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Introduction

Autism is a neurodevelopmental condition defined
clinically by impairments in social interaction and
communication, accompanied by restricted, repeti-
tive and stereotyped patterns of behaviour, interests
and activities (American Psychiatric Association,
2000). It is a syndrome diagnosis underscored by
different aetiologies, the latter contributing to mul-
tifaceted clinical presentations throughout the life
span. The proposed fifth edition of the American
Psychiatric Association’s diagnostic criteria (DSM-
5; scheduled for 2013) combines the social and
communication criteria into a single criterion along
with restricted behaviour (American Psychiatric &
DSM-5 Development, 2011). The current category
of pervasive developmental disorders (PDD) that
includes autism, Asperger syndrome, atypical
autism and PDD-NOS is to be replaced by a single
category: autism spectrum disorder (ASD).

E. Bradley, Ph.D., ER.C.P.C., ER.C.Psych. (<)
Department of Psychiatry, Faculty of Medicine,
University of Toronto, Surrey Place Centre, Toronto,
ON, Canada

e-mail: e.bradley @utoronto.ca

P. Caldwell, D.Sc (Hons)
Norah Fry Research Centre, Bristol, UK

L. Underwood, B.Sc., Ph.D.
Forensic and Neurodevelopmental Science, Institute
of Psychiatry at King’s College London, London, UK

E. Tsakanikos and J. McCarthy (eds.), Handbook of Psychopathology in Intellectual Disability:

Clinical manifestations of ASD (hereafter
autism) overlap with those of other conditions
such as attention deficit hyperactivity disorder
(ADHD), intellectual disabilities (ID) and fragile
X syndrome (the most common identifiable
inherited cause of ID and autism; Turk, 2011).
Autism is associated with a high prevalence of
coexisting medical conditions such as gastroin-
testinal problems (Buie, Campbell, et al., 2010;
Buie, Fuchs, et al., 2010; Ibrahim, Voigt, Katusic,
Weaver, & Barbaresi, 2009), sleep disturbances
(Malow & McGrew, 2008) and epilepsy (Turk
et al., 2009). Recent evidence has raised the pos-
sibility that autism and epilepsy may even repre-
sent a different syndrome from autism alone
(Turk et al., 2009). These medical comorbidities
contribute further to different developmental
challenges and adult outcomes. Autism is more
common in males but this may in part be related
to females showing a different autism phenotype
(Kopp, Kelly, & Gillberg, 2010).

Overlapping clinical presentations, difficulties
in reliably identifying different autism subgroups
and other evidence have led to the proposal that
there may be different autism spectra (Wing,
Gould, & Gillberg, 2011) with the most appropri-
ate term for the whole group of disorders inferred
here being the ‘autisms’ (Coleman & Gillberg,
2011; Wing et al., 2011).

Autism is not a psychiatric disorder. However
biological, psychological, social, educational,
work and other circumstances associated with
autism predispose those with autism to greater
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risk for mental health problems (National Institute
for Health and Clinical Excellence, 2011, 2012).
In this chapter we focus on psychopathology
(psychiatric symptomatology as described in
DSM/ICD; World Health Organization, 1993)
that arises when autism and ID are coexisting
conditions. Noting a discrepancy between clinical
descriptions of psychopathology in autism and
the experience of people on the spectrum, we also
compare these clinical descriptions with the
(often very moving) accounts of individuals with
autism. We have adopted the terminology pro-
posed by Donna Williams, herself with autism,
‘Outside-In’ and ‘Inside-Out’(Williams, 1996).
We explore whether an Inside-Out perspective
may contribute to our understanding of psychopa-
thology observed in those with autism. An
improved understanding can be anticipated to
have implications for treatment and prevention of
such psychopathology that may arise.

Determining whether the addition of autism
adds to the risk of mental ill health in those with
ID has implications for care and service provi-
sion. In the UK, with the Autism Act (2009), and
subsequent government initiatives (Department
of Health, 2010a, 2010b; National Audit Office,
2009, 2010), there is increasing support for those
with autism in the general population but there
remain concerns that the needs of those within ID
services are still not being recognised.

Finally, drawing on evidence from clinical
research and narratives from people with autism,
we make suggestions for future research to shed
light on the complex interplay of circumstances
that contribute to mental health and psychopa-
thology in those with both autism and ID.

Prevalence of Autism in the General
Population

Prevalence estimates for autism range from 0.72 to
1.57 % for child populations (less than 16 years
old; Baird et al., 2006; Barbaresi, Colligan, Weaver,
& Katusic, 2009; Baron-Cohen et al., 2009; Centers
for Disease Control and Prevention, 2009;
Posserud, Lundervold, Lie, & Gillberg, 2010) and
0.55 to 1.4 % for adult populations (16 years plus;
Brugha et al., 2011; Chang et al., 2003; Cimera &
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Cowan, 2009; Nylander & Gillberg, 2001). The
most commonly quoted rate is 1 %. The rate of
unrecognised autism has been found to be as high
as 40 % for children (Baron-Cohen et al., 2009)
and 91 % for adults (Nylander & Gillberg, 2001).

Rates of ID in autism have been reported in
two of these studies of children: estimated preva-
lences were 55 % (Baird et al., 2006) and 41 %
(Centers for Disease Control and Prevention,
2009), respectively. Earlier reviews of ID in chil-
dren with autism reported estimates of up to 88 %
(Table 1 in Bryson, Bradley, Thompson, &
Wainwright, 2008). More recent rates of ID are
lower likely because they include a wider range
of individuals on the autism spectrum and
because of improved recognition and therefore
higher rates of high-functioning autism.

Prevalence of Autism in ID

Diagnosing autism can be particularly uncertain
where there are:

¢ A lack of information about early life

e Complex coexisting mental health disorders

(e.g. ADHD, conduct disorder or attachment

disorder)

e Sensory impairment (e.g. blindness or deaf-
ness) or motor disorder such as cerebral palsy
e Mental age less than 18 months equivalent

(National Institute for Health and Clinical

Excellence, 2011)

Autism screening (Charman et al., 2007) and
assessment tools (National Institute for Health
and Clinical Excellence, 2011) generally have
greater efficacy when used with individuals who
do not have significant other disabilities. The
Diagnostic  Interview  for  Social  and
Communication Disorders (DISCO; Leekam,
Libby, Wing, Gould, & Taylor, 2002; Wing,
Leekam, Libby, Gould, & Larcombe, 2002)
assessment of autism is unique in that it identifies
autism across the range of functioning including
mild to profound ID. The ability of other gold
standard assessment tools such as the Autism
Diagnostic Interview (ADI; Lord, Rutter, & Le
Couteur, 1994) and the Autism Diagnostic
Observation Schedule (ADOS; Lord et al., 2000)
to differentiate autism among individuals with
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the most severe intellectual disability remains
challenging. Care has to be taken that for each
individual, the items considered are developmen-
tally or otherwise appropriate (Bryson et al.,
2008). Increasing severity of ID is associated
with other disabilities such as sensory and motor
impairments that will further complicate the
developmental history and manifestations of pos-
sible autism. Autism assessments conducted by
clinicians and researchers experienced in autism
and ID, together with the opportunity for discus-
sion to develop consensus around complex cases,
seem likely to offer the most accurate assessment
available at the present time.

A review of earlier studies spanning from 1978
to 2005 (Table 2 in Bryson et al., 2008) showed
prevalence rates of autistic disorder in ID popula-
tions of between 19.8 and 40 % when the broader
spectrum of the triad of autistic impairments were
included. Of the further eight studies subsequently
available for review, six reported on adults
(Bouras, Cowley, Holt, Newton, & Sturmey,
2003; Cooper, Smiley, Morrison, Williamson, &
Allan, 2007; La Malfa, Lassi, Bertelli, Salvini, &
Placidi, 2004; Morgan et al., 2002; Saemundsen
et al.,, 2010; Totsika, Felce, Kerr, & Hastings,
2010), one on adolescents only (14-20 years;
Bryson et al., 2008) and one reported on children
and adolescents (418 years; de Bildt, Sytema,
Kraijer, & Minderaa, 2005). Prevalence estimates
for autism ranged from 7.5 to 39.2 % for adults,
28.2 % for adolescents and 17.7 % for children.
Diagnosis of autism prior to the study identifica-
tion tended to be low: less than half of the adoles-
cents had been previously diagnosed. Pre- and
post rates reported in two of the adult studies (La
Malfa et al., 2004; Saemundsen et al., 2010) were
7.8 and 9 % (pre) to 39.2 % and 21 % (post),
respectively. Two studies reported greater rates of
autism with greater severity of ID (de Bildt et al.,
2005; Morgan et al., 2002) and one reported that
autism prevalence decreased with age (Morgan
et al., 2002). Recent evidence (Underwood, 2011)
indicates there may be significant numbers of
people with autism in adult clinical populations
with ID who have remained undiagnosed; these
individuals tend to be in older age groups for
whom it can be anticipated getting an early history

E.Bradley et al.

may be problematic. Such findings may account
in part for the lower estimated rate of autism
found in one study (Melville et al., 2008).

These research studies support the view that
unless specifically looked for and systematically
assessed, autism may not be identified in the gen-
eral population or in populations with ID
(Emerson & Baines, 2010; National Institute for
Health and Clinical Excellence, 2012). Where
such robust identification occurs, autism can be
calculated to be up to 24 (children) and 28
(adults) times greater in the population with ID
than in the general population.

Psychopathology in ID and in Autism

There is good evidence for greater mental ill
health in populations with ID compared to gen-
eral populations (children: Emerson & Hatton,
2007); (adults: Cooper et al., 2007; Cooper &
van der Speck, 2009). Multicentre studies of
children with autism indicate that psychiatric
disorders are common and frequently multiple;
high levels of anxiety, mood, disruptive disorders
and ADHD are reported (Leyfer et al., 2006;
Simonoff et al., 2008).

While there is a lack of epidemiological
research on adults with autism (Brugha et al.,
2009, 2011), two robust clinical longitudinal stud-
ies of mental health in adults with autism are
reported: (1) 122 adults with ‘possible childhood
onset neuropsychiatric disabilities” and normal 1Q
were found to have high rates of mood (53 %),
anxiety (50 %), especially obsessive-compulsive
disorder (OCD; 20 %), chronic tic disorder (20 %),
psychotic disorders (12 %) and ADHD (43 %;
Hofvander et al., 2009); (2) a follow-up study of
135 adults referred for evaluation of autism as
children showed that 16 % had developed new
onset disorders (and a further 8 % uncertain new
onset disorder), with these disorders falling into
two main groups: OCD (some with catatonia) and
affective disorders (Hutton, Goode, Murphy, Le
Couteur, & Rutter, 2008). An increase in rates of
anxiety and depression is also described in adults
with Asperger’s syndrome (see review by
Woodbury-Smith & Volkmar, 2009).



245

16  Autism Spectrum Disorder

(panunuoo)

(900 ‘199ZEN]) 20UIAYOD I0J IIeds
JI3Y) pUB WSIINE YIIM SPUILIJ [00YDS ST
INOQe SALIM ‘wWsHne PIm uosiad v ‘10azeN

(2000T ‘utpuein)

(SOLIEPUNOQ [BJUSWUOIIAUD PUE Apoq
aziqiqess 0} }dwane ue oq Aew WY punose
$100[qO pue SOA[ASWAY) YoNno) APUBISUOD

01 9[doad onsnne awos Jo Aoudpud) Y],
(umouyun 91e(] ‘eurysepsog

£€00T ‘OuBqy) UOISIA PAJIOISIP UO [oNno) "3
‘asuas dATjeUId)E Uk PIm uondadrad A1osuos
Po3103sIp B uo dn Suryooyo (g) pue S9kd

Iy SB yonul Se Spuey I9y Suisn ‘sIed 1oy se
yonw se saA9 1oy Jursn, (uaIp[yo pairedwr
A[[BNSTA UT U SB) UOTJBULIOJUT AIOSUQS

JO 108 JUIAJIP AI9A © JO sueow AqQ plIom
9y} JO UOIONINSUOD S, [ENPIAIPUI ON)STINE

ay (1) 109pa1 Aew S[EN)LI [BUOISSISqO

(g o5ed 1x9)

99S ¢, ULI0IS JIWOUOINE, J) PUL) PEO[IIAO
PIOAE 0] I3PIO U SUIYIOWOS U0 SUISNO0]
wsnne yim dydoad

Suntoddns asoy) pue wsnne Yim asoy)

£Q UI90UOD JO SINOIABYSQ 9} UO SJUSWWO))

JoJes [99] ouw apew SIy)

se urege 1oA0 spiom aures ay) jeadar 0) pasn T,
(T661 ‘swerig) urgd Aw Surdde) wouy

133 prnom [ punos moj[oy 2annadar oy ‘urede
JOAO PUE JOAO SUTYIOWOS JO punos ay) ‘jodred
9y 1o 1oded[rem oy uo suroped ) ‘parrsap

1 SurAue ur JjosAw 9s0[ 03 A[[eNJUIAS PIUILI]

I, ¢.91q1e3 ay) a10u3I1 p,] pue sjods ur JresAw
9S0] 0] ISP AW UO J2s A[WLIy Sem uonuae Aul,

(parepun ‘syooM)

JuowSe1} 0) pue) s3ury) aimnssaid Iopun JUAIAYOO
QI0W A1 STUIY) IXoU JUIWOD S,Jeym Mouy O}
paou ‘ssououres I[ [ **** , JJO 1O UO YINIMms JYII|
& Sunyory 10 ured — FUIYIoWIOS UO SNJ0J 0] Juem
noA Aeme Jurddips Ayrear Surfeoj 3re)s nok Ji,

(2661 ‘vosuiqoy

29 ‘UMOpSUETT ‘QUI[[Of) )1 S1IORYD d[qeIeaqun
ue ojur JopIo 133 03 d[oy [[e s|emII pue ‘sojnol
Ternonaed ‘sowm ‘sounnor 3oS ‘JunyAIoA9 puryaq
uwraped ay) 1no 1om 03 Surkn Isnl juads st ofIy
Aw jo yred a31e[ v "SuryiAue 0} Juruesw Jo I9pIo
‘SOLIEPUNOQ JBI[O OU 9] 0) WIS I, SIYSIS pue
spunos ‘saoe[d ‘ojdoad ‘sjuaa? Jo ssewr FunoeIroul
‘Fursnjuoo e st uosiad onsnne ue 0) Aeay,
UIOOUO0D JO SINOTABYIQ SAY) UT

Surde3us uaym sjunoosde [esryder3orqoine uosiad
jsay wsnne yim doad :aanoadsiad jno-oprsuy

BI[B[OYI? IO yo2ads aannaday

(s102[qo jo syred ur se yons)
S)SQIQIUI [ENSNUN PUB JAISSISQ

umop 3urnes

910J9q WOOI Y} UT JUIYAIOAD
yonoj 0} 3urpaau ‘Sur3sny
19yownad ‘s3oofqo Suruurds
‘urdueq peoy oruyAyr
‘SUD[O0I—S[EMLI [BUOISSISAQ

INOIARYQQ

SIY} 0} UINJAI 0] YIS [[IM

nq paydniojur j1 josdn oq jou
Aewr 10 AeWl (I9PIO UTBIIAD UT
s3ury) SurSuerre ‘ooefd ur yoeq
swoy Sumnd ‘s1oop Fursord 10
Suruado se yons) I9A0 pue I9A0
sInoraeyaq awes ay) suneaday]

UIIOUOD JO
SINOIABYRq Jo so[durexsg

(LOOT ‘soLIAY 2 “Ioud

‘JpuerZ 93s ‘wIsnHne pue

DO U29MmIdq InotAeyaq dannadar

JO SOOUQIQJJIP PUB SANLIB[IWILS I0J)
(@) 19paosIp AISINdw0-dAISSISqO
UISOUOD JO SINOTABYSQ

UO paseq $ISOUTeIP [BOIUI[D JOYJO pue
dDI ‘NS :eanoadsiad ug-op1sinQ

wispne ut A3ojoyredoyoLsd pue sinoraeyaq sSansIp Surpuelsiopun ul saandadsiod Juaoyiq g9l d|qel



E.Bradley et al.

246

(900€ “Te 10 uoeq) (punog
u23q sey (YH) [esnore pue sard£109193s

u2om1aq diysuone[al [euonouny) wyed

pue sisejsodwoy urene o3 wstueydow 3urdo)
(900 ‘199zBN) ,Sosse[3

Kydwo dn Jurury Jo uad e Surdde) uo peojsur
3uIsnooj pue punoi3yoeq Yy} ur s3ury)
x9[dwoo axow Jumnd £q Jresury joa301d

0 9UQIAYOD [BO0] YIBAI 0) SALI) AIPUY,
(900C 19zZeN)) 1 JO ASUdS

AYBW P[NOD AN "IJUAIAYOD [BIO] PIAIIYOR
J] Y1om 0} papua) A[qeqold ani Ay,

(9007 “199ZeN) 1 Joj 2ymnsqns 0} ungaq
sey ouoyd [[20 Aw A3uaoar ySnoyye joxood
Aw ut 1o 9[Ip0J0Id € INOYIIM N0 03 Aarel
1 " "90uaIay09 [BJ0] Yoos A[re[n3ar ojdoad
onsnne Jey) Aem 9y) pouonjuaw [ JOIIe
(900 ‘199zeN), " uoisnjuod Io Ayrxa[dwoo
jsurede uonoddjoid e se J9pIo JO wLIof
deIpawWI Y3noy) pajIwI| B I0J 9)eNSUOWp
Apuanbaiy ordoad onsnne jey) souarayard
A} “90URIAYOD [BIO] JOJ IISAP Y] SB
poquosap -+ aseayd 1o piom re[noned e jo
9SN PIJO2UUOISIP JUBISUOD ) IO BI[R[OYIH,
wsnne yim opdoad

Sunioddns osoy pue wisnne yim asoyy

£Q UI9OUOD JO SINOIABYIQ Y} UO SJUSWWOD)

(900T ‘urpueID) dstou yonw
00} )IM PIPEO[IIA0 JWEI | UM P[IOM ) INO
nys 03 skem 19y)o 21om Suruurds pue Suryool,

(2661 T8 12 AIOf) B3] S[qLLID) AY) JO dWOS
sonpar auwres Ay} JuryiAraaa dody o3 Jurkiy,
UIOOUO0D JO SINOIABYQQ 9SY) Ul

Surde3us uoym sjunosde reoryderdorqoine uosiod
)51y wisnne ym doad :9anoadsiad jno-oprsuy

(900T “'Te 10 uoIRy)
SJUQWIdAOW JOSUL pue puey

x9[dwos pue Furyinow ‘Suryoor
Apoq 32 ‘uonouny aandepe

Jo snnumns SunIoIe SNOIAqo
Aue InOYIIM ULIOJ UT JUBLIBAUT
9q 03 1eadde ey seouanbos
[890A IO sjuawAOW dAnndoy

UI2dU0d JO
sInorAeyeq jo sojdwexyg

LEIGINDEREI TN

UIIOUOD JO SINOIABYRQ
UO paseq sasouSeIp [EdIUI[d IOYI0 pue

DI ‘NS :2Anoadsiad ug-aprsin0
(ponunuod) z'glL djqeL



247

16  Autism Spectrum Disorder

(panunuoo)

SUONIOISIp pue
sanIANISuasIadAY A10suas 0) sasuodsoy

(900€ “1037eN) SSuI) SuryoI|
pue Surgnow ‘se0) uo Juryfem ‘3urounoq

‘01J pue 0} JUIUUNI ‘OATRNIULI UMO UO
SuIIIyMm, 9pN[OUl SINOIARYSQ SUIZIUAIAYOD
JIOU)O :90UQIOYO0D J0J YOIeds oy, °*

pue

e SIoquinu

ourtid 131p oaryy Surk[dnnur 9AjoAur J0

-+ Jupyoor se oduurs se oq Aew J1 — ow3ax
© 0] Suruinar £q sjuaAd SUnIOJWOISIP
)M [B9p SINPE dnusnne AuBA[,

(S661 ‘swell[ipg) sseo01d

0) puIW SNOIdSUOd AW J0j ISeJ 00) Yonul s Jey)
9oed ® Je SISENUOD JO ABLIE SIY) Y)IM PIPOOY

323 purwr AW *** 90UO JB W JUMIY [[B SUOTIIIIP
[[® WO1J QUIYS PUB MOPEYS ‘SIN0J09 ‘sadeys
‘S[[WS ‘SJUIWIDAOU ‘SPUNOS ) [[B S, I
(3oyeuLIadns 9y 01) UI 193 | JUSWIOW AU} WOIJ,
(8661 ‘II1ON.O) PauaLaly) axe Ad1))

uaym A[reroadse way) wiped djoy 03 SQA[IsUIAY) JO
jutod awos uodn snooj Aoy *** PIIYo Yy Spunoisd
ey uonoe Suizifiqels e apraoid asayy -+ swyAyl
Jouul pue sjudweAoW Aq pajeanded are sonsnny,
(97661 ®TG61 ‘UIPURID) SIOIBATIOW SNOPUIWL)

9q ued suonexy, (4ze61 BTOE61 UIPURID)
.SIseq AI0SuQs ® pey suonexy Aw jo Auew,

(200T “ea1saxerq) Apoq At jo Surfaay oy

193 QW 9peW YOIYM JUIWIAOW JUBISUOD PIPISU |
"+ Apoq & pey [ pazifeal A[pIey [ *** SnoIxue pue
PoI10)BIs [99] T ‘s1y) op ). uop | JT (spuey Awr) dey
1 0S "Apoq Aw 9SO | ‘PIOAUUOISIP OS I8 SASUIS
KN “J1osAwr Sutwuyes we [KeAypedoyyniy o] 1,

(2661 T8 10 ag1qof) omses[d sdeyrad pue Kyoyes

[01UOJ JO ASUIS B JAIT 003 Ay} ‘Surkouue aq
0] JUBSW JOU aTe $aoeWI3 sk 0) 1oja1 o[doad jeym
pUE SJUSWAOW puey ppo [[ed a[doad 1oU)0 Jeym,

Kyarxue jo su3rs [eorsoforsAyd
Ioy)o Jo 9ouasqe ay ur as[nd
pider aaey Aew pue Kjorxue

Jo sudrs [eor3ojorsAyd moys
(Jou Aew 10) Aew ‘suonemIs
pue s109[qo Jo 2ouBpIOAR

pue ‘ooueiSia 10dAy ‘uone)ide
‘KJQIXUR JO STOAQ] Y31 JUBISUOD
‘asuodsar opIeIs ploysaIy) Mo

seiqoyd pue sieaj
‘Orued Surpnpoul SIIPIOSIp APRIXUY



E.Bradley et al.

248

sosuodsar Y31,

(9007 ‘urpueln)) QW punox

Spunos pue sjy3Is oY) Woij JJo AW Ind YoIym
Q0URI) B OJUT JUIM | “** SIOTUY AW U99M)Qq pues
3urqqup pue Juryojem sInoy Joj JIs pinom I,

SONTATIOR UMO OJUT [EMEIPYIIA

wsnne |yPIm

uosiod oy} JO Jey) Uo jJou pue ‘A)ear
Jo Qoudrradxe AIOSuas SUBIOIUI[D
) uo paseq (,AeIAQI[AP, ¢ IFuIryads
uonuape, ‘ aAne[ndiuew, ¢ Jesnjol,
se yons) sjuawdpnl [eInoraeyaq
Pim— sudjqoxd anoiseyay,

(1107 ‘Apereq ‘osuodsar ssamsiodAy e—A1AnOR SNoAISU o1oyJedwWAS UT 9SEAIOUT SAISSEW ) ULIO)S JITUIOUOINE U 0) A[[BNJUSAD PUE (SINOIABYIQ SATIOBAI) ,9ZII),
pue 3y3y, ‘. yS1y, 03 pa1aS31m ST (SNV) WJSAS S90UJIP-J[9S S, ApOq 2y} pue sInddo uoneuriojur Jursnuiond pue Surie)[y A[NoyJip SUISLaIour ‘SayISUIUI PEOISAO S

(umouyun e

‘eurysep30g) SI 1 Jeym Ied[d A[oreIpawuur
1oU3230)[® JOU SI 1 INq 1Y) ST SUIYIOWOS
JBY) SMOUY QUO, :Iep dY) Ul 9)39NOY[IS B YIIm
UOBIUOIIUOD B YIIM SIY} soredwiod ua[eques
(S661 ‘usre( uep) suo sonted e st

100[qo Teo1sAyd © y)Im 19)UNOOUD JSIY oY) JBY)
JoB} Q) Ul pajeul3LIo ST Inq $193[qo 01 paje[al
A[reoyroads j0U SI ey} JeaJ JO ASUIS B ST

‘s31q ur uondoorad [[ensIA] JO 10950 pIS, V,
3T Surgsey

© AQ pa10331n sainzias ondoqide 0y refruurs
Surssaooid Jo uonesmue3IosIp I0j 12331

© SB JOB UBD SpUnos Jurudy3Ly ureirad

ey} SASLI0AY) ([ 66 ) IogIen) pue 1uoIesd))

£Q pomaIAIRUT WSTINE YIIM J[NPE AUQ

wsnne yim opdoad

Sunioddns osoy pue wisnne yim asoyy

£Q UI90UOD JO SINOIABYQ Y} UO SJUSWWOD)

(8661 ‘IION.O) W[AYMIIAO
0} JOU S& 0S ‘UOTJOTW JO PIOAAP SAWNAWOS ‘AU
9Q ISNW IPISINO AY) WOIJ JUIWOd SIUIY) [V,

(900T ‘urpueiD) dA10U B

Sumy [[Lp s,)SnuUp & oYI[ Sul[a9) udjo ‘wojqord
B 0SB QIOM SISIOU PNoJ *** [EWIUE. P[IM € YI]
PaJoBaI [ UOIR[NWINS JO 9ABM [EPT) SUTW[OYMIOAO
18213 B oY1 **° SUIW[OYMIdAO0 00] Isnf sem

31 1nq pa83ny Suraq jo s3ur[aay oy ouaradxe

0] pajueM ] "POYONO} 9q 0) Pajey SAeMe T,

(2661 “'T8 12 AJIIOf) SALTEPUNOq

ou i s3ury) pue sooe[d ‘syuaas ‘ordoad jo ssewr
SunoeIojul ‘3uIsNuod B ‘FULIP[IMIQ ST I,
UI9OUO0D JO SINOIABYQQ 9SY) Ul

Surde3us uoym sjunosde [eoryderdorqoine uosiod
Js1y wisnne ym doad :9anoadsiad jno-oprsuy

UI2dU0d JO
sInorAeyeq jo sojdwrexyg

UJIOUOD JO SINOIABYIQ
UO Paseq sAsouSeIp [ESIUI[D JOYI0 puE
DI ‘NS :2Anoadsiad ug-aprsin0

(ponunuoo) z'gL ajqel



249

16  Autism Spectrum Disorder

(panunuoo)
(9007 ‘urpuein)
JTROP[IM PAZRID B AYI] SUTWEAIOS pue SUmYory
JIOO[J QY UO SeM [ 9JNUI JXU JY) ‘QUIJ Sem
1 Snurw suQ IoyeaIq 3o € Jurddin e oyI[ sem
INOTARYqQ AW “** 3SIOU YONW 00} AQ JNO PassaIs
JO PaIT) QUWIBDq [ UM PALINOI0 SWNNUEB],,

(9007 ‘utpuein) Auody, (Z661 “Te 10
QII[IOf) ,10BIUOD A SBUWI 0) JABY 0) AW IO

st 1 [njured Ajqereaqun mot| Bapt ou dARY 9[d0d(,
(€661 ‘AUON) oene ue

Y[ 3[F seka Awr ojut A[302I1p FUIOO[ QUOIWOS,
(19

a3ed ‘o010z ‘eurysep3oq) ,;WOY) YIIM PAJRIISNIY
A1qrssod 10 presje 1o 9[qelI0JWodun 1M

noA J1 se unoe ‘SI0JUdWIO] INOA WOIJ Aeme uIny
noA pnom 10 ;Areuosiad Kyred € pue ‘Suro3ino
noA ayew Jey) p[nom ‘owes ay) aq 0} NoA

s10adxo NV “HOJWOISIP OU 1M II S0P 3S[d
QUOATIOAQ 9snedaq Isn[ ‘souo [nyured A[oInoe sowry
Je 10 suonouny umasdn op 03 (Apuaned 0oy ouou
sowin Je) padio) YHATYOA Sureq a1om nok Jj,
(0€T1 93ed *c00T

‘puelIen) 9[qeiorpardun A[[e1o} awoodq pey

Jey) pIoMm e Ul patoyoue SUIYIowos ‘[[1s pools
Jey) Suryiowos [99) 0) pey [ "piey uo Juipjoy pue
J13surege JrasAw Jurssard ‘Surpue)s sem [ a1oym
Q0uQj oy} qei3 0) pey [ ‘OpIsur woij apodxa 1o
JIOAO [[E] 0] 10U SB 0S "2I9M J29J AUl dIoYM BIPI OU
pey | pue 20e[d Swes oy} Ul A[USppns dIoMm UMOp
pue d) *ow punoI plIoMm 9Y) [99] JOU 98 JAYPIAU
pInod | pue seaddesip 1295 Aw Jopun punoi3d

Q) opew uIp Ay, :Surdur) pue Suiqqein
(9000 “®O00T ‘UIpUBID 995) PLIOM UMO

Aw ojur Jearjal pue Jurreay Aw Jjo nys o3 J[qe
Sem ] 9SUSJUI 00) SUILDAQ UONR[NUWIS AIOSUDS

PUE 3SIOU U AL "SIBS AUI 1INT] 9SI0U pno‘J oul
poweymIaA0 uayjo ndur o[noe) pue £1031pny,

UII0Js oruouoIne
ue JO SINOIABYRq pue sesuodsar Y31,

ured pue peO[I9AO AIOSUQS PIOAE
0 sdjoy uondaorad 30011p Jo SouEpIOAY

PEO[IOAO U USYM dOUIQJAI
Jo jurod & pue 9oUaIdY0D J0J SUIY0OT

s10331m)

ure)red o3 asuodsal ur 1o

an[q ayj Jo no pue payoaoxdun
readde Aews sty ¢(uorssaii3e)
N0 sayse[ A[ueppng

uononNsIp Ly1adoad pue uoissaagse
Surpnpour J9pJIosIp }onpuo))

JOBJUOD 9K JO QOUBPIOAY WISHNE J0J UOLIILI Y

INOIABYQQ pajuemun
sIy) AjIsuaiur Aewr 0N,
£S19130 0JUO STUI[D 10 Sqeln)

suonenIs
pue saoe[d Jo aduBpIOAY

paisanbar sem jeym jo ayrsoddo

oy Surop 10 a3e3uo 0) Sursnyey  (AQ) I2pIosIp jueyap euonisoddQ



E.Bradley et al.

250

$9Je)S UMopInys,

1O UMOPI[AW, SB 0} PALIDJAI SAWIIAWOS
(000T “UeysS 29 SUIM “$00T IR[IAL SO0
79 SO0 00T ‘S007 % T[[IA SO0 9007
‘urppnizeyn % “I0[ABL, “YuL] :900T ‘SuIm
29 ‘YeYS ‘QUISSOY(]) SAILIS YI[-OIU0IBIBD
ur 3unnsai— 97991, Jo asuodsar SNV

ULI0)S OIWIOUOINE Uk [)IMm

PIBID0SSE SINOTABYQQ pue sasuodsar JySi,
asnqe 1o pue euine} snoiadid o) syoequsey
juasardar Aeur SINOTABYQQ IS} JO dWOS
wsnne yim djdoad

Suntoddns asoy) pue wsnne Yim asoy)

£Q UI90UOD JO SINOIABYQQ A} UO SJUIWWOD)

(parepup) ‘syeaAy) (Otued [e10] SII[NSAI AY) “INOJ

a1e noK uaym SIY) 393 NOK JI *** 90UO Je S[oUURYD
K310} OjuI pauIny Juraq I *** UONBIUAWSeIY

Se umouy s,Jeym a3 | *OIU0JBIED JWO0I3q ‘UMOP

jnys 1snl | ‘peo[IoA0 AI0SUSS JO 10[ © 193 T J1,

(parepun) *S99M)

sorquin( jo 101 o[oym & Juniag uey) Ioyjer
uonesuas SuIpLI-19A0 duo st ured — ured aaey
1ayyex yonw p, T “[orued oy3] 31 dois 03 SurgiAue
‘IreA YOLIq & OJUI 31} [[NJ UNI JO ‘ST OYJe1) oy}
QIoUM 19213S ) 0JUI JNO UNI 0} Jur103 AI,N0K “**,
(S661 ‘swer[ip) Surureatos

JUQIS JO o3id I19AQJ B UT 3J9[ Sem Jey) [[e QWNSuod
PINOA JBY] J[OS 0} SSQUJBAp — SSQUJLAp Jouur

Jo Fur[o) SUTW[OYMISAO UR SBM I, "[[OYS S
10J 93Ie] 003 UMOIS pey Jey) Inu & uado JorId 0)
Sur£1) oUOWOS YI] ‘JT 0] IXOU SeM IOAJRYM 1Y
peay AN 03 paydene a1om Aay) Apoq ) unino
PINO2 A3y} YSnoy) e ‘S9[OII0 JIUBW Ul PUNOI Uel
s3o[ AN "Apoq umo Awr sem a3ed o) SulsI[eal jou
a3.0 SI1 JO SIeq Q) SA)IQ [eWIUR UB NI YSop Aw
11q Y33 AN “ooey Awr padders pue arey Awr jno
pornd spuey Aw sasny ma[q [ SV 31ns 1omod

e Junmp douerjdde ue oyI| sem [ ‘mes Apoqou
oenbyires ue Jo uSIs premino ay) sem asnqe-J[oS
‘Tnos Aw Jo a1uad 9y y3noayy dir e sem 1oy,

UIOOUO0D JO SINOTABYQIQ SAY) UT
Surde3us uaym syunoosde [esryder3orqoine uosiad
jsay wisnne s doad :aanoadsiad jno-oprsuy

KJIATIOR JO [0AQ] UI UOTIRIA)[E
‘so1d£109193s “(3urzoaiy)
Surmsod j1osu0 MON] | BIUOJR)RD pIjRRI-WSHNY

SInoiAeydg suisudey),

SIIPIOSIP [0.1)U0D
asndur pue anoiAeyaq Aandnisiq

J19s s11q pue soyourd sy
SJUSWIUOIIAUD 9Y) IO SIdYIO ‘J[9S
SpIEMO) PJOAIIP UOISSAIITe
PauIeISNS PUB JIIAJS AIOJA INOIARYD( snoL(ur Jps
JIIPIOSIP JAISO[dXd Jud)) LI U]
UI92U0d JO

sInorAeyaq Jo sojdurexyg

UI2OUO0J JO SINOIABYIQ
UO paseq $oSOUTeIP [BOIUI[D JOYJO pue

dDI ‘NS :eanoadsiad ug-op1sinQ
(ponunuod) z'9lL 3jqeL



251

16  Autism Spectrum Disorder

(+00T “IATIIAl SO0 29 SOOT) 1eak

®© Jnoqe Jo porrad & 1040 Juanbalj pue 910Ads
QIOW 9Wdaq A3} PUL PULY UTELIAD B JO
SSQI)$ [B100S AQ PIa33Ln) SABMIE 9IoMm SAIR)S
umopinys,, 9say [, 'y ¢ 03 dn pue urur |

se Agor1q se 10y Jreyo e ur doo[se [[of uay}
pUE SAINUIW [BIOASS J0J Yono) ay) o3 duuy
pue ‘oriqowrwut ‘Adag[s ‘aarsuodsarun awreoaq
QUS [NOLJIP 1M Jet]) syse) wrojiad o3 Jnpe
ue Aq painssaid uoym s3ures JIWIIpEde UJ,
ssonsip o3 asuodsar ur

K[9A1SSQ133e FUunor uBy) I9UJel JO1ISLId)ORIRYD
Sureq SurmeIpyiim (000T ‘YByS %3

SuIp $$00T ‘SO0 29 I9[IJA SOOT) JTUOIEIBd
pue umopinys sy} 03 AN[IGeIdU[NA ISBIOUT
Aew winnoads SV Y3 UO UOTORIANUI JO
puo aa1ssed a1ow oY) uo 3ureq pue SSQUAYS

(110T "JIpIeD) OUAIRJUO) KIRI00S onsnny
[euoneN—uwsHne yim 1oyeads) woor ayy
woIj paAowal AT[edrsAyd oq 0) 9Aey pInoys [ ‘ouw
punox Juruing sem 9snoy Ay} pue Jjo s03 I J
"Jns A[1o1dwos o3 | “wirefe a1y oy} 9] ), Ued I,
(€00t

‘SWRI[IA) UoneuLiojur urwoout jo Surssaoord
) uo umop Inys 810y 1[-Asdoide ue asnes 0y
SE PRO[IQAO JO 92139p ® yons Jura33L Jurpooy
KIOSUQS, SB QWOIPUAS Y} PasIu30Ia1 Ays J[npe
ue Sy * o o3 0) Surwod sseuguryjou yoe[q Jiq
oy}, JO presje sem 9Us PIIYd € Se S[[BI SWRI[[IA

(Y00T s007T 29 IO[IIA S00T) .~
quoje awr jomb Surpuads pue sojzznd Furyiom

¢ Surwums,, ‘uruuids ‘Furyoor oty Ay ‘dosrs
Quim “°*, (19339q UMOP INYS ) SAEW JeYA

(Y00 *s007 29 JA[[NA S00]) (500

£Qq IST] 995) " 3 po[[oA Sureq 219y} pue)s nok

0S JSIJ Op 0] JeyMm Mouy },UOpP NOA pue 9[qnoI
31q ur 9q [[1m noA Aeme JYILI SUTYIAIIAS Op
1,UOp NOA JI puE 95UO I8 NOA JB $I9pI0 SUndIyuod
JurureaIos syueagIas [[Up § Suraey Y],

(000T ‘yeuS
29 SUIA\) UOTIBATIOW UT JUDOR[
pue Kjiarssed pasearouy g

s1oypo Aq sydwoid [eqioa pue
eorsAyd Jo 9oueIa1 pasearour
s suonoe Junojduroo

pue Suneniur sanoyjIq

yovads Sunoape

OS[€ SSAUMOIS PISLIOU] :¢
SISYIO 0}

poredwod SJUSWUOIIAUD WIOS
Ul pue SANIATIOR PIJLTIUL J[3S

Ul SJUSWAOW JOJOW [BULIOU
moys Aeur ¢sysanbar 03 asuodsar
ur Afreroadse 9red pue suroped
JIOJOUI [BNSNUN ‘UMOP PIMOIS T

JIpIOSIp poour Jo erudaydoziyds
IIM PIJRIIOSSE BIUOJBIE))



252

Psychopathology When Autism
and ID Coexist

Given the evidence cited it might be hypothesised
that the presence of autism would add to the risk
for psychopathology in those with ID. Current
evidence indicates that the interplay of autism
and ID on psychopathology is complex. In a
review of 24 studies published during 2006 and
2007, McCarthy (2007) concluded that children
with ID and autism have a higher prevalence of
ADHD, mood disorders, catatonia and repetitive
behaviours compared to children without autism.
However, in a subsequent review of the literature
spanning from 2003 to 2010 concerning adults
with ID with and without autism, methodological
challenges were more apparent and conclusions
less certain (Underwood, McCarthy, &
Tsakanikos, 2010). The authors commented on
(1) the difficulties of assessing psychopathology
in adults; (2) the need to ensure that autism is
attributed accurately; (3) the importance that
studies match groups on age, gender and severity
of ID; and (4) the need to collect data on a broader
range of measures including health, social funcv-
tioning and service users experiences of mental
health services. In one population-based study,
apparent differences in mental ill health between
ID groups with and without autism were
accounted for by factors other than autism,
including ability level and Down syndrome
(Melville et al., 2008). A more recent series of
studies including mental health clinic-based
matched groups found participants with ID and
autism were less likely to have a psychiatric
disorder but had significantly lower health and
social functioning than those without no autism
(Underwood et al., 2012; Underwood, 2012).
The group with autism and ID were also more
likely to exceed the cut-off score for ‘psychiatric
caseness’ on the Developmental Behaviour
Checklist for Adults (DBC-A; Mohr, Tonge,
Einfeld, & Gray, 2004). These latter studies taken
together point to the important difference
between (a) clinical evaluation of psychiatric dis-
order and (b) psychopathology as measured by
screening tools and checklists; the former embeds
symptoms and behaviours in a psychiatric
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diagnostic formulation while the latter do not
differentiate between behaviours that may under-
pin psychiatric disorder from those related to
other aetiologies (such as autism, ID or unrecog-
nised medical conditions).

Two studies, subsequent to the literature
reviews above, reported further on psychopathol-
ogy in individuals who have ID, with and without
autism. Using a Psychopathology in Autism
Checklist (PAC), greater rates were reported of
‘any psychiatric disorder’, psychosis, depression,
anxiety and OCD in an autism-ID group (N=62)
compared to an ID only (N=132) group of ado-
lescents and adults (all p<0.05; Bakken et al.,
2010). In a population-based sample of 36 indi-
vidually matched adolescent ID and autism-ID
groups, using a standardised semi-structured
clinical evaluation of psychiatric disorder, sig-
nificant differences were reported in compulsive
behaviours (p<0.001), stereotypies (p<0.001),
anxiety (p<0.001) and fears and phobias
(p<0.05) (Bradley, Ames, & Bolton, 2011).
These background (non-episodic) behaviours
were independent from significant differences in
episodic disorders (e.g. depressive, adjustment;
Bradley & Bolton, 2006) and clinically signifi-
cant inattentive, hyperactive, impulsive behav-
iours and ADHD (Bradley & Isaacs, 2006) in the
same matched groups. This population- based
study specifically distinguished relapsing and
remitting psychiatric illness (e.g. adjustment dis-
order, depression, bipolar affective disorder) that
tended to occur for the first time in adolescence,
from disorders that may appear more insidiously
during childhood and continue into adolescence
but are not specifically episodic although may
escalate during episodic illness (e.g. ADHD).
This study and others (Cooper et al., 2007;
Howlin & Moss, 2012; Hutton et al., 2008;
Mouridsen, Rich, Isager, & Nedergaard, 2008)
demonstrate the complexity of presenting psy-
chopathology, coexisting diagnoses and the need
to take into account individual historical patterns
of mental distress.

Additionally there is emerging evidence that
circumstances external to the individual such as
staff attitudes (Rose, 2011), life events (Hulbert-
Williams & Hastings, 2008), traumatic experiences
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(Martorell et al., 2009) and other supports (Allen,
2008; Cooper et al., 2007; Smiley et al., 2007) need
to be taken into account when studying psychopa-
thology in ID.

As briefly noted above, the concept of psycho-
pathology covers a broad range of mental dis-
tress—from clearly identifiable psychiatric
disorders to behaviours and symptoms that are
inferred to be psychiatric in origin but may be
difficult to confirm definitively because of the
limited cognitive and communication capacities
of the individual with ID and autism. Some
behaviours that appear to be mental distress have
been shown to be a medical condition, e.g. GI
related (Buie, Campbell, et al., 2010; Buie,
Fuchs, et al., 2010). Alternatively psychiatric dis-
tress may be correctly identified but its origins
not fully recognised, e.g. early trauma and other
life events (Bradley, Sinclair, & Greenbaum,
2012). These diagnostic issues become more
problematic with increasing severity of ID (and
autism) and require comprehensive biopsychoso-
cial longitudinal evaluation to unravel the aetio-
logical complexities of the presenting symptoms
(Bradley & Hollins, 2010).

From the evidence reviewed above, it is appar-
ent that robust determination as to whether
autism, when coexisting with ID, contributes fur-
ther mental distress, requires, at a minimum, the
following methodological criteria to be met:

(a) All in the autism group have been correctly
identified with autism and none in the ID
group have autism (Criteria A and B: see
Table 16.1).

(b) Psychiatric disorder is correctly identified
(Criteria C, Table 16.1) as well as aetiologi-
cal factors wherever possible.

(c) Groups with and without autism are carefully
matched on gender, age and level of func-
tioning (Criteria D, Table 16.1).

Details of studies designed specifically to
compare psychopathology in individuals who
have ID with and without autism are shown in
Table 16.1. Each study has been evaluated
according to the criteria above. As can be seen
there is great variation in the extent to which
these criteria are met for each study adding
uncertainty to the interpretation of the findings.
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However, apart from these methodological
challenges there is another circumstance that is
becoming more apparent when comparing autism
and non-autism groups: that is, the continued
practice of considering psychopathology in
autism only through the lens crafted for under-
standing psychopathology in the general popula-
tion. This limited perspective and its implications
are explored in the next section.

Mental Distress Associated
with the Condition of Autism

People with autism describe a different experi-
ence of the world we share, some referring to
themselves as neuro-atypicals (Autism Network
International, Williams and Jim Sinclair (http://
www.autreat.com/History_of ANLhtml; http:/
www.autreat.com/)) compared to those without
autism (neurotypicals). Significant differences in
brain structures and neurobiological functioning
in autism have been found (Baron, Groden,
Groden, & Lipsitt, 2006; Courchesne, Webb, &
Schuman, 2011; Minshew, Scherf, Behrmann, &
Humphreys, 2011) that underpin these different
perceptual and psychological experiences (Baron
et al., 2006; Bogdashina, 2003, 2010). It can be
anticipated that mental health disturbances in
those with atypical neuro-functioning may be
both different as well as similar to those with
typical neuro-functioning. Understanding how
people with autism experience the world differ-
ently from the general population may illuminate
more accurately the nature of the mental health
disturbances they experience, the extent to which
these overlap and are different from the general
population, as well as provide opportunities for
more targeted interventions and treatment.
Processing differences and difficulties in
social and communication domains, particularly
where verbally mediated content is concerned
(e.g. speech), are well documented (Groen &
Buitelaar, 2011; Tager-Flusberg, Edelson, &
Luyster, 2011). Not so well documented in
mental health research in autism, are the specific
hyper- and hyposensitivities to sensory input
(e.g., touch, taste, smell, hearing and vision;
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Bogdashina, 2003; Caldwell & Horwood, 2008;
Grandin, 2006; O’Neill, 1998; Williams, 1999a).
These different sensory sensitivities have been
found to be pervasive, multimodal and persistent
across age and ability in children and adults with
autism (Billstedt, Carina Gillberg, & Gillberg,
2007; Leekam, Nieto, Libby, Wing, & Gould,
2007). Included in these sensory differences are
hyposensitivities to proprioception, making it
difficult for the individual to know what he/she
is doing and hence to atypical motor patterns
such as rocking, climbing, swinging, banging
and walking on toes, to help restore a sense of
body boundaries (Ayres, 1972; Ayres & Robbins,
2005; Caldwell & Horwood, 2007). Some indi-
viduals with autism meet criteria for sensory pro-
cessing disorder (SPD), a proposed new disorder
in DSM-5, characterised by persistent atypical
over- or under-responsivity to neutral sensation
(Sensory Processing Disorder (SPD) Scientific
Work Group (SWG), 2007, Appendix A; 2008,
Appendix B). Added to these different sensory
experiences, there are autism-specific difficulties
with regard to regulating behavioural responses
to contingencies in the outside world: change,
transition and choice being especially problem-
atic in these regards (Caldwell, 2006; Caldwell
& Horwood, 2007; Grandin, 1992a, 1992b;
O’Neill, 1998; Robinson, 2011; Williams, 1996),
as well as difficulties in regulating emotional
responses to internal contingencies such as
embarrassment and any form of emotional
warmth (Caldwell, 2006; Caldwell & Horwood,
2007; O’Neill, 1998).

Inside-Out Experience in Autism

The inability of the brain to keep up with filtering
and processing incoming sensory stimuli (includ-
ing proprioceptive, emotional and cognitive per-
ceptions) is described by those on the spectrum
as ‘overload’. When the resulting confusion
becomes too overwhelming, the brain ‘crashes’,
in what is termed the ‘autonomic storm’. This
experience and resultant behaviours are vividly
described in a video simulation created by a
woman with autism to help ‘neurotypicals’
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understand how powerful, dramatic and debilitat-
ing this experience is [http://www.youtube.com/
watch?v=BPDTEuotHe0]. As such, it draws
attention to ‘ordinary’ environments and circum-
stances that are intolerable for many with autism;
without this understanding their behaviour may
be misinterpreted as to its aetiology and intent:
...I process information at a slower pace than aver-
age. My brain is like a dial-up modem versus a
cable modem. Non-autistic brains are like cable
modems that take in several data packets at a time.
My brain doesn’t work that way. If you try to send
it more data than it can handle, it crashes...... 1
hear everything four times louder than a non-
autistic person ... if I don’t remove myself from
the situation I immediately go into sensory over-
load.! To someone watching, I appear to cop an
attitude or fly into a rage .... When I’m in overload
I’'m in a fight or flight response. Acting angry is a
defense mechanism ...once I am in full overload
there is nothing I can do but ride the meltdown
until I’ve expelled all my emotional energy. I just
kinda lose my head and explode and then I'm
fine ...

Others with autism have also written about
their experiences of the sometimes sliding scale
between overload and the autonomic storm.
Williams (1995), for example, describes floating
images in her brain and ‘running, running, run-
ning’ to try and keep up. Gerland (2003) describes
how as a child she experienced ‘a constant shud-
der down my spine ....... It was like the sound of
screeching chalk on a blackboard turned into a
silent concentration of feeling, then placed in the
back of my neck. From there, so metallic, the
feeling radiated out into my arms, clipped itself
into my elbows but never came to an end, never
ever came to an end’. For Williams (1999a), sen-
sations that began in the spine radiated even fur-
ther, to her feet, ‘like cracks in an earthquake’.
She describes being in terror, ‘it felt like death
coming to get me... surprising how many times a

'There is some confusion in the exact use of the term
‘overload’. Weird Girl Cindi is using it to refer to the con-
dition that other authors refer to as ‘Fragmentation’,
‘Meltdown’, and more recently, in the light of increasing
understanding of what is happening in the brain, ‘The
Autonomic Storm’ (see Table 16.2 for further descriptions
of this condition and experience of those with autism,
pp. 245-251).
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day I could be dying and still alive’. Descriptions
by children include reference to ‘my head run-
ning away’, ‘being in a car crusher’ (see
Table 16.2, for further descriptions of the experi-
ence of overload, pp. 245-251).

These experiences of fragmentation and sen-
sory chaos accord well with the proposal by
Ramachandran (2011) of a distorted salience
landscape, involving overreaction by the auto-
nomic nervous system (ANS) to (what may
appear to a non-autistic person as) apparently
‘trivial’ incoming stimuli, triggering an auto-
nomic storm accompanied by an increase in
sweating and other responses of the body’s self-
defence system. The salience theory has been
tested by measuring the Galvanic Skin Response
(GSR) which showed a heightened response to a
wide range of stimuli in children with autism
compared with children not on the spectrum
(Ramachandran, 2011).

Autism-specific differences in autonomic
functioning and anxiety have been extensively
investigated by Groden and colleagues (finding
differences in attention, habituation, general
arousal and cardiovascular response; Baron et al.,
2006; Goodwin et al., 2006; Goodwin, Groden,
Velicer, & Diller, 2007) and inferred in clinical
descriptions of individuals who ‘shut down’
(Loos Miller & Loos, 2004; Loos & Loos Miller,
2004) or become catatonic (Dhossche et al.,
2006; Fink et al., 2006; Wing & Shah, 2000)
seemingly in response to life events they experi-
ence as overwhelming.

Some people on the autism spectrum describe
their autonomic storm as initiated by an unusual
or fizzy sensation in the back of the neck
(Gerland, 2003; Williams, 1999b). They use
words such as ‘confusing’, ‘painful’ and ‘agonis-
ing’ to describe its onset (further descriptions by
authors with autism in Table 16.2, pp. 245-251).
One man described the pain triggered by his
hypersensitivity to light as 89 out of 10 com-
pared to 4-5 caused by kidney stones (Caldwell;
personal communication). Weeks (Undated) says
of the autonomic storm, ‘I would do anything to
stop it, crash my head against the wall, run in
front of a car’. Such symptoms, not infrequently
described in metaphors that focus on immediate
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sensory experiences and visual imagery, run the
risk of being misinterpreted as psychotic if these
unique ways of communicating distress are not
recognised (Howlin, 2004, Chap. 10; Palucka,
Bradley, & Lunsky, 2008).

Barron and Barron (1992); Gerland (2003);
Grandin and Scariano (1986); Jolliffe et al.
(1992); Nazeer (2006); and Williams (1999a)
also provide accounts of their response to these
painful effects of sensory overload. Grandin
(1992a, 1992b) reports ‘By focusing on the spin-
ning coin I could cut out other sounds’. When
Gerland (2003) heard the sound of a scooter rev-
ving up she would lose all sense of where up and
down were and had no idea where her feet were.
She would seek proprioceptive reassurance,
clinging to the railings in order to have a physical
point of reference.

Nazeer (2006) describes how, when it became
noisy in the pub, his friend Andre would spill
some beer on the bar and doodle in it. Focusing on
this activity enabled his friend to shut out the over-
loading chatter. Barron describes how, when he
switched the lights on and off, it gave him a won-
derful sense of security (Barron & Barron, 1992).
He knew what he was doing and it was exactly the
same each time. These repetitive patterns and
clinging grabbing behaviours in those with autism
should be seen as coping strategies against the
potential threat of being overwhelmed. In the
absence of being able to cut out the overloading
sensory clutter, they essentially attempt to find
coherence in a world marked by altered and dis-
torted sensory and proprioceptive inputs (Nazeer,
2006; see also Table 16.2 for further descriptions
of repetitive behaviours and stereotypies func-
tioning as coping strategies, pp. 245-251).

The instinct of the non-autistic world is to try
to limit these repetitive behaviours. However, if
the individual is stopped from engaging with
their point of focus, they run the risk of becoming
overloaded by incoming sensory stimuli
(Gillingham, 1998). Levels of agitation and dis-
tress rise. Misattribution of intentional states may
occur if the non-autistic perspective fails to rec-
ognise that these are attempts by the individual to
cope with their sensory distress in whatever way
he/she can; behaviours otherwise considered as
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inappropriate or even provocative, deliberate,
aggressive and ‘challenging’ (e.g. increased
grabbing and squeezing directed towards others
in a desperate attempt to restablise perception of
body boundaries) can result. As the perceived
threat increases, sensory distortions become
more urgent (see the video simulation previously
mentioned) and the repetitive behaviours become
more agitated. Other defensive strategies
employed either contingently or in sequence, if
previous attempts to reduce overload have failed,
are those of the body’s self-defence ANS
response appearing as:
» Flight: avoidance such as shutting eyes, pulling
clothes over head and turning or running away
* Fight: aggression towards the perceived
offending circumstance such as others or
objects in the environment or against self, the
individual being unable to distinguish between
what is or is not their own body
* Freeze: shutdown of everyday functions—either
partial or verging towards catatonic-like states
These coping strategies overlap and the triggers
are not always simple. For example, in terms of
eye contact, eyes may be screwed up (1) to avoid
light that is too intense and therefore painful; (2) to
shut out patterns or colours that set off the zoom-
ing, swirls and breakup of visual intake; or (3)
when the individual is with another person, where
eye avoidance occurs associated with the severe
pain that can be caused by hypersensitivity to the
body’s emotional responses (‘emotional over-
load’). Jolliffe et al. (1992) write, ‘people have
absolutely no idea how painful it is for me to look
at them’. Williams (1999a) simply calls it ‘agony’.
As the brain shuts down on some of its func-
tions, Williams (1996) describes how at times she
could either see or feel or vice versa but not both
at once. So she could either see her hand but not
feel it as part of her or feel it but not see it. As far
as she was concerned, it was just a thing floating
in front of her and she kept trying to push it away.
The experience of the brain shutting down com-
pletely is described by one child as how some-
times he can hear his teacher but sometimes
everything disappears and he has no idea what is
happening. He says his teacher does not believe
him (Caldwell, personal communication).
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Finally, the whole body may simply refuse to
move resulting in ‘shutdown’ (Loos Miller &
Loos, 2004; Loos & Loos Miller, 2004) and
catatonic-like states (Wing & Shah, 2000).

In people with autism these coping strategies
in response to environments that are experienced
as overwhelming, result in clinical presentations
(e.g. repetitive behaviours) that overlap with
behaviours (e.g. OCD) characteristic of psychiat-
ric disorders seen in the general population
(Table 16.2). Evidence from electrodermal stud-
ies of children with autism has highlighted the
use of self-stimulation activities in order to calm
hyperresponsive activity of the sympathetic
(‘“fight or flight’) branch of the ANS (Hirstein,
Iversen, & Ramachandran, 2001). In order to
ensure accurate psychiatric diagnosis (and hence
appropriate targeted treatment), it is important to
differentiate between symptoms that herald psy-
chiatric disorder and autism-specific distortions
resulting from sensory sensitivities and differ-
ences in brain processing and ANS system func-
tioning. These two perspectives focusing on
repetitive behaviours, stereotypies, anxiety disor-
ders and behaviours associated with the flight,
fight and freeze responses of the ANS are further
elucidated in Table 16.2.

While these personal accounts are from more
articulate people on the autism spectrum, similar
repetitive compulsive behaviours and anxiety
behaviours are common in those less articulate
and lower functioning. Additionally, clinical
interventions aimed at reducing overstimulating
environments, attending to sensory issues and
increasing coherence (e.g. familiar, predictable
environments, planning around transitions, care
providers using Intensive Interaction and Sensory
Integration approaches), result in reduction of
these behaviours in lower functioning individuals
as they do for the more able on the spectrum
(Caldwell & Horwood, 2008).

Summary
In this chapter our focus has been on (1)

understanding psychopathology in autism and
(2) determining whether the prevalence of
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psychopathology in those with autism and ID
is greater than those with ID alone.
1. Psychopathology in Autism

We have identified two different perspec-
tives in understanding mental distress in
autism—perspectives that touch directly on our
understanding of clinical presentations, aetiol-
ogy and consequently on treatment and preven-
tion of mental health disturbances that arise.
We refer to these two perspectives as (a) the
‘Outside-In’ approach, essentially applying
DSM/ICD criteria to presenting symptoms and
behaviours to make psychiatric diagnoses, and
(b) the ‘Inside-Out’ approach, poignant descrip-
tions by people who describe what it is like to
live with sensory hypersensitivities, sensory
integration deficits, brain processing problems
and ANS dysregulation.

Importantly the Outside-In perspective
infers psychopathology for some behaviours
that people with autism actually describe as
helping them to cope with sensory perceptual
distortions and overload consequent to these
autism-specific neurobiological differences in
brain function. The Outside-In perspective
derives from an evidence base of psychiatric
disorder as this presents in the general popula-
tion. Guidelines (also evidence based) as to
how to treat these disorders have been devel-
oped from this perspective. However, if applied
inappropriately to people with autism, treat-
ments will be offered that may be inappropriate
and indeed have serious outcomes (Esbensen,
Greenberg, Seltzer, & Aman, 2009; Propper &
Orlik, 2009).

The alternative Inside-Out perspective from
people with autism is that the world picture (asso-
ciated with neurobiological differences in autism)
is totally chaotic. In an attempt to cut down on
unfiltered sensory overload—and so make sense
of their situation—the individual may (1) focus
on a particular object or theme, idea or script
(repetitive behaviour), (2) hide their eyes or run
away (avoidance), (3) shut down the processing
of one or more of the senses or freeze (catatonia)
or (4) attack self or others (aggression).
Underlying these behaviours is a desperate search
for coherence (Table 16.2).
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This Inside-Out perspective also has
implications for the identification of those with
autism who may (or may not) have ID. Many of
these self-advocate authors describe difficulties
at school and mistaken functioning and academic
abilities which come to light only when their sen-
sory needs are accommodated.

It is hard for those without autism and without
the physical and psychological impacts of these
hypersensitivities, sensory integration deficits
and ANS dysregulation to understand the pro-
found impact these have on all aspects of daily
life; difficulties in perspective taking between
those with and without autism may be more
mutual than currently acknowledged. In relation
to catatonia seen in autism, Hare and Malone
(2004) report that existing labels may obscure an
expression of the underlying autism condition,
one which warrants a more in depth understand-
ing of the individual’s sensory, perceptual and
neurocognitive functioning.

2. Psychopathology and the Impact of Autism

Coexisting with ID

While separate studies of children and adult
populations with ID (of which up to a third may
have autism) and populations with autism (across
functioning levels but mostly reported for those
without ID) have shown increased psychopathol-
ogy compared to the general population without
these disabilities, it remains unclear whether
autism coexisting with ID gives rise to greater
psychopathology than ID alone. We have identi-
fied the need for (1) robust identification of
autism and matching of autism and non-autism
groups on variables known to impact on psycho-
pathology and (2) careful identification of mental
health disturbances that considers longitudinal
understanding of patterns, as well as aetiology, of
these disturbances. When these criteria are met,
the evidence is pointing to greater psychopathol-
ogy in children and adolescents where ID and
autism are coexisting.

Meeting these research criteria for adults is
more difficult and the picture is less clear. This
may relate in part to less robust identification of
autism in adult populations and therefore less
accuracy in identifying ID groups with and with-
out autism for comparison.
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However, it is noteworthy that to date com-
parison studies of psychopathology in ID, with
and without autism, have not considered the
autism-specific differences we have described in
this chapter, differences that would be anticipated
to impact significantly on behaviour in everyday
settings: for example, when reporting anxiety
behaviours noting whether there are any autism-
specific hypersensitivities and whether accom-
modations have been made to reduce exposure to
distressing and sometimes painful ‘everyday’
sensory events.

Implications for Future Research on
Psychopathology in ID with and
Without Autism

Population-based studies, controlling for relevant
variables and using robust screening and assess-
ment tools, will determine whether there are dif-
ferences in behaviours related to mental health
between those who have ID with and without
autism. Relevant variables already acknowledged
in current matching studies (see Table 16.1
Criteria) include chronological age, gender and
level of functioning (acknowledging that those
with autism may function differently depending
on whether verbal or non-verbal skills are being
tested). Syndrome diagnosis is increasingly being
recognised as relevant to specific types of mental
ill health (Society for the Study of Behavioural
Phenotypes (SSBP), 2011) and matching on these
is recommended, though difficult in practice given
the relatively low prevalence of these syndromes.
As noted, understanding the aetiology of any
differences found between autism and non-autism
groups is likely to be restricted if these behaviours
are viewed only through the lens of our current
understanding of mental health disorders (DSM
criteria) in the general population. Assessment
tools developed to measure autism-specific
behaviours across the life span and across levels
of functioning will more accurately identify those
behaviours that are associated with autism and
those that represent the onset of psychiatric disor-
der. The DISCO is one such tool; the use of this
diagnostic approach resulted in the first system-
atic identification of (a) atypical sensory responses
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and found these to be present in over 90 % of
those with autism (Billstedt et al., 2007; Leekam
et al., 2007) and (b) autism-associated catatonia
present in 17 % individuals (Wing & Shah, 2000).
Neither of these conditions had been previously
identified using tools developed from DSM crite-
ria. We recommend that these neurobiological dif-
ferences in autism (e.g. hypersensitivities) and
consequent autism-specific vulnerabilities in
‘ordinary’ environments are taken into account
when studying psychopathology in autism.

Clinical practice attests to effective outcomes
in reducing anxiety, repetitive behaviours and
catatonia when environments and supports that
are offered acknowledge these autism-specific
vulnerabilities and needs; in our clinical practice
we refer to these environments as ‘autism
friendly’. Future research might evaluate the
impact on mental health of implementing such
autism-friendly environments and supports.
Using an analogy to reading ability, the latter can
only be accurately evaluated when the person
who requires glasses to see the script is provided
with glasses; likewise differences in ‘psychopa-
thology’ (DSM, ICD criteria) may only be evi-
dent when the individual with autism is provided
with appropriate supports and does not have to
struggle so hard to make sense of their world and
retreat into repetitive behaviours and fight, flight
and freeze responses when these are not offered.

Finally, more formal involvement of self-
advocates with autism in future mental health-
related research might ensure that conceptuali-
sation of mental health disorders in autism is not
biased in favour of the non-autism perspective.
This should include more efforts to understand
the experiences of individuals with ID, not just
those with high-functioning autism.
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