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Autism/ASD/ASC

Autism/ASD/ASC: lifelong severe
neurodevelopmental disorder(s) with a considerable

functional and financial impact on the individual and
family

Prevalence estimate of 1% in children (Baird et al,2006)

ASDs are unigue in their pattern of deficits and
areas of relative strengths

Hugh burden of care
Recent UK estimates: £28 billion (Knapp et al 2009)

Increased awareness about the needs of adults



Prevalence 2007 : all adults

Report from Adult Psychiatric Morbidity Survey 2007

Brugha et al 2009

Age group
16-44 years 45-74 years /5+ years
% % Y0
1.1 0.9 0.8




Pervasive Developmental Disorders

(ICD-10) (wHO 1992) ; (DSM-IV-TR)* (APA
1994,2000)

F84.0 Childhood autism *(Autistic disorder)
F84.1 Atypical autism

F84.2 Rett syndrome *

F84.3 Other childhood disintegrative disorder*

F84.4 Overactive disorder associated with mental
retardation and stereotyped movements

F84.5 Asperger’s Syndrome *

F84.9 Pervasive Developmental Disorder,
unspecified *(PDD-NQOS)



Autism/ Autism Spectrum
Disorders

Changes In diagnostic concept:

Autism (infantile autism)
Broad spectrum of disorders (ASD)(ASC)

(Wing 1978; Wing & Gould 1979; Frith 1991,
Volkmar et al 2004; Johnson et al 2007)



Autism &
Autism Spectrum Disorder (ASD)

Lifelong persistent difficulties
Communication & Social interactions
Restricted, repetitive & stereotyped behaviours
Additional co-morbidities



Problems with Diagnosis

“equally important to diagnose, and not diagnhose,
accurately” SIGN 2007

_ife long ‘label’ & behaviour changes with age
Developmental deviance from impairment/ delay
DIff diagnosis/how to define bdaries of spectrum
When developmental difficulties began
Co-morbidity with other disorders

Presence of non-specific difficulties that may be
Important for outcome & research

Diagnosis in adolescence / adulthood




ASD guideline documents

National Autism Plan for Children  (NAP-C) (2003)

Scottish Intercollegiate Guidelines Network SIGN
No. 98 assessment, diagnosis & clinical
Interventions for children & young people with
autism spectrum disorders: a national clinical
guideline (2007)

American practice parameters (Johnson et al 2007)
New Zealand ASD lifespan guideline (2008)

NICE ASD guidelines for children & adolescents
2009-11



New Zealand
Autism Spectrum Disorder




National Autism
Plan for Children
(NAPC)

o 200
Plan for the identification, 2000
assessment, diagnosis and access to 2000
early interventions for pre-school and 200
primary school aged children with 20
autism spectrum disorders (ASD) D

(Ann Le Couteur, chair & editod

Published National Autistic Society
2003
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NAP-C: Assessment & diagnosis

1. Collate existing information
2. ASD specific developmental history
ADI-R; DISCO; aide- memoire; 3di
3. Observational assessments (incl ADOS)
4. Individual profiling
Cognitive assessment

Communication assessment
Occupational therapy &/ or Physiotherapy




NAP-C: Assessment & diagnosis

6. Blomedical Investigations
Physical examination
Medical investigations

7. Conditions associated with ASD
Assessment for co-morbid conditions
Behaviour & mental health assessment
Family assessment

Ongoing needs /re- evaluation



Co morbidity in ASD

Medical conditions
Rutter et al 1994; Barton & Volkmar 1998; Kielinen et al 2004
Epilepsy & regression
Tuchman & Rapin 2002;Billstedt & Gillberg 2005
Disordered sleep & food selectivity
Bowers 2002; Wiggs & Stores 2004 Couturier et al 2005; Mills &
Wing 2005; Polimeni et al 2005; Keen 2008
Behaviour & mental health

Bolton & Rutter 1994:Gilchrist et al 1997: Green et al, 2000;
Gillott et al 2001; Bromley et al 2002; Mills & Wing 2005; Witner
& Lecavalier 2005: Brereton et al 2006; Hutton et al 2008



Medical investigations

Medical causes only in small percentage (10-15%)*
Neurogenetic syndromes include:
Fragile X

Neurocutanoeus disorders: Tuberose sclerosis;
neurofibromatosis

Neuromuscular disorders

Inborn errors of metabolism (Phenylketonuria; Smith-
Lemli-Opitz syndrome)

Foetal alcohol syndrome
Angelman syndrome
Rett syndrome

Recent reports: Down’s syndrome; CHARGE
syndrome; mitochondrial &/or metabolic abnormality
assoc with ASD)

Further investigations for some*



NAP-C: Behavioural and mental
health assessment

Emotional & behavioural problems (incl. attachment
pehaviours); temperament; current mental state

Differential diagnosis/ co-morbidities

_imited evidence base for using currently available
mental health diagnostic assessment tools

Few Iinstruments for use with individuals with
autism/ASD

Several studies reporting rates of co morbid
difficulties in children, adolescents & adults




Database of Children with

northern rack
foundation

Autism Spectrum Disorder

Living in the North East



Dasl"e: children with ASD in North

East
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Co morbidity in Autism Spectrum
Disorders (Simonoff et al, 2008)

Special Needs and Autism Project (SNAP)
South East London total population cohort
112 children (10- 14 years)

Child & Adolescent Psychiatric Assessment (CAPA)
70% at least one co-morbid disorder*
41% two or more

Anxiety disorders; ADHD;ODD

Few associations between risk factors & psychiatric
disorder

Autism severity nor 1Q predictor of disorder
Underpinning mechanisms?



Patterns of lifetime psychiatric disorder
(Leyfer et al, 2006)

109 children with Autism

age 5> — 17 years

Autism Co-morbidity Interview-Parent & Lifetime
version

Modified Schedule of Affective Disorders &
Schizophrenia for school aged children (kiddie-

SADS)
Comprehensive coverage



Frequencies of number of DSM-IV
diagnoses per child with autism

O frequencies%




High rates of Psychiatric co morbidity in
PDD-NOS (de Bruin et al 2007)

94 children (6-12 years)

Diagnostic Interview Schedule for Children (DISC-
IV-P)

81% at least one co morbid psychiatric disorder

62% co morbid disruptive disorder
55% anxiety disorder

Affected children had more deficits in social
communication



New Psychiatric Disorders
(Hutton, Goode, Murphy, Le Couteur & Rutter 2008)

135 (104M; 31F) adults with autism
Mean age 35 years
Performance IQ 33- 133
Standardised informant interview
17%- 21 % new disorders; no predictors
Anxiety & affective disorders; OCD; other disorders
No case of schizophrenia
? Provoking factor
Major change in residence or caregivers
Individuals may have difficulties describing feelings etc
Carers good at recognising changes in emotional state
Increased impairment in social functioning



NAP-C: Family assessment

Family is the child’s best resource
Parents described as ‘co-therapists’ since 1970’s

Framework for assessment of Children in Need and
their Families (2000) may provide a useful
framework for systematic evaluation of :

Family strengths

Parenting styles

Capacity

wider family issues



NAP-C: Outcome of the ASD
assessment process

Support through MAA and outcome of assessment
Written report & opportunities to discuss implications

Information abt ASD (incl internet) & local MA support
services

A multi -agency management plan

Agreed needs based intervention family care plan
(FCP)

Individual Therapeutic & Education Plan (IEP)

Key worker & base clinical service (US ‘medical
home’)



“Autistic spectrum disorders should not
be regarded as a label but as a signpost
to point us In the right direction”
Richard Exley, 1999




Diagnosis in adolescence &
adulthood

In UK 42% Child Development Centres offer
assessment to adolescents (NAP-C survey 2008)

Child & Adolescent Mental Health Services
Lack of transition plans to adult services

Only 14 registered adult ASD diagnostic services
across UK



Who should make the diagnosis?
MDA/MAA

Childhood:

Multi-agency team-paediatrician, SALT,
Psychologist, Psychiatrist, teachers, OT, nursing

Adults?

‘Psychiatrists should be able to diagnose
autistic-spectrum disorders in clear-cut cases’
Royal College of Psychaitrists CR136

Specialized services for assessments ??

Multi-agency expertise to plan appropriate
support services (health & social care)



Adolescents & adults with ASD
assessment process

Existing diagnosis
Transition to adult services
Service provision and resources?

Support for achieving appropriate levels of
Independent living?

Acceptance of lifelong neurodevelopmental needs

Review; re-ssssaessseait; al ey arot st s
New diagnosis?

Autism/ ASD/ASC

New additional diagnoses/ re-evaluation of needs

Equality of Access to services



|s there an Increase of
difficulties in adulthood?

Most follow-up studies report that 30- >40%
of participants show marked improvements in
late adolescence/early adulthood

Over time:

Increases in verbal 1Q
Improvements in self awareness and self control

Decreases in autistic symptomatology- social,
communication and rituals/obsessions

Wide range of individual variation

**Rituals/stereotyped behaviours & anxiety problems
major impact on outcome for some (irrespective of 1Q)**



| Exist Is the message from adults with autism, most
of whom are isolated and ignored

>1,400 people with autism replied to survey
63% of adults with autism do not have enough support to meet their needs

60% of parents say a lack of support has resulted in their son or daughter
having higher support needs in the long term

33% of adults have experienced severe mental health difficulties because
of a lack of support

41% of adults still live with their parents

92% of parents are worried about their son or daughter’s future when they
are no longer able to support them



Follow up study
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Adult outcome: (Howlin et al 2004)

@ 68 indivs; NviQ>50

Good Fair Poor



What are the benefits of receiving
a diagnosis of autism/ASD/ASC?

? Key to resources

To understand one’s self

To understand behaviour

To develop appropriate support

To provide better chances for the future

64% problems obtaining a diagnosis
68% In contact with mental health services



Associated problems (other)

Bullying- low self esteem-withdrawal

Abuse: vulnerable adults, “ sexual favours exchange
for social contact”

Violence (Threats 83%, actual 34%**)
Self harm (thoughts or actual attempt)

Offending: Misinterpretations of rules, Lack of
awareness/ concern of outcome, obsessions...

Mental capacity, consent (comprehension)



What is the impact of
autism/ASD/ASC in adulthood?

Mental health/ psychiatric services:
high rate of co-morbid mental health problems
Explain behaviour (mis-diagnosis)
|dentification of social care, self help &

Independence support and skills development
needs.




What might be the impact of a lack of
recognition of autism/ASD/ASC diagnosis

In adulthood?

Problems remain undiagnosed

_ack of provision because no planning &
orovision of services once left school and
children’s health & mental health services

Stable placements

Living with parents (but what happens in the
furure?)

Misdiagnosis (simple schizophrenia, schizoid
Personality Disorder, OCD)




Management for adults

Recognition, assessment & diagnosis
Non-phamacological intervemntions

Psycho-education: education; social skills training; social
care support, housing; employment opportunities

Modified psychotherapy: behavioural, CBT
Pharmacological interventions

Atypical antipsychotics
SSRIs



Management for adults

Multi disciplinary approach & Multi agency (social services,
housing, voluntary) (essential)

Management of co-morbidity (community mental health, crisis
teams)

Avoid hospital admissions , until more “autism friendly” unit or
specialized units unless necessatry.

“at present few psychiatric units provide the necessary settings
or staffing levels to prevent conflicts or to protect the person with
theses disorders from bullying & harassment” (RCPsych report)




Challenges & Conclusions

Lifelong developmental disorders-  a challenge or a handicap?

Ongoing & changing profile of skills & needs especially in relation
to transitions (across lifespan); indivs & families

Co-morbidity
Rates are high when compared to gen. popn. & other at
risk groups
ASD/ASC under-diagnosed in individuals w other
diagnoses

Urgent need to expand the evidence

Resources for adults of all ages

Increase opportunities for social inclusion/ ‘ASC’ friendly
environments

Social, emotional, health & mental health needs
Employment, accommodation & leisure opportunities



Thankyou !



