌƵŵ͕͛ EĚ͘ ϲϳ͗ϮϬͿ͘ 

Self-advocacy: 

There were increasing accounts through AU magazine in recent years referring to self-

advocacy, autistic rights, and the neurodiversity movement.  Interestingly, earlier editions 



tended to have invites to participate in research being conducted on autistic people, whilst a 

ůĂƚĞƌ ĞĚŝƚŝŽŶ ŚŽǁĞǀĞƌ ĐŽŶƚĂŝŶĞĚ ĂŶ ĂĚǀĞƌƚ ĨŽƌ ĐŽŶƚƌŝďƵƚŝŽŶƐ ƚŽ ƚŚĞ ͚AƵƚŽŶŽŵǇ͛ ũŽƵƌŶĂů 
(Autonomy, 2014), an academic journal led by an autistic editor.  This can be seen as 

marking a changing engagement with knowledge production within the field of autism 

studies. 

 

This theme represents the profound effects personal relationships can have on the 

wellbeing of people on the autism spectrum, both positive and negative. The growth of self-

advocacy may suggest a positive shift is occurring in these relationships from the historical 

ƉŽƐŝƚŝŽŶ ŽĨ ƉĞŽƉůĞ ǁŝƚŚ ĂƵƚŝƐŵ ďĞŝŶŐ ͚ĚŽŶĞ ƚŽ͛ ƚŽ ŵŽƌĞ ƉĂƌƚŶĞƌƐŚŝƉ ǁŽƌŬŝŶŐ͘ 

 

Reflexive analysis of the researchers͛ positionality 

The first author is diagnosed as being on the autism spectrum, a father to an autistic son, 

and an academic and consultant within the field of autism. He is, therefore, deeply 

embedded in autistic culture and community.  Some commentators may hold the view that 

being so close to the subject matter could have influenced the objectivity of the analysis. 

However, it could be argued that this positionality actually enabled a levĞů ŽĨ ͚ŝŶƚĞƌĂĐƚŝŽŶĂů 
ĞǆƉĞƌƚŝƐĞ͛ ǁŝƚŚ the experiences being expressed (Milton, 2014).  In interpreting the texts, 

interactional expertise has provided a depth of understanding that might otherwise be 

unavailable and allowed an awareness of nuance that informed the interpretation of the 

texts.  Despite the advantages of ƚŚĞ ĨŝƌƐƚ ĂƵƚŚŽƌ͛Ɛ positionality in terms of the analysis 

conducted, a decision was taken to involve the second author in checking the interpretation 

and themes developed to introduce another perspective and reduce potential bias in 

interpretation. TŚĞ ƐĞĐŽŶĚ ĂƵƚŚŽƌ ŝƐ Ă ĐŚŝůĚƌĞŶ͛Ɛ ŽĐĐƵƉĂƚŝŽŶĂů ƚŚĞƌĂƉŝƐƚ ǁŚŽ ŚĂƐ ĞǆƉĞƌŝĞŶĐĞ 
working with children on the autism spectrum and their families. Previous attempts to 

understand wellbeing and experiences of belonging have, therefore, been as a clinician and, 

largely, from the perspectives of parents. 

Despite excluding editions of AU magazine that included articles written by the first author, 

comments and references to them were found.  It was humbling and motivating to observe 

ŽŶĞ͛Ɛ ŽǁŶ contribution to this growing culture.  However, many of the challenges and 

barriers discussed were encountered with disheartening familiarity.  It was also inspiring to 

ƌĞĂĚ ƉĞŽƉůĞ͛Ɛ ĞǆƉĞƌŝĞŶĐĞƐ ĂŶĚ potentially help these stories to reach a wider audience. 

 

Discussion 

The themes identified in this study highlight the many barriers and challenges faced by 

people on the autism spectrum in achieving wellbeing and a sense of belonging.  Many 

differing narratives have been analysed, but commonalities persist.  The challenges to 



meeting personal needs͕ ƚŚĞ ŝŵƉĂĐƚ ŽĨ ůŝǀŝŶŐ ǁŝƚŚ ĂŶ ͚ŽƚŚĞƌĞĚ͛ ŝĚĞŶƚŝƚǇ͕ ƚŚĞ ŝŵƉŽƌƚĂŶĐĞ ŽĨ 
connections with, and acceptance from, others, and issues related to relationships and 

advocacy. These issues were found to impact on social isolation, mental ill-health, and 

empowerment, constructs highly relevant to well-being and belonging, in the accounts 

analysed. 

The findings from this study support those seen in previous research.  The need for support 

networks and effective professional support were highlighted (Renty and Roeyers, 2006), as 

were the quality of relationships, or lack of such quality, along with issues affecting self-

esteem and mental-health (Burgess and Gustein, 2007).  These accounts however could be 

seen as partial, given the wide breadth of issues highlighted in this study.  It is certainly the 

ĐĂƐĞ ƚŚĂƚ ŵŽƌĞ ƌĞƐĞĂƌĐŚ ŝƐ ŶĞĞĚĞĚ ǁŝƚŚ ƌĞŐĂƌĚ ƚŽ ĂŶ ĂƵƚŝƐƚŝĐ ͚ĨƌŝĞŶĚůǇ͛ ĞŶǀŝƌŽŶŵĞŶƚ ;BŝůůƐƚĞĚƚ 
et al. 2011), yet perhaps a good starting point for such research would be autistic-led social 

spaces such as Autscape. 

The findings from this study also indicate that thinking of autistic wellbeing purely in terms 

ŽĨ ĞĨĨŽƌƚƐ ƚŽ ƌĞŵĞĚŝĂƚĞ ƚŚĞ ĐŚĂůůĞŶŐĞƐ ĨĂĐĞĚ ďǇ ĂƵƚŝƐƚŝĐ ƉĞŽƉůĞ ĂƐ ŝĨ ƚŚĞǇ ĂƌĞ Ă ƐĞƚ ŽĨ ͚ĚĞĨŝĐŝƚƐ͛ 
is highly limited and potentially counterproductive (as many accounts spoke of needs 

unrecognised or misinterpreted by professionals).  This would support wider criticisms of a 

ŵĞĚŝĐĂů ŵŽĚĞů ŽĨ ĂƵƚŝƐŵ͕ ǇĞƚ ƋƵĞƐƚŝŽŶƐ ǁŚĞƚŚĞƌ ƚŚĞ ƚĞƌŵƐ ŽĨ ͚ĂƵƚŝƐŵ͛ ĂŶĚ ͚ŶĞƵƌŽĚŝǀĞƌƐŝƚǇ͛ 
always lead to negative consequences for people so identifying.  Whilst internalising a 

ŵĞĚŝĐĂů ŵŽĚĞů ǀŝĞǁ ŽĨ ĂƵƚŝƐŵ ĂƐ ƉĂƌƚ ŽĨ ŽŶĞ͛Ɛ ƐĞůĨ-identity can be potentially harmful, as 

argued by Timimi et al. (2011) and Runswick-Cole (2014), reclaiming the label and 

associated concepts, as well as connections made with people with similar dispositions can 

be beneficial. 

The results from this study have highlighted similar issues to that of Robertson (2010), and 

ǁŽƵůĚ ƐŝŵŝůĂƌůǇ ƐƵŐŐĞƐƚ ƚŚĂƚ ƚŚĞ ĐŽŶĐĞƉƚ ŽĨ ͚ŶĞƵƌŽĚŝǀĞƌƐŝƚǇ͛ ĐĂŶ ŚĞůƉ ĂƵƚŝƐƚŝĐ ĂŶĚ ŶŽŶ-

autistic people alike to focus on the diversity of needs people have, their strengths and 

interests as well as challenges.  Many of the core domains suggested by Schalock (2000) 

were also highlighted in this study, and as Robertson (2010) suggests would make a good 

starting framework for analysing quality of life and wellbeing for autistic people.  Such 

domains are not any different from the core domains of wellbeing for non-autistic people, 

so is there a need to develop new quality of life assessment tools relevant to the particular 

needs of autistic people (Billstedt et al. 2011)?  Perhaps not, however, assumptions of what 

may help improve quality of life and wellbeing for autistic people based on remedial efforts 

ƚŽ ƚƌǇ ĂŶĚ ŝŵƉƌŽǀĞ ͚ĨƵŶĐƚŝŽŶŝŶŐ͛ ďǇ ŶŽŶ-autistic standards are likely to be misplaced.  

Perhaps standardised measures could be used without much adaptation, yet what 

interventions researchers explore in order to improve feelings of wellbeing in the 

perceptions of autistic people may need to focus on the personal constructions and 

interests of the autistic person, rather than being based on normative assumptions. 



Autistic identities can be said to be constructed within a context of an uneven distribution of 

power, with a medicalised view of autistic difference and remediation often acting as a 

hindrance to ĨĞĞůŝŶŐƐ ŽĨ ǁĞůůďĞŝŶŐ ĂŶĚ ďĞůŽŶŐŝŶŐ͘  IƐƐƵĞƐ ƐƵĐŚ ĂƐ ͚ŵĂƐŬŝŶŐ͛ ĂŶĚ ͚ƉĂƐƐŝŶŐ͛ 
become a conflicted discursive space, in which some feel that it is at times easier to conform 

(although with great difficulty), whereas others feel unable to do so, or perceive attempts to 

do so as inherently disabling.   

The findings from this study raise questions regarding the validity of the mentalising theory 

of autism (Frith, 1989, Baron-Cohen, 1995), and to social skills training that does not take 

account of autistic dispositions and subjectivity.  As with previous studies (Beardon and 

Edmonds, 2007; Milton and Giannadou, 2012), the lack of understanding from non-autistic 

people in recognising the needs of autistic people as perceived by autistic people, can have 

a seriously deleterious effect on wellbeing and self-esteem.  ReducinŐ ƚŚĞ ͚ĚŽƵďůĞ empathy 

ƉƌŽďůĞŵ͛ ;MŝůƚŽŶ͕ ϮϬϭϮ͖ ϮϬϭϰ͖ Chown, 2014Ϳ ŵĂǇ ŵĞĂŶ ƌĂŝƐŝŶŐ ĂƵƚŝƐŵ ͚ĂǁĂƌĞŶĞƐƐ͛ ďĂƐĞĚ ŽŶ 
ƚŚĞ ůŝǀĞĚ ĞǆƉĞƌŝĞŶĐĞƐ ŽĨ ĂƵƚŝƐƚŝĐ ƉĞŽƉůĞ ĂŶĚ ƚŚĞ ĐŽŶĐĞƉƚ ŽĨ ͚ŶĞƵƌŽĚŝǀĞƌƐŝƚǇ͛ ;‘ŽďĞƌƚƐŽŶ͕ 
2010), rather than purely medical model remedial explanations.  People who are navigating 

their lives within such social / situational and discursive conditions have much to manage. 

The opportunities created by AU magazine itself, Autscape and other such autistic-led 

spaces are obviously beneficial to many, yet so are relationships that accept and celebrate 

ŽŶĞ͛Ɛ ǁĂǇ ŽĨ ďĞŝŶŐ ŝŶ ƚŚĞ ǁŽƌůĚ, wherever such relationships are fostered and nurtured. 

One possible problem in this study was, as previously mentioned, the influence of the social 

positionality and view of the researcher on the interpretation of the data. Some issues of 

ǁĞůůďĞŝŶŐ ĂŶĚ ďĞůŽŶŐŝŶŐ ŵĂǇ ŚĂǀĞ ďĞĞŶ ĐŽŶƐŝĚĞƌĞĚ ƚŽŽ ͚ŽďǀŝŽƵƐ͛ ƚŽ Ă ĐƵůƚƵƌĂů ŝŶƐŝĚĞƌ.  It is 

also important to note that contributions to AU magazine are selected by the editor, who 

also proposes potential themes for future issues, and therefore some of the data analysed 

in this project reflects an element of editorial selection. 

 

Conclusion 

This study sought to explore the meanings of wellbeing and social belonging for adults on 

the autism spectrum in an attempt to develop understanding about how to realistically 

achieve these. Employing an interpretivist approach, using thematic analysis to understand 

the accounts presented within AU, resulted in the identification of themes related to 

meeting personal needs within social settings; the impact of societal othering; finding 

connection and recognition; and managing relationships with friends and family. Whilst 

these themes highlighted many of the challenges faced by people on the autism spectrum in 

achieving well-being and belonging, they also indicated that thinking of autistic wellbeing 

purely in terms of efforts to remediate challenges is counterproductive. Moreover, 

reclaiming the label and associated concepts and making connections with people with 

similar dispositions can be beneficial. 



The findings from this research may not be representative of the views and experiences of a 

wider constituency of adults on the autism spectrum, but do indicate potential issues and 

priorities of those within the autistic community who are verbally articulate, and as a group 

are likely to have experienced forms of social exclusion, or at least misinterpretation of their 

social experiences and felt needs (Milton, 2012; 2014).  The results of this study are useful 

for those considering what, and how, to measure in terms of wellbeing for future studies.   

This in turn could help inform practical approaches for supporting people on the autism 

spectrum in adult life.  It must be remembered however, that this study is but a snapshot of 

expressions from a number of adults on the autism spectrum, and can only highlight a 

number of main themes and issues, which can somewhat disguise some of the nuances 

contained within individual personal stories. 

This study has brought attention to the many commonalities in what contributes toward 

wellbeing for both autistic and non-autistic people. However, it has also highlighted the 

considerable differences in the barriers to achieving it.  This study has demonstrated a need 

for less focus on remediation and more on limiting the social isolation of autistic people.   
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