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Foveword

In 2006 The National Autistic Society (NAS) carried out the biggest ever survey of
autism and education in the UK, as part of its make school make sense campaign —
a campaign with which | was heavily involved.

Since then a lot has happened: special educational needs (SEN) and disability have
become bigger issues for Government; there have been many reviews and initiatives
attempting to improve provision and support for children with SEN, including those
with autism; it’'s now mandatory for SENCOs in schools to have training in SEN -
one of the key recommendations of the make school make sense campaign;

there are new SEN modules for trainee teachers, which cover autism, as well as

the Autism Inclusion Development Programme for professionals working in schools
and nurseries; the Autism Education Trust has been established to help improve
education support for children with autism; lastly, the Autism Act in 2009 creates
legal duties around the needs of people with autism as they reach adulthood.

With the promise of further changes to the system through the Green Paper on
SEN and disability, we wanted to find out what the experiences of those affected
are now, five years on from our campaign, and how they feel about some of the
proposed changes. We have been round the country talking to the real experts:
families of children with autism, young people with the condition themselves and
professionals, including specialists from across the NAS.

Sadly, we found that even now there are far too many children who are not getting
the support they need, and far too many parents who face a daily battle to get them
that support. There is much still to do.

We have Great Expectations that the necessary changes can and will be made.
The Government recognises that action is needed, and says that it wants to reform
a system which is letting children and young people down. Our report sets out the
practical, often simple, steps that the Government can take to create a system that
works for everyone.

The most important voices to listen to in shaping those changes are those of the
people who rely on them. And their message is clear: children expect an education
that sets them up for life; parents expect a system that works with, not against,
them. Our report will demonstrate how we can make these aspirations a reality.
We expect the Government to listen, and to act.

These reforms will shape the future of a generation of children with autism. We must
take this chance to strengthen the voices of parents, improve outcomes for children,
and transform families’ lives.

Let’s work together. Let’s get it right.

s

Jane Asher
President, The National Autistic Society



Executive SUMMAry

Education is a fundamental part
of every child’s life. But far too
many children with autism' are
not getting the education they
need and deserve.

Our research found that:

7 just half of parents in our survey (562%) feel their
child is making good educational progress

> 30% of parents feel that their child’s educational
placement is not adequate

> aquarter of children are not happy at school, and
one in five does not feel safe

7 43% of young people feel teachers don’t know
enough about autism.

Too many parents have to fight the system to
make it work:

> 7 out of 10 parents (68%) say it has not been easy
to get the educational support their child needs

7 48% of parents say they have waited over a year to
get the right support for their child; over a quarter
(27%) have waited more than two years

7 18% of parents have had to go to tribunal to get the
right support for their children. On average, they go
to tribunal three to four times each.

Something needs to change. The Government’s special
educational needs (SEN) and disability Green Paper? will
shape the future of a generation of children with autism.

1 In this report we use the term ‘autism’ to refer to all conditions
on the autism spectrum, including Asperger syndrome and
high-functioning autism

2 Department for Education (2011). Support and aspiration:

a new approach to special educational needs and disability:
a consultation

Key recommendations

An education that sets children up
for life and a system that works
with, not against, parents.

Children with autism expect:

> to get the support they need quickly and easily,
regardless of whether they have a statement or
an EHCP

> teachers who understand how to support them and
who have easy access to autism specialists for help.

Parents of children with autism expect:

> to have robust, simple ways to challenge the system
if their child doesn’t get the support they need

7 local authorities to have a thorough understanding of
the needs of children with autism in their area, and to
plan provision accordingly

> to be equal partners in the system and genuinely
involved in decisions about their child’s education
and the planning of local services

> local information that empowers them to make the
right decisions for their child.

We expect the Government to listen and
to act.

Let's work togetier.
Let's ged it vighd-



Autism:

A brief overview

Autism is a developmental disability that affects how
a person communicates with, and relates to, other
people. It also affects how they make sense of the
world around them. It is a spectrum condition, which
means it affects different people in different ways.
But everyone with autism shares three main areas

of difficulty.

> Social interaction: children with autism can have
difficulties recognising and understanding their own
and other people’s feelings. They may sometimes
find it hard to manage stress and frustration. At
school, they may not always understand the ‘social
rules’ and how to interact appropriately with their
peers. This can make it hard to form friendships
and many experience bullying as a result of these
difficulties.

> Social communication: children with autism may
have difficulties understanding both verbal and
non-verbal language, such as people’s gestures,
facial expressions and tone of voice. They may
need support with understanding and to express
themselves.

> Social imagination: this affects children’s ability
to imagine situations outside of their normal daily
routine, to plan ahead and to cope with change.
Many children with autism have special interests or
a repetitive range of activities which as well as being
enjoyable, can be a way to deal with uncertainty,
change or stress. They generally like set routines,
familiar people and environments and may find
unexpected changes to the school timetable, for
example, hard to cope with. Unstructured time
during the school day — such as break times,
lunchtime and moving between lessons — can be
particularly difficult. They may also struggle to
understand and predict other people’s intentions.

Children with autism may also have sensory
sensitivity, and be over- or under-sensitive to stimuli
such as sound, touch, taste, smell, light or colour. This
can make busy, brightly lit or noisy environments such
as classrooms, playgrounds and dinner halls difficult
to cope with.

"Sometimes it's too noisy,
especially n the Lall af lunchitime.
T wist, T could Lave a grv\}e-F place
+o go at lunchidime. T find 14 Lard
o concentrate and flLe teacler
does not understand tLat T can't
Always look and listen At the same
time. My brain is diffevent but
not bad. Some people tink I'm
stupid. T wisl, fleve was someone
else like me tLat T knew.”

Child with autism?®

Some children with autism have a learning disability or
specific learning difficulties, such as dyslexia, but can
make good progress with the right support. Many are
academically able, but will still need some support to
cope with school life and realise their potential.

One in 100 people in England has autism.* It is a
lifelong condition: children with autism grow up to
be adults with autism, and a good education can
equip them with the skills and confidence they need
in life. It is imperative that — no matter where a child
lives in England or what kind of school they go to —
our education system can identify, understand and
respond to their needs.

3 All the quotes in this report are from research we carried out with
parents, and children and young people with autism. Quotes
attributed to a ‘Child with autism’ are from children under the age of
11; those attributed to a “Young person with autism’ are from those
over the age of 11.

4 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). The Lancet, 368,
pp.210-215.



Supporting children,
parents and teachers

With the right support, every child has the opportunity
to succeed. The NAS runs six autism-specialist
schools and our outreach and student support
services help people get the most out of school or
college. Our schools are acknowledged as excellent
provision by inspectors, and staff from our schools
provide training and support to other education
professionals.

Our Education Rights Service provides information,
advice and support to around 2,000 callers every year,
including support for families taking cases to tribunal.
We also run a range of out of school clubs and social
groups for children and young people with autism.

1 want

tobe a




Chapter 1: The fight

Education is a fundamental part of every child’s life.

It gives children the opportunity to learn about the world
they live in, and how they can play a part in that world.
It should be a time when children feel safe and happy,
confident about building relationships and friendships,
and able to make the most of their abilities and talents.
It should help them to develop independence and
prepare them for the future.

Children with autism expect an education that sets
them up for life. But our research shows that the reality
is very different.



The reality for families affected

by autism

Parents of children with autism tell us they want an
education system that gives their children similar
opportunities to other children.

They want an education system that understands
their children’s individual needs, that allows them to

develop friendships, and to enjoy good mental health.

They want an education system that, as well as
encouraging children academically, helps them to
develop social, emotional and life skills. Many young
people with autism are able to, and would like to,
work. Their parents want them to be prepared for the
world of work.

But our research found that one in four young people
with autism in our survey (26%) doesn’t feel happy
at school. One in five (21%) doesn’t feel safe. Thirty-

one per cent have only one friend, or no friends at all.

A third (34%) say that one of the worst things about
school is being picked on. Just half of parents (52%)
feel their child is making good educational progress.
And when they reach adulthood, research indicates
that just 15% of people with autism are in full-time,
paid employment.5

“T4's really Lard 4o go 4o sclool.
People don't understand Low Lard
it is. They judge me for doing
-H{mgs T can't L\e\p.”

Young person with autism

The battle to get support

Parents have to fight every step of the way to get
the support that their children need. When asked if
it had been easy to get support, nearly seven in ten
respondents to our survey (68%) said it had not
been easy.

5 Reid, B. (2006). Moving on up?
London: The National Autistic Society

Forty-eight per cent of parents had to wait over a year
to get appropriate support; more than a quarter (27 %)
have waited over two years. Fifteen per cent have
waited more than three years.

" .
I {found $La4 o, as a P”WCV\‘{’,

I had not been prepared 4o fight

for my clild, e would not Lave

got wheve Le is now, let alone

got the specialised Lelp that e

needed. The sooner Lelp is receved

the guicker the child can begin to

. . - N

‘FV\(‘F!\ '{’L\QW Po'l’ev\'{’lﬂ\\- Parent

Children with a diagnosis of Asperger syndrome or

high-functioning autism are more likely to have waited

a longer time to get the right support, for a number

of reasons. Their needs may not be understood and

sometimes they are overlooked. Often, there is limited

provision for this group. A child may appear to be

‘coping’ quite well at school but this can take an

immense amount of effort. A number of parents tell

us their child comes home and ‘explodes’ as all the
tension and stress of the day is released.

“Our problem is fLat our sown is

400 br]g(,\-[» Lor special sclool and
foo stressed for manstream sclool.
A\%L\ov\gh he 1s br}gb\-F Lhe CAnno+
cope Witl, the stress of mamsiream
sClool and s teaclers do wnod

. N
V\V\d&VS'{’AV\d ”\V\'{’tSW\' Parent



Excluded from education?

Many parents who responded to our survey told
us that their children have missed out on parts of
their education.

Seventeen per cent of children have been suspended
from school. For half of these children (48%) this has
happened on three or more occasions, and 4% have
been expelled from one or more schools. Parents’
views echo our own: that exclusions often happen
because a child’s needs are not well understood and
therefore, not being met appropriately.

"“T am a single pﬂweV\-F and fle
sclool fold me fLat {ollowing A
{ixed—term exclusion ey would only
accept Lim bacik n sclool if T was
on Call during sclool Lours, WiiCl,

W\e&\n-[» I had '{’0 9}ve wp WOVk-” Parent

One in three (32%) parents who responded to our
survey has been asked to pick their child up early or
take them home at lunchtime — but not because their
child was ill. One in five (19%) has been asked to do
this on more than four occasions.

“My 'F”\M}\y and T Lave been on
tenteriooks since our son starfed
primary sclool. Ad 4ie ing of

e plone T Lave become wervous,
wondering wWhether T siall be asked
4o pick up my sow. T am unable 4o
pMV\ N\y-H{mg As I AMm eXpeCJred to
be ‘on call' all day. The plone rings,
T am expected 4o dvop everything
and Pick Wim up by 12 o'clock as

tiere 1s NO provision for Lim... T
Lave become veliant on medication
to deal witl, my situation [vad] Am

]
V\V\Ab‘ﬁ '{’0 Wovlk. Pparent

"T was contacted af least once
every single week fo go and collect
my Child... now Le is n specialist
provision, T am wnot contacted at

Al ofher +an iliness.” parent

In the focus groups we held with parents, exclusion
was a common theme. One mum described having

to pick up her son every lunchtime for weeks on

end because the challenges he was facing were not
addressed; others spoke of their child being excluded
from school trips or having to go on trips themselves
to provide support — booking into B&Bs nearby at their
own expense. Children with autism really benefit from
practical, hands-on learning so exclusion from school
trips is of great concern.

"Our son was excluded from (s
sclool {rip (witih Al e subsegquent
effects of fLat exclusion on Lis
sclool work ). We were fold +af i
was too mucl, of a visk' 4o $ake
[L{'W\l to tLe seaside, despite an
offev of parental accompaniment

on -H\e ‘{’V}P~)’ Parent



“T only go to sclool n fle
mornings. L need somebody fo Lelp
me all e +ime but feaclers :)V\S'{’
ignove me and the other kids pick
on me. T don't get enougly Lelp
Aand -H«\ey o\\wa\ys r’m9 My mummy
and 1 Lave to go Lome. T just
want o be like the otler kids bud
they ave better than me. T'm nod
Allowed fo s-{»d\y Lor luncl, breaks
and f T Lave a melfdown T can't
go on sclool trips = but wien T
panic that T miss out T Lave

A melfdown and 4hen T miss oud
AnyWary. The feaclers don'd listen
to me, ﬂ\ey Always blame stuff on
me and then T get Angry because
NO—One S \}s+en}n9. T Latfe sclool

Child with autism

These ‘informal exclusions’ are illegal, although many
parents are not aware of this, and continue despite
Government guidance to the contrary. Parents should
be made aware that this is illegal.

Forty-four school-age young people in our survey

— 6% — are not being educated in school. Of these,

23 are being home educated by their parents. While
some parents choose to home-educate their children,
none of the parents we spoke to said it had been their
preferred choice.

Most of the calls to our Education Rights Service
about home education tell a similar story. Parents feel
pushed into home education because no suitable
provision is available, or because they feel the

Good practice

Supporting pupils with very
complex needs

The NAS Robert Ogden School in South
Yorkshire provides education and full-time and
term-time residential care for pupils aged seven
to 19.

According to Ofsted, the school provides an
outstanding quality of education, with particular
expertise in supporting children with autism with
very complex behaviour, including mental health
problems, attachment disorder and pathological
demand avoidance.

In order to support pupils effectively, staff

know that they have to be flexible, understand
pupils’ individual needs, their behaviour and the
motivation behind it — which is often different

to children who do not have autism. They take
any opportunity to encourage learning and see
parents as partners in their children’s education.

Approximately one-quarter of pupils at The
Robert Ogden School were without education for
up to two years before they came to the school.
The school established an ‘inclusion resource’

to support these pupils: through it, they build

up their tolerance of group learning and have a
personalised learning programme. The resource
has been so successful it is now being rolled out
in other NAS schools.

One pupil had been to six different mainstream
schools and a 52-week autism-specific school
before coming to The Robert Ogden School.
Following support through the inclusion resource,
he settled in well at school and went onto higher
education, eventually doing a Masters degree in
engineering programming.



provision that is available is harming their child. And
when they take their child out of the school system
they may find their local authority refuses to provide
any further support to educate their child.

Lack of timely support: has it had a negative
effect on your child?
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“I.0 you take your clald out of e
sclLool system because you {eel tlere
s Adeqrvw\-Pe support, then yovx're
not eligible for any furtler suppord

\ . N
bede\se yov\ ve V\O"{’ 12 SCL\OO\. Parent

Twelve of the children in our survey are not in
education at all because their placement has broken
down and no other provision is available. One young
person has been expelled and is waiting for a new
placement to start.

“My son Las classic andism.

He was out of sclool for $wo-
and-a-Lalf years. NobOdy visited
us but we did fight for Lim {o

go o a sclool for clildven witl,
auntism. He stowed fhem all e
could do well if Le Lad fLe

“ight education.” parent

The consequences of getting

it wrong
A lack of support can have a profound effect on
children’s lives (see the chart opposite).

Seven in ten (69%) parents in our survey say their
child’s education progress has suffered because of a
lack of timely support. Nearly half (48%) say there has
been a strong negative impact on their child’s progress.
Critically for children with autism, three-quarters of
parents say that a lack of support has harmed their
child’s social and communication skills.

Social and communication skills help all of us to learn,
and to cope with day-to-day life. Yet they are also the
things that all people with autism experience difficulty
with. It is essential that children with autism get
appropriate support to develop these skills.



When a child finds it difficult to communicate verbally,
they may have no other way to express themselves
other than through their behaviour. Two-thirds of
parents say their child’s behaviour has suffered as a
result of a lack of support.

"Benaviours $ad weve Coping
strategies befove Le Lad appropriate
support Lave become embedded and
ave difficuid 4o undo.” parent

Meanwhile, a child who has difficulties with social
interaction may struggle to make friends and to take
part in everyday school life. They may also be bullied.
A lack of timely support can affect not only children’s
academic progress but also their physical and mental
health. Shockingly, three in five of the parents who
responded to our survey said that a lack of support
has affected their child’s mental health, and two in five
said it has harmed their physical health. Some children
refuse to go to school altogether because it becomes
such a detrimental experience.

“T don't like gong {o sclool. T
don't Lave any {riends. People
lAugly at me wien T do P.E

Tb\]vxk]ng about gong 4o sclo0l

))
makes me feel poorly.” child with autism

“By the time my son stopped going
to sclool because fle placement
had completely broken down Le
had become mentally ill, suffering
{rom severe anxiety, depression
and at fimes suicidal... Tntensive
worl With 4 psyclologist Las

confirmed thadt MAny of +lese
Prob\eW\s had -H\e}r vood 1 lack
o—(: APPVOPY}A-[»Q smPPor-{» m sClool.”

Parent

Through our research for this report and our work
with families across England, we know there is some
excellent autism education practice, often led by
individuals in local areas. We want to acknowledge
and celebrate their hard work. But the message from
families is that despite the best efforts of individuals,
the system as a whole is still failing too many children
with autism. Appropriate, timely support just isn’t
there when they need it.

“This wiole experience Las been
utterly destructive for fie
family. An ongoing, uplill daily
batdle, -vay'mg to Lelp & cLild wio
IS becom}ng mcreasingly soCially

. )
150\0\'(‘&6- Parent

In the rest of this report, we look at why the support
isn’t there and what can be done to give children with
autism the education they need and deserve.

The Government’s reforms will shape the future of

a generation of children with autism. We have Great
Expectations of a better future for these children and
their families.

Children expect an education that sets them up for
life. Parents expect a system that works with, not
against, them. We expect the Government to listen to
what families want, to work with us, and to get it right.

11
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CL\J\P‘{'U 2: Q’]v]ng confidence and
confvol back 4o families

Parents want to know that their child will get a good
education. Without them having to fight for it.

Unfortunately, too many parents of children with autism
do have to fight every step of the way to get the right
support for their child.

"It stouldn't have o be like s, we shouldn't Lave
-{—O bﬂ\-H%e -€OY e\/ery CYV\W\b Ava\}\ﬂ\b\e-” Parent

"T4 was such a long, lonely battle fo ged Lim some

-FOYW\ O-F SMPPOY'{’~” Parent

Parents expect a system that works with, not against,
them. In our research, we asked parents what needs to
change to make this happen.



Parents as partners

Nearly half the parents in our survey (47 %) say
that their child’s special educational needs were
not picked up in a timely way after concerns were
first raised. This in turn leads to delays in getting
appropriate support.

We asked parents what would help to prevent delays.
Top of the list was professionals listening to parents’
concerns and taking them seriously. We then asked
parents who or what had made the biggest difference
in getting the right education for their child, and the
overwhelming answer was ‘Me!” One young person
echoed this:

"QR: Wiat else could make
sclool betder?

A IE -H\ey believed my pé\vev\-B
more... 1 can't slow my frue
{eelings at sclool, only Lome,
and 5o they just don't believe
T Lave a problem.”

Help me,
dor¥1:
doubt me

As children’s most ardent advocates, parents should
be at the heart of their child’s education. But too often
parents feel that they have to fight the system to get
their child the support, understanding and education
they need.

“A great deal of parvental
determination was necessary to
obtain wihat my son needed, And
W took fav 4oo MANRY yEAYrS 4o
get 1 IE T Lad been less well-
educaded, less well-informed,
and less assertive, Le would sill
be floundering in the wilderness
wifl, vock—bottom self-esteem
And wo PYOSPQC+ of be'mg able {o
capitalise on the positive aspects

of Asperger S>IV\dV0W\e~” Parent

Parents want professionals to work in partnership with
them, to recognise that their knowledge of their own
child is valuable, to listen when they have concerns,
and to communicate with them so they feel fully
involved. Parents of children with autism particularly
value this, as many children need support to apply
what they learn in school in other areas of their life.
They may also find it difficult to manage the transition
between home and school, and the differences in
‘ground rules’.

13
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Good practice

Autism Accreditation:
a mark of quality

NAS Autism Accreditation is the world’s only
autism accreditation programme. It was founded
18 years ago in response to parents’ concerns
about the ability of non-specialist schools to
meet their children’s needs. Today, it helps
parents make informed choices about which
school or service is right for their child.

Accreditation confirms that a school or service
meets independently defined standards of
good practice in supporting people with autism.
By creating ‘quality action groups’ in schools,
accreditation also helps non-autism specialist
schools to develop, share and retain autism
knowledge and practice.

The Autism Accreditation programme is operated
at arm’s length by The National Autistic Society
to ensure independence. Parental feedback is an
important part of the review process that leads
to a service becoming accredited.

“Adeqv\ﬂ\%e and appropriate Care
sthould be there without parents
LAVing fo exhaust flhemselves
fighting for . If velationslips
between the parents/carers and
providers of sevvices are good tlen
thais Can help greﬂ\-Hy " ge-H]v\g

. .- N
MPPYOPHM-{'e PYOV|S|0V\~ Parent

In our experience, parents greatly value professionals
who are willing to discuss issues frankly and honestly
with them. Furthermore, our work with young people
shows that many children with autism also value the
opportunity to share their views and play an active
part in decisions about their education.

Information and support

In order for parents to be partners in the system, they
need better information and advice about their child’s
education, the options available to them and what
they should be able to expect for their child.

Half (52%) of parents we surveyed felt they didn’t
have enough support or information when choosing
their child’s school placement. They may also get
conflicting advice from different professionals.

"“The hing we Lave found most
Lelpful Lhas been our suppord
group, Who not only support us
through the hard times but
Prov}de All -H,\e }V\—FOVW\A-HOV\ And

help you could 5e+.” Parent



“The oV\\y veal, pos]-HVe swppor-{
we veceived was from fe NAS
AdvocacY Lor Education Service.
This was wvaluable and gave me
AS A Powev\% tle SJrYeng+L\ to ‘99(«4

'FL\C local AV\'{’L\O".I‘{’Y-” Parent®

The Government’s proposal for improved information
through the Local Offer and through an SEN quality
mark for schools is therefore to be welcomed. This
information should be accessible, but detailed enough
that parents can understand which services may meet
their child’s needs and how to access them. It will
need to be backed up with support and advice where
necessary to help parents make the right choices for
their child.

Parents in our survey told us about the services they
had used to get information and support, including
parent partnership services (PPSs).

Views on PPSs and other services are mixed around
the country. Sometimes they are not seen as being
independent enough; sometimes parents feel they are
under-resourced. On the other hand, some parents
saw PPSs as a body that was on their side.

But information and support is only one part of

the solution. Parents may be well-informed and
supported, but still struggle to get the support their
child needs because it is simply not available locally.

6 The NAS Education Rights Service (formerly the Advocacy for
Education Service) provides information, support and advice on
educational rights and entitlements to parents of children with
autism.

Good practice

Involving students in their
education

Each term, all students at the NAS Broomhayes
School have an individual planning meeting
(IPM). It’s an opportunity for students to say
what they enjoy at school and what they would
like to change. They can also tell us about the
type of support they need and the skills they
would like their key worker to have. The school
can then match students to a key worker.

The IPM uses a person-centred and “Team
Around the Child’ approach, involving students
in setting their own targets, which cover
education, health and social care. These targets
emphasise students’ skills and the various goals
that they will be working towards.

I want to
bea
mechanic
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A local choice of education

Parents want a real choice of education provision.
This means an education which meets their child’s
needs. And choice means more than one option being
available for every child locally.

Our research found that fewer than two in five

(87%) children are in their parents’ preferred type of
provision. Thirty per cent of parents feel that their
child’s current education placement is not adequate.

Fifteen per cent of parents who answered our survey
told us that their child is being educated outside their
local authority area. Some children with extremely
complex needs require highly specialised support,
which is only likely to be available in a very small
number of specialist settings such as the schools run
by the NAS. But often there is a lack of choice locally:
for example, parents from one large local authority
report that there is no autism-specific provision at

all in that area. Overall, 43% of children in autism-
specific schools have to go out of area.

This is far from ideal. Children who travel long distances
to school have longer days and often become more
tired, making it harder for them to concentrate at
school. They may also have fewer opportunities to
develop friendships and social skills, exacerbating the
difficulties they already face.

“The worst part was Laving o
fravel on e sclool bus and
getting stressed before even getding
) sClool, Wit people -Peﬂ\s'mg me
and picking on me. 1 Lad fo go n

- )
A $aX) n er\e end.” Young person with autism
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It can also put pressure on families. Local authorities
may be reluctant to pay for education in other

areas, and parents may have to fight to get the right
provision, as well as suitable transport to get there.

“Mo\V\y local secondary sclools
ave simply not appropriate to tle
needs of [clildven witiy mAJr}SW\]
Aand 50 being transported to an
appropriate setting is the only

. N
veal AHQYV\A‘{’NQ- Parent




Good practice

Supporting families, developing
local provision

ASSIST is a service that is run as part of
Wokingham Borough Council’s Learning
Difficulties and Disabilities Service. The four
ASSIST staff have worked with people with
autism in a variety of settings, and bring a wealth
of experience to their roles.

The team works closely with local professionals,
running autism awareness workshops, providing
training, and directly supporting schools and
practitioners. ASSIST has produced a transitions
toolkit which is used by parents, schools and
local agencies.

ASSIST also offers information, support and
advice to people with autism and their families,
including a social group for young people, social
skills programmes, and parent programmes.

Feedback on the ASSIST programme has been
very positive. One family, who took a slightly

“[My sclool sL\ov«\d] be neaver

to Lome as it is HOkm away.

T {ravel eacl, day on the minibus
one Lour fo sclool and one Lour
fo Lome. My sclool is excellent
but far ”\Wﬂ\y-” Young person with autism
Genuine local choice means a choice of mainstream

or special provision, according to a child’s needs.
Yet at present only children who have a statement of

different approach to their daily routine following
guidance from ASSIST, commented on their son’s
improved behaviour after ‘putting the world into
little bite-sized chunks that he can easily cope with.’

A secondary school SENCO said:

“Tl,\ﬂ\nk )/ou\ —For All yOwr wWorlk
wit, R T veAHy felt tnat you
understood Ler and Lelped Ler
to take responsibility {for Ler
transition o college. Hev modtier
Also —(:e\-{» -H,\d\-{» your Work made
A veal contribution and Las
vesulfed in Ler being so Lappy
At Co\\ege.”

The manager of ASSIST also coordinates
Wokingham Children’s Autism Partnership, a multi-
agency planning group which aims to ensure a
strategic approach to developing the right services

and support for children and young people with
autism locally.

special educational needs have access to provision in

special schools.

Some of the parents in our focus groups wondered
whether the Government’s proposal to remove the
bias towards inclusion would mean their child could
access special provision without a statement. This
could help to make parental choice a reality.

However, any return to the assumption that all
children with autism should be in special provision

would be extremely concerning to parents, as well as

highly impractical.



The inclusion debate

With fewer than two in five children in the type of
provision parents think is best, we wanted to know
where children actually are, and where parents would
prefer them to be.

Parents report that their children are most likely to

be in mainstream provision (48% overall), particularly
children with diagnoses of Asperger syndrome,
high-functioning autism or autism spectrum disorder.
Children with autism and additional learning difficulties
are most likely to be in non-autism-specific special
schools.

The chart below shows that parents want a range

of provision, and what is very apparent is that the
majority of parents (58%) want some kind of autism-
specific provision (such as an autism-specific special
school or a resource base in a mainstream school).
However, just 18% of children are currently in this type
of provision.

What type of school placement is your child
in, and what placement would you like them
to be in?

50

% of children

n <o U ifi
nsired s _gpeC!
N\a\“ 50“00\ P\\.\t o 10 P\\,\“S“\_ S G\-\oo\

Fu G\"OO\ pec\a\
(=2
a\"\s,“
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"“T am leaving my present sclool
as they do not understand autism
at all. T get freated pretdy

mucl, +he same as odler clildren
M-{-L\ovng\ T don't +ink T act

like them. T am diffevent but
-H«\ey don't fake mucl, notice of
me At my sClool. My mum [\As
found me A mucl, betder sclool
that has a unit for clildren witl,
Asperger's. A\-H,\ovxgb\ T won'} be
n there, my mum says that the
teaclhers and teaching assistants
have wmore knowledge And 4 better
understanding of my problems.

T tope T will {inally find a sclool
I AMm L\”\PPy }V\-)' Young person with Asperger

syndrome

- Actual
- Preferred

Type of
ent — placement
pua! P s NO_‘"aut;o\a\
K‘,“a'\(\sx-\'e \ sohoo\ ped\‘\c S| \'\OO\
ed\ﬁ‘\c



"Special sclools are vital o
Children sucl, as mine. My son
S}W\p\y would no+ cope n A
mainstream envivonmendt. His
considerable needs simply could not
be provided Lor n A& mainstream
setting. The small classes witl,
high staff vatio and antism

" - ))
experience ave essential.’ parent

Children with autism have a wide range of ability and
need access to a variety of curricula to suit their needs.
Most parents of children with autism and learning
difficulties surveyed have a clear preference for special
schools, while many other parents think it is important
for their child to be able to access a mainstream
curriculum, whether or not that is in a mainstream
setting. For children in mainstream, inclusion must be
genuine and effective. Parents do not always feel it is.

“My cluld attends mainstream
sClool and Las mamstream (essons.
Wien meltdown occurs Le is
supported and given Lelp.” Pparent
"Now Le is at special sclool {Ley
seem fo Cover up most fLings like
poor bel,aviour and don'd contact
me like they did in manstream,
where hey weve in Constant
fouct,. T oV\\y L£ind out Le's done
sometliing montls (ader and don't
{eel we are working togetler on

. N
”\V\y ISSWES. Parent

Some parents in our focus groups have children in
special schools who used to be in mainstream ones.
They changed to special schools after mainstream
placements broke down, but felt their children

had fallen behind while they tried to arrange new
provision and that there has been a negative impact
on things such as self-esteem, social skills and other
consequences described in chapter 1. Often special
schools are further away than mainstream schools.

Sadly, the views of young people reinforce this point.
Children in mainstream schools are twice as likely to
say that going home is one of the best things about
school. Forty-three per cent say one of the worst
things is teachers who don’t understand them.

Every area needs to have education provision which
understands autism, both equipped mainstream and
more specialist provision. Children with autism must be
able to access provision that meets their needs, and
they must be able to do it promptly. This will prevent
delays in education, which at the moment are yet
another challenge for children and families to deal with.

Hele to

EEEEeEEEE R
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M”\k]ng "t real

Parents are clear. They want to feel

confident about their child’s education,

that they’re able to make the most
of their time in school. They want
information and advice to make
informed choices and speak up for
their child. They want a system that
works with them, that offers real
choice, and which feels fair.

So how do we make this happen?

The Local Offer

The Green Paper proposes a
‘Local Offer’ to provide clear
information, set out by local
authorities, about what support
is available locally and from
whom. In relation to school

provision this may include,

for example, how a school

will tailor the curriculum to

meet a child’s needs, carry
out assessments or access
specialist expertise.
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The Local Offer has the potential to overcome many
of the barriers families face when trying to find out
how local schools can support children with autism.
It is important that the Local Offer is developed in
consultation with families, and that it is clear how
families can hold services to account.

For the Local Offer to be effective:

> parents should be consulted during the
development of the Local Offer, as local areas are
currently required to do when developing their short
breaks services statement’
> the local offer must be available in a clear and
accessible format, with independent support and
advice to help parents make the right choices for
their children. It should be reviewed every year in
consultation with local families
> the information provided must be genuinely
transparent
> in relation to school provision, the information set
out in the Local Offer should include:
~ a named member of the school’s senior
management and school governor with
responsibility for SEN
~ details of how provision is made for children
with autism in the school, including the training
available to staff
~ details of specialist autism expertise available to
the school
~ details of the school’s SEN budget and how this
is spent
~ information about the experiences of children
with SEN in the school, including annual progress
against objectives (see page 32) and rates of
exclusion for children with SEN
> Ofsted should assess the quality and accuracy of
the Local Offer set out by schools as part of its
inspection framework.

7 Under the Breaks for Carers of Disabled Children Regulations 2011,
“in preparing and revising their [short breaks services] statement,
the local authority must have regard to the views of carers in their
area” - www.legislation.gov.uk/uksi/2011/707/made



Local authorities as coordinators

The Green Paper proposes
that local authorities retain
responsibility for making sure
that the necessary range of

services is available. This
means a stronger focus for
local authorities on planning
and commissioning, so that a
range of services is in place.

Local authorities are clearly the key to planning and
securing local provision, and getting different agencies
to work together. As the Government has recognised,
services for disabled children are too often disparate
and uncoordinated.

To make sure that local authorities’ roles are
effective, we recommend that:

> the proposed Health and Wellbeing Boards include
greater representation from schools, to help ensure
joined-up, more cost-effective work when planning
and commissioning services

> local authorities should use autism-specific data
such as the Pupil Level Census, Joint Strategic
Needs Assessments (JSNAs) and information from
statements or the new Education, Health and Care
Plans (EHCPs) to inform their planning

> the Department of Health should make sure, as part
of its review of data collection, that local authorities
are collecting sufficient information on people with
autism in their area

> proposed guidelines on JSNAs should help
local authorities to better identify the needs of
people with autism in their area, in line with the
commitment in the Adult Autism Strategy

> parents should be consulted about what local
provision is needed and this information should feed
into the planning and commissioning of local services.

Local authorities as champions
for parents

The Green Paper proposes
that local authorities take on
the role of parents’ champion,

helping parents to make
informed choices and exercise
greater control.

We would welcome a role for local authorities in
championing and supporting parents, although in
some areas work will be needed to build the trusting
relationship between the local authority and parents
and carers which will allow them to perform this role
effectively.

We believe that:

> as part of their role as parents’ champion and to
increase transparency, local authorities should
publish their strategic plans for children with SEN

> the Government should work with local
authorities, parents, the voluntary sector and other
stakeholders to develop further details of how they
see the role of local authorities changing to become
the parents’ champion. This information should
be made available to parents, local government
officials and elected representatives

> local authorities should work with parents as they
develop their role of parents’ champion, and their
approach should be set out in the Local Offer

> local parent carer forums should have an increased
focus on education, such as an education group.
To support local authorities in their new role as
parents’ champion, this group should feed into
strategic planning and report back to the local
authority on education services locally

> the Government should continue to support local
authorities in their role as parents’ champion, and to
support local parent forums to act as a strong voice
for all parents of disabled children in their area.
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Confronting the system

Unfortunately, too many families find that information
and support are not enough. To get the support their
children need, they have to fight. And fight. It can feel
like the system is working against them. They feel they
need to know the system inside out to understand their
rights and in the words of one parent, ‘avoid being
pushed from pillar to post’. Some feel that without such
knowledge they could be taken advantage of. And so
the system becomes adversarial.

“Tn Lis early years fle
wndevs+0\md}m§ And Lelp weve no+
necessarily adeguate despite
ndividuals frying. My knowledge
was also £av less then. I T were
able to ve-live the time, my son
may well be a different person.”

Parent

Challenging the school

Some of the Government’s proposals suggest a
stronger role for parents in challenging local services.
We asked parents how they would feel about
challenging their child’s school if they had to. Fifty-
eight per cent said that they would feel confident about
doing this. But when we look at their comments in more
detail it becomes clear that many of these parents only
feel confident about challenging a school because of
experience. They have challenged the school before,
often repeatedly, but may still not feel able to effect
change. This comment is typical of many:
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“T wasn't [Con{‘}dewq to stavd
with Aand was very meek, but
as +ime volled on and T realised
T was 9e-H]V\g Lobbed off T
became S-Homgev. T 1.ad 4o for

| n
W\)l sons saAke. Parent

"I wm&] teaclhers fo vemember
what they fold my mum: that
they would fell otler feaclers
about me nod \]k]ng oo mucl,
noise And {0 Lelp me write down
Lomework because T am slow ad
wr'ifing. But they promise and
forget fo fell te feaclers and
my muam Las to keep telling fhe

-
sclLool AgAn. Young person with autism

Several parents say they feel better-equipped to
challenge a school because of other experience, such
as being education or legal professionals themselves.
Others have even undertaken qualifications to

better equip themselves. These parents expressed
considerable concern for others who didn’t share
their background.



“T Lave feld very able fo clLallenge
the sclhool and Lave done so
veped\-fed\y. I AM vevy AWAre -H,\d\-(»
otler parents may find it Lavder
to do +Lis.” parent

However, 31% of parents told us that they don’t

feel confident about challenging their child’s school.
Some expressed concern that doing so would sour
their relationship with the school. They worried about
striking a balance between trying to get their child’s
needs met and maintaining a positive relationship with
the school.

"You Lave to be very diplomatic
When ApproacChing sclools about
their provision and are very guickly
labelled an over—anxious pavend,
even When things ave Clearly very
Wrong. Mos4 sclools do nod give
Pdwev\-{»s Mucl, }v\—(:o or A Clear roude
on wWlLo 4o contact n fLe case of
hAVIng 1ssues, or A -Fee\'mg that
-H\'w\gs will be deald witl,” parent

Some parents expressed concerns about local
authority SEN departments not having power over
school decisions in the future, especially if a child
does not have a statement or an EHCP. When the
Government’s plans are developed in more detail,
they must address this issue.

“A\-{»L\Omgb\ statements ave \egﬂ\\\y
binding, there seems fo be wno
way of evx-?ovC'mg flem on 4
vogue sClool. TL\ey Ave v\o-{» WOV-(»L\
the paper they are written on
unless the culture of 4le sclool

- - N
s mclusive.  parent

Some parents in our focus groups felt that their child’s
school did not understand or see the need for the
support detailed in a statement, and didn’t put it in
place effectively. We have occasionally heard of cases
where schools find ways to get round implementing a
tribunal judgement, leaving a child without the support
their family has fought so hard for.

Invoking the legal system

In a system which is supposed to provide an adequate
education for every child, it should not be necessary
for parents to have to take legal action to get the right
education for their child. But ultimately, many parents
find this step is necessary to get the support they feel
is needed.

Autism cases make up the largest proportion of cases
going to the Special Educational Needs and Disability
Tribunal (31% in 2009-10), and the proportion seems
to be increasing over time.® One in five parents (18%)
in our survey has appealed to tribunal and on average,
they have appealed three-and-a-half times each to
get the right education for their child. In the majority
of cases parents won their appeal, or the case was
settled before being heard.

8 Special Educational Needs and Disability Tribunal annual report
2009-10: www.justice.gov.uk/downloads/guidance/courts-and-tri-
bunals/tribunals/special-educational-needs-and-disability/SEND_An-
nualReport_09_10.pdf
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“T4 still upsets me fo flink of
the amount of fime, efford and
expense mvolved i preparing A
CAsSe even -H,\omgb\ 1 was settled A
@ew dﬂ\ys be-@ore we wWerve due 4o
appear at tle teibunal.” parent

"We weve put flrougl the wringer
as & family and n the end fle
local Avv{»l,\or}-[»y backed down fwo
weeks before e date of fle

-{>Y] bunal L\eN]v\g ! Parent

What was the subject and outcome of your
appeal (s) to tribunal?

80
70 .
60
50

30

Outcome of appeal

The process of going to tribunal can be very daunting
for parents, involving lots of time, effort and distress.®
Some parents in our focus groups had considered
going to tribunal but said they did not have the energy
to keep fighting.

"I+ was exfremely stress{ul on

My son and our -FAW\]\y... We all
suffered as Le continued fo struggle
witl, sclool and life, wivle $ime

was being wasted having fo go to
$ribunal 4o prove to our LEA wiat

was very Clear 4o everyone else.”

Parent

No decision yet
Lost
Won in part
Settled

- Won

20
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of appeal
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tent cusal fusd fus ofus fuS 25\N9
Cos\;\.atemeﬂ‘ c\'\a“ge\s R . Ooess Rre e‘-\d . R en - Rre '\55\‘\6 2 a'\\'\‘-a‘\n at
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9 Some parents point out that it is not the tribunal session itself,
but the process leading up to it, that feels so draining.



Mediation

The Green Paper proposes
that in case of a dispute,
mediation would have to be

the first port of call before
parents could go to tribunal.

One way to make challenging the system easier is

to introduce mediation to resolve disputes. Some
parents in our survey have used mediation and they
told us they valued having a third party involved.
They thought it helped their discussions with the local
authority and with the school. One mum described
how her local authority had provided mediation
between her family and her child’s school, where the
school was not communicating effectively.

“I'm using the Agreed points
Lrom mediation 4o Lold $le
sclool 0 account for +Le

support -H\ey Agreed.” Parent

We asked parents whether they should have to go to
mediation before going to tribunal. While a significant
proportion (42%) agreed, there seems to be some
confusion as to the difference between mediation
and information and support services. Many raised
concerns about the independence of mediation
services, the non-binding nature of mediation
decisions, and whether mediation would simply be
another hoop to jump through before they could take
a local authority to tribunal. Any move to mandatory
mediation must tackle these concerns.

For mandatory mediation to work the following
steps need to be taken:

> parents should be able to take a supporter with
them if they choose to

> mediation should be available between parents
and schools where necessary, as well as between
parents and local authorities

> mediation should happen as quickly as possible to
prevent unnecessary delays to a child’s education

> any introduction of mandatory mediation must not
delay the time it takes to get to tribunal

> professionals who attend mediation must be able to
make commitments on behalf of the school or local
authority they represent

> parents must have ways of making sure that the
decisions made during mediation are stuck to.

Giving confidence back to parents
With some parents having to go to tribunal three or
four times to get the right support for their child, it is
not surprising that families do not have confidence in
the system.

To feel confident in their child’s education, parents
need an SEN system where their child has clear
entitlements and rights and is well-understood by the
professionals who work with them. Families need to
know who is accountable if appropriate support isn’t
forthcoming. And they need a quick, simple system
which is answerable to parents and young people.
These are the themes of the rest of this report.
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Clhapter 3: A system fhat
supports individuals

At the heart of the Green Paper are proposals to change
the process of getting support for SEN, including
statements, School Action Plus and School Action.r

This process must be thorough, identifying and
assessing individual need so that each child gets
appropriate provision and support. Children expect an
education that sets them up for life. Families need to be
clear about what their rights and entitlements are, so
that they feel confident that the system will meet their
child’s needs.

10 School Action Plus is the non-statutory level of support where a school draws in additional resources to
support a child’s SEN. School Action is the level below this, where a child receives support using in-school
resources. A statement of special educational needs is a statutory document setting out all of a child’s
educational needs and the provision required to meet those needs. Local authorities are responsible for
ensuring that the support outlined in a statement is delivered. Statements tend to be for children with
more complex needs. They are drawn up following a statutory assessment, and parents have the right to
challenge them at various points at the Special Educational Needs and Disability Tribunal. Currently, a child
has to have a statement before they can go to a special school. Statements, School Action Plus and other
aspects of SEN support are set out in the SEN Code of Practice (2001).



Early identification

The Government’s plans place a strong emphasis on
identifying children’s needs, as this is the crucial first
step towards getting the right support. When a child’s
needs are identified early on, and accurately, the

right support can be put in place and prevent more
difficulties developing later.

In this report, we have seen how many families
experience delays in accessing support after first raising
concerns about their child. Ofsted has found that
children with autism generally find it less straightforward
to access services than children with more obvious
needs do. In some areas, support is only available after
a formal diagnosis. This means that support may not be
put in place in a timely manner, particularly as over half
of all areas take longer than 30 weeks to complete a
diagnostic assessment.

Parents who took part in our research feel that the
needs of children who are academically able in
particular are too often overlooked, despite the fact
that these children often have clear social difficulties
which, left unsupported, may have a profound impact
on their well-being and educational progress. A number
of parents also feel that sometimes, a child who acts
out their difficulties through their behaviour is more
likely to get help than a child who is quieter or tries to
mask their difficulties — when both are in equal need of
support. Professionals need to be able to identify the
many ways that autism may present.

"Because My SON 1S g~
-FV\V\C-HOv\}v\g and Lis belaviour is not
difficult fleve is a misconception
bt Le will be able 4o cope and
30\54 9&4 on With, WL(«\}V\gs-” Parent

11 Ofsted (2010). Special educational needs and disability review:
a statement is not enough. Manchester: Ofsted

“Our nitial regquests for a
statement were vejected until we
eventually got an assessment,
Aand my Cluld 1s now recognised
witl, severe learning difficulties
And severe autism. The nitial
delay was completely unnecessary
as our application was backed by

. . 7]
edV\Cﬂ'[’IOV\ prov'ders. Parent

"Because T am well-belaved n
sclool, T 9@-{» overlooked When L am

qu.v\]ﬁv\g L\e\p.”

Young person with autism

2%
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Good practice

Identification and assessment
leading to support

Manchester’s multi-agency Social
Communication Assessment and Intervention
Team (SCAIT) supports children with autism
and their families. Once a referral is accepted,
children are assessed in different settings such
as clinics and assessment units, and at nursery
or school.

The team includes educational psychologists,
speech and language therapists, clinical
psychologists, child and adolescent psychiatrists
and child mental health practitioners/nurse
therapists. Together, it develops interventions
and strategies to support children with autism

in all settings, including school. To this end,
outreach teachers are part of the wider SCAIT
team.

The team provides autism training to schools
across Manchester, which helps to make

sure the strategies they put in place are used
consistently by everyone who supports a
particular child. SCAIT is also piloting joint
training sessions that include parents, teaching
assistants and SENCOs.

Assessments

Parents want professionals to see their child as an
individual, and look at their needs as a whole. Many
children end up undergoing multiple assessments to
get the help they need. The Government proposes
introducing a single assessment process. Our
research shows that most people are in favour of this
approach: nearly three quarters (73%) feel it would be
helpful. However, people are less sure that it would be
right to combine this with an assessment for Disability
Living Allowance: 62% supported this proposal.

"T agree tLuat e medical and
educational assessment could
be more coordinated fo avoid

vepeJr]-F]OV\.” Parent

More details are needed on how the different
professional assessments can be better integrated,

so that all relevant professionals can feed into the
process. Moreover, mechanisms to resolve conflict
between professionals will be vital: parents tell us
about professionals from different services giving
different advice about the support their child may
need. This means that parents aren’t sure what advice
is ‘right’, and that sometimes one service won’t
accept the opinions of another. Through our Education
Rights Service, we sometimes hear of cases where
schools and local education authorities refuse to
accept a medical diagnosis of autism, instead wrongly
attributing behavioural issues to naughtiness or bad
parenting.

Separation of assessment and funding

One issue which has been debated a lot in recent
years is whether there should be greater separation
between assessment of needs and the funding of
SEN provision. At the moment, both are done by local
authorities. The Government is proposing to introduce
a greater degree of separation. Four in five parents
(79%) feel that separating funding and assessment
would be helpful: they perceive a conflict of interest,
where support is only recommended if an authority



knows it can be paid for. But other parents see it as
less of an issue about conflict of interest, and more as
an issue about allocating limited resources fairly.

"“Tle same pvoxcess]w\ms who decide
whether 4 clild gets a statement
also grant funding. There is 4
conflict of ntevest. The system

s based around wihether flere

is money avalable vatler $Lan
stacting from tie pont of view

of wihat a clild needs. This Las

)
'[’0 Cb\ﬂ\vxge. Parent

Statements: the key to support?
Sixty-five per cent of parents who responded to

our survey said their child has a statement — a legal
document that sets out in detail the support they
need and will receive. A further 18% of children get
support through School Action Plus. Five per cent get
no support.

While the main reason for requesting a statement among
the parents we surveyed is to get additional support,
nearly one on five (18%) say they requested a statement
to get the school they felt their child needed.™

Thirty per cent feel they needed a statement to give
them stronger rights: one person said that a statement
‘gives you peace of mind that your child does have
rights and that if they are not being met then you

can do something about it and get things changed.’

In our experience, parents do not generally start by
trying to get a statement, but eventually come to the
conclusion that one is needed to make sure their child
gets the necessary support.

12 This did not necessarily mean special provision (for which a state-
ment is currently required), but usually autism-specific provision,
whether in a mainstream or special school.

Following the proposed new single assessment,
children who are assessed as needing significant
additional support will get an Education, Health and
Care Plan (EHCP). This will set out the support a child
needs in education, health and social care. EHCPs will
replace statements.

Parents are strongly in favour of single assessments
and services working more closely together to take a
holistic approach to their child’s needs. The system
needs to work smoothly and quickly, from effective
identification and assessment through to putting the
right support in place and reviewing it regularly. This
means that local agencies, including education, health
and social care services, need to work together closely
so that children can get the start they need in life.

A



"“Tlhe curvend sys-FeW\s Ave SO
complicated (£or every-H\}vxg Lrom
getting diagnosed, education,
DLA, SU\pporJr, e-}c\)... You Lave
to fight for everytiing, whicl, is
eXhAusting, time—consuming And
extremely stress{ul (espeC}d\Hy As
T work full—fme ). Tie processes
stould be S]W\p\}{:]ed And more

-@AM}\y"‘—FY}eV\d\y-” Parent

“T wist, we Lad specialist suppord
no+ ju\s-ﬁ Lfor tle educational side
of 4 but -H\Mgs like ge-H'w\g my
son 40 sClool n fthe Morning or
dealing witl, melfdowns. T feel like

we, As A -FAW\}\y, and the sclool
have no one o furn fo for Lelp.”

Parent

While a reduction in bureaucracy may help to free up
professionals’ time, the challenges of joint working
should not be underestimated. Shared objectives and
pooled budgets will help services to work together
effectively. Parents and professionals alike will need
information about how local services are expected to
work together and who is accountable for what.

It is essential to keep the same legal protections to
EHCPs that are currently in place for statements. To
help with joint working, the health and social care
parts of EHCPs should carry the same ‘weight’ as the
education parts, and all agencies should be equally
accountable.
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However, all families — not just those whose children
have a statement or an EHCP — need to know they
have rights and entitlements. Otherwise, they will feel
that a statement or an EHCP is the only way to get the
protection they need.

Parents told us about the additional support their
children receive, and where they think more support
is needed (see the chart opposite). The biggest need
is perceived to be for speech and language therapy,
buddying, befriending and support to develop living
skills.

It should also be remembered that children with
autism who do not have an EHCP will still benefit from
health and social care services. As reforms are taken
forward, it should be made clear through the Local
Offer how children without an EHCP can access the
services they need.

Personal budgets

The proposal to offer personal budgets to families
entitled to a statement or an EHCP has two main aims:
to make it more clear what services cost; and to help
families to get the services they choose.

However, it does not seem to be clear how those who
do not have an EHCP will be able to understand the
funding their child is receiving.

We asked parents what experience they have had of
personal budgets. Around 14% had used an individual
budget'®, mainly for social care services. For some,
the budgets have worked well — they felt they had
gained control and were happy about using them.

For others, experiences were more mixed: some
highlighted the challenges of finding staff and services
with the specialist skills and expertise needed to

work with children with autism. Others encountered
unmanageable levels of paperwork.

13 The families we spoke to had used individual budgets, rather than
personal budgets. These include funding for social care services
but not additional funding streams such as those relating to
educational support.



. Receive sufficient

Which of the following types of support does your
child have enough of, and which do they need?

- Receive but need more

Want but don’t receive
- Don’t need this type of support

Don’t know

350

300

250

sasuodsai Jo JaquinN
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Good practice

Improving access to social
support

The NAS Radlett Lodge School in Hertfordshire
provides ‘exceptionally high quality’ education
and weekly boarding for children aged four

to 16 with autism and complex learning and
behavioural difficulties.

The school works with the London Borough

of Tower Hamlets to help young people with
autism access mainstream youth groups and
leisure activities — and by doing so, gives them
the chance to form friendships and take part in
community life. Joining a new club or meeting
new people can be stressful, so each young
person has a ‘personal inclusion plan’ to help
with this.

In turn, Radlett Lodge offers autism-specific
training and support to youth clubs and other
mainstream provision, covering everything from
the basics of autism to behaviour management.

As youth workers in Tower Hamlets gain more
awareness of the issues facing young people
with autism and adapt their clubs accordingly,
parents are increasingly confident about their
children going to mainstream youth projects.

Through the scheme, young people’s
confidence also grows. For example, one
young person with autism had been reluctant to
socialise after school and spent his time in front
of the TV. However, after being supported to go
to a local theatre group, he now enjoys taking
part in drama sessions every Tuesday evening.

While individual budgets will be good for some
families, they are clearly not the answer for everyone.
It will be important to learn from the experiences of
the personal budgets pilots, due to be published

in September 2012, and to consider within that
evaluation how local authorities can help develop

a market of different provision so that a range of
services is available for families to choose from.

"Would really welcome [a personal
bvxdgeJr] As 1+ would enable
pavents to buy services that {le

Cluldren ved\\\y need.” parent

Results, not just processes

EHCPs are intended to have a strong focus on
outcomes — what is actually achieved — and this is to
be greatly welcomed.

All children with autism (including those who do not
have an EHCP or a statement) should have an action
plan that is regularly updated and sets appropriate
objectives, and their progress should be measured
against those objectives.

We welcome the Government’s proposal to introduce
a new measure of performance for the lowest
attaining 20% of pupils in schools. Some children with
autism will fall within this band, and an action plan
would help schools to make sure that they are making
the best possible academic progress.

For children with autism a good school will
develop their confidence, their social skills, their
skills for independent living and in many cases for
employment. In order to deliver on its vision to give
every child the very best opportunity to succeed,
the Government should consider how schools will
be recognised for delivering these outcomes for all
children with SEN, not just those who fall within the
lowest attaining 20%.



"“T want $o be 4 musician.”

“T want 40 be a4 meclanic.”

lllustrations: artwork by pupils Miguel and Romy at our
Radlett Lodge School. They were asked, “What do you
want to do when you grow up?”

Good practice

Planning for the future: work
experience and transition

The NAS Sybil Elgar School in Middlesex
recently worked together with Prospects, our
employment service, to pilot a work experience
programme for young people with autism.

For many young people with autism, it can be
difficult to imagine life beyond school and what
being in the workplace will actually involve.
Good quality work experience placements

can be particularly beneficial, yet few have the
opportunity to do such placements.

The project started with school-based
workshops with six students. The workshops
looked at what work experience involves,
including sessions on finding a work experience
placement, learning new skills, dealing with
new environments, and self-advocacy. These
sessions aimed to build students’ confidence,
communication and social sKkills.

After the workshops, a work placement was
planned with each student. Prospects provided
autism awareness training for the employers and
along with the school, sought to support young
people while on their placements. They also
worked closely with parents and carers so that
the students had support at home during this
period of change and transition.
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M”\k]vxg "t veal

Children’s needs should be identified
early and appropriate local provision
put in place to meet those needs.
Local agencies should work together
when carrying out assessments and
supporting families. A re-written Code
of Practice must set out everyone’s

rights, entitlements and responsibilities

in a clear, accessible way, and retain
those aspects of the current Code
which families and professionals
value greatly.

Early identification

The Green Paper proposes
that all two-year-olds will

be offered a health and
development review so that
they can get any support they
need quickly. It also says that

where a pupil faces exclusion,
multi-agency assessments
will be piloted to see whether
they help identify any

factors behind this, such as
unidentified SEN.

We welcome the piloting of assessments related to
exclusions, something that the NAS has called for
over many years.

For the needs of children with autism to be

identified as early as possible, we recommend

that:

3y

> health visitors should have training in autism to
ensure that they can identify the early signs of
autism as part of the health and development
review. However, it is essential to recognise that
many difficulties relating to autism do not become
apparent until after the age of two

> school staff should receive training so that they can
identify possible signs of autism, and work with the
local NHS so that they know where to refer children
for assessment and diagnosis

> local NHS bodies should follow the NICE guidelines
on recognition, referral and diagnosis of autism in
children and adolescents'™, so that there is a clear
route to getting a diagnosis in every area.

Coordinating support through EHCPs

The Green Paper proposes
that statements should be
replaced with EHCPs and a
single assessment process

for EHCPs introduced. EHCPs
would provide the same
education rights as statements

currently do, but be better
integrated with health, social
care and other services. The
Green Paper also proposes
reducing the maximum

time limit for the statutory
assessment process from 26
to 20 weeks.

We agree that services need to work more closely
together so that support for children with autism can
be better coordinated. A streamlined process would
be welcomed by parents, as would a shorter waiting
time: 90% of parents we surveyed are in favour of
reduced time limits for statutory assessment.

14 National Institute for Health and Clinical Excellence (NICE) (2011).
Autism spectrum disorders in children and young people:
recognition, referral and diagnosis. London: National Institute for
Clinical Excellence



To make sure that the new system works:

>

the test areas for the new assessments should
look at how local authorities might work with other
organisations, such as voluntary organisations, to
develop an assessment process which parents feel
is more independent

the health and social care elements of EHCPs
should have the same weight and accountability as
the education parts

streamlined assessments must not mean that
relevant professionals are excluded from the
assessment process

all children with autism should have an action plan
that is regularly updated and sets appropriate
objectives. This includes children who do not have
a statement or an EHCP

children’s progress should be measured against
these objectives, and this information should be
used when evaluating school performance.

Personal budgets

The Green Paper says that
personal budgets will be
offered to everyone eligible

for an EHCP, giving parents
greater control and making
it clear what funding levels
are available.

Personal budgets will only work if they are optional,
and if there is a real choice of appropriate services for
families to choose from.

For personal budgets to work:

>

evaluation of the personal budget pilots, due to be
published in October 2012 should look at the role
of local authorities in developing the market so that
parents can have an appropriate range of services
to choose from.

Clear and accessible guidance for
families and professionals

The Green Paper proposes
re-writing the SEN Code of
Practice to make it shorter,
clearer and with a focus

on identifying SEN more
accurately, and integrated
with guidance for other
children’s services.

The current SEN Code of Practice is incredibly useful
to parents and professionals alike.

What comes through very strongly in our research is
that whatever system is in place, parents want and
need a way of making sure their child’s needs are met,
that progress is being made, and that support cannot
be removed without proper consultation with parents
and staff working with the child, whether or not they
have a statement or an EHCP.

A re-written Code of Practice should remain clear,
accessible and set out parents’ and children’s rights.

These rights must include:

> clear timescales and processes, including
communication between agencies

> anamed and trained senior person in each school
with responsibility for SEN

> an identified teacher, with relevant training, in each
school who has responsibility for coordinating SEN
provision

> ways for parents to challenge the system, including
clear and accessible complaints and appeals
processes

> rights for children without EHCPs or statements

> clear and enforceable lines of accountability
between schools, local authorities and other
agencies involved in providing support

> regular objective-setting for individual pupils.
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1 want
teachers who

understand me

Chapier Y: The knowledge

Parents and young people agree that knowledge of
autism, more than anything, helps children’s needs to
be met. Conversely, many teachers say that developing
autism knowledge is their biggest challenge in teaching
children with autism.»» According to our research,

when a teacher has a good understanding of autism,
86% of children feel happy at school, compared with
53% generally.

“My son tlrives best witl, teaclers and assistants wio

. - )
know about autism and understand Lis needs.” parent

15 Jones, G, et al. (2008). Educational provision for children and young people on the autism spectrum living
in England. London: Autism Education Trust. A report by the NUT in 2006 (SEN survey on the provision
of training to teachers in relation to pupils with special educational needs — evaluation) also found that 44%
of teachers in their survey did not feel confident teaching children with autism
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Autism knowledge in schools

We know there are many professionals who are
extremely well-equipped to support children with
autism. Some have received specialist training, others
have even undertaken research in their own time so
they can support these children more effectively.

But our research indicates that autism knowledge and
expertise across all schools, and sometimes within
individual schools, remains patchy. Too many teachers
are trying their best but are being let down by a
system that doesn’t give them the training, knowledge
or resources they need to help children with autism
thrive at school.

“The thing $hat would make fhe
most diffevence for children witl,
SEN would be muct, more {raining
for staff. Tie staff at sciool
ave Al kKind And LAave been very
concerned fLat -H\ey lhave wnot

known Low 4o feacl, our cLild.”

Parent

"[Sclool would be beHevf] W fhere
WAS A Way WiCl, evevybOdy could
£ind out about autism witloudt
Aslang me ov e TAs [-}eo\cl,\‘mg
Ass}s-Mv\-Fs] m the base.”

Young person with autism

For parents, good training and teaching practice is of
great concern. Fewer than half of parents in our survey
are satisfied with class teachers’ understanding of
autism. Many expressed their frustration at having to
explain repeatedly what autism is. Autism is a hidden
disability and without a good understanding of it, a
child’s needs may be overlooked, or teachers may be

unsure what adjustments they should make to support
pupils. A number of parents’ comments echoed this
one: ‘Because they don’t visually see a disability they
tend to treat it as non-existent.’

Parent satisfaction with mainstream teachers’
understanding of autism'

Satisfied  Not satisfied

Primary teacher 52% 25%
Secondary form 45% 18%
teacher

Secondary subject 29% 30%
teacher

SENCO 59% 24%
Head teacher 37% 26%

Young people themselves are even less satisfied.
More than two in five (43%) feel teachers don’t know
enough about autism and for pupils in mainstream
schools, the majority (57 %) feel that this is the case.
This is particularly worrying because when we asked
young people what the worst thing about school is,
the most common answer is ‘when teachers don’t
understand me’. A lack of knowledge of autism has a
direct impact on the lives of young people.

16 Remainder made up of ‘neither satisfied nor dissatisfied’
or don’t know.
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“T'm luckey tad T now go +o a
brilliant scliool. ng When 1 was
n MAmstream PY}W\JW)/, -H{mgs
were VERY different. T Lated
sclool, T self-Larmed and T
cefused somedimes o go fo sclool.
T was badly bullied. Teachers
hAd no i1dea Low fo {eacl, me and
often gave up alflough T Lave
since found out At my new sclool
tat T am very bv}g(,\-{» Aand T am
tAking nine GCSEs, all predicted

)
gs and ASo Young person with autism

Is school making adjustments or adaptations?'”

I Don't know
100 0 No
P Yes

80 [
2
c
]
°
c
9 60
?
o
=
[5)
°\o 40

20 [~

0 7

¥ @0 Adjustment
& & @ & needed
Q@QQ \Q’ ° 4\\) g o
NS @ 3
4\00 'bc“(\ ,\Qp Q° N

o

17 Remaining respondents indicated that the adjustment was not
applicable or not needed.
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In a significant number of cases, adjustments and
adaptations that are required by law and necessary to
meet a child’s needs, are not made (see chart below).

Most commonly missed are adjustments to the
classroom environment (which may help a child

to manage sensory sensitivity), homework and
unstructured time, such as breaks and lunchtime:
times that children with autism often find particularly
difficult. However, these adjustments are often
relatively easy to make.

"T +lank all scLools stould Lave

A voom 4o g0 4o fov g{_v\]e-[» $ime
and for Kids like me 4o be able 4o
concCentrate AW Ay Lrom {Le noise
Aand Clutter and 3v\s+ clall out or
worlk 1w peace. Somedimes T have
panic attacks at sclool n fle
Cookery voom; w's 4oo smelly and
there's not enougl fime fo {inisiy
e food T'm cooking. My Lead
needs +ime off from tLe noise and
amount of people. Regvx\m breaks
wm the day would be 9006.”

Young person with autism

It’s not just about teaching staff. Young people would
also like other pupils to have a better understanding
of autism, with one in three saying this would make
school better. Lack of understanding can have
consequences: 34% of young people say that people
picking on them is the worst thing about school, the
second most common answer after teachers not
understanding them.



“T4 would be betfer if T was
understood better by everyone,
and otler clildven at sclool
weren'd mean 4o me because T am

a bid diffevent.” child with autism

Get it right for teachers, get it right

for children

Everyone recognises that dedicated and capable
school staff can make a big difference during a child’s
time at school — and beyond. With an estimated
88,000 children with autism in England, teachers need
the right training so that they can feel confident about
supporting these children, and schools can fulfil their
legal obligations.

"Our son is very LAppy w Lys
secondary sclool and -[-(,\ey Ave

very supportive. He Lad numerous
opportunities fo visit the sclool
previous 1o Lim starting, including
meetings with us. He is well-
supported wien needed and afdends
A nurfure session {wice a4 week And
At lunchtimes... [He 9&-{5] excellent
s0CiAl skills fraining, e Las regular
supply staff wien ofler staff ave
absent... He 1s very LAppy And is
ACL\]eV]V\g We“~” Parent

When autism training works, families feel the benefits
of it. Some of the parents in our focus groups said
they are beginning to notice the effects of the recent
initiatives around autism training for teachers, and

could see the difference between teachers who had
received training and those who had not.

"Some teaclers were
understanding and allowed me
Lelpful concessions, for instance

T could come s-FN’\}gL\Jr mto fhe
classroom n fle W\Ow\'mg (W}+h the
‘505‘ of pV\H]vxg out tLe ChA}rs>
mstead of Wﬂ\}-f}vxg And lning up n
the playground. This was useful as
the busy, noisy playground full of
parents and clildren was 4 very

o\nx}&y—pvovok’mg place for me.”!

Young person with autism

“T found [My SOV\'S] primary sclool
to be fantastic. All 4Le feaclers
and feaching aAssistants were very
kV\OWKedgeé\b\e about antism and
the problems or difficulties tLat
it can bring. All Lis work was

. . N
Aamed 4\'{’ lus level.” parent

These training initiatives must continue. In addition,
the proposed SEN scholarships for teachers and
support staff must include a scholarship which
focuses specifically on autism, with incentives for
teachers to take these scholarships up and share what
they have learned with colleagues.

Putting training into practice

Parents we spoke to in our focus groups highlighted
the importance of teachers (and teaching assistants)
having the opportunity to put training into practice,
vital to make the investment in training worthwhile.
But all too frequently, teachers do not have the time or
support to do this.
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Good practice

Supporting children with autism
in mainstream school

The County Inclusive Resource (CIR) is a
Suffolk County Council-based outreach service
for mainstream schools who want to access
support for pupils with autism. Schools refer
pupils, who must have a medical diagnosis of
autism but do not have to have a statement.

CIR teachers are based in schools across
Suffolk. They work directly with pupils; train

and advise school staff; and supply resources,
such as visual prompts, learning aids and social
stories. All their work is based on the individual
needs of pupils and their schools.

In partnership with schools, the CIR works
closely with parents and other agencies. Once a
pupil has been successfully referred to the CIR,
there is no need to re-refer, and they receive
consistent support from Reception to the end of
Year 11.

"Tie CIR infervention Las
been Lighly effective. T4 Las
provided us With A range of
strategies fo use {0 enlance
learning Aand belaviour and
has Lelped us o {eel move
confident 1 our Mﬂ\nﬂ\geMen+
of clildven witl, aufism.”

We also need more than just generic awareness
training. Some approaches, such as modifying
language to make it more concise and literal, can be
simple and effective for many children with autism
(and, indeed, other children with communication
difficulties). But autism is a complex condition and
every child with autism is different. Training should
emphasise this, and focus on how teachers can adapt
strategies and approaches based on their knowledge
and observation of a child. Combined with up-to-date
information and clear action plans and objectives, this
will help each child to make appropriate progress.

Awareness and support across
the school

SEN leads

Special educational needs co-ordinators (SENCOs)
advise on provision for children with SEN, including
autism. Three in five parents who we surveyed are
happy with their SENCQO’s understanding of autism.
It is a role which must be retained as the education
system changes and develops.

However, a significant proportion of parents are not
confident that their SENCO can advise other school
staff on how to support their child.

“The support assistant assigned
o me slould be -FV\HY trained n
Antism, and most of Lem ave
not. The SENCO stould also
know about antism and +Le proper
proCedures 1o Lollow.”

Young person with autism

But in part, this is because SENCOs have insufficient
time to support all the children who need help.
Parents in our focus groups argued that they should
not have teaching responsibilities on top of their SEN
responsibilities.

In our experience, having a person on a school’s
senior management team who represents SEN



issues is critical. Such a person can oversee the
training and development needs of staff, make sure
children are receiving appropriate support, help to
set school policy about SEN, and build links with
other professionals so that more specialist support is
available when necessary.

School leadership

Head teachers can take the lead on SEN in their
school, identify areas for development, and set the
whole tone and attitude of the school towards children
with SEN. Just 38% of the parents we surveyed who
have children in mainstream schools feel that the
head’s knowledge of autism is satisfactory. We strongly
welcome the Government’s proposal that training for
head teachers will have a focus on SEN. This training
should be available to newly appointed leaders and
experienced head teachers.

"We ave velatively satisfied witt,
the suppord our son now receives
At mamstream sclool because 4
Las A fantastic SENCO wio
absolutely understands autism.
The school has a sfrong etlos

of nclusion, supporfed by fie
Head. The SENCO hAs -vagb\Jr
us H\]v\gs we didn't know! Our
experience At primary sclool was
the opposite; a Head wio not only
didn't understand autism but
close not 4o learn about 14.” parent

“The wmost important {hing is
stall wio are Propev\y nformed
Aand Willing to help Children on te
specirum maximise fLeiv falents

and handle the challenges posed

by their autism. Strong leadersiip
Lrom a Lead teacler wiose
enlightened attitude percolates
trough all school staf{ is a major

ﬂ\d\/ﬂ\v\'{’”\g&” Parent

The Government envisages school governors having a
much greater role in holding schools to account, and
hence proposes to give them more information about
the progress of children with SEN. However, nearly half
of parents (48%) could not say whether their school
governors have sufficient knowledge of autism to

Good practice

Sharing knowledge through
local school ‘clusters’

In Lincolnshire, there has been an increasing
demand for advice and information on
supporting pupils with autism. The Autism
Inclusion Mark for Lincolnshire (AIM4Lincs) has
led to the development of a network, through
which schools can share autism knowledge and
training opportunities.

Primary and secondary schools — both specialist
and mainstream — submit evidence on their
practice and are assessed by a team of
professionals from the education and voluntary
sector. They are marked against 13 ‘prompts’
with three levels in each prompt — entry,
developing, enhanced. Schools are judged on
their environment and the adaptations they
make, their strategies for training staff, and how
they work with parents and outside agencies.
Each applicant receives detailed advice and
support to help them develop. To date, two
schools have achieved an enhanced level, and a
further five are very close to this.
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Good practice

A centre of autism expertise

The NAS Helen Allison School, rated outstanding
in its most recent Ofsted inspection, is a centre
of expertise in autism education. It provides
high-quality education to children with autism
aged five to 19 and maintains close links with
other schools in the area. Staff offer training to
professionals, including the chance to observe
teaching and best practice at Helen Allison.

Staff share their autism knowledge in other

ways, too. Some teach on postgraduate autism
courses at Canterbury Christ Church University
and Sheffield Hallam University, while others

are involved in research, including the specific
issues around educating girls with autism; the
development of social and self-management skills
for children with high-functioning autism; and an
international project looking at how smartphones
may aid people’s inclusion in society.

make sure children are supported effectively. Parents
need to be confident that governors have sufficient
knowledge to do their jobs well and hold schools

to account. Training should be made available to
governors.

"“The culdure of nclusion is wiat
makes sclool work for my Cluld

more '{’(«\AV\ 0\V\y O'quf 'FAC'[’OY-” Parent

Access to autism expertise

While improved training for teachers and school
leaders is critical, it is not possible for every teacher
to be an expert in autism: access to high-quality
expertise and specialists will still be necessary.

Yet often these are limited resources which have to
cover large populations, and it is those children who
do not have a diagnosis or a statement in particular
who lose out. Teachers need to know what additional
support is available and how and when they can
access it.

“AWHSW\ Adv]sory feacler
specialists ave very effective but
seem fo be strefcled fo fle limit”

Parent

We welcome proposals in the Green Paper to give
professionals more opportunities to learn from
colleagues in specialist settings, and to develop
‘clusters’ of schools that share good practice. This
could be very cost-effective: preventing mainstream
school placements from breaking down, and reducing
the need for more expensive out-of-area placements.

"Some of my son's feaclers Lave
been outstanding = Lis Curvent

one n parficular. We need 4o ask
them move about wiat is needed.



I they are doing [-H(mgs] well we
sthould be p1cking teir brains!”

Parent

“From +Le Foundation S'{'ﬂ\ge,
[W\y 50v\] was welcomed nto
sClool and practices were put v
place 4o sv\PPov-{» lim, eg Visual
timedables, {lexible approaci.es.
His sclool listened 4o 4he speecl,
therapists and put all of tleir
vecommendadions nfo pvd\C-HCe.
[My ctild] is now $lriving.” parent

"I would like my very small sclool
fo wovl witl, 4 lAvger MAInSFream
sclool so $Lat T can Lave a
ClAnCe 4o work Mrgev groups
when 1 feel able 4o.”

Young person with autism

We want all schools to have access to the autism
specialist support that they need. Local authorities
will need to work with schools and other partners to
identify the kind of autism expertise that is needed in
their area. They should then commission appropriate,
specialist services. The Government has protected
funding for these services in 2011-12 but a longer-
term strategy is needed to make sure they are
available across England.

Good practice

Sharing specialist expertise

Beverley School in Middlesbrough is a specialist
technology college with places for 125 children
and young people with autism aged three to 19
years. The pupils come from Middlesbrough
and the neighbouring areas and have a range

of academic ability. Some have severe and
complex learning difficulties. Beverley pupils
may go to mainstream school for some of their
lessons and likewise, some pupils from other
schools attend Beverley part-time.

Funded by the local authority, Beverley

School shares its autism expertise with local
mainstream schools. It provides specialist
advice and training, making use of the Inclusion
Development Programme resources on autism.
As well as formal courses, mainstream staff
benefit from mentoring, placements and the
chance to work alongside Beverley School staff
to develop strategies for individual pupils.
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. . + We welcome these proposals, but more needs to be
Makl V\9 | Yeﬂ\\ done to address such a fundamental issue. In this
section we have set out some excellent and innovative

Children with autism will not thrive practice in developing autism expertise in schools.

in school unless staff feel confident To build such expertise across the country:
about identifying their needs and
puthng appropriate Support in p|ace, > SEN scholarships for teachers should include

specific scholarships on autism. There should be

whether a child has a statement or an ) _ ) ,
incentives for teachers, and teaching assistants,

EHCP, or not. to take these scholarships up and share their
knowledge
Getting training right > local authorities should work with schools and other

services, such as health services, to make sure
that all schools in their area can access specialist

support for pupils with SEN.
The Green Paper proposes

better training and awareness We also want SEN training not to be just for staff at
around SEN: the school, but for those who oversee the running of

the school, too:

> more funding for teacher 7 training for Chairs of governing bodies must include
training providers and
more placements for
trainee teachers in special
school settings

a focus on SEN.

> scholarships for teachers
and support staff

> local ‘clusters’ of schools
that share good practice
and expertise

> SEN to be a feature
of school leadership
qualifications.
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Conclusion

The Government’s reforms will shape
the future of a generation of children with
autism. The opportunity to fundamentally
change the system for children with SEN
and disabilities does not come round often. We have to
take this chance to secure the right support for every
child, to stop parents having to fight every step of the
way - to create a system which works for everyone.

Children expect an education that sets them up

for life. Without the right support from school, the
educational progress, social skills, self-esteem and health
of children with autism can all suffer. With support, they
can achieve their full potential throughout childhood,
paving the way for a happy, fulfilled life as an adult.

Parents expect a system that works with, not
against, them. Parents will always want what’s right
for their children. But too many parents of children with
autism have had to battle to get the support their child
needs. Too many more are still fighting. A real voice for
parents must be at the heart of these reforms.

We expect the Government to listen, and to act.

In this report the NAS presents the real views and
experiences of children with autism, parents and
professionals as they try to get the support that is their
right. We know what needs to change.

We have Great Expectations for children with autism,
for their families and for these reforms.

Let’s work together. Let’s get it right.
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Methodology

The research for this report was
carried out between October 2010
and April 2011. There were two main
stages of work, described below.

1. Qualitative discussion

Discussion groups focused on the issues involved
with the education of young people with autism,
specifically within the context of proposed changes to
the special education needs system in England. These
discussions are referred to throughout the report as
‘focus groups’.

A: Discussion with parents

Participants were recruited through local NAS branches
across England, resulting in five group discussions.
The sample represented families with children across
the autism spectrum, including those with autism

and learning disabilities, high-functioning autism or
Asperger syndrome. Transcripts were coded and
analysed.

B: Discussion with young people

The NAS invited a group of seven young people aged
between 13 and 20 to take part in a discussion of
their experiences in the school system. This group of
young people regularly takes part in NAS activities as
part of our Young Campaigners Group. This sample
represents the higher-functioning end of the autism
spectrum; all have had experience of the child mental
health system.

C: Discussion with professionals

Discussion groups were also held with professionals
working with children and young people with autism
in NAS schools. Three groups were held, one with
the principals of the five NAS schools in England,
one with six deputy head teachers, and one with 15
educational psychologists or behaviour coordinators.
These discussions took place within scheduled
meetings of these groups.

Yo

2. Quantitative survey

A: Survey of NAS members who are parents of
young people with autism

The NAS designed a survey, which elicited largely
quantitative responses and offered the opportunity for
lengthier qualitative responses to selected questions.
The aim was to find out more about the experiences
of parents and carers who are members of the NAS
relating to their children’s education.

Sample: 9,188 NAS members were invited by email
to complete the survey online. A link to the survey
was also included in the April e-newsletter to NAS
members in England and the April newsletter to NAS
branches.

Analysis: A total of 897 parents and carers of young
people with autism completed the survey by the
deadline, representing a response rate of 9.8%; only
responses from parents of those under the age of
19 who are NAS members were analysed, leaving a
sample size of 739.

B: Survey of young people with autism

The young people’s survey was advertised on the front
page of the NAS website, inviting any young person
with autism aged under 19 to take part. A link was
also provided from the parents’ survey. 307 people
began the survey and 295 responses fitted the overall
criteria specified.

Analysis: There were no incentives for respondents to
complete the survey. The introduction to each survey
explained the purpose of the research and set out
confidentiality procedures. Numeric responses were
anonymised and analysed using a software package
to produce aggregated tabulated results. Qualitative
open-ended responses were also anonymised and
coded for analysis.
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Great Expectations

The Government’s reforms will shape the future
of a generation of children with autism.

Children expect an education that sets them up for life.
Parents expect a system that works with, not against, them.
We expect the Government to listen and to act.

Let’s work together. Let’s get it right.

The National Autistic Society is the leading charity
for people affected by autism.

Over half a million people in the UK have autism.
Together with their families they make up over two
million people whose lives are touched by autism
every single day.

Despite this, autism is still relatively unknown and
misunderstood. Which means that many of these
two million people get nothing like the level of help,
support and understanding they need.

Together, we are going to change this.

The National Autistic Society
393 City Road

London EC1V 1NG
Switchboard: 020 7833 2299
Autism Helpline: 0808 800 4104
Fax: 020 7833 9666

Email: nas@nas.org.uk

www.autism.org.uk
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