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Autism
Overview

Autism affects the way that someone engages
with the world around them. A crossgovernment adult autism strategy, Think
Autism, was published in 2014. This note
provides an overview of policy issues that are
relevant to autistic people and their families.

What is autism?
Autism is a lifelong developmental condition that affects the
way that a person interacts with and experiences the world
around them.1,2 Throughout this note, the term “autistic” will be
used, as preferred by a small majority of the autistic
community.3 Autism is clinically defined by difficulties in social
interaction and communication, and the presence of restrictive
or repetitive behaviours and interests.4,5 While autism is often
characterised by social difficulties, non-autistic people can also
have difficulty knowing or understanding what autistic people
think or feel.6–11
The way that autistic people process their environment can lead
to areas of strength or difficulty, that vary between individuals
and may not be immediately obvious.12–14 For example, autistic
people can have:
◼ Strong attention to detail15–18
◼ Above average technical19 or creative skills20,21
◼ Character strengths, such as honesty and loyalty22,23
◼ Differences in sensory processing, including over- and undersensitivity24–27
◼ Difficulty predicting what is going to happen next 28–30
◼ Difficulty knowing or understanding what other people think
or feel31–33

◼ Autism affects at least 1% of the population,
although it is likely that this is underestimated, particularly in non-males.
◼ Autism frequently co-occurs with other
conditions, including mental health
conditions, learning disability, and epilepsy.
◼ A range of interventions are available for
autistic people, which include treatment of
co-occurring conditions, support with
communication, and providing support for
parents and families.
◼ The Autism Act (2009) and relevant
strategies have increased autism
awareness, but autistic people continue to
be disadvantaged in areas including health
outcomes, education, employment, and the
criminal justice system.
Autism varies widely and is often referred to as a spectrum.
However, this spectrum is not linear34 - it is not possible to line
autistic people up in order of being more or less autistic.1
Instead, there is a constellation,1,35 as different features of
autism vary from individual to individual,36,37 as well as over the
lifespan.38–40 How an autistic person appears in a particular
environment may not be representative of how they appear in
other environments.1

Prevalence
A review of the research found that the estimated global
prevalence of autism is 1.04%,41 equivalent to 700,000 autistic
people in the UK.42,43 Recent UK estimates suggest that the
diagnosis of autism in children is around 1.6%.44,45 Autism is
thought to be three times more common in men than women.46
Researchers have suggested that autism may be underdiagnosed in adults,13 females,47 gender-fluid and non-binary
people,48 and those from ethnic minorities.49

Diagnosis
Autism is identified through clinical observation of behaviour,
and developmental history.50 The earliest age at which autism
can be diagnosed is currently 2 years,51 although indicators that
a child might be autistic can appear earlier.52–56 The average
age of childhood autism diagnosis in the UK is around 4.5
years.57 There is currently no biological test for autism.34
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Box 1: The autism community - research priorities
UK autism research charity Autistica asked autistic people,
their families, and professionals, what areas and topics
autism research should address.86 In 2016, they identified
the following ten research areas, in order of priority for the
autism community:
◼ Improving mental health outcomes
◼ Language and communication interventions
◼ Provision of adult social care
◼ Interventions to reduce anxiety
◼ Supporting the best education, life, and social outcomes
across the lifespan
◼ Supporting parents and families to better understand
autism
◼ Diagnosis of autism in adulthood
◼ Person-centred support for autistic employees
◼ Understanding sensory processing
◼ Service delivery to meet the needs of autistic people
Concerns about an autism diagnosis are primarily raised by
parents, but may also be flagged by health visitors, GPs or
other practitioners, and education staff.58,59 Screening tools are
available for children56,55 and adults60 that may be useful for
recording areas of concern but cannot provide a
diagnosis.55,56,61 The autism strategy recommends GPs refer
individuals or families to a specialist autism team, who will
conduct assessments (including questionnaires, interviews, or
observations across home, school or work), and provide
support (including information about autism and intervention
options).
Recognition and diagnosis of autism can be delayed due to
social camouflaging, which is the conscious or unconscious
masking of behaviours or traits so that an individual may
appear non-autistic.62–64 It is a behaviour that autistic people,
particularly those without learning disability, may use in order
to “fit in.”64–66 Autistic people, particularly women, have
reported that camouflaging can have a profoundly negative
impact on mental health.65–68
NICE recommends that a diagnostic assessment for autism be
started within 3 months of referral, for both children and
adults.5,69 However, only 18% of local authorities in England
reported meeting this target in 2018.70 UK surveys suggest that
the average waiting time between raising concerns with a
health professional and receiving a diagnosis is 3.6 years for
children,58 and over 2 years for adults.59

Causes
Autism can run in families,71–73 and is thought to be caused by a
combination of genetic and environmental factors.74–77 The
precise cause is unknown; there is not one particular gene that
is known to be affected in all autistic people, nor does having a
particular genetic variant mean that someone is autistic.78,79
Rates of autism are slightly higher in children with older
parents,80,81 and in cases where a mother has had gestational
diabetes or infection during pregnancy.82
There has been substantial research investment in the UK to
identify causes of autism.83,84 The autism community feel that
research should be aligned with their priorities,83–85 which
currently do not include research into causes (Box 1).
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Co-occurring conditions
NICE estimates that around 70% of autistic people have an
additional condition, which is “often unrecognised”.5,69 The main
conditions that co-occur more frequently in autistic people
compared with the general population include:
◼ Mental health conditions. Research suggests that 70% of
autistic people have a mental health condition, and that 40%
have two or more.87–89 Autistic people are up to four times
more likely to have anxiety,90 and twice as likely to have
depression.91 Research has shown that autistic people are
more vulnerable to negative life experiences, which may also
impact mental health.88,92 Compared to the general
population, autistic people report having a lower quality of
life.93,94
◼ Neurodevelopmental conditions. These are caused by
differences in early brain development, and affect the way
that a person processes information, thinks, or learns.
Autism is one such condition, and it is common for autistic
people to have other neurodevelopmental conditions.95
These include general learning disabilities (affecting between
15% and 30% of autistic people96–98), specific learning
difficulties (such as dyslexia and attention-deficit hyperactivity disorder99), and other conditions such as epilepsy.100
Delays in language development are common in autism,35
and up to 30% of autistic people are non-speaking
(completely, temporarily, or in certain contexts).
◼ Other conditions. Other health conditions, such as sleep
problems,101 gastrointestinal issues102 and temporary
immobility or catatonia.103

Health inequalities
Research has consistently found increased rates of many
physical and mental health conditions in autistic people relative
to non-autistic people.104,105,98 A study based on the whole
Swedish population found that the average life expectancy of a
non-autistic person is 70.2 years, compared to 53.9 years for
an autistic person without learning disability, and 39.5 years for
an autistic person with learning disability.105
Suicide is a leading cause of early mortality amongst autistic
people.105,106 A large UK study found that 66% of autistic adults
without a learning disability had contemplated suicide,
compared with 17% of non-autistic adults.107 Research has
suggested that 14% of autistic children experience suicidal
thoughts, compared with 0.5% of non-autistic children.108
Preliminary research has also linked persistent social
camouflaging to increased risk of suicide.68

Interventions and support
There is consensus amongst autistic people and researchers
that the goal of an intervention should be to help an autistic
person reach their full potential, and provide the skills required
to do so.1,109 Interventions currently available to autistic people
and their families include pharmaceuticals to manage and treat
co-occurring conditions,105,110,111 learning materials or
technologies to support communication,112 and support for
families and carers.113 NICE guidelines state that
pharmaceuticals should not be used to treat the core features
of autism.5,69 Some autism interventions can cause long-term
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physical and mental harm.114,115 Research has suggested that
many interventions currently available to autistic people are not
effective.109,112,116,117

Interventions for co-occurring conditions
Providing support and treatment for conditions that co-occur
with autism can improve quality of life.93,94 Treatments for
medical conditions that co-occur with autism are available, such
as medication for managing attention difficulties 118 and sleep
problems.119 Service providers and autistic people believe that
treatments for mental health problems need to meet the needs
of autistic people.69,120–122 Research suggests that group-based
cognitive behavioural therapy is effective for anxiety in autistic
children,123 but individual therapy may better suit other
ages.110,124

Individual support
Autistic people can require additional support around periods of
support for social or hormonal transitions, such as between
education and employment,125–127 or during puberty128 and
menopause.129 For adults, research has suggested that one-toone mentoring could provide targeted and timely support, such
as helping someone to find a job.130 Other approaches include
befriending schemes, which can provide social support. The
National Autistic Society offer befriending and mentoring
schemes for children and adults.131

Support for families and caregivers
Autism can have a significant impact on family life.113 Service
providers recognise the importance of providing carers of
autistic children with a good understanding of autism and
appropriate support for families.113 Local authorities have a duty
to provide a range of respite options for disabled children and
their families, such as after school play schemes, overnight
stays, or longer breaks.132
The Preschool Autism Communication Trial (PACT) aims to
provide parents with a positive perception of autism, and skills
to encourage communication with their child, through group
training over several months. Research has shown that parent
training via PACT has a long-term positive impact on child
development, including social skills.133,134 Other approaches
include the EarlyBird parent-training program offered by the
National Autistic Society, which has limited research evaluation
to date.135,136 Other family support groups are currently in
development.137–139

Legislation and policy
Autism covers many areas of legislation and policy, and each of
the devolved nations has a different approach (Box 2). For a
summary of policies related to autism across the UK, see the
House of Commons Library briefing paper.140 The Autism Act
(2009)141 is the first individual disability-specific legislation in
England.140 The Act put a duty on the government to meet the
needs of autistic adults by producing an Autism Strategy and
statutory guidance for local authorities.140
In England, progress in implementing the Autism Strategy’s
recommendations for service provision is partly monitored by
the Autism Self-Assessment Framework. Survey responses are
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Box 2: Policies for autistic people across the UK
Each of the devolved administrations are responsible for
setting their own policies about service provision for autistic
people.140 The following either make specific provisions for
autistic people or are particularly relevant to their needs.
UK-wide legislation
◼ Mental Capacity Act (2005). Aims to protect people who
may lack the mental capacity to make their own decisions
on treatment
◼ Equality Act (2010). Specifies reasonable adjustments be
provided across services, including education and the
workplace
England
◼ Mental Health Act (1983). Covers the assessment,
treatment and rights of people with a mental health
disorder
◼ Children and Families Act (2014). Particularly section 3 on
special educational needs and disabilities
Scotland
◼ Scottish Strategy for Autism (2011), and Scottish
Government priorities for 2018-2021142,143
◼ Children and Young People Act (2014) and Education Act
(2016)
◼ Adults with Incapacity Act (2000) and Mental Health Act
(2015)
Northern Ireland
◼ Mental Health Order (1986) and Mental Capacity Act
(2016)
◼ Autism Act (2011) and autism strategy (2013-2020)144
◼ Education Act (2014)
Wales
◼ Welsh Autism Spectrum Disorder Strategic Action Plan
(2008), and corresponding strategy for 2018-2021145,146
published by Public Health England, and the most recent
assessment was completed in 2018 by 92% of authorities.70
The 2018 report showed that five of the eight assessed areas
(service planning, staff training, diagnosis, provision of social
care, and employment) had seen falls in ratings across England,
compared with the 2016 report.70
A report from the All-Party Parliamentary Group on Autism
found that only 8% of autistic people and 5% of family
members felt that health and care services had improved since
the Autism Act.147 While the Act has increased awareness of
autism, many autistic people continue to have poor outcomes
across health, social care, employment, and the criminal justice
system.147

Provision of services for autistic people
Autism places a large cost on services, and economic analyses
have suggested that this cost can be reduced by providing
effective support for autistic people and their families.148,149 This
includes improving access to education and employment and
treating co-occurring conditions.106,150

Physical and mental health services
The Think Autism strategy: governance refresh (2018)151 and
the NHS Long Term Plan (2019)152 both highlight the need to
reduce early mortality in autistic people. In the UK, annual
health checks are currently being developed for autistic people
to increase detection of health conditions.153 According to a
recent report, a high proportion of people who are segregated
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Box 3: Accessible and autism-friendly public spaces
There are many ways to increase public understanding of
autism and provide inclusive spaces for autistic people.
Example initiatives include:
◼ In 2017, the Houses of Parliament received an Autism
Friendly Award.192 The parliamentary website provides
information for autistic people visiting parliament for
recreation and business.193
◼ The “Please offer me a seat” campaign by Transport for
London can help autistic people who struggle with sensory
aspects of public transport.194 Autistic people and their
families may be eligible for a Blue Badge to access
disabled parking spaces.195
◼ Businesses such as cinemas and supermarkets can
provide an Autism Hour by dimming lights and turning off
music.196
◼ Sensory or quiet rooms can provide a space for autistic
people to manage sensory overload.197
154

or detained in mental health institutions are autistic. The NHS
aims to reduce the number of autistic people in mental health
hospitals, and improve mental health support for autistic people
in the community.152 In 2019, the Department of Health and
Social Care announced £1.4million of government funding to
develop a new training package on learning disability and
autism for health and social care staff, which would cover topics
such as making reasonable adjustments and adapting
communication styles.155,156
There is a concern that medications that affect psychological
functioning, such as anti-psychotics, are over- prescribed
among autistic people.157 Public Health England reported that
autistic people and those with learning disabilities are more
likely to be inappropriately prescribed these medications than
the general population, and at higher dosages.158,159 The NHS
launched a campaign to reduce over-prescribing in this
group.160,161
Research has shown that GPs162 and psychiatrists163 self-report
a lack of confidence in providing care for autistic patients. The
Royal College of General Practitioners’ Autistic Spectrum
Disorders Toolkit164 provides guidance for practitioners to
support autistic people and their families. Autism Alert cards
inform people that someone is autistic and can be useful in
medical or community settings.165,166 A group of autistic young
people at Ambitious about Autism developed the Know Your
Normal toolkit, which may help some autistic people identify
and communicate changes in their health and well-being.167,168
There is consensus among stakeholders that understanding the
health and social care needs of autistic older adults is an
emerging area of priority.169–171,129

Education
Autistic children and young people often need educational
support, which works best when it is personalised to the
individual.172 Autistic people can require additional support
during transition between educational stages,125,127 including
into further or higher education.173 Across the UK, educational
support is provided on a basis of needs (such as learning,
communication, behaviour and sensory needs), and autism cuts
across all of the main areas.174 Preliminary data have suggested
that autistic children are up to three times more likely than

children without special educational needs and disabilities
(SEND) to be excluded from school.175,176
The Children and Families Act (2014) and accompanying SEND
code of practice (2015) aim to establish a multi-agency, personcentred system for addressing the needs of children and young
people with SEND, with an emphasis on preparation for
adulthood.177 This includes Education, Health and Care plans for
children with more complex needs. An inquiry from the
Education Committee highlighted that many families continue to
face barriers in accessing education provision and services,178
and that there is variation in the extent of person-centred
provision.156,172 In 2019, the government announced a review to
evaluate and address implementation of these SEND reforms.179

Employment
Research has suggested that autistic people have the lowest
employment rates of all disability groups.126,147,180,181 In the
2018 autism self-assessment framework, employment showed
the least improvement since 2016.70 In 2019, the government
made a commitment to record the number of autistic people in
employment across the UK via the Labour Force Survey.182
Many autistic people can and do work,180 but face barriers in
employers’ understanding of autism and lack of reasonable
adjustments.181,183 The Department of Work and Pensions and
the Autism Alliance produced an Autism and Neurodiversity
Toolkit,184 which promotes awareness and understanding of
autism and other neurodevelopmental conditions in the
workplace. Research suggests that tailored support can reduce
pre-university anxiety172 and improve graduate employment.185

Criminal justice system
It is estimated that autistic people are up to seven times more
likely than the general population to be involved in the criminal
justice system, as a victim, a witness or a defendant.186–189 Poor
understanding and accommodation of autistic people’s needs
can cause negative experiences in the justice system.187,190
Researchers have recommended that autism training be
provided to all frontline police officers and other staff such as
the public prosecution services.147 The custody environment
could be adapted to better meet the sensory needs of autistic
people – such as, providing a quiet area, and use of
communication aids.189

Access and inclusion
Stakeholders recognise the importance of including autistic
people and their families in delivering policies and services for
autistic people,83,85,156 and increasing understanding of autism
amongst the general public (Box 3). Further recommendations
from stakeholders147 to improve outcomes for autistic people
include:
◼ Establishing well-resourced specialist autism teams in each
local authority.147 One model that worked well in Scotland
was a comprehensive One Stop Shop for diagnosis,
information, and support for autistic people of all ages,
support needs, and their families.121,191
◼ Training, which is led by autistic people, be delivered across
sectors, including social care and education.156

POST is an office of both Houses of Parliament, charged with providing independent and balanced analysis of policy issues that have a basis in science and technology.
POST is grateful to Margaret Laurie for researching this briefing, to the British Psychological Society for funding her parliamentary fellowship, and to all contributors and
reviewers. For further information on this subject, please contact the co-author, Pete Border. Parliamentary Copyright 2020.

POSTNOTE 612 January 2020 Autism

Endnotes
1.
2.
3.
4.

5.

6.
7.
8.

9.

10.

11.

12.
13.
14.
15.

16.
17.
18.
19.

20.

Fletcher-Watson, S. et al. (2019). Autism: A New
Introduction to Psychological Theory and Current Debates.
Taylor and Francis.
Frith, U. (2003). Autism: Explaining the Enigma. WileyBlackwell.
Kenny, L. et al. (2016). Which terms should be used to
describe autism? Perspectives from the UK autism
community. Autism, Vol 20, 442–462.
National Collaborating Centre for Mental Health (2013).
Autism: The management and support of children and
young people on the autism spectrum. The British
Psychological Society and The Royal College of
Psychiatrists.
National Institute for Health and Care Excellence (2017).
Autism spectrum disorder in under 19s: recognition,
referral and diagnosis. National Institute Health and Care
Excellence.
Milton, D. E. M. (2012). On the ontological status of
autism: the ‘double empathy problem’. Disabil. Soc., Vol
27, 883–887.
Crompton, C. J. et al. (2019). Autistic peer to peer
information transfer is highly effective. Open Sci. Framew.,
Crompton, C. J. et al. (2019). “I never realised everybody
felt as happy as I do when I am around autistic people”: a
thematic analysis of autistic adults’ relationships with
autistic and neurotypical friends and family. Open Sci.
Framew.,
Morrison, K. E. et al. (2019). Variability in first impressions
of autistic adults made by neurotypical raters is driven
more by characteristics of the rater than by characteristics
of autistic adults. Autism Int. J. Res. Pract., Vol 23, 1817–
1829.
Sasson, N. J. et al. (2019). First impressions of adults with
autism improve with diagnostic disclosure and increased
autism knowledge of peers. Autism Int. J. Res. Pract., Vol
23, 50–59.
Heasman, B. et al. (2018). Perspective-taking is two-sided:
Misunderstandings between people with Asperger’s
syndrome and their family members. Autism Int. J. Res.
Pract., Vol 22, 740–750.
Autistica (2019). Action Briefing: Strengths-based
approaches. Autistica.
Kapp, S. K. et al. (2013). Deficit, difference, or both?
Autism and neurodiversity. Dev. Psychol., Vol 49, 59–71.
Courchesne, V. et al. (2015). Autistic children at risk of
being underestimated: school-based pilot study of a
strength-informed assessment. Mol. Autism,
Baron-Cohen, S. et al. (2009). Talent in autism: hypersystemizing, hyper-attention to detail and sensory
hypersensitivity. Philos. Trans. R. Soc. B Biol. Sci., Vol 364,
1377–1383.
Meilleur, A.-A. S. et al. (2015). Prevalence of Clinically and
Empirically Defined Talents and Strengths in Autism. J.
Autism Dev. Disord., Vol 45, 1354–1367.
Happé, F. et al. (2006). The Weak Coherence Account:
Detail-focused Cognitive Style in Autism Spectrum
Disorders. J. Autism Dev. Disord., Vol 36, 5–25.
Murray, D. (2018). Monotropism – An Interest Based
Account of Autism. in Encyclopedia of Autism Spectrum
Disorders. (ed. Volkmar, F. R.) 1–3. Springer.
Greenberg, D. M. et al. (2018). Testing the EmpathizingSystemizing theory of sex differences and the Extreme
Male Brain theory of autism in half a million people. Proc.
Natl. Acad. Sci. U. S. A., Vol 115, 12152.
Pring, L. et al. (2012). Creativity in savant artists with
autism. Autism, Vol 16, 45–57.

Page 5

21. Liu, M.-J. et al. (2011). Are children with Asperger
syndrome creative in divergent thinking and feeling? A
brief report. Res. Autism Spectr. Disord., Vol 5, 294–298.
22. Schipper, E. de et al. (2016). Functioning and disability in
autism spectrum disorder: A worldwide survey of experts.
Autism Res., Vol 9, 959–969.
23. Hendricks, D. (2010). Employment and adults with autism
spectrum disorders: Challenges and strategies for success.
J. Vocat. Rehabil., 125–134.
24. Robertson, C. E. et al. (2017). Sensory perception in
autism. Nat. Rev. Neurosci., Vol 18, 671–684.
25. Crane, L. et al. (2009). Sensory processing in adults with
autism spectrum disorders. Autism, Vol 13, 215–228.
26. Tavassoli, T. et al. (2014). Sensory over-responsivity in
adults with autism spectrum conditions. Autism Int. J. Res.
Pract., Vol 18, 428–432.
27. Robertson, A. E. et al. (2015). The sensory experiences of
adults with autism spectrum disorder: A qualitative
analysis. Perception, Vol 44, 569–586.
28. Pellicano, E. et al. (2012). When the world becomes ‘too
real’: a Bayesian explanation of autistic perception. Trends
Cogn. Sci., Vol 16, 504–510.
29. Sinha, P. et al. (2014). Autism as a disorder of prediction.
Proc. Natl. Acad. Sci., Vol 111, 15220–15225.
30. Van de Cruys, S. et al. (2014). Precise minds in uncertain
worlds: Predictive coding in autism. Psychol. Rev., Vol 121,
649–675.
31. Baron-Cohen, S. (2000). Theory of mind and autism: A
review. in International Review of Research in Mental
Retardation. Vol 23, 169–184. Academic Press.
32. Senju, A. et al. (2009). Mindblind eyes: an absence of
spontaneous theory of mind in Asperger syndrome.
Science, Vol 325, 883–885.
33. Senju, A. (2012). Spontaneous theory of mind and its
absence in autism spectrum disorders. Neurosci. Rev. J.
Bringing Neurobiol. Neurol. Psychiatry, Vol 18, 108–113.
34. Wing, L. (1997). The autistic spectrum. The Lancet, Vol
350, 1761–1766.
35. Lord, C. et al. (2018). Autism spectrum disorder. The
Lancet, Vol 392, 508–520.
36. de Schipper, E. et al. (2015). Ability and Disability in
Autism Spectrum Disorder: A Systematic Literature Review
Employing the International Classification of Functioning,
Disability and Health-Children and Youth Version. Autism
Res. Off. J. Int. Soc. Autism Res., Vol 8, 782–794.
37. Krieger, B. et al. (2018). Supporting and hindering
environments for participation of adolescents diagnosed
with autism spectrum disorder: A scoping review. PLoS
ONE, Vol 13,
38. Turcotte, P. et al. (2016). Service Needs Across the
Lifespan for Individuals with Autism. J. Autism Dev.
Disord., Vol 46, 2480–2489.
39. Matson, J. L. et al. (2016). Autism spectrum disorders:
management over the lifespan. Expert Rev. Neurother.,
Vol 16, 1301–1310.
40. Lever, A. G. et al. (2016). Psychiatric Co-occurring
Symptoms and Disorders in Young, Middle-Aged, and
Older Adults with Autism Spectrum Disorder. J. Autism
Dev. Disord., Vol 46, 1916–1930.
41. MacKay, T. et al. (2017). The microsegmentation of the
autism spectrum: Economic and research implications for
Scotland. The Scottish Government.
42. Baird, G. et al. (2006). Prevalence of disorders of the
autism spectrum in a population cohort of children in
South Thames: the Special Needs and Autism Project
(SNAP). Lancet Lond. Engl., Vol 368, 210–215.
43. Brugha, T. et al. (2012). Estimating the Prevalence of
Autism Spectrum Conditions in Adults. 31.
44. Rydzewska, E. et al. (2018). Prevalence of long-term
health conditions in adults with autism: observational

POSTNOTE 612 January 2020 Autism

45.
46.

47.
48.
49.
50.
51.

52.
53.
54.
55.
56.

57.

58.
59.
60.

61.
62.
63.

64.

study of a whole country population. BMJ Open, Vol 8,
e023945.
Taylor, B. et al. (2013). Prevalence and incidence rates of
autism in the UK: time trend from 2004–2010 in children
aged 8 years. BMJ Open, Vol 3, e003219.
Loomes, R. et al. (2017). What Is the Male-to-Female
Ratio in Autism Spectrum Disorder? A Systematic Review
and Meta-Analysis. J. Am. Acad. Child Adolesc. Psychiatry,
Vol 56, 466–474.
Hull, L. et al. (2017). Protective effect or missed
diagnosis? Females with autism spectrum disorder. Future
Neurol., Vol 12, 159–169.
George, R. et al. (2018). Gender identity and sexual
orientation in autism spectrum disorder. Autism Int. J.
Res. Pract., Vol 22, 970–982.
Hussein, A. M. et al. (2019). Understanding and awareness
of autism among Somali parents living in the United
Kingdom. Autism Int. J. Res. Pract., Vol 23, 1408–1418.
Falkmer, T. et al. (2013). Diagnostic procedures in autism
spectrum disorders: a systematic literature review. Eur.
Child Adolesc. Psychiatry, Vol 22, 329–340.
Constantino, J. N. et al. (2016). Diagnosis of autism
spectrum disorder: reconciling the syndrome, its diverse
origins, and variation in expression. Lancet Neurol., Vol 15,
279–291.
Zwaigenbaum, L. et al. (2005). Behavioral manifestations
of autism in the first year of life. Int. J. Dev. Neurosci., Vol
23, 143–152.
Elsabbagh, M. et al. (2016). Autism and the Social Brain:
The First-Year Puzzle. Biol. Psychiatry, Vol 80, 94–99.
Kleinman, J. M. et al. (2008). Diagnostic stability in very
young children with autism spectrum disorders. J. Autism
Dev. Disord., Vol 38, 606–615.
Zwaigenbaum, L. et al. (2015). Early Screening of Autism
Spectrum Disorder: Recommendations for Practice and
Research. Pediatrics, Vol 136 Suppl 1, S41-59.
Allison, C. et al. (2012). Toward brief “Red Flags” for
autism screening: The Short Autism Spectrum Quotient
and the Short Quantitative Checklist for Autism in toddlers
in 1,000 cases and 3,000 controls. J. Am. Acad. Child
Adolesc. Psychiatry, Vol 51, 202-212.e7.
Brett, D. et al. (2016). Factors Affecting Age at ASD
Diagnosis in UK: No Evidence that Diagnosis Age has
Decreased Between 2004 and 2014. J. Autism Dev.
Disord., Vol 46, 1974–1984.
Crane, L. et al. (2016). Experiences of autism diagnosis: A
survey of over 1000 parents in the United Kingdom.
Autism Int. J. Res. Pract., Vol 20, 153–162.
Crane, L. et al. (2018). Autism Diagnosis in the United
Kingdom: Perspectives of Autistic Adults, Parents and
Professionals. J. Autism Dev. Disord., Vol 48, 3761–3772.
Ruzich, E. et al. (2015). Measuring autistic traits in the
general population: a systematic review of the AutismSpectrum Quotient (AQ) in a nonclinical population sample
of 6,900 typical adult males and females. Mol. Autism, Vol
6, 2.
Wigham, S. et al. (2018). Psychometric properties of
questionnaires and diagnostic measures for autism
spectrum disorders in adults: A systematic review. Autism,
Hull, L. et al. (2017). “Putting on My Best Normal”: Social
Camouflaging in Adults with Autism Spectrum Conditions.
J. Autism Dev. Disord., Vol 47, 2519–2534.
Livingston, L. A. et al. (2017). Conceptualising
compensation in neurodevelopmental disorders:
Reflections from autism spectrum disorder. Neurosci.
Biobehav. Rev., Vol 80, 729–742.
Lai, M.-C. et al. (2017). Quantifying and exploring
camouflaging in men and women with autism. Autism, Vol
21, 690–702.

Page 6

65. Hull, L. et al. (2019). Gender differences in self-reported
camouflaging in autistic and non-autistic adults. Autism
Int. J. Res. Pract., 1362361319864804.
66. Cage, E. et al. (2019). Understanding the Reasons,
Contexts and Costs of Camouflaging for Autistic Adults. J.
Autism Dev. Disord., Vol 49, 1899–1911.
67. Livingston, L. A. et al. (2019). Compensatory strategies
below the behavioural surface in autism: a qualitative
study. Lancet Psychiatry, Vol 6, 766–777.
68. Cassidy, S. et al. (2018). Risk markers for suicidality in
autistic adults. Mol. Autism, Vol 9,
69. National Institute for Health and Care Excellence (2012).
Autism: Recognition, Referral, Diagnosis and Management
of Adults on the Autism Spectrum.
70. Public Health England (2019). Autism self-assessment
exercise 2018: executive summary.
71. Couteur, A. L. et al. (1996). A Broader Phenotype of
Autism: The Clinical Spectrum in Twins. J. Child Psychol.
Psychiatry, Vol 37, 785–801.
72. Bralten, J. et al. (2018). Autism spectrum disorders and
autistic traits share genetics and biology. Mol. Psychiatry,
Vol 23, 1205–1212.
73. Freitag, C. M. (2007). The genetics of autistic disorders
and its clinical relevance: a review of the literature. Mol.
Psychiatry, Vol 12, 2–22.
74. LaFlamme, B. (2015). Genetic modules for autism. Nat.
Genet., Vol 47, 105–105.
75. Grove, J. et al. (2019). Identification of common genetic
risk variants for autism spectrum disorder. Nat. Genet., Vol
51, 431–444.
76. Bölte, S. et al. (2019). The contribution of environmental
exposure to the etiology of autism spectrum disorder. Cell.
Mol. Life Sci. CMLS, Vol 76, 1275–1297.
77. Karimi, P. et al. (2017). Environmental factors influencing
the risk of autism. J. Res. Med. Sci. Off. J. Isfahan Univ.
Med. Sci., Vol 22,
78. Woodbury-Smith, M. et al. (2018). Progress in the genetics
of autism spectrum disorder. Dev. Med. Child Neurol., Vol
60, 445–451.
79. Anney, R. et al. (2012). Individual common variants exert
weak effects on the risk for autism spectrum disorders.
Hum. Mol. Genet.,
80. King, M. D. et al. (2009). Estimated Autism Risk and Older
Reproductive Age. Am. J. Public Health, Vol 99, 1673–
1679.
81. Sandin, S. et al. (2016). Autism risk associated with
parental age and with increasing difference in age
between the parents. Mol. Psychiatry, Vol 21, 693–700.
82. Gardener, H. et al. (2009). Prenatal risk factors for autism:
comprehensive meta-analysis. Br. J. Psychiatry, Vol 195,
7–14.
83. Pellicano, E. et al. (2013). A Future Made Together:
Shaping autism research in the UK. Institute of Education,
University College London.
84. Pellicano, E. et al. (2014). What should autism research
focus upon? Community views and priorities from the
United Kingdom. Autism Int. J. Res. Pract., Vol 18, 756–
770.
85. Fletcher-Watson, S. et al. (2019). Making the future
together: Shaping autism research through meaningful
participation. Autism, Vol 23, 943–953.
86. Cusack, J. et al. (2016). Your Questions: Shaping Future
Autism Research. 16. Autistica.
87. Simonoff, E. et al. (2008). Psychiatric disorders in children
with autism spectrum disorders: prevalence, comorbidity,
and associated factors in a population-derived sample. J.
Am. Acad. Child Adolesc. Psychiatry, Vol 47, 921–929.
88. Griffiths, S. et al. (2019). The Vulnerability Experiences
Quotient (VEQ): A Study of Vulnerability, Mental Health

POSTNOTE 612 January 2020 Autism

89.

90.
91.

92.
93.
94.
95.
96.
97.
98.

99.

100.
101.

102.
103.
104.
105.
106.
107.

108.

and Life Satisfaction in Autistic Adults. Autism Res., Vol 12,
1516–1528.
Russell, A. J. et al. (2016). The mental health of
individuals referred for assessment of autism spectrum
disorder in adulthood: A clinic report. Autism Int. J. Res.
Pract., Vol 20, 623–627.
Hudson, C. C. et al. (2019). Prevalence of Depressive
Disorders in Individuals with Autism Spectrum Disorder: a
Meta-Analysis. J. Abnorm. Child Psychol., Vol 47, 165–175.
Rai, D. et al. (2018). Association Between Autism
Spectrum Disorders With or Without Intellectual Disability
and Depression in Young Adulthood. JAMA Netw. Open,
Vol 1, e181465–e181465.
Warrier, V. et al. (2019). Childhood trauma, life-time selfharm, and suicidal behaviour and ideation are associated
with polygenic scores for autism. Mol. Psychiatry,
Mason, D. et al. (2018). Predictors of quality of life for
autistic adults. Autism Res. Off. J. Int. Soc. Autism Res.,
Vol 11, 1138–1147.
Ayres, M. et al. (2018). A systematic review of quality of
life of adults on the autism spectrum. Autism,
Embracing Complexity (2019). Embracing complexity:
Towards new approaches for supporting people with
neurodevelopmental conditions.
Baron-Cohen, S. et al. (2009). Prevalence of autismspectrum conditions: UK school-based population study.
Br. J. Psychiatry J. Ment. Sci., Vol 194, 500–509.
Waugh, I. (2019). The prevalence of autism (including
Asperger Syndrome) in School Age Children in Northern
Ireland. Information Analysis Directorate.
Rydzewska, E. et al. (2019). Prevalence of sensory
impairments, physical and intellectual disabilities, and
mental health in children and young people with
self/proxy-reported autism: Observational study of a whole
country population. Autism Int. J. Res. Pract., Vol 23,
1201–1209.
Russell, G. et al. (2013). Co-Occurrence of Developmental
Disorders: Children Who Share Symptoms of Autism,
Dyslexia and Attention Deficit Hyperactivity Disorder. in
Recent Advances in Autism Spectrum Disorders. Volume I.
Vol 1,
Woolfenden, S. et al. (2012). A systematic review of two
outcomes in autism spectrum disorder - epilepsy and
mortality. Dev. Med. Child Neurol., Vol 54, 306–312.
Richdale, A. L. et al. (2009). Sleep problems in autism
spectrum disorders: prevalence, nature, & possible
biopsychosocial aetiologies. Sleep Med. Rev., Vol 13, 403–
411.
McElhanon, B. O. et al. (2014). Gastrointestinal symptoms
in autism spectrum disorder: a meta-analysis. Pediatrics,
Vol 133, 872–883.
Dhossche, D. M. (2014). Decalogue of Catatonia in Autism
Spectrum Disorders. Front. Psychiatry, Vol 5,
Croen, L. A. et al. (2015). The health status of adults on
the autism spectrum. Autism Int. J. Res. Pract., Vol 19,
814–823.
Hirvikoski, T. et al. (2016). Premature mortality in autism
spectrum disorder. Br. J. Psychiatry J. Ment. Sci., Vol 208,
232–238.
Autistica (2016). Personal Tragedies, Public Crisis: The
urgent need for a national response to early death in
autism. Autistica.
Cassidy, S. et al. (2014). Suicidal ideation and suicide
plans or attempts in adults with Asperger’s syndrome
attending a specialist diagnostic clinic: a clinical cohort
study. Lancet Psychiatry, Vol 1, 142–147.
Mayes, S. D. et al. (2013). Suicide ideation and attempts
in children with autism. Res. Autism Spectr. Disord., Vol 7,
109–119.

Page 7

109. Green, J. (2019). Editorial Perspective: Delivering autism
intervention through development. J. Child Psychol.
Psychiatry,
110. Rodgers, J. et al. (2018). Understanding, Recognising and
Treating Co-occurring Anxiety in Autism. Curr. Dev. Disord.
Rep., Vol 5, 58–64.
111. Rosen, T. E. et al. (2018). Co-occurring psychiatric
conditions in autism spectrum disorder. Int. Rev.
Psychiatry Abingdon Engl., Vol 30, 40–61.
112. Brignell, A. et al. (2018). Communication interventions for
autism spectrum disorder in minimally verbal children.
Cochrane Database Syst. Rev.,
113. Spain, D. et al. (2017). Family therapy for autism
spectrum disorders. Cochrane Database Syst. Rev., Vol
2017, 1–35.
114. Westminster Commission on Autism (2018). A Spectrum of
Harmful Interventions: A Short Report.
115. Green, J. et al. (2018). Annual Research Review: The state
of autism intervention science: progress, target
psychological and biological mechanisms and future
prospects. J. Child Psychol. Psychiatry, Vol 59, 424–443.
116. Reichow, B. et al. (2012). Early intensive behavioral
intervention (EIBI) for young children with autism
spectrum disorders (ASD). Cochrane Database Syst. Rev.,
Vol 10, CD009260.
117. Fletcher‐Watson, S. et al. (2014). Interventions based on
the Theory of Mind cognitive model for autism spectrum
disorder (ASD). Cochrane Database Syst. Rev.,
118. Leitner, Y. (2014). The Co-Occurrence of Autism and
Attention Deficit Hyperactivity Disorder in Children – What
Do We Know? Front. Hum. Neurosci., Vol 8,
119. Cortesi, F. et al. (2012). Controlled-release melatonin,
singly and combined with cognitive behavioural therapy,
for persistent insomnia in children with autism spectrum
disorders: a randomized placebo-controlled trial. J. Sleep
Res., Vol 21, 700–709.
120. Cooper, K. et al. (2018). Adapting Psychological Therapies
for Autism – Therapist Experience, Skills and Confidence.
Res. Autism Spectr. Disord., Vol 45, 43–50.
121. Hallett, S. et al. (2018). ‘Too complicated to treat’? Autistic
people seeking mental health support in Scotland. Autistic
Mutual Aid Society Edinburgh (AMASE).
122. Au-Yeung, S. K. et al. (2019). Experience of mental health
diagnosis and perceived misdiagnosis in autistic, possibly
autistic and non-autistic adults. Autism Int. J. Res. Pract.,
Vol 23, 1508–1518.
123. McConachie, H. et al. (2014). Group therapy for anxiety in
children with autism spectrum disorder. Autism Int. J. Res.
Pract., Vol 18, 723–732.
124. Kerns, C. M. et al. (2016). Adapting Cognitive Behavioral
Techniques to Address Anxiety and Depression in
Cognitively Able Emerging Adults on the Autism Spectrum.
Cogn. Behav. Pract., Vol 23, 329–340.
125. Taylor, J. L. et al. (2011). Employment and PostSecondary Educational Activities for Young Adults with
Autism Spectrum Disorders During the Transition to
Adulthood. J. Autism Dev. Disord., Vol 41, 566–574.
126. Howlin, P. et al. (2005). An 8 year follow-up of a specialist
supported employment service for high-ability adults with
autism or Asperger syndrome. Autism, Vol 9, 533–549.
127. Lambe, S. et al. (2019). Autism and the transition to
university from the student perspective. Autism, Vol 23,
1531–1541.
128. Steward, R. (2019). The Autism-Friendly Guide to Periods.
Jessica Kingsley Publishers.
129. Michael, C. (2016). Why we need research about autism
and ageing. Autism, Vol 20, 515–516.
130. Martin, N. et al. (2017). Does ‘mentoring’’ offer effective
support to autistic adults?: a mixed methods pilot study’.
Adv. Autism, Vol 3, 229–239.

POSTNOTE 612 January 2020 Autism

131. National Autistic Society (2018). What is mentoring? National Autistic Society.
132. Department for Education (2011). Short breaks for carers
of disabled children: Departmental advice for local
authorities.
133. Pickles, A. et al. (2016). Parent-mediated social
communication therapy for young children with autism
(PACT): long-term follow-up of a randomised controlled
trial. The Lancet, Vol 388, 2501–2509.
134. Green, J. et al. (2010). Parent-mediated communicationfocused treatment in children with autism (PACT): a
randomised controlled trial. Lancet, Vol 375, 2152–2160.
135. Palmer, M. L. et al. (2019). Feasibility study of the
National Autistic Society EarlyBird parent support
programme. Autism, e1362361319851422.
136. Dawson-Squibb, J.-J. et al. (2019). Scoping the evidence
for EarlyBird and EarlyBird Plus, two United Kingdomdeveloped parent education training programmes for
autism spectrum disorder. Autism, Vol 23, 542–555.
137. McKenzie, R. et al. (2019). SAFE, a new therapeutic
intervention for families of children with autism: study
protocol for a feasibility randomised controlled trial. BMJ
Open, Vol 9,
138. Palmer, M. et al. (2019). A novel group parenting
intervention to reduce emotional and behavioural
difficulties in young autistic children: protocol for the
Autism Spectrum Treatment and Resilience pilot
randomised controlled trial. BMJ Open, Vol 9,
139. Lodder, A. et al. (2019). Stigma of living as an autism
carer: a brief psycho-social support intervention (SOLACE).
Study protocol for a randomised controlled feasibility
study. Pilot Feasibility Stud., Vol 5, 34.
140. Parkin, E. et al. (2019). Autism – overview of UK policy
and services. House Commons Libr., 54.
141. UK Parliament. (2009). Autism Act 2009.
142. Health and Social Care, Scottish Government (2011). The
Scottish Strategy for Autism. Scottish Government.
143. Scottish Government (2018). Scottish Strategy for Autism:
outcomes and priorities 2018-2021. Scottish Government.
144. Department of Health, Northern Ireland Executive (2015).
Autism Strategy (2013 – 2020) Action Plan (2013 – 2016)
Progress Reports.
145. Welsh Government (2008). Strategic Action Plan 2008.
Welsh Government.
146. Welsh Government (2018). Autism Spectrum Disorder:
Updated Delivery Plan 2018-2021.
147. All Party Parliamentary Group on Autism (2019). The
Autism Act, 10 Years On.
148. Knapp, M. et al. (2009). Economic cost of autism in the
UK. Autism, Vol 13, 317–336.
149. Buescher, A. V. S. et al. (2014). Costs of Autism Spectrum
Disorders in the United Kingdom and the United States.
JAMA Pediatr., Vol 168, 721–728.
150. Iemmi, V. et al. (2017). The Autism Dividend: Reaping the
rewards of better investment.
151. Department of Health and Social Care (2018). Think
Autism strategy: governance refresh.
152. National Health Service (2019). Learning disability and
autism. NHS Long Term Plan 2019.
153. Autistica (2018). We will develop and test an autism health
check for use in General Practice.
154. Care Quality Commission (2019). Interim report: Review of
restraint, prolonged seclusion and segregation for people
with a mental health problem, a learning disability and or
autism.
155. Department of Health and Social Care (2019). All
inpatients with learning disability or autism to be given
case reviews.
156. National Autistic Taskforce (2019). An independent guide
to quality care for autistic people.

Page 8

157. Public Health England (2015). Psychotropic medication and
people with learning disabilities or autism.
158. Murray, M. L. et al. (2014). Pharmacological treatments
prescribed to people with autism spectrum disorder (ASD)
in primary health care. Psychopharmacology (Berl.), Vol
231, 1011–1021.
159. Park, S. Y. et al. (2016). Antipsychotic Use Trends in Youth
With Autism Spectrum Disorder and/or Intellectual
Disability: A Meta-Analysis. J. Am. Acad. Child Adolesc.
Psychiatry, Vol 55, 456-468.e4.
160. National Health Service (2016). Stopping over medication
of people with a learning disability, autism or both
(STOMP).
161. National Health Service (2018). STOMP – Stopping the
over medication of people with a learning disability, autism
or both. National Health Service.
162. Unigwe, S. et al. (2017). GPs’ confidence in caring for their
patients on the autism spectrum: an online self-report
study. Br. J. Gen. Pract., Vol 67, e445–e452.
163. Crane, L. et al. (2019). Understanding psychiatrists’
knowledge, attitudes and experiences in identifying and
supporting their patients on the autism spectrum: online
survey. BJPsych Open, Vol 5, e33.
164. Royal College of General Practitioners (2016). Autistic
Spectrum Disorders Toolkit.
165. Scottish Autism (2016). Autism Alert Card.
166. Autism Rights Group Highland (2019). ARGHCard.
167. Crane, L. et al. (2019). ‘Something needs to change’:
Mental health experiences of young autistic adults in
England. Autism, Vol 23, 477–493.
168. Ambitious About Autism (2017). Know Your Normal:
Research report.
169. Happé, F. et al. (2012). Aging in Autism Spectrum
Disorders: A Mini-Review. Gerontology, Vol 58, 70–78.
170. Perkins, E. A. et al. (2012). Into the Unknown: Aging with
Autism Spectrum Disorders. Am. J. Intellect. Dev. Disabil.,
Vol 117, 478–496.
171. National Autistic Society (2013). Ageing with Autism: A
handbook for care and support professionals. National
Autistic Society.
172. Parsons, S. et al. (2011). International review of the
evidence on best practice in educational provision for
children on the autism spectrum. European Journal of
Special Needs Education: Vol 26, No 1. J. Spec. Needs
Educ., Vol 26, 47–63.
173. Lei, J. et al. (2018). Evaluation of a Transition to
University Programme for Students with Autism Spectrum
Disorder. J. Autism Dev. Disord.,
174. Bunn, S. (2013). Special Educational Needs. Parliamentary
office of Science and Technology.
175. Ambitious About Autism (2018). We need an education.
176. House of Commons Education Committee (2019). Inquiry:
Special educational needs and disabilities.
177. Department for Education et al. (2016). A framework of
core content for initial teacher training (ITT). UK
Government.
178. Department for Education (2019). Children with special
educational needs and disabilities (SEND).
179. Department for Education et al. (2019). Major review into
support for children with special educational needs.
180. Howlin, P. et al. (2013). Social Outcomes in Mid- to Later
Adulthood Among Individuals Diagnosed With Autism and
Average Nonverbal IQ as Children. J. Am. Acad. Child
Adolesc. Psychiatry, Vol 52, 572-581.e1.
181. The National Autistic Society (2016). The Autism
Employment Gap Report.
182. National Autistic Society (2019). Government commits to
monitoring Autism Employment Gap.

POSTNOTE 612 January 2020 Autism

183. Ohl, A. et al. (2017). Predictors of employment status
among adults with Autism Spectrum Disorder. Work Read.
Mass, Vol 56, 345–355.
184. Department of Work and Pensions (2017). Autism and
Neurodiversity Toolkit for staff and managers.
185. Remington, A. M. et al. (2018). Sometimes you just need
someone to take a chance on you’: An internship
programme for autistic graduates at Deutsche Bank, UK. J.
Manag. Organ., Vol 2018,
186. Beardon, L. et al. (2018). First responders and autism. in
The Encyclopaedia of Autism Spectrum Disorders. (ed.
Volkmar, F.) Springer-Verlag.
187. Lipscombe, S. et al. (2018). Treatment of adults with
autism by the criminal justice system. UK Parliament.
188. Dickie, I. et al. (2019). Adults with a diagnosis of autism:
personal experiences of engaging with regional criminal
justice services. J. Appl. Psychol. Soc. Sci., Vol 4, 52–70.
189. Holloway, C. et al. (2019). Policy brief: Autism and
Policing. Economic & Social Research Council.
190. Crane, L. et al. (2016). Experiences of autism spectrum
disorder and policing in England and Wales: surveying
police and the autism community. J. Autism Dev. Disord.,
Vol 46, 2028–2041.
191. House of Commons Hansard (2018). Autism - Hansard.
192. National Autistic Society (2018). The Autism Friendly
Award.
193. UK Parliament (2018). Guidance for visitors with autism.
UK Parliament.
194. Transport for London (2018). Please offer me a seat.
Transport for London.
195. UK Government (2019). Blue Badge scheme: information
from your council.
196. National Autistic Society (2016). Autism Hour.
197. National Autistic Society (2018). Environment.

Page 9

