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Introduction

Autism is a lifelong developmental disability that affects
how a person communicates with and relates to other
people and can lead fo rigid and repetitive ways of
thinking and behaving. Once thought to be a very rare
disorder, it is now estimated that around 1 in every 100
children and adults in the UK have autism!. Although
many people with autism have an additional leaming
disability, a substantial proportion are of average or
advanced intellectual abilities. People with autism also
have increased rates of mental health problems (e.g.
anxiety, depression) and co-occuring medical conditions
(e.g. sleep difficulties, epilepsy).

Educational provision for children and young
people with autism. There are a number of options
in ferms of educational provision for pupils on the aufism
spectrum including: mainstream schools with or without
specialist resource bases and support; autism-specific
special schools as well as those with a broader intake
of children and young people with a range of different
support needs; and home-schooling. Which type of
placement best meets the needs of a young person with
autism will depend on his or her individual skills and

difficulties, as well as the family situation. Schools vary
widely in quality and expertise and careful assessment
of both the pupil and the school is needed in order to
maximise the chances of a successful placement.

Outcomes for adults with autism. Most research,
as reflected in the reports commissioned as part of the
National Strategy for adults with autism (DoH, 2010
Fulfilling and Rewarding Lives) indicates poorer conditions
in adult life for people with autism compared fo their peer
group in ferms of employment, accommodation, social
inclusion and mental health. In consequence, there has
been an increasing call for public services in England
fo be planned around the needs of adults with aufism
across the lifespan.

The Autism Education Trust (AET) is dedicated
fo coordinating and improving education support for all
children and young people with autism in England. In
early 2011 the AET commissioned a piece of research
fo explore how current educational provision
in England is preparing children and young
people with autism for good adult outcomes.

! We refer to people “with autism” or “on the autism spectrum” to include all those individuals who have a diagnosis of

autism, Asperger and Pervasive Developmental Disorder Not Otherwise Specified.
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The central questions asked as part of this
research were:

1 What do stakeholders regard as
“good outcomes” for adults from
across the autism spectrum?

2 Are current policies and practices for

educating children and young people ==
with autism designed with planning

for good adult outcomes in mind?

3 What assessment measures are
currently being used in schools and
are they measuring the right things
to help children and young people
reach a good outcome?

Educational provision and outcomes for people on the autism spectrum — executive summary




Methodology

Data were collected via a literature review and consultation with
key stakeholder groups, using online surveys, focus group
discussions ond individual interviews. Multiple methods were
used in order to collect a wide range of opinions and experiences.
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In total 1019 stakeholders contributed to the research

® 900 people from across England® responded to one of five
online surveys, tailored specifically to each stakeholder
group: 30 young people with autism; 69 adults with autism;
382 parents of children and young people with autism; 70
parents of adults with autism; 349 practitioners working in
schools and colleges.

® 35 parents, 4 young people with autism®, 17 adults with autism
and 17 practitioners working in schools took part in in-depth
focus groups within a range of contexts including: autism
specialist provisions at preschool, primary and secondary levels;
mainstream primary and secondary schools with an autism
resource base; general special schools; an adult employment
support group; adults in supported accommodation.

® A further 46 people took part in individual interviews P
either facetoface or over the telephone. These included: young
people and adults with autism; parents of adults with autism;
professionals from a range of sectors and expertise (academics,
headteachers, teaching staff, SENCos, speech and language
therapists, occupational therapists, educational psychologists,
voluntary sector sfaff, education service providers, regulators and
individuals representing professional bodies).

5 Data on the geographical distribution of respondents show that our survey has reached respondents in all except 2 English
counties and boroughs.
6 Most of the young people with aufism we spoke to in schools preferred to be inferviewed individually.

6 Educational provision and outcomes for people on the autism spectrum — executive summary
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Key findings

1 What do stakeholders regard as a “good outcome” for
adults from across the autism spectrum?

“(as a parent) if you’re asked what do you
want out of life for your child, you want
them to be happy and you want them to
fulfil their potential, whatever that is. And
you want them to have some meaningful
and purposeful activity in their adult life,
maybe some kind of paid work, maybe
not, but also leisure activity and you want
them to have meaningful relationships and
to enjoy being with other people.” [Parent of a
young adult with autism and severe learning difficulties]

The main consensus across stakeholders
was that o ‘good adult outcome’ should always be
considered within the confext of individual needs and
aspirations. Although a typical” good outcome including
employment and independence was desired by some
young people and adults as well as by parents, this was
not the case for all. It should not be assumed that that
which is a good outcome for someone without autism s
necessarily the same for someone with autism.

Enabling a person with autism to make their
own choices is key.

“People keep asking me ‘don’tyou feel lonely,
wouldn’t you like to meet more people?’...
If they didn’t keep asking me about having
friends | would be fine but the more they
go on about it the more useless | feel”.
[Adult with autism in her thirties]

Difficulties finding and/or keeping employment, problems
in finding somewhere to live and difficulties in social
relationships were frequently cited problems among adult
survey respondents, most of whom were diagnosed with
Asperger syndrome in adulthood. 48 out of 55 adults
who responded to this question (87%) agreed with the
statement that being on the autism spectrum hindered
them from doing some of the things they wanted to do
in life. Access to the right support when needed was
identified as key to a good quality of life.

With regard fo the hopes and aspirations of parents
for their children with autism as adults, the top priorities
were: emotional wellbeing (25%), ability to build social
relationships (25%), employment (22%) and developing
independent living skills (19%).

Focus groups and individual interviews frequently
identified the importance of enabling people with autism
fo have choice and control over their lives:

“In my experience the one most powerful
thing that anyone can do to help an
autistic person is to support them in living
autonomously - i.e. that their life is defined
by their own life choices. [...] Needing
support and help in a person’s life should
not EVER be used as a reason to deny
a person’s autonomy & independence.”
[Adult with autism in her fifties]

® Schools ond other service providers
should make every effort to consult all young
people with autism, including those with limited
communication means, about their desired
outcomes for adult life. This consultation should
include, where appropriate, the opinions of
parents and carers.

I ——
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2 Are current policies and practice for educating children
with autism designed with planning for good adult outcomes

in mind?

Central to educational planning should be
setting long-term targets that are realistic
and revised periodically after a consultation
with the child or young person with autism
and, where appropriate, parents and carers.

“Having a goal makes the biggest difference.
We are working with the students on a
visual pathway where it is very clear where
they are now, where they want to go to and
precisely what steps are in between. [...] It
is a way of helping them understand how
the curriculum content relates to their life”.
[Headteacher of a special residential school for 5-19
year olds]

There is a lack of policy guidance for teaching staff to
carry out educational planning towards meeting long-
ferm targefs and good adult outcomes. Practitioners are
more inclined fo plan short-to medium—term targets or fo
meet particular outputs for when the young person leaves
their provision (e.g. end of primary school). Parents
reported finding it difficult to think too far ahead in
ferms of longterm planning info adulthood as there was
so much uncertainty about their child's developmental
frajectory. Some respondents spoke of the need to begin
educational planning early, for aspirations to be realisfic
and for it to be guided by the voice and opinions of the
child or young person.

“It is good when the young person is able to
say what they want out of their education: to
choose where they live; to have meaningful
employment; to choose who they live with.
These are the sort of things that relate to
meaningful choices. Are we preparing our
young people to make those?”

[A commissioner of education services]

lack of coordinated fransition planning was noted by
many interviewees, particularly when young people are
moving from school into further/higher education or the
workplace:

“l never had any ideas about the future
or what | wanted to do when | was older.
It was only when | did work experience
that | realised what | enjoyed doing. The
career advisor at school wasn’t good. We
were given a tour of the Careers Advice
Centre and told here are the leaflets, have
a look. It wasn’t explained to me what
I needed to do to get to a particular job.”
[Adult with autism in his early twenfies]

Many adults with autism reported leaving school feeling
unprepared for the next sfeps. Specific complaints
expressed by 59 adults with autism responding to our
survey were: lack of information on what to do next
(61%); lack of opportunity to achieve the qualifications
they wanted (58%); not being provided with a number
of options to choose from when leaving school (52%);
limited choices compared to other young people (48%).

Recommendations

* Parents and school practitioners should
break down longerterm fargets (through school
and into adulthood) into small understandable
steps and a clear route o achieving these targets
should be presented to the young person. Longer-
ferm targets should be revisited annually and
adjustments made based on the pupil’s current
opinions, where appropriate, and their progress.

* The Autism Education Trust should survey
the opinions of school staff, as well as further and
higher education practitioners, regarding how
they might better support young people on the
autism spectrum into the workplace. Based on
these dafa sets, specific recommendations should
be made on how best to help young people with
autism access work experience and fo ease the
fransition from school to work [e.g. working with

the employer around autism awareness).
I ——
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There was a strong call for there to be greater
flexibility in terms of what can be taught as
part of the curriculum.

46% of the 349 respondents to the practitioner survey were
working in special or specialist services and 37% worked
in mainstream  provision. Most respondents set targets
weekly (59%), mainly based on classroom observations,
and monitoring of progress and revision of targets was most
frequently made using Individual Education Plans (IEPs).
Teachers and feaching assistants were typically involved in
the sefting of targefs.

The overall goal for most was fo teach fowards reaching
National Curriculum levels or Plevels for those pupils
working below the National Curriculum level 1. A number
of respondents felt constrained by these criteria and nofed
that in order to reach meaningful outcomes for pupils with
aufism they had fo be creative in modifying the National
Curriculum fo the individual pupil's needs. Practiioners
recognised the imporfance of academic skills but also
voiced the need to broaden the National Curriculum to
focus on social and life skill development, particularly in
mainstream seftings.

“In a special school setting they do give
more priority to life skills and can be more
flexible with the curriculum. The greater the
learning difficulty the more flexible they
can be with the learning goals”.

[Speech and language therapist working in an autism
outreach service]

The need for increased flexibility in terms of when
education goals should be completed was also noted. For
example, a student may be unable to complete GCSEs
at 16 years but be well able to do so at 18 and should
be given the opportunity to do so. Adults with autism
noted the need for a stronger focus on the acquisition
of independence and study skills (e.g. learning how to
organise homework; revise for exams efc.] during their
school years.

® The Department for Education should
provide written guidance on how teachers,
particularly in mainstream settings, can find the
right balance between teaching pupils with autism
key academic skills and teaching them skills that
fall outside of the National Curriculum (e.g.
independent living skills, social and emotional
understanding).

Educational provision and outcomes for people on the autism spectrum — executive summary 9

Key findings



Key findings

K

Children with autism require support during
school to avoid the long-term emotional
damage that can be caused by bullying. The
importance of having an early diagnosis
and help for peers and school professionals
to understand the diagnosis was highlighted
by many respondents.

“Although | had my diagnosis | didn’t feel
the teachers were sympathetic to me. They
didn’t do anything to make it easier. | was
bullied really badly. Teachers even saw it
and didn’t do anything. Eventually | blew
up and trashed the classroom and had a
nervous breakdown.”

[Adult with autism in his early twenfies]

Many respondents with autism described the debilitating
effects of bullying during their time at school, which
affected their academic achievement, mental health,
self-esteem and outcomes in adult life. Indeed, 38 out
of 70 adults surveyed (54%) reported having a mental
health difficulty.

Adults with autism we spoke o felt that teachers could
have done more to protect them from bullying and that
staff should aim af providing a “safe haven” within the
school.

Individuals who had not been diagnosed until adulthood
spoke of how knowledge about their autism during the
school years would have helped them to understand why
they felt different. Younger people noted that having a
greater knowledge of their autism could help them fo
better understand their role in social relationships.

“Having some sort of a mentor would have
been ideal. Preferably another Aspi, who’s
been there, done it... | think that would have
helped me a lot. We should employ autistic
adults who had an experience they can
share”. [Adult with autism in his thirties]

* School staff should be trained to be aware of
vulnerable pupils and the situations - particularly in
mainstream seffings — in which they are at risk of
bullying. The possibility of offering a “safe haven”
for pupils with autism should be considered.

* Schools should include time within their “flexible”
curriculum for pupils with autism to develop their
selF-owareness and to discuss their diagnosis,
should they wish fo.

¢ Local authorities should employ adults on
the autism spectrum as consultants to work with
people with autism in schools. They could be
talking about their experiences; acting as mentors
or rolemodels to demonstrate positive outcomes
in adult life.

The increased risk of exclusion from school
and the need for improved communication
amongst teaching staff and between teachers
and parents/carers was highlighted. Children,
young people and adults with autism felt that
some teaching staff lacked an understanding
of their problems.

“l don’t do the theory in Food tech[nology]
anymore as the teacher talks too fast. He

likes to get a move on.”

[Student with autism in his late teens. ]

Young people with autism expressed a desire for or
school staff to give greater consideration to their learning
needs; adults noted that more specialist support from
teachers and SENCos during their school years would
have given them a better chance of success.

“The reason why they didn’t do anything
for my special needs was that there was
just one SENCo for my whole school and

it was a big school and there were people
who had much greater needs. They only
took notice of me in the last couple of
months when | lost it and by then it was too
late” [Adult with autism in his twenties]
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Some respondents suggested that there should be a
member of staff within each school who is an “autism
expert” fo advise feaching and senior management staff
(especially from mainstream schools), as well as pupils,
on questions about autism. The autism expert could play
an important consultation role if pupils with aufism are
being considered for exclusion. The need for schools o
have better protocols in place to avoid exclusion of pupils
with autism was noted especially as young people who
are excluded from school have much poorer outcomes
in adult life.

Improved communication amongst school sfaff was also
highlighted. Feedback from learning Support Assistants
(LSA) indicated that they felt their opinions were often
undervalued. For example, current funding arrangements
made it difficult for them to attend educational planning
meetings for the pupils they worked with. Parents and
carers were generally positive about communication with
feaching staff, especially in specialist provision. However,
some questioned the value of generic reports particularly
from mainstream schools, which provided litfle detail on
either what support was needed for pupils to achieve
progress or why they were failing specific targets.

¢ Local authorities should support the fraining
of a member of staff to work as an “autism expert”
across a network of mainstream schools, with the
longerferm objective of employing an autism
expert in every mainstream school.

* Senior school management and teaching
staff should regularly involve Learning Support/
Teaching Assistants in educational planning for
pupils with autism. School budgets should be
adjusted to fund the attendance of these members
of staff at educational planning meetings.

¢ School reporfs should be more individualised
with defailed information about pupil progress
and educational targets.

Educators lack information on students’
longer term outcomes.

“We would be very interested to have
information about where the pupils we work
with go onto in the longer term. It would
help to inform what to focus on while they
are with us.”

[Head of a secondary residential special school]

There is a lack of systematic dato on what happens to
young people after they leave school — how successful the
fransition from school has been or what students' long term
outcomes are. Such data would be particularly valuable
for informing educational planning for future students.

* The Department for Education should
commission research which requires a group of
local Authorities to follow at least a subset of
young people with aufism into adult life. This
would allow an assessment of the facfors
influencing outcomes.

Educational provision and outcomes for people on the autism spectrum — executive summary
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3 What assessment measures are currently being used in
schools and are they measuring the right things to help
children and young people reach a good outcome?

Schools typically use a range of standard and
bespoke assessments to measure the skills
and progress of pupils with autism. However,
this rich data source is not always collected
with sound educational planning in mind.

“Capturing and reporting  progress
appropriately is probably one of the most
challenging parts of special education,
particularly with children who have autism”.
[SEN Academic]

Practitioners identified a wide range of measures used
with children and young people on the autism spectrum.
In addition to the required National Curriculum or Plevel
descriptors, a large proportion of practitioners reported
assessing autism-specific characteristics such as pupils’
sensory profile (41%) and their use of the Picture Exchange
Communication System [PECS; 39%). Respondents also
listed which assessments they thought were most useful in
measuring progress fowards specific educational targets
(see Table 3 in the full report]. Many of the measures
assessing National Curriculum and Plevel attainment
were considered illsuited for planning or monitoring
educational progress in children and young people with
autism and hence a wide range of 'bespoke’ assessments
was in use.

“It is demoralizing as a teacher to see the
children make huge progress in skills that
are vital to their life but yet not show as
progress because it's not on the NC or P
levels”. [Teacher from an autism resource base]

Teachers are required by Ofsted fo assess pupils using
National Curriculum and Plevel descriptors. However,
teaching staff commented on their difficulty to report
on aspects of attainment that fall outside the National
Curriculum and requested greater flexibility in the data
they could submit as part of the inspection process.

“Ofsted inspectors don’t understand. They
see progress as being linear and based on
raw statistics. So when a child moves from
P3 to P5 in a particular timescale, that’s what
they consider progress. But there might be a
young person who stayed at P3 for a whole
year but has made significant progress in
other ways.” [SEN Academic]

Despite the large amount of assessment data collected
in schools, it is unclear how this information is used to
facilitate educational planning for pupils with autism.
Teaching staff also have limited time to score these
assessmenfs or dafa info software or in-house databases.
Practitioners expressed the wish to share information
across schools  (including between mainstream and
specialist schools) on the assessments they are using and
what works well.

Recommendations

® Schools should look beyond what is measured
by National Curriculum level descriptors and be
encouraged fo include data that are collected
as part of the schools standard or inhouse
assessments [e.g. on sociakcommunication and
independent living skills; sensory sensitivities).

® The Autism Education Trust should lead
on a consultation with Ofsted regarding current
fraining on autism within their SEN training. This
consultation will look to provide updated content
and the opportunity for inspecfors to access more
comprehensive fraining packages on autism.

® School practitioners should systematically
review their current systems of pupil assessment
and collaborate with other schools as part of this
review. This process should ask:

— Is too much or too little information being collected?

— How are dafa being stored, analysed and inferprefed?

— Is software available to assist in the better use of
data?

— How are data sefs used tfo frack pupils’ progress
and inform revisions to their curriculum?

— Can improvements be made in how data are
reported fo parents and carers?
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Conclusion

A central tenet of education is to equip young people with the skills to reach their full
potential. Given the challenges that individuals with autism face in adult life it is vital
that educational provision for children and young people with autism is planned
early and with a mind to them achieving their desired outcomes.

One important first step is to place the young person with autism at the centre of
decisions made about what they want to aim for in their adult life and for these
goals to be reviewed regularly by practitioners with expert knowledge of autism.

Beyond that, it is critical for there to be cross-sectoral agreement on ways of working
within a flexible and individually tailored curriculum to provide pupils with autism
with the range of necessary skills to achieve such aims. This extended curriculum
should be ambitious, provided and assessed by well trained staff, and delivered in
a secure and engaging environment.

Progress should be measured using nationally accepted, as well as bespoke,
assessments to track the pupil’s behaviour and progress in a range of domains.

Ultimately, research that traces the development of pupils with autism into their adult
life would provide a rich understanding of the relationship between educational
provision and adult outcomes, and the factors that are crucial in supporting the
well-being and aspirations of people with autism.

Educational provision and outcomes for people on the autism spectrum — executive summary

13

Conclusion



Acknowledgements

K

Acknowledgements

We would like to express our extreme gratitude to all
schools, organisations and individuals who participated
in this research. In order to maintain confidentially we
are unable to name each of you individually but please
know how much we appreciate all of your important
confributions to this project. We would also like to
thank those individuals who were able to disseminate
information on our project through their networks. We
would not have been able to consult such a large range
of stakeholders without your help.

The authors would like to thank Willeke Rietdijk for
her tremendous job designing our online surveys and
extracting data; Gemma Giriffiths  for her valuable
contribution fo the analysis of our survey data;

Catherine Manning and Ruth Samuel for their help with
organising and running the focus groups.

We are grafeful to the members of the AET Steering
Group for their input, in particular to Annette English,
Clenys Jones, Jolanta lasota and Bob lowndes. Many
thanks to Rachel Faulkner, Damian Milton and Kate Silver
for their insightful comments on our line of questioning.

Our thanks also go to Martin Kerem and Shimon Speigel
at Genium Creative Lid who showed generosity of time
and a creative spirit in producing the design of this report
and our project logo.

Last but not least we would like to thank Sarah]ane
Critchley from the AET for her kindness, vision and
management during this research.

A

r

-

..-. ; . \
._ p Y

14 Educational provision and outcomes for people on the autism spectrum — executive summary

 ATEP® B,



7‘:’1

’ Research Team

/ Dr Kerstin Wittemeyer*, Autism Centre for Education and Research, School of

Education, University of Birmingham

Prof. Tony Charman, Centre for Research in Aufism and Education, Department
of Psychology and Human Development, Institute of Education, University of London

James Cusack, Department of Psychology, University of Aberdeen

Dr Karen Guldberg, Autism Centre for Education and Research, School of
Education, University of Birmingham

Prof. Richard Hastings, School of Psychology, Bangor University
Prof. Patricia Howlin, Institute of Psychiafry, London

Dr Natasha Macnab, Department for Disability Inclusion and Special Needs,
School of Education, University of Birmingham

Dr Sarah Parsons, Centre for Social Justice and Inclusive Education, Education
School, University of Southampton

Dr Liz Pellicano, Cenfre for Research in Autism and Education, Department of
Psychology and Human Development, Institute of Education, University of london

Dr Vicky Slonims, Guy's and St Thomas's. Hospital Trust, london

* For further information on this research, please contact:
Dr Kerstin Wittlemeyer
University of Birmingham
k.wittemeyer@bham.ac.uk

° [ )
Iauhsm
education frust

C/O The National Autistic Society
393 City Road, london ECTV TMG
Tel: 020 7923 5754 or 07827 283494
Email: info@autismeducationtrust.org.uk

www.autismeducationtrust.org.uk


mailto:k.wittemeyer@bham.ac.uk
mailto:info@autismeducationtrust.org.uk
http://www.autismeducationtrust.org.uk

