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Summary

This paper is made up of three distinct parts:

Part 1 presents an introduction the concept of atism, an introduction tadhe
researcharound girls with autism and their diagnosis in adolescence, a focus upon the
theoretical understandings of setbbncept and social identity, and the way that these
are viewed through a relativist ontology. Next thesea turn towards the use of
discursive and social constructionist paradigms and a focus upon the prominent
discourses around autism. Finally, this focussesamnteview of the literaturento the
selfconcept and social identity of autistic adolesceansl culminateswith a focus

upon the area of enquiry and the research questions that emerged.

Part 2 presents an empirical paper that sets out the research rationale, methodology
and results for the study. Findings are discussed, followed by considecdtion
strengths and limitations, and implications for further research.

Part 3 is a reflective and reflexive critical appraisal of the research process and the role
of the researcher. It starts with a narrative account of the way the research subject
was seleted, and how the ontological and epistemological positionality of the
researcher impacted the aims, orientation, methodology and data analysis undertaken
in this work. It ends with a focus upon the contribution to knowledge and practice that
this researchmakes.
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Definitions used in this research

It is recognised that research concerned with discourse (and the power structures it
maintains or subverts) must pay attention to the definitions and terms it galvanises.
The words used to identify people and any diagnosis they may have wield their own

form of power, perhaps especially so when they are legitimised in research.
. FaSR dz2ll2y GKS NBaSIHNOKSNEQ NBIFIRAy3a 2F |

T W dziAayYQ gAfft 0SS dzaSR a + GSN¥Y G2 02
Autism Spectrum Disorder (ASD) or Autism Specttamdition (ASC) or any of
the other subOF 6 SI2NRA Sa 6 F2NJ SEF YLX ST ! aLISNAS
DSM MAmerican Psychiatric Association, 20@B)he ICB11 (World Health
Organization, 2018)nder the diagnostic category Autism Spectrum Disorder.

1 Labels used to identify the cognigiyprofiles of participants will not be used in
GKA&a NBASFNOK® wSaSINOK AYyRAOIFGSa GKI
functioningt dziA&AYQ A& |y AylFIOOdza2NT 4SS Of AyAOl f
be abandoned in research and clinical prac{islvares et al., 2020; den
Houting, 2019)

1 Identity first language (autistic persorgther than person first (person with
autism)will be used in recognition that identifyrst language is generally
preferred by autistic selddvocateqKenny et al.2016; Jim Sinclair, 2012hd
because it has been suggested that person first language is seen to increase
stigma(Gernsbacher, 201))

1 Exceptions to all of the above will necessarily occur throughout this wheke
participants use terminology themselves (in which case that terminology will be

honoured)
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1. Introduction

OAutism is a lifelong developmental disability that affects how people perceive the
world and interact with others.

(National Autistic Society, 202first para)

OAutism spectrum disorder (ASD) refers to a neurodevelopment disorder that is
characterized ¥ difficulties with social communication and social interaction and
restricted and repetitive patterns in behaviours, interests, and acti\dties.

(American Psychiatric Association, 2086t para)

GAutism is an ability not a disability. | am proof that autism if nurtured and
dzy RSNE(G22R LIR2aAGAGStes Aa I adzZlJSNLIZ2 6 S NI

Lorie, autistic writer of a blog on autism for ITTVV, 2017twelfth para)

G dziArad YYdzOK Y2NB | LI NI 2F a2YS2ySQa AR
ISYRSNI A& 2NJ az2yYS2ySQa aSEdzZ tAde 2N gKI

(Abby, an autistic participant in a study acLeod et al(2013)p.43

Autism is a contested discursive space, as illustrated by the quotes above. This space is
occupied by voices from academia, economics, medicine, education, autism advocates,
charities, autistic people and many more. A 2015 poll by YouGov reports thaif99%
people in the UK have heard of autism, and 44% know somebody with a diagnosis
(YouGov, 2015)ThedAutism Treatment Markét(Market Research Future, 2020ara.

1) is reported to be big business aisdone of the most rapidly growing industries,

whilst autism itself is reported to be costing the UK economy around £34 billion a year

(National Institute for Health and Care Eklence, 2015)

Within this context children, young people and adults are diagnosed. From a social
constructionist perspective, the discursive repertoires that occur around autistic
people and their families become part of the fabric of their daikgdivihe word autism

has real and lived out consequences for the®sJanguageesults insocial action
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(Burr, 2003) In England, ove32,800 pupils with atducation and eialthcare Plan
(EHCPyere recorded as havirgutismas their primary type of needccounting for

30% of all pupils with an ER(Department for Education, 2020yhusthe word

WL dziAaYQ Ay (GKS O2yGSEG 2F Ly 91/t YA3IAKDG
place for over 82,000 children in Eagtl alone. In this way, words are said to be

WLIS NJF 2 KBk, 2043P S Q

CdZNIKSNJ 12 GKAazZ az20Alt O2yaidNHzOGA2YAAY |
categories and concepts that provide a framework of meaning for them, are provided

o0& GKS f Iy 3dz (Bur, 2008 .91 AsiaitiSredisczmirses are used in

public and private spheres, they may thus be said to be providing a framework of

meaning from which autistic people come to build a concept of their own selfhood.
Therefore, the seltoncept and social identities of astic people can be thought to

be, in part, born out of the discursive repertoires that are made available to them.

Ongoing research and increased understanding of the way that autistic individuals
discursively construct setfoncept and social identity tkerefore relevant to all

professionals seeking to support and improve outcomes in education and beyond.

1.1 Constructing the research rationale
CKAA addzRe GF1Sa | C2dzOl dzf RAFY | LILINBI OK

in relation to their glf-concept and social identity. This section will lay out the

research rationale in a number of sted® beginwe will considethe paradigmatic

lensk YR G KS NBaSI NOKS N A Hutdarasicankstrigled &ndl G & (1 K NJ
treated conceptually. Nexdn exploration around why autism girlsis of specific

interest, alongside an examination of the potential impact of an autism diagnosis in
adolescencef-ollowing thissome theoretical understandings sélf-concept and

social identityare explored, ad then further considered through the lens of relativism

Next, we will consider how a study of discourse will support exploration of the subject
matter, and we will then finish with a brief overview of the way that language and

discourse frame constructis of autismThis will lead the reader through the

background rationale and set the scene for the literature review.

1.2 Constructing autism
BottemaBeutel etal. (2021) & 2dzi Iy KAAG2NRAROlIf 2@FSNIDAS

f | y 3 dg. BBRadescribe autisnand autistic people within autism research. They
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conclude with recommendatiorfer how researchershould reflect on and adjust

their language choices. Within this contetdyms such agutism Spectrum Disorder
(ASDpRnNd Autism Spectrumaddition (ASG)t is posited denote a biomedicgbroblem

G hiat shouldd S T B&itdntaBeutel et al., 2021, p.18Thereforerather than using

the terms ASD or ASGthin this researchwhichoperationalise a medical discourse
andmay, asBottemaBeutel et al. posjtfurther perpetuateablesim and systemic
discrimination towards autisticpeople 1 KA a4 NB &SI NOKQIgtheSa (KS
same vein, identity first language willbe ug@dll dzG A a G A O LISNE2Y Q NI (|
g A UK [|indzécaghitioQtbatautistic people in the UKave been foundo prefer

the use of identity first language in far greater numbers than personléirgfjuage

I £ 0§ K2dzZa K | dzi A &iynoted, MdeFt& usdperdoyi firdt lanQuage (Kenny

et al, 2016). Shakes et al. (2020) explored how identity first language tended to be
favouredwithin discourses which focussed on autismmasrologicaldifference
(neurodiversity) and person firstvhen autism was framed as a diagnosis or as a
disability. This is communicated [&inclair (2013)an autistic adecate who

communicatesdit is only when someone has decididt the characteistic being

referred to is negative that sidenly people want teeparateit from the persore

(third paragaph). Bagatell (2007)eportedthat for participantsin their study autism

wasda fundamental part of who they are, not just something they Rape420) ad
identity-first terminology respects this findind herefore, the termsdutismtand

WHutistic persoare used throughout this resech.

Autism isa neurodevelopmental diagnosik has been commonly described as being
characterised byersistentdifficultieswith social communication and social

interaction, alongside restricted, repetitive patterns of behavioaterests, or
activities(American Psychiatric Association, 2048ilst this is perhaps the most

dominant construction of autism, there are others which offer alternative
O2yaiNHOUGAZ2YAaAY AY gl e&a GKIFG I @2AR RSaONA
negatively from normalcgMilton, 2017) Savarese & Zunshir{2014) reference the
dperceptualacuities, 3D drawing and pattermecognition skills, simultaneous global

and local processing strengths, and enhanced gare pitch discriminatioa 2 F

autistic people (p. 19). The neurodiversity movement advocates focardeng of

GRLIAOKE ySdzNP(GeLSasz I théepathoodl@ly dyafn&iond 2 v & i NJ
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deviant minority¢ (Milton, 2017 p.462 towards an acceptance of neuro diversity in

which divergent ways of thinking and being are accepted and celeb(&@stcio, 2012;

Ortega, 2013; Ortega & Choudhury, 201Mjiton, an autistic reseaher and academic

I NB dzS & ofefiMupiakespedtful discursive space, where autigti@lopment is

y20 FNIYSR FNRY (K 8Miltend2027 $.#61): Iais vitlitnithis2 NR S NS |
post-colonial(Savarese & Zunshine, 20p#®sitioningthat the current research takes

place.

MPo ! Oly26fSRASYSyYy:d 2F (GKS NBaSINOKSNRa |
Before turning towards the academic literature around autism, it is important to

provide some further context on the positionality of the researchtarper(2003)

argues that reflexivity in Discourse Analysis enables the analyst to put critical attention

on to the knowledge making practices of the analysis itself, and shines a light on the
ARSYUGAFAOFIGARZ2Y 2F (K2aS | aLlsSOhéetheT 2y SQa
analysis (e.g. Coyle & Rafalin, 2000) and a tracing through of their influencelLJ® T ¢V d
Whilstamore ilRS LJG K SELJX 2Nl A2y 2F (GKS NB&SIH NOK:
this may have had, is offered in part 3, it is important to note at atyestage(Tufford

& Newman, 2012)hat the researcher is herself a parent to an autistic adolescent. This

is likely to havempacted the way in which the researcher interacted with the research
around autism, and the way in which the research questions were developed out of

the extant literature.

1.4 Autism and girls
McConkey2020)reports from school UK census data that the pydjpn of autistic

children on UK SEN/ALN registers ranges from 3.21% in Northern Ireland (NI) to 1.79%
of the school population in Wales. This represents a percentage increase of 127% (NI)
and 141% (Wales) over the last eight years. The rapid increaséagimostic ratefias

led some authors to describe autism agpandemié (Bilbo et al., 2015p.1). Whilst
reportsabout gender prevalence varypomes et al., (2017¢port in their meta

analysis and systematic review across 54 studies (and more than 13 million
participants) that of children meeting criteria, the matefemale ratio is close to 3:1.

They report evidence of a diagnostic gender bias, meaning that girlsneko criteria

are at disproportionate risk of not receiving a clinical diagnésigther to this, nean

age of diagnosis has been found to be later for females than nfBlest et al., 2016)



Researchers have thus sought to understand the difficulties of diagnosingrgel is
evidence ofa research bias towards recruiting malegesearchby as much as 15:1

(Lai et al., 2015 Go0ldman (2013posits that ovesrepresentation of males in those
diagnosed with autism may in part be due to clinical expectations and by the gender
biased standadised instruments usedy way of exampleésolomon et al. (2013)oint
towards the gender bias in theeRetitive Behaviour Scal®kevsed (BSR) restricted
interests subscal@N\olff et al., 2016)which refers to objects such as trains, dinosaurs,
and toy cars, which they posit adraditionally male interests(Solomon et al., 2012,

p. 55).

Other research has looked at the way autism typically presents in girls, with autistic
females displaying more reciprocal conversation andtivation for friendships

alongside a greater desire for interaction with othétsi et al., 2015Behavioural
differences were found blai et al., (2011yho cited females as reporting more

lifetime sensory symptoms and fewer sociommunication difficulties than males.
Cridland et al(2014b)report the literature suggestteendenagestowards stronger

social skills in girls including pretend play, communication, social imitation and ability
to focus, and reduced behaviour problemghencompared with autistic bay They

posit that these strengths can obscure social difficulties that girle@&periencing and
thus contribute to missed and late diagnoségeiser & White (2014) posit that
sociocultural factors have an impact on more than just the way autism is expressed in

females, but also impacts the perceptions of their behaviours.

Masking élso known as camouflaging or autistic compensatinayalso be
responsible fothe tendency towards l& diagnosis in femalg8egeer et al., 2013s
it is posited that autistic females use the strategy more than autistic males (Lai et al,
2017), although not all research supports this view (Bea & Rose, 2021)ai et al.
(2011)define camouflaging as the use of strategies by autistic people to minimise the
visillity of their autism during social situations, ahtvingstone 8Happé(2017) refer
to autisticcompensatimasi KS a¢20aSNWSR YAaYlFIiOK 6SGsSS
dzy RENI e Ay 3 O023ayAlGA2Y Ay (Livingdtéh &NBOREST fp2 LIY S
729) Late diagnosed females in a studyBargiela et al. (201@)escribeddpretending
tobenormd ¢ 6 LJdr making andeliberate effort to use what they perceived as
oneurotypical personas(Bargiela et al., 2016¢. 32D).
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Pearson & Rose (2021) argue that masking is a-sodtioral phenomenon due to the
stigmatisation of autistic people so that they consciously and unconsciously conceal
their cothernesg  B2).JWhilst camouflagingnay support autistic people to
assimilateinto their surroundst is posited to negatively impact mental health and
wellbeing, includindinks to significantly higher levels of anxiety, depression, burnout,
suicidality and reduced access to support and/ees(Cage et al., 2018; Cage &
TroxeltWhitman, 2019; Livingston et al., 2Q1Rearson &rose, 202)Ll Masking may
provide an explanation fahe significantlyhigherlevels ofinternalising behaviouts
including anxiety and depressive symptoms in autistic girls, when compared with
autistic boys and noiautistic girlgyOswald et al., 2016; Solomon et al., 201®jth
research intcautistic masking still at an early stage the implications for how this
impacts on identity development are yet to be fully explored (Pearson & Rose, 2021).
1.5 The impact of diagnosis during adolescence

A recent study in the UK reports that around 28%uatistic children in aationally
representative populatiorbased cohorstudy were diagnosed with autism after

starting secondary scho@iHosozawa et al., 2020)his corresponds withdolescence,
when numerous changes ocdar young people imcademicsocialand other
environmental influences, angthen according t¢Blakemore et ali2010)young

LJS 2 Li¥ipiGallycenter a stage of profound psychological transgigm 92). This may

AY LI NI 0S5 RdzS (2 sdndrigity tSeavddyiantaldciokuBukal K i Sy S |
signalgBlakemore & Mills, 2014An autism diagnosis during adolescence is likely to
be particularly impactful due tde key developmental tasks around the development
of self and identity(Erikson, 1968; Newman & Newman, 197gjolescence has been
put forward as a time when profound changes take place as regards concepts around
the self(Sebastian et al., 200@nd diagnosis with a psychiatric condition during this
key stage has been found to promote a reconsideration of idedtity Q/ 2 yy 2 NJ S i
2018)

Erikson (1968) paslated that the way society labels an individual, alongside self and
20KSNREQ LISNOSLIIA2ya O2yNRO6dzGS G2 ARSYGA
people adjust their identity in response to a diagnosis of autism, and for some it forms

a core part otheir sense of selfHuws & Jones, 2008; Molloy & Vasil, 20049lloy &

Vasil(2004)propose that autism provides a sense making narrative through which

7



autistic young people and their families come to view anderstand their

experiences. Diagnosis during this key stage therefore has the potential to impact
significantly on the construction of identities as young people are tasked with making
sense of a diagnostic label as well as of the self. Whilst diagreosaid sense making

of past experiences and difficulties, some report struggling with the weight of a
diagnostic labe{Gaffney, 2020)

In an unpublished thesi§raig(2015)S ELX 2 NBR | R2f Sa0SyiaQ | yR
of an autism assessment and diagnosis during adolescence. The young people talked
about a journey, with all eventually accepting diagis, which they accepted as part of
themselves whilst simultaneously trying to separate aspects of the self from autism.

Both parents and adolescents descriljpakitive aspects of haviran autismdiagnosis.

It provided a new way for most tonderstand tlemselves and their difficultieShey

also talkedabout negative aspectshich were mostly in relation to stigma and the

negative views held about autism in society.

h Q/ 2 ¥ind 2oNdagues2018)conducted a systematic literature rewento the

impact of a range of psychiatric diagnosis on-seticept and social identity in children
and adolescents. They found a range of reported benefits includindeggiination,
seltenhancement and selinderstanding, but also risks to selbnept, with diagnosis
prompting a reconsideration of identity, and some negative impact orestdem.

They posit that social identity is impacted by diagnosis in both positive and negative
ways. Benefits included social identification with others with siaene diagnosis, but
amongst the disbenefits were perceptions of stigma from others due to diagnosis.
Cooper et al. 017)note thatautistic people face the challenge of maintaining a
positive sense of self despite their membership in a stigmatized gienkovits et al.
(20200A Yy GKSANJ d0dzRé 6KAOK SELX 2NBR | R2f S840
diagnosis, found that around half of participants (N=38) talked about the stigma of

having a diagnosis of autism.

Cooper et al. (201 7pund that whileautisticparticipants reported poorer mental
health than norautisticcontrols, those with a positivautism social identityeported
fewer mental health difficulties. That is, having a posiauésm social identityvas

negatively correlated witlanxiety and depressiof.he late diagnosedutistic women



in Bargiela et als (2016)research reported diagnosis enabled access to a newly gained
sense of belongingith other autistic people, resulting i@ more positive sense of self
wSaSHNOK GKFG KFa FT20dzaaSR 2y GKS NBY20I |
from DSM FAmerican Psychiatric Association, 20t83 also focussed on the positive

identity that participants felt had been a result of diagnosis (with AS) and the sense of
belonging with aliker A Yy RS R WI & LI{CSabede? &, PeiY: Sniith & Jones,

2020)

hQ/ 2yy 2Nl Ll2aAiAida iKhaybenedithe ddgiosed Bk OtheR A | Ty 2 &
comnon language that diagnoses provglstreamlinng communication between

different services and cliniciaish Q/ 2 y' y 2 NJ. Holvevér,thawXoes this y 0

common language impact the way adolescents go on to construct-assept and

social identity? What resources, what ways of being doing does this provide to an
adolescent in the teenage task of identity developméstikson, 196&) Does every
0SKI@A2dzNJ I yR S@OSNE AyuGSNBad Ay |y |dziAa
of autism(Molloy & Vasil, 2004; Runswiclole, 2014)

Narrative research into identity development and the diagnosis of a Ciilivass in
adolescence found that young people drew upon dominant discourses about health

and illness and used them to develop their own idenfityicks et al., 2019)he sense

making experiences of adolescents around their diagnosis of autism (diagnosed in
childhood) have been explored Bgnes et al(2015)who found that the peer and

family nteractions thatautisticadolescentdhiaveshgpe what they believe about their

diagnosis and themselvesurthermore, they posit that the narratives autistic young

people use mediate how an autism diagnosis influences thehpsetfeption, and how

they then cope and adapt. They conclude that the lsagge used to describe autism

impacts how adolescents make meaning out of their diagnosis, and how they go on to

view themselves.

Diagnosis might be viewed as creating the potential for autistic people to become
defined by the pathologising language useduward them, and to experience the
reduction of the self to a diagnostic categgriodge et al., 2019r it may support
young people to reframe their sefferceptions through access to a new narrative and

dessential explanation for whey find it hard (Molloy & Vasil, 2004p.115.



1.6 Selfconcept and social identity
Gal 1Ay 3 &S ywhdoneist wad, il in&/fbdcome, and therefore the
path one should take in the world a core selproject. Self and identity
theories assume that people care albthemselves, want to know who they
are, and can use this sddhowledge to make sense of the world. Self and
identity are predicted to influence what people are motivated to do, how they
think and make sense of themselves and others, the actions theyda#l their
FSStAy3da YR FoAfAle U @ysGrdaniENdrE, &2 NJ NBE:
Smith, 2012. p.70)

Seltconcept has been defed as'the individual's belief about himself or herself,

including the person's attributes and who and what the sel{Bsiumeister, 1999,

P.13) It isa series of identitiesnade upoft 1 KS GNJ Ad&a | yR OKI NI Of
NEBflFGA2yas NRftSazX FyR a20Alf @yRroedetySYo S|
al., 2012, p.69)Scial identity is defined as the portion of the setincept that derives

from membership of social groups, together with the emotional significance attached

to it (Duszak, 2002; Tajfel, 1981)

From age seven upwards children are known to makeeselfuations based on social
comparisongLivesly & Bromley, 197a@nhd feedback provided from othe(Ruble,

1983) In adolescencehis intensifies agoung people become increasingly self

conscious and concerned with the opinions of oth@arker ¢ al., 2006; Vartanian,

2000) Adolescents are more likely to compare themselves with others and to

understand that others are making comparisons and judgements about them, whilst
Ffaz2 LXIFOAY3a KAIKSNI (Bdodstimbet &.y2008)0 KSNAE Q 2 dzR:

Parker & Gottman (198%jew the most important socioemotional task of adolescence
as working through seifientity issues, with adolescent friendships as a vehicle for
selfexploration through intimacy and setisclesure If peer groups arendeeda

vehicle through which concepts of identity and setteem are negotiated (Erikson,
1968; Newman and Newman, 1975), thenay beimplications for autistic girls who
report that developing and maintaining friendships becomes more complex and
difficult to achieve in adolescend&ierney et al., 2016)Jespite agreater desire for
interaction with othergcompared with autistic malegl.ai et al., 20153nd similar

levels of motivation for friendship than neawutistic girls (Sedgewick et al., 2016)

The looking glass seffroposed byCooley, (1902and later byMead, (1934 )posits

that people come to know themselves through the eyes of otheasticularly
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AAIYAFAOLIYG 20KSNARA® ¢KSe& LINRPLIRAS (KIF{G GK!
20KSNE YR (KIFIG 2ySQa O2yOSLIi 2F aSt¥ Aa
the other. Sebastian et al. (2008xplorehow neurocognitive developent might

contribute to heightened selfonsciousness and susceptibility to peer influence during
adolescencéWithin this context one might wonder how it is to construct a -sedfv

GKSY 2ySQa AYGSNI OlA2ya ddsideKactd@ddh | NS T
autistic adolescents provide evidence that they frequently suffer peer rejection,

bullying and sociaxclusion(Hebron & Humphrey, 2014; Humphrey & Lewis, 2008;
McLaughlin & Rafferty,®4)and experience social stigngdones et al., 2015As

Sebastian et al. (2008) poiatit, studies show that negative social experiendesing
adolescenceontribute to increased incidenceof depression and other affective

difficulties.

For autistic girls, a selfiew that is evenn part constructed through the ways others

view them may present particular challenge asistic girls report higher levels of

relational aggression within their friendshigisan both nonrautistic girls and autistic

boys (Sedgewick et al., 2016). Furthermore, if as discussed earlier, girls are more likely
to engage in autistic masking (Lai et al., 2017) in order to avoid béieged due to
stigmatisation (Pearson & Rose 240 the self that that they see reflected in their
friendships may present particular challenge, as it is less likely to include the aspects of

themselves they are hiding from view.

Social Identity Theor§Tajfel & Turner, 1979provides further rationale for making

sense ohow adolescents perform sedfivaluations by engaging in ingroup and

outgroup social comparisor{®almonari et al., 1989; Tarrant, 2003pcial identity

becomes a prominent theme in adolescence as young people strive towards a sense of
belonging in a valked social grougKroger, 2000 as cited iranti et al., 2011)A sense

of meaning and belonging can be gained through group membership resulting in
positive psychological consequences as individuals internalise thigh&itesocial

identity (Haslam et al., 2009)

Tarrant, et al. (2006eport that adolescent participants who displayed high levels of
identification with a friendship group reported higher levels of esifeem and more

positive experiences of personal and relational developmental t&3isversely,

11



Hedley and Young (200&s cited inrHuws & Jones, 2015)und that autistic young
people who viewed themselves as being different from their peeported higher

levels of depressive symptoms.

Whilst autistic people do report high levels of social exclu@itebron & Humphrey,

2014; Humphrey & Lewis, 2008; McLaughlin & Rafferty, 2@btpunts from autistic
young people also report experiences of finding a sense of belonging with groups of
autistic peerqgBagatell, 2007; J. L. Jones et al., 20@bpper et al. (201Qrgue that a
LI2aAGAGS 1 dziAayY L RSy A-todceph has the pbtghtiabt@ NI G S R
improve mental health and wellbeing for autistic peoplé&us, an autism diagnosis

also has the potential to buffer some of the social impact that living with challenges
around social communicatiofand a stigmatised labetanbring by providing access to

a group of peers with whom an autistic individual identifies and feels a sense of group
belonging.

1.7 A relativist view on se&bncept and social identity

Oyserman and colleagué012)posit that the feeling of knowing oneself anchors
people in a position from which they make choices in their lives and that these choices
are partly based on who one perceives oneself to be. Howdivey,proposethat this
oselfproject (p. 70)does not produce a stable and consistent true self that exists and
can be measured, ratheéhat people construct identities according to the

environmental and social context they are lin.this way seftoncept and social

identity are rooted in a social interactionist framework.

Kroskrity (1999jefers todrepertoires of identitg asdited inversluys, 200,7p.99),
reflecting the multiplicity of social identities that social actors take up in their talk, as
they take on different positioné/ersluys, @07) SimilarlyKroskrity (1999, p.111)
O2yaARSNE (GKFG ARSyGAGe A& GKS Wt Ay3Idzaai.
social identities and setfoncepts are constructed through discourse that positions the

selfas part of, or apart from social groups.

Theseapproaches reject the notion that sedbncept and social identity are distinct
entities that existas fixed realitiesThey challenge cognitivist theories that see self
concept and social identities as e that form and remain stable over timather

they are taken to be constructed dynamically in a social and linguistic context. As
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Rapley (2004) NHdzS&a al a2O0Alt ARSyuGAde Aa oyz2i00
g KA OK LIS 2 (Rapky, 2004, pNIIRa#herit changes across time and across
contexts sothatla-86 2 FOSLII Q YR Waz2O0Alf ARSydAdGeQ |

constructed(Oyserman et al., 2018)ithin a social context.

DdzZNNJ L2 aAda GKEFEG aGKS gl @ | LISNBR2Y GKAYT
provide a framework of meaning for them, are provided by the language that they

dza @érr, 2003 p.9. Social constructionism moves even further away from an

essentialist view on setfoncept and social identity, beyond linguistic determination

(the idea that language determines what one can think) towardsesgentialism.

Thatis, there isno assumpgfio 2 ¥ I Wi Kdontepor sodiafider8itR that St F

one can somehow access and measure.

1.8 Social constructionism, power and discourse
Within a social constructionist paradigm knowledge claims are viewed as artefacts of

the specific historic anduttural context within which they are made. Knowledge is

seen as socially constructed, rather than repregampan existing truth(Burr, 2003)
Sociakonstructionism posits that knowledge is constructed and sustained through
language, between people in their everyday liaesl thatknowledge and truth laims

invite different kinds of actions from human besd hese actions have a major impact
upon the way people live out their everyday lives, the choices that they can make, and

the way our society operates in a given time and pid@wr, 2003)

Applying this lens to the subject matter at hand, wollkK SNEF2 NE a§S Wl dzi
O2y OS LI QX WwazOAlf BRRBAVMAENI&E®S WIHRRARODADSI f @
phenomena, rather than distinct entities that exist outside of the language and social
processes that define and sustain them. An empiritigtht approach the literature

with a view to understand knowledge amassed so far, find a gap in the scientific

literature, and seek to design research which proves (or fails to prove) a theory which

aims to uncover some existiiguith aboutthe self-concep and social identity of

autistic people Within a social constructionist paradigm, this is not the aim. Rather the
emphasis is on how forms of knowledge are constructed through discourse and the

way that this constructed knowledge plays out in the squiatesses around us.
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Structuralists and posdtructural theorists including Saussure, Barthes and Foucault
propose that language is a socially constructed system shared and used by people in
order to put a structure around, or make sense of our lived experie(®es, 2003)
Saussure proposed that the sounds we use (thedspto signify a concept are

arbitrarily assigned, but that any word works as long as everybody agrees sbahd
refers to that particular concept. He proposesnceptsare only distinct from other
concepts due to arbitrary categories we have created that defines one thing from the
next (Saussure, 2004)n this way, structuralists propose that we build and share
meaning, as humans, around our lived experiences.-8tostturalisn builds on this
concept and posits that meanings change over time (and place), and that they do so to
reflect the interests that are served by constructing the world in a given(&asr,

2003) As such, language is taken to reveal a great deal about how power operates in
society and about who is abl® act and have agency or access to certain ways of

speaking

Discourses have been definedassystem of statements which constructs an object
(Parker, 1992, p.5pbr toda set of meanings, metaphors, representations, stories,
statements and so on that in some way together produce a particular version of

eventg (Burr, 2003, p.64)The more a discourse appears to reflect commsense in

the historical and cultural context in which it is situated the more powerful it is, and

the more likely it is to be constructed as knowled@eirr, 2003) In thisway Foucault

I 2a& SN a K lthat dUiusal®y Bourtsl Rév Eihe world at that specific point

in time ¢ is bound up withpower. This is because what follows from use of a certain
discourse can limit or marginalise certain ways of acting, setting out what is

permissible or acceptable, and what is illegitimate and oth€fealicault, 1979) For
Foucault, it is not people that are powerful, but discourses which people can use, that
enabk people to do the things they wafBurr, 2003)Willig (2001)contends that
GC2dz0F dzf RAIY RA&AO2dzNAS |yl feéeata T20dza dzLJ
within a culture¢ something like a discursive econommgnd its implications for those

gK2 fAOS GAGKAY AGE oLlpmnT O ®

1.9 The discourses araliautism

When young people receive a diagnosis of autism, they gain access to a new discursive

economy to talk about themselves that they had not previously had access to. Where
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GKS& Yl& KIFIgS Ay (KS L) ad 0SSy oplétalkngt SR |
about diagnosis reflect on how a diagnosis provides them with a different framework
for viewing their difficultiegMolloy & Vasil, 2004; Punshon et al., 2008nd yet

discourses around autism avaried and not in themselves difficulty free.

Jones et al(2015)talks of thedparadox of autistda ~ ©4RAwhere the meaning

making of autistic adolescents around their diagnosis takes place in the context of
competing social discourses that can leave young people wanting to rejecathefp
GKSANI RAF3Iy2arad GKFIG GKS& RAatA1S o6waaylLl
aspects that make them unique or talented. Simil&tgwnlow,(2010)talks about

i K 8omplex and sometimes competingpresentations of autism that people with

autism can draw upon when negotiating their own idergtity 6 LJ® H 1 0 @

Autism itself has most often been constructed in termsdisease and defidt(Lester,

2012 first para. of introductionh Q5 St f 3 . NEndhgif dBaburse analysis 0
examiningmedia reports surrounding the Wakefield sckal, suggest thateports

RNBg dzLl2y aLI NBydlFft FSIENI2F URFYIF3ISU (2
as the onset of autism following vaccination. Implicit within the debate is the notion

that an autistic child/adult is less acceptable than a (supposedly) 'normat €hih Q5 St

& Brownlow, 2005, p.194Even within the lask0years,studieshave compared
FdzGAEGAO LI NGAOALI yia 6AGK ¢ KI[Lietal, B8& G SNJ
Mayes & Cohen, 2006; Toichi et aD02) Research by Bilbo et a2015)propose that

| dzii A & pander@ic2 F I Y 2 R S NYBilbO elzél.ii204%F £é9nd Good (2018)

recently published research positing that the commonly prescribed antibiotic

| Y2E@OAfEAY A& AYLIAOFGSR FE2y348ARS 20KS|
epiRSYA OQ £560d,20%8, pb.47Y)

Talkof aetiology, toxins, epigenetics, epidemics and pandemics to describe autism
implicitly treat autism as a biomedical problem to be solved. tbering effect

(Waltz, 2005p.432 of a medical discourse has direct implications for those people to
which the discourse relatg§Valtz, 2005)Lewin & Akhtar (202Q)osit that the

medical model of autism is a model of deficit, where autism is defined in relation to its
deficits in relation to a nomutistic population. Thisp&y G A f t &8 W2 1 KSNAQ

through a rhetoric that creates boundaries betwearormal and pathological minds
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(Yergeau & Huebner, 2017, p.2T3y R O2y a G NHzOG & F dziA&adGaA O LIS
FNRAY3IS 2F KdzYly y2NXIfAGeé o0t SINB2Y 3 w2,

If one takes the viewf a social constructionist that the world we create through our
talk invites a particular kind of action from human beiBarr, 2003then one might
legitimately wonder, what social action does this amassed, highly constructed
knowledge about autism creaté®hat questions are the research communiskang in

order for these truth claims to come into existence?

In thinking about one of the most dominant theories in autism researchthbery of

mind (BaronrGohen, 1995pne becomes aware of an ironic set of assumptions that

research conclusions often preseMilton (2012) coins the termtdoubleempathy

problemé  88UJtb make sense of the phenomena in whigty” S-dzBlRIa@drni Q

for neurologically typicabesearchers posit that autistic people are unable to fully
understand the mental states of thel$ or others, whilst simultaneously making

awildly inaccuraté (Milton, 2012 p.884) attempts at empathising with the experience

of autistic people, and the differing dispositional outlooks and personal conceptual
understandings they mayhavey G KA & g &2 | dzi A delrdtypicals)S 2 LI
become the normative standard arlde researchproblenQ A & O2y a i NHzO4 SR

phenomenon worth researching.

AsYergeau & HuebngR017)argue, essentialist understandings of Theory of Mind
actually reveal a limited theory of other minds where neurotypical minds are

privileged, and autistic concepts of identity and coomity are undermined and
delegitimised Savarese & Zunshirf2014)LINE LJ2 & Beory &f miind odght to work

Ay (62 RANBOIU A g atisfics on ghSircablliBy toFedd ng oty pical
minds, then we must be judged on our ability to read autistic ahes.6 LJeasmand

& Gillespig2018)F 2 dzy R (0Kl 0 GKA & YAadzyRSNRGI YRAY3
and intentions extends into family relationships with familgmbers overestimating

the extent to which their autistic family members are egocentrically anchored in their
own perspectivesThere has been some criticism of the way that the behavioural goals
LINEFSaaArzyrfa asSd F2N I dANKHAO IOKR{ RSB |
greater levels of intolerance towards individuality and differe(@@&nger, 2010 as

cited inGilling, 2012)

16



Constantet al.(2020)note that many mfluential theorists in autism studies tend to

suggest that the necessary components for a sense of relational self are reduced or
impaired. One does not have to search for long in order to find evidenseaabf

studies which primarily focus upon deficignia the abilities of autistic people and

aspects of selfLyons & Fitzgeral(e013)refertod I  FNJ IYSY G SR FyR i
asSt¥ Ay |Zamd (2010dMues that autistic individuals experiensgecific

deficits related to the interpersonal dimension of self, which are of particular

importance for that dimension of setfoncept that forms as a result of selkperience

as mediated through others. Similafiarley et al. (2013uggests that autistic people

I NB AYLI ANBR Ay |aLIS0Ga LISNII Afersind (2 (K.
relation to the selfFarmeret al. R007)reported that children with & LJS NB S NI &
syndrome had less developed concepts of their social, interpersonal selddsad a
particulartendencyto be more inwardooking in their reflections thanon-autistic

peers Williams (2010)concludes that autistic people have decreased insights into their

own mental states and emotions amkrna et al. (2016)oncluded that autistic

participants displayed lower clarity of selbncept than control prticipants.

Milton (2012)asserts that these impositions of positivist, cognitive bebaral

worldviews upon autistic people, can become internalised. Thus the negative
O2yy2ilFdA2ya GKIFIG NBadzZ G FNRBY (GKAA dy2NY
becomes aseff dzf F A £ f A (Vilton 2082 hJB8S VithirE the autistic

community. In this way, research around autism, that is likely conducted with the

intention of supporting better outcomes for autistic people, feeds into a discourse of
RSTAOAG G6KAOK LRGSYOGAlIffe FdzNHKSNI AGAIYI
Tangen(2008)argues that focussingnly ondifficultieswhen conductingesearch

adds to thediscourse of stereotyping and disregarddividual difference.

Whilst historically the academic and medical community has constructed autism from
a position of deficit, there is also a counter discous§diversity(Rosqvist et al.2015)
that is challenging the hegemony that this had created. The neurodiversity discourse
constructs autism as a naturally occurring neurological varig&gamger, 1998yather

than a pathological disease that needs a ciBarnes & McCabe, 201Broponents

argue that autism shoulte viewed as a way of being, rather than a health condition
(Kapp et al., 2013}hat autistic people are different toeurotypicalsnot deficient
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6. NPoyt26 3 hQ5St t 3 Kapp atdJT2013RRréddgNifioSthat | £ >
autistic people have a profile of both strengths and challer{§edlicano & Stears,

2011) as do all other neurotype# provides access to a critiadgiscourse with which

autistic people might challenge the negative and disabling mainstream models of

autsmo . N2 gyf 26 3. hQ5StfX HnAnmMoO

Neurodiversity finds its roots within the social model of disabfl@iver & Sapey,

1983)as it challenges the notion that autisis merely a problem that resides within

autistic peoplelt advocateghe positioning ofautistic people as a minority group,

disabled by a society built arouracheurotypical populationand arguingocietymust
changerather than theindividual(Graby2015)wl § KSNJ G KI'y T2 Odza Ay 3
LISNBR2Y Q LI GK2f23@8X (KAA Y2RSt SYLKIaArasSa
Disability results from a poor fit between the attributes of the person and the

conditions of their social environment.

One of he said failures of society towards its autistic members might be thought of as
the stigmatising language it uses to describe aspects of people that they consider to be
a very part of their identityfBury et al., 2020; Wicks et al., 201B) contrast, the
neurodiversitydiscourseoffers opportunities for the construction of an autistic

identity that is strengths based and engenders a pndeho one is and to a

community that one belong@Cascio, 2012; Bagatell, 2007; Bumiller, 2008)

Reseach within a neurodiversity paradigm explores the differing profiles of strengths
and weaknesses in different neurotypes, and the ways in which particular tasks might
be achieved in divergent ways. It does not deny the existence of a neurobiological
difference between autistic and neurotypical people, but it argues for a

adethronement of privileged neurotypicalityfSavarese & Zunshine Prc2014, p. 2Q)

Alongside a reframing of what constitutes what autism is, proponents of the

neurodiversity paradigm argue that the voices of autistic people should become
OSYGNIFf NIGKSNI GKIFY LISNRLIKSNI f Yindatsfed A f NJ
over autism have tended to be (neautistico LI NBy 0 & | y(RavilSh®&F S a & A ;
Henderson, 2010, p.157)

This challenge to a deficit discourse has not contained itself to a niche corner of the
internet, but rather it has enabled alternative constructionsetater wider social
18



discourselLewin & Akhtar (202@onducted a content analysis on articles about
autism in theWashington Posbver a nineyear period and repogd a shift towards a

language of neurodiversity as time went on. Over time, there were increasing

YSylAzya 2F FdziAadAO LIS2L) SQa auNBy3aldika:x

a focus on causation. However, they also note a continued use of negatimeology

0 KNRdzAK2dzi GKS LISNA2R O20SNBRZ Fa ¢St f
the UK, the website for thBlational Health Service provides a definition for autism

that very clearly attempts a move away from a medical discourse, tawbd#ference:

. SAYy3 IdziAadAO R2Sa y20 YSIy @&2dz KI @85S
AY | RAFTFSNByYy (G oAutsm i nRaynedical KoBditibnhdfh? LI S X
treatments or aureQ(¥Vhat Is Autism? NHS 2020)

In the academic arendjouting (2019notes in a 2019 editorial for the journAlutism

that some outcomes of the neurodiversity movemeéncludeimprovementssuch as

an increased focus on strengths based approaches to intervention and support, with
treatment goals more focussed on issues that concern the autistic, rather than

neurotypical community.

Within these contested, public dis@ive spaces, autistic people are diagnosed.
Discourses which seek to define what autism is, and what it is to be autistic become

highly relevant. If one aligns with a social constructionist view and agrees that

[

\

Gt y3dzZ 35S A& GKS LANK YST anh (s, 208 fsRYH O2 y a G|

the discourses that permeate a culture about a significant aspect of a person, may be

takenrup in their constructions of setfoncept and social identity.

1.10 The current study

This study takes a Foucauldian approach @adhalysis of R2 f S & Odsgolirsea A NI & ¢

when discussing their saetbncept and social identity in the context of receiving a
diagnosis of autism in adolescendde researchaimsare to identify the ways in which
selfconcept and social identity andructed through the language that young
people use, and texplore howindividuals are positioned by the discoussthey
employ. The following review will focus upon the literature in relatiorhtmw autistic
young people talk about setioncept and sociatlentity. It will begin with an
introduction to the search terms used when reviewing the literat@econdly it will
examine the themes that emerge from the relevant literaturée chapter will
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conclude with a rationale for the approach taken within therent study and an

introduction to the research question.

2. Literature Review

2.1 Search terms and inclusion criteria
Theinitial task in reviewing the literaturbegan with asearchof PsycinfoASSIA,

SCOPU&dMedlinedatabases to undertake systematicsearch of the literature (see
Appendix AjJollowed by a critical reviefGrant & Booth, 2009)his form of literature

review was chosen in order ensurea comprehensive search strategy was used so

that all relevant studies were included, but also so ti& most significant themes in

the literature could be drawn together and set the scene for the current stlitly.

keyword search included a range of the most relevant terminology inclustiogl

identity, identities, seHO2 Yy OSLJi 2 | R2f SaO0Sy OS> Il dziravyx |
YaSYyRStSeQ NBEFSNBYOS YIylFr3aSYSyid az27Fadél NB
references. After duplicates were removed, titles and abstracts were read to select any
potentially relevant studies, and then in a secoseteening process those providing
insufficient information in the titles/abstracts to apply eligibility criteware read to

establish eligibility for inclusionnd from this point a snowball approach was taken in
identifying any furthetiterature to include Studies were included if they were written

in English, peer reviewed, used a qualitative methodology, included primarily

adolescents and the abstract or title referred to the smhcept, identity or social

idey GAGEe 2F [ dzAaldAOfF e2dzy3a LIS2LIX S ofF AyOf
included in DSM VThis approackimed toensure that no relevant material was

excluded due to terminology alone, while limiting the scope of the review to those

peer reviewedstudies most relevant to the present area of intereghis process

resulted in 14 studiewhich were then subjected to critical revigiaee Appendix A)

usingthe CASP Qualitative Studies Check@sitical Appraisal Skills Programme, 2019)
These studies will now be presented through a narrative syntl{€sent & Booth,

2009)

2.2 Construction of setfoncept and social identity intistic adolescents

2.21 Exploring the impact of diagnosis on the sense of self
Gaffney(2020)explored theimpact of an autism diagnosis on the sense of self with six

adolescent girls, two of whom had been diagnosed during adolescence. Using
Interpretative Phenomenological Analysis (IPA) Gaffney developed themes identified
20



from semistructured interviews. As sense making tool, autism was used by the girls

to understand the self in terms of their past and current behaviours, although there
GSNE RAFTFSNAYy3I tS@Sta 2F I OOSLIityOS 27F I
gl & L FYéE 0L InadadhoidebeteBn@ existingayid héaving this |
g2dz R OK224S y20 SEAaAGAYIE O6LIP MNnHOD { AY)
a sense of self, although this was not uniformly attributed to the diagnosis of autism,

and others had reframed ®A NJ Sy asS 2F aSt¥F LRRaAirAldArAgSte
0SHGGSNI o2dzii YeaStFXlIa I RSOSyid |dziaadaAao
0 SAyYy 3 y 2 NMWNhilstcriticalLadalysissoDtigtudy supports the view that this
wasgenerally aobust piece of qualitative researctinere is some evidence that the
wayfindingsare summarised are misleadingllafor example, is cited as accepting her
RAIF3Iy2aAira 6aL ol & LXSFaAaSRXAG YI{1Sa asSyas:
ofselfand® S 2y Lldmnp GKS NBEaASIFNOKSNI gNAGSa a
difficulties can have a negative impact on mental health but some participants had

I OKAS@PSR | aSLINIFiGSySaa FNRY GKSANI RAI3Ay:
This suggests a krbetween enjoying positive wellbeing and achieving a separateness

from diagnosig; howeverEllieis cited as a participant wheelcomed her diagnosis

andl OKA SOBROBEIBE FOSE | yR Hp.a®iNRBy3 58yas

In an earlier studyones et al(2015)also used a phenomenological approach to

explore the impact of diagnosis wiftD autistic adolescents, two of whom were

female. They too found that participants reflected how an autdiagnosis enabled

them to understand the self, around which they built a narrative that led to self
understanding and acceptance. Social comparisons with other autistic people focussed
on the heterogeneity of autism. All participants had concerns abloaitstigma of the
dzGAayYy €FoSf |yR LIS2L) SQa NBalLkkyasSa RdzS |
belonging and pride in being autistic. The participants distanced themselves from a
disability label, using downward social comparisons that focussezhgsical

disabilities. Despite using a phenomenological methodolatyg researchers did not
discusgsi KS NB a S| NDK S NXai ondlggjeal andgisBadiidaldA G A S &
positioning,and the way these potentially impacted thesearch decisions and
subsequentanalysisJones and colleagues conclude that the interactions autistic teens

have in their community shape what they believe about autism and about themselves.
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They posit that the narratives autistic adolescents create around autism (taken in part
from the interactions they have and the discourses around autism) impacts directly on

seltperceptions, coping and adaptation.

MacLeod et al(2013)used Social Identity Theory anddrpretative Phenomenological
Analysido explore the interplay between the ways six young people in higher
education made sense of autism as a personal label or as an aggheir identity,

and the information to which they have access. MacLeod and colleagues found that
the autistic young people they interviewed tended to employ generalisations and
distance themselveom those with autism when describing autistic peophey

knew. The researchers offered the view that this may represent an act of agency or
selfdetermination around construction of the self, or a strategy to distance oneself
from a disordered identity. At the same time, participants were eager to learn or
connect with other autistic experiences, and recognised autism as an integral part of
the self,or what they termedan autism identity. The young people identified how
others viewed them as differénbut they did not particularly focus on a sense of
feeling different themselves. All but one of the participants had received a relatively
recent diagnosis by which one might assume they received diagnosis during
adolescence. For most, diagnosis was cartséd as a turning point, enabling a growth
in selfawareness and more understanding from others. Whilst challenges were
acknowledged most participants were accepting of and positive about their autism
diagnosis, although the authors note that as universtudents all had to have
achieved a level of resilience and coping to get to this stage in their education.
Participantsmade clear thathe descriptorsof autism that dominate therofessional
literature and researchalnot reflect their personal expernces rather firstperson
accounts from autistic people provided a more nuanced and recognisable social text
with which they could identifyDespite providindnelpful insights into the way autistic
young people negotiated social identities, thteidy lacked enough detail around

ethics and methodology to be replicable.

Mogensen & Masoi2015)adopted an ethnographic approach to explore diagnosis
and identity with five young people, aged between 13 and 19. Participants shased t
views through a preferred communication option including interviews, drawings,
photos, communication cards andneails. Thematic Analysis using an interpretative
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framework facilitated exploration of themes developed from the data. Not fitting in

and feeling different was commonly reported, although for some this resulted in

seeing diagnosis as oppressive to a sense of self, whilst others were able to reframe
their differences through the autism diagnosis, gaining a sense of liberation and
control. Somdully accepted autism as a core part of their smihcept, using it as a

lens through which to understand the self, whilst others communicated it was not an
important aspect of their identity. The young people in this research were cognisant of
a 2 O A deficie v of autism, a view which they rejected and asserted needed
change. Social contexts and how they impacted on social identity were explored by the
LI NOAOALI yia 6K2 F2dzy R GKFdG GKS SEGSyd
could be relant on the social expectations and setting they were in. One participant
explored a new sense &elingonormak (p. 264) after leaving school and being in an
inclusive church and workplace, whilst another recalled the way that interventions she
was subjeted to (PECS) made her feel patronised and removed her agency. This
research pointed towards the significance of environmental factors which can
marginaliseautisticyoung peopleand heighten their sense of stigma and difference, or
can promote acceptanceand a sense of belonging as they seek to construct identities

in social spaced.he implications for practice pointed towards a needdocialpolides

that minimised stigmatisation and opened agenues for contrglut it stopped short

of providing correte examples of what this might look like.

2.22 Exploring how life with autism impacts concepts around self
A mixed methods study gerkovits et al(2020)involving 38 autistic 15 year olds

aimed to explore perceptions of living with autism, including how this impacted self
concept. They conducted thematic analysis on interviews which were then coded into
negative, positive or neutral statements by the resdeers. They found that on

average, adolescents reported more negative statements about their diagnosis of

autism than positive. However, one of the quotes selected and categorised as negative
08 (KS NBaSI NOKSNE sy 2d:ybR RN (| B BBCLEALIHEDF IN R
GKS FaadzvLIiA2ya 2F (KS NBaSIIanétinbisgtatk NI (0 K
to myself and make weird sounds. | sometimes repeat things other people say. And it
just,itnatually Y 1 S& YS FSSt 322 Réhequedtionthiswasi L G Y
response to marks this out as a negative response (this is not immediately obvious

FNRY (GKS LI LISNL odzi A0 Aa 2F y204S K2¢ GK!
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all. In the conclusions to their research Berkowitsl colleaguesonclude that

dadolescents with ASD may have more accurate insight into their diagnosis than
previously understoofl 6 LJ® yno0 RdzS (2 0KShefdwdld GKI
lived experienced matched up to clinical depictions of autism. This statement implies
GKFG Of AYAOFt RSTAYyAUGUAZ2YEA NBLINBaSyd GKS
peoples own insights into their experiences can potentially be inaceutdtis

illustrates the way in which research can inadvertently centre around rearmative

valuesanddecentrethe people it seeks to represent.

In a study byCage et al2016) 12 autistic adolescents (including one female) aged

between 12 and 15 years were interviewed to explore their reputation concerns. One

of the findings put foward was that more than half were more concerned with staying

true to themselves, rather thadbeing coat (p. 12) This was reported as a deviation

from what research with nomutistic adolescents had found and was a way in which

the researchers felt thatheir participants differed from neurotypical teens. The

benefits of such an identity construction were not considered by the researchers. For
example, adolescents withstrongpersonal identity show particular resistance

against peer conformitybuffering the effects of peer group pressufi@umas et al.,

2012) Rather than explore such benefits, the research retained a focus on the ways in
which autistic teens either conformed or deviated from the expectation that

I R2f Sa0Syida FNB G(G&LAOIf f s, CoRjgtOrBsNMMtS R g A (K
forward by the researchers highlighted this focus more acutely, for example

dreputation specifically amongst friends may be of great importageen for

adolescents with autisin 6 LJ®  mispladsiblé §hdR autistic individualsvould be

to some degreé& concerned about what others think of them ¢ L@dw o 0

dzy RSNI AYyAy3ouod LG YAIKG 0SS adza3SadSR GKI G
people even where the explicit intent of the researchers is to support autistic people

to have their voices heard.

A study byCridland et al(2015)used a Personal Constructéldry (PCT) approach to
understand the experiences of eight autistic teenage boys and their families. Exploring
identity was one facet of their study and focussed on both how the boys described the

self, and how they felt autism impacted on their identithey found that the boys
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described feeling different or unique. For some this was classed as positive, and they
felt autism defined their personalities in some way. For others, they were not sure how
autism impacted them, and they construed themselves &inderstood and isolated.
Whilst this was the first time the researcher had come across participants being
directly asked how they felt autism impacted their identity, which would seem a
strength of the study, there were some weaknesses. It was not ateather PCT
methodologies had been employed in the interviews and it seemed unusual to include
other family members when employing a PCT approach to understand the experiences
of autistic boys, as the family members would be necessarily accessing their own
construing. Furthermore, the researchers chose to analyse the whole data corpus
together, mixing the data from the boys talk with the talk of family members. This was
RSALIAGS GKS G A GThépesdptioiskaril explriedSeldf adSldsgedt o
boyswith autism spectrum disorder: A personal construct psychology perspegtive

354) The research may have been strengthened by aligning the methodology with the
approach, so that the construing of the boys was central to the research, rather than

decenting them by including family members views.

A number of studies focussed upon the experiences of autistic adolescents in

mainstream schools, from which themes around-®elicept and social identity were
identified. McLaughlin & Raffertf2014)sough to centre around the lived experience

of autistic adolescents in their analysis of interviews with six young people (male and
female) who attended mainstream schools, through asking the questidmat is life

like foryou?  63).Jdsing Thematic Analgso explore the data they were explicit in

their intention to avoid clustering themes around diagnostic criteria (a tendency they

noted from their literature review. The young peopleNitLaughlin & Raffer@a & G dzR &
gave accounts of feelingthey had lI@stdzic Ay @ NA2dza ¢l @& RdzS
SELX 2N A2y 2F K2g ! aLISNASNRAE KIFIR AYLI OG!
paths. Particpants talked about not fitting in, and a desire to appearmak (p. 68)

by having teachers treat them likeehr peers. There was talk around feeling isolated

and a desire to be accepted by their peers, although not all of the young people

thought their peers knew, or even wanted them to know about their diagnosis. The
researchers put forward the view that schealeed to be cognisant of autistic youths

opotential questfor normalcy (p. 71) and for a concern around the stigmatising effect
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sense of isolation and othering from tinenainstream peers. They put forward the

need to advocate for the voice of autistic young people to be represented in school
through a suitable forum, without making assumptions about their desire to be
involved.Whilst the open ended nature of the reseaamethodolgyenabledinsights

that might otherwise have been constricted by a tight structure, the replicability of the

research is negatively impacted by the lack of detail inathepted methodology

Humphrey & Lewis (2008xplored the experiences &0 autistic pupils aged between

11 and 17 in mainstream secondary schools. Using Interpretative Phenomenological
Analysis (IPA) they explored the phenomena of attending mainstream school as an

autistic person. One of the themes thegwkloped from pupil interviews, diary entries

and drawings was around how young people constructed autism and how some

integrated this into their identity, viewing autism as simply part of who they are. These
pupils had accepted and were able to celebratgism as part of a positive identity.

For others, autism meant that they weénot normak ¢ Ldfthougmtidey wished

that they were. Another theme was around negotiating difference and was concerned

with how pupils attempt to assimilate themselves irkee school social environment

andad RS& A NB(p.t@» RAKISNBE 61 & SELX 2NI GA2Yy | NP dz
2N WEOY2NXYEFEQ O0SKIF@A2dzNI AYLI OGSR FFa&aAYATf|
AY 2NRSNI (2 FAG Ay:S | ¥RSHdpUSY & Gevd, PAIBIR YA & S
p.40) There was recognition for some that they experienced isolation, stigma and

bullying and yet recognition that where peers were supported to understand autism,

tolerance and inclusion was possible.

BothHumphrey & Lewig2008 and McLaughlin & Rafferty paperg2014)were

included inWilliams et al(2019)metasynthesis of qualiatitive researatto how the
experiences of autistic children and youth in mainstream schools contribute to their
sensemaking around the self. They identifittree linked aspects of experience which
intermesh anctontribute to manyautisticpupilspositioning themselveasWRA T F S NB y
to typical peers in a negative waycludingdifficulties linked toautism,relationships
(particularly with peersand accessibility of the school environmetC A ( ok o8l A Yy
was a thread that linked many different themes found in the literature including

attempts atopassngas normat (p.17) bullying and isolation, and how friendships
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could positively counterbalance a sense of being different. Some young pedple fel
that autism limited the path they could follow, but some accepted autism as a postive
part of their identity. Engagement in social comparisons often resulted in negative self
evaluations apart from where autistic particpants compared themselvge&rswith

dmore severée autiam (p. 18), or when they compared themselves with rantistic

peers in relation to a particular skill or ability they held. This paper sumised that
mainstream settings may currently accentuate manyistic studentsense of being
different from non-autisticpeers in a negative wawith engagemeng with peers and
sensemaking about themselves this context potentially playing aarticularly

powerful role in shaping seifnderstandingThey found that the majority of papers

& NXBdeitkB largely the voice of verbally and cognitively able, male pupils in
YFEAYyadaNBFyY aSO2yRINE aoOKz22ta Ay 2SaiSNy .
females, were amongst a number of other groups of autistic experience that are
largely missing from thiterature (for example nofWestern / preverbal pupils). They
conclude that more research aboundividual sensenaking about the selh autistic

young people is needed, alongside methodologies that support young people to more
easily share their expertes than the straight forward seratructured interview

schedule.

2.23 Exploring identity constructions for autistic pupils attending specialist settings
Stevenson et a[2016)explored the use of a multhedia project with eight atistic

young people (four male, four female) in key stage 4 and 5, in a specialist school
setting. The psycheducational intervention sought to support young people in
reflecting what autism meant for them personally, including around issues of identity,
through the creation of podcasts, videos and through interviews conducted by the
young people themselves. This participatory research approach supported the young
people to explore their own identities in relation to autism as they talked together and
with others about it. The research employed Thematic Analysis to identify patterns in
the way that the young people explored their experiences. Being different was a major
focus for the young people, with exploration of how being treated differently by others
fed into their own seHconcept in both negative and positive ways. Some talk focussed
on a medicalised and neurological view of autism (and the self). Some students had
come to accept their diagnosis, viewing it as a positive aspect of the self, shawng h

autism made them unique and was something they valued that made them the person
27



they are, whilst others felt that autism was something to deal with, that should not

define the self. A theme around independence and hopes and fears for the future self
werS LI NByd Ay (KS 2t RSaid LI NIGAOALI yiQa
NEFESOG 2y GKS RA&AO2dzNASa | NRPdzyR | dziAay |
together they explored the challenges, but also the benefits of neurodiversity. Despite

the research aim being for participants to expldhe meaning of autism for them

Stevenson et a[2016)include data excerpts from interviews with nautistic adults

that might be viewed as deficit focussed and potentially stigmatisimadiiding a quote

FNRY | LI SRAFGNAROAIY 6K2 RDaechNhed SR | dzi A &
O2yySOUA2Yya AYAARS Al I NBy Qi £6 20NJA I yYOI 4B
I dziAAGA 0 addzRSyld GKSy ¢gSyid 2y G2 RA&aOdzaa
thinking my brain is not developed properly. Does it mean my brain? The wires in my
ONIAYy IINB y20 O02yySOUGSRK ¢KI{idQwasaK| 4 LQ
comment made within the research about the potential negative impact the project

YIe KIFI@S KIFR 2y (-¢oScepisdyinyiing 4 iSeitaf dS@urse mts f T
the conversation however they did conclude that professionals should be awéne of

impact of the information they share about an autism diagnosis orcsel€eptions of

those thus diagnosed.

King et al(2019)used photeelicitation and semi structured intgiews to explore the
selfunderstandings of five autistic boys aged between 13 and 15 who attended a
specialist school. Usirigterpretative Phenomenological Analydisey developed a
YydzYo SN 2F GKSYSa FTNRY (GUKS o02@acongoféef G KI
hood. There was a tendency toward constructing the self around interests and
activities, either individually or in relationship with others, such as shared activities
with a parent or friend. Participants were able to draw meaning aboutfis®ti these
activities. A self in relation to others was also constructed which invotierdifying

with or feeling different to othersin this paper, difference was something that was
constructed as positive by participants, with a focus on their unm@ss and by using
social comparisons that focussed on their personal strengths. There was recognition
that attending a specialist school precluded the bullying that could occur for being
different in a mainstream setting. A third superdinate theme aroud the self across

GAYS ¢Fa O2yaiNHzOGSR 6KAOK ¢Fa O2yOSNYSR
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selves, the ways they had changed and the future self they were aiming towards.
Whilst the small sample size and methodology limits the generalisabilihedindings

(as is always the case with IPA) this research highlights how different methodological
approaches that are more person centred around participant needs, can elicit rich and
descriptive accounts. King and colleagues reflected that the ugkatbgraphs

enabled elicitation of aspects of self that other research had questioned was possible

with autistic people.

The use of social comparisons in autistic young people ag&d 1o attended a

specialist college were explored biyaws & Jone@015)through hterpretative
Phenonenological AnalysiNine young people (three of whom were female) were

asked to talk aboutheir perceptions of autism in interviews and all used social
comparisons in their talk. Participants expressed the view that they had changed over
time and were now more independent and sociable than their past selves. Similar to
Jones et al(2015)participants constructed autism as adlad spectrum, enabling

downward social comparisons as they described those with autism they perceived as
worse than themselves. Participants also used downward social comparisons with non
autistic peers who they perceived lacked some of the specialiabititey had as an

autistic person. Some participants made unfavourable comparisons of themselves
againstnod: dziAa0A O LISSNERZI NBadzZ GAy3a Ay | FSSt.
future life choices were limited by autism. Some felt that autism avaere part of

their identity. Comparisons with disabled people also formed a key feature of talk with
participants cognisant that autism provided some extra challenge, but not so much as
those who were physically disabléalso found bylones et al., 2015)n their

discus@ y |1 dzga 3 W2y Sa ydaudewithitieldifrespeitidgiofothérK 2 a
people with autism may reinforce the development of unrealistic-setfcept and self

esteem levels O )LVdhilstiihe authors give some consideration about the impmct

such tdk, their reference toW dzy’ NB | f-coriceptiréyéals anSigsdmption that there

is some external tritl 6 2dzi 'y FdziAAGAO LISNAR2Y Q& | dzl €
themselves (that is somehow judgable by others), and at the same time ignores the
wideNJ RSt SGSNA2dza AYLI OO0 2F GFrt1Ay3 |o62dzi |

that sustains discourses of deficlthe authors may have therefore missed an
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opportunity to connect with the way in whidnJ- NJi A Gdcialicoynpagisans rely

upon discairses of deficit that are produceshd circulated in society

The research explored so far has used TA or IPA to explore the themes that come out

2F e2dzy3d LIS2LX SQa GFft1 I NRdzyR GKS &aSt¥ I
thematic patterns. Thesaclude feeling/being differenfCridland et &, 2015; Gaffney,

2020; Humphrey & Lewis, 2008; Huws & Jones, 2015; King et al., 2019; Mogensen &
Mason, 2015; Stevenson etal., 2046) FA G G A y 3 A y(HulnplireWd l@Wisy y I Y :
2008; McLaughlin & Rafferty, 2014; Mogensen & Mason, 2015; Stevenson et al,, 2016)
judgement or ufair treatment from others impacting on sense of §&affney, 2020;

J. L. Jones et al., 2015; King et al., 2019; McLaughlin & Rafferty, 2014; Stevenson et al.,
2016) acceptance of autism as a part of the self/ an autism iderftityidland et al.,

2015; Gaffney, 2020; Humphrey & Lewis, 2008; Huws & Jones, 2015; J. L. Jones et al.,
2015; King et al., 2019; A. MacLeod et al., 2013; Mogensen & Mason, 2015; Stevenson

et al., 2016) autism enahbng sense making of the past self/behavio(@affney, 2020

J. L. Jones et al., 2015; King et al., 2019; A. MacLeod et al., 2013; McLaughlin &

Rafferty, 2014; Mogensen & Mason, 2018pking forwards/making plans for a future
self(Gaffney, 2020; King et al., 2019; McLaughlin & Rafferty, 2014; Stevenson et al.,
2016)and distancing oneself from a disabled idenfifuws & Jones, 2015; JJbnes

et al., 2015) The studies all have in common a focus on the individual sense making
GKFEG O02YS 2dzi 2F FdziAadGAO @2dzy3 LIS2LX SQ&
aFAR GKIG GKSe& GFr1S I+ WYAONRQ @wiSg F2O0dza.
SELISNASYyOS&ad hyS aitdRRe Ay GKAA NBOASS (KI
subject matter was baineg2012)

2.24 Taking a wider view to explore sense making around identities of autistic
adolescents
Using an ethnographic Grounded Theory methodolBgineg2012)applied

Positioning TheoryHarré, 2003jo two case studies of adolescent boys attending
mainstream high schools in the US, one of whom was diagnosed in adolescence. They
met with the boys across two years in different contexts to explore how their
interactions with other people shaped their sense making around self. The study
explored how their access to rights and opportunities of being and doing were shaped

by their positioning irdifferent contextsg both in formal and informal settings, such as
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debate club, school and the home. They posit that both boys compartmentalised their
disability in an attempt tapass as normal 54BJih educational contexts, so that

they could be regected by others on their own terms through an active process of
distancing themselves from autism. They did this in an attempt to belong and fit in,

with one participant enacting this through positioning himself @segovering

autistic'  B5DJAthonS K2 6 SOSNE KS Iclbsé theddSoRto tehd¥ra St T
and jump and flap his arms to Souza marches for 15 midute$ LJdp p M0 @ C2 NJ
participant, the researchers note a different relationship with autism due to his
diagnosis at age 13 and obsedvihat context determinedvhether his participation

was valued, for what might be valued in debate was often vieagtisruptive in

school In debate or in the Young Marines Clbhb,was not seen as disabled, but as
someone with valued expertis&@ he stug illuminated how social context impacts and
shapes the construction of identity in two autistic adolescent males. It was however
unclear how the researchers had analysed the data which impacts replicability to some
extent. Access to a larger gender mixsaample may have enabled consideration of

how some autistic young people align themselves with a storyline of autism, rather

than distance themselves as these two males did, and what ways of being and doing

are made possible or denied from this.

2.25 ldenifying gaps in the published literature
The literature surveyed has used a range of qualitative methodologies in order to

explore the experiences and views of autistic young people, including ways they view
the self in relation to autism. A range of themes have been offered by researchers that
highlighted the complexities of living as an autistic adolescent, with both pesitid
negative outcomes. They all focussed, at least in part, upon the phenomena of being
autistic and how sense making around the self occurs in specific contexts. What is
largely missing from the literature is a focus upon those diagnosed during tiedper
adolescence itself, although some studies contain young people diagnosed during
adolescence, none were found thaxclusively involve those diagnosed in
adolescenceapart from an unpublished doctoral the¢@raig, 2015) If 28% of autistic
children in the Ukare diagnosed with autism after starting secondary sclfaslin
Hosozawa et al., 202@)en large numbers of adolescents are going through the
diagnostic process at a key stageheir identity formation(Erikson, 1968Sebastian

et al., 2008. Research tells us that adolescence is a time where consciousness and
Sl



concern with the opinions of others intensifi€Parkeret al., 2006; Vartanian, 2000)

YR GKFd FR2tSa0Syda INB Y2NB tA1Ste G2 |
(Sebastian et al., 2008furthermorewe know that one of the concerns of autistic
adolescents is in relation to the stigma the label hdBerkovits et al., 2020; Craig,

2015; J. L. Jones et al., 2015; Mogensen & Mason, 20t6hstructions of the self

and2y SQa az2O0Al f A RSydnstriced through ink@aclidnywitiothet f &  (
social world(Burr, 2003)then the act of the diagnostic process, which is in essence a
RAAOdzNBAGS | Oz Aa tA1Ste (G2 AAIYATFAOL Yy
2S 1y29 (GKIFIG RAFIyYy23aA& 2F | Nry3aS 2F wo2)
adolescence can prompt a reconsideration of self and identityQ/ 2 Yy 2 NJ. SG | f
¢CKSNBTF2NBx SELX 2Nl GAz2y 2F | R2t Sad0SyidaQ O:
seltconcept development would seeto be an area that warrants further exploration,
particularly in light of the literature review which suggests that some autistic young

people view autism as a core part of ggridland et al., 2015; Gaffney, 2020;

Humphrey & Lewis, 2008; Huws & Jorizx]5)

A further gap in the literature surveyed was in relation to a lack of female participants
across the studies. Onfyaffney(2020)limited her research to girls, with all others
either predominately or entirely made up of male participants. This lack offoa

the experience of girls is not new in autism resegich et al., 201F)ut it potentially
further contributes towards thelisproportionate risk ofirls notreceiving a clinical
diagnosigLoomes et al., 201 8s professionals may have less understanding of the
way autism presents in girls. When one considers some of the inedglitadntal

health outcomes for autistic girls, includihggherlevels ofanxiety and depressive
symptoms, as compared with both autistic boys and-aaitistic girl§Oswald et al.,
2016; Solomon et al., 201,Zhen one begins to appreciate why more research and
support for autistic girls isnportant. Furthermore, if the development & positive
autism social identitys linked withfewer mental health difficultie¢Cooper et al.,
2017)and if adult women report that an autism diagnosis supported the development
of a morepositive sense of se{Bargiela et al., 2016)hen specific research into the
way autistic girls diagnosed in adolescence construct their sense of self seems a

pertinent area of study.
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Further to this, although the literature is s@times cognisant of the impact of talking

about autism in ways that potentially negatively impact constructions of the self, all

but Baineg2012)used methodologies that support exploration of individual

experience and phenomena, rather than taking a step back to look at the wider

societal discourses around autism that impact on individual semsleng. If, as
Bagatell(2004)posits, he identities ofautistic peopleare not an underlying substance

to be discovered, but comsicted in social worldsthen study of the discursive social

world may provide useful and unexplored insights which the existent published

literature does not currently do. Furthermore, no studies have been found by the
researcher which use Discourse Arsa to explore self or identity construction by

autistic adolescents.

2.26 DA studies exploring seIonr identity in autistic people

C2ft2gAy3 | aSIFNOK 2y taedolOLy¥F2 dzaiy3da (KS
{ LISOU NHzY 5 A a2dided dikbsoal-idgritity dr @éhfityfor group identity or
ARSYGAGE FT2NXIGA2Yyé YR a5Aa02dz2NES !y &.
identified that used DA to explore self or identity construction by autistic people.

. NR gyt 24 (2006)doicted & DA on online conversations focussing on

autistic identity that took place on an internet chat forum for autistic adults. They
presentedil 42 GKSYS& FNRBY (GKS RIFGFZ 2yS gKAOK
professionals involved in research around autism and asserted that autistic people
themselves are the true experts. A distinction is claimed between scientific and

experientid knowledge, with the latter being discursively claimed as superior. A
aSO02yR GKSYS I NRdzyR tFo6StfAy3 2F | 3INERdzLI
(neurotypical) and the properties assigned to each social grouping was identified.
Difference betweenhe groups was constructed by the participants as neurologically

o0l AaSRY 6AGK GKS WI{Q 3INRdzZJ 2FGSy O2yai Nyz
was something that members regarded as positive and there was a clear rejection of

the centring of neurotpical behaviours. The study was limited by the decision to not

make clear what analytic steps were taken to arrive at the themes assigned.

2.3 The research question
The research that follows part 2has been developed to explore the constructions of

seltconcept and social identity of autistic girls who received a diagnosis in
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adolescence. Discourse Analysis has been selected as a methodology in order to
support a macro level engagement with the ctsastions produced, rather than a
phenomenological micro exploration which has already been explored by previous
research. It is hoped that this approach will enable consideration of the impacts of the
use of dominant discourses in relation to autism, dinel way that adolescent autistic

girls take up these repertoires in their talk. The research question to be addressed is:

1 How do adolescent girls, diagnosed with autism in adolescence, construct their

selfconcepts and social identities?
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Abstract

This study explores th@iscourses taken up by autistic female adolescents in their
constructions of sef€oncepts and social identities following a diagnosis of autism. A
recent study with anationally representative populatichased cohorin the UK found
that 28% of autistic lsildren were diagnosed with autism after starting secondary
school(Hosozawa et al., 2020 or an adolescent population, diagnosis comes at a
stage where sel€oncept and social identity are thought to be the main developmental
tasks(Erikson, 1968)

A review of the literature suggests that there are range of discourses about autism that
are in use irsociety(RunswickCole, 2014)This study uses Foucauldian Discourse
Analysis methodology to explore the discourses that are employed by participants in
their talk about seHconcept and social identity. It focusses upon the actions that are
made possible through the discourses em@dyand the implications for Educational

Psychologists in supporting this population of young people.

Ten young people took part through interviews or written journals. Three discourses
are presented which participants draw upon in their constructionsatfconcept and
social identity: a diagnostic discourse, an individualistic discourse and a normativity
discourse. These discourses were used to construct the self as autistic, as a person
with support needs, as a unique individual, as a person in thegsof becoming, and
feeling safe enough to b¢ Y .$S6xial identities based around constructs of fitting in

and sticking out were identified.
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1. Introduction

1.1 Autism and girls
Autism is a clinical diagnosis given to people where there is evidencenga of

behaviours that meet criteria set out in DSMAMerican Psychiatric Association,
2013)and ICBL1 (World Health Organization, 2018hcludingpersistent difficulties

with social communication and social interaction, and restricted, repetitive patterns of
behaviour, interests, or awities (American Psychiatric Association, 2018)the UK

the age at which females are diagnosed with autismiyeen found to besignificantly
later than maleqBrett et al., 2016)with nineyears posited as the mean aggls with

I & LIS NH S NI éceiyedl § dRalydHDUghmanyare not diagnosed until they
enter adolescencéBegeer et al., 2013rls have been found to be at a

disproportionate risk of not receiving a clinical diagnasiall(Loomeset al., 2017)

The undesrepresentation offemalesbeing diagnosednay in part be due to clinical
expectations and by the gendérased standardized instruments usdtlhas been
suggested that the relatively stronger play, communication, social irortand
attentional strengths of girls can obscure social difficulties that girls are experiencing
and thus contribute to missed and late diagnogésdland, Jones, atl., 2014)
Comparedwith autistic malesautistic girlsare alsoless likely to have externalising
behaviourswhich raise concerns by teachessich as hyperactivitympulsivity and
conduct problemsbut have been found to bmore vulnerable to intemalising
behaviourssuch as anxiety, depression and eating disordigke et al., 2013; Ruiz
Calzada et al., 2012; Solomon et al., 2012)

Bargielaand colleaguepresented accounts from autistic women diagnosed in late
adolescence or early adulthood in which they described expergofogretending to

be normat (Bargiela et al., 2016.382) and making a deliberate effort to use what

they perceivedasoneurotypical personas(Bargiela et al., 201¢. 3290. Autistic

femaleswho engage in behaviours that seek to hide their autistic traits to fit in suffer
significantly higher levels of psychological disti@eck et al., 2020Livingston &

Happé(2017) refertoO2 YLISY & 1 A 2 y &Gobdeived SidhiatshibEtwderd G K S
behaviour and underlying cognition in a neurodevelopmental disar¢er729 and

found they lead to poorer mental health outcomes alongside later diagnosis

(Livingston et al., 2019)
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Late diagnosisf autismis credited for a range of deleterious impacts such as being
labdled (prediagnosis) in very negative terms by peers and adults, concerns around
sexual exploitation and mental health difficulti@B®argiela et al., 20165imilarly,
Portway & Johnson (2005%)und that autistic adults and their parents described late
diagnoss resulting in experiences of frequently being misunderstood, alongside

misunderstanding others, bullying, isolation and loneliness.

1.2Diagnosis in adolescence and the impact onceel€ept and social identity
Seltconcept and identity formation is believed to be one of the main psychological
tasks of adolescend&rikson, 1968yith researchindicating that adolescence is a key
time for changes in neural activity associated with-selficept (Sebastian et al., 2008).
Selfconcept has been defined d8he individual's belieibout himself or herself,
including the person's attributes and who and what the sel{Bslumeister, 1999,
P.13) Social identity is defined as the portion of the sahcept that derives from
membership of social grogptogether with the emotional significance attached to it

(Duszak, 2002; Tajfel, 1981)

Diagnosis of a range 8 OR A i Xitlfidin@autism) in adolescence has been found

G2 LINBaSyd AYLR2NIFYyd AYLI AOI ionépfand F2 NJ & 2
social identityd h Q/ 2 y' y 2 NJ. Beiefit$ arodnt selegitmgtion, with young

people reporting feeling validated by their diagngsingsideselfenhancement and
increasedseltunderstanding are positedl | 2 9 SOSNE hQ/ 2y y2NJ | yR
identified risks, with diagnosis prompting a reconsideration of idgntr negative

impact upon seltesteem.For some young people, tirediagnosis represented the

defining aspect of their sefoncept Benefits from diagnosis for social identity

included acceptance and social identification with others with the samendgig, but
potential disbenefits included stigmatisation, social alienation and social invalidation

due to low awareness in their social circle or society more genayatlyQ/ 2 yy 2 NJ S
2018)

Erikson (1968) postulated that the way society labels an individual, alongside self and
othSNB Q LISNOSLIiAz2zya O2yGNARo6dziS (G2 ARSyGAGe
people adjust their identity in response to a diagnosis of autism, and for some it forms

a core part of their sense of s¢fluws & Jones, 2008; Molloy & Vasil, 20049lloy &

50



Vasil(2004)propose that autism provides a sense making narrative through which
autistic young people and their families come to view and understand their
experiences. Diagnosis during this key stage is thezdikely to impact significantly

on the construction of identities as young people are tasked with making sense of a
diagnostic label as well as of the self. Whilst diagnosis can aid sense making of past
experiences and difficulties, some report strugglimith the weight of a diagnostic

label (Gaffney, 2020)

Berkovits et al. (202Gpund that around halbf the autistic adolescent participants

they interviewedtalked about the stigma of having a diagnosis of autism. Autistic
adolescents face the challenge of developing and maintaining a positive sense of self
despite their membership in a stigmatized gpoiK. Cooper et al., 2017f peer

groups are indeed a vehicle through which concepts of identity aneesedem are
negotiated (Erikon, 1968; Newman and Newman, 1975), there may be implications
for autistic girlan particularwho report that developing and maintaining friendships

becomes more complex and difficult to achieve in adolescéhmeney et al., 2093).

Diagnosis also has the potential to support a positive autism social identity.

t P NODAOALI yia ¢AGK I RAitdestiydith hsense of belorgibdS NB S |
withalikeYA Y RS R WI a LICSambets2tyaly, 2ay9% Sdth & Jones, 2020)

Whilst autistic adultseport generallypoorer mental health than noautisticcontrols,

those witha positive autism social identity report fewer mental health difficulties

(Cooper et al., 20)7That is, having a positive autism social identity was negatively
correlated with anxiety and depression. Similarjzen diagnosis eventually happened

for the young autistic women iBargiela et al.'s (2018¢search, most reported it as

helpful, with some describing the senskb®longing they experienced with other

autistic people, resulting in a more positive sense of self.

1.3Reviewing the research around constructions of self in autistic adolescents

A search of the literature via Psycinfo, ASSIA, SCaR&dlinedatabasegsee
Appendix A) revealetld peer reviewed studies which qualitatively explore the self
concept and social identities of autistic adolescents. Most studies involved either
exclusively or predominantly male participant groups, apart from Gaffney (2020) who

limited their study to exploring the experiences of girls only.
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The research revealed that autistic adolescents frequently report feeling and being
marked out as essentially different from their netiypical peer grougCridland et al.,
2015; Gaffney, 2020; Humphrey & Lewis, 2008; Huws & Jones, Ribitpet al., 2019;
Mogensen & Mason, 2015; Stevenson et al., 2036jne young people dealt with this

by distancing themselves from a disabled identity and from other autistic people who
0KSe FStd 6K2 gSNB a2 YSK2BHuws&BneS 20050z4 A & G A
Jones et al., 2015However, difference was not always reported as a negative
experience, and in some studies with autistic young people attending specialist
settings tley report feeling superior to neautists who do not have the benefits
associated with autism, such as superior levels of subject knowledge and the ability to
focus intently on an area of intere@tluws & Jones, 2015; King et al., 2019; Stevenson

et al., 2016)

As with research in the adult autistic commun(iBargiela et al., 2018search with

adolescent autists reveals a common experience of experiencing either desire or
LINS&dadz2NB (2 WFALG AyQI gKAOK 2FGSy NBadz G
non-autistic peergBaines, 2012; Humphrey & Lewis, 2008; McLaughlin & Rafferty,

2014; Mogensen & Mason, 2015; Stevenson et al., 2@f¢n young people report
experiencing judgement or unfair treatment from others, which participants report

impacts on their sense ot (Gaffney, 2020; J. L. Jones et al., 2015; King et al., 2019;
McLaughlin & Rafferty, 2014; Stevenson et al., 2016)

However, acceptance of autism as a part of the sethe presence of an autism

(social) identity is also very common amongst the young people represented in the
studies(Cridland et al., 2015; Gaffney, 2020; Humphrey & Lewis, 2008; Huws & Jones,
2015; J. L. Jones et al., 2015; King et al., 2019; A. MacLeod et al., 2013séhogen

Mason, 2015; Stevenson et al., 2016pung people report that their diagnosis of

autism enables better sense making of their past selves, so that they can better
understand behaviours that had previously been framed by others as naughty, bad or
weird (Gaffney, 2020; J. L. Jones et al., 2015; King et al., 2019; A. MacLeod et al., 2013;
McLaughlin & Ré&érty, 2014; Mogensen & Mason, 2015)

Looking forwards and making plans towards the development of a future self was a
FSFEGAzZNBE 2F @2dzy3 LIS2L) SaQ Grf1X 6AGK (GKS

would constrict their future self, and a prepondae upon how autism might impact
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achievement of their own personal goals and aspirati@afney, 2020; King et al.,

2019; McLaughlin & Rafferty, 2014; Stevenson et al., 2016)

1.4 Social constructionism and a macro view

Most of the studies used Interpretative Phenomenological Analysis (IPA) or Thematic
Analysis (TA) in order to focus on the indual sense making from autistic young

LIS2 L) $Q&8 tAPBSR SELSNASYyOS&ae Ly GKAa alSya
individual perspectives and experiences, and go some way to exploring how autistic

young people make sense of the self in the corgeofttheir social environments.

However, if one takes social constructionist view and agrees wihrr (2003)that

GUKS gFe& I LISNER2Yy (KAylaxz GKS @SNe OF (S3:
2F YSIFYAY3 F2N GKSYZ I NS LINpOHhe&SRidaae GKS
lens thanthe one enabled by IPA or TA might provide further insight.

Baines2012)i221 I Y2NB WYl ONRQ LISNELISOGAGS G2
construct self by using Positioning The@rarré, 2003)They used an ethnographic
methodology to explore the linguistic storylines of two adolescent autistic males used

to negotiate their identities. They reported that the young men in their study
compartmentalised their disability ian attempt todpass as normal(p. 548)in

educational contexts, so that they could be respected by others on their own terms.

They were seen to distance themselves from a storyline of autism in an attempt to

belong and fit in.

If, asBagatell(2004)posits, he identities ofautistic peopleare not an underlying
substance to be discovered, but constructed in sog@ilds, then study of discourse
may provide useful and unexplored insights which the existent published literature
does not currently do. ploring how this plays out in the language autistic people use
to describe the self may provide new ways to undansl how to create more

supportive spaces for autistic people.

1.5 Discourse and power

Foucault(1979)argued thatdiscoursereveak a great deal about how power operates

in society and about who is able to act and have agency or access to certain ways of
speaking or beindDisourses have been defined éa set of meanings, metaphors,

representations, stories, statements and so on that in some way together produce a

53



particular version of evenégBurr, 2003, p.64)The more a discourse appears to
reflect common sense in the historical and cultural context in which it is situated the
more powerful it is, and the more likely it is to be constructed as knowl¢Bger,

2003) In thisway Foucault asserts that knowledge is bound up with power. This is
because what fibows from use of a certain discourse can limit or marginalise certain
ways of acting, setting out what is permissible or acceptable, and what is illegitimate
and othered(Foucault, 1979) For Foucault, it is not people that are powerful, but
discourses which people can use, that enable people to do the thingsitaetto do

(Burr, 2003)

No studies have beendmd by the researcher which use Discourse Analysis (DA) to

explore self or identity construction by autistic adolescents themselves. One study was
identified that used DA to explore the selbnstructs of autistic adult8rownlow &

h Dell (2006)conducted a DA on online conversations focussing on autistic identity

that took place on an internet chat forum for autistic adultseyipresented two

iKSYSa FNRBY (GKS RIdGlFIzE 2yS gKAOK OKIffSy3.
involved in research around autism and asserted that autistic people themselves are

GKS (GNHzS SELISNI&P | RAAGAYOGADBWIRG t@ | A Y.
knowledge, with the latter, that knowledge held by the participants themselves, being
RA&AOdzNEA GBSt & Of I AYSR -Olaf tASRISINGENA Yi 2S5 B 1KS NI
GKSYS gFa ARSYGAFTASR | NRPdzyR UKSQH ko St dziiAiya
YR Wbe¢Q OYySdINBGIEBLAOIfOd® S5AFTFSNBEYOSa 6 SNJ
YySdzZNRf 23A0Fffeé o0lFlaASRYT gAGK (GKS W' {Q 3INERdZ
G2 WYbeQaQd ! RAFIAy2a0A0 1 06St giitweadd2 YS{ K.
there was a clear rejection of the centring of neurotypical behaviours through the

discourses that were employed.

Whilst. N2 g y t Dail's (3006hr€3earch used DA to develop themes it did not take
this further and apply some of the concepts proposed by Foucault around power and
discourse. Applying a Foucauldian approach presents the opportunity to explore the
way power is operating through the discourse, and to explore what ways of being and

doing are opened up or closed down.
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1.6 The current study and research question

This study takes a Foucauldian approach to the analy$isto® f S & Odisgolirsed A NI & ¢
when dscussing their sefoncept and social identity in the context of receiving a

diagnosis of autism in adolescendde researchaimsare to identify the ways in which
seltconcept and social identity amnstructedthrough the language that young

people ug, and toexplore howindividuals are positioned by the discoussthey

employ. The research question to be addressed is:

1 How do adolescent girls, diagnosed with autism in adolescence, construct their

seltconcepts and social identities?

2. Method
2.1 Paricipants

Girls between the ages of 11 and 19 who had received a clinical diagnosis of autism
during adolescence were invited to take part in this study. A total0gfoung people,
with ages ranging from 14 to 19, opted to take part, six through writing blog/journal
entries and four through a semstructured interview (for a discussion on sample size
refer to the critical appraisal in Part 3), with the interview optintroduced as an

additional participation method part way through data collection (see part 3).

Participants needed to have received a clinical diagnosis of autism at least six months
before the point of data collection to ensure they had been able teotfon their

diagnosis over a sufficient tirqeeriod.

As regards other participant characteristics, these did not fpart of theexclusion

criteriaas theywere not deemed to beelevant due to the nature dbiscourse

Analysis, which does not treat thiedividual as the principal unit of analysis, but rather
examines the phenomena at a maesociological levg[Talja, 1999; Willig, 2001)

Discourse, as oppesl to individualsis theobject of study (Potter & Wetherall, 1987).

Willig (2001 )posits that providingarticipantdatasuch asevel of education, ethnicity
orsocialclasd 8 dz33Sada GKFG LI NIAOdz I NJ a20ALf OF
pl- OSR ¢ A ( Wilig, 2001K (5 B &nd thatin doing so theesearcler construct

the identties of those taking parf-or example, stating that a specific number of

participants identified witha particular ethnicity frames thearticipants as not only

autistic adolescent girls (all three of whiake essential identifiers in order to identify
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the participant group, butthen also mposesaracial identitylabel Willig goes on to

SELX FAY (KIFIG a5A&802dz2NBS | yivhich&dial gealifsa | 6 2 dz
constructed within particular contexts through language;imposition of social

categories atthe outseti Yy 2 (i (WBi§, PO®Idzf 98. That is not to say that

other identifiers are not relevant in the everyday lives of the participamtshat those

aspects do not intersect with constructed identitieather that it is notwhat is being

currently exploredandthat the imposition of identity labelss unhelpful to the

analysis

Six of the participants that took part lived in the UK, three lived in the US, and one
lived in Canaddt might be argued thiaas knowledge is culturally and historically
constructed(Burr, 2001}hat the discursive knowledges available to the participants
might differ across national contextsideed,Lee & Zhu (2020 their research with

two Asian mothers who had emigrated to Canada, argue that autism diagnoses are
socicculturally constuctedand dependent on the constructions within the specific

culture in which the diagnosis is, or is not, given.

It is argued that the way autism is represented in the news press has a major impact
on public understandingYu & Farrell, 2020Researcln the way autism is

constructed in national newspaper articles in the UK, Canada and the United &tiates
provide some indication of the similarities and differences in public disesn each

of these nations.

Wolbring & Mosig (2017) in their analysis of the Canadian national press over a twenty
year period(19852005)found that articles about autism were dominated by
medicalised and negative framisdillawalla & Wolbring2014) found a similar
dominance of bottdefictand medicalised discourses in the US which dominated
articles appearing between 1973 and 2012 e New York Timdsewin & Akhtar
(2021) similarly foun@ dominance of deficidiscourses in the Washington 1o
between 2007 to 2016, including medicalised views focussed on cdngés. UK,
Huws & Jones, (2011) explored discourses around autism in British national
newspapers, between 1999 and 200®ey foundautistic people were often framed
a4 WYOA B dzr ¥5 N5 BB 2N &-Alkiaf2@2Y)in the USand Huws &
Joneq2011)in the UKnoted an absence of firperson accounts, with a tendency to

focus on parental or professional viev@@arke (208) notes that the now retracted
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research positing a link between autism and the MMR triple vaqivekefield et al.,
1998)fuelled a similar risand coveragen both the US and UK presgtween 1998
and 2006.

Research has thus shown similarities in the way autism discourses play out in the
national press of all three nations, with a tendency towards focussing upon deficit
based omedicaliseddiscoursegBillawalla & Wolbrig, 2014; Huws & Jones, 2011,
Wolbring & Mosig, 2017Ynly five out of the 300 articles analysed the Canadian
studymentioned the benefits of autism through a neudoversity discourséWolbring
& Mosig, 2017)however this may not be surprising given the time frame covered,
with neurodiversity not being coined until 1998inger, 1998)UnsurprisinglyLewin &
Akhtar(2021) report an increasen the levels of neuraliversitydiscourseowards
later years of the period covered (up to 2016). In theHikvs & Jone&011)found
where acuities were referenced they tended to be sensationlised andgemeeralised

to all autistic peo.

Whilst this provides a sense of how social discourses from the countries from which
participants in the current study live, one must remain cognisant of the age of
participants and the likely way they are accessing information about autism
themselves.Regarchsupports the view that both during and after diagnosis of autism
the internet is a prime source of information that families now use to increase their
knowledge(Hennel et al., 201&nd participants in this study offered the view that

most of the information they knew about autism was sourced onliBeownlow &

h Q5 @@18)argue thatthe internet plays a key rol@ the production of autistic

identities, andOrtega,(2013)consides online blogging to be major identity

construction setting for autistic people hy f Ay S W (Stmlak, 200i@® & LJ OS2
posited to open up opportunities for autis people to network and create safe spaces

% K S NaBople aan safely explore, express, and construct their identities as individuals
2NJ | a LJ NIBeidn&nn, 2028192 dzLJE

It was therefore felt that the cultural knowledges available to adolescent participants
across three Western nations were likely to be well aligned due to the proliferafion

online information) YR NB &SI NOK S@ARSYOS &ddz33SaidAiy3
representautism in similar way&illawalla & Wolbring, 2014; Huws & Jones, 2011;

Lewin & Akhtar, 2022Wolbring & Mosig, 2017)
57



2.2 Recruitment procedure

Participants were recruited through a variety of methods. Recruitment leaflets were
placed on various Facebook groups for parents of children and young people with
autism (see appendix BAdditionally, letters were sent (via email) to headteachers of

secondary (mainstream and spe@8l schools across Wales (see appendix Bii) with a

copy of the recruitment leaflet for passing on to pareffthe recruitment leaflet

supplied invited interested parentscarers to contact the researcher to find out

further information.

Interested parents/carers who emailed the researcher were supplied with two

information sheets directed at the parent / carer and young person respectively (see

Appendix C and D) and requed to contact the researcher if they wanted to take

part. Participants recruited after the interview option was introduced were asked to
indicate whether they wanted to write a journal or participate in an online interview.
At this point, participants angarents were provided with a link to an online consent
FT2NY T2NJ dzy RSNJ mc Qao

T 2 NY

02N FaasSyi

6as.

of consent and assent an interview date or a target date for submission of the journals

was agreed.

2.3 Ethicatonsiderations

Ethical approval was obtained from Cardiff University Board of Ethics prior to

recruitment for this study. The following table outlines some of the ethical

considerations which resulted in particular research decisions being made.

Tablel: Ethical considerations

Ethical problem

The risks this introduces
plus other considerations

Mitigating action

Higher levels of
depression have been
found in adolescent
autistic girl(Solomon et
al., 2012)

The interview or writing
process might cause
participants some
emotional distressit was
important to consider the
support structures and
W3 G§S1SSLAY]
safeguard the wellbeing o
any potential participants,
whilst balancing this with
the empowerment of

autistic young people to

Participants were
recruited through parent
W3l G§S1SSLISNE
requested in the
information provided to
only consider passing on
information about the
study if they believed thei
daughterswould not find
the process distressing
(see Appendix C). Assent]

or consent (depending on
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decide about participation
in research aboutitem
(Cascio et al., 2020)

age) was then separately
sought from potential
participants themselves
(see Appendix F), with
repeated reminders that
they could withdraw at
any stage from the point
of consent/assent up until
data analysis.

Due to Covid19,
interviews were
conducted virtually using
Zoom video conferencing
software.

The researcher was less
able to preactively
monitor the emotional
state of the participants
during the interview
process.

Participants were offered
the opportunity to have a
parent sit with them
during the interview
process in order that they
would have access to
emotional support should
that be required.

Confidentiality issues

As participants were
recruited through @rents,
their anonymity from
parents could not be
given. However, there wa
potential that participants
could refer to aspects the
wished to remain
confidential from their
parent. For example, in
one interview a
participant asked their
parent to leave theoom
for a particular question.

Participants who
completed journals were
able to email them
directly to the researcher
where they chose to (with
the permission of the
parent for those under
16). To protect
participants from data
extracts being pieced
together in a way that
would identify them,
participant pseudonyms
have been omitted from
the data tables, with all
guotes presented without
their pseudonyms.

2.4 Ontology and epistemology

The current research is situated within a social constructigrasadigm. This approach
contends that knowledge is a product of its historical and cultural context and is
produced in and through the interactions and shared meaning making of social actors

(Burr, 2003) A relativist epistemology acknowledges that any research claims are
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subjectively produced by the searcher, who as a social actor themselves is unable to
claim objectivity, and unable to access the truth of a reality that is itself shifting within
the social environment that it is situated. Thereforkistresearch does not make

claims to have uncovedeuniversal truths that exist outside of the cultural, historical
social context in which they are constructed. Even within a positivist paradigm one
would be unable to do so due to the instability of concepts around identity during
adolescencéKlimstra et al., 2009However, theparadigmatic lens of the researcher
further nullifies attempts to claim trut status, and therefore decisions around

methodology and analysis have been made within this context.

2.5 Materials

Participants writing journals were supplied with a list of required headings and short
examples of starter sentences to provide an indication of what type of subject content
was of interest to the researcher (see Appendix G). The provision of scaffoldimgi

types of information were being sought draws upon the research which suggests that
autistic people tend to require concrete cues in reporting-selfrative(Losh & Capps,
2003) In the interview group, a presentation was prepared so that participants had
access to a visual point of reference (see Appendix I), dravpiog qualitative

research with autistic young people which has shown that provision of a concrete basis
for questioning and a shared point of reference between the researcher and

participant is likely to result in more effective communicat{@gvinstoneet al., 2014)

The interview schedule was designed around an adaptation of the personal construct
tool Drawing the Ideal SefMoran, 2006, 2012k tool that has gained recognitionrfo

good research practice with gaining the views of autistic pe{idi#on, 2017; Moran,
2006)F YR @OSNE YdzOK 02y 0OS NY RdReahiwittKautistk S & dzo 2 S
adolescents has supported the view that personal construct tools support richer
elicitation of experiences and notions of ident{fgridland et al., 2014; Murphy et al.,
2017)

2.6 Design and procedure

This study is a Foucauldian discourse analysis. Data was collected through two
different methods: blog/jounal entries written independently by participants and
emailed to the researcher, or through a sestiiuctured interview conducted online.

All participants and their parents (for those under 16) provided informed consent (and
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assent was gained for those abender 16) (see Appendix E and F) after receiving
information sheets (one for parents, one for young people, see Appendix C and D).

Participants were informed they could withdraw at any point up until data analysis.

2.5.1 Blog / journal entries
Participants who wrote blog/journal entries were provided with section headings via

an instruction sheet (see Appendix G) and asked to write as much or as little as they
wished, and on completion were asked to email them to the researcher. Following
receipt, partcipants were thanked for their participation and provided with a debrief
sheet (see Appendix H). The length of journal entries ranged between 507 and 797
words. Following receipt of the blogs/journals they were fully anonymised, removing
names (replacing ith pseudonyms) and places or any other potentially identifying

features.

2.5.2 Interviews
Interviews were conducted on Zoom. One participant chose to attend the interview

without parent support, andhree participants chose to have a parent present. The
interviews lasted between 51 minutes and 102 minutes. A pgvant presentation

(see Appendix I) including visual question prompts were shared on screen with the
participants in the online interviews. The individual context of each interview and
participart engagement dictated how the sersiructured questions were used,

adjusted or elaborated upon, or in some cases omitted completely, in order to
promote a tweway dialogue with which to explore key them@aylor & Ussher,

2001) Following the first and third interviews amendments were made (see Appendix
) to the wording of the questits in order to support better understanding for

LI NOAOALI yGaz olFaSR 2y (GKS NBaSI NOKSNERQ |
progressed (see Appendix liv). At the end of the interview, the researcher read the
debrief to the participant as well as effing a copy of the debrief script for their

reference.

Following the interviews, they were transcribed orthographically. Pseudonyms were

used and all potentially identifying data was redacted from the interview transcripts.

2.7 Data analysis
Themethodolbgical literature around Discourse Analysis (DA) encompasses a wide

range of disciplines aligned with the social sciences. Whilst there are prominent
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theorists who present their own procedural steffzarker, 1992; Potter & Wetherell,
1987, 1995; Willig, 2001here is no consensus in the research community about
agreed procedural recommendations. Rather, it has been argued that DA researchers
need to develop an approach thatakes sense in light of their particular study and
establish a set of arguments to justify the particular approach they affeiptlips &
Hardy, 2002p.74). Therefore, the epistemological and ontological assumptions of the
researcher, alongside the research aims, were used to sculpt an analytic process
adapted from DA approaches proposedWhiilig (2001)and Parker(1992) both of

whom are identified as prominent FDA theoristsRgymerantz (2008)n ader to

ensure rigou in the use of a DA approach, the planned steps for analysis were
considered against each of the six common shortfalls in DA proposadthii et al.
(2003)(see Appendix J). The steps taken, and the stepdliig (2001)and Parker
(1992)they are based upon, are detailed in the following table (and photographic
examples shown in Appendix K). It is acknowledged taanalysistself represents

an exercise opowerbythe researcher in the iddification and analysis of specific

themes identified from the textéBurman & Parker, 2016)

Table2: The Analytical Approach fiscourse Analysis Taken

Step Description& rationale Referenceto models proposed
by Willig (2001)and Parker
(1992)

1. Preparation Read through datasehree times | Thisfirst step equates wittstep
and initial over. During thisstagenotes 2 of Parker (1992)Exploring
contact with were takenof anyimpressions connotations through some
data connotationsand implications sort of free associatiorFree

that came to mind whilst reading| association is understood @a
This enabled the researcher to | process of exploring the
become immersed in the dat connotations, allusions and
whilst tentatively keeping one | implications which the texts
eye on the macresocblogical S @ 2 |PS&rker, 1992p.7).
level that the talk may be PS2 LJX SQa Gl fcds
referencing(throughnotingany | sharedcultural meanings that
connotations / implications of the are notalways readily apparen
talk). See Appendix K: step 1. at the textual level and
therefore this stage supports
exploration at that level.

2. Identify Whilst the research question This step aligns with step 3
discursive focusses on seltfoncept and Parker (1992), Identifying
objects social identity (thee are the objects:Asking which objects

psychological lenses being used
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social identity is a part of self
02y OSLIi® ¢KSNEBT
became the discursive object for,
analysis. All instances of the
RAAOdzNBEA DS 2025
highlighted when they were bein
talked about, &her implicitly or
explicitlyby highlighting them in &
word document See appendix K:
step 2

are referred to and describing
them.

It also aligns with stage 1
proposedby Willig (2001):
Identifying use of discursive
objects in the text; both
implicit and explicit.

. Identify
patterns in the
way the
discursive
object is
constructed

This stage involved identifying th
different ways the self is
constructed across the daset
(looking for shared patterns of
understanding) and which wider
discourses the talk was
referencing or operationalising.
Patterns were constructed as
similar discursive constructs wer
identified and selected from the
dataset. This initially startedno
paper(with quotes clustered
together onto large sheets of
paper¢ see Appendix ¥tep 3
then was moved across to
electronic means as the most
prominent discursive constructs
became apparent. The dataset
was revisited and excerpts
selected to illustratehe various
constructs. Data excerpts were
clustered into emerging thematic
constructs and linked into the
wider discourses they were
mainly located withinwith
tentative names given to
constructs and discourses

The following questions were

used to gude the process:

f 2KFEG WISySNIf
this construct draw upon?

T 2KIG RA&OdzNAA
(Edwards &Potter, 2002)s

the talk drawing upon?

In stagetwo of Willig's (2001)
model there is a focus on the
differences between the way
the discursive object is
constructed in different ways
and locating the constructions
within wider discourses (i.e.
psychological, romantic etc.).

This step involves elements of
what Parker(1992) proposes in
step 7, 9 and 10 of his
approach: In step 7 Parker talk
about mapping a picture of the
world the discourse presents
(what metaphors, analogies
and pictures discourses paint ¢
areality?)In gep 9t | NJ S N
approach stscontrasting
discourses against each other
and looking at the different
objects they constitutg Step
10is concerned withdentifying
points where they overlap,
where they constitute what
f221 tA1S GKS
different ways
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1 How do other discourses
interact with or conflict with
each other?

See appendix K: step 3.

4. Identify This stage was completed in a | In stage 4Willig (2002focusses
subjects and | word table with the constructs | upon the way constructions
positions and quotes that formed them in | create subject positions for the

the left-hand column. Using a | discursive object, and the right
series of questionallowed and duties for thos who use
exploration of that repertoire. Then in stage &
1 Who are the discursive there is a move to
subjects created by the systematically explore the way
discourse? in which discursive
1 Who can speak in this constructions (and the subject
discours® When and with positions contained in them)
what authority? open up or close down
T 2KIG ¢l &@a 27T |opportunities for action.
acting /being are opened up
or closed down for discursive This also draws oRarkets
subjects through the talk? | methodology(1992) In step 5,
1 What opportunities for where there is exploration of
resistance might be made | what types of person are talke
available through use of othe about in the discourse
discourses? Then in step 6 there is
speculaton about what people
See appendix K: stegs& 5. are able to sayn the discourse.
As these were written up in the
column they formed the basis of
the results and discussion
sections.

5. Power in This stage of the process focuss This stage draws froRarkets

discourse upon the wg that power (1992)steps 17 and 18. In step

operates in the discourses

employed. It is concerned with

the questions:

1 How is power reproduced or
resisted through the
discourses?

1 Who gains and who loses?

Again a Word tdble was
populated with exploration ofhe
way power was reproduceit
talk using the above questions tc
support the process. This sectiol
along with the section produced

in step 5, formed the basis die

17 the focus is orobking at
which categoies of person gain
and lose from the employment
of the discoursgln step 18,
looking at who would want to
promote and who would want
to dissolve the discourse.
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results and discussion section,
with the ideas developed further
within the research document
itself.

See appendiK: steps 4 & 5.

3. Results
Three discourses were constructed as the most prominent within the dataset. There is

no claim made within this research that every DA researcher would identify the same
0KNBES RA&O2dzNASAaZ NIGKSNIAG Aa Oly2éfSR:
experience will have undoubtedly formed a significant role in their seled®arker,

1992; RinswickCole et al., 2016Discourses were identified as prominent when most
participants €ightor more) used them at some point in their talk (see Appendix L). A
reflexive appraisal of the analytical process is presented in Part@der to protect
participants from data extracts being pieced together in a way that would identify

them, participant identifiers have been omitted from the data tables. Interview data
SEGNF OGa IINB YIFENJSR WLQ F2NJ AYydSNIBASHESNI

identifiers are diary / journal entries.

Table3: Summary of the discoursaad constructs

Discourse Construct Description
A diagnostic discourse Diagnosis settles it: | am | Diagnosis is presented as
autistic wasSadtAy3a 27

where autism attains a
GeLsS 27 Wi N
is used to define elements
of who one is.

Diagnosis and support: | | The self is presented as
am a person with support| being inhibited, disabled
needs or constrained by a lack o
access to the right
supports, and therefore
the self becomes partly
RSTAYSR o0& 7

needs.
Anindividualistic Autism is a spectrum: | arf This construct is
discourse unique concerned with

constructing the self as
unique, and that the
heterogeneity of autism is
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an enabler of that
uniqueness.

Selfactualisation: | am in
the process of becoming

Thisconstruct is
concerned with hopes,
fears and aspirations and
2y SQa ¥ dzi dzNF

A normativity discourse

Finding belonging: | fit in
or | stick out

In this construct,
participants talk is
concerned with social
identity - being the same
as or different to thers,
sticking out or fitting in
with their social world and
the way that being autistic
impacts this.

A hostile world: Feeling
safe enough to be me

This discursive construct
relates to the way the
safety of the self is
constructed in response t
hostile / unsupportive
spaces (where one must
hide or mask) or to safe
spaces (where one can
aK2g I Wi NJz
authentic self).

3.1 A diagnostic discourse

A diagnostic discourse emerged as a prominent pattern of talk within the dataset. This

RA&O2dz2NBES FAYRA

WO2YyRAGAZYQ

Ala

aKI G

NR 2 (G a
LIS2LX S KIF @S

Ay

I YSRAOIf «
| ¥ Riscur$id8 RA |

constructs that a majority of participants made use of in their talk that have been

defined as:

1 Diagnosis settles ¢ 1 am autistic.

1 Diagnosis and suppogtl am a person with support needs.

3.1.1 Diagnosis settles-itam autistic

Thisdiscut A @S O2y a i NHzO

gl a

O2yOSNY SR ¢AUK RA

where autism obtains a type of truth status. Some participants referred to others not

believing their experiences or sédhowledge, even though they themselves knew they

g SNE NBRAIE®S RA Iy 2aAa

gl a
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now accept. For many the struggle for being believed, and for understanding the self
was now over, as diagnosis provided the answers people had been looking for.
Through this costruct autism becomes a kind of lens through which participants (and

others) are now able to make sense of themselves and their lived experiences.

Table4: Illustrative quotes from the dataset: | am autistic

Discursive construd lllustrative extracts from the dataset
Diagnosis settles it
¢ | am autistic Overall, my diagnosis has allowed me to understand myse
times better. | always wondered why | had meltdowns, | kn
Al glayQi y2N¥YIfte L 62y RSN
stressful, overwhelming and anxigbyovoking experience.
Autism answered alotgf dzZSaGA2ya FyR T2
grateful.

P: And yeah, so | mean. The rest of the year after | was
diagnosed, it wasn't much different but it was a bit easier.
I: Yeah, ygeah.

P: In that. You know like. We're not making it up at all.

| was glad that I finally had answers as to why | was very
clearly different to most people in school. It was nice to not
aSSy +a WiKS oFR IANIQ o8
really horrible, so it was good to have an explanation for m
struggles.

| was the one to ask to go through the diagnosis process f(
Autism. The curiosity was brought about when my mum
mentioned that the Head of Learning Support at my high
school told her that anxiety can be sign of adolescent girls
having autism, | waaround 13 at the time. It was brushed
aside but | brought it up when | started going to CAHMS w
| was 14. Through the entire process most of the adults | tq
my mum, my guidance teacher, and a staff member in the
Learning Support department, saidtha § KS& RA R\
that | was autistic.

LY {2 O2dA R @&2dzxZ LQY =2dzai
about when you were diagnosed with autism, what happen
P: 1 was relieved.

I: You were relieved.
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Discursive construc

lllustrative extracts from the dataset

tY | SFEKZ GKFdG glax GKFG o1
happened but erm | thought | was gonna get the right supp
but ((laughs))

t Q4 YdzYy .dzi ¢S 023K ONASR
P: ((laughs)) yeah, | was very relieved. Um but it made me
laugh, we so we, Mr Talbott, yeah his face when | got
RAF3y2aSRX 06SOldzAaS KS al AR

It took a long time to get assessed.

| wanted to be assessed to find out why | was different & w|
GKSNBE | NBlFaz2y GKIFIG f RARY
My diagnosis was a relief.

I: OK so thinking then, when you were diagnosed with aut
could you tell me a little bit how that happened and, you
know, how you thought about it, how you felt?

tY 'Yd L FStdG {AYyR 2F NBfA
just like weird or something but what | had had a name to i
Um. And that other people went, like go through the same
things | do. Um | can't really remember what happened, ju
the feelings.

I: So, when you found out you had autism, or when yternw
you got the diagnosis of autism, did that make sense to yo
tY ,SIFIKZ GKFdG YFRS asSyasS i

gKe L gla FSStAy3a GkKIFG ¢l @

0K2dzaK4G GKIdQa f204a 2F aAry
t Q4 YdzYANG LF YKAYNBR | €20 27
it?

P: Yeah. It did yeah.

I: Can you remember any of the specific questions it answg
for you?

P: Like, um, why | cope with friendships and stuff differently
yeah.

I: Yeah.

tY WOl dzaS L yeBwih kén®BRigsISR NB
I: Yeah.

P: Or, like noises, so like that, yeah.
LY SIFIK® {2 f206a 2F GKS (K
aiGFNISR G2 YIF1S aSyasS ¥2NJ

KI @S | dziAayQ

P: Yeah, definitely. Yeah.
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Discursive construg lllustrative extracts from the dataset

P: You know. Weere just kind of wandering around blindly
IJ2Ay3AS WgKFEG O2dzxZ R Al 0SK
I: Yeah.

P: You know. So the diagnosis meant that then we had
something.

P: Yeah.

I: To go, so this is what it is.

Something you should know is, we are not all the same. M
dzGAaY A& alLb9 FYyR R2SayQi
be real.

3.1.2 Diagnosis and support: | am a person with support needs.
This discursive construct was used in talk that construdbedself in terms of being a

person with support needs. It constructed the self as being inhibited, disabled or

constrained by a lack of access to the right supports and the way in which diagnosis

FOGSR Fa | GeLS 2F w3l § Sl &8chieInE toinvpethardzLILI2 |
LIS2LX S 6SNB GFf{1{SR o2dzi 4 WKAIKQ 2N Wi :
LIS2 L SQa waStFQ O2yaidNHOGA2YAEAY 6AGK | F2

others the self is constructed as dependent, and possibigensome on those

supporting them.

Table5: Illustrative quotes from the dataset: | am a person with support needs

Discursive construct| lllustrative extracts from the dataset

lam apersonwith |Wdza & 06SOlFdzaS LQY KAIK Fdzy Ol A

support needs trouble. My struggles are as valid as someone who is low
functioning and | still deserve to get help and be treated with
respect.

The best thing about having my diagnosis is that thimage been
put in place to make school a much easier and pleasant experi¢
for me, for example having access to a room | can go to at any
point during the day t just makes me sad how | needed to go
through years of struggles and tough times for thedliagnosis to
ddzRRSyf e OKIFy3aS SPSNRUKAY3IOD
these adjustments much sooner if school were more willing to g
me as more than just a badly behaved girl.
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Discursive construct

lllustrative extracts from the dataset

I think coming to terms with having autism definitely became an
issue a couple months after being diagnosed, it suddenly hit me
GKFEG LQ@S 6SSy O2LIAYy3 ALK
to spot it, | felt a little sorry for myself.

l:Sothingsh G &d2dzyRa fA{1S @2dz2QNB &
of people seeing the real you?

P: Yeah.

I: And do you know what those things were? What things got in
way?

P: For years not getting the right support.

I: Yeah.

P: And yeah.

I: Yeah,

P: Yeahthem not knowing why | was different, yeah, to other
people.

tY LQR &Lyl dzZL) dzyid At (GKSy:
inconvenience 'cause | know they don't think of me like that.
I: Yeah.

tY .dzi F2NJEA]1STE GKS WwWLQff vy
0S 4 K2YS Afft GKIOdofkingz S
I: Yeah, yeah.

P: Or you need to stay at home or work from home today becal
Aa )\ff 2NJ WOl yddad 32 G2RE 4o
a2 0S0OFdzaS LUY gl NB 27 GKl-G

always trying to like, hmm, at can | do? What can | do to like b
less inconvenient?

tY {KS 3Sia Y2NB &adzLLl2 NI (K|
Al y26> K2¢ R2 @2dz ale fSaasx
adzZLILIR2 NI GKFYy L KFE@S FyR é&a§Q

as bad as mine, yeah.

When | got diagnosed | thought that things would change, beca
primary was awful so | thought that finally something would mal
this a bit easier.
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Discursive construct| lllustrative extracts from the dataset
L KIFE@S &aGNXzZ23f SR Ay aaddz dAz
support strategies that could have helped me.

When | was at the specialist school, | felt different to the studen
there as it was clear they had more complex and serious issueg
compared 6 me which led the staff to focus on them more,
ignoring me.

3.1.3 Subjects, positions and power in a diagnostic discourse
A diagnostic discourse creates a discursive space within which people can be

02y aidNHzZOGSR | a I dzii KSy ( A @dirficians inlvedrzin thé G A 0 Q>
diagnostic process, as a barrier, beyond which access to necessary supports lie. This
discourse legitimises the expert status of professionals invdlveliagnosis. They are
FFF2NRSR I 00Saa G2 (RSTFAYH NHzBRDRDES NIdA il Je
met are constructed as contingent on diagnosis, and experts are given gatekeeper

all Gdza 20SNJ GKS ¢g2NR WhHdziaAayQ FyR (Kz2a$sS
allow or deny entry.

In this space, autistic people hatree right to make a discursive alato autism as

Wi KSQMMEKQT &8 ¢gKSy 2y S LI NIMy aufisdisyhing They (G KS &
Oy dza$S A0 G2 YI1S GNYziK Of | &¥ndlthiowgRidzi § K-
speaktoaneury 2 NY I 0 A PSS 20KSNJ 6K2 KlFa SAOGKSNI £
them access to the support they need to live their lives. In this way, a diagnostic

discourse can be a positive empowering strategy for the autistic persofaim both

control over how they and the legitimacy of their support needs are able to be

described by others (such as school staff).

However, the impact of constructing diagnosis as a panacea to both legitimacy as an
autistic person, and to the suppattat should be provided, is that those without a
diagnosis have no such discursive rightdiagnosis by experts creates legitimacy for
the autistic self, then it also creates the potential for illegitimacy for others, those
denied access to the trutHaims this discourse enable3eople who may be struggling
with similar lived experiences and support needs, but who have not been legitimised

as autistic by a clinical expert are excluded from this discursive space.
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Furthermore, where participants makeeausf functioning tallas part of a diagnostic
discourset enables a discursive space to other autistic people who may be classed as
low functioning. And, as one participant notes, create space for the claim that high
functioning autistic people require $8 support, and question the validity of their

support needs.

Parents of autistic people are positioned within this discourse as support givers and
advocates, as those who truly understand the support needs of their children. They are
constructed at timess wartorn, having battled through the process of advocating for
GKSANI OKAf RQa &dzZLJLI2 NI ySSRaod 22NRa tA1S
construct. What is unsaid but appears as a natural consequence is that there is an

enemy to be fout - those withholding diagnosis and support who become the silent
enemy. There are explicit references to school staff not believing that participants are
autistic both before and after diagnosis, and they are sometimes positioned within this

discourseag® LILI2 y Sy da NI GKSNJ 0KFyYy &dzLJLl2 NI SNERX 2

This construction of the family in turn can create another potential discursive space for
GKS dziAdGdAO LISNAR2Y>X GKFG 2F 6SAy3 | adzd
workouthowi 2 06S fSaa WAYyO2y@SYyASyiluQ G2 G§KSANJ
Use of an individualistic discourse further exacerbates this construct (and will be

discussed shortly).

Even so, whilst engaging in a diagnostic discourse participants are sesivédya

NBEairad GKS fly3dza 3S 2F RSTFAOAGZI Iilinkd KSy
f20 2F LIS2LXS INB tA1S K a@8yRNRYS:E AilQa
g SQNBE A 10 XYoWKnew Hut| thivklag'léng asyougoiltd 1y 28 Ay 3 (K
y20 ¢gKIFG @2dz LINRolofeée GKAY]l A0Qa 3I2yyl 0!
OKAfR GAUOK dziAdYd L R2y Qi KIl.&&Quickwrdz |y 2 6
aSEFNDODK 2F GKS SYUGANB RIFGINRGARLIGZ t RS OEXL &
whilst difference or different appears 154 times, suggesting that participants, through

use of other discourses, subvert the more stigmatising aspects of a diagnostic

discourse.

Power might be seen to operate through a diagnostscdurse to further legitimise

the expert status of clinical professionals involved in diagnosis. It does nothing to
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challenge the truthkclaims of the clinical act of diagnosis. One only has to look towards

the marketisation of the autism industry tose&v2 G KS LI GSYy Al WgA,
discourse aréMarket Research Future, 202@nly through use of other disurses
canparticipants challenge the hegemony of a diagnostic discourse. For example the

adult autistic participants in research byNB ¢ y f 2 ¢ (2606)d¢h&ldh&et! the

expert status of professionals and presented themselves as the true experts in autism.

In an unpublished thesRocque (2007¢xamines the historical discursive construction

2F ldziAaY YR y23Sa K2g GKS RA&ZO2dzNBSa |
I Ydzidzl £t £t & O2yaidAiddziA@dS NBf I (A2 yRodqield oA 0
2007,abstrac). In a medical model, treatment, or some form of corrective action, is

the social action that follows diagnosand this is seen in the current dataset, where

one participant testifiesdi have ABA therapy andhate it, probably the worst part of

my autism. Everyday | have someone come to my house wake me up and boss me

I NPdzy R F2NJ n K2 dzNBE ®¢

Therefore, a diagnostic discourse becomes a discursive deulgied sword for

autistic people. It can be used to legitimitheir experiences and needs for support,

odzli Ffaz2 FdNIKSNI 62taliSNE GKS L2gSNI 2F S|
autistic people may not want treating. It retains the status of professionals as

gatekeepers to support.

3.2 An individualistic disarse

An individualistic discourse was identified as a further discursive pattern in participants
talk about self. This discourse, located in the fiberal western ideal of individualism
prioritises the self over communal needs, and creates discursaeesgor

constructing what a setictualised self would look like. It is made up of two discursive

selfconstructs:

1 Autism is a spectrum: | am unique.

1 Selfactualisation: | am in the process of becoming.

3.2.1 Autism is a spectrum: | am unique
In this disarsive construct participants talk was concerned with the heterogeneity of
autism, with the uniqueness of the way it presents in each person, and the way it

presents in the self. Autism gets constructed as a spectrum that people are on, as
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something people!K I S Q> 2NJ a4 WRAFFSNBYU SANARY3IQ
being human. In this construct, uniqueness is often (but not always) located within
autism itself rather than being attributed to the uniqueness of each human. At times
however, participnts construct the self as separate to their autism, and communicate
SELISNASYOSa 2F KIFI@GAy3d GKSANI SELISNASYyOSa
wider human experience.

Table6: lllustrativequotes from the dataset: | am ique.

Discursive construct | lllustrative extracts from the dataset
Autism is a spectruni:
am unique Something you should know is, we are not all the same

a® ldziAay Aa Mateldodook lifeRomREhe
else to be real.

When | first got a diagnosis, | was excited in a way
because | was part of a community of people who, in n
brain, were very similar to me. | have since then found
that although we are similar, we will never be exactly th
same as each other.

I: Ard so what do you think about autism now, um, havi
known, having learned about it in yourself and in other
people? How do you think autism...Um, how do you fee
about it?

P: Um, that like, like it's like OK. Autism is. Yeah you hg
it or like it makes peple unique and like different.

tY W/ I dzaS A0Qa a2 RAIBMHBaE
I: Yeah.

t Y ¢tRelthing &ou can define if you want to. You ¢
GNBE®  2dz Oy NBILIffte& (NRBRO
WOl dzaS GKSNXQa |fglea I
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Discursive construct

lllustrative extracts from the dataset

tY 'YRE £A1S FNRY Y& LR2Ay
GAGK (KS Tiis@i GKIFIGd LQY |
I: Yeah.

tY 2A0K FdziaAayYys | a LIS2 LI ¢
dzaz G23SGKSNX  2dz {y263
because everyone with autism is different. If | go, well
8SI KX GKSeQNB | ftaz2 | dziAai

%

thSe QNB (GKS alryvysS (eSS 27

| am 16 and was diagnosed with autism just before |

turned 15. My favourite activity to do is art, | find it very
OFf YAY3 YR K2dzZNB 2dzad LJ
definitely thank my autism for my creativeness and abil
to see details. | alsoVe writing as | can be creative with
that as well and being able to see lots of detail allows n
to analyse text well. | believe | also have my autism to
thank for this. My weakness with this is that | find it very
dzLJaSGGAYy 3 AT &2 Y Sxackylhgwa had 3
imagined and wanted it to.

I: Or anything that you think the other people should
understand about being autistic?

tY !YZI GKFdUaz GKFG AGQa
LY ¢KIG AdGQ& hYK L | 3INBSH
P: I mean other people have autism. Yeah, 'cause. Sor]
people ardifferent who have autism. | don't know, yeal

Also helped me to understand that just because somed
Ad RAIF3Iy2aSR grhearkthat thozyiaked Y )
affected by the same issues or that they have similar
LISNR2Y I fAGASad {2YS 2F f
were very shy like me whilst others were really loud an
outgoing.

P:Ofcourse\ y GKS Y2aid O2YLX AO
differently, we have all these different things we might
A0NHzZZ3ES 6AGK GKFG &2dz R
0KS aSyaz2NE RS Ldfisiéndes iyl the ¢
aSyaz2Ne RSLI NI YSy lgle,zhidlyad S ¢
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Discursive construct lllustrative extracts from the dataset

1y26® . dzi aAAYLIX & &LISI]1AY]?
differently.

I: Yeah.

tY L GKAY]l F 20 27F LIS2 LA
syndrome, or disorder,
I: Yeah.

tY hNJ @@2dz {y26> YR 6SQNJX

In my case | feel like althgh | may be different in certair]
gleasx AG R2SayQd YSFy L |
I LILINBOALF UGS GKA& o0dzi a2YSH
something that is genuinely upsetting and | guess they
kind of pass it off as having a meltdown. Sometimes | f
|i1é AlQa tyzad +ta AF L O
Ol dza S GKSeQff 2dzald (KNI
I

0S
WOILfY R28YDQ

3.2.2 Selactualisation: | am in the process of becoming
This discursive construct of self is concerned with alsélf(i dzZ f A A SR WoSad &

FALIANFGAZ2yas 3F2Fft& YR RNBFYad w2daNySe Y.
WoSAYy3d KSEtR o0lFO01Q 2N waShidAyd (WKEBNBEQT | |
future. Expectations around becoming independent and-sefficient are discussed in

relation to being autistic and worries about what this means for the future, with fears

of not having support or of abandonment.

Table7: Illustrative quotes from the datasetam in the process of becoming.

Discursive construct lllustrative extracts from the dataset

tY .dzi oLQYOL fA1S GKS 06853
| am in the process of | maybe like three years old.

becoming [: Mm.

P: You know.

[: Um.

P: Um. That's always progressing.

[: Mm.

tY ,2dz 1y26® ¢KNBS Y2y iKi
then so | can say it again and you know.

I: Yeah, yeah.

t Y gbifyYorwards and | have support that | didn't
have.
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Discursive construct

lllustrative extracts from the dataset

L  R@uife@ribw how to feel about being autistic as it i
perceived as being rather negative, a disability that carn
hold you back.

5Y L 2dzad e¢lyd G2 KIF @S |
an inconvenience and all this stuff, which | do have. Bu
kind d like | just want to, like not trouble any of them.
R: Yeah

5Y LT L O2dZ R LQR 06S I a
you know, um, but | wanted to just seem like a normal
child.

L ta2 NBFftAASR GKFG LQY
and i begarto stress about the futurewill | be able to
cope in a job? How many people will I have to explain
about my autism to?

My ideal life in the future is to live in a cottage with two
Orda YreoS I NrooAd FyR )
and draw stuff for my earnings.

L FAaLANB (G2 0SS | /2YLddziSTH
2f RSN L (GKAyYy1l GKIFG to KI ¢
achieve this. | am not going to rush the process and jus
Y290S 2yi2 GKS ySEG LKI &S

| feel that | havdearnt to accept myself & will continue tq
tSINYy (2 060S Yeé o0Said aStT¥
ready to be understanding & supportive.

tY {2 0GKIG ¢2dzZ R oldles, eryt@work]|
with people like myself. Yeah.
t Q4 YdzYyY ! yR @2dz2QNBE LJ2&a]
6O0NBRIFOISROUV O2ffS3IS | NBY
P: Yeah, ((redacted)) College up in ((redacted)), yeah.
I: Great. And what would you like to do there?
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Discursive construct

lllustrative extracts from the dataset

P: Um. There's quite few things, so I'd love to stay
residentially.

I: Yeah.

P: And erm ((laughs)) Peace and quiet ((general laught
Erm, and, | would love to do like 'cause | am a bit behir]
LOR f20S (2 R2 (GKS @g2NJ 3
which, for people whare not quite ready to go into full
at, at, how do you say it?

t Q4 Ydzyy ! OF RSYAOK

P: Yeah.

I: Yeah.

P: And so they just give more time, just support to help
ISHGAYQ (KSNB

LY hY GGKFGQa 3I22Rd {2 06857
autism, what was your bigge fear in life?

P: Um. ((pause)) It's the same fear | have now

I: Yeah?

ty 'Y LiQa GKS FSFEN 27F

I need to practice skills regularly to keep my confidence
| have been working on the executive functioning
challenges | have & working on strategies to help myse
rely on my mum for support but we have made progres
which makes me proud.

I: what would be your biggest fear in life?
P: Probably not gettinthe right support, yeah. When 1 d
have to leave eventually yeah.

LY ,SIKE @8SIFK hY®d® !'yR AT
you think the future would look like to you now?

tY az2NB KIFLLR FyR fA1S:=
2 NNA SR I 0 2 dziappenK¥Meah @ritl thelyavguy
be able to just get on in their life and justteorry.
I: Yeah um, so in a way, um, you think that having autig
has sort of given you more things to worry about for the
future?
tY ,SIK® W/ I dzaS a2YSGAYS:

behaviour, mum could tell you about that a bit, erm,
because | do just find it hard to cope, you know.
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3.2.3 Subjects, positions and power in an Individualistic discourse
An individualistic discourse creates the discursive space for speakers to construct a self

that is defined by aspirations and their uniqueness as individuals. By constructing
FdziA&dY +Fa | ALISOGNHzYE a4 RATFTFSNBsfthe 6 A NA y
opportunity to construct a self that is freed of autistic stereotygesspace for talking

about the self in terms of neurological difference, and of strengths rather than deficits.

The discourse limits what negwtists can say and disarms agaicisims that they can

make towards autistic people, for example questioning a diagnosis based on autistic

stereotypes.

This discourse also opens up ways of constructing a future self. The future is

constructed as a destination that one is travelling todsrwith speakers referencing
WISHGAYT GKSNBEQ 2N WERAYQAOPTRAGHE ARBID 2YWJ @
autism is potentiallyysomething that holds you ba€rom pursuing a longedbr

future, with one participant describing how neautists carjust éget on with their life&.

It creates two possibilitieg being on track or being behind/off track.

One might view the notion of a functional individwavho is able to carve out a

desired future based on aspirational goals and dreaasbased anand a neoliberal

western ideal of individualism. Speakers in this discourse are caught in a kind of

discursive quandary where tldreamand theidealfuture is constructecand
discursivelhavailable, and yet there is the fear of abandonmentwafking into a

future without the supports needed to function in that future. Research with autistic
females in late adolescence has indeed found an increase in separation anxiety and
increasing panic around expectations of independef@swald et al., 2016 And so

0KS ARSIFf{AAGAO0OZI AYRAQGARdAZ t AaGAO WRNBFIYQ

neuro-normatve other, or of not measuring up to the ideal of independence.

It might be argued that this normative expectation is rooted in neoliberalism, which is
concerned with policy agendas that pull back the role of the state, and push forward

the emphasis on whividual freedom, rights and responsibilitidsunswickCole 2014)

Runswick 2t S é6unmn0 | NHdzS&a GKI G yS2fA0SNI f A&
others neurodiverse people who do not / cannot live up to what it defines as a good

citizen. Timimi et al. (2010, as citedRanswickCole, 2014¢ontend thd autism as a
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construct empowers a neoliberal agenda which positions autistic people as

dzy LINR RdzOG A @S OAGAT Sya FyR | WLINRoOfSYQ T2
LI2aAldAz2y FT2N) 0KS Fdziaad & o6SAy3,skch&so dzZNR:
GKSY 2yS LINIAOALILWNY Ay oh RAEA GABANE a2l & 3:

do? What can | do to like be less inconvenier®

¢KS AYLI OG 2F (KA A& O2yailNYzO iwithindurrgh G SR 06 &
hegemonic norms, the notioaf the fully independent, neoliberal functional individual,

the social agent who is responsible for their actions, has become the ideal to which
pathological deviance is contrasted, creating categories of those who can pass as

Y 2 NI I f @ho efe?eBASI NHza3 3 S G2 LI a & X(Miltoy, RO1ITiK 2 & S ¢
3).

Thus, a discourse of individuatishas the potential to further empower constructs of

W dziadRaAYa 2 NRS NDasRRBPWE gzi ARG XQABRY (GKS yS2f A0S
individualistic discourse fails to challenge the power and hegemony of neuro

normative ways of talking, rathet ¢reates a kind of discursive trap where the ideal of

an independent, selactualised self is constructed and reached for, but ultimately fails

at the hurdle of independence. A socialist discourse around community and mutual
support based around equity giit offer an alternative discursive space for speakers

to construct a preferred future self. However, participants are not seen to take up this
discursive position. Instead, they primarily use a diagnostic discourse and construct

being a person with suppbneeds as a way to lay down discursive rights to

environmental supports.

3.3 A normativity discourse

A discourse around normativity was identified as a frequent aspect of participants
O2yaiNHzOGA2ya 2F aStFo 2 KIF( talkiratheiitalki2z o065
F20dzaasSa 2y ¢KIFG Ad A& (G2 6S 2dziaARS 27F
identity gets constructed in this space, with participants referencing belonging er not
belonging in a world that is often less than accommodating. thade up of two

constructions:

1 Finding belonging: I fit in or | stick out.

1 A hostile world: Feeling safe enough to be me.
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3.3.1 Finding belonging: fitting in or sticking out?

In this discursive construct, the self is constructed in relation to how osd@tfitsticks

out or interacts with the social world. Most participants construct the self as different

from their neurotypical peer groups and convey a sense of not belonging with them.

However, belonging is dependent on the different social spaces thétipants

inhabit, and often groups with other autistic people present the opportunity to belong.

There are also those who have found acceptance with supportiveantistic friends,

and for some they feel they belong only with their family.

Table8: lllustrative quotes from the dataset: | fit in or | stick out.

Discursive construct

lllustrative extracts from the dataset

Fitting in or sticking out

When | was diagnosed, | felt different to everyone arou
YS YR AU 6l ayQiG dzyGAft 0
autism and being around other girls in similar situations
GKFG L FStad tA1S L o1 ayQi

| hated it at first as what | had seen iretmedia portrayeg
autistic types as annoying, socially awkward men that |
no chance of a normal life being used as a laugh

| was also sad/mad when | found out because it seeme
dzy FIF ANJ YR L RARY QU gl yi
| realiseditwas@Qd +y Fyé& oS04GSNI {
several boys in my school who call each other autistic
when they do something stupid.

RaflyChave friends. | tend to be the one left out. T
a d vye aokKz2z2ft GKAyYy1l |
G GAYSa L GKAYy]1l LQY 2«
AayYd L FSSE tA1S LQY |
aK2dz Ry QiU IR RIREYNEI © KL @Y
because | see things different then other people. Some
L 3S0 aqaiddzO01¢é¢ 2y aGdzFT |y
GKAYy3a odzi R2YyQl (1y26 K2
understand and it makes me mad because | have so m
inYga KSIFIR GKIFd L OFyQd 3S|

Q¢ ¢ ¢

4

L
1A
a?z
I dz

c

P: Um, and in secondary school, before | got diagnose
my friend group was made up of maybe four people wh
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Discursive construct

lllustrative extracts from the dataset

are still known as Neurotypical and about six people wi
were either already diagnosed, or are now diagnosed &
autistic.

I: Yeah, yeah, mm.

P: 1, 1, kind of joked with my mum after | got diagnosed
WLQY 2dzAG RNI gy G2 | dziAal
((laughs)). You know, like before | was diagnosed, | wa
like all of these people with autism really like me huh?
((general laughter)).

Y A NEB vy i
i A fAl1S 9
(0]

Q¢ LI ¢

L
v
|

'.F
I
A

:—Dg)( U’))

o Qx —
(0p))

zt

pe)®)

L R2y Qi F¥SSt GKIFIG t o0Sft 2y
| feel | am an outcast
| belong with my immediate family

After my diagnosis, | no longer feel part of any group.
.SAy3 2dzad aSSy Fa (KS Wq
the first 3 years for school | used to fit in with the other
WolR {ARaAQ® | 2SS @BINadIib( S
longer wanted to be a part of them kind of groups and |
wanted to succeed in school. Unfortunately, the problet
with this is the people who | would more want to be a p
2T y2¢3 2dzad asSSsS YS Ia if
just feelin the middle not really fitting in anywhere. This
the thing that upsets me the most about being diagnosg
flr0S 0SOlFdzaS YIe&oS L 02 df
through school if | had an earlier diagnosis. | also feel |
R2Yy QO FAG AYAOGAIDK2 21 & SINA |
WieLIAOKE GNIAGAQ GKSNBTF2I
people. It can be lonely knowing how much it impacts n
and not having anyone that truly understands exactly h
| feel.

I: Do you know how can you rememib®w you felt then?
P: Uh, well | felt like different 'cause | used to hang out
myself.

I: Uh huh, yeah. And was that...did you feel happy hang
out by yourself?

P: Hmm, sometimes, but not really, | don't know.

82



Discursive construct lllustrative extracts from the dataset

When moving back into a mainstream environment | fe
verysefO2yaOA2dza Fa L RARyYQI
wanted to fit in and be normal.

Since themy mum wants me to get into a group with
ASOSNIf 20KSNJ FdziAadAO Of
because it does feel like that sometimes.

| am similar to my friends, two of which are Autistic, in
OKFG L R2yQl tA1S 2N FSSit

Me and my friends are the same, we all enjoy going to
OF¥sQak OlFda Ay 3ISYSNIf=:
and Greggs. Even though they do not have autism, | fir
easy to get on with them. We recently reconnected, we
first met in Junioschool but had gotten split up when ag
we went to different secondary schools. Even though w
2dzNJ 322R FNASYR& | NBE RATS
around other people, they find it easy to talk to others 3
0S FTNRSYRf & gKATf Sdslis haddfof Q (
me. This makes me feel even more stupid as it makes
SOSY Y2NB 200A2dza GKIF G L¢
They are much more go with the flow and can be more
spontaneous which leaves me feeling awkward and
annoying as | like to keep autine. When | was at the
specialist school, | felt different to the students there as
was clear they had more complex and serious issues
compared to me which led the staff to focus on them
more, ignoring me.

3.3.2 A hostile world: Feeling safe enotagbe me
This discursive construct relates to the way the safety of the self is constructed in

NBalLlyasS (2 K2aldAftS FyR dzyaddzlll2 NI AGS &L
GKFG A&a SylrofSR (GKNRdAzZAK &dzLJLJ2 NIOSZS aLd OS.
Wdzy G NHza GAy3Q aStF GKIFEG Aa O2yaidNHzOGSR (2
school). In order to feel safe, some participants refer to attempts to hide their

authentic selves when they are in unsafe and unsupportive spaces.
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Table9: lllustrative quotes from the dataseteeling safe enough to be me.

Discursive construct

Illustrative extracts from the dataset

Feeling safe enough to
be me

When | did finally get diagnosed, | became more cautio
of how | actel in public, especially in school, mainly
0SOlIdzaS L RARYQOG syl (2
jokes, | had heard.

tKAa R2SayQi YSIy GKFG L
negative, but it does make me feel uncomfortable and
more tense to make it lesdvious to others that | am
autistic.

P: Just that | was really open before.

I: Yeah?

P: Yeah.

I: Tell me a little bit more about being open. What do yc¢
mean when you say open?

P:Um, When IdidnNB I £ AaS GKIFdG L ¢
off all the little quirks | have. But when | realised that | v
different, | started getting self conscious about them.
I: Yeah, yeah.

P: And | stopped opening up to people.

L R2y Qi dzy RSNBERLY B KRR Qi
| prefer to be with non judgemental people who do
dzy RSNE Gl YR YSdodd (GKSNBE ||
| have tried to tell people about myself but they often
R2y Qi dzy RSNEGFYR® {2 AdG

LIS2 L S @ RSRABYOYR 3 f R2
R2yQiG fA1S Al 6KSYy f 1Yy24
R2Yy Qi dzy RSNEGFYR 9 SELISOL

L KIS aGNXzZ23f SR Ay &A gz
the support strategies that could have helped me.

| feel that | have learnt to accept myself & will continue
tfSINYy (2 06S Yeé o0Said aStT¥
ready to be understanding & supportive.
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Discursive construct

lllustrative extracts from the dataset

I: And so, what do you think. Dowthink there are parts
of you, you know the positive parts of you that you feel
that you can show at home. Can you show them in sch
P: No, I do find that hard to yeah.

I: Yeah. So.

P: Yeah

I: So you find it hard to be happy at school like

P: Yeah.

I: Like you are at home.

tY ,SIKZ WwWOldzaS GKSeéexz WOl
Fyy2ea YS |062dzi aOK22f &
no-one there at school | feel really safe with in a way, il
at home.

I: Yeah.

P: But | do find it really hard to jusbpe and stuff, even
0K2dAK (GKS& GKAY]l LQY hyY
LY ,SIK®d {2 aoOKz22f (GKAY]
inside.

P: Yeah.

I: But at home your family do know the real you?

t Y . S| KhEy kdo® Wil §o through.

I: Yeah.

P: Cause um, usually when | do come home like | usua
Y2NB YStidR2¢yasx WOl dza$S L ¢

{2YSGAYSa LEYF¥SS0 FA]TBTAL
FSSt G2 GSIFOKSNB 0SOI dzas
A2YSHKSNBE (2 WOlIfY R2gY DY
fAaGSya (2 YS 6KSy GKIFGQ:2

completely honest.

| am a good actor because | carask in public and
pretend that | am the same as everyone else.

P: Um ((pause)) | think it's better online for me at least
because | don't feel have to like , be awkward and hav
look people in the eyes and fidget and all that.
I: ((pause))Antiow do you feel in those groups?
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Discursive construct Illustrative extracts from the dataset
P: Um. | feel happy 'cause | can talk about the things t
love without like being shut down.

PUNGKAY]l LQY | 234G oSaGds
gl ad tFNIAFEEe WOlFdzaS L Q)Y
Y26 YR fa2 o0SOlFdzaS L Q¢
66LI dzaS00 dzYs ¢gKIFGQa GKS
when you separate things in your brain?

t Qa YdzYy /2YLI NIYSydaltAa
tY SIKZ O2YLI NIYSyualftAa
((pause)) act quote unquote normal in front of others.

I .Y

I: Do you feel that you're able to be yourself when you'r
with your friends?

P: Yes. Umdctually think I'm much more often with my
friends than | am at home.

3.3.3 Subjects, positions and power in a normativity discourse
A normativity discourse establishes a space where discursive subjects can be

O2y aidNHzOGSR I a YATYATI (2AayiEQ-dehneR b peivasivaybiin. W& ( A
The consequences of these constructions upon ways of being in the world are further

constructed around concepts of safety and support.

Conceptualising belonging becomes a product of the normativity discolirgeugh
using a discourse of normativity -groups and ougroups are defined. In this
O2y aidNHzOUG GKSNEB-IKRE SYIFK2LIRE yiOXi1 § dRIIS T A
WalYSySaa 2F 06SAy3d RAENENBYWISH abek baadzOK2 y &0 |
LI NOAOALL yESHNARBSBRTFENEBY G (G2 SOSNE2YS I NRc
specialized school for autism and being around other girls in similar situations that | felt
fA1S L ¢gha¢RE WEIBFBIPS A SferenS@mamdd O2y & (|
RSTAYSR W20KSNJ LIS2LJ SQ ¢K2 | NB AYLI AOAGT
CKSNBE Aa Ffaz2 Iy WIdziAaiidsoOalyRZawky&rdNdeR ( K NJG |- & -
d2YS02Re& LIS2 UubfatSveild kidz®@ K ! HzG A BOAR @ a20ALt | OG:
Y& RAAGIYOS 2ySasSt¥ FNRY (GKS W20GKSNJ I dzi .
NEFNIYS RAFFSNBYOS:I &dzOweirddutndtkhGhad Ry € Ay G
Implicitly this leaves discursive syafor those who are weird in a bad way.
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{LISFTSNE YIF{Ay3 dzaS 2F GKA& RA&aO0O2dzNES Ol
Wy 2NX¥IFfAaGAYT RATTFSNBY OS QButyeal) Ks | vent ogit& y 2
like secondary school, | formed anotheerfid group and again it was most of the

people who didn't fit in. | think | was kind of like drawn to tidem

Whilst this opens up ways of belonging for some discursive subjects, a few speakers
construct the self as not belonging anywhere, or of only figdvays to belong by

KARAY3I 2ySQa W[jdzAN]l AaQ 2N y2 t2y3aISNI oSAy3
I dzi KSYyGdAO aStFT Aa O2yaidNMzOGSR a KARAYy3
adAa3ayYlr FddrOKSR (G2 GKS W2iKSND aisSNB2GeéLd
On the other side of belonging, a hostile world is constructed as a space where the self
Ad dzyadzZLlL2NIGSR YR YAadzyRSNAG22RXI $gKSNB
I Wy 2y AdzLILR2NIAGS 20KSND A& O2yaidNHz2OGSR
unsupportive and difficult or they may be lacking in knowledge about autism. But

others are given agency in this constrgdb give support or to refuse it, with the

autistic self at the mercy of others intent. In this unsupportive space, certain ways of

being are closed off to the autistic person, who can become disabled by the lack of

environmental supports.

A supportive other is also constructed. Usually, a mother or family member or fgiend
GKSe@ FNB O2yaidNHzOGSR | a Wgeksdh®ith whoyhRnel & dzy |
belongs. With these supportive others, the opportunity of the authentic expression of
aStT A& Ll2aairof SsCalisaum2usillywhed Siodmehont8ke B | &
dzadzt & R2 Y2NB YSf(R2 ¢4 WasdehWDl dzA4S L QY 2dz
Constructs of supportive or unsupportive others links into a social disability discourse
GKFG f20r0Sa GKS WLINROfSYQ 2dziaARS 27F | dz
as one participant says, §s2 teadg to be understanding & suppives kb this way

there are discursive opportunities to resist a normativity discourse through use of a

social model of disability narrative, that places the onus for change upon society.

t 26SNJ A& NBLINRPRAzZOSR Ay (KA& RA&O2dz2NARS 4K
I dzGAAa0AO LIS2LI ST ¢ KoBgiddtedkyoIbidyd tHatloes ot 0 K I

N

A

RSTAYAGA2Y o0SOFdzaS AG A&a a2z I OOSLIISH
0St2y30 YR WE2aSNEQ 0GK2aS 6Kz | NB
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action that results from knowledges produced in a normativity discourse often means
that autistic people mask their authentic selves in order to fit in and belong, and
potentially contributes tosignificantly higher levels of psychological disti@ssck et

al., 2020) Through constructing society as unsupportive, autistic spesalire able to

gain some agency and assert their rights to equity in a hostile environment, and yet

they still remain reliant on society to respond in supportive ways.

4. Discussion

4.1 The research question: How do autistic adolescent girls consteircselfconcept
and social identity?
This study has utilised Foucauldian Discourse Analysis to explore how autistic

adolescent girls construct a selbncept and social identity. It is suggested that

participants constructed setfoncept and social ideity making use of three

discourses identified as the most dominant: diagnostic, individualistic and normativity.

This methodology has enabled exploration of how ways of being and doing are made
available through certain discourses, and how power mightda® $o operate

GKNRdzZAK GKS RA&AO2dzNBS& (F 1Sy dzLd Ay LIS2 L)X

nomedm ¢KS aStF a WHdziaadaoQ

A diagnostic discourse presented participants with the discursive resources to
constructtheirseHO2 y OSLIJG Ay NBf I GA2Yy (2 WhHdBAy3I | dz
researchers have found with autistic adolescents claiming autism as a core part of self
(Cridland et al., 2015; Gaffney, 2020; Humphrey & Lewis, 2008; Huws & Jones, 2015; J.

L. Jones et al., 2015; King et al., 2019; A. MacLeod et al., 2013; Mogensen & Mason,
2015; Stevensoetal.,2016) f F AYAYy 3 FdziAay Fa | LINI 27
NF KSNJ GKFYy | WilFoStQ a2vyS2yS Aa 3IAGBSyOL |
diagnostic labef{Hodge et al., 2019yhilst others argue that autism &n identity to be

claimed, much like the LGBTQ commuiiityyce Davidson & Henderson, 2010;

Yergeau, 2018)This ambivalence was present in participants talk. Whilst some of
participants discourse focussed on the uniqueness of each autistic person (through an
individualistic discourse) and others explored Hueial consequence of being so

labelled (through a normativity discourse), none of the participants rejected the

diagnostic label itself. Rather, it was used to make sense of the self and to make sense

of why they found particular aspects of life differeottheir peers.
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In support of other research, analysis showed that an autism diagnosis was
constructed as enabling salhderstanding, a vehicle through which validation and
acceptance of the self could take pladenes et al., 2015; MacLeod et al., 2013;
Mogensen & Mason, 2015By positioning autism as an uncontested biological reality
of ccerebral differencé Ortega(2009, p.439 argues that autistic people (and their
advocates) are able tavoid stigma or blame for actionsé behaviours thafall

outside of the anticipateshorm, thusfreeing individualsfrom reproach.

4.1.2 The self as a person with support needs

. SAY3 W LISNBEB2Y SGAGK adzZlll2NI ySSRaQ gl a

I dz A & G A QigMostic disBoudeFendbles access to rhetoric that legitimises the

need of autistic people to have access to social and educational supports. Three

LI NHAOALIl yia YIRS dzaS 2F GKS g2NR WRAAIl 0.

in a positive way @h, | would say that like autism is like a type of disability that some

people have. And that's like OK to have a disabiliy® LYy GKA& gl & NKSI

social model of disabilitfOliver & Sapey, 1988an be seen in their talk. Another

LI NI AOA LI yi O2Y Yisydédio gb thiroiSyddrsaistnydles dnd &

tough times for them a diagnosis to suddenly change everything. It makes me think

thatlcouldd @S KI R (KSa$S I Re &iagnoSiydiséourdedi€ally & 2 2 y S

links diagnosis to access to reasonable adjustments and is contingent upon the

construction of the self as a person with support needsHamsphrey & Lewig2008)

recognise, support is often contingent on diagnosis but it can create a loss for those so

labelled as they now have to contend with the language of diagnosis to describe the

self and are confronted with unhelpful and stigmatisingrst#ypes used in society.

CKA& LRAYUG Aa &adzOOAyOilf e HaddgarSaktismy 2y S 2

diagnosis meant | could get help at school and have people be able to understand my

struggles a little better. | was also sad/mad when | found ogtlse it seemed unfair

YR L RARYQU ¢lyid G2"06S GKS 6SANR {AR gA

4.1.3 The self as a unique person

An individualistic discourse was seen in the majority of participants talk, and some

constructed selconcept in terms of being a unique personhwéutism. This talk is

NEt ALyl 2y | O2yadNHzOG | NRdzyR GKS WaLlSOu!

FoAfAGE (2 RAAGAYIdAAK 2ySQa dzyAljdzS asSt¥
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2 KAtald GKS ¢2NR WaLlSOG NHzY Q desErided avtiSm LIF NI 2 °
through DSM \(American Psychiatric Association, 20it3yas not within a diagnostic
discourse that participants primarily constructéds concept. Rather, through an
individualistic discourse, that positions autism in a spectrum of human variability

(Huws & Jones, 201Speakers emphasized that even though the same diagnostic label
applied, there was a unigueness to each autistic individual that could not be captured

in a diagnostic label. However, in many cases these claims were intrinsically connected

to autism itself(rather than an assertion that autism was one small part of the self)

and hinged upon the construct of the heterogeneity of autism, something famously
O2YYdzy AOF GSR o0& 5NJ {0SLIKSYy {K2NB aLTF &2 dz
met one person with autisg{Shore, 2018para 3. An example is provided by one

Ay G SNIDA S g SSpedpk dith adtislha Ad Qa y2a tA1S YSI vYve
1y26z y20 GKFG L R2y QG FLIWNBOAIFGS Al 2dz
323 ¢Sttt 8SHKZI GKSEBQNB | faz2 +dziAadAao az2y.

type of autistic as | am @

Constructs eound the uniqueness of the self have been communicated by autistic
young people in other resear¢ones et al., 2015; King et al., 2019; Stevenson et al.,
2016) One functional aspect of this construct is the discursive distance it enables
between the self and stigmatising constructions of autistic people. This has been
shown in other research where autistic young people perform social comparisons in
constructions of the self, by distinguishing between themselves and other autistic
people(Huws & Jones, 2015; MaclLeod et al., 20MaclLeod and colleagues posit
GKFGO Fy W20KSNAY3IQ OFy 200dzNJ Ay (GKS LINR O
agency or selfletermination around construction of the self, or a strategy to distance
onesef from a disordered identity. Thus an individualistic discourse enables the
autistic self to be constructed as part of a spectrum of difference, in alignment with a
neurodiversity approacfKapp et al., 2013nd in rejection of a disordered identity
(MacLeod et al., 2013)n this way, participants might be thought to use an
individualistic discourse to counter the stigmatising impacts of a diagnostic discourse,
even whilst at some level it relies upon the diagnostscdurse to legitimize the

O2y OSLJi 2F I waLISOoldNHzyQo
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ndmdn ¢KS asStF Ay GKS LINRPOS&aa 2F WoSO2YA
A discourse of individualism is used in participants constructions of the self in the
LIN2E OS&aa 2F Wofbrdusirg self. A Majdrity ¢ gattiSpRntslked about

their future self, the ways they were trying to improve themselves or fears about the
future as an autistic person. Journeyetaphors were often used which constructed

the future as a destination, with autism as one of the potential roadbltcksogress.
Many of the young people explicitly stated that they understood they were not on the
same time trajectory (towards independence) as their peers. They spoke about
academic qualifications and future careers as destinations they were focussed on
working towards, or of skills they were working hard to learn. This supports what other
research has found with autistic adolescents who expressed their hopes and concerns
about their future as autistic peopl@icLaughlin & Rafferty, 2014; Stevenson et al.,
2016; E. I. Williams et al., 2019)

¢CKS 3S 2F LI NLGAOALBGIREN NI A Qdzf i KA & d2F B8 N
adulthood draws closer, and is seen in research withhalzi A a G A O | R2f Sa0S
constructions of selfAdamson & Lyxell, 199&iowever, a furthertallenge for

autistic adolescents is how to manage the potential dissonance between constructing

the self as a person with support needs alongside a future self who will have a job,

career and independent life beyond the immediate family, as is so oftemdnmative

ideal in western neoliberal cultures. For example, one participant writes in her journal

@ Ffaz2 NBIftAASR GKFG LQY 3I2Ay3 G2 KI @S i
future - will | be able to cope in a job2P ¢ K dz& >~ \dddafsticXliBcoursg cah y R A
create a tension when constructing a hopfed future self. It becomes difficult to

construct a neoliberal ideal of an independent, satfualised self, at the same time as

a future self who may require support and accommodatiofisus, an individualistic

discourse positions autistic speakers in discursive spaces that deny full access to speak

as a fully functional, fully independent and successful cit(déifton, 2017)

4.1.5 The authentic self

Being different is something all participants talked about, in line with much of the
published research on autistic adolescents ac¢swfi the selfCridland et al., 2015;
Gaffney, 2020; Humphrey & Lewis, 2008; Huws & Jones, 2015; King et al., 2019;
Mogensen & Mason, 2015; Stevenson et al., 20I6)construct the self as different,
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2yS Aa NBEALYGd 2y  y2N¥YIGAGAGE RAAO2dzNE:
not something that is made explicit in the girls talk generally, rather they construct

what it is to be outside of normativity.

As found in the research around camouflaging and compensatory behayiangiela

et al., 2016; L. A. Livingston & Happé, 20payticipants recall attempts to blend in to

their environments, by using strategies to enable them to fit in such as when one
participant explains that her behaviour at home is better since she has learned to
WOZ2YLI NIYSYy Gl fAasS Qorrkafith dthazd, andl Mkewisy ahothie | Ol
NBOIffa TAYRAMYIQ aAMANT K SIISASNIE (120 WFOKI2 2T © ¢ K
research byBaineg2012)who found that their two participants compartmentalised

their autism in order to fit in andpass as normal(p. 548)

In the process, normativity becomes a hostile discursive space for those who are

different. Accounts of name calling, social isolation and lack of understanding and
acceptance constructs what this hostile space looks like, for example one of the
participants describes being an outcast, rejected and misunderstood. This echoes what
Pearson & Ros021) argue about autistic masking, that it is a response to hostile
a20A+t O2yGSEG& 6KSNB [dziAaidArAld sl &a 2F 0
Rose, 2021, p. 54). Indeed, participants construct the outside normative world as a

hostile and unsaf place and in contrast, home was often a space of safety, a place
gKSNE (GKS aStF O2dzZ R 06S SELINBaaSR I dziKSy
differences. Other safe places were described such as the internet, close friendships,

or specialist schookstings. What characterised these safe spaces were people in

GKSY gK2 | OOSLIESR GKS WIljdzAN]l 4Q 2NJ RAFTSNJ
having, which then enabled an open and authentic expression of self. This might

include stimming, beingabl@t G £ 1 | 62 dzi 2y S Q&hutdgwin 8rNB a (i &

simply an outpouring of emotion through meltdowns.

4.1.6 Social identities: fittiAg or sticking out

I Yy2NXI GAQAGE RA&AO2dzZNAS 61 & SOARSYylH Ay G
ARSYGAGASaAad ¢KA& RAAO0O2dzZNES Aa NBfAFYy(d dzLd
how the self aligns with or falls out of this construct of normativity is used to coctst

whether one fits in or sticks out. In some talk difference is constructed as a uniting

FIOG2NE +ta ¢gKSY 2yS LI NLAOALIYG dIrtla |oj
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formed another friend group and again it was most of the people who didnt fit i
think | was kind of like drawn to them. It's ironic 'cause in my second primary school |

was the only friend to a boy who, as it turns out, is auistie

A4S 2F F yY2NXNIFGAQGAGE RAAO2dzNES (2 RSTFAYS
who dces not, however for some it provides a way to construct belonging with others

who transgress normativity, an outcome that has been found in other research

(Bargiela et al., 2016Beck et al.(2020)explore howundiagnosed autistic women

more oftenattribute socialdifficultiesto their own personalitiesather than to traits

they have gained from autismvith the formercorrelating withpoor selfconcept and

feelings of isolation, and the latter potentiabypporting increasedeltawareness and

a sense oEommunity. However, some participants in the current study report that

GKS®@ IINB y20 ljdAGS WHdziAadaGAO Sy2dzZakQ G2
feel an outsider, whilst their differences mean they do not belong anywheithisn

asSyasS I WYAATAGQ a20Alt ARSyUGAdGe Aa O2yal

GAOGK 20KSNJ WYAaFAGaQ 2N GKFG ONBIFGSa &
4.1.7 Summary of findings
The young people that took part in this study made use of a rafgéscourses to
construct seHconcepts and social identities:
 /2yaiNd¥zOGAy3 GKS asSt¥ Fa | Wi SIAGAYL

diagnostic discourse enabled participants to make sense of their behaviours
and experiences, perhaps enabling a nauwatvhich avoids stigma or blame
(Ortega, 2009)

1 Use of a diagnostic discourse has the potential effect oficiteg those who
g2dz R 4aSS] G2 OKIffSy3aS LINIAOALIYyGAQ
GKAA OFYy TFdz2NIKSNJ f SaAAGAYAAS (KS LJ32 g6 SNJ
I NE 3IAGSY GKS LIgSNI G2 3IFHGSTSSLI I O0Sa:
label.

1 The implications of having access to such a label become clear when
participants construct the self as a person with support needs. Participants
construct having those needs met as both a right (with access to diagnosis a
pre-requisite to discursivglclaim this as a right) and yet also as a potential

burden on family members who provide support.
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Through an individualistic discourse, participants construct future selves, and
reference fears about how autism will potentially block their progress tdwa

a hopedfor future self. This discourse can be seen to be rooted inlitbeal

ideals of the independent young adult.

For a majority of participants, constructs of their uniqueness as individuals is
contingent upon the concept of the spectrum of atitt difference, rather than

upon the uniqueness of human experience.

A discourse of normativity impacts the construction of social identity, where
participants construct the self as outside of normativity. Not fittingr

stickingout in normative envbnments is a construct that all participants

reference.

.St 2y3aySaAY NI ®Tdza dzh Y88 O2y a i NHzOG SR I ¢
20KSNI | dai ANNIADA @Y yLIS21LI S 2N gA0GK Tl Y
participants for who they are.

The outsile world is often constructed as unsafe or unwilling to provide the

support and adjustments autistic people require to feel acceptance and

belonging. This is perhaps most succinctly put in the quote that has been
referenced in the title of this research:

& KIS adNHAI3It SR Ay aAldzr GA2ya oSOl dza
strategies that could have helped me.

| feel that | have learnt to accept myself & will continue to learn to be my best
AaStFT odd odzi £ R2Yy QG GKAY Rsupgo@ivés 2 NI R,

4.2 The implications for Educational Psychologists

In identifying how Educational Psychologists (EPs) might seek to apply some of the

insights offered in this research, we might start with thinking once again about the

performative role oflanguaggBurr, 2003) As employees of Local Autiities, EPs are

sometimes, as a consequence of their statutory role, posited to be involved in the

dregulation and contrdl of different sections of the education commun(gillington

et al., 2000 p.60). As social actors, in part this takes place through the discourses that

they operationalise in reports, consultations, research and caat@ns. EPs are

therefore in a position to challenge the deficit discourses that exist about autistic
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young people through the way they conduct assessments, research, training, and

consultation.

Secondly, a further principle is that of the importancecehtring around the

experience and expertise of autistic voices. This is perhaps best articulated by a

LI NOAOALI yi Ay @GRAZ JdAAERE A a0 K2E bANK YRE R S
someone else to be réaldsSperaw(2009)argues, when seeking to support children

' yR @2dzy3 LIStAddio§ expeit, fSsk cagaeSof télling what it is like to

be them, living in their bodies, requiring assistance or accomm®dAté o LI ®T oc U @
put forward that EPs should treat their interactions with autistic people as a reflexive
learning opportunity, with each young person having an expertise into autism and how

it plays out in their own lived realities.

In this research, articipants used a diagnostic discourse in ways that supported
constructions of self that legitimised their autistic status, often using it to reframe past
behaviours and experiences where they had experienced judgement from others.

There is concern withithe Educational Psycholggrofessiorthat autism as a label
cancreated G 2 U | £ A & A (GillingA2R1R,yp B35 hatAs$hatchildren so labelled

are viewed exclusively throughlens of autismHoweverthe waya diagnostic

discourse is operationalised by participants in this discopresents a challenge to

the EP professioh & (G KS ¢2NR Wl dziAaYQ Aa dzaSR Ay ¢
supportsthat they might otherwise not be able to clair®.t Q & uNdersd&adably

wish toresist the labelling of young people witliagnostic categories such as autism

orderto avoidé 2 dzy' 3 LIS2 L) SQ& ARSY(GAGAS#Hwed@2 YAY 3
autistic people themselves find these labels useful as a discursive resource it might be
argued it is appropriate to step back, andallowvk 2 &S G KI G | NBnost i KS Y
Ol LJ Gfedw, 2009p. 736 to determinewhether the label of autism is of use to

them. It issuggestedhat the role of the EP should rather be in suppaogtitie young

person toexplore their identity in ways that destigmatifigeir characteristics and

celebrate their personal resourcéisrough discoursethat enable this.

However, @ | f Ay 3dzAaiA 0 NBA2dzNDOS WlHdziAayQ g1 a
way only once a diagnosis was given, but of course many children wait a long time for
access to a diagnosis, and many others who may experience the world in similar ways,

never receive one. Where school staff or parents use language to describe children or
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their behaviour in ways that stigmatises or blames, EPs have a role in challenging those
constructions and offering alternate repertoires of talk. Furthermore, EPs have an
important role in highlighting how language has the power to impacts®itepts and

social identities, and that this should be reflected both in their own reports, and in the

way that EPs interact with reports written by others.

It has been suggested in this research that normative discourses dichotomise autistic
and nonautisticpeopleA y ¢l 8a GKIF 0 W20KSNXID |dziAadAao |
GKAE W20KSNAY3IQ 6KSYy O2yRdzOGAYy3a |aasSaay
children and young people differ from their peers, where fauristic children are
constructed to be thenorm /6 g KA OK F dziAaidA O OKAf RNBYyQa
YR 6KSNBE GFNBSGA F2N) WAYLINRGZSYSYGQ | NB

I NREdzy R WO2NNBOGAYIQ O0SKIF@PA2dzNA (GKFd RSOA
Wy 2 NI O2d QX 9c¢héols and Fhferits té@raiaihdahifiexp@ctations and

explore why they are focussed on specific changes being a goal of the intervention. For
SEIFIYLX S5 ¢gKSNBE &a0kKz22fa asSd GrNBSGa GKIFG |
may be ignoring the importai® | YR dziAf Ade 2F WAGAYYAY3IQ
it is a seHregulatory adaptive mechanism that should be accefteappet al., 2019)

CKAA gl a O02YYdzy A Ol G S Rumlke whenhwe'rdldomgxthosdl ity & & |
like it hurts when someone says like that it's um ((pause)) gross or bad or, that we

should stop doing it, ((pause)) um because like it's one of thevayly that like we can

like concentrateonstuff® 9t & YI & FAYR | NRfS Ay &dzLJLJE
accept and celebrate the differences that autistic children and young people present

(and the implications for support these bring), rather thas@eking to change the

behaviours of autistic young people to conform to normative behaviours.

Howeverii YA 3IKG 6S | NBdzZSR GKI (0 (disCourdelron@l f 2
autistic young people may potentially create a scenario whetditionalLearning
Needs ALN panels misunderstand the support needs that autistic young people,have
resulting ina lack of access to needed suppoAs a result, a further recommendation
is that LochAuthority staff who make up ALN panels sha@deive training on the
ways in which EPs purposivelyedanguagehat destigmatises ant strengths based.
Thesupports that areneeded should be clearommunicated within a provisions
section of the Elreport, and ALN staff should be directed to pay attention to this

96



section in order to understand K S & 2 dzy SuppoaiSne@lLTisnall support te

panel to respond to legitimate nee@ven where a strengthbased approach is taken.

One of the negati impacts of an individualistic discourse taken up by participants is
the tension between the neoliberal ideal of growing independence, and the reality of
the support needs many autistic adolescents have. Consequently, it is suggested that
EPs ensure thegre cognisant of not adding to this pressure in their work with autistic
young people. When suggesting target setting around the development of
independent living skills for example, EPs need to do so with sensitivity, with the
understanding that towardshie end of adolescence there may be increasing concerns
around expectations to be independef®swald et al., 2016And where psychological
approaches are used that aim to enhance autistic adolescentefielcy (for

example, Solution Focussed Brief Therapy), one might also be aware of the need for
RAAO2dz2NES 6KAOK Syl ofSa O2y aiobdieddinketlegda | NJ
support.Cabanag2018)explores how positive psychology approaches are rooted in a
yS2f A0SNI t Edddeys &hé @addage lthgt Re aie all responsible for our
successes and failures B yi e will indprove society and palliate the deficiencies
and insufficiencies of our institutions by cultivating our waeding, instead of the other
way around (Cabanas, 2018.6). EPs have a role in ensuring children and young
people are not left feeling that the weight of responsibility for change lies solely with
them. Use of the social model of disabil{f§liver & Sapey, 1988&)ight provide an
inclusive narrative with which EPs can explore with young people their rights to equity

through appropriate support.

Ly adzyYrNEBSZ NBO2YYSyYRI (i lDbgabAutAofitidd afsindd | Y R

from this research include:

T 9t QalodalA&hority officers should adopt strengtfisussed language
when describing autistic young peoplereports and communication with
schools, parents and young people themselMdgsmust be balanced with a
focus upon the provision that will be required to meet their support nesals

that young people do not miss out on the support they need
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71 Local Authority officerand s&ool staffshould receive training in the role
language plays y G KS O2y a i NWzO(G A2y afdkheé 2 dzy 3 LIS
implications of this upon their practice.

1 There should be a focus upon centring around the voice of the young person,
through the use of persceuentred resources such as PA(pHnning
Alternative TWY 2 NNRP 64 Q gA UK | 2LIS0

1 Targetdor change should be econstructed with autistic young peopénd
should avoid being centred solely around the concerns held by adults around
the young person.

1 EPs should be senskito the anxiety that discourses around @mkndence can
create in autistic young people who have to negotiate greater expectations of
independence placed on them through society, with the awareness of their

own ongoing support needs.

4.3 Limitations and directions for future research

It is suggested that this study makes a unique contribution to the literature due to its
methodological approach. It is the only study that the researcher is aware of which
uses Discourse Analysis to explore the way autistic adolescent girls construcetifiei
concept and social identity. The insights this has enabled build a further layer upon the
existing literature which has explored identity and smihcept through individual
experiences. Nevertheless, the study has several limitations, and thefarérer

guestions which the research raises which might provide a direction for future

exploration.

Whilst the methodological approach offered a different lens through which to view the
subject matter, the macrdevel, to a certain extent, necessitatesl@centring of
individual experience. As a result, there were certain experiences and constructions
captured in data collection that fell outside of the analytic remit and research
questions. In this way the research was not able to fully represent #leofiews and
experiences communicated by the young people. For example, some participants
spent time talking or writing about their experiences of school and alluded to moving
between mainstream and specialist settings, and the way they felt they betbimge
GKSaS aSitiaay3dad 2KAfald GKSNB Aa az2yvys Ay,
experiences of school it is generally dominated by other voices (parents and teachers
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or autistic boys) rather than autistic girls themsel{&€smlinson et al., 2020)
Consideration of the impact school experiences are likely to have on autistic
adolescent girl@dentity and wellbeing mabe a future area for consideration
Furthermore, thedecision to withhold participant identifierim order to retain a focus
upon the macresociological levednd to avoid the imposition of identity labels by the
researcheWillig, 2001) thisdoes impact upon the replicability of ttetudy, and
removes the opportunity to explore how other identity characteristics might have

impacted upon the ways individuals in the study constructed the self

The research design and analysis has been undertaken by a sole researcher who does
not havea diagnosis of autism. There are important ethical debates taking place within
the autistic community about research, and the importance of autistic people being
WEALISF 1 AYy3d &adzoa2S0iaQ oK2aS LI NIGAOALI GAZ2Y
research thaprimarily concerns thenfChown et al., 2017; DurbMWestby, 2009)
Furthermore the findings were not discussed withe young people that took part.

Doing this would have given participants opportunities to add to, or challenge
interpretations. Future studies using Participatory Action Research wmildnly

meet a moral and ethical obligation but may also improve the-veald validity of

what is researched and how it is interpretédhown et al., 2017)

C2 dzO dzf (i Qa (FRubaNItA1RFAPdk a ditkadldtance in exploring how power
operates at a social level through many different types of discourse. Whilst this
approach has enabled a critical stance with which to explore the discourses available
to and taken up by autistic adolescentien constructing self, the data source has not
provided the opportunity to examine the discourses taken up by others when
constructing girls with autism. Further DA research might therefore explore how other
sources of discourse construct the identity aftiatic adolescent girls. Such sources
might include EP reports, policies, strategies, social media content, or the views of
parents, school staff, or other professional$is might enable further exploration of

the particular ways power operates througlscourses that shape the way autistic

people are constructedh society.

A further limitation for consideratioconcerns thevay in which the research failed to
consider how a feminist positiamight have added more criticality to trenalysis

Emancipabry researchby Kourti & MacLeo@2019)with autistic adults raised as girls
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reported participantsrelayed powerfufeelings of alienation provoked by pressure to
O2y TANY g4 & KINORSY wed ddéneurdypical expectations
Furthermore Krahn & Fentorf2012)used a feminist lens to challeng@aronCohers
(2010)Extreme Male Brain theory of autism with gresifect, arguing thatutistic girls
are being undediagnosedoartly as a product of sex stereotypinghe

intersectonality of gender and autism upon identity construction may have provided
richer insights into participantseltconstructions Understanding more about how
discourses in society construct autistic girls, and adopting a feminist position, could
support further insights into why they are more often unetiagnosedLoomes et al.,
2017) andprovide further insights into the complexities thfe construction of self

through discourse.

4.4 Conclusion

This research makes no claims of universal truths about how all autistic adolescent girls
construct seHconcept and social identity. Themes did naterge, rather they were
constructed as part of a research and personal journey of one individual researcher,
based on understandings of wha autistic adolescent girls shared through journals

and interviews. However, this work has enabled exploratiothefway in which the

use of certain discourses can be used by autistic adolescent girls in constructing self
concepts and social identities and considered some of the consequences that might
result from such repertoires of talk. Consideration has beenngiwesome of the
implications for Educational Psychologists that arise from these explorations, and

possible directions for future research.

It is hoped that by focussing on the discourses that are available, those professionals
that are involved in workig with and supporting autistic people, will gain a greater
understanding of the social actions that may potentially result in the knowledge claims
that practitioners make&Burr, 2003) Through such a focus, combined with reflexive

and compassionate practice, autistic people may be more likely to experien

supportive and understanding spaces that enable authentic and safe expression of self.
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Part 3: Critical Appraisal
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1. Introduction
The following section presents a critical appraisal of the research outlinearir2. It

will take both a reflective and reflexive stance towards the research process, and to
the contribution to knowledge made by the study. It will present an account of the
inception of the study, methodology, philosophical worldview, ethical considerations,
analysis of the data and implications for knowledge and practice. It will be written in
the first person, to reflect the present and active role of the author in all aspects of this

research.

2. hception of the research
| first became interested in the constructions of autism in my role as an Assistant

Educational Psychologist. | was involved imultidisciplinary Social Communication
Assessment Team (SCAT) that was tasked with assessing children and young people to
see if they met the criteria for a diagnosis of autism. | was struck by the imprecise
nature of the assessment process. | listérie Paediatricians, Speech Therapists,
Occupational Therapists and Educational Psychologists (all of whom | constructed as
experts in their field) discuss, define and assign meaning to the behavioural

presentation of children and young people.

| reflected on the ways that an autism diagnosis was talked about by professionals who
conjectured over the utility of providing a diagnosis in particular cases and was struck

Fd GAYSa o0& GKS 06aSyO0OS 2F GKS @&2dzy3 LISNJ
professionds over what had the potential for wideeaching impacts on the support

and ongoing provision a child or young person would receive. For example, access to a
particular local educational provision was contingent on a diagnosis of autism. |

wondered, alongide colleagues, whether the young people concerned would find a
diagnosis helpful or limiting, and to what extent a label like autism might come to

define their lived experience.

My journey to this subject is also a personal one. When | started to engdl the

literature around autism in girlBargiela et al., 2016; Cridland, Jones, et al., 2D14)
0S3Alty G2 y2GA0S Y2NBE RAAGAYy Ol LI GGSNya 4.
appeared to experience the world. My own constructions of autism were challenged,

and | began to exploré as a lens through which | might be able to make sense of the

way they may be experiencing the world around them.
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On the journey to diagnosis, | noticed that as a mother | started to consider
behaviours, events and experiences and | wondered whethendi&g prompted a
reframing of self for those who were diagnosed during adolescence when identity

formation is posited to be the main developmental tgBkikson, 1968)

It is important to acknowledge these professional and personal experiences, as they

have influenced my choice of research questions, and may also hifweniced the

analysis of data. In order to manage this, | kept a reflective journal (see Appendix M)
throughout the research procegshern(1999 as cited infufford & Newman2012),

as well as bringing any pertinent reflections to supervision. At tipagicipants

stories resonated with the experiences my child has shared with me and it was

therefore essential to reflect on that in my journal. This was for two reasons, both

explored byTufford & Newmar(2012)in their examination of bracketing in qualitative
NEaSINOKd ¢KSe& Ll2aAiAd GKIG oNFXO1SOGAYy3a Syl
RSt SGSNA2dza STFFSO0ha 2F dzyl O1ly26f SRISR LINJ
researcher from the cumulative effects ohat may be emotionally challenging
YEOGSNREFEE 6L dH0d 2 KAT &l oNFXOlSGAYI A& Y
phenomenological and grounded theory approack&sfford & Newman, 2012)

considered that it was a highly relevant practice to adopt in this research, in

recognition of my own personal connection to autism.

My motivation in researching this area, prior to the literatureiesv and development

of research questions was to:

1 Explore how young people construct an understanding of the self in the context
of an autism diagnosis.
1 Relate the findings to the practice of professionals supporting autistic young
people.
3. Ethical conderations regarding researcher reflexivity
Before continuing it is important to make note of the ethical considerations | have
needed to consider in the writing of thesitical appraisain relation to the more
personalinceptions of research and abouttm LJ2 & A (A 2 y | INBSES | IND KIS N®)
(tobe explored latetp KAf ad y20 | LI NGAOALIYG Ay GKA

my journey towards this research area and process has been acknowledged in order to
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provide a fully reflexive account. Thigrays with it two ethical difficulties, firstly in

relation to consent, and secondly in relation to anonymity and confidentiality.

In exploring the question of consent, | considered the potential power imbalance of a
mother-child relationship, and whethasonsent from my child for them to be referred
to in this appraisal was fully possilfRunswickCole et al., 2016 However, as they are
17 years oldwe both (myself and my child) consider they have the capacity and
reflective ability to fullyconsider their inclusion in this appraisal. After fully exploring
this with them, and the fact that this critical appraisal would be published in an online
repository, they were able to confirm they were happy that | explore my experiences
as a mother to a autistic child in my account. In terms of anonymity, by way of the
fact that | as researcher am identifying myself, then | am also implicitly identifying my
child. Again, this was explored together, and we agreed that | would not include any
reflectionsor details of their personal journey or experiences in order to ensure | did

not encroach on their right to confidentiality.

4. Philosophical worldview
| was not hoping to make broad truth claims about the lived experiences of all autistic

people. Even ibne sets aside the instability of identities in adolescefidanstra et al.,

2009) as researcher | positioned myself along$aéter & Wetherell (1987)who

advocate the abandonment of the conceptofthesmfSy GAG &Y GG KS |j dzSa&
becomes not what is the true nature of the self, but how the self is talked about, how

Ad Al GKS2NARASR AY R hgisindyNoiafed withinddseciall 0 @ ¢ |
constructionist and relativist worldview. This philosophical positioning would form the

basis of many of my research decisions as discourse, rather than individuals, would

form the object of my studyPotter & Wetherell, 1987)

5. Locatingny research within the theory amdsearch and conducting theterature
Review
The process of locatingy research within the relevant theoreticlsameworksand

broader research base was complex due to the many elements that my research
interest encompassed. There was the neegbtovide a context for understanding why
autism in girlsthe development okelfconcept and identityduringadolescencgethe
impact of diagnosis on identityere allimportant, and to present the way in which |

viewedthe intersection between the different areaBach of these areas have vast
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amounts of research anitheoretical ®nsiderationsand whilst theyformed the basis

of my research question it was outside of the scope of a medium sized piece of
research tgorovidein depth literature reviews in each area. What | sought to do was
provide avery briefcontext of whatkeythemes,theories or studies were of relevance
in each area in order to set the scemewhich my research, arftbw | designed my
literature review were setFor examplein considering the question of why
adolescencavas particularly relevant in considering identity constructidalt that

9 NR 1 a 2 yvwidely adted drebeniinal research was important teference
alongside some of thmore recent research around thesaral correlates of self in

adolescence (Sebastian et al, 2008)

In deciding what was of interest for my literature review | focussed wpboat the

current peerreviewed, published literature could tell me about my research question,

that is how do autist adolescents construtheir selfconcept and social identities?

Due to my ontological positioning,was more relevant to explore qualitative studies

la GKS&asS ¢2dZR 0SS FotS G2 GStf YS | o2dzi |
than quantitative studies whichfor examplefocus on thecategoriesor statement

typesautistic adolescents use ttescribe the selfLee & Hobson, 1998)realised that

| was unlikely to find mangualitativestudies that askeavhat | was asking explicitly

but felt that | may likely findhemesof selttalk within studies with autistic adolescents

that had otherresearch questions. | therefore developed my search terms to

encompass studies thaty Of dzRS R { K SWddlésdeica > YA B G RIS
WAYRISAG2Q YR Wa20ALrf ARSYGAGe? @seéAppeddixdzZRA y 3
A for the detail on search terms used). | decided not to restrict myself to studies about

girls only asfelt that this would result in too few studies teview due b the lack of

research with autistic girld_ai et al., 2015)This ended up beingue, with only one

study (Gaffney,2020) which focussed exclusively on girls.

Following training in the University on Conducting Systematic Searches | conducted a
systematic search of the literatute ensure | included any studies that were of

relevance. | provide more information on this inrfPh2.1.

After the process of siftinghrough studies following a literature searchdnsidered
how | was going to review the literature | had fourid considering what type of

review to conduct was again cognisant of the purpose of the review. | wanted to
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understand how he published liérature had already sought to address my research
questiong that is how do autistic adolescents construct their selhicept and social
identity? A paper byGrant & Booth, (2009resented a summary of the different types
of reviews thatare found in the published literature. On reflecting on the purpose of
my review | settled osynthesizing the literature in a narrative styterant & Booth
(2009) term this type of review'&ystematic Search and Review" (p. 95) argle it
offers thebenefits of the systematic search to ensure all relevant literature is inlcuded,
alongside the criticality element of a critical review. Ybaggest that such reviews can
be structured in a narrative style organised in a number of waygseldap organie

mine intosections determined by the broad aims of the research paper being
discussed. When it came to present a summary of the literatuagcheinpart 2

however, | opted targanise the research around themes found across the studies in
order tosummarise how the current research suggests autistic adolescents construct

the self.

6. Methodology and Analysis
Whilst | had made the decision that | wanted to understand how a concept of self was

constructed in light of a diagnosis of autism | neededriderstand what form of

analysis would best suit my research aims.

5.1 Deciding on a methodology
Willig (2001 )provides an accessible introduction to the different methodologies within

qualitative research methods overall. | had been reading thisdkxtgside my

deliberations for my thesis topic and | was drawn backiszourseAnalysis(DA,a

method | had used in my undergraduate dissertation 20 years previously). This

triggered some reflections for me about the social actiBarr, 2003}Yhat results from

0KS g1 @& 9t aQ -candtyic tie Ntkideih ank yoing geaple, families and
systems that they work with. Social constructionism is at the core of COMOIRA
(Gameson et al., 2008nd consultation(Wagner, 2016)both of which | was using in

my everyday practice as a Trainee EP. | reflected on the way that EPs constructions are
likely to be taken with more gravitas@ LJS2 LJ S RdzS (2 2 dzNJ LIS NJ
These thoughts were triggered when reading bBilnr (2003and Willig (2001)
GNARGAY 3T | 02dzi C2dzOl dzf 6 Qa GKS2NAS&A | NRdzyR
paper byBillington (1995Whichexplored the way in which Discourse Analysis can be
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dza SR o0& 9ta (2 SELX2NB y2i 2yteé &a20Alt NJ
relations which can be connected to structured social positien 6 LJ® oT U0 d ¢ KA
Y& NBFESOGA2ya Fo2dzi K2g GKS [/ ftAYAOFf t &
autism opened up ways of talking that | had not felt were fully legitimate until that

point.

Discourse Analysisan approach with a range of methodologies withinit.an edition
of Educational Psychology in Practikemerant22008)explores howesearchers can
determine which DA methodology is most suited to th@ioject. She presents a table
of the most commonlyised DA methodologieand places them on a continuum from
micro to macroapproacheswhich isreproduced in a summary forimelow.

Tablel0: Summary of commonly used DA methodologies, adapted from Pomerantz
(2008)

Micro analysis of discourse o Macro analysis of discoqrs
Wwra Ly SYyR Ay AGasStTQ WEa | YSEtya 3z
Conversation | Ethnography of | Discursive Critical Foucauldian
Analysis communication | Psychology | Discourse | Discourse
Analysis Analysis
Aims Investigates Seeks to identify | Aims to Shows how | Recognises that
language what speech identify how | phenomena| LIS 2 LJ S Q&
above the patterns occur in| peopleuse are identities, subject
sentence aparticular discursive constructed | positions and
Looks for community or resources in | through objectsof which
patterns in culture. order to acts of they speak are
structure and | Considers social | achieve speaking continually
organisation of| cultural interpersonal | and writing. | restructured and
talk. significance of objectivesin | Exposes redefined
speaking in social issues of through
certain ways interaction. | power. discourse
Examines how
power in society
is supported by
WNBE3IAYSa

(Adapted from Pomeran{2008, p.7)

In exploring whicltapproach to use | went back to my original intere$tow did

autistic adoéscents construdheir knowledge okelfand what social action might this
result in(Burr, 2003} This clearly put me on the righiand side of the above tabkes |

was not so much concerned with interpersonal objectives at the individual level, rather
| was interested in the discursive worlds that autistic adolescents are living in, and the

ways of being that this offers to them.
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Willig (2001) explored how Bcursive Psychologykplores how,dr NIi A OA LI yda &
aidlr 1S Ay a2 @d121)at thenietdtibna levelny Bekbed me to decide
that this was therefore not the best methodology to explore my research aimdad it

not support exploration bthe macresociological level.

This left me with a decision to either use Critical Discourse AnéGBipr FDAVan
Dijk (2001)writes that CDAexplores howpower, abuse, dominance and inequality are
enacted, reproduced and resist@asocial and politicalliscourse Qritical discourse
analysts takean explicit position, andeek tounderstand, expose and resist social
inequality. Whilst | did want to explore issues of power, | was not sure tthiatwas

the endgoal of my research aimsurthermore Pomerantz (2008) citexitique of
CDAwhich suggestpower is often accrued to some individuals and not others, and
how it does not give enough i (i Sy GihbvtlyfeselisBuesiof power are constantly
dzy RSNJ yS320GA1 A2y o6(Romeskntd, 200 AAIN shplying thiy K S
to my research considered that would hope to explore ways that participants in my
study resistedssues of powethrough their talk.Pomerantz further contends that
poststructuralistapproaches (like FDA) offer up ways of exploring how different

positionings camrovide opportunities for the development of resistance

| considered that | was seeking eéxplore further howpower works througlavailable

'y R WO2 Y YdisgburseS fisih&daerhapsarisen from my reading d@illington
(1995a)who posits thatn order to practice reflexiveligducational Psychologists

should make explicit to themselveswer relations in their workshould explorghe

multiple meanings of talkandexplorethe reasons that certain meanings gainvilege

over othersBillington arguesthatt G G Sy G A2y (2 RA&O0O2deNAS OF
only meanings, but also those power relatiomisich remain active in all owork but

GKAOK g2dzZ R 20KSNBAAS (p3H0)AS/SULK,Adorcliided teaN dzy |
FDA was the DA approach most closely aligned withesgarch aims.

Foucauldian Discourse Analysis (FDA) facilitates a wider focus on the social discourses
thatOl'y 68 RSGSOGSR Ay LIS2L)X SQa Grfl1= yR ¢
by, or are able to resist and reconstruct the discursive object. Rather than focussing
primarily on the performative value of certain ways of talking through a discursive
psychological approacfWwillig, 2001)jn FDA the power agendas are located within the

discourses that a society makes available to its discursive sufigats 2003) This
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analytical approach provided a lens through which to explore participants personal
accounts in the context of wider societal discourses, and | hoped it might alporsup

SELX 2N} A2y 2F (KS waz 6KIFGQ FT2NJ 9RdzOI G A
dominance of discursive repertoires made available in society. In other words, by
examining the discourses that participants draw upon to construct self, | hoped that

FDA might enable exploration of the social actions that might result from such
constructions, so that as EPs we might reflect on our own use of discursive repertoires

around autism.

5.2 Data collection

5.2.1 Designing data collection
In considering how to diect data | considered other DA research around autism. Some

made use of prexisting and naturally occurring datasets for analysis, such as
newspaper article$ h Q5 St t g . NBcalynedRagdhter(Shakes ét al.,
2020)and online chatforumé . NR gy f 2 46 3.l wa 8l aviake ofmarratived
approaches that explored constructions of autism by studying viogs made by autistic
advocategAnguleJiménez et al., 2019; Angulo et al., 20484l initially considered
whether vlogs might provide a naturally occurring dataset. However, both the ethical
considerations of gaining consent, and the requirements of the doctoralranog

necessitated a different approach.

At this point in my research journey Covid19 had begun to impact work practice and |
was concerned that data collection would be impacted by national lockdowns. | opted
to design data collection around the assumptibiat faceto-face contact would be
severely restricted during the timeframe | hoped to collect data. Initially, | held some
ethical concerns about conducting virtual interviews with a vulnerable population
during a time of heightened anxiety due to Covidli®exploring other options | noted
that Humphrey & Lewis (200&)ade use of diaries in their research with autistic
adolescents, positing that they can present a less intrusive and arptietypking

option, ard facilitate access to personal information that might not necessarily emerge
in an interview context. From this, | developed the idea of requesting participants to
write journal / blog style text entries based around the themes that | was seeking to

explare.
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| produced a writing guide for participants with some very brief sentence starters to
provide a concrete example of what each heading was seeking to find out. Whilst | was
cognisant of not wanting to direct what participants wrote | was also awatkeof

need to support the likely need for scaffolding in this specific population to produce
personal accountéStevenson et al., 2016 citing Goldman (2008hilst | did wonder
whether my concrete examples wouldlurence the content too strongly, in reality the

diversity of writing in the journals showed that this was not the case.

5.2.2 Participant recruitment
The online nature of the recruitment methodology (for most participants) meant that

there were no checkm place to ensure that participants had a clinically confirmed
diagnosis of autism, rather | took on trust that parents and young people would only
sign up if they met the criteria. | considered that this is a question for all online
research, in that bw can one be assured of tiueCdentity of participants, given

the anonymity that communication via the internet offafs. N2 gyt 26 9. h Q5S¢
Furthermore, whilst was in the recruitment phase a potential participant got in

contact to say that they now identified as male but they had still identified as female at
the time they were diagnosed. | reasoned that as my research was upon the linguistic
construction of sH, it did allow both natal female and those identifying as female to
take part, and therefore if participants identified with my recruitment criteria that they
were welcome to take part (this young person decided not to take it further).

However, this diggrompt some consideration of my criteria as it potentially excluded
people who are outside of the gender binary, especially in light of the research which
suggests that there are higher levels of gender variance in autistic populations, with
autistic nata femalesdisplayingower gender identification thaboth autistic natal

males anchon-autisticnatal female (Cooper et al., 2018).

5.2.3 Amending data collection
As | recruited participants and as the data started to come in, | began to become

concerned that the data corpus would be too small for a doctoral research Stimbn
considering the research methodology literature it became clear that sample size was
not a simple question to answer. | was unable to find clear recommendations in the
literature around sample sizes in DA, howeBeaun & Clark¢2013)suggest that in a

small sized project a minimum of 1 interview or 10 participant generated textual data
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sources are common in pattern based DA projects. At the sameBrnaugn & Clarke
(2013) recognise that there are no agreed rules for sample tiaecan be applied.

The present study uses two types of data collection methodology and | was unable to
find clarity in the literature about sample sizes needed for medium sized DA projects.
However, using the concept of saturation (Bowen, 2008 as ait8daun & Clarke

2013 | considered that a decision on sample size may need to be made once data
started to be collected. Using the questions put forward by Morse (2000, as cited in
Braun & Clarke 2018 (12 dzy RSNRAGI YR K2 ¢ Wi Kdwimichg Q G K
data was collected from each particpant would determine whether more data needed
to be sought for analysig&raun & Clark€2013)l R @ MWaa yodwant to make sure is
that you have enough data to tell a rich story, but not too much that it precludes deep,
complex engagement with the data in the timgailable€ (p. 56). Consequently, | used
this as a basis for decisions about whether further participant recruitment was

required.

| wondered about opening up the range of data collection methods and was satisfied
that this was acceptable within Discour&aalysis which frequently involves a range of
data sources for analysfgvillig, 2001) | found research blpodds & Hess (202@hich

was concerned with the move to online data collection using Zoom video conferencing
technology with a vulnerable participant population during the Covid19 pandemic.
They found that participants reported that the experience of participating online
included being comfortable, nemtrusive and safe, engaging and convenient, and

easy to us€Dodds & Hess, 202@pespite my initial concerns, this prompted me to
wonder whether virtual interviews may in fact present opportunitsesl benefits for

vulnerable participants who might find fate-face contact more anxiety provoking.

| came across research around elicitation methods with autistic young people,
includingWinstone et al(2014) Winstone and colleagues had used actraitiented
interviews with young people to elicit their selescriptions and compared the
richness of descriptions with those produced in a setnictured interview. They
found that the use of concretec#ivities increased the complexity and depth of self
descriptions autistic young people produced. Similarger et al. (2019pund that
autistic adolescentshared autobiographical accounts with much greater clarity and
detail (and to the same degree as nrautistic controls) when there was a visual
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prompt, than when relying on free recall alone, axdrris et al. (2020found episodic

memory recall improved for autistic adults when visuatbal prompts were used.

The activity inWinstone et al. (2014hat elicited the richest selflescriptions from

young people was the sgffortrait activities. This reminded me Bfrawing the Ideal

Self (Moran, 2012¥or exploring seHesteem. | considered using this with the use of

the drawing pad orZzoom but when | trialled this at home | found that ease of use was
limited by the use of whatever internet access device was being used (for example
access to a drawing pad as opposed to a mouse). Eventually, | settled on adapting the
structure of the mehod, with use of a visual point of reference that | could share on

the screen using PowerPoint.

Following ethical approval to amend data collection methodology, participants were
provided with the choice to take part in an interview or produce a writtext entry.

One participant who had already agreed to take part through writing journal/ blog
entries but had not yet submitted their entry was contacted and also offered an
interview if that was a preferred communication option (all others had already
subnitted). She chose to take up the interview option rather than proceed with a blog

/ journal entry.

5.2.4 Conducting the zoom interviews
I had initially planned to conduct a pilot interview and had recruited an autistic young

woman | knew to run through gilot interview in order to check that the questions

and approach would support exploration of setincept and social identity. However

due to iliness the pilot interview was cancelled and with the first interview scheduled
for three days later there waso time to rearrange. In retrospect, | would have

arranged a larger gap between the pilot and the first interview. A pilot interview may
have provided the opportunity to understand how the interview schedule supported
exploration of the subject matter and amend the schedule in response to how the
interview progressed. However, | did also consider that each interview and the way the
guestions were received were likely to be highly individualised. Autistic adolescents
are a heterogeneous group and thereéoone could not reasonably predict how each

young person would interact with the interview materials.
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What | was able to do was to look at my proposed PowerPoint presentation with my

child who was able to reflect with me on whether the wording and thepsuiing

images made sense to them as an autistic young person. This was of huge value as they
ddz23SaidSR I ySg jdzSaitArazy oKAOK gl a GKSy |
82dz GKAY] 2F [ dziAaldAO LIS2LX S Kk ldziyAaday oS
unplanned and lasininute addition to the process highlighted for me the invaluable
O2YNROGdziA2Y | YR OPABBQ2XY KO RS 0ETE $1 N K A |
Davidson & Henderson, 2010)eflected on the benefits and the ethical imperative of
ensuring autistic voices are central in autism resed@imown et al., 20179nd how as

a nonautistic researcher | am likely to be applying my own newsomative

worldview to every stage of the process.

As | conducted each interview, | made reflections on how the questions were received

and how | needed to make amendments to fit them to the young person | was

interviewing (see Appendix I). | understood an influential study in conducting DA

(Taylor & Ussher, 200lhpd recommended taking a flexible approach to conducting
interviews based on the needs of the respondent, and thus took a similar approach,
sometimes reordering the questions, or skipping over them where content had

already been covered naturally through earlier conversations. After reflecting on the
research which suggests some people with autism have difficulty with auto

biographical memory recalCoutelle et al., 202Q)wondered whether reframing

j dzZSaGA2ya FTNRBY WK2g RAR &2dz o0ljdzSadA2y o o
AYIF3IAYS @2dz 62dz2f R ¢61jdzSadAz2y 0 AF &2dz RAR
elicitation. Therefore, the last iteration of the interview uskdt approach rather

than relying on autebiographical memory (see appendix liii).

| reflected that the changes in the interviews may have supported the increasing
amounts of data being elicited across each of the interviews, although with only four
participants involved in interviews it is difficult to judge whether this was just by
chance | wondered whether if | had used the final interview schedule with my first
interviewee, whether | would have elicited different responses. Upon reflection, |
conside that whilst it is likely that the conversation may have developed in different
ways, autistic people are not a homogenous group, and it is perhaps more important
to work dynamically with the individual with whom one is talking, than to imagine that
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a prewritten interview schedule will meet the needs of all participants in the same
way. | wondemwhether it is in the increasing confidence of the researcher as an
interviewer that supports a greater ability to respond in the moment, and therefore
supports geater elicitation of their views. Primarily however, the decisions made
about the way | conducted interviews were borne from an ethical perspective, seeking
to build an approach based around the needs of participéizcLeod et al., 2014)

5.3 Ethical considerations

The ethical considerations aroumparticipant wellbeing, confidentiality and informed
consent are discussed in part 2. Reflections concerning the wider ethical

considerations of my research journey are considered here.

Brinkmann & Kvale (200pyesent a compelling exploration of the ethics of qualitative

interviews and research and posit:

Beirg ethical means being open to other people, acting for the sake of their
322RX GNBAY3I (G2 aSS 20KSNER a GKS& | NJ
and biases on them. This kind of objectivity involves an understanding of the

social and historical contéx 2 ¥ 2y SQa GASGLRAY OGS F2NJI ¢
against a larger background of tradition, history and community... Ethical as

well as scientific objectivity is about letting the objects object to what we do to

them and say about them.
(Brinkmann & Kvale, 2005 p.161)

In examining whether my research3iva  dzLJ G2 . NAY (1 YlIYyyYy 3 Y@I f
research | am cognisant that whilst | have indeed sought to act for the sake of their

good, and being open to their ways of being, | do not feel | can claim to be free of my
own biases or ideas. However, Eauldian Discourse Analysis aligns itself with a

radical stance in the field of Psychology as it focusses upon discourse as the object of
study rather than individual@otter & Wetherell, 1987)in this sense, any of my biases

and ideas might be seen to be impacting upon the discourses | present, rather than the
individual lived experiences that participants explored. | havemenided to make

claims about the participants own inner realities or lived experiences.

However, this leads me on to consider another ethical dilemma | found myself

confronted with throughout the research process, and that is that | wondered whether
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participants expectations of how their stories would be analysed might differ from my
analytic approach. In other words, would they find that in using DA to analyse their
personal stories, that their individual personal experiences had been lost in the macro
level of analysis? In a DA thedmes (2019itesBrinkmann & Kvale (2015) as
suggesting that omitting information about the nature of a discourse analysis may be
considered deceptive. Whilst the recruitment informationrbypided (see appendices B
and D) did make reference to the way | would pay attention to the ways they spoke
about the subject, it did not make an explicit reference to DA. | believe | could have
provided a greater level of information to participants, eplng that my analysis

would be focussed at the level of language rather than individual experience. However,
this may have resulted in participants becoming very-seifscious about their use of
language rather than being able to speak freely, causintgér anxiety and potentially

limiting how much they contributed to the journal or interview.

5.4 Data analysis

5.4.1 Developing the analytic steps
Initially, 1 had hoped to replicate the steps from a peer reviewed study and read widely

in the DA literatire with the hope of ascertaining which study presented a widely

accepted analytic process for Foucauldian DA. However, my reading of the literature
revealed that Discourse Analysis is more of an approach than a tightly defined series of
steps(Billington, 1995BorSus & Bergsirm, 2017; Edley2001; Greckhamer et al.,

2014; McLaughlin & Rafferty, 201DA theorists largely agree that analysis is not

Fo2dzi F2ft26Ay3 NHzf S& 2NJ a0 NAOG LINE OSRdzNJ
emerging patterns tentatively, and being willing to abandw revise as the analytic

process develop8Netherell & Potter, 1988; Wetherell et al., 200Epley (2001)

GNARGSa o02dzi GKS ARSEF 2F 5! |a | YwaN> Fi

well in order to develop an analytical process that serves the aims of the work.

As a novice DA researcher, | found this a daunting prospect. However | was also
cognisant that many aspects of qualitative research intrinsically involve Wifédrd &
Newman(2012) RSAONA G S | a GKS beingadnfosaBle vtk I £ £ Sy 3 S
ambiguité 0 LIJP pO P ¢ KNRdzZAK LISSNJ adzLISNIBBAAAZ2Y &
came to appreciate that the journey of building an analytic process whilst being firmly

rooted within the pringples of FDA, was part of what constitutes doing DA. Through
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reflective conversations and through these readings | developed enough confidence to
explore what analytic steps would support exploration of the data considering my

research aims.

Pomerantz22008)in her summary of DA approaches ciiarker (1992as one of the
LINEYAYSY (G GKS2NRAR&Ga Gapprodh firdher mite anSabaBticcS R C 2
techniquefor FDA andWillig (2001) had also producepliidelinesfor conducting FDA.

| was drawn initially to the apparent simplicity Willig (2001)ut found thatexplicit

steps forexploration of the use of power was missing from that appro&arker
(1992)on the other hand, presents an apparently complex series of steps, that
nevertheless does enable such exploratiddsingParker (1992andWillig (2001)

started to craft an analytic proceg&dley, 2001dhat would support exploration of

how participants construct the self through discourse, and what ways of being and
doing, or in other words what social action results from such constructidus,

2003) | present an account of how my analysis corresponded with efgsifrom

Parker (1992and Willig (2001)n part 2.

5.4.2 Data analysis

The first step of data analysis started withnmarsion in the data through repeated
readings alongside free associations. | was aware of not rushing through the analytic
steps asAntaki et al. (20033itesWiddicombe (1995as saying:

GOKS FylrfeidAO NHzaK (G2 ARSYI(Adaseriausa O2 dz
business of accounting for their political significance may be partly responsible
F2N) 6KS G(GSyRSyoOex (2 AYLWzGS GKS LINBas:

7 A

gAGK2dz0 SELX I AyAy3d (K ol &A & .B08.NJ aLISO.

It was important for the data to be something | could sit with, notice and reflect on so
that | could identify any patterngarker (19923oes recommend that any free
associations should be undertaken alongside another person to enable a wider frame
of reference. Unfortunately, | was not able to do this due to the Covid19 lockdown in
place at the time, and | wonder what ditesn my results might have taken if | had

been able to include other people at this stage. It may have been particularly insightful
to involve a focus group of autistic people at this stage, which would further centre the

analysis around an autistic insideoice(Joyce Davidson & Henderson, 2010)
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Step 2involved identifying dlof the instances in the text where the discursive object

was mentioned, either explicitly or implicitly (see Appendix K). As | was seeking to
understand constructs around sélf2 Yy OSLJi | yR a20Alf ARSYGAQd
discursive object. At timeis became difficult to establish whether implicit self

references were being made. For example, in talking about their mother having a
diagnosis of autism, could this be viewed as an implicit reference to an autistic self, or
rather was this more of acénii NHzOG A2y 2F Wl dziAayQ a GKS
considered it was the latter but certainly there were decisions that had to be made

about whether participants setfillk was constructed in talk that was explicitly

referencing something else.

In step 3 tkere was a move to identifying patterns in the way the self was constructed.
Initially | did this on paper, clustering around some initial patterns that | had started to
notice in step 1 and adding to them as | worked through the dataset (see Appendix K:
step 3). This stage was complex, and | found | needed to step away from the dataset at
times in order to reenter the process with a clearer mind. As | assigned quotes to the
emerging construct patterns | noted which participant had said them in order to
produce a tally (see Appendix L). Where less than half of participants made use of a
construct, they were discarded and thus | came to focus on those constructs where
more than half of participants made use of them. | then moved over to a Word table
where | was able to easily move quotes around and develop the constructs more fully.
| found that some quotes were used in multiple constructs and discourses due to

different aspects of what they communicated.

| found this the most challenging stage and was conegat times | was moving

towards thematic analysis due to the way that | was clustering quotes around themes.
| wondered how this was different to Thematic Analysis, and whether | was simply
producing themes of talk. However, | have subsequently reagargayBraun &

Clarke (2019vho acknowledge that reflexive or critical Thematic Analysis is a very
similar analytic approach to DA. Furthermore, TA does not, as a general rule, then
delve further into themes to discuss wider implications of use of such themes in talk,

and it does not retain a focus upon the performative role of language.

In steps 4 and 5 | nved towards analysis of the discursive patterns and constructs

that had been identified from the dataset. | used a series of questions (set out in part
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2) which supported me to view the data through a DA lens. It was an iterative

approach which essentialy St 4 1jdzZA S wySaaeQ a Glf]1 R2
discourse within which it stays positioned, rather it is fluid and moves between

differing and often competing discourses and ideas. | felt as | became immersed into a
specific discourse, exploriige many different ways of being and doing that are

opened up or shut down, there was a sense of being engulfed and lost within the
concepts. | found it hard to retain a sense of whether my analysis made sense outside
of my own construction of it, and waged that | was losing sight of the data itself. In

order to sense check, another DA researcher read through my results and discussion at
first draft stage and chatted through with me my unease and sense of disorientation. |
also found taking breaks from #ing and returning after a few days had passed

enabled me to regain a sense of clarity and judgement.

5.4 Reflections upon researcher subjectivity in the analytic process
Gadamer (1989, as cited BorSus & Bergsirm, 2017)states that every reader of a

text approaches it with their own prejudices. These are historically and socially
conditioned, a N2 RdzOG 2F (KS AYRAGARdzZ f Qad 26y KA
widely based on individual experience, understanding of the world, social, historical

and cultural contexts, and a myriad of other influences. Gadamer argues that these
prejudices ag the very starting point from which it is at all possible to interpret

meaning, but that the result is that it is impossible to fully reconstruct what the author
wanted to say through the text, as it passes through the interpretation of the reader
andthet NJ LIN62dzRAOSad Ly GKA&a ¢l & GKS GSEG A

meaning that has been constructed by the reader.

In this vein, it is important to recognise how I, as researcher, have brought to bear my
own experiences, worldview, biasesdaprejudices to the interpretation of the texts |
analysed. As researcher, | have approached this research with a myriad of life
experiences, personal constructs, beliefs and social contexts. | cannot claim objectivity
in the sense that an empiricist woullebpe to claim, rather | have brought my

subjective experience and prejudices to bear in the act of interpreting what the young
people in my research have offered. As a mother, | have experienced the diagnostic

journey of my child, who was diagnosed witltiam aged 16. To imagine that in

126



researching this area | could somehow distance myself as researcher from the

experience of mothering is not a viable position to take.

Katherine Runswiekole(2016) writes about tke dilemma of thedmother-researcheg
(P.2006 K2 FSIFENBR GKFG KSNI NBaSINOK gAft y2ia
dominated) academia or that, even in the context of qualitative research that pays
FGGSyGdAzy (2 GKS WLRAAKSRYBENLE@ARF aGRSA
WoAlFaSRQ FyR WLI NIolgehl.y2Qid o0t ®HnX wdzyaghaO

As motherresearcher | approach the task of presenting my research with a similar
fear. | acknowledge that objectivity is not an achievement of this work. Biieat
same time | assert that this does not invalidate the conclusions the insights | offer.

Rather the hermeneutics involved bring another layer for the reader to be aware of.

A social constructionist stance has supported a level of reflexivity thatv/éel

important to adopt as a person with personal lived experience as a mother to a child

with autism. As motheresearcher(RunswickCole et al., 2016) may recognise some

of the discursive repertoires identified in my research in my owadlexperience. |

YIe KIFI@S dzaSR (GKSY YeaSt¥Fx FyR L YlI& KI @
constructions of self. But | am not alone in that endeavour. As a reflexive practitioner |
KIS 02N¥yS gAaildySaa (2 (GKS glea oADK L |yl
beyond just represent ideas. We all bring our own prejudice (Gadamer, 1989), be it as

a teacher with stretched out resources, an LA officer balancing the meeting of needs

and budgetary constraints or as an EP seeking to find some agreed change issues
between school and home. The discourses we privilege will create social action and
shining a light on the possibilities for action that result from certain constructions can

offer profound insights that support reflective practice.

After writing up the firsdraft of my thesis | attended some training on gendered
classrooms and the professor alluded to her interest in the way autistic girls
experience gender. As she talked, | thought about my own dataset and recalled many
200l aA2ya ¢ KS NDoutdelNdas\highlygendared. Gor éxlariple, ohe
interviewee talked about her friendships with a group of boys and why that had been
preferable to one with girls, and another about how she felt she was different from

peers due to not liking makep. | becamne aware of a potential pattern in the data that
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I had not focussed upon and became concerned that | had missed the opportunity to

explore gendered constructions of selincept and social identity.

Thisisan area of thecurrentresearch thatepresents a limitatioras it fails to take
account of the wayghat a feminist lens might add to the criticality of the analysis. For
exampleKrahn & Fentorf2012)used a feminist lens to challen@aronCohers
(2010)Extreme Male Brain theory of autism with gresifect, arguingthat autistic girls
are being undediagnosedoartly as a product of sestereotyping When | returned to
the dataset | could segatterns in some of the participants talk that referenced
gendered identities and the ways that they often found themselves falling outside of
them. If | had adopted a feminist lens at the outsétyould havelikely supported

further insights into the waysemndered discoursaintersect withconstructionsaround
autism, and the ways thedeed into constructions o$elf. My omission to do so was a
result of the compleitiesin trying to pull togethe variousstrands of tleory and
disciplinegnto a conciseesearch focusMy energies were focussed upon trying to
understand and present a narrative that pulled together identity and-cetfcept,
autism, diagnosis iadolescence, and the particular isuimpacting girls with autism
However, | feel it would have added to the criticality if | had adopted a feminist lens

from the outset.

This provided a further opportunity to reflect on the research process and my own
adz0 2SO0UAQPS GASgAy3ad 2F GKS RFEGIET A0 o6& T

tf221a 4 I RIFIGLFLasSad KFa | aAA3IyATFTAOLYG AYLI
research. It is a point made lf@affney, 2020 KSy G KSe& FaaSNI aLd .
Ll2aaArAoAfAde 2F | Wydz GALX AOA(GE 2F YSIyAy:

relations that we can then see more clearly the individual subjects of our psychological
practices, and can beginto seeour& bl | f 4a2¢ O6LJD oTO P ¢KS TFA)
through my research are therefore an account not only of the way that the young
people in my research construct self, but also of the way [, as an individual with my
own lived history, make sense of those coostions.
7. Implications for knowledge and practice
This research does not seek to be an objective analysis of the way autistic young
people construct their sel€oncept and social identity in their talk. It is not seeking to
present objective realitie that exist independently of the social structures they
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operate in. Rather, it is an admittedly value laden exploration of the way discourses of
WGKS dziAadAO aSt¥FQ Oly 0SS dziAf AaSRI adzo.
young people. It s sought to explore the discourses that are available and taken up

by autistic adolescent girls, possibly in ways that their-d@gnosed selves did not

have access to. It has sought to consider what social a@@orr, 2003}his may then

result in.

In this regard, | consider that this research dase what it has set out to do. It has
offered some tentative, constructed knowledge about what discourses are
recognisable in participants talk, and then explored what ways of doing and being are
opened up or closed down through such talk. To my knowletigere are no peer
reviewed research studies that have sought to explore constructions ef@etfept

and social identity in an adolescent autistic population through Discourse Analysis.

The constructions that participants offered were recognisablefeoresearch, as
discussed in the discussiongart 2 of this work, however the discourses that were
drawn upon through those constructions are new offerings in this subject area. The
extant published literature takes a mickeew of the lived experienaeof autistic
adolescents, and whilst this is important, FDA does offer a wider lens through which to
explore the discursive roots and implications of such constructs. It enables a
framework through which to explore the social action that results fromadoci
constructiongBurr, 2003)n a novel way, anth a way that recognises the power at

play through language.

Whilst | have sought to represent the voices of autistic young people in this research, |
do not claim that | have captured the very essence of what they sought to
communicate in an exact and dituted way. Rather, | have sought to extract and shed
light upon the discourses that | noticed running through their talk, to think about what
these discursive repertoires may produce in the social world, and to consider what this
might mean for Educatia Psychology practice. Whilst | am cognisant of my fledgling
status as a DA researcher, and of the shortcomings of my work, | do feel that | have
offered some valid considerations of which repertoires of talk might be helpful, and
which might result in doss of power and agency for young women diagnosed with

autism.
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| put forward the view that it is essential that reflective practitioners consider the
impact of the discourses they choose to use about autism (and any number of
medicalised and deficit cergd diagnoses) and to consider the potential impact upon
the children and young people with whom they work. | propose that it is essential that
we build into our practice a consideration of the way that our social constructions are
being brought to bear othe children and young people we support. Use of a
framework such as COMOIRBameson et al., 2008)hich holds at its core the
recognition of social constructionism might support such an endeavour. My research
journey has further embedded this awareness into my worldview, and | intend to

incorporate this into my future practice as an Educational Psychologist.

130



8. References

Anger, M., Wantzen, P., Le Vaillant, J.,ufal., Bon, L., Guénolé, F., Moussaoui, E.,
Barthelemy, C., Bonndrilhault, F., Eustache, F., Baleyte, J. M., & GuiBégrd,
B. (2019). Positive effect of visual cuing in episodic memory and episodic future
thinking in adolescents with autism speatn disorder.Frontiers in Psychology
10(JULY). https://doi.org/10.3389/fpsyg.2019.01513

AngulaJiménez, H., DeThorne, L., Anglilmenez, H., & DeThorne, L. (2019).
Narratives About Autism: An Analysis of YouTube Videos by Individuals Who Self
Identify as AutisticAmerican Journal of Speethnguage Pathologp8(2), 56%
590. https://doi.org10.1044/2018 AJSEEB-0045

Angulo, H., Chan, M., & DeThorne, L. (2019). Life Is a Stage: Autistic Perspectives on
Neurotypicality Autism in Adulthoodl(4), 27&285.
https://doi.org/10.1089/aut.2019.0024

Antaki, C., Billig, M., Edwards, D., & Potter, J. (2003). Discourse analysis means doing
analysis: a critique of six analytic shortcomirigsughborough University
Institutional Repository

Bargiela, S., Steward, R., & Mandy, W. (2016). The Experiericasdfagnosed
Women with Autism Spectrum Conditions: An Investigation of the Female Autism
PhenotypeJournal of Autism and Developmental Disorgdé6610), 328%3294.
https://doi.org/http://dx.doi.org/10.1007/s10803016-2872-8

BaronCohen Simon, S. (200L&Empathizing, systemizing, and the extreme male brain
theory of autism. IrProgress in Brain Reseai@fol. 186, Issue C). Elsevier B.V.
https://doi.org/10.1016/B9780-444-53630-3.000117

Billington, T. (1995). Discourse Analysis: Ackowledging Intetjmeta Everyday
Practice Educational Psychology in Practit&(3), 3&45.

BorSus, K., & Bergdtm, G. (2017 y I f @ T Ay3 GSEG FyR RA&O2dzN
the social sciences

Braun, V., & Clarke, V. (2018uccessful Qualitative Researchracfical guide for
beginners SAGE Publications Ltd.

Braun, V., & Clarke, V. (2018nswers to Frequently Asked Questions about thematic
analysis https://doi.org/10.2307/3681362

Brinkmann, S., & Kvale, S. (2005). Confronting the ethics of qualitate@rcls
Journal of Constructivist Psycholpy$(2), 15%181.
https://doi.org/10.1080/10720530590914789

. NRgyt26 / ®X 3 hQRSEEI [ D O6HnAnncOD [/ 2yail
MENTAL RETARDATI@NI. 44). http://meridian.allenpress.condad/article-
pdf/44/5/315/2045901/004 76765

Burr, V. (2003)Social Constructionism (second editiddyutledge.

Chown, N., Robinson, J., Beardon, L., Downing, J., Hughes, L., Leatherland, J., Fox, K.,
Hickman, L., & MacGregor, D. (2017). Improving resesvolt us, with us: a
draft framework for inclusive autism researdbisability and Societ2(5), 72,
734. https://doi.org/10.1080/09687599.2017.1320273
131



Cooper, K., Smith, L. G. E., & Russell, A. J. (2018). Gender Identity in Autism: Sex
Differences in Soal Affiliation with Gender Groupgournal of Autism and
Developmental Disorderd8(12), 39954006. https://doi.org/10.1007/s10803
01835901

Coutelle, R., Goltzene, M., Bizet, E., Schoenberger, M., Berna, F., & Danibh, J.
(2020). Seiftoncept Claty and Autobiographical Memory Functions in Adults
with Autism Spectrum Disorder Without Intellectual Deficierlmurnal of Autism
and Developmental Disordeisttps://doi.org/10.1007/s1080320-0444 X

Cridland, E. K., Jones, S. C., Caputi, P., & Magde® ! ® OouHnmno® . SAy3
world: Investigating the experiences of girls with autism spectrum disorders
during adolescencelournal of Autism and Developmental Disorgé4¢6), 126%,
1274. https://doi.org/10.1007/s108081319856

Davidson, I 9 | SYRSNE2Y S +® [ ® OHAMAODP &/ 2YAY:
identity and disclosureSocial and Cultural Geograpiiyi(2), 15%5170.
https://doi.org/10.1080/14649360903525240

Dodds, S., & Hess, A. C. (2020). Adapting research methodology duringl®OVID
lessons for transformative service researdburnal of Service Management
https://doi.org/10.1108/JOSM)5-2020-:0153

Edley, N. (2001). Interpretative repertoires, ideological dilemmas and subject
positions. In M. Wetherell, S. Tayler, & S. Yates (E¥sgourse as Data, a guide
for analysis SAGE Publications Ltd.

Erikson, E. H. (1968jlentity: Youth and Crisislorton.

DFF¥FFySes Wd / ® SHnunOd aLIQa FdziAays AGQ:
spectrum diagnosis with adolescent females using Interpretative
Phenomenological Analysisducational and Child Psycholp8¥(1), 13&;149.
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=psyc16&NEWS=N
&AN=202013688007

Gameson, J., Rhyddrech, G., Ellis, D., & Carroll, T. (2003). Constructing a flexible model
of integrated professional practice: Part Conceptual and theoretical issues.
Educational and Cldi Psychologyhttps://doi.org/10.1080/02667361003768476

Grant, M. J., & Booth, A. (2009). A typology of reviews: An analysis of 14 review types
and associated methodologigdealth Information and Libraries Journ2é(2),
91¢108. https://doi.org/10.1111§.1471-1842.2009.00848.x

Greckhamer, T., Professor William, A. W., Rucks Professor, C. M., Cilesiz, S., &
Professor, A. (2014RRigor, Transparency, Evidence, and Representation in
Discourse Analysis: Challenges and Recommendations

Humphrey, N., & Lewi§, ® OoHnny o ® aal 1S YS y2N¥IfEY ¢F
pupils on the autistic spectrum in mainstream secondary schéaism 12(1),
23¢46. https://doi.org/10.1177/1362361307085267

Jones, A. (20199 b2y S fA1Sa 6KFG L &l éndlyisef C2dzOl dz
Problematic Absenteeism from Schd@ardiff University.

Klimstra, T. A., Hale, W. W., Raaijmakers, Q. A. W., Branje, S. J. T., & Meeus, W. H. J.
132



(2009). Maturation of Personality in Adolescendaurnal of Personality and
Social Psycholog96(4), 89&912. https://doi.org/10.1037/a0014746

Krahn, T. M., & Fenton, A. (2012). The Extreme Male Brain Theory of Autism and the
Potential Adverse Effects for Boys and Girls with Autikmarnal of Bioethical
Inquiry, 9(1), 93;103. https://doi.org/10.1007/s1167811-9350y

Lai, M. C., Lombardo, M. YAuyeung, B., Chakrabarti, B., & Baf®ohen, S. (2015).
Sex/Gender Differences and Autism: Setting the Scene for Future Research.
Journal of the American Academy of Child and Adolescent Psychiiry 1k
24. https://doi.org/10.1016/.jaac.2014.10.003

Lee, A., & Hobson, R. P. P. (1998). On developingosedépts: A controlled study of
children and adolescents with autisdournal of Child Psychology and Psychiatry
and Allied Discipline89(8), 11311144,
https://doi.org/10.1017/S0021963098003023

MaclS2RZ ! ® D®> [SgAaz ! &3 g w20SNlLaz2yszs / o
a participatory methodology with individuals on the autism spectrum.
International Journal of Research and Method in Educasidi@), 40%420.
https://doi.org/10.1080/1743727X013.776528

aO[ dAKfAYSY {dX g wlkFFSNIE&s | & ouvnmMnOd a.
RAF3Ay2aia 27T | EdiCahcBabaddChild PsygheldagEly, 63d
78.
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=psyc11&NEWS=N
&AN=201417093-006

Moran, H. (2012)Drawing the Ideal Self: A Personal Construct Psychology Technique to
Explore SelEsteem 1¢34. www.drawingtheidealself.co.uk

Norris, J. E., Crane, L., & Maras, K. (2020). Interviewing autistic adults: Adaptations to
support recall in police, employment, and healthcare interviefugism 24(6),
1506¢1520. https://doi.org/10.1177/1362361320909174

hQ5SttX [ @ g .Medi iepbriisdidirks betweerd MMRapd@autism: A
discourse analysi®&ritish Journal of Learning Disabiliti88(4), 194;199.
https://doi.org/http://dx.doi.org/10.1111/j.13544187.2005.00304.x

Parker, 1. (1992Discourse Dynamics: Critical analysissfuial and individual
psychologyRoutledge/Taylor & Francis Group.
https://doi.org/10.1057/9781137570505_2

Pearson, A., & Rose, K. (2021). A Conceptual Analysis of Autistic Masking:
Understanding the Narrative of Stigma and the lllusion of Chéiggsmin
Adulthood 3(1), 52;60. https://doi.org/10.1089/aut.2020.0043

Pomerantz, K. . (2008). Analysing and interpreting spoken discourse: Educational
psychologists as reflexive practitioneEducational and Child Psycholpg$(1),
5¢16.

Potter, J., & Wethedll, M. (1987)Discourse and social psychology: Beyond attitudes
and behaviourSage.

RunswickCole, K., Mallett, R., & Timimi, S. (Eds.). (20R&Jhinking Autism:
133



Diagnosis, Identity and Equalityessica Kingsley Publishers.

Saxe, A. (2017). The Tme®f Intersectionality: A New Lens For Understanding The
Barriers Faced By Autistic Wom&anadian Journal of Disability Studié),
100g111.

Sebastian, C., Burnett, S., & Blakemore, S. J. (2008). Development of-ttanselft
during adolescence. [frends in Cognitive Scien¢¥®l. 12, Issue 11, pp. 441
446). https://doi.org/10.1016/].tics.2008.07.008

Shakes, P., Cashin, A., & Pieta;, C. (2020). An Analysis of Twitter Discourse Regarding
Identifying Language for People on the Autism Spectissue in Mental Health
Nursing 41(3), NeSpecified.
https://doi.org/http://dx.doi.org/10.1080/01612840.2019.1648617

{G6S@Syazys Yoz [ 2NYyStts Y®I zasthaopaseédOt A F T
project for students to explore and share their exigeices of being autistic.
Support for Learnin@1(3), 20&234.
https://doi.org/http://dx.doi.org/10.1111/14679604.12130

Taylor, G. W., & Ussher, J. M. (2001). Making Sense of S&M: A Discourse Analytic
Account.Sexualitieshttps://doi.org/10.1177/13634601004003002

Tufford, L., & Newman, P. (2012). Bracketing in qualitative rese@udlitative Social
Work, 11(1), 8@;96. https://doi.org/10.1177/1473325010368316

Van Dijk, T. A. (2001). Critical discourse analysis. In D. Schiffrin, D. Tannen, & H. E.
Hamiton (Eds.)The handbook of discourse analy&ickwell Publishing.

Wagner, P. (2016). Consultation as a Framework for Practice. In B. Kelly, L. Woolfson, &
J. Boyle (Edsframeworks for Practice in Educational Psycholpgy13%161).
Jessica KingstéPublishers.

Wetherell, M., & Potter, J. (1988). Discourse analysis and the identification of
AYOSNIINBGF A DS NI LIS\Ndysing BvBrsideydExplagation. @ !y (i |
Sage.

Wetherell, Margaret, Taylor, S., & Yates, S. J. (Eds.). (Z06d9gurse as Data: A guide
for analysis The Open University.

Widdicombe, S. (1995). Identity, politics and talk: a case for the mundane and the
everyday. In S. Wilkinson & C. Kitzinger (EBerhinism and Discour§ep. 10&
127). Sage.

Willig, C. (2001)ntroducing Qualitative Research in Psycholdyen University
Press.

Winstone, N., Huntington, C., Goldsack, L., Kyrou, E., & Millward, L. (2014). Eliciting rich
dialogue through the use @fctivity-oriented interviews: Exploring satentity in
autistic young peopleChildhood21(2), 190.
https://doi.org/http://dx.doi.org/10.1177/0907568213491771

134



135



Appendices

Appendix A: Literature Sear&Review

Details of Literature SeareRsycinfo Database
Psycinfag Search 21/07/2020 (Hits = 336)

Database: PsycINFO

1 | selfconcept.mp. or Sel€oncept/ 79084
2 | social identity.mp. or Social Identity/ 15951
3 | identities.mp. or Group Identity/ 29574
4 | identity.mp. 132160
5 Adolescent Development/ or Early Adolescence/ g 120196
Adolescent Attitudes/ or adolescence.mp.
6 | teenager.mp. or Adolescent Psychology/ 5719
7 | adolescent.mp. 386114
8 | youth.mp. 99861
9 | autism.mp. or Autism Spectrum Disorders/ 54813
10 | autism spectrum condition.mp. 118
11 | aLISNHSNRa® at @ 2460
12 | autistic.mp. 16162
13 |1or2or3or4 203576
14 |5or6o0r7or8 470449
15 |9or10orl1llori2 57051
16 | 13 and 14 and 15 336

Rerun of original search on PsycInfo #1¥10/2020

Limiting to all research published in 2020: 6, (4 of which were duplicates from previous
search, resulting in an additional two studies to include).
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Searches on other databases on 21/07/2020

Database Search string Results returned
ASSIA ((teen*) or (adolescen*) or (youth) or (young n/2 person)) AND | 1723
(identity OR identities OR self n/2 concept) AND (autism OR
autistic OR asperger*)
SCOPUS ((teen*) or (adolescen*) or (youth) or (young W/2 person)) and | 1469
((autism OR autistic OR a@&sper* OR "pathological demand
avoidance”) and (TITIABSKEY (“identity formation” OR "social
identity" OR "group identity” OR "ego identity” OR self W/2
concept)))
MEDLINE
self concept.mp. or Self 58769 264
Concept/
social identity.mp. or
2 Social Identification/ 9974
3 identity.mp. or Social 162182

Identification/

Psychology, Adolescent/
4 or Adolescent/ or 2078240
adolescent.mp. or

Adolescent Development

5 teenager.mp. 2739

6 youth.mp. 74497

autism.mp. or Autistic

Disorder/ 51387

Autism Spectrum
8 Disorder/ or autism 27324
spectrum.mp.

9 asperger's.mp. 1036

10 autistic.mp. 25947
11 1or2o0r3 214677
12 4or50r6 2100526
13 7or8or9orl0 53436
14 11 and 12 and 13 264
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= ~ a-
&3 k= e 2|0
Add Folders Related Sync Help
© Recently Added |/ systematic it review articles used
1] Recently Read
L Recen 'y Rea * ® [ Authors Title Year Published In Added
Favorites
o Berkovits, Lauren D.; Moody, Christine T.; "1 don't feel different. But then again, I wouldn't know what it feels like to be normal": 2020 Journal of Autism and 181220
@ needs Review Blacher, Jan Perspectives of Adolescents with Autism Spectrum Disorder Developmental Disorders
2. My Publications o o Gaffey, Joanne Claire 'Is autism, it's just a name: Exploring the impact of autism spectrum diagnosis with 2020 Educational and Child 23/07/20
Unsorted - adolescent females using Interpretative Phenomenological Analysis. Psychology
. Consultation @ Baines, AnnMarie D Positioning, strategizing, and charming: How students with aLtism construct identities in 2012 Disability & Society 23/07/20
= relation to disabilty.
Diversity and equali
" fy and equalfy @ Cage, Eilidh; Bird, Geoffrey; Pelicano, Liz "Lam who i am': Reputation concerns in adolescents on the autism spectrum 2016 Research in Autism 2240720
. EP practice 2l Spectrum Disorders
) ethics @ King, Mary €.; Willams, Emma L; Gleeson, Using phatographs to explore self-understanding in adolescent boys with an autism 2010 Journal of Intellectual and ~ 28/02/20
| interventions and research = Kate spectrum condition Developmental Disability
, main Cardiff texts @ Huws, Jaci C.; Jones, Robert S.P. ‘I'm really glad this is developmental': Autism and social comparisons - An interpretative 2015 Autism 15/02/20
= phenomenclogical analysis
holagical th
+ major psycholegical feories McLaughlin, Sharon; Rafferty, Harry Me and 'it': Seven young people given a diagnosis of Asperger's Syndrome. 2014 Educational and Child 24/07/20
|1 miscellaneous Psychology
| policy texts Humphrey, Neil; Lewis, Sarah "Make me normal’: The views and experiences of pupils on the autistic spectrum in 2008 Autism 23/07/20
J1s Research methods and St... (= ) STy LTS
J) systems theory @ Jones, Jennifer L; Gallus, Kami L; Viering, *Are you by chance on the spectrum?’ Adolescents with autism spectrum disorder making 2015 Disability and Society 16/02/20
= Kacey L; Oseland, Lauren M sense of their diagnoses
J1 teaching skills - - -
Stevenson, Kathryn; Cornell, Katie; Hinchcliffe, 'Let's Talk Autism" -a schoal-based project for students to explore and share their 2016 Support for Learning 24/07/20
v | Thesis: literature = Vivian experiences of being autistic.
[ Autism in girls/women & MacLeod, Andrea; Lewis, Ann; Robertson, *Why should 1 be like bloody Rain Man?!’ Navigating the autistic identity 2013 British Journal of Special 21/02/20
|1 being diagnosed and liv., - Christopher Education
) DA and autism Cridland, Elizabeth K. Caputi, Peter; Jones, ~ The perceptions and experiences of adolescent boys with autism spectrum disorder: A 2015 Journal of Intellectual & 24/07/20
Sandra C.; Magee, Christopher A. personal construct psychology perspective Developmental Disability
||, diagnosis and identity | K
@ Wiliams, Emma L; Gleeson, Kate; Jones, How pupils on the autism spectrum make sense of themselves in the context of their 2019 Autism : the international  23/07/20
| discourses around autism = Bridget E.; EI, Williams; K, Gleeson; BE, Jone... experiences in a mainstream school setting: A qualitative metasynthesis. journal of research and pr...
| ethics 5 Mogensen, Lise; Mason, Jan The meaning of a label for teenagers negotiating identity: Experiences with autism 2015 Sociology of Health and 23/07/20

L Masking / camouflaging
L misc that may be useful
L. PCF and autism
L. Self concept / social ide...
L systematic lit review arti...
| The history of autism

L x bin

Create Folder...

Groups
Create Group...

spectrum disorder

Tiness

138



Critical Reviewf selected studiassingthe CASP

STUDMh

QUESTION FRO
CASR

Gaffney(2020)

Jones et a(2015)

MacLeod et al.
(2013)

Was there a clear

Yes clearly statedn

Yes clearly stated in

Yes, stated in the

statement of the abstract. abstract. summary.

aims of the research’]

Is a qualitative YesJPA was used. Yesthey were Yesgexploring
methodology Exploring sense makin¢ exploring sense perceptions and
appropriate? and lived experiences.| makingnarratives of | experences.

participants.

Was the research
design appropriate to
address the aims of
the research?

Yesandgaverationale
for use of IPA.

YesAlthough the
study did not provide
detail of the steps
takenin analysig
rather it provided a
reference for the
methodology used.

Yesalthough did not
provide rationale of
why IPA over other
methodologies.
Overarching but not
detailed steps
provided.lt is a
homogenous group
which makes it suited
to IPA.

Was the recruitment
strategy appropriate
to the aims of the
research?

Yes, althoughs the
researcher themselves
say, the group was not|
as homogenous as onge
would hope for in IPA

YesAlthough the
group was not
homogenous and
there was no
discussion about the
impact of the
heterogeneity on the
analysis and
methodology used.
Recognition that as
all participants
accessed through a
support groupthey
may have a more
positive view due to
higher levels of
support.

52y Qi 1y26
provide details of
recruitment
methodology.

Was the data
collected in a way
that addressed the
research issue?

Yesmostly. Collected
through interviews
howeverthere does
not appear to have
been an attempto
make the interviews
accessible fothe
needs of the
participants (i.e. by
using a shared point of
visual reference The
researcher does say

i Kt 0 GkKSe
SELJX | A y couldz
this be why?

Yes. Collected
through interviews
with adolescents.
Although it is uolear
how or if the
interviews were
adapted to meet the
needs ofparticipants

Yes. Collected through
different means
depending omeeds of
participant.
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Has the relationship
between researcher

Yes, in IPthere is a
reflexive process

No. Researcher
reflexivity was not

No, this was not
considered by the

and participants beerf  O1 y 2 6 f SR 3/ discussed. authors.No mention of
adequately own positioningand double hermeneutics.
considered? the researcher

followed this.
Have ethical issues | Yes, ethics approved |/ | y Qi Gtef £/ I y Qi G St ¢

been taken into
consideration?

and process clear.

study states the
University Review
Board gave the go
ahead for the study,
the steps taken to
ensure ethial
considerations were
taken into account
are not made explicit

review rot discussed

Was the data analysi
sufficiently rigorous?

I yQh GSft
It was clear how the
researcher had
analysed and produce
the themes and there
wassufficient data to
support claims.
However, this was a
sole researcher and
therefore more open
to the subjectivities of
the researcher

Yes. There were a
number of
researchers involved
in analysignd cross
referencing took
place. While the
paper does nogo

into detail about the
steps taken in
analysis it provides a
reference for the
methodologyused
which would enable &
reader tofollow the

same steps.

[ yQia GS¢tf¢
analysis only briefly
describedHowever, s
a strength of the study
was that partipants
were able to comment
on theresults and
analysis.
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Is there a clear
statement of
findings?

Yes. Howevethe
summary statement
and a few others are
potentially misleading
Elie, for example, is
cited as accepting her
diagnosi® ¢ L &I
LX SFaSRXA
a4 Sy pB¥)andof
experiencing a stronge
sense of selind yet on
p.145 the researcher
writes@ ! dzi A &Y
diagnosis and
associated difficulties
can have a negative
impact on mersl
healthbut some
participants had
achieved a
separateness from
their diagnosisind
seemed to enjoy
LI2AAGADS o
Thissuggests a link
between enjoying
positive wellbeing and
achieving a
separateness from
their diagnosig with
no mention that Ellie
both welcomed her
diagnosishad achieveg
G af0ooS Liandy
dadNRy3a as
(p.122).

Yes, provided

through the abstract
and a bulleted list at
the beginning of the

study.

Yes, he findings are
discussed cleargnd
summarised in the
summary at the
beginning.

How valuable is the
research?

Qear
recommendations i@
providedand future
directions for research

Recommendations
are provided
alongside directions
for future research.

Valuable for
understandindhow
autistichigher
education students
negotiate social
identities Not
generalisable due to
methodology but
provides important
insight into the
implications for
constructing autistic
identities.
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STUDMh

QUESTION FRO
CASR

Mogensen &
Mason(2015)

Berkovits et al.
(2020)

Cage et al(2016)

Was there a clear
statement of the
aims of theresearch?

Yes, to the extent that
this is possible with
participatory action
researchPARWwhere
the aims are set by the|
participants
themselves.

Yes

Yes.

Is a qualitative
methodology
appropriate?

Yes, explorinthe
impact of diagnosis.

This was a mixed
methods study. The
qualitative element
enabled exploration
of themes though
they weremostly
shaped by the
questions asked

Yes, there is a good
argument provided for
why qualitative
methods suit the
research questions.

Was the research
design appropriate tg
address the aims of
the research?

Yes, PAR very much
supported the young
people to explore
impacts of diagnosis
Good epistemological
fit with an
ethnographic and
phenomenological
approach.

Yes.

Yes

Was the recruitment
strategy appropriate
to the aims of the
research?

Yes, through schools
and through national
autism charity enabled
range of participants.

Not clear. AS part of
larger cohort study
the recruitment
methodology for the
larger study were not
disclosed.

5 2 ykebw, as full
details of recruitment
not provided.

Was the data
collected in a way
that addressed the
research issue?

Yes, very much in
response to individual
need and the
responses of
participants

5 2 ykebiv. The
questions seemed
rigidly applied so that
some participant data
was deemed not to
meet the standards
of the studyc for the
participant group was
a rigid methodology
appropriate?

Yes, and questions
were shown
beforehand alongside {
visual schedelto
support participant
understanding.
However the
interviews appeared
very short.

Has the relationship
between researcher
and participants beer
adequately

considered?

Nothis was not
considered.

No this was not
considered and in
fact this is
problematic given the
fact that they coded
responses as positive
or negative (value
judgements on otherg
statements without
exploring

subjectivity).

Building rapport was
discussed. However
there is no discuss
on researcher
subjectivity.
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Have ethical issues
been taken into
consideration?

Yes.

52y Qi
discussed.

1y2¢

Yes, this was discusse

Was the data analysi
sufficiently rigorous?

5 2 ykabiv, the steps
of analysis not
adequately discussed.
However, the young
people were involved
in reading the analysis
and feeding back whic
is a strength.

2 anaysts, however
no checking analysis
with participantsThe
interviews asked
What are the
problems of ASIX?
Andthen there isa
theme under
negative implications
of ASDunder
separate sub themes
Deductive?The
coders then deciding
whether these are
negative or positive
statements is a little
value ladenbut the
researchers do not
explore their

Independently coded
by two researchers,
then series of
discussions to agree
final themesThe steps
taken not fully
explained but they do
reference the paper
they base the steps on

subjectivity.
Is there a clear Yes, there is summary| Yes, there is a Yes, there is a
statement of and full discussion. summary. summary.
findings?
How valuable is the | Recommendations are| Because of the way | This research does not
research? provided however not | the researchers really present many

clear what policy
changes should be
enacted in order to
avoid increasing
stigmatised autistic
identities.

always asked for the
negatives of having
ASD before the
positivesg and
because they frame i
in this wayg it is hard
to see how they
could have got any
other results and this
impacts on how
valuable we might
consider their

findings to be.

implications for
practice. It supports
the view that autistic
young people do have
concerns about their
reputations but it is
arguable this tells us
nothing new.

143



STUDNH Cridland et al. McLaughh & Humphrey & Lewis
QUESTION FRO] (2015) Rafferty(2014) (2008)

CASR

Was there a clear Yes. Yes. Yes.

statement of the

aims of the research?

Is a qualitative Yes Yes. Yes.

methodology
appropriate?

Wasthe research
design appropriate to
address the aims of
the research?

Not sure The study
title and the
overarching aim
suggests iseeks to
understand the
perceptions of

Yes from what is
known about it
Although there is not
a lot of detail about
the analysis of data,
merely a reference tg

Yesthe design
supported exploration
of lived experiences of
the partigpants.The
decisioamaking
procesgegarding

adolescent boyand methodology. methodologyis
yet it involves explored.
interviews with their
families as well as
them.

Was the recruitment |52y Qi 1y 26(52y Qi {1y24 Yes.

strategy appropriate
to the aims ofhe
research?

Recruitment strategy
not discussed.

recruitment strategy
is not discussed.

Was the data
collected in a way
that addressed the
research issue?

The data was collecteg
through interviews and
there was gilot to
check the wording.
Howeverthe
interviews with family
members create
confusion in relation to
the stated aims.

Yes. It was loosely
based on @emi
structured interview
schedule but led by
the participants.

Yes, the participants
were able to conibute
through a variety of
methods

Has the relationship | No. No. Yesresearcher
between researcher reflexivity explored ang
and participants beer discussed.

adequately

considered?

Have ethical issues | Yes. Not extensively Yes, extensive coverag
been taken into consent briefly of ethical
consideration? mentioned. considerations.

Was the data analysi
sufficiently rigorous?

There were a number
of raters, however it
was based on the
themes found in a
previous study and
therefore may have
inherited any
weaknesses from that
study in terms of the

analysis.

Researcher offered
for participants to
discuss the outcomeg
but they did not take
this up.There are lots|
of quotes to back up
the themes.

Yes, there is a
description of analysis
and the steps taken to
ensure social validity o
the analysis by
checking with
participants.There are
lots of appropriate
guotes from the
dataset.
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Is there a clear
statement of
findings?

Yes.

Not one statement
but they are
presented clearly
through the results
section.

The findings are
presented across the
themes, but they are
not drawn together
neatly. One needs to
read the article to
access them.

How valuable is the
research?

There is a clear list of
recommendatbns for
practice produced in a
practical list at the end
of the article.

There are a number

of recommendations
for EPs working with
autistic young people

There are a number of
insights into
experiences of autistic
secondary school
LJdzLJA f & Q 4&nH
implications for
support in schools.
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STUDMh

QUESTION FRO
CASR

Williams et al.
(2019)

Sevenson et al.
(2016)

King et al(2019)

Was there a clear Yes, meta synthesis of| Yes, althougit was | Yes
statement of the the research regarding| difficult to decipher
aims of the research? maingream school whether the research
experiences of autistic| element was
adolescents. originally part of the
design of the wider
project.
Is a qualitative N/A Yesalthough thisis | Yes.
methodology deduced by reader
appropriate? rather than explained
by researcher as
other methods not
discussed.
Was the research Yes The research Yesdiscussed how
design appropriate to appeared to flow both PET and IPA are
address the aims of from the multimedia | appropriate.
the research? project
Was the recruitment | N/A Yes, although it is no{ Yes.
strategy appropriate clear at what point
to the aims of the GKSe 6SNB
research? for the research per
se (rather they opted
to be part of the
multi-media project)
Was the data Yes. Yes. Yes, the data collectior
collected in a way methodology washe
that addressed the research issue being
research issue? explored.
Has the relationship | N/A Yes, and subjectivity | Yes, explored in detail.
between researcher has been discussed.
and participants beer
adequately
considered?
Have ethical issues | N/A Unclear. Whilst Yes, full ethical proces
been taken into ethical issues discussed.
consideration? concerning the mukHi
media project were
reported, it is not
clear whether
additional consent
was sought for the
research element of
the project
Was the data analysi| Yes. Unclear as the Yes, provision of steps
sufficiently rigoras? analysis stage is not | taken in analysis
reported on alongside how the
extensively enough t¢ researcher accessed
judge. supervision.
Is there a clear Yes. Yes. Yes, clearly presented
statement of along with
findings? recommendations.
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How valuable is the

Valuable as it provides

There are clear

research? clear directions for recommendations for
future research. further research and
practice.
STUDMH Huws & Jone@015) Baineg2012)
QUESTION FRO
CASR
Was there a clear Nat sure the research aims age Yes.
statement of the little vague and not made exptici
aims of the research? On reading the whole report one
can surmise what the original
research aims were
Is a qualitative Yes explorindived experiences an{ Yes

methodology
appropriate?

sense making.

Was the research
design appropriate tg
address the aims of
the research?

Yes asit focusses on lived
experience and so IPA is
appropriate but there is no
discussion by the author of this.

Yesthere is some discussion about
ethnography and why it suits the
study aims, although theiis no
exploration of other options

Was the recruitmet
strategy appropriate
to the aims of the
research?

Yes, there is some discussion abg
the recruitment strategy.

Not sure, the recruitment strategy ig
dzy Of SIF NJ a AdGQa
but the participants are appropriate
for the researclyuestion.

Was the data
collected in a way
that addressed the
research issue?

Yesthe research issue was very
broad. There is however no
discussion that shows they
considered how to adapt the
methodology to the paitipant
needs.

Yes, an ethnographic mettiology
enabled a wide range of data
collection methods.

Has the relationship
between researcher
and participants beer
adequately
considered?

Yesthis is explored.

No.

Have ethical issues
been taken into
consideration?

Yes, ethical issues aptbcesses
are discussed.

Not clear. The ethical process is no
discussed.

Was the data analysi
sufficiently rigorous?

Yes, there is a clear account
provided of the analytical process.

There is a good account given of th
process of applying positioning
theory to the methodology.

Is there a clear
statement of

Yes, throgh the results and
discussion.

Yes, the results are clearly presente

findings?
How valuable is the | There isa good level of discussion| The discussion only briefly explores
research? linking to other researcfindings implications and recommendations.

however there is only a few brief
recommendations that could be
developed further.

This could have been developed
further. Howeverthe use of
positioning theory to explore identity
construction with young people
provides a valuable contribution to
the literature on autism.
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Appendix Bi: Recruitment leaflet for parents

School of Psychology, Cardiff University Centre for Human Developmental Science,
70, Park Place, Cardiff. CF10 3AX

Are you the parent/carer of a
girl diagnosed with autism in
PRIFYSGOL adolescence? A study by
Cardiff University is seeking
participants.

We are carrying out research to find out what impact diagnosis of an
autism spectrum condition has on adolescent girls and the way they
view themselves - both as individuals, and as part of social groups.

We hope the study may help to improve the experiences of young
women being diagnosed with autism in the future.

Who can take part?

Females aged 11-19 years.

Diagnosed after the age of 11 years old (and at least 6 months
ago).

Happy to write about themselves and their diagnosis of an autism
spectrum condition OR happy to meet for an online interview,
supported by yourself as parent/carer.

What will happen?

The researcher will email instructions about writing a private blog /
journal, with a number of headings and guidance about what to
write about OR the researcher will arrange a time to meet over
Zoom (free web app) to interview your daughter/young person,
who can be supported by yourself throughout.

For the blog option, your daughter/young person will be asked to
write between 3-4 blog / journal entries under the headings
supplied. There will be no expectation on number of words written.
This will be up to the young person, although to be included in the
final analysis the entries will need to relate to the headings
provided.

Parents will be asked to send the blog / journal entries through via
email to the researcher. The blog / journal can either be written by
hand and photographed OR typed.

For the interview option, the researcher will arrange a zoom
meeting. The interview will be informal and will be focussed on
questions about how your daughter/young person views herself as

149



School of Psychology, Cardiff University Centre for Human Developmental Science,
70, Park Place, Cardiff. CF10 3AX

an individual, and as a part of social groups, and how her
diagnosis may have impacted both of these things. It is expected
to take anything from 20 minutes up to one hour, depending on
how much your daughter wants to talk.

* The interviews will be transcribed and completely anonymised.

e The blogs / journal entries will be completely anonymised

* The data will then be analysed alongside all participant entries.

* The research may be published in a professional journal at some
point in the future.

How to get involved?

If you and your daughter want to take part, please contact the
researcher Rebekah Morgan by email: morganrh1@cardiff.ac.uk.

This study has received full ethical approval from Cardiff University Ethics
Committee. For more details regarding ethics and this project, or to make a
complaint please contact: School of Psychology Research Ethics Committee, Cardiff
University, Tower Building, 70 Park Place, Cardiff. CF10 3AT; Tel: +44(0)29 208

70360; Email: psychethics@cardiff.ac.uk

Thank-you for your time.
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Appendix Bii: Gatekeeper letter to headteachers

CARDIFF

UNIVERSITY

PRIFYSGOL

(AFRDY

Dear Headteacher

| am a Trainee Educational Psychologist at Cardiff University researching the
impact of a late diagnosis of autism in adolescent girls.

| am writing to request that you consider whether there may be any students in
your setting that may fit my research criteria, and who may be interested in
taking part in my research.

To take part, potential participants need to be:

1 Female (assigned at birth OR self-identify as female)

1 Aged between 11-19

1 Diagnosed with an Autism Spectrum Condition since age 11 (at least six
months ago)

Involvement in the research will involve either a written blog/journal by the
young person OR involvement in an online interview, supported by a
parent/carer.

| have attached a recruitment leaflet (addressed to the parent) to this letter for
you to pass on to any parents of students who you feel may qualify and be
interested in taking part. This will not require any time in the school day.

If you have any questions, please do not hesitate to get in touch,

Kindest Regards
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Rebekah Morgan
Trainee Educational Psychologist, Cardiff University

Contact: morganrhl@cardiff.ac.uk

You may also contact my research supervisor, Dr lan Smillie
on Smillie@cardiff.ac.uk

This study has received full ethical approval from Cardiff University Ethics
Committee. For more details regarding ethics and this project, or to make a
complaint please contact: School of Psychology Research Ethics

Committee, Cardiff University, Tower Building, 70 Park Place, Cardiff. CF10
3AT; Tel: +44(0)29 208 70360; Email: psychethics@-cardiff.ac.uk
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Appendix C: Information sheet for parents

This is the second version of the information sheet which was produced after the
interview option was introduced to the study. The first version was identical but
omitted the interview option.

CARD| FF School of Psychalogy,
UNIVERSITY Cardiff University Centre for Human

Developmental Science,
PRIFYSGOL 70 Park Place,
CAERDYY Cardiff. CF10 3AX

Parent / carer information sheet:

Experiences of female young people who have received a
diagnosis of autism spectrum condition during adolescence

This research is looking to understand the way a diagnosis of autism during the ages
11-189 impacts the way girls view themselves (their self-concept) and their
membership of social groups (social identity). This information sheet gives
information so that you can think about whether to provide consent and support to
your daughter taking part. Your daughter's consent will also be important if they wish
to take part.

About the researcher:

Rebekah Morgan is a Trainee Educational Psychologist with Cardiff University, and a
mum to 3, including a teenage autistic daughter. She has an enhanced DBS check
that can be supplied on request. The project will be supervised by Dr Amy Hamilton-
Roberts, Cardiff University.

Why is the research happening?

The aim of the research is to better understand the impact of a diagnosis of autism in
adolescence and whether it has impacted the way that young people view
themselves, and their membership of social groups. It is hoped that the experience
will be both interesting and enjoyable for the young people who take part, as well
improving the knowledge of professionals supporting young people with autism.

Would my daughter gualify to take part?

Y¥our daughter would need to be at least 11 years old and under the age of 20 years
old. She would also need to have received a diagnosis of autism during
adolescence (at or after the age of 11 years old) and this diagnosis would need to
have been received at least six months ago. Autism includes atypical autism, ‘high
functioning' autism, Asperger's syndrome, Pervasive Developmental Disorder,
Pathological Demand Avoidance. Your daughter would need to have been aware of
the diagnosis at the time it was given (or soon after) and be comfortable writing
about it in English, or talking about it (with your support if needed) in an informal
online interview. If you are unsure if your daughter qualifies, please get in touch.

What does taking part involve?

There are two ways that you / your daughter can choose between to take part in this
study, and it's up to you which method you would prefer. This is the first option:

Blog / journal entries:
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+ Your daughter would need a copy of the attached information sheet and the
instructions for writing the blog.

» ‘Your daughter will be asked to write 3-4 blog / journal entries, either by hand
or typing (it is OK for you to scribe if that is what your daughter requests).

+ |f your daughter is under 16 you (as a parent / carer) will be asked to email
the entries — once they are all complete - to the researcher on
morganrh 1@cardiff.ac.uk.

+ |f your daughter is 16 or over they will be asked to email the entries — once
they are all complete - to the researcher on morganrh1@cardiff. ac.uk. If your
daughter would prefer you as parent / carer to email the entries that will be
acceptable.

OR you and your daughter can take part in an online informal interview with
the researcher. Your role will mainly be to support your daughter / the young
person you care for (although if she is aged 16 or over, she can choose to not have
you present). This is what would happen in the online interview:

Online interview

+ The interviewer will agree a date and send a link to a ‘zoom’ invite (you will
need to have a reliable internet connection and access to a device, such as a
laptop, tablet or phone with the free zoom app installed)

+ On the date and time agreed, you and your daughter (or just your daughter if
she is over 16 and chooses this) will go online and talk with the researcher.
The researcher will record what is being said using an iPad with the audio file
being encrypted and password protected.

+ | will have some questions to ask your daughter / the young person you care
for about how she sees herself as a person, and how she thinks being
diagnosed with autism has affected that. | may use some activities to make it
more informal or less direct but | will be responsive to how your daughter
wishes to structure the conversation. If she doesn't understand the gquestion, |
will find another way of asking or you can provide support to help her form an
answer. There will be no rush to answer. You will be able to talk during the
interview although the focus should mainly be in supporting your daughter to
communicate her views most effectively, if this is something that she will find
helpful. It is hoped that your daughter's views will be able to be effectively
communicated throughout this informal process.

+ There will be no wrong answers. Everything will be helpful and interesting to
the researcher.

+ The interview could take from 20 minutes up to an hour, depending on how
much is said in response.

+ At the end of the interview you will be able to ask any other questions.

* Then the zoom call will end.

Is my daughter obliged to take part?

Mo, not in any way. Involvement in the research is entirely voluntary, and in fact it is
important that participants want to take part and that parents / carers feel that it
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would not cause undue stress to their daughter. You do not need to get in touch if
you do not want to take part.

If you say your daughter would like to take part now, you can still withdraw later
without giving a reason. After the blog / journal entries have been submitted, or the
interview conducted, there will be a short period of time where it will still be possible
to remove consent and have the data deleted. The interview will be transcribed
{written up) and anonymised within 2 weeks. The blog / journal entries will be
anonymised (by providing fake names or other details to ensure your daughter
cannot be identified). This will also be within 2 weeks of submitting them. | will then
bring the data together from all young people taking part in the study. Once the data
has been anonymised and analysis is underway it will not be possible to remove the
data from the project as the data will no longer be identifiable to individuals.

We want to take part = what do we do next?

+ |f your daughter is under 16, you (as parent / carer) would need to e-mail the

researcher, Rebekah Morgan on morganrh1@cardiff.ac uk saying your
daughter would like to take part, and whether they would like to write a

blogfjournal, or take part in an interview. ¥You would also need to fill in the
online consent form and your daughter would need to fill in the online assent
form.

+ [If your daughter is 16 or over, they can get in touch independently and say
they would like to take part, as well as filling in the online consent form

+ Upon receipt of consent / assent forms the researcher will get in touch to
agree a convenient date for the submission of the blog / journal or for the
interview to take place.

What will happen to the interviews or the blog / journal entries once
completed?

The interview will be transcribed (written up into words) and the recording deleted
within two weeks of the interview,

To begin with, all identifying features (names/ locations/personal identifiable details)
in the blog fjournal entries or interview will be anonymised, with participants given a
pseudonym (fake name) as well as any individuals they mention.

Once blog / journal entries have been collected, and interviews completed from all
participants they will be analysed together. This will involve the researcher exploring
ways that participants talk about autism, self-concept and social identity.

The final research will be written in a thesis, with some guotes selected that illustrate
the themes being discussed. Only your daughter {and yourself if your daughter
shares the content with you or you are present in the interview) will be able to
identify which quotes in the report are hers.

The written report and anonymous blog / joumal entries, anonymised interview
transcript will be stored on Cardiff University secure IT systems indefinitely. The
thesis will be published online, and if you would like the researcher can send you
and your daughter a summary of the findings once completed.
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All contact details will be saved securely on a Cardiff University server until the
research is complete, after which all personal details will be deleted.

Are there any benefits to my daughter in taking part?

We hope the research will be interesting and enjoyable for your daughter. Some
people find it helpful to think about and make sense of their experiences in this way.

Are there any risks to my daughter in taking part?

We do not expect that the process of taking part will be upsetting for participants.
The blog { journal headings are not designed to seek out sensitive information, and
your daughter would be entirely in control of what she would like to share. Your
presence in the interview is designed to provide emotional support if your daughter /
the young person you care for finds it stressful or becomes emotional and requires
some support.

It is acknowledged that some young people have higher levels of anxiety and can
find novel situations difficult. If, as a parent, you feel that your daughter would find
taking part too stressful or difficult please do not ask them to participate. If your
daughter unexpectedly finds the process stressful there is absolutely no obligation to
take part, simply e-mail to say that your daughter no longer wants to be included, or
even during the interview this can be cut short or paused. You do not need to
provide a reason for withdrawing from the research.

To take part or ask any further questions:

If you and your daughter have further questions, or agree that she would like to take
part please contact the researcher Rebekah Morgan by email
morganrhi@ecardiff.ac.uk. You can also contact the project supervisor Dr lan Smillie
on smillie@cardiff.ac.uk

This study has received full ethical approval from Cardiff University Ethics
Committee. For more details regarding ethics and this project, or to make a
complaint please contact: School of Psychology Research Ethics Committee, Cardiff
University, Tower Building, 70 Park Place, Cardiff. CF10 3AT; Tel: +44(0)29 208
70360; Email: psychethicsiicardiff. ac.uk

GDPR notice: The information provided will be held in compliance with GDPR
regulations. Cardiff University is the data controller and Matt Cooper is the data
protection officer (inforequest@cardiff. ac.uk). The lawful basis for processing this
information is public interest. This information is being collected by the researcher,
Rebekah Morgan.

Thank you for your time!
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Appendix D: Information sheet for young people

This is the second version of the information sheet which was produced after the
interview option was introduced to the study. The first version was identical but
omitted the interview option.

CA RD| FF School of Psychology.

UNIVERSITY Cardiff University (;enhe for Human
Developmental Science,

PRIFYSGOL 70 Park Place,

CAERDYY Cardiff. CF10 3AX

Young people’s information sheet:

Experiences of female young people who have received a
diagnosis of autism during adolescence

Hello!

We are looking for young people who are female, aged between 11 and
19, with autism. If this is you, then you are invited to take part. This
sheet contains what you might need to know to decide if you would like
to take part.

Your parent or carer should have some information too, and it might be
helpful to talk to them about it.

If you have any questions about the study you, or your parent / carer can
get in touch with me to find out more. If you are 16 or over you can get in

touch directly by email on morganrh1@ecardiff.ac.uk .

Thank you for reading this information sheet.
Rebekah

About me (the researcher) and the research:

My name is Rebekah Morgan and I'm a Trainee Educational Psychologist. I'm
interested in the experiences of females who have been diagnosed with autism since
the age of 11. I'm also a mum and have an autistic teenage daughter. | hope to find
out some of your experiences of being a young person with autism/autistic person
and the way you see yourself.

Why have you been given this leaflet?

You may have been given this leaflet by a parent, carer or by an adult who is
supporting you. If you are female, aged between 11 and 19, have a diagnosis of
autism (this includes Asperger’s and other ‘types’ of autism), and were diagnosed
after age 11 (and at least more than 6 months ago) then you are invited to take part.
If you are under 16, we would need your parent / carers permission (they would also
need to see the parent/carer information sheet).
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What will happen if you decide to take part?

There are two ways that you can choose between to take part in this study, and it's
up to you which method you would prefer. This is the first option:

1. Writing blog / journal entries

+ You will be asked to write 3 or 4 blog / journal entries using the attached
instruction leaflet. You can hand write or type your entries.

+ |f you are under 16 your parent will be asked to email the blog / journal
entries to myself, the researcher on morganrh1@cardiff.ac.uk

+ |f you are 16 or over you can email the blog / journal entries to me on
morganrh1@cardiff.ac.uk or you can ask your parent / carer to do so if you
prefer.

OR you can take part in an online informal interview with the researcher,
supported by a parent (although if you are aged 16 or over you can choose to not
have your parent present). This is what would happen in the interview:

2. Online interview

+ The interviewer will agree a date and send a link to a ‘zoom' invite
(you will need to have a reliable internet connection and access to a
device, such as a laptop, tablet or phone with the free zoom app
installed)

+ On the date and time agreed, you will go online and talk with the
researcher. The researcher will record what is being said using an
iPad.

+ | will ask you some guestions about yourself, and about what you think
about autism. We might do some activities together if that makes it
easier to talk. If you don't understand the question | will find another
way of asking, or your parent can support you to think about what you
want to say. There will be no rush to answer, you can take your time.

+ There will be no wrong answers. Everything you say will be helpful and
interesting to me.

+ The interview could take from 20 minutes up o an hour, depending on
how much you want to say.

+ At the end of the interview you will be able to ask any other questions.

+ Then the zoom call will end.

What will happen to what | have written in the blog or said in the interview?

The interview will be ‘transcribed’ (written up into words) and then the recording will
be permanently deleted.

If you use your name or anybody else's name (in the blog or interview), or anything
that could let people know it's you the researcher will replace those with fake names
| places (this is called anonymising the data).
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Once all the data has been collected from all the other young people taking part,
they will be analysed together. This will involve the researcher exploring ways that
young people talk about or write about what is discussed.

The final research will be written into a research report, with some quotes selected
that illustrate the themes being discussed. Only you (and your parent if they send the
blog/journal entries to me on your behalf, or if they are present in the interview) will
be able to identify which quotes in the report are yours.

The written report and anonymous blog / journal entries and anonymous interview
data will be stored on Cardiff University secure IT systems indefinitely. The report will
be published online, and | can also send you a summary of the results of the
research once completed.

All contact details will be saved securely on a Cardiff University |.T. server until the
research is complete, after which all personal details will be deleted.

Do you have to take part?

Mo, you should only take part if it is something you want to do. If you are not sure
you can always get in touch to find out more. If you say you would like to take part
but then change your mind later, that's fine too, you won't need to give a reason.
Once you have taken part | will make sure that all of your contributions are
anonymous (give you a fake name or other details so that nobody can tell it's you) —
this will take up to 2 weeks. | will then put them with what everybody else has said
and analyse them. Once this has happened it might not be possible to remove your
input from the research as | might not know which parts are yours.

What's in it for you?

Woe hope the research will be interesting and enjoyable. Some people find it helpful
to write about or talk about their experiences.

Are there any risks to taking part?

| do not expect the blog / journal writing or the interviews will be upsetting. However,
many young people can experience anxiety with new tasks or situations. You might
also find it emotional to think about the subject matter. If that is the case, you can
talk to your parent / carer, and if you decide not to take part that will not be a
problem. You will not need to give a reason why. You can leave the interview early if
you are upset, or you can take a break and come back when you feel ready. Having
a parent with you in the interview might help you to feel less anxious, and you can
access their support whenever you need to.

I want to take part — what do | do next?

+ |f you are under 16 and you would like to take part please ask your parent /
carer to email me on morganrh1@ecardiff.ac.uk and let me know you want to
take part, and which option you would like to take (blogs/journals or interview).
They will also need to fill in the online consent form (this will be emailed to
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you) and you will also need to fill in an online assent form (this will be emailed
to you).

+ If you are 16 or over and you would like to take part, please email me on
morganrhi1@cardiff.ac.uk and tell me which option you would like to take
(blogs/journals or interview). Although if you would prefer you can ask your
parent / carer to email me on your behalf. You will also need tofill in a
consent form which will be emailed to you.

+ |f you are over 16 it is up to you if you want to have a parent present in the
interview. If you would like a parent present, they will also need tofill in a
consent form.

+ | will get in touch to agree a convenient period of time for you to write the blog
I journal entries, or to conduct the interview.

To take part or ask any further questions:

If you and your parent / carer have further questions, or decide that you would like to
take part please contact me, Rebekah Morgan by email morganrh1@cardiff.ac.uk.
You can also contact the project supervisor Dr lan Smillie on smillie@cardiff.ac.uk

This study has received full ethical approval from Cardiff University Ethics
Committee. For more details regarding ethics and this project, or to make a
complaint please contact: School of Psychology Research Ethics Committee, Cardiff
University, Tower Building, 70 Park Place, Cardiff. CF10 3AT; Tel: +44(0)29 208
70360; Email: psychethics@cardiff.ac.uk

GDPR notice: The information provided (blogs / journal entries) will be held in
compliance with GDPR regulations. Cardiff University is the data controller and Matt
Cooper is the data protection officer (inforequest@cardiff.ac.uk). The lawful basis for
processing this information is public interest. This information is being collected by
the researcher, Rebekah Morgan.

Thank you for your time!
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Apperdix Ei: Parent / guardian consent form for Blog/Journal entries

Experiences of female young people who have received a diagnosis of autism
spectrum condition during adolescence

This research is looking to understand the way a diagnosis of an autism spectrum condition (ASC)
during the ages 11-19 impacts the way girls view themselves (their self-concept) and their membership
of social groups (social identity). You should already have read the project information sheet. Please do
not fill in this form unless you have read the information sheet.

If you consent for your young person to take part in this study, please provide the following

information, and confirm you would like to take part by selecting the button below.:

| confirm that | have read the information sheet and am happy for my young person to
participate in this research.

| understand that taking part is voluntary.

| understand that my young person is free to withdraw from the study without giving a reason,

up until the data is analysed.

| understand that findings from this research may be published in an anonymous form.

| understand that at the end of the study | or my young person can be provided with information

about the research findings.

| understand that | may ask any questions at any | am free to discuss any concerns with

Rebekah Morgan or her supervisor Dr lan Smillie, at Cardiff University.

| consent for my child to participate in the study conducted by School of Psychology, Cardiff
University under the supervision of Dr lan Smillie.
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For more details regarding ethics and this project, or to make a complaint please contact: School of
Psychology Research Ethics Committee, Cardiff University, Tower Building, 70 Park Place, Cardiff.
CF10 3AT; Tel: +44(0)29 208 70360; Email: psychethics@cardiff.ac.uk

The information provided (blogs / journal entries) will be held in compliance with GDPR regulations.
Cardiff University is the data controller and Matt Cooper is the data protection officer

(inforequest@cardiff. ac.uk). The lawful basis for processing this information is public interest. This
information is being collected by the researcher, Rebekah Morgan.

The information on this consent form will be held securely and separately from the research
information. Only the researcher will have access to this data and it will be destroyed after 7 years.

| consent. | do not consent.

Your details

Parent/ carer name | |

Young person’s name | |

Contact email address f0|| |
parent / carer
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Appendix Eii: Parent / guardian consent form for Interview

Experiences of female young people who have received a diagnosis of autism spectrum
condition during adolescence

This research is looking to understand the way a diagnosis of an autism spectrum condition (ASC)
during the ages 11-19 impacts the way girls view themselves (their self-concept) and their membership
of social groups (social identity). You should already have read the project information sheet. Please do
not fill in this form unless you have read the information sheet.

If you consent to take part in this study, please provide the following information, and confirm

you would like to take part by selecting the button below.

| confirm that | have read the information sheet and provide consent to take part.

| understand that taking part is voluntary.

¢ | understand that both myself and my daughter / the young person | care for, are free to
withdraw from the study without giving a reason, up until the interview has been transcribed and

anonymized
» | understand that findings from this research may be published in an anonymous form.

¢ | understand that at the end of the study | or my daughter / the young person | care for, can be

provided with information about the research findings.

¢ | understand that | may ask any questions at any | am free to discuss any concerns with

Rebekah Morgan or her supervisor Dr lan Smillie, at Cardiff University.

| consent to take participate in the study conducted by School of Psychology, Cardiff University

under the supervision of Dr lan Smillie.
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For more details regarding ethics and this project, or to make a complaint please contact: School of
Psychology Research Ethics Committee, Cardiff University, Tower Building, 70 Park Place, Cardiff.
CF10 3AT; Tel: +44(0)29 208 70360; Email: psychethics@cardiff.ac.uk

GDPR: The information provided will be held in compliance with GDPR regulations. Cardiff University
is the data controller and Matt Cooper is the data protection officer (inforequest@cardiff.ac.uk). The
lawful basis for processing this information is public interest. This information is being collected by the
researcher, Rebekah Morgan.

The information on this consent form will be held securely and separately from the research
information. Only the researcher will have access to this data and it will be destroyed after 7 years.

| consent. | do not consent.

Your details

Parent / carer name | |

Young person’s name | |

Contact email address for| |
parent / carer

164



Appendix Fi: Young person (under 16) assent form fofjilwogal entries

Experiences of girlslyoung women who have received a diagnosis of autism
spectrum condition during adolescence

This research is looking at the experiences of girls/young women who have been diagnosed with an
autism spectrum condition since the age of 11. Please only complete this form if you have read the
information provided about the study:.

If you would like to take part in this research please read the following statement, type in your
name and click the ‘l agree’ button at the bottom.

* | have talked to my parent and read the information sheet and wish to take part.

= | understand that | do not have to take part if | don’t want to.

« | understand that | can choose not to take part if | change my mind without giving a reason, and
| can ask for my blog / journal entries to be destroyed at any time up until they have been
analysed.

* | understand that what | write is confidential, but that my parent may be able to read what | write
when they send the blog / journal entries to the researcher.

= | understand that only the researcher, myself and my parents will not know what | have written.
e | understand that findings from this research may be published.

= | understand that at the end of the study | can be told about the research findings and may
request a copy of the written report.

If | have any questions or worries about the research | can ask my parent / carer to discuss my
concerns with Rebekah Morgan or her supervisor Dr lan Smillie, at Cardiff University.
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For more details regarding ethics and this project, or to make a complaint please contact. School of
Psychology Research Ethics Committee, Cardiff University, Tower Building, 70 Park Place, Cardiff.
CF10 3AT; Tel: +44(0)29 208 70360; Email: psychethics@cardiff.ac.uk

GDPR: The information provided (blogs / journal entries) will be held in compliance with GDPR
regulations. Cardiff University is the data controller and Matt Cooper is the data protection officer
(inforequest@cardiff.ac.uk). The lawful basis for processing this information is public interest. This
information is being collected by the researcher, Rebekah Morgan.

The information on this consent form will be held securely and separately from the research
information. Only the researcher will have access to this data and it will be destroyed after 7 years.

| agree. | do not agree.

Your details:

Your name: | |

Your parent / carers | |
name:
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Appendix XX: Young person (under 4€gent form for interview

Experiences of girls/young women who have received a diagnosis of autism
spectrum condition during adolescence

This research is looking at the experiences of girls/young women who have been diagnosed with an
autism spectrum condition since the age of 11. Please only complete this form if you have read the
information provided about the study.

If you would like to take part in this research please read the following statement, type in your
name and click the ‘l agree’ button at the bottom.

= | have talked to my parent and read the information sheet and wish to take part.

* | understand that | do not have to take part if | don't want to.

| understand that | can choose not to take part if | change my mind without giving a reason, and
| can ask for my interview recording to be destroyed at any time up until it has been written into
words and made anonymous (so that nobody can tell it is me).

¢ | understand that the interview will be treated confidentially by the researcher, but that my
parent will be present during the interview to provide support and so full confidentiality cannot

be guaranteed.
* | understand that findings from this research may be published.

« | understand that at the end of the study | can be told about the research findings and may
request a copy of the written report.

= |f | have any questions or worries about the research | can ask my parent / carer to discuss my

concerns with Rebekah Morgan or her supervisor Dr lan Smillie, at Cardiff University.
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For more details regarding ethics and this project, or to make a complaint please contact: School of
Psychology Research Ethics Committee, Cardiff University, Tower Building, 70 Park Place, Cardiff.
CF10 3AT; Tel: +44(0)29 208 70360; Email: psychethics@cardiff.ac.uk

GDPR: The information provided (blogs / journal entries) will be held in compliance with GDPR
regulations. Cardiff University is the data controller and Matt Cocper is the data protection officer
(inforequest@cardiff.ac.uk). The lawful basis for processing this information is public interest. This

information is being collected by the researcher, Rebekah Morgan.

The information on this consent form will be held securely and separately from the research
information. Only the researcher will have access to this data and it will be destroyed after 7 years.

| agree. | do not agree.

Your details:

Your name: | |

Your parent / carers | |
name:
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Appendix Fii: Young person (over 15) consent form for blog/journal entries

Experiences of female young people who have received a diagnosis of autism
spectrum condition during adolescence
This research is looking at the experiences of female young people who have been diagnosed with an

autism spectrum condition since the age of 11. Please only complete this form if you have read the

information provided about the study.

Participant consent form (16’s and over):

Having read the information, if you consent to taking part in the project, please tick the | agree box

below, along with your name.

| confirm that | am aged 16 or over.
| have read the information sheet provided and wish to take part.
| understand that taking part is voluntary.

| understand that | am free to withdraw from the study up until the data is analysed, without

giving a reason.

| understand that what | write is confidential, and that anything | write which may make it
possible to identify me will be removed or changed and therefore the data will be impossible to

trace back to me.

| understand that | can request my data or ask for it to be destroyed at any time up until the data

has been analysed.
| understand that findings from this research may be published in an anonymous form.

| understand that at the end of the study | can be told about the research findings and may

request a copy of the written report.

| understand that | may ask any questions at any time. | am free to discuss my concerns with
Rebekah Morgan or her supervisor Dr lan Smilie, at Cardiff University.
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For more details regarding ethics and this project, or to make a complaint please contact: School of
Psychology Research Ethics Committee, Cardiff University, Tower Building, 70 Park Place, Cardiff.
CF10 3AT; Tel: +44(0)29 208 70360; Email: psychethics@cardiff.ac.uk

GDPR: The information provided (blogs / journal entries) will be held in compliance with GDFPR
regulations. Cardiff University is the data controller and Matt Cooper is the data protection officer
(inforequest@cardiff.ac.uk). The lawful basis for processing this information is public interest. This
information is being collected by the researcher, Rebekah Morgan.

The information on this consent form will be held securely and separately from the research
information. Only the researcher will have access to this data and it will be destroyed after 7 years.

| agree. | do not agree.

Click to write the question text

Your name: | |

Your parent / carers
name if they are the mainl |
contact for this study:

Contact e-mail address: | |
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Appendix Fii: Young person (over 15) consent form for interviews

Experiences of female young people who have received a diagnosis of autism spectrum
condition during adolescence

This research is looking at the experiences of females who have been diagnosed with an autism
spectrum condition since the age of 11. Please only complete this form if you have read the information
provided about the study.

Having read the information, if you consent to taking part in the project, please tick the | agree box

below, along with your name.

If you agree to taking part in this study, please tick the boxes and sign below.

= | confirm that | am aged 16 or over.
* | have read the information sheet provided and wish to take part.
« | understand that taking part is voluntary.

* | understand that | am free to withdraw from the study up until the interview has been
transcribed into words and made anonymous, without giving a reason.

« | understand that the interview will be treated confidentially by the researcher, but that if my
parent is present during the interview to provide support, full confidentiality cannot be

guaranteed.

* | understand that | can request my data or ask for it to be destroyed at any time up until the
interview has been transcribed into words.

* | understand that findings from this research may be published in an anonymous form. |
understand that at the end of the study | can be told about the research findings and may

request a copy of the written report.
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¢ | understand that | may ask any questions at any time. | am free to discuss my concerns with
Rebekah Morgan or her supervisor Dr lan Smillie, at Cardiff University.

For more details regarding ethics and this project, or to make a complaint please contact: School of
Psychology Research Ethics Committee, Cardiff University, Tower Building, 70 Park Place, Cardiff.
CF10 3AT; Tel: +44(0)29 208 70360; Email: psychethics@cardiff.ac.uk

GDPR: The information provided will be held in compliance with GDPR regulations. Cardiff University
is the data controller and Matt Cooper is the data protection officer (inforequest@cardiff.ac.uk). The

lawful basis for processing this information is public interest. This information is being collected by the
researcher, Rebekah Morgan.

The information on this consent form will be held securely and separately from the research
information. Only the researcher will have access to this data and it will be destroyed after 7 years.

| agree. | do not agree.

Click to write the question text

Your name: | |

Your parent / carers
name if they are the mainl |
contact for this study:

Contact e-mail address: | |
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Appendix G: Blog / journal writing instructions.

CARDIFF
UNIVERSITY Instructions for taking part

PRIFYSGOL
CARDY®

Writing your blog / journal

To take part, please write a blog or a journal entry about each of the following things (you
can use each point as a title). If you want to you can use the journal sheets attached (but
you don't have to):

1.

Who am I? In this section please introduce yourself. Tell me what you think about
yourself as a person. For example: “ am an intelligent person because | enjoy finding
out about things”. You might want to write obout your strengths and weaknesses, or
the things that make you ‘you’. You might want to include important memories.
Remember, there are no wrong answers so you can really write whatever you want
me to know about you.

. Autism (or Asperger’s) and me. in this section, tell me how it was to get a diagnosis

of autism. Did it affect the way you thought about yourself as a person? Or perhaps
wou feel like it did not affect you at all?

. How | am the same as, or different to, other people: In this section, tell me about

whether you feel that you are the same or different to others. For example, do you
see yourself as part of o ‘group’ of people who are similar to you, but different to
other groups of people?

. Other things that are important to know about me: You don’t need to do a blog /

Journal entry for this section, but if you would like to, you can tell me about other
important things about your experience as a young person with autism here.

Things to remember:

1.

Please don't worry about spelling or grammar - the content of what you say is the
mast important thing.

. Feel free to write as much, or as little, as you like under each heading.
. Your parent / carer can help you by typing or writing for you, or to read the tasks to

you, but it is important that it is your choice of words and your ideas and answers
that are written in the blog / journal entries.

. There are no wrong or right answers — everything you have to say about the subject

will be interesting and important to the researcher.

. The blog / journal itself will be private — it won’t be published online.

6. If you decide not to take part, you can just decide not to send your blog / journal to

the researcher, no guestions will be asked (you are under no obligation to take part).

. If something is not clear, or you have any questions, you (or your parent / carer if you

are under 16) can get in touch with the researcher by e-mail on

morganrhl@cardiff.ac.uk.

Who am I?

Tell me what you think about yourself as a person. For example: “l am an
intelligent person because | enjoy finding out about things”. You might want to
write about your strengths and weaknesses, or the things that make you “you’.
You might want to include important memaories. Remember, there are no wrong
answers so you can really write whatever you want me to know about you.

Autism & me

Tell me how it was to get a diognosis of autism (or Asperger’s/ASD). Did it affect
the way you thought about yourself as o person? Or perhaps you feel like it did
not affect you at all? For example, you could start with “When | found out | had
autism | thought / felt...”.
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How | am the same as, or different to, other
people?

Tell me about whether you feel that you are the same or different to others. For
example, do you see yourself as part of o ‘group’ of people who are similar to you,
but different to other groups of people? For example, “Me and my friends are the
same, we all enjoy..."

Other things that are important to know about

M@ vYou can use this space to tell me about other important things about your

experience as o young person with autism here if there is something else you would
like to say (but you don’t have to).
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Appendix Hi: Debrief following blog / journal submission

CARD' FF School of Psychology,

UNIVERSITY Cardiff University Centre for Human
Developmental Science,

PRIFYSGOL 70 Park Place,

CAERDYy Cardiff. CF10 3AX

Participant debriefing

Firstly, a big, huge thank-you for taking part in this research. | hope you enjoyed it.

The blog / journal entries you wrote will be stored on a password protected file.
Within two weeks they will be anonymised, at which point your name, others’ names,
anything else that might identify you will be changed to a fake name.

Up until the data is analysed you can choose to remove your blog / journal entries
from the research if you no longer wish for them to be included in the research. You
do not need to give a reason.

| will then be writing my research report and looking at what everybody has said
about their experiences of having an autism spectrum condition diagnosis as a

young person.

The written report and blog / journal entries (with identifying information removed)
will be stored on Cardiff University secure T systems indefinitely.

It is hoped that this research will help to communicate the views of adolescent girls
with autism to those who may be supporting them in the future. It may help
Educational Psychologists and other professionals to support young people with an
autism spectrum condition more effectively.

If you have any questions about the research please get in contact with me through
email on morganrhi@ecardiff.ac.uk or you can contact my research supervisor (Amy
Hamilton-Roberts) on Hamillon-RobersAl@cardiff ac.uk

This study has received full ethical approval from Cardiff University Ethics
Committee. For more details regarding ethics and this project, or to make a
complaint please contact: School of Psychology Research Ethics Committee, Cardiff
University, Tower Building, 70 Park Place, Cardiff. CF10 3AT; Tel: +44(0)29 208
70360; Email: psychethics@cardiff.ac.uk

Thank you for your time!

GDPR Statement: The information provided (blogs / journal entries) will be held in
compliance with GDPR regulations. Cardiff University is the data controller and Matt
Cooper is the data protection officer (inforequesti@cardiff ac.uk). The lawful basis for
processing this information is public inferest.
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Appendix Hii: Debrief following interview

What happens next?

CARDIFF School of Bsychology

UNIVERSITY Cardiff University Centre for Human
PRIFYSGOL Developmental Science,

CAERDYR 70 Park Place,

Cardiff. CF10 3AX
Firstly, a big, huge thank-you for taking

part in this research. | hope you
enjoyed it.

The interview will now be transcribed (written up). The recording will be stored on a
password protected file. Within two weeks it will be written up and anonymised, at
which point your name, others’ names, anything else that might identify you will be
changed to a fake name, and the recording of the interview will be permanently
deleted.

Up until the interview is transcribed and anonymised you can choose to remove what
vou said from the research project. At which point the recording will be permanently
deleted. ¥ou do not need to give a reason. | will then be writing my research report
and looking at what evervbody has said about their experiences of having an autism
spectrum condition diagnosis as a young person.

The written-up interview (with identifying information removed) will be stored on
Cardiff University secure [T systems indefinitely.

It is hoped that this research will help to communicate the views of adolescent girls
with autism to those who may be supporting them in the future. It may help
Educational Psychologists and other professionals to support young people with an
autism spectrum condition more effectively.

If you have any questions about the research please get in contact with me through
email on morganrh1@cardiff.ac.uk or you can contact my research supervisor (lan

Smillig) on smillie@cArdift ac uk

This study has received full ethical approval from Cardiff University Ethics
Committee. For more details regarding ethics and this project, or to make a
complaint please contact: School of Psychology Research Ethics Committee, Cardiff
University, Tower Building, 70 Park Place, Cardiff. CF10 3AT; Tel: +44{0729 208
70360; Email: psychethics@cardiff.ac.uk

Thank you for your fimel
GDFPR Statement: The information provided will be held in compliance with GODPR
regulations. Cardiff University is the data controller and Matt Cooper is the data

protection officer (inforequest@cardiff.ac.uk). The lawful basis for processing this
information is public interesi.

Thank-you for taking part.
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Appendix li: Interview presentation: version 1

The person you thought you were before you were
diagnosed with autism.

How would you describe this person to others?
What kind of a person are they?

The person you thought you were before you were
diagnosed with autism:

What would be in their school bag?

The person you thought you were before you were
diagnosed with autism:

How was this person with their family?

The person you thought you were before you were
diagnosed with autism:

What groups did this person belong to? What were
those groups like? How did they feel in them?

The person you thought you were before you were
diagnosed with autism:

4

133

How did this person become like this? Was it from
birth or did things happen to make them like this?

The person you thought you were before you were
diagnosed with autism:

What did the future look like?

The person you thought you were before you were
diagnosed with autism:

What would be their ideal birthday present?

The person you thought you were before you were
diagnosed with autism:

How was this person with their friends?

The person you thought you were before you were
diagnosed with autism:

How did this person get on at school?

The person you thought you were before you were
diagnosed with autism:

What was this person’s biggest fear in life?

The person you thought you were before you were
diagnosed with autism:

How did this person view autism and autistic
people?

When you were diagnosed with autism:

Tell me how that happened, what you thought,
how you felt?

The person you feel you are now:

How would you describe yourself to others?
What kind of a person are they?

The person you feel you are now:

What would be in your bag?

The person you feel you are now:

How are you with your friends?

The person you feel you are now:

Do you belong to any groups? What are those
groups like? How do you feel in them?

The person you feel you are now:

9

133

How did you become this person? Was it from birth

or did things happen to make you like this?

The person you feel you are now:

What does the future look like for you?

The person you feel you are now:

What would be your ideal birthday present?

The person you feel you are now:

How are you with your family?

The person you feel you are now:

How do you get on at school/college or work?

The person you feel you are now:

0

‘What would be your biggest fear in life?

The person you feel you are now:

@
How did you view autism and other autistic people?

Is there anything you expected me to ask that |
haven’t asked you? Or anything you would like other
people to understand about being autistic?
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Appendix lii: Interview presentation: version 2

The person you thought you were before you were
diagnosed with autism.

What did you think about yourself at the time?
What words would you have used to describe
yourself then?

The person you thought you were before you were
diagnosed with autism:

What would have been in your school bag?

The person you thought you were before you were
diagnosed with autism:

How were you with your family?

The person you thought you were before you were
diagnosed with autism:

What groups did you belong to? What were those
groups like? How did you feel in them?

The person you thought you were before you were
diagnosed with autism:

4

133

How did you become this person? Was it from birth
or did things happen to make you like this?

The person you thought you were before you were
diagnosed with autism:

What did the future look like to you?

The person you thought you were before you were
diagnosed with autism:

What would have been your ideal birthday present?|

The person you thought you were before you were
diagnosed with autism:

How were you with your friends?

The person you thought you were before you were
diagnosed with autism:

How did you get on at school?

The person you thought you were before you were
diagnosed with autism:

What was your biggest fear in life?

The person you thought you were before you were
diagnosed with autism:

How did you view autism and autistic people?

When you were diagnosed with autism:

Tell me how that happened, what you thought,
how you felt?

The person you feel you are now:

How would you describe yourself to others?
What kind of a person are you?

The person you feel you are now:

What would be in your bag?

The person you feel you are now:

How are you with your friends?

The person you feel you are now:

Do you belong to any groups? What are those
groups like? How do you feel in them?

The person you feel you are now:

9

2

How did you become this person? Was it from birth
or did things happen to make you like this?

The person you feel you are now:

What does the future look like for you?

The person you feel you are now:

What would be your ideal birthday present?

The person you feel you are now:

How are you with your family?

The person you feel you are now:

How do you get on at school/college or work?

The person you feel you are now:

‘What would be your biggest fear in life?

The person you feel you are now:

s
How do you view autism and other autistic people?

7593

Is there anything you expected me to ask that |
haven’t asked you? Or anything you would like other
people to understand about being autistic?
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Appendix liii: Interview presentation: version 3

The person you imagine you might be if you did not
have autism.

What words would you use to describe this person?

The person you imagine you might be if you did not
have autism.

What would be in your school bag?

The person you imagine you might be if you did not
have autism.

How would you be with your family?

The person you imagine you might be if you did not
have autism.

What groups would you belong to? How would you
feel in those groups?

The person you imagine you might be if you did not
have autism.

Q

133

How would you have become this person? (Born this
way? or become like this through your experiences?)

The person you imagine you might be if you did not
have autism.

What would the future look like to you?

The person you imagine you might be if you did not
have autism.

What would be your ideal birthday present?

The person you imagine you might be if you did not
have autism.

How would you be with your friends?

The person you imagine you might be if you did not
have autism.

How would you get on at school?

The person you imagine you might be if you did not
have autism.

What would be your biggest fear in life?

The person you imagine you might be if you did not
have autism.

How would you view autism and autistic people?

When you were diagnosed with autism:

Tell me how that happened, what you thought,
how you felt?

The person you feel you are :

How would you describe yourself to others?
What kind of a person are you?

The person you feel you are:

What would be in your bag?

The person you feel you are:

How are you with your friends?

The person you feel you are:

Do you belong to any groups? What are those
groups like? How do you feel in them?

The person you feel you are:

4

133

How did you become this person? Was it from birth
or did things happen to make you like this?

The person you feel you are:

What does the future look like for you?

The person you feel you are:

-
i

What would be your ideal birthday present?

The person you feel you are:

How are you with your family?

The person you feel you are:

How do you get on at school/college or work?

The person you feel you are:

What would be your biggest fear in life?

The person you feel you are:

&©
How do you view autism and other autistic people?

Is there anything you expected me to ask that |
haven’t asked you? Or anything you would like other
people to understand about being autistic?
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Appendix liv: Extract from reflective diary following interviews using pseudonyms.
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Appendix J: Ensuring Discourse Analysis meets quality criteria

Antaki et al(2003)identify six ways that research can fall short of Discourse Analysis
(DA). The six pitfalls are identified below, and each is addressed in relation to the

current piece of research.

Mistakes to avoid

The present study

Under-analysisthrough summary:
This relates to when research
merely summarises what people
say in themes. This means that
information is lost (as the nuance
of how it was said is lost) and
nothing is added as it does not
offer an analysis of the discourse
that the spealer uses.

Include summary at the beginning of each
construct in order to present it to reader but
ensure to also display sufficient number of
guotes so that the participants data is also
displayed for the reader to see. Analysis is
done in steps 4 and 5.

Under-analysis through taking
sides:

This refers to research that merel
2TFSNR GKS |yl ¢
political or personal stance
towards what is said, which on itg
own, is not DA. Position taking is
not analysis of itself.

Reflexivity as a researchisrbuilt into the
process through journaling and explored in
paper 3.

Under-analysis through over
quotation or through isolated
guotation:

This occurs when research simpl
compiles a list of quotations
snipped from the data. It is often
revealed through #w number of
analysts comments to data
extracts. Also, isolating a quote
YR SELISOGAY3 A
without providing analysis is not
DA.

Quotes are presented but then balanced
against a summary of the theme, and further
analysis in steps 4nd 5.

The circular identification of
discourses and mental constructs
Circularity occurs when the analy|
claims the presence of a particule
discourse in the data, and then
explains the use of it by way of th
FFHOO dKIG GKS R
exanple, an analyst might claim g
RAAO2dz2NES 2F WT
explain use of the discourse as
being reproduced due to a

WFFAGKTdzE ySaaQ

Avoiding use of circularitg discursive analysis
in steps 4 and 5 steer the researcher away
from this tendency. There is no step in this
Fylrfeaira ddKIG O2yaAiR
use of discourses as this was not part of the
research question (moreoncerned with
YWK26QUL ®
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analyst must perform some
discursive analysis of the functior
2F LIS2L)X SQa dza s

Under analysis throughdise
survey:

This relates to the danger of
SEGNI LRt GAYy3 ¥
the world at large. It is fatally eas)
G2 atALl Ayadz2 4N
as if they were true for all
members of the category iwhich
2yS KIFa Olada 2y

b2 WiNMWzikKQ Ofl AYa | N
work, rather the role of the researcher in
WO2y aiNHzOGAY3IQ LI GGS

FOly26tft SRAISR® wl G4KSN
I R2f SaO0Syd | dziAaidys O
what ways of talking (discourses) exist for
constructing the self, therefore no actual trutf
claims are made of the participants
iKSyaSt @Sasz 2N 6KS W
they represent.

Analysis that consists in simply
spotting features:

This refers to research which
merely points to the structural
FTSEHOdNBa 2F LIS2
and labels the different aspects, &
for example in conversation

analysis.

This DA used a macro approach and so did 1
F20dza 2y (GKS YA ONa®ted

use of language, therefore did not fall into thi
error.
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Appendix K: Analytical procedure
Photographs of steps taken in the analysis of the discourse.

Step 1:
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Step 2:
Thisis a screen caption diie highlightedtranscript that has been codkehighlighting
both implicit and explicit reference to thdiscursive objecwvithin the data.

HOW T AM THE SAME AS, OR DIFFERENT TO, OTHER PEOPLE

I don’t feel that1 belong in any group.
[ feel ] am an outcast

[ belong with my immediate family

[ often find boys easier than girls

[ am different to most girls ... | don't like the things that most girls like & | don't
like the things that most young adults like. But I also don't like being excluded.

[ like rules to be followed & I don’t understand why some people get away with
breaking rules.

OTHER THINGS THAT ARE IMPORTANT TO KNOW ABOUT ME
MY EXPERIENCES AS A YOUNG PERSON WITH ASC

| don't feel that people believe me ... | have often been told | am lying, making it up
to get my own way, over reacting, being too sensitive ...

couldn’t be autistic because I can talk or 1 wasn’t like other ASC people they
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Step 3:

These photographs show some of the emergent discourses being developed at the
beginning of step 3. It involved going back to the free associati@terduring the

first stage, and cross referencing against the original data in an iterative process.
Labels for constructs at this stage were later amended as clusters of patterns were
pulled together into constructs and discourses.

iy
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Steps 4 & 5:
Some screenshots of steps 4 & 5 being undertaken in word tables.
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