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Overview
Research on older people with autism is very limited. Given the gap in the literature,
this study sought to explore the lived experiences of older people with autism.

Part 1 comprises a systematic review of autobiographica memory in adults
with autism. Fourteen studies were identified and evaluated. Overal, individuals with
autism retrieved fewer specific personal memories and took longer to access specific
memories on cueing tasks relative to typical controls. However, the role of mood and
the influence of methodological factors on autobiographical memory in adults with
autism are not adequately understood.

Part 2 comprisesaqualitative empirical study of the lived experience of autism
in older age. Thirteen older people with autism participated in semi-structured
interviews, which were subsequently analysed using thematic analysis. Findings
indicated that the experiences of older people with autism were characterised by
loneliness and longing for connection. Prior to diagnosis individuals had some
awareness of difficulties, attributed to intrinsic differentness. Diagnosis provided a
new framework for understanding differentness and prompted a process of life review
and externalisation, whereby negative past experiences could be reattributed to autism
as opposed to the self. Autism groups were highly valued, offering opportunities for
acceptance and belonging.

Part 3 comprises a discussion of issues pertaining to conducting qualitative
research in this field. Topics explored include personal assumptions and how these
evolved over the course of the research, difficult aspects of the interview process,

reflections on findings and ideas for future research.
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Part 1: Literature Review

What isthe nature of autobiographical memory in adultswith autism?

A systematic review



Abstract
Aims: Autobiographical memory, the recollection of past personal experiences and
personal semantic knowledge, is fundamental to everyday functioning. It has been
suggested that individual swith autism show reduced episodic personal memories. This
paper aimsto systematically review the literature regarding autobiographical memory
in people with autism.
Methods: A systematic search was conducted on three databases for studies pertaining
to autobiographical memory and autism. In total, 14 empirical studies were identified
and evaluated.
Results: The diversity of methodologies used made direct comparisons difficult.
Overdl, there was evidence that adults with autism generate fewer specific
autobiographical memories and take longer to access specific memories on cueing
tasks compared to typical controls. The role of mood and the influence of
methodological factors on autobiographical memory performance in adults with
autism are not adequately understood.
Conclusions: This review found evidence to support diminished episodic
autobiographical memory in autism but the influence of mood and methodological
factors on test performance require further investigation. Future research studies could
benefit from using larger sample sizesto ensure adequate power, drawing on a broader
range of approaches to eliciting and measuring memories, and using depressed and

typical controls.



Introduction
Autism spectrum disorder is a lifelong developmental condition characterised by
socia communication impairments and restricted, repetitive interests or behaviours
(American Psychiatric Association [APA], 2013). Previously construed as divisible
into discrete diagnostic categories (APA, 2000), more recently the concept of asingle
autism spectrum has replaced these categories with the understanding that the same
core symptoms vary in severity between individuals (APA, 2013). This review will
use the word ‘autism’ to describe individuals with any autism spectrum diagnosis and
without comorbid learning disability (i.e. 1Q in the normal range or above).
Autobiographical memory and approaches to its measurement will first be described

before considering the nature and pertinence of personal memory in autism.

Autobiographical Memory

Autobiographical memory is memory that pertains to the self and refers to an
individual’s recollection of past events and experiences (Kopelman & Kapur, 2001;
Lind, 2010). Although often used synonymously with episodic memory (Raes et al.,
2007), episodic memory isconsidered abroader construct, incorporating both personal
memories and performance on particular learning tasks, such as word-list recall
(Kopelman & Kapur, 2001). In line with recent theorists (e.g., Conway, 2005; Raes et
al., 2007), thisreview advocates that autobiographical memory is best understood as a
personal memory system comprised of semantic and episodic facets. The semantic
facet consists of an individua’s store of general persona information (e.g., schools
attended, friends' names), while the episodic facet pertains to memories of particular
events which are situated in time and space (e.g., the day | took my driving test) and

accumulated over the course of a person’s life (Piolino, Desgranges, Bendi, &
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Eustache, 2002). This episodic facet of autobiographical memory is characterised by
autonoetic awareness, whereby individuals can mentally travel through timeto relive
a past event, rich in contextual information, including spatiotemporal and sensory-
perceptua details (Tulvig, 1985). A feeling of remembering, as distinct from simply
knowing, is therefore thought to distinguish episodic from semantic autobi ographical
memory. The current neuropsychological understanding of autobiographical memory
holds that memory for personal experiences and more semantic personal knowledge
exist relatively independently, with differential impairments reported (e.g., Eslinger,
1998; Tulving, Schacter, McLachlan, & Moscovitch, 1988).

Personal memory is understood as a hierarchical memory system, with
autobiographical knowledge ranging from abstract, semantic material to specific
persona events (Raeset al., 2007). Thisview of autobiographical memory is reflected
in the Self-Memory System (SMS; Conway & Pleydell-Pearce, 2000). According to
the SM S, a continuous hierarchy exists with personal representations ranging from life
story themes (e.g., relationships, work), to lifetime periods (e.g., my time in
university), to general events (e.g., attending lectures), to particular episodic memories
(e.g., first lecture). When individuals are requested to retrieve a specific
autobiographical  memory, typicaly in response to word cues, retrieva is
conceptualised as a staged process, starting with more semantic material and moving
towards event-specific information (Conway & Pleydell-Pearce, 2000; Williamset al.,
2007).

Autobiographical memory is central to human functioning, facilitating a
person’ s sense of self, identity, orientation, continuity acrosstime, socia intimacy and
ability to pursue goas in light of prior problem-solving (Conway & Pleydell-Pearce,

2000; Nelson & Fivush, 2004; Prebble, Addis, & Tippett, 2013; Raes, Hermans,
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Williams, & Eelen, 2007; Williams et a., 2007). With respect to identity formation,
autobiographical memory is thought to facilitate connections between discrete
moments, enabling individuals to subjectively interpret their memories and integrate
them into a coherent life story (Schechtman, 1994). The reminiscence bump, the
phenomenon whereby personal memories from adolescence and early adulthood are
overrepresented in recall tasks, is a robust finding in autobiographical memory
research (Fitzgerald, 1988, 1996). It is believed to be the result of privileged encoding
of experiences concerning Eriksonian psychosocial stages of development (e.g.,
Erikson, 1959), particularly identity formation in the second decade of life and
formation of intimate relationshipsin the third (Holmes & Conway, 1999).

Over the past quarter of a century, autobiographical memory research has
demonstrated that the way in which people remember past experiences has
consequences for psychological functioning, namely whether the past is recalled in
specific or general ways. A specific memory is characterised by spatiotemporal
specificity (Peeters, Wessel, Merckelback, & Boon-Vermeeren, 2002), typicaly
defined as a personal experience that lasted no longer than asingle day (e.g., theday |
passed my driving test). Overgenera memory, on the other hand, initialy described
by Williams and Broadbent (1986), refers to the phenomenon whereby more general
memories (e.g., driving lessons) are retrieved following a request for specific
memories. Overgeneral memory is related to the aetiology and perpetuation of

depression (Sumner, 2012; Williams et a., 2007).

Autism and Autobiographical Memory
It is perhaps surprising that it is only in the past decade that research has begun to

explore personal memory in autism given the pertinence of autobiographical memory

12



to social and interpersona functioning, which individuals with autism typically find
difficult (Blacher, Kraemer, & Schalow, 2003). Additionally, high rates of depression
have been reported in adults with autism, with 75% experiencing at least some degree
of current depression (Hill, Berthoz, & Frith, 2004) and 70% of young adults reporting
at least one episode of major depression (Lugnegéard, Hallerback, & Gillberg, 2011).
Given this increased vulnerability to depression and the role of overgenerd
autobiographical memory in the maintenance of depression (Sumner, 2012),
exploration of personal memory in autism seems of considerable importance.
Research with children with autism indicates reduced episodic and semantic
personal memory (Bruck, London, Landa, & Goodman, 2007; Goddard, Dritschel,
Robinson, & Howlin, 2014), while in adulthood it is suggested that episodic personal
memory remains reduced but semantic personal memory is intact (Klein, Chan, &
Loftus, 1999). Thisisin line with the genera memory profile in autism, characterised
by episodic memory deficits alongside spared semantic memory (Ben Shalom, 2009).
There are a number of plausible mechanisms that might underlie reduced
episodic persona memory in autism. Reduced theory of mind, or the ability to infer
mental states to predict and explain behaviour, is a robust finding in autism (Baron-
Cohen, 2001; Baron-Cohen, Ledlie, & Frith, 1985). Theory of mind is related to
personal memory retrieval in clinical samples (Corcoran & Frith, 2003), and evidence
from neuroimaging suggests that a core neural network underlies theory of mind and
personal memory (Spreng, Mar, & Kim, 2008). The suggestion that individuals with
autism are less able to reflect on their own mental states (Frith & Happé, 1999), have
under-elaborated self-concepts and show a reduced self-reference effect at encoding
(Lind, 2010), might mean that personal eventsarelesslikely to betagged as personaly

significant, making self-relevant memory retrieval more difficult.
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In addition to self-related processes, cognitive processing styles generally may
have arole to play with respect to autobiographical memory in autism. In studies of
(non-autobiographical) general memory in autism, the ability to hold together in
memory the discrete features that characterise a particular episode appears diminished
(Bowler, Gaigg, & Gardiner, 2014). Applied to the retrieval of personal experiences,
this would suggest a tendency towards more fragmented personal recollections and
storage of memories asisolated eventsrather than within abroader framework (Bowler
et a., 2014). This would also be consistent with a weak central coherence account of
autism, characterised by difficulty integrating local detailsinto a global whole (Happé
& Frith, 2006). Furthermore, a propensity to process information locally rather than
globally might have implications for executive control, thought to be involved in
autobiographical memory retrieval (Dalgleish et al., 2007) and one of the components
hypothesised to underlie overgenera memory (Williams, 2006). Executive control
encapsulates the set of cognitive processes required for planning, initiating,
sequencing and monitoring goal-directed behaviour in the face of distracting
information (Williams, 2006).

Given the theoretical plausibility and possible implications of reduced
autobiographical memory in autism, the present study sought to determine the nature,
characteristics and correlates of autobiographical memory in adults with autism.
Specificaly, thisreview will investigate:

*  What aspects of autobiographical memory have been measured in autism?

e Isautobiographica memory reduced in individuals with autism relative to
controls?

e Do individuals with autism show a pattern of recollection consistent with

the reminiscence bump?
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* What factors have been found to correlate with autobiographical memory

performance in autism?

Method

Studies had to meet a number of criteriain order to be eligible for inclusion:
1. The study must relate to personal memories. Studies should specifically
index memory for personal events or self-relevant semantic memory.
2. Clinical participants must have a diagnosed autism spectrum disorder.
3. Clinical participants must not have comorbid learning disability.
Participants should have verba and intellectual abilities within or above the
normal range, irrespective of whether language was initially delayed.
Participant groups should have mean verba 1Q of 70 or above, or when
information on verbal 1Q is unavailable, mean full-scale 1Q of 70 or above.
Verbal 1Q is privileged here because autobiographical memory is associated
with language development (Nelson & Fivush, 2004) and studies of

autobiographical memory typically require verbalisation of memories.

4. The mean age of participants must be 18 years or older.

5. The study must have a comparison group.

6. Studies must be peer-reviewed journal articles and written in English.
7. Studies using any experimental or naturalistic design, employing at

least one qualitative or quantitative measure of autobiographical memory

must be considered for inclusion.
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Sear ch Strategy
In March 2015, a systematic literature search was conducted in the PsychINFO,
MEDLINE, and Web of Science databases in order to identify all studies relating to
autism and autobiographica memory. Title, abstract and keyword searches were
employed, and no filters were applied to the search. The search structure consisted of
two sets of terms, each with a number of variants, specified below:
1. Autism
(autis* OR asperger* OR pervasive development* disorder* OR PDD*
OR ASD OR ASC OR development* disorder*)
AND
2. Autobiographica memory

(autobiographical memor* OR episodic memor* OR persona memor*).

The searches on PsychINFO, MEDLINE and Web of Science databases generated 116,

85 and 209 papers respectively. Following de-duplication, there were 254 papers.

Article Selection

All titlesand abstracts of the 254 paperswere read to check whether they met inclusion
criteria. Thirty-eight papers could not be excluded on the basis of examination of title
and abstract aone and were consequently read in full; 26 papers were subsequently
excluded. The mgority of these were excluded on the basis that they did not
specificaly index memory for personal events or self-relevant semantic knowledge.
Others were eliminated because the clinical sample did not have amean age of at |east

18 years, or because they were theoretical or review papers. Where there was a query
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about a paper’s dligibility for inclusion in the review, two experienced researchers
were consulted to reach a consensus according to inclusion criteria.

This left atotal of 12 papers for inclusion in the review. See Figure 1.1 for a
flow chart of inclusion and exclusion of papers. Of these, two papers each reported
results from two studies, which were therefore appraised separately, leaving atotal of
14 studies for inclusion. Reference lists of the papers that met inclusion criteria were
examined to ascertain whether any further papers were €eligible for inclusion. No

additional studies were identified.
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Figure 1

Diagram to Illustrate the Search Process
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Critical Appraisal

For the included studies, the primary researcher independently extracted the data and
assessed risk of bias using a modified version of the Newcastle-Ottawa scale for
nonrandomised case-control studies, as employed by Herzog et a. (2013; see
Appendix A for scale). The Newcastle-Ottawa scale comprises a ‘star system’,
whereby a study is judged on three areas. the selection of cases and controls
(maximum: five stars), the comparability of groups (maximum: two stars), and
ascertainment of the exposure or outcome of interest (maximum: three stars). A total
score was obtained by adding the number of starsin each category, with ahigher score
indicating better methodological quality. A maximum of ten stars could be assigned
per study. A score of six or more on the Newcastle-Ottawa scale has previously been
considered indicative of high levels of methodological quality (Leonardi-Bee, Smyth,
Britton, & Coleman, 2008). Queries were resolved by consultation with research

supervisors.

Results
A total of 14 studies from 12 papers met criteria for inclusion. This review was only
concerned with the sections of research that met inclusion criterig; i.e., those that
pertain to the autobiographical memory of individuals with autism. Table 1.1 provides

asummary of the 14 studies.
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Table1.1

Characterigtics and Results of Included Sudies

Authors Diagnosis N Study aims Mean agein Mean ability Autobiographical memory AM dependent variable(s) Main findings
(year) [Criteria; (male) years (SD) (SDirange) [Test] test
measure]
Goddard, AS (n=36), AS: Toinvestigate ASD: ASD: 1. AM cueing task (5 positive 1. Latency to first word of each ~ ASD fewer specific AM and longer
Howlin, HFA (n=1). 37(30) AM and socia 25.35 (6.51) VI1Q 98.27 (18.53) emotion, 5 negative emation,  response, specificity (specific latenciesto retrieve specific AM.
Dritschel, [not CG: problem-solving CG: FSIQ 97.59 (17.48) 5 neutral cues). or categoric/extended). Emotional cues (versus neutrals)
& Patel specified] 39(31) inadultswith 21.26 (3.23) CG: 2. After providing ideal 2. Propensity to retrieve any facilitated specificity for CG only. No
(2007) ASD and controls. VI1Q 98.15 (20.45) problem-solving strategy on AM during MEPS. AM coded group difference in tendency to retrieve
FSIQ 99.44 (18.37) MEPS, participants asked to as above. AM during problem-solving.
[WASI] report any thoughts/images.
Crane & AS (n=14), ASD: Toassessepisodic  ASD: ASD: 1. Episodic and semantic AM 1. Episodic AM: 3-point 1. Nodifferencein overall AM. Bumpiin
Goddard HFA (n=1) 15(12) and semantic 37.87 VIQ 110.87 (16.86) interview (4 life periods). specificity scale (3=specificin episodic and semantic AM in secondary
(2008) [not CG: aspects of AM, (12.63) FSIQ 114.33(14.39) 2. AM fluency task: askedto  time and place). school, 5-years post-school for CG only.
specified] 15(12) establishextentof CG: CG: generate eventsand people's  Semantic AM: Max score6for 2. ASD fewer episodic AM overall, no
deficit 32.73 VIQ 106.53 (15.03) names (4 life periods), 90s each life period depending on difference in semantic. Both groups more
(17.59) FSIQ 111 (15.83) limit. volume of information. episodic AM for secondary school
[WASI] 3. Short interview task re 2. Volume of memories compared to pre-school. CG bump in
personal episodic memories generated in time limit. semantic AM at secondary school, 5-years
3. Coded for volume of post school.
narrative, qualitative aspects. 3. No group difference in volume of
narrative; ASD fewer specific memories
than CG. No difference on qualitative.
aspects.
Crane, AS (n=25), ASD: To assess ASD: ASD: 1. General event knowledge 1. Mean latency to general 1. ASD longer to access general event
Goddard, & HFA (n=3) 28 (14)  accessibility of 41.57 (16.49) VIQ115.39 (12.10)  task: asked if experienced event knowledge for goal/non- knowledge across goal type. Both groups
Pring (2009 [ICD-10 or CG: specific and CG: FSIQ 117.18 (13.47)  particular events (yes/no). goal, except where participants ~ faster to access knowledge re self-
— Study DSM-IV 28 (14)  general persona 40.53 (17.20) CG: 2. Event specific knowledge had not experienced goal item. concordant goals.
1a)? (records knowledgere VIQ 110.68 (13.35)  task: cue-word task related to 2. Mean number of specific 2. ASD fewer specific AM overal. Goal
reviewed); currently and non- FSIQ 115.11(11.67) goal items (self- AM overall and latency to cues facilitated speed of event-specific
AQ] currently pursued [WASI] concordant/non-self- specific AM asfunction of goal  knowledge relative to non-goal for CG
goals. concordant/non-goal). type. only.
Crane, AS (n=18), ASD: To extend results ASD: ASD: Revised version of AM Mean number of general AM No group difference re overall number or
Goddard, & HFA (n=2) 20(10) of Craneetal. 36.55 (11.62) VIQ 114.20 (12.27) cueing task: asked to report and latency to general AM as latenciesto general AM. Goal cues
Pring (2009 [ICD-10 or CG: (2009 - Study 1) CG: FSIQ 113 (13.69) category of events, at speed. function of goal type. facilitated accessibility of general event
—Study 2)> DSM-IV 20(10) by examining 35.45 (11.75) CG: knowledge compared to non-goal cues, no
b (records general event VIQ 111.05 (10.70) effect of goal self-concordance, similar
reviewed); knowledge. FSIQ 112.50 (8.85) across groups.
AQ] [WASI]
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Table1.1

Characteristics and Results of Included Studies(continued)

Authors Diagnosis N Study aims Mean agein Mean ability Autobiographical memory AM dependent variable(s) Main findings
(year) [Criteria; (male) years (SD) (SDirange) [Test] test
[study] measure]
Crane, AS (n=18), ASD: To establish ASD: ASD: Participants asked to describe  Total number of memories, Groups equally able to distinguish self-
Goddard, & HFA (n=2) 20(10)  whether ASD 36.55 (11.62) VIQ 114.20 (12.27) 5 salf-defining memories, 5 narrative length, specificity, defining/everyday memories. CG more
Pring [ICD-10 or CG: could distinguish CG: FSIQ 113 (13.69) everyday memories. theme, reference to emotion, salf-defining memories relative to
(2010)° DSM-IV 20(10)  between sdlf- 35.45 (11.75) CG: Memories rated on MCQ. sensory elements, focus on everyday; no such patternin ASD. No
(records defining/everyday VIQ 111.05 (10.70) self/other, meaning making. group difference on MCQ. ASD fewer
reviewed); memories; explore FSIQ 112.50 (8.85) specific AM overall. Memories
AQ] memory content, [WASI] qualitatively similar overall, but ASD less
meaning making. meaning from narratives.
Lind & AllHFA (AS  ASD: Totest hypothesis  ASD: ASD: Cuetask: asked toremember  Descriptions coded as episodic ~ ASD group recalled/imagined sig. fewer
Bowler or AD) [ICD- 14(11) thatindividuas 41.38 VIQ 107.86 (12.37) event that happened during memory or error specific events, less likely to take field
(2010) 10, DSM-IV; CG: with ASD have (12.71) FSIQ 105.86 (14.52)  specified time period (today, (omissions/general memories). perspective, more likely to take observer
ADOS, AQ] 14(11) diminished CG: CG: yesterday, week ago, month Episodic AM scores based on perspective. No group differencein
episodic AM and 43.83 VIQ 110.71 (15.75) ago, year ago, 5y ago, 10y proportion of specific AM autonoetic awareness.
episodic future (10.39) FSIQ 108.57 (18.20)  ago). MCQ completed. described. Point of view,
thinking. [WAIS-11-UK] autonoetic awareness (MCQ)
Tanweer, AS[DSM-IV; ASD: Toinvestigate ASD: ASD: 1. Asked to provide AMs 1. AMs scored on 4-point ASD fewer memories overall, fewer
Rathbone, AQ] 11(9), whether AM in 341 VIQ 109.55(11.26)  from 3 time periods (A=0- episodic scale (4=specificevent  episodic AM overall and across all
& Souchay CG: ASD are (11.2) FSIQ 112.64 (8.76) 17y; B=last 5y; C=last 12m),  situated in time/space, plus periods.
(2010) 15 (4) characterized by CG: CG: with particular themesin sensory details). 2 scores for ASD lower proportion of R across A and
fewer episodic 327 VI1Q 108.47 (10.99) each period (e.g., family each time period: overall total B periods compared to CG; recency effect
‘remembered’ (9.5) FSIQ 110.68 (8.94) event). (incl. specific and generic for both groups (more R in period C).
events [WASI] 2. RIK paradigm information), strictly episodic
(R/*remember’ response = total (i.e. scored 4).
conscious recollection, 2. Proportion of R, K responses
autonoetic awareness)
Crane, AS (n=16), ASD: Toexploreeffects  ASD: ASD: AM cueing task: Memories coded as 1. ASD marginally fewer specific
Pring, HFA (n=2) 18 (12)  of manipulating 37.17 VIQ 115.11 (9.07) 1. Cuewords varied in specific/not, latencies to memories than CG (non sig.), longer to
Jukes, & [DSM-IV or CG: imageability and (13.59) FSIQ 114.00 (13.26)  imageahility (low/high), specific memory retrieval (max  retrieve (sig). High imageability = more
Goddard ICD-10 18(12) freguency of word CG: CGs: frequency (low/high). 309). AM, faster retrieval for both groups. No
(2012 - (records cueson AM 37 VIQ 116.39 (7.48) 2. Visual, tactile, auditory effect of frequency on speed/specificity.
Study 1)¢ reviewed); retrieval. (14.09) FSIQ 117.39 (8.22) condition: Cue words varied 2. ASD fewer specific AMs, longer to
AQ] [WASI] in imagery modality (odor, retrieve. More specific AM to cueshigh in

tactile, auditory). visual imagery relative to tactile or

auditory across groups.
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Table1.1

Characteristics and Results of Included Studies(continued)

Authors Diagnosis N Study aims Mean agein Mean ability Autobiographical memory AM dependent variable(s) Main findings
(year) [Criteria; (male) years (SD) (SDirange) [Test] test
[study] measure]
Crane, ASD — ASD: To explore speed ASD: ASD: AM cueing task: Memories coded as 1. ASD fewer specific AM, longer to
Pring, diagnostic 18(10) and specificity of 41.78 VIQ 116.22 (11.09) 1. Odour, image and word specific/error (memory failures,  retrieve across modality. Both groups
Jukes, & categoriesnot CG: 18  AM retrieval (15.27) FSIQ 118.17 (10.74)  cue condition (odour stimuli general categoric AM, general longer to retrieve AM to odour cues
Goddard specified (20) using cues of CG: CG: in covered glassjars.) extended AM). Mean latencies  relative to image, word. ASD more
(2012 - [DSM-IV or different sensory 39.50 VIQ 111.78 (11.19) 2. Auditory, imageand word  toretrieval (max 30s). categoric AM.
Study 2)¢ ICD-10; AQ] stimuli. (13.27) FSIQ 114.89 (11.75)  cue condition (auditory 2. ASD fewer specific AM, longer to
[WASI] stimuli = 3saudio clip). retrieve across modality; ASD more
categoric AM. Both groups longer to
retrieve AM to auditory cues compared to
image, word.
Chaput et AS[DSM- AS: Toinvestigate AS: ASD: Adapted episodic memory Total AMsoverall (incl. ASD fewer AM overall, fewer episodic
a. (2013) IV-TR] 15(15) sdf-awarenessin 19.3 VIQ 109.9 (17.4) test of autobiographical past specific and generic AMSs (i.e. scored 4). Family-related
CG: AS through (6.1, 13-33) FSIQ 103.5 (12.9) (semi-structured information). Total strictly vocabulary and possessive pronouns less
15(15) episodic AM CG: CG: questionnaire). Used 3 life episodic AMs (i.e. achieved frequent in ASD interviews than CG.
assessment, 210 VIQ 116.5 (21.5), periods (childhood, max score on 4-point episodic
linguistic markers  (6.5) FSIQ 109.2 (16.4) adolescence, past 12 scale; max=specific AM,
of self-awareness [WASI] months). located in time, place with
in narratives. personal details).
Crane, AS (n=18) ASD: To explore past ASD: ASD: Sentence completion AM Response coded for degree of No group difference when generating past
Lind, & [DSM-IV or 18(13) eventrecollection  40.12 (13.94) VIQ 109.94 (19.14)  task: SCEPT (‘I still specificity (omissions, semantic  or future events: more specific events
Bowler ICD-10; CG: and future event CG: FSIQ 107.81(10.30)  remember well how..."). associates, extended events, when recalling past events compared to
(20133) ADOS, AQ] 18 (13) simulation 44.80 (11.59) CG: Asked to recall memory of categoric events, specific imagining future, more semantic
compared to CG. VIQ 111.72 (14.48) past event to complete event). associates when imagining future events
FSIQ 110.27 (15.72)  sentence (11 total). Not compared to recalling past. Depression
[WAIS-11-UK] explicitly asked to recall scores not correlated with performance for
specific event. SCEPT either group.
returned electronically.
Crane, AS (n=25), ASD: To explore ASD: ASD: AM cueing task: 5 positive Number of specific AM, errors  ASD fewer specific AMs, longer to
Goddard, & HFA (n=3) 28(14) potential 41.57 (16.49) VIQ 115.39 (12.10) emotion, 5 negative emotion (categoric/extended memories, retrieve AM than CG. ASD higher
Pring [ICD-10 or CG: correlates of AM CG: FSIQ 117.18 (13.47)  and 5 neutral words. memory failures) asfirst depressed mood, rumination than CG;
(2013b) DSM-IV 28 (14) performance 40.53 (17.20) CG: responses, mean latencies to lower ToM and WM. Categoric AM
(records (depressed mood, VI1Q 110.68 (13.35) specific AM retrieval (max related to depressed mood, rumination in
reviewed); rumination, WM, FSIQ 115.11 (11.67) 60s). CG only. Specific AM related to ToM and
AQ] ToM). [WASI] WM in ASD; not related to depressed

mood, rumination.
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Table1.1

Characteristics and Results of Included Studies(continued)

Authors Diagnosis N Study aims Mean agein Mean ability Autobiographical memory AM dependent variable(s) Main findings
(year) [Criteria; (male) years (SD) (SDirange) [Test] test
[study] measure]
Kristen, AS (n=13), ASD: Toinvestigate ASD: ASD: 1. Semi-structured interview: 1. 4-point scale of specificity Semantic and episodic AM unrelated for
Rossmann, HFA (N=4), 20(15) relationship 28.25 (11.57) VI1Q 105.20 (15.61) asked to retrieve specific AM  (max=specific AM located in both groups. Reduced specificity and
& Sodian atypical CG: between ToM for CG: PIQ 100.82 (22.11) (4 life periods: preschool, time/space with contextual quantity of AMs across lifespan for ASD;
(2014) autism (n=3) 20(14) sdf (mind- 29.30 (11.12) CG: primary school, secondary detail); 2 episodic AM scores semantic AM also reduced but smaller
[ICD-10; AQ] mindedness) and VI1Q 105.00 (9.72) school to 18y, >18y). (overall, lifetime period). effect size. For ASD only, positive
other and AM. PIQ 103.85 (14.10) 2. Asked torecall 2 semantic 2. Rated according to volume relationship between mind-mindedness for
[PIQ=CFT, AMs from each period (e.g., of information; 2 semantic AM  self and episodic AM. No relationship
VIQ=MWT-B] names, addresses). scores (overal, lifetime period)  between ToM (for other) and AM.
calculated.
Lind, AD (n=5), AS ASD: Toinvestigate ASD: ASD: Cuetask: asked to describe ‘Composite experiential index’ ASD lower CEI across personally
Williams, (n=22) [ICD-  27(21) underlying basis 35.46 (13.23) VIQ 111.59 (15.08) particular events (12 total, (richness/detail score, ranged O-  experiences past episodes, future events
Bowler, & 10, DSM-IV-  CG: of deficitsin CG: FSIQ 112.37 (16.36)  incl. past, future, fictitious 60). Calculated by combining and fictitious scenes conditions. For both
Peel (2014) TR; AQ, 29(22)  episodic memory 33.25(16.15) CG: conditions) on cue cards description content (spatial groups, higher CEI for descriptions of past
ADOS and episodic VIQ 112.97 (12.06) (e.g., how you spent your last  references, presence, sensory, events than for future events or fictitious
(n=19), SRS future thinking. FSIQ 114.07 (11.01)  birthday). Questionnaire on thought/emotion/action), sense  scenes.
2] [WASI] salience, sense of presence, of presence, perceived salience,

integrated nature of
description.

spatial coherence.

Note. ASD = autism spectrum disorder group; AD = Autistic disorder; ADOS = Autism Diagnostic Interview Observation Schedule (Lord et al., 2000); AM = autobiographical memory; AQ = Autism-spectrum Quotient
(Baron-Cohen, Wheelwright, Skinner, Martin, & Clubley, 2001); AQ-k =Autism-spectrum Quotient (evaluated German short version); AS = Asperger’s syndrome; CFT-R = Culture-Fair Test 20-R; CG = comparison
group (typical adults); CEI = composite experiential index; DSM-IV-TR (APA, 2000); ICD-10 (World Health Organisation [WHQ], 1993); Incl. = including; HFA = high-functioning autism; K = known; M = month(s);
MCQ = Memory Characteristics Questionnaire (Johnson, Foley, Suengras, & Raye, 1988); MEPS = Means-End Problem-Solving Test; MWT-B = Mehrfachwahl-Wortschatztest (German multiple choice vocabulary test);
R = remembered; R/K remember/know; SCEPT = The Sentence Completion of Events from the Past Test (Raes et al., 2007); Sig., = significantly; Specific = single event that lasted less than a day; SRS-2 = Socia
Responsiveness Scale, Second Edition (Constantino & Gruber, 2012); ToM = theory of mind; TST = Twenty Statements Task (Kuhn & McPartland, 1954); WASI = Wechsler Abbreviated Scale of Intelligence (Weschler,
1999a); WAIS-I11-UK, Weschler Adult Intelligence Scale — Third UK Edition (Weschler, 1999b); WM = working memory; Y = year(s).
2Two separate studies from same paper; study 1 described as Crane et al. (2009 - Study 1, p. 559) and study 2 as Crane et al. (2009 - Study 2, p. 566).

b Same sample used in both studies

¢Two separate studies from same paper; study 1 described as Crane et al. (2012 - Study 1, p. 2101) and study 2 as Crane et al. (2012 - Study 2, p. 2105).
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1. Design and Sample Characteristics
All studies that met criteria for the review were cross-sectional. Sample sizes ranged
from 11 (Tanweer, Rathbone, & Souchay, 2010) to 37 (Goddard, Howlin, Dritschel,
& Patel, 2007) for autism groups and 14 (Lind & Bowler, 2010) to 39 for controls
(Goddard et a., 2007). Although these samples seem typical of autism research, they
are objectively small. No study provided a power calculation, and a few authors
suggested that their studies are likely to have been under-powered. It is therefore
possible that non-significant findings were the result of Type Il error. Furthermore, the
numerous analyses conducted by some studies (e.g., Kristen, Rossmann, & Sodian,
2014) raise questions about whether significant findingsweretheresult of Typel error.
Mean verba 1Q for autism groups ranged from 98 (Goddard et al., 2007) to
116 (Crane, Pring, Jukes, & Goddard, 2012 — Study 2), and from 98 (Goddard et al.,
2007) to 116 (Chaput et al., 2013; Crane et a., 2012 — Study 1) for controls. Overall,
study samples tended to have mean verbal and full-scale IQ scores towards the higher
end of average, as shown in Table 1.1. All but two studies took place in Britain; the

others took place in France (Chaput et a., 2013) or Germany (Kristen et a., 2014).

2. Approachesto M easurement

2.1 Autism measures.
Studies used a variety of approaches to establishing autism diagnosis. Most studies
specified the diagnostic criteria used, such as the DSM-1V (APA, 2000), DSM-V
(APA, 2013) or ICD-10 (WHO, 1993); reviewed clinical records and used at least one
measure as an additional diagnostic check (Crane, Goddard, & Pring, 2009 — Study 1,
2010, 2013 — Study 1; Crane, Lind, & Bowler, 2013b; Crane et a., 2012 - Study 1,

2012 - Study 2; Kristen et al., 2014; Lind & Bowler, 2010; Lind, Williams, Bowler, &
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Peel, 2014; Tanweer et a., 2010). The maority of these used the Autism-Spectrum
Quotient (AQ; Baron-Cohen, Wheelwright, Skinner, Martin, & Clubley, 2001), and
three used the Autism Diagnostic Interview Observation Schedule (ADOS; Lord et al.,
2000) in addition to the AQ (Crane et a., 2013a; Lind & Bowler, 2010; Lind et al.,
2014). One study described the diagnostic tests upon which participants diagnoses
were based and consequently did not administer additional diagnostic screens (Chaput
et a., 2013). Two studies stated that participants had a formal diagnosis but did not
specify the diagnostic criteria used, did not review participant records nor administer

a screening test to confirm diagnosis (Crane & Goddard, 2008; Goddard et al., 2007).

2.2 Measuring autobiographical memories.
Studies employed various ways of quantifying the autobiographica memories
generated by participants. Some studies coded memories as either specific (i.e. asingle
personal event that lasted no longer than a day) or not, and counted the volume of
specific memories recalled within a time limit (Crane et a., 2009 - Study 1, 2010,
2012; Goddard et a., 2007; Lind et al., 2010). Others employed a more sophisticated
coding system, in which responses were classified according to degree of
specificity/generality (Crane et al., 20133, 2013b; Goddard et a., 2007). Over-general
categoric memories (reoccurring events) or extended memories (a single event but
lasting longer than a day) were usually distinguished using this framework.

A three or four-point specificity/episodic scale was employed by four studies
(e.g., Chaput et d., 2013; Crane & Goddard, 2008; Kristen et a., 2014; Tanweer et dl.,
2010), with higher scores awarded to specific memories located in time and place and

with personal details, such as thoughts, feelings and sensory details. These studies
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counted the number of strictly episodic autobiographical memories, i.e. memories
achieving maximum scores.

Only two studies explicitly explored autobiographical semantic memory
(Crane & Goddard, 2008; Kristen et a., 2014). Both studies requested particular
autobiographical information, such as names and addresses, from specified lifetime
periods. Participants’ responses were coded according to the volume of information

provided.

3. General Limitations of Studies

The results of this review must be considered in the context of a number of
methodological concerns. All studies are observationa and thus have inherent biases,
notably selection biases. Thetool used to determinerisk of biaswas an adapted version
of the Newcastle-Ottawa scale, which has been widely used in evaluating
observational studies (Stang, 2010). Table 1.2 displays results of the quality
assessment. Eleven of the studies included in the review achieved at |east six stars on
the Newcastl e-Ottawa assessment, indicating reasonably high methodological quality
overall (Leonardi-et a., 2008). Regarding sample selection, most studies used a
convenience sampling method and al failed to describe the comparability of
respondents and non-respondents, suggesting the possibility of a self-selection bias.
Additionally, the possibility of respondents tending to provide only what were
considered socially acceptable memories was not considered in any study. In light of

these hiases, the results of this review should be considered tentative.
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Table1.2

Results of the Newcastle-Ottawa Quality Assessment Scale Adapted for Cross-Sectional Sudies

Study

Selection
(max=5)

Comparability
(max=2)

QOutcome
(max=2)

Representativeness ~ Samplesize

Non-
respondents

Ascertainment
of exposure

Based on design and analysis

Assessment
of outcome

Statistical test

Category Tota

Total Quality
Score

Goddard et dl. (2007)

Crane & Goddard (2008)

Crane et al. (2009 - Study 1)

Crane et al. (2009 - Study 2)

Crane et al. (2010)

Lind & Bowler (2010)

Tanweer et a. (2010)

Crane et al. (2012 - Study 1)

Crane et al. (2012 - Study 2)

Chaput et al. (2013)

*%*

*%*

* %

*%*

*%*

*%*

*%*

* %

*%

*%

*%

*%*

* %

*%*

*%

*%

*%

* %

*%

*%

*%

*%

* %

*%*

*%

*%

Selection: 0

Comparability:

Exposure: 2
Selection: 0

Comparability:

Exposure: 2
Selection: 2

Comparability:

Exposure: 3
Selection: 2

Comparability:

Exposure: 3
Selection: 2

Comparability:

Exposure: 3
Selection: 2

Comparability:

Exposure: 3
Selection: 2

Comparability:

Exposure: 2
Selection: 2

Comparability:

Exposure: 3
Selection: 2

Comparability:

Exposure: 3
Selection: 2

Comparability:

Exposure: 1
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Table1.2
Results of the Newcastle-Ottawa Quality Assessment Scale Adapted for Cross-Sectional Sudies

Study Selection Comparability Outcome Category Tota Total Quality
(max=5) (max=2) (max=2) Score
Representativeness ~ Samplesize Non- Ascertainment Based on design and analysis Assessment Statistical test
respondents of exposure of outcome

Crane et al. (2013a) *x *x *x Selection: 2 6
Comparability: 2
Exposure: 2

Craneet al. (2013b) > > > Selection: 2 6
Comparability: 2
Exposure: 2

Kristen et al. (2014) > > > Selection: 2 6
Comparability: 2
Exposure: 2

Lind et a. (2014) *k *k *k * Selection: 2 7
Comparability: 2
Exposure: 3

Note. * = quality star, denotes that condition is satisfied. Absence of star indicates condition not satisfied. A study was given a maximum of one star for each item of the Outcome category and three of the four items of the
Selection category (two stars awarded for ‘ ascertainment of exposure’ item). A maximum of two stars can be allocated for Comparability.
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4. Autobiographical Memory Specificity

Specificity refersto therecall of asingle event, lasting no longer than aday (e.g., ‘the
day | passed my driving test’). Three approaches to eliciting specific memories were
used; a cueing paradigm, a written sentence completion measure and requests to
remember experienced events from specified time periods. These are discussed in

detail in the sections that follow.

4.1 Cueing paradigm.
Six studies looked at memory specificity using a cueing paradigm (Crane et a., 2009
- Study 1, 2012 - Study 1, 2012 - Study 2, 2013b; Goddard et a., 2007; Lind & Bowler,
2010), in which individuals were presented with a cue, typically one word, to which
they were instructed to recall a specific personal memory, at speed. All studies defined
what constituted a specific memory for participants, provided practice trials to ensure
understanding and prompts to specific memory retrieval during testing if initial
memories were not specific. All of these studies found that individuals with autism
produced fewer specific memories overall compared to controls, suggesting a

specificity deficit in the autobiographical memories of individuals with autism.

4.2 Other methodologies.
In addition to the above cueing tasks and excluding studieswhich explored recol lection
across lifetime periods (discussed below), two further studies looked at memory
specificity using different methodologies (Crane et al., 2013a; Lind & Bowler, 2010).
One study found that individuals with autism generated fewer specific memories than
controls on atask requiring participants to remember personally experienced events

from seven time periods (as distinct from lifetime periods), ranging from today to ten



years ago (Lind & Bowler, 2010). This study defined specific memories and provided
practice trials. The other study, using a larger sample but obtaining a slightly lower
score on the quality assessment, did not define specific memories, explicitly request
or prompt for specificity (Crane et a., 2013a). Using a written sentence-completion
measure (‘1 remember well how...”), completed at home in the absence of an
experimenter, this study found no difference with respect to specificity between autism
and control groups (Crane et al., 2013a). This is in direct contrast to most studies
reported here, and the findings might be the result of an insufficiently sensitive
measure of episodic personal memory. On the other hand, the study isuniquein that it
did not require verbalisation of memories or interaction with an experimenter, so
results might represent a truer picture of autobiographical memory in the absence of

socia interaction and verbalisation requirements.

5. Latency to Specific Autobiographical Memory Retrieval

Five studies which employed a cueing paradigm also calculated latency to specific
memory retrieval, with latencies typically accounting for the time it took to generate a
specific memory spontaneously or following prompting (Crane et al., 2009 - Study 1,
2012 - Study 1, 2012 - Study 2; 2013b; Goddard et a., 2007). Time limits of 30 to 60
secondswere imposed; maximum timeswererecorded if aparticipant failed to retrieve
a specific memory. All studies found that autism groups took significantly longer to
access specific memories compared to controls. One study explicitly requested general
memories (e.g., ‘ attending lectures'), as distinct from specific memories (e.g., ‘my first
lecture’), and found no difference in response latencies between autism and control
groups (Crane et al., 2009 - Study 2). This study obtained a high Newcastle-Ottawa

score, suggesting high methodological quality. Latency-related findings overal
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suggest that individuals with autism are equally able to access memories at the general

level, but have greater difficulty accessing the database of event-specific memories.

6. Patterns of Autobiographical Memory Retrieval
Studies employed various approaches to explore patterns of retrieval, either as a
function of cue type or across lifetime periods. These are considered in further detail

below.

6.1 Impact of cue type on specificity and latency.

Five studies explored the effects of manipulating cue type on speed and specificity of
memories retrieved (Crane et al., 2009 - Study 1, 2012 - Study 1, 2012 - Study 2,
2013b; Goddard et al., 2007). One study |ooked at speed of general (categoric) memory
retrieval as afunction of cue type (Crane et al., 2009 - Study 2). In particular, studies
explored the impact of emotional valence, personal goals, imageability and sensory
modality on patterns of autobiographical memory retrieval.

Two studies used cuesthat varied in emotional valence, with five positive, five
negative and five neutral words used (Crane et a., 2013b; Goddard et al., 2007).
Emotional cues (compared to neutral cues) facilitated retrieval of specific memories
for controls but not for the autism group in one study (Goddard et al., 2007), but this
was not replicated in a subsequent study (Crane et a., 2013b). While Crane et al.
(2013b) achieved a higher quality assessment score, the larger sample used by
Goddard and colleagues (2007) was perhaps better powered to detect memory
specificity differences between groups. No significant effects of emotional vaence
were found with respect to latency to retrieval for autism or control groups in either

study (Crane et a., 2013b; Goddard et a., 2007).
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Two studies used cues that varied with respect to personal goals, with three
self-concordant goal cues, three non-self-concordant goal cues and three non-goal cues
employed (Craneet al., 2009 - Study 1, 2009 - Study 2). Personally pursued goalswere
identified one week prior to testing; self-concordance was based on self-ratings of
intrinsic motivation and perceived importance. Goal cues, irrespective of whether
these had been rated as self-concordant, were found to facilitate speed of specific
memory retrieval over non-goal cues for controls only (Crane et a., 2009 - Study 1).
When explicitly requested to retrieve general as opposed to specific memories, goal
cues facilitated accessibility of general event knowledge relative to non-goa cues
across both groups (Crane et al., 2009 - Study 2). Again, there was no effect of self-
concordance. This suggests that while specific and general autobiographical
knowledge were organised around goals for controls, this relationship was only
observed for genera memories in the autism group.

Two studies looked at the effects of experimental manipulations on speed and
specificity of personal memories (Crane et al., 2012 - Study 1, 2012 - Study 2). While
the autism group generated fewer specific memories overall and took longer to do so,
cue-based experimental manipulations had asimilar effect on the performance of both
groups (Crane et a., 2012 - Study 1, 2012 - Study 2). Cue words high (versus low) in
imageability facilitated speed and specificity of memories for both groups, and word
cues high in visua imagery facilitated specificity and speed of personal memories
relative to words high in tactile or auditory imagery (Crane et a., 2012 - Study 1).
When the sensory modality of cueswas manipulated, using odour, image, auditory and
word-based cues, again asimilar pattern of performance was observed in both groups.
Participants across groups took longer to retrieve memories to odour cues compared

to image or word cues, and to auditory cues compared to image or word cues (Crane
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et a., 2012 - Study 2). Considered together, results here suggest that while individuals
with autism generate fewer specific memories and take longer to do so overal,
qualitative patterns of retrieval in response to cue type are broadly similar to those of

controls.

6.2 Patterns of autobiographical memory across lifetime periods.

Four studies used a semi-structured interview to elicit episodic and semantic personal
memories across lifetime periods (Chaput et a., 2013; Crane & Goddard, 2008;
Kristen et a., 2014; Tanweer et a., 2010). Of these, the Chaput et al. (2013) study did
not report the pattern of recollection across time periods. The study by Tanweer and
colleagues (2010) was limited by a very small sample size and by an overly broad
‘lifetime speriod A’ (0-17 years), which meant that any bump in identity-related
memories from adolescence could not be isolated. Statistical issues in the German
study (Kristen et al., 2014) limit conclusions with respect to recollection patterns; the
use of MANOVA is questionable in light of the lack of correlation between episodic
and semantic personal memories in either group, violating the multicollinearity
assumption.

With these methodol ogical and statistical issuesin mind, and despite a sample
size of only 15 participants in each group, greatest emphasis was given to the results
of the study by Crane and Goddard (2008), in which the average age of the autism
group was 37 years. Using asemi-structured interview task, apattern of recall whereby
more episodic and semantic memories were recalled in the adolescent and early
adulthood lifetime periods relative to other lifetime periods was observed for controls
only. Using the same sample but employing a test of autobiographical memory

fluency, in which individuals were requested to generate events (episodic) and
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people’s names (semantic) from the same lifetime periods as used in the semi-
structured interview, a similar pattern of semantic recollection was again found in
controls only. The autism group produced fewer episodic autobiographical memories
overal, but both groups reported significantly more episodic memories for the
secondary school period compared to the pre-school period. Overal, athough alow
quality score and wide variability in the performance of the autism group limits
confidence, it can be tentatively concluded that individuals with autism do not show

patterns of recall characteristic of the reminiscence bump.

7. Characteristics of Autobiographical Memories
Retrieved autobiographica memories were considered with respect to the
consciousness accompanying recall and qualitative aspects of memory content. These

characteristics are considered in detail in the section that follows.

7.1 Consciousness accompanying recollection.
Four studies explored experiential aspects of recollection using a variety of
methodologies (Crane et a., 2010; Lind & Bowler, 2010; Lind et al., 2014; Tanweer
et al., 2010). All obtained a score of at least six on the quality assessment indicating
low risk of bias. Two studies used the self-report Memory Characteristics
Questionnaire (MCQ); Johnson et al., 1988); one to confirm the distinction between
self-defining and everyday memories (Crane et a., 2010) and the other to assess
autonoetic consciousness (a feeling of remembering/re-experiencing) and the
propensity to take an observer versus a field perspective in recollection (Lind &
Bowler, 2010). Both autism and control groups rated self-defining memories higher

on the MCQ than everyday memories, in terms of how well they were remembered,
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vividness, emotionality and thought frequency (Crane et a., 2010), suggesting that the
quality of recollective experience was comparable across groups. Similarly, Lind and
Bowler (2010) found no group difference in the tendency to report a feeling of
reliving/experiencing when remembering. However, with respect to perspective,
although both groups were more likely to report taking a field over an observer
perspective when remembering, controls were eight times more likely to take a field
over an observer position while individuals with autism were 2.4 times more likely to
take such a perspective (Lind & Bowler, 2010).

One study used the remember/know paradigm to investigate recollective
experience (Tanweer et a., 2010). Using this paradigm, participants indicate whether
they subjectively ‘remember’ a memory, suggesting conscious recollection of a
specific event and thus autonoetic awareness, or simply ‘know’, suggesting familiarity
in the absence of conscious recollection. Individuals with autism gave a greater
proportion of ‘know’ memories across lifetime periods A (0-17 years) and B (last 5
years, excluding last 12 month) compared to controls (Tanweer et a., 2010). Both
groups showed arecency effect, with a greater proportion of ‘remember’ responsesin
period C (last 12 months). However, large confidence intervals, particularly for period
B, suggest wide variation in performance. Another study, using a larger sample size
and employing an ‘experiential index’ score based on a composite of memory content
and subjective ratings found that individual swith autism had significantly lower scores
than controls when remembering past events (Lind et al., 2014). Unfortunately, the
subcomponents of the index score were collapsed across past, future and imagined
experimental conditions for subsequent analyses, so any further group differencesin
experiential aspects of remembering past personal events in particular were not

explored.
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Taken together, and despite limited sample sizes across studies, the bulk of the
evidence seems to suggest that the self-reported recollective experience of peoplewith
autism is similar to that of typical controls. Methodological issues mean that any
conclusions regarding remembered/known patterns of recollection across the lifespan

are premature, but thisisworthy of further research using larger samples.

7.2 Memory content.
Three studies looked at the content of memory narratives (Chaput et a., 2013; Crane
et a., 2010; Crane & Goddard, 2008). One study found that individuals with autism
were less likely than controls to use possessive pronouns or family-related words
compared to controls (Chaput et al., 2013), suggesting a reduced self-focus and
emphasis on others. However, the inclusion of some adolescents in this sample is a
substantial limitation. The most frequently used words for the autism sample were
school-focused (year, class, school), suggesting that the preoccupations of adol escents
dominated overall, thereby limiting generalizability to adults. Contrary to this study
and using entirely adult samples, two studies found no difference between autism and
control groups in terms of self-focus versus other-focus (Crane & Goddard, 2008;
Crane et d., 2010). No group differences were observed with respect to references to
emotions or sensory elements in either study, athough individuals with autism were
significantly lesslikely to report learning alesson or gaining an insight from their self-
defining memories (Crane et a., 2010). However, participants were only asked to
describe a memory, not to report on lessons learned, so it is conceivable that
individual s with autism were equally able to derive meaning from their memories but
just failed to report it. Given the methodological issues pertaining to sample age range

in the study by Chaput and colleagues (2013), the studies by Crane and colleagues
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(2010; Crane & Goddard, 2008) are more methodologically robust. It can therefore be
tentatively concluded that memory content is broadly similar for adults with autism

and typical adults.

8. Correlates of Autobiographical Memory

Seven studies looked at possible correlates of autobiographical memory (Crane &
Goddard, 2008; Crane et a., 2013a, 2013b; Goddard et al., 2007; Lind & Bowler,
2010; Lind et al., 2014; Kristen et a., 2014). Correlates explored included theory of
mind, mind-mindedness, socia problem-solving, mood, episodic futureimagining and
particular aspects of cognition, including working memory and visual memory. These

are discussed in detail below.

8.1 Mind-mindedness.
One study, which obtained a score of six on the critical appraisal tool indicating sound
methodologica quality, explored the relationship between autobiographical memory
and mind-mindedness for self, calculated as the proportion of responsesto open-ended
requests for participants to describe themselves that were categorised as mental
descriptors (Kristen et al., 2014). Mind-mindedness for self was significantly
positively correlated with volume of episodic autobiographical memories for the
autism group; no such relationship was observed for controls or for semantic personal

memories for either group.

8.2 Theory of mind.
Three studies looked at theory of mind performance and remembering past events

(Crane et al., 2013b; Kristen et al., 2014; Lind et al., 2014). All of which obtained a
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score of at least six on the quality assessment indicating low risk of bias,. However,
one study combined episodic personal memory and future thinking scores in
correlational analyses with theory of mind (Lind et al., 2014), so this study was not
further considered. The Strange Stories paradigm (e.g., Happé, 1994) was used to
measure theory of mind in two studies (Crane et al., 2013b; Kristen et a., 2014). The
German version of the reading the mind in the eyes test (Baron-Cohen, Wheelwright,
Hill, Raste, & Plumb, 2001) was used as an additional theory of mind measure by
Kristen and colleagues (2014). Neither approach to measurement correlated with
episodic or semantic personal memory performance in the German study (Kristen et
al., 2014), although the small sample size suggests that this study might have been
underpowered to detect subtle differences. Using alarger sample, asignificant positive
relationship was found between theory of mind and specific autobiographical memory
retrieval in the autism group only, but this no longer reached significance when the
effects of 1Q were controlled for (Crane et al., 2013b). Theory of mind tests were
possibly inadequately sensitive in both studies, leading to low variance on scores,
which might have influenced these surprising findings. In light of the above findings
on mind-mindedness, it is unfortunate that ameasure of introspection was not included
inthe Craneet al. (2013b) study. Broadly, it seemsthat the rel ationship between theory
of (other) mind and autobiographical memory performance, if present, is not robust,
and reduced ability to reflect on own mental states might be more strongly associated

with personal memory performance.

8.3 Social problem-solving.
One study explored the relationship between autobiographical memory and

performance on a vignette-based social problem-solving task (Goddard et a., 2007),
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using specific autobiographical memory on a cueing task and tendency to retrieve any
memories (specific, categoric, extended, general knowledge) during the problem-
solving task as memory variables. This study obtained a low score with respect to
methodological quality and did not employ an autism measure to distinguish between
the groups, limiting confidence in findings. As expected, the autism group
demonstrated poorer performance on the socia problem-solving task compared to
controls. Retrieval of specific memories on the cueing task was correlated with
generating solutions to problems that evolved over time for the autism group only.
There was no overall group difference in terms of propensity to retrieve any memories
during problem-solving. Participants were not explicitly asked to retrieve memories
during thistask; rather they were asked to report on any thoughts that occurred to them
during the problem-solving process. For controls, failing to retrieve any memory
during problem-solving was associated with generating poor quality solutions to
problems; this association was not observed in the autism group. This suggests that
problem-solving performance for individuals with autism was independent of the
retrieval of past experiences, indicating a difference between groups in terms of

tendency to draw on past experience to dynamically problem-solvein social situations.

8.4 Mood.
Two studies, both of which obtained a score of six on the Newcastle-Ottawa quality
assessment, looked at mood as apossible correlate of autobiographical memory (Crane
et a. 2013a, 2013b). The studies differed in their approach to measuring
autobiographica memory, with one study using a cueing task (Crane et al., 2013b),
and therefore defining, practicing and prompting for specific memories, and another

using a written sentence-completion task (‘1 still remember well how...") without
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explicit instruction to retrieve specific memories (Crane et al., 2013a). No group
difference was observed with respect to depression scores in the study employing the
sentence-compl etion approach and depression scoreswere not correl ated with personal
memory performance for either group (Crane et a., 2013a). Contrary to thisand using
a larger sample, adults with autism had significantly higher depression scores in the
study employing the cueing paradigm (Crane et al., 2013b). In this study, depression
scores did not correlate with autobiographical memory specificity or latency for either
autism or control groups, but higher depression scores were associ ated with atendency
to retrieve general (categoric) memories in controls only. Given that 10 (out of 28)
participants in the autism group and none of the control group scored in the severe
depression range in this study, and the robust finding of reduced memory specificity
in depressed samples (Williams & Broadbent, 1986), the effects of autism versus
depression on autobiographical memory specificity cannot be separated. It is possible
that the presence or absence of depression affects specificity of memories differently
for individuals with autism, but this cannot be concluded on the basis of comparison

with a substantially less depressed control group.

8.5 Cognition.
Three studies explored particular aspects of cognition and their association with
autobiographica memory (Crane & Goddard, 2008; Goddard et al., 2007; Kristen et
al., 2014). With respect to working memory, higher working memory scores were
linked to greater personal memory specificity and lower general memory retrieval for
autism and control groups alike (Crane et a., 2013b). Individuals with autism had
greater difficulty than controls with visua memory, performance on which was

positively correlated with access to specific autobiographical memories for the autism
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group only (Goddard et a., 2007), although thisfinding should be considered tentative
in light of the low quality assessment score. No correlations were observed between
autobiographical memory and verbal fluency in either group (Crane & Goddard,
2008), but again low methodological quality limits confidence. Kristen et a. (2014)
reported a positive correlation between delayed logica memory and episodic and
semantic autobiographical memory, but this study performed numerous analyses
without accounting for Type | error and did not report specific p values.

Broadly, it seems that working memory is linked to autobiographical memory
specificity in adults with autism and typical adults alike, while visual memory might
be more specifically involved in specific memory retrieval in adults with autism only.
Given that these findings are based on only one study of questionable methodological

or statistical quality apiece, replication is warranted.

8.6 Future oriented imagination.
Two studies of high methodological quality investigated the relationship between
remembering the past and imagining the future (Crane et al., 2013a; Lind & Bowler,
2010). The studies differed with respect to dliciting autobiographical memories, with
one study describing and practicing specific memory retrieval before requesting verbal
accounts of events that happened/will happen (Lind & Bowler, 2010). In contrast, the
other study neither defined nor explicitly requested specific memories/future events
(Crane et d., 20134). A sentence-completion measure was used in past and future
conditions (e.g., ‘Next year..."), and participants completed the test at home without
an experimenter present. The former study found that episodic memory scores were
strongly and positively related to imagining future events in controls but not among

individuals with autism (Lind & Bowler, 2010), while the latter found no significant
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relationship between proportions of specific events generated in past or future
conditions for either group, nor was there a difference in the strength of correlation
between the groups (Crane et al., 20134a). Both studies were limited by small samples,
but the discrepancy in findingsislikely to be a product of the very different approach
to eliciting autobiographical memories employed by the studies.

Within each study, patterns of memory and future thinking in individuals with
autism were similar to controls. Both groups showed better epi sodic remembering than
episodic future imaging, likely reflecting the increased cognitive demandsinvolved in
constructing a future event (Lind & Bowler, 2010), and both groups showed a higher
proportion of specific events and alower proportion of semantic associates (personal
overgeneral semantic information) in the past events condition relative to the future
events condition (Crane et a., 2013a). One further study also looked at past and future
events but used an experiential dependent variable as opposed to amore direct measure

of autobiographical memory (Lind et a., 2014), so this study was not considered.

Discussion
This review identifies and summarises the evidence regarding autobiographical
memory in autism, its characteristics and correlates. The included studies varied in
their approach to eliciting and measuring autobiographical memory, and therefore
results could not be easily integrated. Broadly, it seems that individuals with autism
generate fewer specific memories and take significantly longer to retrieve specific
memories in studies employing a cueing paradigm. However, recollective experience,
memory content and patterns of retrieval asafunction of cue type were broadly similar

across autism and control groups. Across lifetime periods, it seems adults with autism
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do not show the reminiscence bump pattern of episodic and semantic personal memory
characteristic of typical controls, although this finding needs replication on larger and
older samples. Firm conclusions cannot be drawn regarding the mechanisms
associated with personal memory retrieval in adults with autism. Working memory,
visua memory and mind-mindedness were associated with number of specific
autobiographical memories, but these results are based on only one study each and
should be considered tentative.

The absence of even a subtle personal memory deficit using a sentence
completion methodology (Crane et al., 2013a) suggests that results showing reduced
specific autobiographical memories in adults with autism might be a product of
methodology as opposed to atrue reflection of autobiographical memory ability. Itis
unlikely that the lack of a time limit facilitated compensation for problems in
spontaneous specific memory retrieval, given that participants were unlikely to be
deliberatel y searching for specific memoriesin the absence of an explicit request to do
so. A more likely possibility is that not explicitly asking for specific memories meant
that specificity did not increase for controls, raising clear questions about the validity
of the cueing paradigm employed by most studies reviewed here. Cueing tasks have
been criticised for possibly missing non-clinical participants typical style of
generative memory recall, with extensive instructions, practice trials and prompting
for specificity leading to a low incidence of overgeneral memories in non-depressed
samples (Conway & Pleydell-Pearce, 2000; Raes et al., 2007). It is therefore possible
that the cueing approach improved the specificity of memories generated by controls
in the studies reviewed here, as opposed to showing atrue deficit in adults with autism.

The equivalent performance of individuals with autism and controlsin a study

which required participants to write their memories at home without an experimenter
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present (Crane et al., 2013a) also raises broad questions regarding the impact of
verbalisation of memories and the social context of testing on autobiographical
memory performance. It is possible that participants with autism experienced social
anxiety in the context of verbalising their personal memories to a researcher, thereby
potentially overshadowing true autobiographica memory ability. Additionally, most
approaches to eliciting episodic autobiographica memories in the studies reviewed
here can arguably be considered open-ended cognitive tasks, dependent upon
participants capacity to grasp task requirements and respond to the social expectations
of the researcher (Crane et a., 2010), with which individuals with autism have
particular difficulty (White, Burgess, & Hill, 2009).

Regarding the correlates of autobiographical memory, the finding that theory
of mind was not robustly associated with autobiographical memory performance after
partialing out the effects of 1Q was perhaps surprising, but is in line with previous
research that did not meet criteriafor inclusion in this review (Adler, Nadler, Eviatar,
& Shamay-Tsoory, 2010). Previously found to correlate in clinical samples (Corcoran
& Frith, 2003), the failure to find such an association in individuals with autism
suggests that non-significant findings might be a result of small samples and
inadequate power. Non-significant findings might also be a reflection of insufficient
sensitivity of theory of mind tasks, given that high-functioning individual s with autism
are often able to pass the most complex laboratory-based theory of mind tasks (Happé,
1994), but are frequently unable to dynamically employ it in their daily lives (Frith,
Happé, & Siddons, 1994). The positive association between theory of own mind
(mind-mindedness for self) and episodic autobiographical memory needs replication
in light of the numerous analyses conducted (Kristen et al., 2014). It is possible that

reduced ability to reflect on mental states of self and other (Frith & Happé, 1999) is
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associated with diminished autobiographica memory performance, but that tests of
mind-mindedness are more sensitive to this in high-functioning adult samples.

With regards to mood, despite higher depression scores for adults with autism,
access to specific memories did not seem compromised by a tendency towards
retrieving categoric memories to the degree that has been found in depressed
‘neurotypical’ samples (Crane et a., 2013b), and negative emotion cues did not
facilitate recall (Goddard et al., 2007). Goddard et al. (2007) suggested that self-focus
may be aless prominent marker of encoding for individuals with autism compared to
controls, reducing the probability of an overgeneral ruminative retrieval style but il
limiting the accessibility of specific experiences. Thisisin line with the comparable
access to general memories in response to goal cues across autism and control groups,
but reduced access to specific memories in the autism group only (Crane et al., 2009 -
Study 1, 2009 - Study 2). However, the rel ationship between autobiographical memory
and depression is highly complex. Reduced autobiographical memory specificity is
not simply a mood-dependent feature of depression; rather it seems to be a stable
retrieval style of depressed and formerly depressed people (Peeters et al., 2002).
Comparing adults with autism to significantly less depressed typical adultsistherefore
problematic with respect to separating out the effects of mood and autism on
specificity and latency of autobiographical memory. Furthermore, most studies
reviewed herefailed to account for mood at all, a substantial issue given the high rates
of depression in individuals with autism (Hill et al., 2004; Lugnegard et al., 2011).

Regarding semantic autobiographical memory, the two studies that
investigated semantic autobiographical memory (Crane & Goddard, 2008; Kristen et
al., 2014) did so as part of combined episodic and semantic tasks and it is therefore

likely that the two memory types interacted during testing. The tendency for tests of
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semantic autobiographical memory to focus on social elements, such as names of
people from particular life periods, is potentialy problematic in that people with
autism do not demonstrate an instinctive preference for social stimuli (Klin, Jones,

Schultz, Volkmar, & Cohen, 2002).

Limitations

The results of this review must be understood in the context of a number of
methodological concerns. Of note, the systematic search retrieved only 12 papers
(reporting on 14 studies) that met inclusion criteriafor the current review, and review
findings are therefore restricted by the limited number of included studies.
Furthermore, the variation in approaches to eliciting and measuring autobiographical
memory presented a challenge to integrating findings in a coherent review. A critical
appraisal tool was used to ensure that the quality of evidence was as transparent as
possible, but ratings by more than one researcher would have enhanced credibility with
regards to the quality assessment. Performing the search on three different databases
and an additional manual search likely reduced a possible identification bias in this
review, but unpublished articles or grey literature were not searched for and
consequently thereisarisk of publication bias. With thisin mind, no other systematic
reviews of this topic were found and so the results may be of interest to professionals

working with people with autism and other researchers.

Clinical Implications
The possibility of reduced autobiographical memory is of considerable significance
for individuals with autism, given that sharing personal experiencesis often centra to

the development of social relationships. Individuals with autism might have difficulty
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thinking of particular personal memories to share in conversation, when they need to
be accessed quickly, dynamicaly and without a specific request, which might
contribute to the social difficultiesthey experience (Blacher et a., 2003). Furthermore,
persona memories are likely to be important to in vivo social problem-solving
(Conway & Pleydell-Pearce, 2000; Nelson & Fivush, 2004; Sumner, 2012; Williams
et al., 2007), and difficulties mobilising specific personal memories might mean that
problems remain unresolved. The use of social skills groups, which are reportedly
often used but rarely evaluated in routine clinical practice (Howlin & Y ates, 1999),
might benefit from an autobiographical memory component. This might involve
instruction on retrieving more specific memories high in contextual detail, facilitation
of sharing personal memories in the group, and using past persona experiences of
group members as templates for problem solving.

The lack of a reminiscence bump pattern of recollection compared to typical
controls suggests that the development of a coherent sense of narrative identity might
be affected in adults with autism, with possible implications for mental health
longitudinaly (e.g., Adler, Chin, Kolisetty, & Oltmanns, 2012). Additionally, given
the reduced specificity of autobiographical memory in individuals with autism and the
relationship between overgeneral memory and the aetiology and perpetuation of
depression (Sumner, 2012), problems with respect to coherent identity development
and overgeneral memory might help explain the high rates of depression in peoplewith
autism (e.g., Hill et al., 2004; Lugnegard et a., 2011). Clinicians should be mindful of
this in therapeutic contexts and consider working with individuals to move from
retrieval of overgeneral memories to more event-specific memories, and to draw on

specific memories to develop a more coherent self-narrative.
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The finding that adults with autism generate fewer specific personal memories
might be suggestive of a more global reduction in episodic memory performance,
which is in line with previous research (Bowler et a., 2014). This might mean that
individuals with autism might have greater vulnerability to age-related conditions
which affect episodic memory, such as Alzheimer’s disease (Gold & Budson, 2008).
Additionally, clinicians should be mindful of the possibility of premorbid diminished
episodic memory in individuals with autism when assessing for conditions such as

Alzheimer’s disease.

Future Research

Future studies should consider using larger samples and a broader range of approaches
to eliciting and measuring autobiographical memory. Particularly useful might be the
Sentence Completion of Events from the Past Test (Raes et al., 2007), which would
reduce the effects of social context and verbalisation on autobiographical memory
performance, or the Autobiographica Memory Interview (Kopelman, Wilson, &
Baddeley, 1989), which would allow inferences to be drawn regarding the pattern of
recollection over lifetime periods and the degree to which the reminiscence bump isa
feature of the recall pattern of adults with autism. With respect to measurement of
retrieved memories, most studies in this review employed an al or nothing approach
to scoring, with responses either belonging to adefined scoring category (e.g., specific
memory, semantic associate) or not. This does not allow for much nuance and cannot
fully account for the variability of events within each category. For instance, an event
lasting two days is clearly more specific and less extended than an event lasting a

fortnight, but these event types would not be differentiated in the studies reviewed
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here. A more finely-grained coding system, perhaps employing a continuum approach
to specificity, might be useful in future research.

Regarding possible correlates of autobiographical memory performance, the
finding that performance on visual memory was related to accessibility of specific
autobiographical memories (Goddard et al., 2007) is worthy of further research.
Difficulties with visual memory have previously been documented in autism (Blair,
Frith, Smith, Abell, & Cipolotti, 2002) and findings reported by Goddard et al. (2007)
suggest that visual processing difficulties might contribute to autobiographical
memory deficits. More sensitivetheory of (own/other) mind tasks should be employed,
and greater care should be taken to measure central executive functioning (Williams,
2006). Regarding rumination and overgeneral memory, matching on the basis of
presence or absence of depression would be useful in investigating the possible role of

mood and rumination on autobiographical memory in autism.

Conclusions

The available evidence shows that adults with autism take longer to access their
personal memory database and tend to report fewer specific memories. However, itis
not possible to conclude that thisis adeficit in autobiographical memory per se, given
the questionable sensitivity of the cueing paradigm which is overrepresented among
the studiesreviewed here. Thefinding of equivalent performance in adults with autism
and controls when the social context and the need to verbalise memories were removed
from testing emphasises the importance of taking a pluralistic approach to accessing
autobiographical memory in future research. To extend research on autobiographical
memory in autism, the next step is to include more sensitive designs that account for

mood and limit the influence of social context and verbalisation.
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Abstract
Aim: Originaly conceptualised as a disorder of infancy or early childhood and with
relatively recent recognition of the lifelong nature of autism, research on getting older
with the disorder is very limited. This study contributes to this nascent literature by
exploring the experiences of older people with autism.
Method: The study was qualitative in approach. Thirteen older people with autism
participated in semi-structured interviews about their experiences of diagnosis,
loneliness and getting older. Interview data were analysed using thematic analysis.
Quantitative measures of mood and loneliness were also completed to further
contextualise experiences.
Results: Experiences of older people with autism were characterised by longing for
connection, isolation and loneliness. Prior to diagnosis individuals had some
awareness of difficulties, attributed to intrinsic differentness, and engaged in a
deliberate process of reducing the visibility of this difference. Diagnosis prompted a
process of life review and externalisation, whereby negative past experiences could be
reattributed to autism as opposed to the self. Autism-specific support and socia groups
were highly valued, offering opportunities for belonging, acceptance and safety.
Conclusions: Growing older with autism was generally experienced as difficult and
lonely. Individuals continued to experience substantial social challenges throughout
adulthood and made considerable efforts to ameliorate these difficulties. Diagnosis
offered a new framework for understanding difficult past experiences. These results
highlight the need for greater support for this population with respect to reducing

loneliness and improving access to diagnosis.
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Introduction

Autism spectrum disorder is a developmental condition characterised by social
communication impairments and the presence of restrictive, repetitive behaviour and
interests (American Psychiatric Association [APA], 2013). Initially construed as a
disorder of infancy and early childhood, the impairments of autism are now understood
to last alifetime, with similar prevaence rates across the lifespan (Baird et al., 2006;
Brugha et a., 2011). There have been substantial changes to the definition of autism
and a broadening of diagnostic criteriasince Kanner’s (1943) original description. The
concept of a single autism spectrum has recently replaced previous diagnostic
categories, with the understanding that the same core symptoms vary in severity
between individuals (APA, 2013). In line with a single spectrum, this paper will use
the word *autism’ to describe individuals with any autism spectrum diagnosis and,
unless otherwise specified, those without comorbid learning disability (i.e. IQ in the
normal range or above).

Research on getting older with autism is limited. The first cohort of children
diagnosed with autism (Kanner, 1943) are now in old age, meaning that until recently
there was no opportunity to study the course of autism across the lifespan.
Consequently very littleis known about the characteristics of older peoplewith autism,
their lifespan trgjectories or needs (Piven & Rabins, 2011). Given the ageing
population in western countries, increasing diagnosis rates (King & Bearman, 2009)
and the high cost associated with the condition (Jarbrink & Knapp, 2001; NICE, 2012),
anumber of recent reviews have emphasised the importance of investigating outcomes
for older people with autism (Happé & Charlton, 2012; Perkins & Berkman, 2012;

Piven & Rabins, 2011; Seltzer, Shattuck, Abbeduto, & Greenberg, 2004).
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Autism in Adulthood

Given the dearth of empirical research on autism in older age (discussed below), a
brief consideration of what is known about the disorder in adulthood is perhaps useful .
Follow-up studies of adults diagnosed with autism as children, encompassing the full
range of intellectual functioning, suggest that intellectual ability and earlier language
devel opment are associated with better outcomes in adulthood (Billstedt, Gillberg, &
Gillberg, 2007; Howlin, Goode, Hutton, & Rutter, 2004). However, the broadening of
diagnostic criteria since the 1950s means that such samples are likely to reflect more
severe cases with language impairment and comorbid learning disability (Happé &
Charlton, 2012). For individuals of normal 1Q diagnosed in adulthood, a Swedish
consecutive referrals study found very high rates of psychiatric comorbidity,
particularly mood and anxiety disorders (Hofvander et al., 2009). Regarding
psychosocial outcomes, two thirds of the sample had graduated upper secondary
school and a quarter college or university, and half of individuals aged over 23 years
lived independently (Hofvander et al., 2009). In terms of daily occupation, 43% were
studying or employed, while the remainder had either no organised daily activities,
were unemployed, on sick leave or in receipt of a medical pension. A small minority
(16%) were in long-term rel ationships.

These heterogeneous outcomes are consistent with previous review findings
which emphasised that a subgroup of high-functioning individuals with autism go on
to have favourable psychosocial outcomes (Selzer et al., 2004), athough the means by
which such outcomes are achieved are poorly understood. Some proposed mechanisms
include knowledge gained through experiences of coping in the past, as well as
increased self-awareness of ‘differentness and subsequent motivation to adapt

behaviour (Perkins & Berkman, 2012). This self-awareness hypothesisis supported by
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some qualitative research (Muller, Schuler, & Yates, 2008), which found that adults
with autism (aged 18 to 62 years) described improved social understanding with time

as they engaged in deliberate efforts to ameliorate social difficulties.

Autismin Older Age

Information on older people with autism is extremely scarce, primarily comprising a
small number of case studies of Asperger’s syndrome in older adulthood (James,
Mukaetova-Ladinska, Reichelt, Briel, & Scully, 2006; Naidu, James, Mukaetova-
Ladinska, & Briel, 2006) and an in-depth account of Kanner’ s first autism case study
in Atlantic magazine, who is now in his late 70s (Donovan & Zucker, 2010). The
autism case studies (James et al., 2006; Naidu et a., 2006) describe men aged between
66 and 83 years, al of whom had been referred to aclinic for other difficulties. Patterns
of social interaction and behaviour associated with autism were observed in all cases.
Despite chronic histories of interpersonal problems, most individuals had married,
raised afamily and had jobs for most of their adult lives (James et a., 2006; Naidu et
al., 2006).

The Atlantic article (Donovan & Zucker, 2010) described the case of Donald,
10-years-old when originally described by Kanner (1943). Institutionalised briefly as
a child, Donald went on to graduate from high school, attend college and work as a
bank teller. He remained in his home town throughout his life, where he is accepted
and enjoys local respect for his maths abilities (Donovan & Zucker, 2010). Donald’s
story and the case studies described above suggest that some older people with autism
can have good outcomes, although the individual or contextual factors which facilitate

favourable outcomes are as yet unknown.
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Typical Ageing and Quality of Life

Of particular relevance to growing older with a disorder characterised by socia
impairments is the body of literature on the importance of socia health for wellbeing
in older age (Phelan, Anderson, LaCroix & Larson, 2004). Social isolation, the
observable lack of relationships or social interaction, can be considered distinct from
loneliness, which is perceived social isolation or subjective distress resulting from
inadequate social relationships (Victor, Scrambler, Bond, & Bowling, 2000). Intypical
ageing the two factors are associated with poorer health (Berkman, 2000; Cohen, 2004)
but they are not highly correlated (Coyle & Duggan, 2012; Perissinotto, Stijacic
Cenzer, & Covinsky, 2012). Loneliness has been linked to depression (Cacioppo,
Hughes, Waite, Hawkley, & Thisted, 2006), functional decline and mortality
(Perissinotto et a., 2012).

Whether the effects of social isolation and loneliness hold for individualswith
autism is not known. It is conceivable that isolation might be possible in autism in the
absence of lonelinessiif time spent in pursuit of specia interestsisfulfilling (Happé &
Charlton, 2012). Quantitative findings of younger people with autism suggest that this
is unlikely, however, with high levels of loneliness reported in a sample of mae
adolescents (Lasgaard, Nielsen, Eriksen, & Goossens, 2010). Qualitative research also
suggests that individuals with autism experience considerable loneliness in adulthood
(Muller et a., 2008). In a sample of 18 adults with autism, al but one participant
expressed a sense of profound isolation as a defining feature of their experience and

all but three described alonging for greater emotional intimacy (Mdller et al., 2008).
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The Present Study
Given the dearth of research on older people with autism, this study is exploratory in
nature. It focuses primarily on the lived experience of being an older person with
autism, with aqualitative approach facilitating the devel opment of anuanced, in-depth
understanding. Qualitative methodology has been successfully used in asmall number
of studies on the experiences of adolescents and adults with autism (Griffith, Totsika,
Nash, & Hastings, 2011; Hurlbutt & Chamers, 2002, 2004; Huws & Jones, 2008;
Mdiller et al., 2008; Portway & Johnson, 2005; Punshon, Skirrow, & Murphy, 2009).

This study sought to explore the following broad research questions:

e What isthelived experience of older people with autism?

e How do older people cope with autism symptoms?

e What are participants’ experiences of loneliness and isolation?

Method

Setting

Recruitment took place viaone National Health Service (NHS) adult autism diagnostic
clinic, aNational Autistic Society (NAS) social group and two autism support groups
in London. Nine individuals who had been diagnosed at the autism diagnostic clinic
and had consented to being contacted regarding UCL research projects on autism were
identified by the service as meeting eligibility criteria. They were contacted by letter
(Appendix B), which explained the nature and purpose of the research and invited
individuals to contact the researcher if they were interested in participating. Four
individuals were recruited via this service. Of three older people attending the NAS

socia club, two met digibility criteria and both participated. Five individuals were
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recruited via a large support group in inner London and two via a smaller activity-
focused autism group in outer London. It was not possible to track how many people

received information about the study at these groups.

Ethical Approval
Ethical approval for this study was granted by the UCL Research Ethics Committee

(see Appendix C for statement of approval).

Participants
In order to be eligible to participate in the study, individuals had to meet the following
criteria:

1. Haveaformal diagnosis of an autism spectrum disorder: for those not recruited
viathe NHS clinic this was established based on self-report, with participants
providing the name of their diagnosing clinician and service. An autism
screening measure was also used to further confirm diagnostic status.
Participants were not excluded purely on the basis of low scores on this
measure.

2. Beconsidered ‘older’ (defined as over 50 years).

3. Be able to communicate verbally and in English: this was established
informally, typically during the first phone or face-to-face conversation with a
participant.

4. Beresident inthe UK.

5. Not have a comorbid learning disability: this was established based on self-
report. If the researcher queried intellectual functioning based on apparent

adaptive functioning or educationa history, a prior psychological report of
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intellectual ability was sought (occurred in one case; participant met criteria

and participated).

Procedure

The researcher had a telephone conversation with individuals who expressed interest
in the study to ensure they met inclusion criteria (by discussing formal diagnosis,
confirming age and residence, and informally assessing verbalisation ability) and to
schedule atime to meet. Most interviewstook place in participants homes, afew took
place in a small conference room in UCL and one took place in an office in a
participant’s place of work. Participants read the study information sheet (Appendix
D) and written informed consent was obtained for each participant (Appendix E).
Demographic information was then collected before proceeding to the interview,
which was audio-recorded and lasted an average of 1 hour 20 minutes. Open-ended
semi-structured interview questions were employed flexibly and worded
conversationally, sometimes being omitted or adapted according to the demands of the
particular interview. Participants then completed a number of quantitative measures.
Debriefing and details of local services were offered at the end of the interview
(Appendix F). Participants were paid £20 to compensate them for their time; one

participant declined payment.

Materials

Demographic information.
Demographic information regarding participants was collected via a demographic
form which was developed for the study (Appendix G). This was also used to ensure

that participants met all inclusion criteria.
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Quantitative measures.

Autism.
The Autism Spectrum Quotient (AQ); Baron-Cohen, Wheelwright, Skinner, Martin, &
Clubley, 2001) is a 50-item self-report screening measure of autistic traits (Appendix
H). Scores of 32 or higher are suggestive of clinical levels of autism symptoms (Baron-
Cohen et d., 2001), although more recently alower score of 26 has been recommended
as a useful clinical cut-off (Woodbury-Smith, Robinson, Wheelwright, & Baron-
Cohen, 2005). This was used to confirm participants diagnostic status. The AQ has
good test-retest reliability (Baron-Cohen et al., 2001) and 83% discriminant validity

(Woodbury-Smith et al., 2005).

Anxiety and depression.
The Hospital Anxiety and Depression Scale (Zigmond & Snaith, 1983) is a 14-item
self-report screening questionnaire for anxiety and depression (Appendix 1). The
measure has good psychometric properties when used with adults and older adults
(Mykletun, Stordal, & Dahl, 2001). The measure contains two 7-item subscales, one
for anxiety and one for depression. Scores on both subscales range from 0 to 21, with
higher scores indicative of greater symptomatology. Scores are differentiated
according to severity, comprising norma (0-7), mild (8-10), moderate (11-15) and

severe (>16) classifications (Snaith & Zigmond, 1994).

Loneliness.
The de Jong Gierveld Loneliness Scale (de Jong Gierveld & Kamphuis, 1985) is an
11-item self-report measure of loneliness (Appendix J). Scores range from O to 11,

with higher scores indicative of greater loneliness. The scale is a valid and reliable
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instrument for measuring overall loneliness in older people (Pinquart & Sorensen,
2001). Scores are differentiated according to severity of loneliness, comprising not
lonely (0-2), moderate (3-8), severe (9-10), and very severe (11) classifications (de

Jong Gierveld & van Tilburg, 1999).

Qualitative measure.
A semi-structured interview schedule (Appendix K) was developed for the study,
designed in line with available guidance (Turner, 2010) and further refined with input
from an older person with autism known to one of the research supervisors. It consisted
of open-ended questions worded in a conversational style. It began with broad
information regarding how participants had come to know of autism, before exploring
the context of their decision to initiate the diagnostic process and what the diagnosis
had meant for them. It also explored ageing, social support and how participants

imagined their livesin the coming years and decades.

Qualitative Data Analysis
Theinterviews were transcribed in full and any identifying information removed. The
data were analysed according to Braun and Clarke's (2006) approach to thematic
analysis. As atheoretically-flexible method for exploring patternsin data, allowing for
a detailed account of the lived experiences of individuas with particular clinical
conditions (Braun, Clarke, & Terry, 2015), thiswas considered an appropriate analytic
approach.

Thematic analysisis composed of six stages of coding and theme development
(Braun & Clarke, 2006). The primary researcher read and re-read the whole data set,

noting any initial observations (phase one). She then methodol ogically coded the data,

68



identifying key features (phase two; see Appendix L for afull list of initial codes),
which were then studied for wider patterns of meaning (phase three). Following a
process of review (phase four), emerging themes were refined, described and named
(phase five), resulting in three overarching themes. The writing of this paper
constituted the last phase of analysis. Vivid, compelling extracts were selected to
illustrate themes and the fit between the data and the researcher’s understanding of
them (Elliott, Fischer, & Rennie, 1999). Data extracts are identified with participant
number to show that themes are grounded in awide variety of accounts. Filler words
(e.g., ‘'um’) and repeated words were removed from the extracts to enhance readability.

The analysis was guided by an essentialist/realist epistemological approach.
This alows the researcher to theorise experience, meaning and motivations in a
straightforward way, with language understood to reflect and enable individuals to
articulate meaning and experience (Braun & Clarke, 2006). The data were analysed in
an inductive ‘bottom up’ way, whereby the themes identified were strongly related to
the data. Themes were identified at the semantic interpretive level, focusing on the
explicit, surface-level aspects of interview data. Analysisincorporated both descriptive
and interpretative components, with an attempt to theorise the significance of themes
and their broader meanings and implications (Braun & Clarke, 2006). A rich thematic
description of the entire data set was considered paramount, given that autism in older
age is an under-researched area and participants views on getting older with the

diagnosis were unknown (Braun & Clarke, 2006).

Trustworthiness.
Multiple steps were taken to ensure the trustworthiness of results (Elliott et al., 1999).

The research process was transparently presented, efforts were made to contextualise
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the study and its participants, and quotes were employed to vividly illustrate themesto
enable readers to critically judge the value and transferability of findings. The author
wrote a subjectivity statement (see below) to describe her persona biases (Preissle,
2008). Triangulation was used to enhance trustworthiness (Carlson, 2010), whereby
qualitative findings were contextualised with quantitative measures of some of the
phenomena of interest. Further, a qualified clinica psychologist experienced in
qualitative research separately coded four transcripts, followed by a process of
comparison of interpretations, consensus building and elaboration of themes with the

primary researcher. Respondent validity was not sought due to time constraints.

Subjectivity statement.
| am awhite Irish working class trainee clinical psychologist in my late twenties. My
interest in the experiences of people with autism stems from my clinical experience
working with children and adults with low-functioning and high-functioning autismin
diagnostic and therapeutic contexts. Nobody in my immediate or extended family has
adiagnosed autism spectrum disorder. My prior assumptionsincluded theideathat life
for many people with autism would be characterised by high levels of stress, anxiety
and difficulty, but that diagnosis would be experienced as helpful. | also assumed that
individualswith more positive life experiences would be those who had found partners
and perhaps found employment in their field of interest. | attempted to ‘ bracket’ these
personal assumptions while conducting the research (Barker, Pistrang, & Elliott,

2002).
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Results

Participant Characteristics

As described in Table 2.1, 13 individuals met eligibility criteria and took part in the
study. Of these, 10 were male (mean age 62.1 years) and three were female (mean age
54.7 years). All participants were white and al but two were British. All but three
reported experiencing at least one mental health problem in their lives, the most
common of which were depression and anxiety. All were diagnosed with autism in
adulthood, with formal diagnosis obtained an average of six years prior to participating
in this study. Three participants did not score above the clinical threshold of 26 on the
AQ, which is in line with reported discriminant validity (Woodbury-Smith et al.,
2005). A diagnostic report was observed for one of these cases; diagnostic status was
based on self-report for the other two individuals, and further verbally confirmed by a
social group leader in respect of one of these. Self-report ratings of anxiety and
loneliness were high amongst this group, with al participants rating themselves as

lonely and all but one indicating at least mild levels of anxiety.
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Table2.1

Participant Characteristics and Scores on Quantitative Measures

ID Gender Age Diagnosis AQ Yearssince Reationship Living status Employment status Educational level Loneliness Depression  Anxiety
group diagnosis status (current/former attained
employment)
P1 M 60s AS 35 13 Married With spouse Part-time (professional) Bachelor's Moderate - Mild
degree
P2 F 50s HFA 44 1 Single With sibling Unemployed (>10 years) Some university Moderate  Severe Severe
P3 M 60s HFA* 17 16 Single Supported Unemployed (>10 years) Some secondary Moderate - Moderate
housing school
P4 M 50s HFA* 31 3 Single Supported Unemployed (>10 years) Some secondary Severe - Moderate
housing school
P5 F 50s AS* 34 1 Single Independent Part-time (clerical) Bachelor’'s Moderate - Mild
degree
P6 M 50s AS 19 3 Single Private house Part-time (charity) Master’'s degree Moderate - Mild
share
P7 M 60s HFA 36 20 Single Independent Medically retired (clerical) Some secondary Moderate - Moderate
school
P8 M 70s AS 30 9 Single Supported Medically retired (clerical) Somesecondary  Very Moderate  Severe
housing school severe
P9 M 50s AS* 36 1 Cohabiting ~ With partner Medically retired Bachelor's Moderate - Mild
(professional) degree
P10 M 60s HFA 20 7 Single Independent Retired (self-employed, Bachelor's Moderate - -
skilled) degree
P11 M 60s AS 30 5 Married With spouse, Fulltime self-employed Bachelor's Severe - Mild
children (professional) degree
P12 F 60s AS 45 3 Divorced With child, other Fulltime informal carer Some secondary Moderate  Mild Severe
family members school
P13 M 60s AS* 35 5 Single Independent Retired (unemployed >10 Bachelor's Very - Severe
years) degree severe

Note. * = diagnostic status confirmed via NHS clinic or observation of diagnostic report; - = absence of depression or anxiety, see method; Anxiety, see method; AQ, see method; AS =

Asperger’ s syndrome; Depression, see method; F = female; HFA = high-functioning autism; Loneliness, see method; M = Male.
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Qualitative Findings

Anaysis led to the generation of three overarching themes with 10 constituent
subthemes (see Table 2.2). An example of acoded transcript excerpt is provided in the
appendices (Appendix M). Themes are described and illustrated with quotes in the

section that follows.

Table2.2
Inductively Devel oped Themes, Subthemes and Preval ence Rates
Overarching theme Subtheme Prevalence* (n)

1. Difference 11 Realisation of differentness Typical (11)
12 Reducing visibility of difference Variant (6)

2. Lifereview 21 Understanding the past General (13)
22 Externalising autism Typical (8)
2.3  Sef-acceptance Variant (5)
24 Using knowledge of autism Variant (7)

3. Longing for connection 3.1 Isolation and loneliness Typical (9)
32 Positive aspects of isolation Variant (6)
33 Reaching out (pre-diagnosis) General (12)
34 Reaching out (post-diagnosis) Typical (10)
3.4.1 Shared understanding Variant (7)
3.4.2 Socia comparison and interpersonal Variant (5)

learning

3.4.3 Discovering new abilities Rare (2)

Note. *General = theme appliesto all or al but one of participants (12-13); typical = theme applies
to more than half of participants (8-11); variant = theme applies to up to half of participants (3-7);
rare = theme applies to one or two participants (1-2).

1. Difference.
This overarching theme described how, prior to diagnosis and usually in adolescence
and early adulthood, most participants went through a process of noticing and
acknowledging their difference from peers. They then took steps to reduce the

visibility of this difference so asto fit in with wider society.

1.1 Realisation of differentness.
The gradual realisation of differentnesstypically began in childhood and intensified in
adolescence, abetted by experiences of bullying in secondary school and the lack of
anything to which this could be attributed other than a vague notion of intrinsic

difference. Participants often perceived some difference in how they were treated
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compared to their peers, as exemplified in the following excerpt: | was treated
differently, | was perceived differently from the age of five. (P2). In the absence of
alternative explanations, this initial perception of difference seemed to be located
internally. This grasping for explanation in the face of a perceptible but not understood
difference can be seen in the following quote:
Theveryfirst timel thought | was different maybein that way but | didn’t know
why, was when | was eight years old in ‘66. When they didn’t put me up to the
junior school fromthe primary school. And | thought, ‘ Oh, why are they doing
that? What' s wrong with me?’” And prior to that, | would not have questioned
my devel opment, so to speak. (P4)
Experiences of being bullied during secondary school, commonly reported among
participants, reinforced the idea of differentness. Again, individuals were without
explanation for why this happened to them and were unabl e to attribute it to something
tangible:
| didn’t know what to think. But | just thought | was different and that was it.
But not... | didn’t know why. I’d no idea why. But sometimesif the bullying got
really bad and | used to get really upset, | used to think, *Why do they always
pick on me? Why? It s not fair. What have | done wrong? Why?' (P12)
It is important to note that not al participants articulated that they had an early
understanding that they were somehow different. Some were aware that family
members or teachers perceived them as different, in the absence of their own conscious
acknowledgement of differentness. For a minority of participants, the difference was
not noticed until early adulthood. For example, following difficulty keeping up with

co-workers, one participant described an early adulthood realisation of differentness:
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I think | had a welfare officer, social worker, whatever, and things may have started

fitting together, you know. (P3)

1.2 Reducing outward difference.
Following the devel opment of an understanding that they were somehow different, and
sometimes without fully understanding what this difference was, participants engaged
in a process of studying their peers carefully and emulating their social performance
to better fit in socially. The process of studying is described in the following excerpt:

But | watched peopl e talking and then got close and earwigged what they were

saying. And then matched what they were saying to their gestures. (P10)
Individuals worked hard at applying what they had learned, practising gesture, voice
intonation and emphasis, and developing a repertoire of potential conversational
material based on their observations. One man, who had been unaware of his social
difficulties until they were pointed out by a colleague, described the practice
component of this process:

And | worked in front of a mirror, in the bathroom, in the lounge. | had

imaginary people in front of me that | was talking to. | used my arms to

gesticulate. (P9)
Similarly, participants developed a better understanding of acceptable and
unacceptable conversationa material. One man summarised how he applied this
knowledge thus:

| try to be very careful of what I’m saying. You see, because certain things you

mustn’t - somebody saysthere' s certain subjects you mustn’t speak of. Try very

hard, don’t say the thing which is concerning politics or religion. (P8)
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Over time, learned socia skills required less conscious application and became more
habitual, enabling participants to outwardly fit in:
When you emulate things long enough they become a habit. So they become —
you actually outwar dly become exactly like everybody el se. But you aren’t. You
never —you never forget. You're never not autistic. (P10)
However, while socia skills were advantageous with respect to fitting in and
participating socialy, interaction retained a performance quality and individuals still
felt a distance between themsel ves and those with whom they interacted:
And | think it made me seem as though | was more normal. And if I... And |
tried to smile like they smiled. And | think it helped me up to a point, to mix up
with other people. But all the time | was hiding my true self. That was the
problem. Inside | was feeling sort of bad. | wasn’t really supposed to be like
that. But it got me sort of with other people and that. ‘* Cause | never went out.

Never went out to a pub in my life until 1 was about 46. (P12)

2. Lifereview.
This overarching theme was prominent in the accounts of all participants. It described
a process of reviewing the past in light of new information, specifically the autism
diagnosis, followed by a process of externalising autism so that autism and the self
were experienced as separate entities, with the aims of autism sometimes at odds with
those of the self. Individuals applied their new knowledge of autism to improve social

performance and participation.
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2.1 Understanding the past.
This subtheme involved using the diagnosis as a lens through which to view aspects
of one's past and ways of interacting with the world that had hitherto been beyond
explanation. Experiences such as bullying, academic failure, occupational difficulties
and problems making and maintaining relationships could be understood in anew light
on the basis of diagnosis. The process of understanding past experiences in light of
diagnosisis exemplified in the following excerpt:

| mean, after the sort of diagnosis and learning what it was about, sort of

almost every day I’d think of some incident way back. Ah yes, that happened

because | was Asperger. | mean, it doesn’t happen so much these days ‘ cause

there’ s less of the incidents but occasionally it till does. (P1)
In particular, the autism label enabled individualsto understand their socia difficulties
from a new perspective. For example, one participant described how autism helped
him to understand some difficult experiences in his past: Oh, bullying and sort of not
fitting in and all that kind of thing. Yeah, trying to get on with other people and all this
sort of thing. (P7). This understanding pertained to friendships and romantic
relationships alike, but the understanding it offered regarding romantic relationships
seemed to particul arly resonate for some participants. One man, who had recently been
diagnosed, described how he was beginning to consider the influence of autism on his
romantic life:

And it always seems to me that I’m the person who ends up by myself. All the

time. Throughout my life. I'mthe— I’ malways the guy that’ s sitting alone. And

| wonder whether that’ s to do with this Asperger’ sthing. (P13)
For one participant, the process of grappling with the past and understanding previous

difficultiesin light of autism was experienced as painful and isolating:
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So it was looking back and then suddenly realising there was this genetic
connection and great feelings of inadequacy - that | must’ ve been a really bad
carer for my parents when they were terminally ill. And, just having to
psychologically, on your own, reassess you wholelife. And at the age of 53it’s
going back a long way. (P2)
For most, however, life review offered opportunities for discovery and was generaly
positively experienced. The autism diagnosis reveal ed aspects of the past that had been
negatively experienced but not understood, and the diagnosis seemed to facilitate
retrieval of latent memories from childhood and adulthood alike. One woman
recounted the way in which the autism label facilitated her understanding of her past:
Ah, | see! That’s why people thought | was different. That’s why they used to
keep starting on me and | used to get mixed up and my life seemed to be
completely different to other people’s. That’swhy! And it all sort of fitted into
place like a jigsaw. (P12)
The explanation provided by the autism diagnosis facilitated a new interpretation of
personal struggles, helping to reduce the associated distress. The impact of this new
way of understanding is exemplified in the following account:
Well, for example, you have an explanation why isit you find it difficult to meet
people and relate to them. Once you have a few explanations, you find things
smooth themselves out a bit. (P8)
Similarly, the diagnosis served to reduce shame around particul ar aspects of behaviour,
unusual interests or perceived inadequacy with respect to some life goals.
Just that label, getting it last year, saying I’ ve got a degree of autism. | knew it
wouldn’'t be a cure or anything but it just explains those one or two things

about your character. Like I’ ve got this, like, secret world of animals and |
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have stories about them. And | used to be sort of - inside | used to feel ashamed

about it. (P9)

2.2 Externalising autism.
The process of life review seemed to enable participants to consider autism as
somewhat separate from their true selves, almost as something that sometimes got in
the way of occupational, social or romantic success. Autism provided a plausible
explanation for why things went wrong or why individuals failed to reach their full
potential, meaning that difficulties could be attributed to autism rather than to the self.
One man, who used the song lyric, ‘sometimes my mind and | don’t get along very
well,” to understand the relationship between hisautism and his sense of self, described
the separateness of autism in the following way:
It's like a mind within a mind. Or a mind outside a mind that's kind of
influencing your behaviour in a way that you don’t want to. (P13)
Similarly, another participant spoke of autism as an unpleasant but not malevolent
behavioural feature, as opposed to a core aspect of the self:
And autismis not made to make social relationshipswonderful. Itisa condition
that is meant to make social relationships more difficult. And that could also
bring you in awkward situations and things like that. And you happen not to
worry about that too much and just see it as an autism thing. (P6)
The attributing of negative experiencesto autism was positively experienced, allowing
individuals to absolve themselves for what were previously perceived as personal
shortcomings. The relationship between one's autism and wider society became the

locus of potential distress, as exemplified in the following account of diagnosis:
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It's a good thing to have happen. Because it makes you realise that all the
problems you’ ve had in the past you can put it down to one reason. And it’'s
nothing to do with you yourself; it’s because the other people don’t under stand
why you're like that. And if they were to understand more why, they probably
wouldn’t carry on to you and harm you and upset you so much if they

understood. (P12)

2.3 Self-acceptance.
Getting older and having the autism label facilitated a greater level of self-acceptance
among participants. The re-evaluating of one' s life when considered within an autism
framework can be seen in the following quote:
I’mnot pressurising myself to belike everyone el se. You know, it doesn’t matter
if I like being on my own, living on my own. That’s fine. It's ‘cause | - you
know, people with Asperger’sare likethat. So | can feel like I’ m not somebody
who’ s failed to have a relationship, failed to have children, failed to hold down
ajob or get to a higher positionin ajob. (P5)
Some individuals noted that the pressures of navigating the social world reduced with
increasing age, which meant that older age may have been less stressful irrespective
of the autism diagnosis:
‘Cause | mean, when you're young you’ ve got to make friends, you've got to
find a partner, find a job and take exams and all this sort of thing. But when
you're older you don’'t have those pressures, maybe. | think that makes a

difference. (P7)
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2.4 Using knowledge of autism.
Individuals were able to use their understanding of autism to capitalise on their
strengths, as seen in the following account:
And there was a lot of suffering going on as a result of not actually
understanding the fact that, you know, the nature of it. That certain things
would be easy for me and certain things would be a struggle. And If | could
learn to do the easy things and not do the struggle-y bits, which are almost
impossible... (P11)
Similarly, the awareness of differences in thinking style compared to ‘neurotypical’
people facilitated an appreciation of particular thinking styles associated with autism
versus those of ‘neurotypicals':
It shows me why | think the way | do. And why other people do not appear to
be logical. And do not appear to be, in a sense, coherent. For example, their
cognitive, what do you call it, dissonance, where they believe opposite things
at the same time. (P10)
Knowledge about autism facilitated a greater understanding of particular autism traits,
such as special interests, playing out in the social realm. Individuals were able to draw
on this knowledge and regulate their social performance accordingly:
But | realise | am very passionate and | tend to go on about these things a bit.
And other people don't really know what I’ mtalking about. And I’'mjust, if you
like, at the moment, checking that in myself. It doesn’t mean I’ m necessarily
going to stop doing it, but... (P13)
For most participants, diagnosis seemed to be experienced as benign. There was one
participant, however, for whom the knowledge and increased awareness gained by

virtue of the diagnosis was experienced as socialy debilitating:
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And then of course | started sort of making mistakes, even more mistakes
talking to people because | was even more anxious and socially inept. Because

| was so self-conscious with that diagnosis. (P2)

3. Longing for connection.
This overarching theme suggested that most participants perceived themselves to be
isolated and experienced a subjective sense of loneliness. However, being alone aso
allowed participants the opportunity to pursue particular interests, which were highly
valued. Subthemes pertaining to reaching out describe how participants made a
conscious effort to socialise or acquire friends, particularly in early adulthood (pre-

diagnosis), and later to meet other people with autism (post-diagnosis).

3.1 Isolation and loneliness.

A sense of isolation and loneliness permeated the accounts of most participants, as can

be seen in the following excerpt:
| go back years but | remember once, | was 27, | said to my mother, ‘I really
fedl lonely.’ | said, ‘I don’t expect a girlfriend per se; if only | had somebody
to talk to this evening. Man, woman, old or young, just for a conversation.” She
said, ‘1 don’t know what to suggest you do.’ In those days you could phone the
Citizens Advice Bureau up and get them to find somebody to talk to in the old
days. (P7)

Isolation seemed to be a defining feature of growing up and getting older with autism,

which became no less distressing with advancing years:

82



See, | never had many friends when | was younger. So | think in away it’s sort
of prepared me for being on my own. Although | don’t like it much. I’ ve never
liked it. (P12)
In the context of limited social networks, people particularly focused on the lack of
one significant, anchoring relationship in their lives, describing a sense of longing:
| think I’'m a born loner, quite frankly. And even no matter... Maybe I’ m not
the kind of person to have a life. Oh, I'd love it, with a person that would
understand me. (P4)
Observations of the social connectedness of others threw participants' isolation into
sharp relief, emphasising their aloneness. Such situations were endured with distress:
The summertime is worse for me than the winter. ‘Cause it seems that more
and more people are included in family and groups of friends or partners or
whatever. And it seems I’ m the excluded one. (P13)
Loneliness seemed reduced for the three study participants who were married or
cohabiting, suggesting that one close relationship served to buffer the effects of social
isolation. One participant described his relationship with his partner as follows:
He' s very, very good. He' s very perceptive. And he knows all my changes of
mood. They’'re not extreme, but he knows when I’ m having difficulties or
when I’m anxious. (P9)
However, even for those in long-term relationships, isolation and a sense of
disconnection or being cut off from other people was still afeature of their experience:
It's not to do with not having friends and stuff like that. It's to do with | just
fedl that I'm totally isolated in myself. | don’t know what to say to anyone; |

can’t connect. (P11)
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For participants that had worked, ajob seemed to have afforded some degree of social
contact in astructured context. Whilethe socia aspects of working were often asource
of anxiety, the loss of that socia contact and narrowing of their socia opportunities
following retirement was perceptible:
But in the last five, ten years, as |’ ve got old, I’ ve found that | want to do less
and less and less and less. And see less people. And do things which are a bit

mor e comfortable. (P9)

3.2 Positive aspects of isolation.
Although most participants described themselves as socialy isolated, aloneness was
sometimes framed positively in that it allowed uninterrupted pursuit of hobbies and
interests:
You know, where does lonely stop and isolated begin? | mean, | quite like my
own company in someways. Given that I’ m quite hard-driven in my enthusiasm
for certain things. (P13)
The pursuit of interests allowed for immersion in the subject and experiences of
mastery and achievement. It also offered participants a place of safety, which wasin
contrast with their anxiety-laden experiences of trying to engage with the social world.
The differences between the pursuit of interests and experiences of failure and
rejection with respect to engaging socially can be observed in the following quote:
I’m interested in machines. | can master them, if you like. | can understand
them. | can relate to them. | can relate to machines better than | can people.
Machines do not put you down. They don’t criticise you. They don’'t hurt you

and they don’t make you cry. Not generally. People do that. (P4)
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3.3 Reaching out (pre-diagnosis).
Prior to diagnosis, many participants had made deliberate efforts to engage with
people, usualy in quite structured settings. They sometimes joined clubs related to
interests and deliberately set about making friends, particularly in early adulthood.
Structured activities or socia gatherings with definite start and end points were
preferred, serving to facilitate social interaction:
It was a structured thing and | felt rather more comfortable with that. So yeah,
we sort of did — we were meeting around another activity. If I’'m not focused
on trying to be friendly with someone it’s actually easier to be friendly with
them. (P11)
Just one participant reported that his negative experiences of participating in the social
world prompted him to withdraw:
So | got to a stage where | was so used to being mistaken by others,
misinterpreted, misunderstood; | thought, well, sod it. If you're going to
misunderstand me, I’m not going to even, going to... | just closed off later on

inlife. | just thought, sod it. (P4)

3.4 Reaching out (post-diagnosis).
Post diagnosis, most participants had some involvement in autism groups or had
occasion to meet other people with autism. For some, this was an attempt to increase
their social engagement generally, as noted by P10 when he said, “It's a day out like
anything else.” For most, it was a deliberate attempt to gather additional information
about autism and how it applied to them. To demonstrate the different facets of this
subtheme, the following account has been further divided into smaller subthemes

pertaining to involvement with others with autism.
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3.4.1 Shared understanding.
Meeting others with autism offered a sense of shared experience and understanding,
which was lacking in their usua limited social networks. The importance of
universality of experience and the sense of acceptance it endowed can be seen in the
following quotes:
The people, some of them are on my wavel ength. (P3)
You're accepted. You don’t have to sort of hide anything. (P7)
Because they don’t — the Asperger’ s people don’t pick on you. Or take therise
out of you. And laugh at you. And get confused by what you say or something.
Because they're similar themselves. And they’re quiet; quieter sort of people.
Sort of thing like | am, sort of thing. And it made me fedl better. (P12)
Universality of experience and the pursuit of information were core to people's
commitment to the groups, while emotional support or friendship-seeking seemed less
important:
And | do fed like, yeah, well, they're in the same boat as me. Yeah, so, but |
don't fed like - | don’t socialise with them that much. | think a lot of people
there don’t, you know, don’'t go there to make friends. (P5)
Of course, autism groups were not without challenges. The difficulty of running a
group for people with socia difficultiesis described in the following extract:
If | say the group is a group of misfits who are bound not to get on with each
other, I mean, that’ sa bit of an exaggeration but it s not the recipe for success,
forming an Asperger group. (P1)
Similarly, another participant recounted difficultiesinitiating meaningful conversation

with group members, due to afocus on restricted topics:
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| found that | was getting rebuffed or | was making them angry because I’ d just
say, ‘Well, | liked Dr Who when | was a child but | don’'t really think it's a

programme for adults.” (P2)

3.4.2 Social comparison and interpersonal learning.
Some individuals were shocked by the level of impairment exhibited by some people
with autism, and strove to establish their place in the autism hierarchy:
There were obviously people who were severely incapacitated by it. Who
hardly spoke a word and were kind of - they had to have other people there
with them as well. And on the other end — at the other end of the spectrum, |
suppose - there were, there was a guy there was doing a course at the
university. And he seemed extremely lucid. So it’s very difficult to see where |
fitinto. (P13)
This allowed some participants an opportunity to engage in a process of socia
comparison with other people with autism, enabling them to notice particular strengths
they possessed by comparison. Reframing one’'s own circumstances in light of
comparing oneself to another can be seen in the following quote, in which a man
described his discovery that a fellow group member struggled hugely with public
transport:
And | don’t have these difficulties at all. And | travel around London quite
easily. That's what my passion is, to travel around London. (P6)
Attending autism groups alowed certain aspects of experience to be normalised and
understood in the context of autism:
While we were just talking about various things, them saying, ‘Oh, | have a

problem with babies and noise.” And | used to be ashamed of that. You know,
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years ago, I'd just think perhaps I’m being intolerant to children or kids or
babies. And the whole group said, *No, we find it difficult.” (P9)
The groups also allowed participants an opportunity for interpersona learning, by
applying knowledge gained through interacting with others to their own
circumstances:
They might come up with some problems they' ve — ‘What do | do about this?’
And I'm like, thisiswhat you do. And then, so | apply it to myself. That’s what

| ought to do about myself. (P3)

3.4.3 Discovering hidden abilities.
For two participants, both of whom were recruited via a small autism group in outer
London, the discovery of hitherto unknown abilities, such as using metaphor, reading
or creatively writing, was very powerful in their accounts. The discovery of aformerly
hidden ability can be seen in the following extract:
Everything used to just go into a blur and | just couldn’t concentrate. And she
[group facilitator] said lots of people are like that with Asperger’s. And the
ones — she has a book club. And different books are given. And |’ ve read
about - must be about five or six books now! (P12)
The focus on something tangible (e.g., abook) facilitated the use of social skillsin the
absence of an overt focus on social skills:
That’s where we're focused on — it might be book club and we're focused on
the book. But if you listen to the discussion on the book, it’s very flowing and

we can be really supportive. (P11)
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Discussion
Using a qualitative interview-based method, this study sought to explore the lived
experiences of older people with autism. The study is unique in providing a nuanced
portrait of the experiences of growing older with autism and it adds significantly to the
nascent knowledge in thisarea. Overall, quantitative and qualitative findingsillustrate
the isolation, loneliness and longing for connection inherent in getting older with
autism. A recognition of differentness earlier in lifein the absence of anything tangible
to which this could be attributed was experienced as painful, with diagnosis helping to
explain this difference and offering a new framework in which to understand past
experiences. Autism-specific groups were highly valued by participants, alowing for

a sense of shared experience and acceptance.

Differentness

Consistent with the present findings, an awareness of difference when comparing
themselvesto ‘ neurotypical’ peers has been previously documented in interview-based
research with people with autism (Huws & Jones, 2015; Mller et al., 2008; Punshon
et a., 2009), aswell as qualitative analyses of the written accounts of individuals with
autism (Jones, Quigney, & Huws, 2003; Williams, 2004). However, qualitative
research with younger people (aged 16 to 21 years) who attended a college for people
with autism did not indicate an awareness of difference prior to diagnosis disclosure
(Huws & Jones, 2008), which raises the possibility that an examination of childhood
experiences in adulthood leads to a retrospective perception of differentness as
opposed to the more lifel ong awareness of differentness described in the present study.

Alternatively, the lack of awareness of differentness among the younger sample might
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be areflection of greater severity of autism and possibly aconsequent delay in noticing
and acknowledging differentness.

The finding that people engaged in a deliberate and effortful process to train
themselves in the art of socia interaction to the point that it became habitua is
consistent with previous qualitative research in the US (Miller et al., 2008) and the
UK (Griffith et al., 2011), and in qualitative analyses of the writings of individuals
with autism (Williams, 2004). Similar to the present findings, prior research
demonstrated that participants made substantial efforts to compensate for autism by
developing their social/self-awareness (Miller et al., 2008) or to present a ‘false self’
to others (Griffith et al., 2011). The US sample tended to educate themselves by
reading books and articles about autism or joining social skills or autism support
groups (Mller et a., 2008), while those in the current study learned socia skills by
studying people or practising in more naturalistic settings. Thisis possibly reflective
of the older age and consequently the absence of the autism label as a frame of
reference until later lifefor most participantsin this study, leaving them grappling with
remedying their social difficulties without autism-related guidance for most of their

lives.

Life Review and Externalisation

The process of reviewing one's life through the lens of the autism diagnosis was
ubiquitous among participants in this study. Painful aspects of experience that had
hitherto not been understood could now be explained using an autism framework,
helping to integrate disparate experiences into a more coherent narrative, reduce self-
blame and reattribute some responsibility for these experiences to the diagnosis. The

explanatory power of the diagnosis has previously been documented in qualitative
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interviews with adults with autism (Punshon et a., 2009) and young people with
autism (Huws & Jones, 2008), facilitating an understanding of previous life events,
particular difficulties and experiences. This process of review seems comparable to
reminiscence, whereby remembering the past is thought to be a means of achieving
ego integrity and resolving inner conflicts (Butler, 1963). The idea of integrative
reminiscence seems of particular pertinence to participants in this study, whereby
individual s seek to accept negative past events and reconcile the discrepancy between
the actual and the ideal, facilitating a review of the causes and consequences of
negative past experiences (Watt & Cappeliez, 2000).

The finding that participants in the present study engaged in a process of
externalising autism is similar to previous qualitative research with individuals with
autism in middle adulthood (aged 37 to 57), in which Asperger syndrome was
considered separate to participants core or rea selves (Griffith et a., 2011). This
process of externalisation bears a striking similarity to the narrative therapy practice
of ‘externalising the problem’, in which individuals are hel ped to define their problems
as separate from their identities (White & Epston, 1990; Carr 1998). Reappraising the
problem and the person as separate entities facilitates the interruption of the dominant,
problem-saturated story of the person’s identity and the internalising of personal
agency, thereby alowing for increased visibility and accessibility of options for
resolving difficulties (Carr, 1998; Tomm, 1989; White & Epston, 1990). In the present
study, knowledge regarding and externalisation of autism seemed to alow for
increased accessibility of possible strategies to improve current social performance. It
is possible that reappraisal also allows for an acknowledgement and appreciation of

the positive aspects of autism, such as particular thinking styles that differ to those of
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‘neurotypicals’, described in the present study and a sample of people with autism in

middle adulthood (Griffith et al., 2011).

I solation and Longing for Connection

Qualitative and quantitative findings illustrate the loneliness and isolation of older
people with autism. The present findings are strikingly similar to aprevious qualitative
studies of the experiences of adultswith autism (MUller et a., 2008). Intenseloneliness
and alonging for connection and intimacy with others were found in both studies. It is
also notable that one of the first case studies of Asperger’s syndromein later life had
loneliness as a presenting complaint (James et al., 2006). While not explicitly
referencing loneliness, other qualitative studies have also documented a desire to ‘fit
in” and engage socialy (Hurbutt & Shalmers, 2002; Huws & Jones, 2015), suggesting
afelt sense of the absence of social relationships and a desire to ameliorate this. The
present results are also in line with quantitative studies which found high levels of
loneliness among children (Bauminger, Shulman, & Agam, 2003) and adolescents
with autism (Lasgaard et al., 2010). Taking these qualitative and quantitative studies
into account, in addition to the present findings, it seems that isolation and loneliness

might be an almost inescapable element of growing up and getting older with autism.

Peer Support

Accessing a network of other people with autism was very important for participants,
allowing them to feel understood, accepted and safe. In contrast to the findings of
Mdller et a. (2008), autism support groups were not used for the explicit purpose of
learning socia skills. Rather, interactions at autism-specific groups did not seem to

have the perceived distance and the performance quality that tended to characterise
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interaction with the ‘neurotypical’ world. Similar to the qualitative findings of
Punshon and colleagues (2009), meeting others with autism seemed to afford
individuals the experience of ‘fitting in” which had hitherto been absent from their
lives. The information provided at these groups and the realisation that others faced
similar problems clearly held meaning for individuals, fostering a sense of belonging
and providing an environment in which individuals could engage in interpersonal
learning. Universality, imparting information, interpersonal learning and cohesion
represent four group therapeutic factors (Yaom & Leszcz, 2005).

The importance of autism groups can also be understood with reference to
social comparison theory, which involves the process of acquiring social information,
considering it with respect to the self and reacting to comparisons (Festinger, 1954;
Wood, 1996). In evaluating their place in the hierarchy of impairment, individuals
could engage in a downward social comparison with those who demonstrated greater
impairment (Wills, 1981), possibly helping them to feel better about their own
situation. Downward social comparisons have been previously documented in the
accounts of younger people with autism, with participants positioning themselves as
better with respect to degrees of autism and ability observed in others (Huws & Jones,
2015). Representing their own autism as less severe might heighten subjective well-
being and enable individuals to maintain a more positive self-identity (Huws & Jones,

2015).

Limitations
With respect to representativeness of the sample, while the gender ratio is similar to
that reported in previous studies of high-functioning adults with autism (e.g., Baron-

Cohen, Jolliffe, Mortimore, & Robertson, 1997), it is possible that participants were
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not necessarily representative of older people with the diagnosis. The recruitment
procedure, which partly relied on local autism support and socia groups, may have
inadvertently biased recruitment towards those who had accepted their diagnosis and
were committed to it. While additionally recruiting via a diagnostic clinic might have
negated this effect somewhat, participants recruited in this manner were in the
minority. Similarly, the study procedure itself may have biased selection in favour of
those with awillingness to engage socially with aresearcher.

Interviewing older people with autism was not without its chalenges. The
interview schedule required the discussion of abstract concepts, emotions, social
difficulties and perspective taking, known to be challenging for individuals with
autism (Cridland, Jones, Caputi, & Magee, 2015). It was sometimes difficult to redirect
conversation from special interests or lengthy discussion of specific past experiences,
and consequently the quantity of interview data relevant to the research topic varied
between individuals. At the stage of data analysis, it is possible that the ideas of more
articulate individuals with good introspective and verbalisation abilities were
overrepresented during coding and theme development, particularly as just one
researcher was involved in the initial stages. The researcher attempted to negate this
to a degree by triangulating qualitative and quantitative data, triangulating the
perspectives of two researchers on a subset of transcripts, ensuring that the voices of
all participants were included in the write-up of this paper and, where appropriate, the
use of disconfirming case analysis (Yardley, 2008).

The lack of themes pertaining to family support or family understanding of
autism post-diagnosis was perhaps surprising. Participants did not seem particularly
close to their families of origin in this sample, which is possibly a reflection of

participants age and independence. Broadly, it appeared that for family members, the
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diagnosis tended to either simply confirm something already assumed or they did not
seem to thoroughly engage with it. However, it is possible that the questions used to
access this aspect of experience in the interview schedule were overly reliant on
individual theory of mind ability (Baron-Cohen, Ledlie, & Frith, 1985), requiring
individuals to focus on the perspectives of others, thereby perhaps placing excessive
cognitive demands on participants and hindering a thorough exploration of family
support.

Interview data overall tended to have a contemporary focus with limited
exploration of recent decades of life or consideration of the future. While participants
used their diagnosis to understand difficult experiences in childhood, adolescence and
early adulthood, interview data were not particularly rich with respect to middle
adulthood, which limited the degree to which the experiences of older participants
could be compared to younger participants. This might be a reflection of the
occupational and marital status of many participants; unemployment and the absence
of a partner perhaps meant that some lifecycle transitions ssimply did not apply, and
that life may not have changed remarkably over the middle adulthood years. Or
perhaps it is a product of the suggested reduction in temporally extended self-
awareness in individuals with autism, with proposed impairments in re-experiencing
past states of self and pre-experiencing the future (Lind, 2010). Efforts were made to
make questions about recent years and decades more concrete as the interviews

progressed but this had little impact on data richness.

Implicationsfor Practice
The considerable loneliness, isolation and anxiety in the present study suggests an

urgent need for greater support for older people with autism. The qualitative findings
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reported here provide some contextual explanation for the high levels of anxiety and
depression among individuals with autism (Hofvander et al., 2009; Hill, Berthoz, &
Frith, 2004; Lugnegard, Hallerback, & Gillberg, 2011). Thereis alack of empiricaly
supported mental health treatments for people with autism, and officia guidelines
recommend adapting existing treatments for common mental health problems by
making them more concrete and structured, with greater emphasis on visual and
written information (NICE, 2012). Based on the present study, the use of
externalisation might be useful in therapeutic work with this population, either as part
of a narrative approach or embedded within other therapeutic approaches. One case
study of a 13-year-old boy with Asperger’s syndrome found that externalising (anger)
visualy and concretely was effective, and seemed to facilitated the devel opment of a
therapeutic relationship (Cashin, 2008).

The findings of this study highlight the importance and helpfulness of
diagnosis for individuals with autism. For most participants in this study, the idea of
autism had first been mentioned to them by somebody involved in their care, either a
support worker or heath professional. Ensuring that all relevant professionals
(education, employment, housing, health, social care, third sector) are cognisant of
autism symptoms, the local autism pathway and how to access services is of
considerable importance, in line with NICE guidelines (2012). Menta health
professionals involved in the diagnosis of autism should routinely assess for social
isolation and brief post-diagnostic support might be paramount for socialy isolated
cases.

Membership of local autism groups, which facilitated access to autism-related
information and others who shared their experience was highly valued by participants

in this study. Information on local groups should be routinely provided to individuals

96



following diagnosis. Thisislikely to go some way towards alleviating social isolation
and loneliness, and target the need for information and access to others with similar
experiences.

On a broader level, rates of unemployment were high in this sample, which is
consistent with previous research (Bernard, Harvey, Potter, & Prior, 2001; Hofvander
et a., 2009), and many participants expressed distress regarding their perceived career
failures. Given the high cost to the economy in terms of lost productivity (NICE, 2012)
and the high cost to individual sin terms of isol ation and negative self-appraisal, greater
availability and use of specialist supported employment programmes seems of crucial

importance.

Recommendations for Future Research

This is the second qualitative study to document high levels of socia isolation,
loneliness and a desire for interpersonal connection in adults with autism (MUller et
al., 2008). Due to time constraints, theoretical sampling and member checking could
not be conducted to confirm and further explore these findings for participants. Future
research should seek to further explore loneliness in this population, with particular
reference to potential morbidity and mortality effects, the degree to which social
network size predicts loneliness, and possible protective factors (e.g., having one
confiding relationship, meaningfulness of specia interests).

The present study has described the importance of membership of autism
support and social groups for older people with autism. Informational support and the
element of universality of experience appeared crucial for participants, but this
occurred in the context of profound isolation and loneliness for many. Given the socia

difficulties inherent in autism, participants commitment to support groups was
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perhaps surprising. Future research should seek to qualitatively and quantitatively
explore what, if anything, these groups provide over and above social contact.

The finding that consciousness of difference did not occur until late
adolescence or adulthood for some participants is of some theoretical interest. Frith
and Happé (1999) have previously proposed autism might be characterised by reduced
introspective awareness, and just as individuals with autism arrive at explicit theory of
(other) mind via a slow, laborious process, so too they may arrive at theory of (own)
mind, or self-consciousness. It is possible that capacity for in-depth conscious
reflection based on their emotional experiences, such as the distress associated with
experiences of being bullied, occurs later for individuals with autism. This line of
inquiry is worthy of further exploration, particularly as later development of
introspective awareness likely means that conceptualisations of differentness are
delayed, along with any consideration of options that might help alleviate socid

difficulties.

Conclusions

The quantitative and qualitative findings of thisstudy illuminate the anxiety, loneliness
and longing for interpersonal connection that seem to characterise navigating a life
with autism. Prior to diagnosis the only explanation for difficulties available to
participants was one of intrinsic differentness, and the findings reported here
emphasi se the hel pfulness of diagnosisin terms of reappraising this difference, along
with painful past experiences. Diagnosis allowed individuals to separate autism from
their sense of self, and they sought to use their newfound knowledge of autism to
improve social performance. Membership of autism-specific groups was highly

valued, characterised by a sense of belonging, shared experience and acceptance.
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Critical Appraisal
This appraisal focuses on the main issues which arose during the research. Firstly, |
will describe the way in which my assumptions may have affected the research
process, followed by an account of how these assumptions evolved over the course of
datacollection. | will then describe particular difficultieswith respect to theinterviews,
my responses to some aspects of data collection and some personal reflections on the

research findings.

Initial Personal Assumptions

| came to this project with a number of assumptions which may have may have
influenced the research project from genesisto completion. My assumptions may well
have attracted me to the research topic to begin with, informed the choice of
methodology, how the interviews were conducted and how long was devoted to
particular aspects of experience, and the generation of themes. It is acknowledged that
researchers have assumptionsthat reflect their experiences, values and beliefs, and that
these will inevitably influence their work (Preissle, 2008). Through acknowledging
these assumptions, as in the Subjectivity Statement (Preissle, 2008) in the empirical
paper, attempts to ‘bracket’ these assumptions (Barker, Pistrang, & Elliott, 2002) and
striving to be transparent throughout, | hope that | have produced a richly
contextualised account of the lived experiences of older people with autism. It is
entirely possible that another researcher might have approached the study with
different assumptions and produced alternative but equally valid findings. In the
sections that follow, | will firstly describe the background to my assumptions before

considering how they evolved over the course of the research.

108



Benefits of social connection.
The first assumption that | brought to this research was that social involvement is an
entirely good thing and that to be without means to necessarily suffer. This assumption
was likely informed by avariety of factors. my background, in that | am from avillage
in southwest Ireland with a strong sense of community and focus on inclusiveness,
elements which I’ ve internalised as important; my own positive experiences of social
involvement; and my clinical psychology training, in which social relationships and

support are viewed as fundamental to emotional wellbeing.

Diagnosis as helpful.
Secondly, | cameto this study with abelief in the helpfulness of diagnosis. Whilel am
aware of the potential pitfalls of diagnosis, including the possibility of activating self-
stigma and stigmatising reactions from family, friends and professional networks, |
believed that in the case of a lifelong neurodevelopmenta disorder the explanatory
power of diagnosis would be largely beneficial. Despite substantial heterogeneity in
autism presentations between individuals, my assumption was that a diagnostic label
would facilitate greater understanding of interpersonal difficulties, both for individuals
with autism and also for their social networks. The diagnostic label would enable those
close to the individua to explain away unusual socia behaviour, serving to reduce

conflictua interaction and facilitate greater inclusion.

Outcomes as context-dependent.
Thirdly, from clinical work with people with autism both here and in Ireland, as well
as prior research experience with families of children with autism, | think | may have

approached this research study with a pessimistic view of outcomes for adults on the
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spectrum. Although over the course of clinical work | have met adults with autism who
were functioning well in their lives, | tended to attribute this to contextual factors such
as having found the ‘right’ partner and the ‘right’ job (e.g., requiring substantial
attention to detail, l[imited emphasis on teamwork and ideally afocuson anindividual’s

special interest).

Changesto Assumptions as the Resear ch Progressed
Some of my assumptions, described above, evolved over the course of the research as
a result of meeting older people with autism. The changes to my assumptions are

considered in detail below.

Benefits of social connection.
With respect to my first assumption, that of social connection being inherently good,
| believe that this study largely confirmed for me the importance of socia connection
throughout the lifespan. Prior to beginning the study, however, 1 had given little
consideration to the idea that time spent alone could be intrinsically positively
experienced. Despite considerable isolation and loneliness, participants reported
valuing opportunities to pursue specia interests, affording experiences of safety,
mastery and achievement, and serving to reduce anxiety levels:

| feel valued. | get on with things. | mean, I'm very good with my hands. I'm

good at metal work, woodwork, leather craft, plastics. Not so much cobblering.

Watches. Clocks. Gramophone motors | can repair ‘cause | like technology,

albeit somewhat old-fashioned technology. That’s all the things I’ve done in

the past. | did wiring. Practical electrics. Whatever. And | excel in thosethings.

| absolutely excel. And | know my stuff. (P4)
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| find the word 1I’ve been thinking of lately, the way | regard life, is rather
monochromatic. Lacking colour and magic. Outside of my fascination with
music really; the kind of constant. (P13)
Timespent in pursuit of special interestswas meaningful for participants, and the sense
of safety and purpose it provided was in stark contrast to effortsto participate socialy,

which were often characterised by misunderstanding, anxiety and rejection.

Diagnosis as helpful.
With respect to the helpfulness of diagnosis, this assumption seemed to hold only for
individuals with autism; it did not appear to influence understanding or support from
their families or wider socia networks. Thiswas surprising, as| had assumed that once
symptoms such as unusual social behaviour could be explained away as autism-related,
interactions between the individual with autism and others would improve. | also had
an idea that most people would approach diagnosis from a confirmation-seeking
standpoint, whereby formal diagnosis would be preceded by self-diagnosis. In fact,
thiswastruefor only asmall minority of participants. Most approached diagnosisfrom
a position of vague curiosity, which meant that prior to diagnosis they had not given
any real consideration to the diagnostic label and how it might apply to their particul ar
life story. It was therefore for these individuals that formal diagnosis seemed
particularly helpful, offering a truly new framework in which to understand prior
difficulties. There was, however, a sense of lost opportunity in some participants
accounts of their diagnoses, with the sense that the diagnosis might have been of
greater use earlier in life:

Well, | mean, if | had a diagnosis say as a teenager, well, they might have been

- might have been ableto put mein theright direction. It might have made life,
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that - just that bit easier. It might have done. I’m not saying it would have done

but it might have done. (P7)
Only one participant appeared to find diagnosis a negative experience: | was trying to
turn off that emotion of just being completely shocked and disappointed in myself, |
suppose. (P2). This served as a substantial challenge to my assumption regarding
diagnostic helpfulness. In this instance diagnosis had been just one year old and
occurred in the context of no prior self-consideration of autism and a very limited
socia network. It is therefore possible that the label might yet be perceived as useful,
but contextual factors at the time of seeking and obtaining diagnosis did not support

positive adjustment.

Outcomes as context-dependent.
My third assumption related to a negative view of likely outcomesfor individualswith
autism. This was largely borne out by the research findings, with most participants
reporting isolation, loneliness and anxiety. A minority had jobs either currently or prior
to turning 65, and just three were in long-term relationships. | was surprised that
loneliness and anxiety seemed to apply to those who had partnersjust asit did to those
who were more isolated, however. It might be that participants with a long-
term/marital partner were less emotionally lonely, but that this occurred in the context
of considerable social loneliness. Emotional loneliness refersto the lack of an intimate
attachment while social loneliness is the lack of a wider social network, which
typicaly fosters a sense of belonging and companionship (Dykstra, 2009; Weiss,
1973).

It therefore seems that one close relationship was insufficient to compensate

for an otherwise very limited socia network. It isalso possible that sustaining that one
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close relationship was challenging in and of itself, or that existing social participation
was hard won and demanding of continued effort and upkeep. One participant, P11,
who was married with children, self-employed and enjoyed hisjob, described building
and maintaining relationships as alifelong struggle:
I think it’s the most difficult part for me. Of life. Even though there are certain
things, other things that seem very difficult as well, the relationship side isthe
most difficult and the most unpredictable.
He compared his difficulty pursuing and sustaining relationships to the apparent ease
and spontaneity with which ‘ neurotypicals' navigated the social world:
One of the things that | envy a bit in the neurotypical life- | don’t envy a lot of
thethingsinit at all - but that’ sone of thethings| envy. It’ sthat sort of relaxed,
easy-going attitude to it.
It might be that irrespective of the presence or absence of one close relationship, for
individual s with autism social participation is simply characterised by effort. The lack
of predictability inherent in interaction means that attempts to participate socialy are
inevitably anxiety-laden, with social involvement something that must be deliberately

worked on and maintained rather than something that might be enjoyed in the moment.

Difficultieswith the I nterview Process

Interviewing individuals with social difficulties was not without its challenges. These
included an occasional focus on restricted topics of special interest, challenges
associated with interviewing participants with less reflective ability, and the
limitations of the interview schedule. These are discussed further in the sections that

follow.
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Special interests.
Thefirst issue pertains directly to autism. During some interviews it was very difficult
to redirect participants to the interview from lengthy descriptions of special interests
or very detailed accounts of particular experiences. Attempts to interrupt this flow of
information were usually futile, and often | found myself just accepting that the
description would continue through to its natural conclusion. | usually felt bored and
very frustrated during these moments, both with the participant and with the prospect
of having to later invest considerable time transcribing lengthy accounts of matters
irrelevant to my research topic. The following marks the beginning of along account
by P4 on the changing system of vehicle registration in Britain:
‘Cause when you've got used to a particular system... And | was used to at
least six of the previous systems until now. Now registration marks on motor
vehicles now have the five-one system now. In Britain anyway. You had a
similar systemin Ireland not so long ago, | think. ‘87 they started doing the
‘87, D for Dublin; the*87, then the letter for whereit camefrom, all that. Right,
that was one thing. But what happened in this country is that they went from
numbersto letters as serials.
My frustration during such accounts likely compromised my ability to remain
receptive and reflective. During transcription | noticed that | sometimes seemed to rush
through the interview questions that followed participants accounts of special
interests, or failed to ask follow-up questions regarding potentially informative aspects
of experience. This suggests that my frustration with the amount of time that had been
devoted to these topics impacted on my ability to attend fully to participants

subsequent accounts of matters directly relevant to the research.
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Reflective ability.

In addition to the difficulties around managing the time devoted to specia interests or
overly detailed accounts of specific experiences, a minority of participants seemed to
struggle to reflect on their experiences, or perhaps the questions | asked failed to
adequately access the level of reflection | sought. This apparent difficultly reflecting
on past experiences can be seen in the following excerpt, where a participant istalking
about his redlisation that he was different based on difficulties at work and the
involvement of asocial worker and welfare officer:

Researcher  And then how come the social worker or the welfare office got
involved?

P3 That I’m not too sure. It’sjust so, um, so involved, you know.

Researcher  It'salong time ago.

P3 So much so, you're kind of like, unless, yeah... | had some more
information. | can’t really mention it in the book. ‘ Cause writing
abook, you have — you’' ve got to elaborate.

Researcher  Ok.

P3 And the book’ s got to be clear.

Researcher Mm.

P3 It's got to flow.

Researcher Mm.

P3 Well, to a point anyway. ‘Cause, um, | think most people who
write books have to have it edited, or — not edited but, you know,
knocked into shape.

Researcher  Ok. I’mjust going to bring you back to the end of school and when

you were doing the tailoring job...
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The above excerpt is an example of the tendency of a minority of participants to
respond vaguely or tangentially to some questions, sometimes bringing conversation
back to atopic with which they were more comfortable or which interested them to a
greater degree, P3's autobiography in this case. At the transcribing stage it became
clear to me that this style of response elicited in me a tendency to ask more closed or
multiple-choice style questions, with me doing most of the conversational pedalling.
This served to keep the interview broadly on-topic but the information obtained
possibly reflects my interests and assumptions more than it reflects the participants
own views of their lives. This strategy may also have impacted on the quality and
nuance of the data collected for these participants. As a consequence, the views of less
reflective individuals were possibly underrepresented following analysis.

Based on the above excerpt, it might also be that P3 did not understand my
question or did not want to acknowledge that he did not know the answer. Or perhaps
he knew the answer but was unable to articulate it. Booth and Booth (1996) describe
the challenges of interviewing participants who struggle to communicate articul ately.
They state that while this may originate in restricted language skillsit may be overlaid
by other factors, such as self-esteem, learned compliance, loneliness and experiences
of oppression (Booth & Booth, 1996). As data collection progressed, | began to allow
extra time prior to beginning an interview to chat informally to participants. This
seemed to demonstrate to participants that | was keenly interested in their perspectives
and possibly helped reduce their anxiety during the interview itself. It also usually
allowed for some brief informal discussion of special interests or recent specific
events. This likely validated the importance of these subjects for participants but

helped ensure that they did not come to dominate the recorded interview.
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Limitations of the interview schedule.
The semi-structured interview schedule was designed to facilitate discussion of
experiences leading up to and following diagnosis, perceptions of others regarding the
diagnosis, transitions typical of older age (retirement, deteriorating health, loss and
bereavement) and worries and hopes for the future. The interview schedule did not
seem to work particularly well with respect to older age transitions and considering
the future. Regarding the former, the transition-related aspects of the interview were
added following consultation with an older person with autism. In hindsight, while
such transition-related topics made intuitive sense, it is likely that they were of
particular concern to that individual at that particular time in his life (contemplating
retirement, recently returned from a stay in hospital characterised by lack of
understanding and struggling with hospital routine). They therefore reflected his
experience specifically more so than the concerns of older people with autism
generally, given that most did not have jobs and few reported worrying about health.

Future-oriented questions also seemed challenging for participants. Some
participants seemed to consider the future with a general sense of resignation but
appeared to have difficulty accessing specific concerns or hopes:

No, frankly, | haven't really got hopes for the future. | can’t say there’s much

| can do now. (P8)

| don’t feel anything. It’sjust... You just breathe, you just eat, you shop, and...

[Sighs] (P9)

When | was very young | had aspirations of being a writer and all sorts but it

never happened. And as | got older | sort of accepted things as they were, just,

sort of. (P7)
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The difficulty with accessing specific future-related content might be the result of
genuine acceptance, resignation and a sense of powerlessness over thefuture, or it may
exemplify the suggested impairment in episodic future thinking in individuals with
high-functioning autism (Lind & Bowler, 2010). Following discussion of this
observation with research supervisors, more concretely-framed questions were
subsequently used (e.g., specifying a future age and considering how things might be
the same or different). Regardless, responses to future-oriented questions largely

remained vague and overgeneral.

Personal Reflections

With respect to my personal reactions to the interview process, | found interviewing
frequently frustrating and sometimes distressing, emotional responseswhich arelikely
to have compromised my ability to remain reflective. These topics are considered in

greater detail below.

Social isolation.
As discussed above, at the commencement of this research study | had a number of
assumptions. While at anintellectual level | had assumed that older people with autism
might tend to be more socially isolated, | was perhaps unprepared for the extent of this
and for itsemotional impact. Some participants reported occasional phone contact with
family members, with face-to-face interaction limited to professional networks, such
as GPs and support workers. One man’s closest relationship was with his support
worker, who visited fortnightly:

Comes round every two weeks. And ‘ cause he'sa writer, we tend to talk. He's

more of a jazz fan than | am. We talk about literature quite a lot. And the
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hurdles we face in trying to write different material. So that’s quite nice.
‘Cause it gives me a... Obviously we talk about things like setting up these
meetings with GPs and this clinic and whatever. But a lot of the time we - |
suppose if he wasn’t working in that capacity, I'd regard him as a friend. But
at the same time I’m awar e there are certain boundaries that you can’t really
cross over. (P13)
Whileit isimportant to note that rel ationships with support workers were perceived as
very supportive and were highly valued by individuals in this study, | often found
participants’ reports of their lack of family or friendship networks and consequent
dependence on professional networks quite bleak. This resulted in occasional feelings
of hopelessness regarding society generally and particularly the consequences of a

highly individualised society for individuals with existing disability.

Poverty and getting older.
Given the high levels of unemployment in this sample, some participantslived in very
impoverished circumstances. One woman | visited lived in an extremely bare council
flat, with little furniture beyond a mattress and a small table. She described her sense
of her statusin society as follows:
Well, | suppose it’s chronic poverty and at the moment it’s the bedroom tax.
And | think it's, you know, the—in, like, in America, ‘no country for old men’
—it’sthewor st time to be depressed, to not be a social achiever. Not to be Type
A; aType A person. So | think we livein very aggressive, go-getting times. And
| feel very much now the underclass. And | was told by the speech therapist

that the Asperger’s people in the borough of [ borough name], they are mostly
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unemployed and long-term unemployed and depressed. Because they are

isolated and economically... It s like economic apartheid. (P2)
During interviews such as this, | often felt angry and quite hopeless about the state of
society. It aso caused me to question the usefulness of the notion of *successful
ageing’. Successful ageing, according to Rowe and Kahn's (1997) framework,
involves low probability of disease and disability, sustaining a high degree of physical
and cognitive functioning, and meaningful engagement in life. The present sample, by
definition socially impaired, reported chronic mental health problems, isolation, and
difficulties with employment and relationships, thereby failing to ‘meaningfully
engage’ . There is clearly no place for individuas with existing disability in this
narrow, exclusionary conceptualisation of ageing, and instead this framework appears
to speak only to the experiences of privileged groups (Dillaway & Byrnes, 2009).
Furthermore, given that ageing is fundamentally a dynamic, contextual process,
dependant on the current and past conditions of peopl€e's lives, this framework is
inherently problematic in that it focuses the locus of responsibility to successfully age
upon the individual (Dillaway & Byrnes, 2009). In turn, this suggests that those who
fail to achieve this gold standard of ageing do so due to an apparent lack of effort,
serving to reduce the onus on society to provide supports when people are
economically or socialy dependent, and to diminish the state’s duty to reduce socid
and structural inequalities (Dillaway & Byrnes, 2009; Martinson & Berridge, 2015).
With socia justice in mind, this framework cannot be said to account for the lived
experiences of older people with autism or to serve their needs in the present

sociopolitical climate, suggesting the need for anew and broader discourse on ageing.
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Autism asan invisible disability.
In contrast to the lack of reflection described above, many of the individuals
interviewed had excellent verbalisation abilities and most had adequate eye-contact.
At times, | noticed myself forgetting that a participant had autism, perhaps until they
described a recent socia situation characterised by misunderstanding. One woman,
who had largely excellent verbalisation skills and maintained good eye-contact
throughout the interview, described a recent attempt to compliment an overweight
stranger on her swimming ability:

| said, ‘You remind me of a whale.” But | didn’t mean a whale. | meant a

dolphin. And she was a very good swimmer. And she called me thick. But |

didn’t mean to say that to her, like, I meant to be friends with her and nice to

her. But she thought | was being rude to her. (P12)
At moments like this | was reminded of the specific perils of a non-obvious disability.
In addition to subjective socia difficulties, including misunderstanding socia rules
and implicit meanings, individuals with autism also have to contend with difficulties
arising from others perceptions of their social mistakes, possibly resulting in
experiences of being misunderstood, bullied and ostracised (Portway & Johnson,
2005). Most people with whom an individual with autism informally interacts are
unlikely to be cognisant of the problems arising from autism. This means that unusual
behaviour cannot be explained away, likely leading to poor socia judgements and
reducing the likelihood of further engagement with the individual. The theme of
difference reported in Part 2 might be the result of a complex interplay between self-
perception and the negative perceptions of others based on unusual social behaviour.

This hasimplications throughout the lifespan, from unhappy experiences of schooling
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and bullying by peers during adolescence to occupational underachievement in

adulthood.

Reflections on Resear ch Findings

| thought the importance of access to other people with autism was one of the more
surprising findings, given the social impairments that define the disorder. Qualitative
approaches would have much to contribute in terms of identifying the factors that
autism groups provide that individuals' usual social networks do not. Given the level
of isolation experienced, it might just be that social groups provide social contact that
is otherwise in very short supply in their lives, and provide it in a form that is most
palatable to individuals with autism, i.e., structured, planned, with definite start and
end points. It seemed more than this, however, whereby interactions with other people
with autism did not have the performance quality that characterised interaction with
‘neurotypicals . The suggestion that focusing on something tangible (e.g., a book)
facilitated socia interaction and cohesion by reducing overt focus on social
performance was al so surprising. Qualitative approaches would be helpful inisolating
additional facilitators of socia interaction in autism groups, which would have
relevance for the implementation of groupsin clinical and third sector settings.

The helpfulness of diagnosis with respect to reconsidering difficult past
experiences and facilitating an externalisation of responsibility for such experiences
was striking. It is hard not to imagine that earlier diagnosis might have been more
helpful in terms of facilitating self-understanding earlier in life and perhaps accessing
specialist support, particularly with respect to finding suitable employment. Some

participants were already retired at the time of diagnosis, which meant that any
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opportunities to better understand or manage difficult aspects of their pre-retirement
jobs or to find suitable employment that capitalised on their strengths were |ost.
Beyond employment, the finding that autism was perceived as externa to the
self was interesting in terms of post-diagnostic adjustment and incorporating the
diagnosis into an individual’s sense of identity. Thisis worthy of further exploration,
and an in-depth longitudinal case-study approach to post-diagnosis adjustment and

identity change would be very informative in this regard.

123



References

Barker, C., Pistrang, N., & Elliott, R. (2002). Research methodsin clinical psychology:
An introduction for scientists and practitioners (2" ed.). Chichester: John
Wiley & Sons, Ltd.

Booth, T., & Booth, W. (1996). Sounds of silence: Narrative research with inarticul ate
subjects. Disability & Society, 11, 55-70.

Dillaway, H. E., & Byrnes, M. (2009). Reconsidering successful aging: A call for
renewed and expanded academic critiques and conceptualizations. Journal of
Applied Gerontology, 28, 702-722.

Dykstra, P. A. (2009). Older adult loneliness. Myths and realities. European Journal
of Ageing, 6, 91-100.

Lind, S. E., & Bowler, D. M. (2010). Episodic memory and episodic future thinking
in adults with autism. Journal of Abnormal Psychology, 119, 896-905.
Martinson, M., & Berridge, C. (2015). Successful aging and its discontents. A
systematic review of the social gerontology literature. The Gerontologist, 55,

58-69.

Portway, S. M., & Johnson, B. (2005). Do you know | have Asperger’s syndrome?
Risks of anon-obvious disability. Health, Risk & Society, 7, 73-83.

Preissle, J. (2008). Subjectivity statement. In L. M. Given (Ed.), The Sage
encyclopaedia of qualitative research methods (pp. 845-846). Retrieved from
http://srmo.sagepub.com/view/sage-encyc-qualitative-research-
methods/n439.xml

Rowe, J. W., & Kahn, R. L. (1997). Successful Aging. The Gerontologist, 37, 433-

440.

124



Weiss, R. S. (1973). Loneliness: The experience of emotional and social isolation.

Cambridge: MIT Press.

125



Appendix A:

Adapted Newcastle-Ottawa Scale

126



Adapted Newcastle-Ottawa Scale for Cross-Sectional Studies
Selection: (Maximum 5 stars)

1) Representativeness of the sample:
a) Truly representative of the average in the target population. * (all subjects or random
sampling)
b) Somewhat representative of the average in the target population. * (non-random
sampling)
c) Selected group of users.
d) No description of the sampling strategy.

2) Sample size:
a) Judtified and satisfactory. *
b) Notjustified.

3) Non-respondents:
a) Comparability between respondents and non-respondents characteristicsis
established, and the response rate is satisfactory. *
b) Theresponserateis unsatisfactory, or the comparability between respondents and
non-respondents is unsatisfactory.
¢) Nodescription of the response rate or the characteristics of the responders and the
non-responders.

4) Ascertainment of the exposure (risk factor):
a) Validated measurement tool. **
b) Non-validated measurement tool, but the tool is available or described.*
¢) No description of the measurement tool.

Comparability: (Maximum 2 stars)

1) The subjectsin different outcome groups are comparable, based on the study design or analysis.
Confounding factors are controlled.

a) Thestudy controls for the most important factor (VIQ/FSIQ). *

b) The study control for any additional factor. * (e.g., age)

Outcome: (Maximum 3 stars)

1) Assessment of the outcome:
a) Validated measurement tool. **
b) Non-validated measurement tool, but the tool is available or described.*
¢) No description of the measurement tool.

2) Statistical test:
a) Thedatistical test used to analyze the datais clearly described and appropriate, and
the measurement of the association is presented, including confidence intervals and
the probability level (p value). *
b) Thestatistical test is not appropriate, not described or incomplete.

Note:
This scale has been adapted from the Newcastle-Ottawa Quality Assessment Scale for cohort studies
to perform a quality assessment of cross-sectional studies for the systematic review, ‘What is the

nature of autobiographical memory in autism? A Systematic Review.’

Assessment of the outcome: Two stars awarded when autobiographical memory transcripts were rated
by two researchers blind to autism/control condition.

127



Appendix B:

L etter to participants

128



LONDON'’S GLOBAL UNIVERSITY

Resear ch Dept. of Clinical,
Educational and Health
Psychology

1-19 Torrington Place
University College London

Gower Street
London WCI1E 6BT
12 September 2014
[Name]
[Address]

Dear Mr/Ms[Surname],

We are contacting you as you were diagnosed as having Asperger’s syndrome in the
[NHS service name] Diagnostic Service and at the time consented to having your name
kept on aresearch register. We are doing some research on growing older with ASD
(study ref: 5446/001, approved by UCL Research Ethics Committee) and we are
looking for volunteers with diagnosed autism spectrum conditions aged over 50 years
to participate in one interview about your experiences of growing older with the
diagnosis and to complete some rating scales and assessments of cognitive function
(your thinking, reasoning and memory abilities). Participation will be treated
confidentially. If you would like any further information or you would like to
volunteer, please contact me directly (details enclosed). You will be reimbursed £20
for your time. Please find enclosed an information sheet, which contains further
information regarding the study.

Yours sincerely,

Aoife Hickey
Trainee Clinical Psychologist
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UCL RESEARCH ETHICS COMMITTEE
GRADUATE SCHOOL OFFICE

Dr Joshua Scott

Research Department of Clinical, Educational and Health Psychology
ucL

24" March 2014

Dear Dr Scott

Notification of Ethical roval
Project ID: 5446/001: An exploratory study of growing older with autism

In my capacity as Chair of the UCL Research Ethics Committee (REC) | am pleased to confirm that your study
has been approved by the UCL REC for the duration of the project i.e. until June 2015.

Approval is subject to the following conditions:

1. You must seek Chair's approval for proposed amendments to the research for which this approval has been
given. Ethical approval is specific to this project and must not be treated as applicable to research of a
similar nature. Each research project is reviewed separately and if there are significant changes to the
research protocol you should seek confirmation of continued ethical approval by completing the
‘Amendment Approval Request Form'.

The form identified above can be accessed by logging on to the ethics website homepage:
http:/iwww.grad.ucl.ac.uk/ethics/ and clicking on the button marked 'Key Responsibilities of the Researcher
Following Approval'.

2. ltis your responsibility to report to the Committee any unanticipated problems or adverse events involving
risks to participants or others. Both non-serious and serious adverse events must be reported.

Reporting Non-Serious Adverse Events

For non-serious adverse events you will need to inform Helen Dougal, Ethics Committee Administrator
(ethics@ucl.ac.uk), within ten days of an adverse incident occurring and provide a full written report that
should include any amendments to the participant information sheet and study protocol. The Chair or
Vice-Chair of the Ethics Committee will confirm that the incident is non-serious and report to the Committee
at the next meeting. The final view of the Committee will be communicated to you.

Reporting Serious Adverse Events
The Ethics Committee should be notified of all serious adverse events via the Ethics Committee

Administrator immediately the incident occurs. Where the adverse incident is unexpected and serious, the
Chair or Vice-Chair will decide whether the study should be terminated pending the opinion of an
independent expert. The adverse event will be considered at the next Committee meeting and a decision
will be made on the need to change the information leaflet and/or study protocol.

On completion of the research you must submit a brief report (a maximum of two sides of A4) of your
findings/concluding comments to the Committee, which includes in particular issues relating to the ethical
implications of the research.
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With best wishes for your research.

Yours sincerely

Professor John Foreman
Chair of the UCL Research Ethics Committee

Cc:
Dr Jason Crabtree & Aoife Hickey, Applicants
Professor Pasco Fearon, Head of Department

UCL Research Ethics Committee, c/o The Graduate School, North Cloisters, Wilkins Building
University College London Gower Street London WC1E 6BT

Tel: +44 (0)20 76879 7844 Fax: +44 (0)20 7679 7043

ethicsi@ucl.ac. uk

www.ucl.ac.uk/gradschool
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LONDON'’S GLOBAL UNIVERSITY

Information Sheet for Older People (over 50 years) with an
Autism Spectrum Disorder (ASD)

Title of Study: Exploratory Study of Growing Older with ASD

Resear cher Aoife Hickey a.hickey.12@ucl.ac.uk
Tel. [mobile number]
Resear ch Dr Joshua Stott j.stott@ucl.ac.uk
Supervisors Tel. 0207 679 5950
Dr Jason Crabtree j.crabtree@ucl.ac.uk
Tel. 0207 679 5950
Address Research Dept. of Clinical, Educational and Health
Psychology

1-19 Torrington Place, University College London
Gower Street, London WC1E 6BT

Hi, my nameis Aoife and | would like to invite you to take part in our research study.
Before you decide whether you would like to take part, it isimportant for you to know
what the research is about and what it will involve. Please read this information
carefully and discuss it with othersif you wish. If there is anything that is unclear, or
if you would like some more information, you can contact me on [mobile number] or
a.hickey.12@ucl.ac.uk.

What isthis study about?

The aim of this study isto explorewhat it islike to grow older with an ASD (i.e. high-
functioning autism, Asperger’s syndrome or PDD-NOS). In particular, we want to
understand how people cope with ASD, how ASD impacts on mental hedlth,
experiences of loneliness and isolation, and how people manage the changes that
happen in older age.

Why isthis study being done?

The goal of this study is to understand the experience of growing older with ASD.
Although alot of research has been done with younger people with ASD, very little
research haslooked at what it isliketo grow older with the diagnosis. If we know more
about the experience of growing older with ASD, then we may be able to help people
with ASD do well in their old age and cope better with difficulties related to ageing.

What will happen if | take part?

If you are happy to take part in this study, we will meet for about two to three hours,
ideally in your own home. We will spend some time talking about your experiences of
getting an ASD diagnosis, what this has meant for you and the people close to you,
how you cope with your ASD symptoms and manage the changes that occur as people
get older. This conversation will be taped using a digital recorder. You will also be
asked to complete some questionnaires about your ASD symptoms and mental health,
and we will do some assessments of your memory and general cognitive functioning,
which includes thinking and reasoning abilities. It is important for you to know that
no one else apart from the researchers in this study will have access to the results of
these assessments and questionnaires or the tape of your interview. Participating will
take around two to three hoursin total. Y ou will be offered breaks and you can opt to
participate over two sessionsinstead of one, if you wish.

What will | be asked to do?

You will be asked to participate in one interview with us, which will focus on you,
your ASD and getting older. We would like to ask you some questions about how you
deal with your ASD, what your ASD has been like over time, whether you experience
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any mental health difficulties (e.g., depression, anxiety) or loneliness, and how you
manage the changes that happen in older age (e.g., retirement, loss of parents,
deteriorating health). This interview will be recorded and it will be transcribed |ater.
You will also be asked to complete some short questionnaires about your ASD and
mental health. Finally, you will also be asked to do sometasks where | ask you to think
about things, memorise things and perform certain tasks. If you agree to take part you
will be asked whether you are happy to be contacted about participation in future
studies. Y ggr participation in this study will not be affected should you choose not be
re-contacted.

Arethereany risksin taking part?

We do not anticipate any significant risks to people taking part in this study. However,
the study does involve talking about disability, mental health and older age, which
might be upsetting for some people. If you become distressed during the interview, we
can take as many breaks as you need or we stop the interview or test entirely. The
study has been approved by the UCL Research Ethics committee.

What arethe potential benefits?

We hope that with your help and that of other older people with ASD we will develop
a better understanding of what it is like to grow older with ASD. Although there will
be no immediate benefit for the participants taking part in this study, we hope that their
participation will benefit other people with ASD as they age.

Do | havetotake part in thisstudy?

It is entirely up to you whether or not you take part in this study. If you do decide to
take part, you will be asked to sign a consent form. If you decide now, or at a later
date, that you do not wish to participate in thisresearch, you are free to withdraw your
participation up until the interview has been transcribed (around one month from now).
If you wish to stop or withdraw your participation, you do not need to give areason.

Will information about me be available to anyone?

All information collected from you during the course of this research will be kept
strictly confidential, unless required by law. For example, the police authorities will
not have access to our research records. It is important for you to know that we are
interested in the average results of questionnaires and tests, not in the scores of any
individual participant. Similarly, we are interested in themes across many participants
accounts of growing older with ASD, rather than one individuad participant’s
interview.

How to contact theresearchers

Y ou can ask any questions that you have about the study. If you have a question that
you didn’t think of now, you can ask it later. Y ou can contact me on [mobile number]
or by email at a.hickey.12@ucl.ac.uk if you need any more information about the
study. If for some reason you cannot reach me, you can contact my research
supervisors (contact details above).

Please discuss the information above with others if you wish and ask us if there is
anything that is not clear or if you would like more information. It is up to you to
decide whether to take part or not; choosing not to take part will not disadvantage you
in any way. If you do decide to take part you are still free to withdraw at any time and
without giving areason.

All data will be collected and stored in accordance with the Data Protection Act
1998.

Thank you for taking thetimeto read thisinformation sheet.
Your help makesour research possible.
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LONDON'’S GLOBAL UNIVERSITY

Consent Form for Older People (over 50 years) with an ASD Spectrum Disorder
Please tick (v') appropriate box:
O Yes, | would like to participate in this study.
0 No, I do not want to participate in this study.

If Yes, please complete the following:
O I have read the Information Sheet and | understand what the study involves.
O I understand that | do not have to take part in this study if | do not want to.

O | understand that if | decide at any time that | no longer wish to take part in this
project, | can notify the researchers involved and withdraw immediately, until such
time as the taped interview is transcribed (around one month from now).

O 1 have had the opportunity to ask any questions | wish to ask.

O | consent to the processing of my personal information for the purposes of this
research study.

O I understand that my participation will be recorded using a digital audio recorder
and | consent to use of this material as part of the project.

O | understand that such information will be treated as strictly confidential and
handled in accordance with the provisions of the Data Protection Act 1998.

O | understand that the information | have submitted will be published as a report
and | will be sent a copy of the results. Confidentiality and anonymity will be
maintained and it will not be possible to identify me from any publications.

O | understand that | am being paid for my assistance in this research and that some
of my personal details will be passed to UCL Finance for administration purposes.

O | agree that my non-personal research data may be used by others for future
research. | am assured that the confidentiality of my personal data will be upheld
through the removal of identifiers.

O | agree that the research project named above has been explained to me to my
satisfaction and | agree to take part in this study.

O | have the names and telephone numbers of the research team in case | have any
gueriesin the future.

[0 1 would like to be contacted regarding future studies regarding getting older with
an ASD spectrum disorder.

Name: Date:

Signature:
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LONDON'’S GLOBAL UNIVERSITY

Debriefing From

This study is concerned with exploring what it islike to grow older withan ASD (e.g.,
high-functioning autism, Asperger’s syndrome or PDD-NOS). In particular, we want
to understand how people cope with ASD, how ASD impacts on mental health,
experiences of loneliness and isolation, and how people manage the changes that
happen in older age.

How was thisinvestigated?

In this study, you were asked to participate in one recorded interview, which focused
on you, your ASD and getting older. You also completed some short questionnaires
about your ASD and mental health. Finally, we did some assessments of your memory
and general cognitive functioning, which includes thinking and reasoning abilities.

Why isit important to study growing older with ASD?

Although alot of research has been done with younger people with ASD, very little
research haslooked at what it isliketo grow older with the diagnosis. If we know more
about the experience of growing older with ASD, then we may be able to help people
with ASD do well in their old age and cope better with difficulties related to ageing.

What if | want to know more?
If you would like to know more about growing older with ASD, the National Autistic
Society have some information on their website:

http://www.auti sm.org.uk/gettingon

http://www.autism.org.uk/ageing

They also have a confidential helpline: 0808 800 4104. Lines are open 10am-4pm,
Monday to Friday, and calls are free from landlines and most mobiles.

If you feel distressed about anything we talked about today, please speak with your
GP.

If you would like any further information on this research, please contact me or my
research supervisors (contact details below).

Resear cher Aoife Hickey ahickey.12@ucl.ac.uk
Tel. [mobile number]
Resear ch Dr Joshua Stott j.stott@ucl.ac.uk
Supervisors Tel. 0207 679 5950
Dr Jason Crabtree j.crabtree@ucl.ac.uk
Tel. 0207 679 5950
Address Research Dept. of Clinical, Educational and Health
Psychology

1-19 Torrington Place, University College London
Gower Street, London WC1E 6BT
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Demographic Questions

Date of birth:
Ageinyears:
Gender:

Ethnicity:

Country of birth:

Diagnosis:

Age at receiving diagnosis:
Diagnosing clinician/service:

Any other mental health diagnoses?

If yes, what diagnoses?
Marital status

Number of children:

Highest level of education attained:
Age at which left fulltime education:
Current living arrangements

Employment:

Current occupation (or last occupation prior to
retirement)

If not current occupation, what was highest
status occupation?

Partner’s current/most recent occupation:
Partner’s highest status occupation:
Current household income:

Native language:

Number of siblings:

Birth order:

Do you consider yourself to be areligious
person?

If yes, what isyour religion?

How would you rate your general health status?

Male
Femae

Yes
No

Single/ never married
Married

Cohabiting

Separated

Divorced

Widowed

Living alone/single
Married/cohabiting
Children living in the house
Fulltime

Part time

Sick leave (long term)
Disablement pension
Retirement pension

Not working/unemployed
Never worked

Student

Other

Professional

Managerial and technical
Skilled (non-manual/manual)
Partly skilled

Unskilled

Yes
No

Very good

Quite good

Neither good nor poor
Quite poor

Poor
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The Adult Autism Spectrum Quotient (AQ)
Ages 16+

How to fill out the questionnaire

Below are a list of statements. Please read each statement very carefully and rate how

strongly you agree or disagree with it by circling your answer.

DO NOT MISSANY STATEMENT OUT.

Examples

E1. | am willing to take risks. definitely dightly /slightly\ definitely
agree agree disagr disagree

E2. | like playing board games. definitely Adightlyy dSlightly  definitely
agree agree disagree disagree

E3. | find learning to play musical instruments easy. |definitely dightly — dightly  definit
agFes- agree disagree | disagree

E4. | am fascinated by other cultures. definitdy dightly dightly Wefinitely
agree agree disagree disagree

143



1. | prefer to do things with others rather than on  |definitely  dlightly — dlightly — definitely
my own. agree agree disagree disagree

2. | prefer to do things the same way over and over |definitely dlightly — dlightly  definitely
again. agree agree disagree disagree

3. If | try to imagine something, | find it very easy |definitely dlightly  dlightly  definitely
to create a picture in my mind. agree agree disagree disagree

4. | frequently get so strongly absorbed in one definitely dlightly  dlightly  definitely
thing that | lose sight of other things. agree agree  disagree disagree

5. | often notice small sounds when othersdo not. |definitely dlightly — dlightly  definitely
agree agree disagree disagree

6. | usually notice car number plates or similar definitely dlightly  dlightly  definitely
strings of information. agree agree  disagree disagree

7. Other people frequently tell methat what I've  |definitely dlightly — dlightly  definitely
said isimpolite, even though | think it is polite. |agree agree  disagree disagree

8. When I'mreading astory, | can easily imagine |definitely dlightly  dlightly  definitely
what the characters might look like. agree agree  disagree disagree

9. | am fascinated by dates. definitely dightly  dlightly  definitely
agree agree disagree disagree

10. Inasocial group, | can easily keep track of definitely dlightly  dlightly  definitely
several different people’ s conversations. agree agree  disagree disagree

11. | find social situations easy. definitely dlightly  dlightly  definitely
agree agree disagree disagree

12. | tend to notice details that others do not. definitely dlightly  dlightly  definitely
agree agree disagree disagree

13. | would rather go to alibrary than a party. definitely dlightly  dlightly  definitely
agree agree disagree disagree

14. 1 find making up stories easy. definitely dlightly dlightly  definitely
agree agree disagree disagree

15. | find myself drawn more strongly to people than|definitely  dightly  dlightly  definitely
to things. agree agree disagree disagree

16. | tend to have very strong interestswhich | get  |definitely  dightly  dlightly  definitely
upset about if | can’t pursue. agree agree  disagree disagree

17. 1 enjoy socia chit-chat. definitely dightly  dlightly  definitely
agree agree disagree disagree

18. When | talk, it isn't always easy for othersto get |definitely dightly  dlightly  definitely
aword in edgeways. agree agree disagree disagree

19. | am fascinated by numbers. definitely dightly  dlightly  definitely
agree agree disagree disagree
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20. When I’'mreading astory, | find it difficultto  |definitely dlightly  dlightly  definitely
work out the characters' intentions. agree agree  disagree disagree

21. | don't particularly enjoy reading fiction. definitely dlightly  dlightly  definitely
agree agree disagree disagree

22. | find it hard to make new friends. definitely dlightly  dlightly  definitely
agree agree disagree disagree

23. | notice patternsin things all the time. definitely dlightly  dlightly  definitely
agree agree disagree disagree

24. | would rather go to the theatre than amuseum. |definitely dlightly  dlightly  definitely
agree agree disagree disagree

25. It does not upset meif my daily routineis definitely dlightly  dlightly  definitely
disturbed. agree agree disagree disagree

26. | frequently find that | don’t know how to keep a|definitely  dlightly  dlightly  definitely
conversation going. agree agree disagree disagree

27. |1 find it easy to “read between the lines” when  |definitely  dlightly  dlightly  definitely
someone is talking to me. agree agree disagree disagree

28. | usually concentrate more on the whole picture, |definitely dlightly  dlightly  definitely
rather than the small details. agree agree  disagree disagree

29. | am not very good at remembering phone definitely dlightly  dlightly  definitely
numbers. agree agree disagree disagree

30. I don't usualy notice small changesin a definitely dlightly  dlightly  definitely
situation, or a person’ s appearance. agree agree  disagree disagree

31. | know how to tell if someone listening to meis |definitely dightly dlightly — definitely
getting bored. agree agree disagree disagree

32. | find it easy to do more than one thing at once. |definitely dlightly  dlightly — definitely
agree agree disagree disagree

33. When | talk on the phone, I'm not sure when it’s |definitely  dlightly  dlightly  definitely
my turn to speak. agree agree  disagree disagree

34. | enjoy doing things spontaneoudly. definitely dlightly  dlightly  definitely
agree agree disagree disagree

35. | am often the last to understand the point of a  |definitely dlightly  dlightly  definitely
joke. agree agree disagree disagree

36. | find it easy to work out what someoneis definitely dlightly  dlightly  definitely
thinking or feeling just by looking at their face. |agree agree  disagree disagree

37. If thereisan interruption, | can switch back to  |definitely dlightly  dlightly  definitely
what | was doing very quickly. agree agree  disagree disagree

38. 1 am good at social chit-chat. definitely dlightly  dlightly  definitely
agree agree disagree disagree
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39. People often tell methat | keep going on and on |definitely  dlightly  dlightly  definitely
about the same thing. agree agree  disagree disagree
40. When | was young, | used to enjoy playing definitely dlightly  dlightly  definitely
games involving pretending with other children. |agree agree  disagree disagree
41. | like to collect information about categories of |definitely dlightly — dlightly — definitely
things (e.g. types of car, types of bird, typesof  |agree agree  disagree disagree
train, types of plant, etc.).
42. | find it difficult to imagine what it would be like|definitely  dlightly — dlightly  definitely
to be someone else. agree agree disagree disagree
43. | liketo plan any activities| participatein definitely dlightly  dlightly  definitely
carefully. agree agree disagree disagree
44. | enjoy social occasions. definitely dightly  dlightly  definitely
agree agree disagree disagree
45. | find it difficult to work out peopl€ sintentions. |definitely dlightly  dlightly — definitely
agree agree disagree disagree
46. New situations make me anxious. definitely dlightly  dlightly  definitely
agree agree disagree disagree
47. 1 enjoy meeting new people. definitely dightly dlightly  definitely
agree agree disagree disagree
48. | am a good diplomat. definitely dightly  dlightly  definitely
agree agree disagree disagree
49. | am not very good at remembering peopl€'s date|definitely dlightly  dlightly  definitely
of birth. agree agree disagree disagree
50. | find it very easy to play games with children  |definitely dlightly  dlightly  definitely
that involve pretending. agree agree  disagree disagree

Developed by:
The Autism Research Centre
University of Cambridge

© MRC-SBC/SIW Feb 1998
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Hospital Anxiety and Depression Scale
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Hospital Anxiety and Depression Scale (HADS)
Read each item and circle the reply which comes closest to how you have been feeling in the
past week. Don't take too long over your replies: your immediate reaction to each item will
probably be more accurate than along thought out response.

| feel asif | am slowed down:
Nearly all of thetime

| feel tense or ‘wound up’:
Most of the time

oL N WX
oOr N w0

A lot of thetime Very often
Time to time, occasionally Sometimes
Not at all Not at all

| still enjoy thethings! used toenjoy: D | get asort of frightened feeling like A
‘butterfliesin the stomach’:

Definitely as much 0 Not at all 0
Not quite so much 1 Occasionally 1
Only alittle 2 Quite often 2
Not at all 3 Very often 3
| get asort of frightened feeling like A | havelost interest in my D
something awful isabout to happen: appearance:

Very definitely and quite badly 3 Definitely 3
Y es, but not too badly 2 | don’t take as much careas| should 2
A little, but it doesn’t worry me 1 I may not take quite as much care 1
Not at all 0 | take just as much care as ever 0
| can laugh and seethefunny sideof D | feel restlessasif | haveto beon A

things: the move:

As much as | always could 0 Very much indeed 3
Not quite so much now 1 Quite alot 2
Definitely not so much now 2 Not very much 1
Not at all 3 Not at all 0
Worrying thoughts go through my A I look forward with enjoyment to D
mind: things:

A great deal of the time 3 A much as| ever did 0
A lot of thetime 2 Rather lessthan | used to 1
From time to time but not too often 1 Definitely lessthan | used to 3
Only occasionally 0 Hardly at all 2
| feel cheerful: D | get sudden feelings of panic: A
Not at all 3 Very often indeed 3
Not often 2 Quite often 2
Sometimes 1 Not very often 1
Most of thetime 0 Not at all 0
| can sit at ease and feel relaxed: A | can enjoy a good book or radioor D

TV programme;

Definitely 0 Often 0
Usualy 1 Sometimes 1
Not often 2 Not often 2
Not at all 3 Very seldom 3
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Scoring:

Total score: Depression (D) Anxiety (A)
0-7 = Normal

8-10 = Borderline abnormal (borderline case)

11-21 = Abnormal (case)

Questions relating to anxiety are indicated by an ‘A’ while those relating to depression are shown by a'D'. Scores

of 0-7 in respective subscales are considered normal, with 8-10 borderline and 11 or over indicating clinica
‘caseness
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11-1tem De Jong Gierveld Loneliness Scale

Please indicate for each of the statements the extent to which they apply to your
situation, the way you feel now. Please circle the appropriate answer.

Thefollowing statement serves as an example: “ Thereis actually no one with whom
| would want to share my joy or sorrow.” If you experience these feelingsin exactly
the same way, please circle the answer “yes!” as shown below.

1. Thereis aways someone | yes! yes moreor less | no no!
can talk to about my day-to-day

problems

2.1 misshaving aredly close | yes! yes moreor less | no no!
friend

3. | experience ageneral sense | yes! yes more or less | no no!
of emptiness

4. There are plenty of people!l | yes! yes moreor less | no no!
can rely on when | have

problems.

5. | missthe pleasure of the yes! yes more or less | no no!
company of others

6. | find my circle of friends yes! yes moreor less | no no!
and acquaintances too limited

7. There are many people | can | yes! yes moreor less | no no!
trust completely

8. There are enough people | yes! yes moreor less | no no!
feel closeto

9. | miss having people around | yes! yes moreor less | no no!
10. | often feel rejected yes! yes more or less | no no!
11. 1 can call on my friends yes! yes moreor less | no no!
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Semi-structured I nterview Schedule

Experience of diagnosis:

Where did you first hear about autism?

When did you start to think that autism might apply to you? OR
What made somebody else think that it might apply to you?

What was it that made you/them think this?

What prompted you to seek adiagnosis?

Did finding out that you had autism change how you saw/understood yourself?
Prompts. explanation for symptoms, difficulties with social
interaction, maintaining relationships

Did finding out that you had autism change how other people understood you?

Living with autism symptoms:

Would you say that your autism symptoms have changed over time?
Prompts. restricted interests/behaviours, socia interaction,
communication

What kind of things do you do to help cope with autism symptoms?
Prompts. information, use of online forums/support groups,
restricting repetitive behaviour to particular contexts, managing
socia anxiety, attending more structured activities, etc.

Relationship and support needs:

To whom do you turn for support?
Prompts: practical support, emotional support, information/advice

How would you describe the quality of your relationships with other people?
Prompts: Family/friends/partner/other,  satisfaction  with
relationships, specific challenges in relationships, strategies to
manage challenges, changing nature of relationship difficulties over
time, qualities of most significant relationship, frequency/nature of
contact, someoneto talk to about day-to-day things, someoneto call
on re specific problem, feeling close/connected/empty, etc.

Do you have times where you feel lonely or isolated?

What prompted you to seek information/support online OR a a community

support/advocacy group?
Prompts: Was there anything you found useful about meeting other
people with autism?

Transitions and the future;

What transitions/changes are happening for you at the moment?

Prompts. Retirement, loss of parents/family support, poor health
What are your hopes for the future?
What kind of advice would you give to somebody who has been recently diagnosed
with autism?
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Initial codeswith brief description and examples

Initial codes

Code description

Examples from interview data

Applying
autism now

Autism groups

Autism
success stories

Autism
symptoms

Difference

Attempt to apply knowledge of autism to
improve socia skills dynamically or to catch
a social mistake quickly after it happened.
This included informing other people about
the diagnosis so as to ease socid difficulties.

This codereferred to the perceived benefits of
attending autism-specific socia  groups.
Informational component and universality of
experience  perceived as  particularly
important.

Referred to both knowledge of positive
aspects of autism (such as attention to detail,
focus, and how these could potentialy be
beneficially applied) and knowledge of
successful examples of people with autism
(i.e. found partner and job, famous people
with autism).

Referred to increase in ‘meltdowns’ reported
in older age. Patterns (e.g., specific getting up
routine) seen as useful, not problematic, but
difficulty with change to pattern. Subjects of
particular interest could change over time, but
not intensity of interest.

Redisation of difference from peers.
Elements that seemed to come effortlessly to
‘neurotypicals were experienced as very
challenging — attributed internally but
vaguely. Efforts made to remedy outward
difference.

And sometimes, yeah what’s really shocking is that sometimes the - they are obvious - that many obvious things
many people know, which | have only found out, | think the last, the last two years. And that's a bit shocking
sometimes. And so in the sense, yeah, autism is aso - it's aso about not understanding socia situations and
sometimes it seems that | don’t understand them at all. Although now | do. But the - it was quite shocking that
there are many things which most people have known from - probably from their teenage years. That | only start
to understand them now. And, but yes, especially how to relate to people and how to look to people. (P6)

When | first got it | did feel like, oh, | should tell people - | should tell everybody. Now I’ m thinking maybe 1’11
pick and choose who | tell. I'll tell peopleif | really need to. If I’ve got a problem with something and it’s to do
with my Asperger’s clearly and there isn’t another reason, then | need to let them know. (P5)

Y ou have similar experiences or similar, you know, you’ ve been through similar thingsor... | mean, even though
we're all different and we've all got completely different, you know, you know, someone finds this difficult, that
easy, and you could have a group of ten and we'd all find something different that’s difficult and we'd al find
something different that’s easy. So we don’t seem to match up at all. But somehow we all do match up. Because
it'sthat somehow the nature of why, why we have the difficulty isthe same, but it just manifestsin different ways.
(P11)

Itistheinformation. Yes. | really believe—‘cause | know it's neurological and to be told that we have a different
type of brain and different type of neuro wiring and hormonally and now they know sensory - that became a big
relief. (P2)

So, there are things like attention to detail, being able to be good at proof reading, good memory, | can’t remember
al the thingsin the list. Certainly in this job, understanding and having a good memory for planning law is very
useful. (P1)

‘ Cause somebody might have autism and they may have managed to hold down a successful job, they’ ve managed
to find themselves a partner and have children and everything. (P7)

‘Cause with me, | get very cross occasionally when things don’t go my way. Very, very cross. (P8)

| don’t like change generally. So | have a pattern for doing things. A rhythm for, yeah, everything has arhythm, a
time. And if that’s changed, | do get thrown. (P9)

Each and every — years, oh the years after, the decades after, I've noticed how different | am to other people.
Mentally and emotionally and... Well, | say emotionally, perhaps more so mentally. And how | react to particular
situations. Socid situations mainly. (P4)

And, but yeah, she also knew from the very start that | was, she met me just after she first started to meet my
brother. She knew from thefirst that | was different. (P6)
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Initial codes

Code description

Examples from interview data

Externalising

Getting older

Interests

Invisibility

Isolation

Learning
socia skills

Difficult aspects of past experience (e.qg.,
bullying) or pervious experiences of
perceived failure (e.g., finding ajob, making
and sustaining friendships, finding a partner)
attributed to autism as opposed to self
following diagnosis.

Difficulties easing with passing of time;
reduced stress, anxiety, emphasis on ‘fitting
i or needing to achieve particular
milestones.

Interests still actively pursued, although not
necessarily same interest throughout life.
Time spent engaged in interests experienced
as meaningful and served to reduce anxiety.

Having an invisble disability — not
immediately obviousto others

Felt sense of isolation, loneliness. Some alone
time valued, particularly for purpose of
pursuing interests.

Attempt to reduce vishbility of outward
difference. Observation of and learning from
others, practiced and applied in socia
Settings.

I mean, | wasin abad situation before | got my job and my diagnosis. | was really at my wits end about my life
and the state | wasin. Not understanding why | was such a—| felt like afailure at everything. Felt like— see, that’s
another thing - that | always felt like I'd failed at everything and now | fedl like as far as, like, somebody with
Asperger’s goes, I’ m probably near to, you know, as good as it gets. In some ways, you know? |’ ve managed to
hold down ajob, you know, I’ve got friends, you know. A friend, anyway. Yeah, so give me a whole different
perspective on myself. (P5)

You know, | have the issue ahead of me. Probably, | mean, | may suddenly die of a heart attack and I’ ve solved
the problem so to speak. But, you know |’ ve been saying to the NAS and as part of their aging project, you know,
I mean if somebody could have abook or awebsite or something with just experiences of adozen Asperger people
who’ve retired, or even, like me, carried on —well, | could look at those experiences; ok, yes, that was a good idea
or | wouldn’t think of doing that or, you know, whatever. (P1)

| wanted to fit in so much. | mean, you, as you get older you haven't got that pressure to fit in as much. That’sthe
bit, the best thing really about being a bit older. (P5)

But my personal attitude towards myself and my predicaments as appropriate, such as they were, had changed so
much. It was almost a case of, oh well, there you are. Sort of thing. Don’t worry about it. (P4)

Sometimes | can, | can take my mind off the anxiety by keeping myself busy. Sometimes | quite like to do ironing
or hand sewing as away of just something a bit repetitive. (P5)

P: | like to make things like the triffid. Things like that, other things. And all sorts of things like that. | like doing
—making clothes, if | can. Or doing some knitting.

R: And how does that help, Asperger’ s-wise?

P: 1t takes my mind off of thingsthat | usually worry about. ‘ Cause | worry alot. (P12)

And that’s another thing that annoys me. Not just being autistic but being like that and any other ways that | am
different, it's not immediately obvious. People totally misread me. (P4)

I’m not lonely when I'm by myself. It's not an issue, it's not aproblem for me. | can be by myself quitealot. And
be very happy. | mean not permanently by myself, but | can spend quite alot of time by myself. (P11)

See, | never had many friends when | was younger. So | think in away it's sort of prepared me for being on my
own. Although | don’t like it much, I’ ve never liked it. (P12)

Communication skills, you don’t learn 'em overnight. It takes years. And it comes with education, you know. (P3)

| realised there was something wrong. What was happening was my intellect was developing and my emotional
was developing but differently. Like different boxes. And | deliberately integrated them myself. ‘ Cause | realised
this was a malfunction of some sort. (P10)

So anyway. | mentioned this to somebody else, who says, ‘Let me give you atip. Don't get chatting to strangers,
particularly older folk. They might have thought you were tapping them for money.’ (P8)
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Initial codes

Code description

Examples from interview data

Lifereview

Post diagnosis
response

Stigma

Wanting
socia contact

Looking back on life in light of knowledge
gained from diagnosis. Redlisation that
particular experiences that had not be
previously understood could be attributed to
autism.

Diagnosis as important, facilitating life
review, understanding social difficulties.
Biological understanding useful.

Noticing  negative  behaviourd and
communicative features of autism in others.

Seeking out company of other people for
connection, friendship, intimacy. Effortful
process earlier in adulthood and prior to
diagnosis; post-diagnosisfacilitated by access
to autism-specific groups.

Well, | was glad. It explained quite — it explained why | did very badly at school. And it explained also why |
never mixed socialy and the rest of it. (P8)

It just, well, it just gave me areason why | was having so many problems with relationships and employment. (P7)

But by thistime, when thiswas diagnosed, | thought, oh, great, fine, fair enough, and | realistically recognised, as
| wastold at the time, that thisis a condition that oneis born with. And you have it from birth to grave, basicaly.
| understood that. And | thought, fine. That's great. In so far as, | know | can't change it. So there’'s no point in
making a song and dance about it and jumping up and down about it so | just said, ok, fine. Wonderful. At least |
know, now know where | stand. | know something that | did not know in my younger life. (P4)

Well, before | used to think that I'm just a useless, stupid person. Haven't got any brain or anything. And now |
think because I’ ve been speaking to [group facilitator] and other people, | have. | have got a brain, my own type
of brain. My own things | like to do. Just because I'm — | do different things and like, you know, act differently
maybe, and say different things in a different way, then it doesn’t mean that I’'m stupid and useless sort of thing.
(P12)

Well. Some of them can’t even interact. ‘ Cause of lack of social skills. Lack of communication skills. I’'m learning
al thetime. (P3)

Sometimes there’' saclash of ideas. | mean, alot of - alot of Aspies, so to speak, they havetheir pet things. | mean,
I have my pet things but mine are factual. Not fictional. A lot of them are into sci-fi and al this bloody crap. (P4)

A lot of autistic people | have found — my experience, not universal necessarily — are so up their own arses they
don’t see anything else. (P10)

I’d like to meet more people, I'd liketo do... I’d like to get friendly with alady, if | could. But | don’t think my
chances are very good. (P8)

But it's the sort of things I'd.... It's about... One of the things that | envy a bit in the neurotypical life. | don’t
envy alot of thethingsinit at al. But that’s one of the things | envy. It's that sort of relaxed, easy-going attitude
toit. Whereas for meit’'s abit more difficult for me to deal with that. (P11)

The summertimeisworse for me than thewinter. * Causeit seemsthat more and more people areincluded in family
and groups of friends or partners or whatever and it seems I’ m the excluded one. And | don’t know how much of
that is due to the fact of this Asperger’s factor. ‘ Cause you can’t see yourself, you can't see it on this outside. So
you don’t know redlly. (P13)
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Initial codes Code description Examples from interview data

Understanding Autism diagnosis seemed to be greeted with | think the main difficulty isthat people you meet might not take your autism seriously. That's a - that's a bit of a
from others ambivalence by family members. For some, it problem. And yeah, so for some people it’s quite obvious that | have it while for other people, they don’t believe
seemed to confirm something long-suspected, it. And | heard somebody who said recently, the only different | see with other peopleisthat you have a stammer.
and thus diagnosis itself was not truly new  (P6)
information. Lack of understanding regarding
autism observed in interaction with mental
health professionals. Informing others of
diagnosis could sometimes help explain
behaviour that could otherwise be considered  And you tell people and sometimes they, you know, you get extra special treatment, which | kind of like, but it
rude. actually before people could be quite nasty to me when | was at university. ‘Cause I'd talk, you'd talk and then
they'd say shut up. You'd say, but you said talk. And | took it literally. Which is a very autistic thing. You take
things literally. And when they realised | was autistic they didn’t say shut up so often. (P10)

The last psychiatrist | spoke to, Dr [name], was very young, very inexperienced, at [service]. And he kept telling
me that | didn’t have empathy. And | was having to explain to him, no, that that’s a psychopath. We don’t have
social skills but we're not, you know, | don’t have alack of empathy. (P2)
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Researcher

Participant

Researcher
Participant

Researcher

Participant
Researcher
Participant

Transcript
Do you till fall back on avoidance to afair degree, or are there
other things that you would also use now?
Um, well the trouble is now I’ m post diagnosis, | was hit by this
massive hyper, um, sef-consciousness. And it was so
debilitating. Because, um, beforethe diagnosis| wasin ignorance
and, um, | just couldn’t cope with that. | felt like every time| did
anything, | was so sdf-aware that | was doing it wrong, that
people wouldn't pick up the signals, that there was, um,
something different about me. And, um, | was, | wasjust amazed.
| thought how have people not picked up on it? You know, yet
five year olds could pick up on it. | asked the psychiatrist that. |
said, how can, you know, the junior, the five-year-ol ds know that
I'm different but so many psychiatrists and psychologists keep
misdiagnosing me. Um, up to the age of 52. So, um, and my
coping strategies eventually, with more and more responsibility,
less and less support, um, decades of poverty, um, sort of the
stress of that, stressof being acarer for, um, termindly ill parents,
um, having a brother who's manic depressive and a lot of that
depression may be caused by the fact that he’d a sibling who he
just couldn’t understand. Just couldn’t relate to. And he knew that
other people thought | was an eccentric. Um, and that’s a polite
way of putting it. Um...
So there’ s been akind of accumulation of stressors?
Accumulation of stress. And just exhaustion because, um, if it
wasn't named after Hans Asperger, um, | would call it constant
anxiety syndrome. Because, um, I'm very much where it's a
hyper-sensory, um, reaction, and | think up till very recently - and
there’'s only a few people in the field - they think it's hyper-
sensory, they think we're hyper. And I'm very aware of the
sensory overload. And the fact that it's only this year that the
sensory aspect has been recognised medicaly when it's so
obviousto, um, uson the spectrum. It would always be something
we' d say, like the fluorescent light’ s giving usamigraine, um, in
the workplace or at school. Or in hospitals. Um, we could seethe
lights flickering. Um, noises would be much louder. And they
have an echo which continues. Um...
With the forum, what do you find useful about that? The forum
meaning the [name of group] group, isit?
Y eah.
Yeah.
Um, well | met you and I’ ve met peoplein the scientific research,
which is very reassuring because to know there was a hormonal
basis, um, for the fact that it made me less sociable. And one of
the reasons | was bullied at school was because they had typical
schoolgirl crushes on the pop stars of the day. So you were either
a David Bowie fan or Marc Bolan, Bay City Rollers. And you
were meant to spend all your money on magazines that had
pictures of them, you could put on your bedroom wall. And so
you'd be literally beaten up for not, um, having these ridiculous
crushes on these sort of pop stars. And spending the little money
you had on al these magazines. And | didn't go through that
phase. An adolescent phase. And that caused meto get bullied an
awful lot. And people make all sorts of assumptions about your
sexuality because they just don’t get that you' ve, you just don’t,
um... | think it's quite common, but, as the scientists said,
because we don’'t have that sort of hormone that gives us the sort
of adolescent crushes or romantic notions. Um, that — | think
that’ swhy we sort of gravitate to animals, ‘ cause they’ re so much
easier to interact with. Um, than sort of humans because they're
so, um... So when | became so super self-consciousit was then |
started getting very anxious and nervous and then of course |
started sort of making mistakes, even more mistakes talking to
people because | was even more anxious and socialy inept
because | was so self-conscious with that diagnosis.

Codes

Increased self-
CONSCi ouUsSNEess

Hyper-awareness,
socia anxiety

Reflection on
difference

Lack of social
support, isolation

Limited family
support

Lack of
understanding by
family

Constant anxiety

Sensory overload

Reassurance of
medical basis
External
attribution?
Bullying

Noticing
difference
Lifereview?

Tangible (medical)
explanation for
difference

Socia challenges

Anxiety
Post-diagnostic
response
Applying
diagnosis
dynamically?
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