About The National Autistic Society

The National Autistic Society is the UK’s
leading charity for people affected by autism

We were founded in 1962 by a group of parents
who were passionate about ensuring a better
future for their children. Today we have over
17,000 members, 80 branches and provide a
wide range of advice, information, support and
specialist services to 100,000 people each year.
A local charity with a national presence, we
campaign and lobby for lasting, positive change
for people affected by autism.

The photographs used in this report are taken
by Robin Hammond as part of the exhibition
As I See It: how people with autism view the
world.
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Foreword

Until relatively recently, the objective in talking or
writing about autism was to simply make people
aware of the condition. The task was very clear

- to ensure that people know about autism:
doctors, so that they diagnose it correctly;
parents, so that they are alert to the early signs of
autism in their children; and others, in an effort to
create a more hospitable social environment for
people affected by autism.

This large-scale report shows that, to some
extent, these efforts have been worthwhile.
92% of people now say that they have heard

of autism and most seem to understand that it
is a disability. However, though awareness of
autism is high, challenges still exist in promoting
understanding of the condition.

This report demonstrates widespread
misconceptions about the exact characteristics
of autism, how common it is and who’s affected
by it. It also exposes many negative reactions to
the typical behaviour commonly associated with
autism and the impact that these have on those
living with the condition, including family and
friends.

We don’t know if it will ever be possible to
completely eliminate all misconceptions about
autism but with renewed effort and commitment
we can begin to help people think differently.
Simply ensuring that people have heard of autism
is relatively straightforward; trying to make
people understand what it might be like to have
autism, and the personal, social and educational

challenges that it raises is a much longer and
more difficult journey.

You can join us on this journey by signing up to
The National Autistic Society’s Think Differently
About Autism campaign and helping to spread
better understanding of this complex condition,
as a first step to ensuring people with autism can
enjoy the same rights and freedoms as the rest of
society.

Kamran Nazeer
Author of Send in the idiots — or how we learned
to understand the world

Executive summary

Every day The National Autistic Society hears
from people affected by autism about the lack of
awareness and understanding of the condition

and the impact this has on them and their families.

We decided to find out how much these everyday
stories matched up with public perceptions of
autism.

In June 2007 we commissioned a leading market
research company, GfK NOP, to look at levels of

awareness and understanding of autism' amongst

the general public. We found:

> awareness of autism is high but awareness
that Asperger syndrome is a form of autism
is low

> there’s a lack of understanding and awareness
about some of the key characteristics of autism

autism is much more common than people
realise

> there’s a misconception that people with autism
have special abilities

> there’s a mistaken belief that autism mostly
affects children

people don’t realise that there’s no cure for
autism

initial reactions to typical behaviour associated
with autism are often very negative

but knowing someone has autism makes a
difference to the way people think.

1 In this report we use the term ‘autism’ to refer to all autism spectrum

disorders, including Asperger syndrome and

high-functioning autism (except in those case studies where a specific
diagnosis is specified by the person quoted). This was clarified with
respondents at an appropriate point in the survey.

Key statistics

Our research shows that awareness of autism is
high but there’s a lack of understanding about
what it really means to live with autism. And

we know from our experience that this has a
negative impact on people with autism and
their families. Whether it’s in the community, at
school, at work, or in social settings, people with
autism are often misunderstood. They suffer
discrimination, intolerance and isolation. For
many that means a lifetime of exclusion from
everyday society.

Our research also shows that people think more
positively once they know someone has autism.
But there’s a significant gap between those good
intentions and the reality experienced by people
living with the condition.

We want the government, the public, schools,
employers and the media to think differently
about autism so that people with autism get a
chance to make the most of their lives. And we
want them to act positively to address the gaps
in understanding, opportunity and support.




What is autism?

Without the right support, it can have a profound
- sometimes devastating — effect on individuals
and families.

Autism is a spectrum condition, which means
that, while all people with autism share certain
difficulties, their condition will affect them in
different ways. Some people with autism are
able to live relatively independent and fulfilling
lives. Others may have accompanying learning
disabilities and need a lifetime of specialist
support. All can make a very positive contribution
to the lives of those around them.

Autism affects how a person communicates

with, and relates to, other people. It also affects
how they make sense of the world around them.
Everyday life for people with autism can be
confusing, meaningless and even frightening.
Understanding and communicating with others is
particularly difficult — which can leave people very
isolated.

People with autism may also experience some
form of sensory sensitivity or under-sensitivity, for
example to sound, touch, taste, smell, lights or
colour.

Social interaction

This includes recognising and understanding
people’s feelings and managing their own.
Not understanding other people’s feelings can
make it hard to form friendships.

Social communication

This includes using and understanding verbal
and non-verbal language, such as gestures,
facial expressions and tone of voice.

Social imagination

This includes the ability to understand and
predict other people’s intentions and behaviour
and to imagine situations outside of their own
routine. This can be accompanied by a narrow
repetitive range of activities.

Children with autism grow up to be adults with
autism.

You can’t always tell whether someone has
autism.

Asperger syndrome is a form of autism. People
with Asperger syndrome are often of average
or above average intelligence. They have
fewer problems with speech but may still have
difficulties with understanding and processing
language. People with Asperger syndrome do
not usually have learning disabilities but may
have specific learning difficulties, including
dyslexia and dyspraxia.

How common is autism?

There are over half a million people with autism
in the UK - that’s 1 person in every 1002, If you
include their families, autism touches the lives of
over two million people every day. And autism

is more common than Down’s syndrome?® and
Cerebral Palsy* combined.

2 The Lancet, 2006

3 According to the Down’s Syndrome Association, for every 1,000 babies
born, one will have Down’s Syndrome.

4 According to Scope, about 1 in 400 children have Cerebral Palsy.

Photo by Robin Hammond, of Sarah, 27, diagnosed with Asperger
syndrome aged 23



Public perceptions of autism

Every day The National Autistic Society hears
from people affected by autism about the

lack of awareness and understanding of the
condition and the impact this has on them
and their families. We hear about intolerance,
discrimination and isolation; we hear about
rudeness, impatience and lack of compassion;
we hear about problems at school, at work
and at home; we hear about assumptions and
misconceptions both amongst the general public
and within statutory agencies.

For people affected by autism these attitudes
lead to a lifetime of exclusion — exclusion from life
in the community; exclusion from employment;
exclusion from education. And denial of the help
they need to live their lives.

"One thing T'd like 1s for people o learn more
about Asperger's.

My so-called={riends don't want fo know me
now T've Lad my diagnosis. T did belong 4o

the local darts team, but they flrew me out
because someone Lad fold +hem T was a reat
And & danger. To lose that was very upsetting
as it was gedting me oud and about and
bvx’(\d’w\g wy confidence.

My mum found it very upsetting and tried to
go vound fhe village explaining that I'm not a
danger. T 5v\s+ sty n My Louse now thougl.
APAY-[' Lrom My mum And my sister V\obody
remly understands. You can +Vy and talk o
them and they jms-} don't want fo inow.”
Young woman with Asperger syndrome

We decided to find out how much these everyday
stories matched up with public perceptions

of autism. We wanted to know how much

people understand about the condition, what
misconceptions they have and what their
attitudes are towards people with autism.

Our survey of the general public

In June 2007 we commissioned a leading market
research company, GfK NOP, to look at levels

of awareness and understanding of autism?®
amongst the general public.

A representative sample of over 2,000 adults
aged 16 and over was surveyed across 175
sites in England, Wales, Scotland and Northern
Ireland. Interviews were conducted face-to-face
in people’s homes. (See www.think-differently.
org.uk for a copy of the questionnaire.)

> Autism only affects children.

> Most people with autism have special

abilities, for example in maths or art.

> Autism can be cured

There was considerable confusion in our survey
about who is affected by autism and whether it
can be cured. 27% of those who had heard of
autism mistakenly thought that it mostly affects
children, and only 39% - that’s less than half,
were aware that there is no cure. 10% said they
thought autism was not a disability.

5 In this report we use the term ‘autism’ to refer to all autism spectrum
disorders, including Asperger syndrome and high-functioning autism (except
in those case studies where a specific diagnosis is specified by the person
quoted). This was clarified with respondents at an appropriate point in the
survey.

What’s more, the ‘Rainman myth’ clearly lives on.
Over a third of our respondents (39%) said they
thought most people with autism have special
abilities, for example in maths or art. In fact, it’s
estimated that only 1 in 200 people with autism
have special abilities®.

Beliefs such as this make it all the more difficult
for people with autism to get the right kind of
support or, indeed, to get any support at all.
Apparent ability in some areas may lead people
to underestimate the challenges an individual
faces in other parts of their life. For example, a
person with autism may have a degree but still
be unable to live independently without the right
support.

“PeoPle witl, ASPevger's Appear very avticulate
but so offen fhey can't make fLemselves
understood ov say wiat -[-L\ey want. For
example, T can't asic for a loaf of bread or
say 'pass fhe salf'”

Middle-aged woman with Asperger syndrome

6 Hermelin B. (2001). Bright splinters of the mind. London: Jessica Kingsley



2 Public perceptions of audism

There’s a lack of awareness and
understanding about some of the key
characteristics of autism

We asked people to identify the key
characteristics of autism from a list of typical
behaviours and perceptions, some of which were
unrelated to the condition.

Difficulty communicating with others
Difficulty making friends

Difficulty making sense of the world

Resistance to change in routine

Obsessive behaviours.

Many people correctly identified some of the
key characteristics of autism: 68% of those who
had heard of autism were aware that people
with autism have difficulty communicating with
others; 60% were aware they have difficulty
making friends; 58% were aware that people
with autism have difficulty making sense of the
world; 53% were aware of resistance to change
in routine; and 52% were aware of obsessive
behaviours.

However, some other common characteristics
such as the need for clear unambiguous
instructions (identified by 41%), being disturbed
by noise and by touch (identified by 36%), and

q

having difficulty sleeping (identified by only 17%),
were less well known.

This lack of awareness and understanding about
some of the key characteristics of autism has

a direct impact on people with autism and their
families. Whether it’s at school, at work, or in
social settings, people with autism are often
misunderstood because of it.

"You Lave fo constantly explain what's
wrong wWitl Lim. People don't understand, they
don't live witl, it 24 Lours a day and get fhe
constraints +hat come witl, Lim — T can'
fake Lim o Asda, can't fake Lim on Loliday
because e can't stand fhe cabin pressure.
T4 governs absolutely everything, where you go,
what you eat, s your wiole life, even down
to wihether the patterns on the wallpaper are
gong fo upset Lim. T can't do fle simplest
things Hhat ofler people fake for granted.”

Parent of seven-year-old boy with autism

"There's no sucl, hing as Asperger syndrome.
T4's jvxs-(' an excuse for bad belaviour.”

Said to parent by a Special Education Needs Co-ordinator

A small but significant proportion of respondents
mistakenly thought that people with autism
swear inappropriately (16%), were intentionally
rude (10%), and unable to walk (4%). And 13%
thought that some children with autism are not
disabled they’re just badly behaved.

"He didn't used 4o like going into supermariets,
T suppose because of fie bright lights, the
noise, all fLe people around Lim. He would
sCream as soon as Le Went n. People would
come up and say fo me, 'IL {Lat was my cLild
T'd smack Lim' or 'He needs 4 good slap'. People
pass 50 many commends yom've go-} 4o grow A
Hhick skin otherwise you'd stay n all the fime.”
Parent of six-year-old boy with autism

Autism is much more common than
people realise.

We asked our respondents how many people
they thought were affected by autism. The vast
majority - 90% — didn’t know how common it is.

Awareness of autism amongst the general
public is high but awareness that Asperger
syndrome is a form of autism is low.

Most people have certainly heard of autism

- 92% of all respondents in our survey said they
had heard of autism, and four out of five of those
who had heard of it thought it was a very serious
or serious condition.

Far fewer people have heard of Asperger
syndrome — only 48% in our survey. Those who
have heard of it don’t realise it’s a form of autism
—only 41% of respondents who had heard of
Asperger syndrome were aware that it’s a form of
autism.

This combination of myths and misconceptions
has an impact on the way the public think about
people with autism and on the way they behave
towards people with autism. This in turn has an
impact on the everyday experiences of people
living with autism.

10



2 Public perceptions of audism

Attitudes to people with autism

“T usually ge+ staves and futs Lfrom people
wio just think I'm a bad motier. T even once
hAd A WomAan n A smperMAVke-{' tell me that T
stouldn't $ake my son out in public even affer
T explained +hat Le is autistic. People have
even made complaints to store managers about
my son's belaviour because s sCreaming Las
botlered +Lem.”

Mother of an eight-year-old boy with autism

One of the key aims of the survey was to find out
more about public attitudes to people with autism
and to look at how that matches what people
with autism tell us. We know from our experience
that members of the public are often intolerant

of people with autism and their families and we
wanted to try and find out why. Is it because
they simply don’t recognise or understand the
characteristics of autism, or are there other
reasons? So, we tested out initial reactions to
people with autism using some typical scenarios.

Imagine that you’re in the supermarket and
you see a parent struggling to control their

young child who is screaming and kicking
violently. What would be your first thought?

Initial reactions to typical behaviour
associated with autism are often very
negative

By asking people what their first thought would be
if faced with a screaming child in a supermarket
we uncovered some very negative attitudes.

"

Nearly half of all respondents were critical: 25%
were critical of the parents and 21% were critical
of the child.

7 21% of respondents said their first thought
would be ‘they should be able to control their

child’ and 4% said ‘they are not a good parent’.

7 21% said ‘the child is being naughty’.
7 Only 3% said ‘the child may have a disability’.

> Sadly, 50 people (2.5%) said they would smack
the child.

> Another 50 people (2.5%) said they would walk
away or ignore what was happening.

> And only four people (0.2%) thought the child
could have autism.

A small but significant number of people were
more understanding: 10% said they felt sorry for
the parent; another 4% generally empathised in
some way; and a small number (2%) said they
would offer to help.

But knowing someone has autism makes
a difference to the way people think
Attitudes changed when autism was mentioned.
Just under two thirds (65%) said they would
definitely or probably think differently if they
knew the child had autism.

Imagine that you’re waiting at a bus stop
and a young man you’ve never seen before
comes up to you. He gets quite close and
speaks to you very loudly in a monotone
voice. He keeps asking when the bus

is coming and shifting from one foot to
another. What would be your first thought

about this man?

The results were very similar when we presented
a scenario with an adult displaying some

typical behaviour associated with autism. Some
people reacted negatively, thinking he was
either dangerous (8%), on drugs (7 %) or drunk
(6%). Others felt scared, threatened, anxious or
nervous, cautious, wary or suspicious. Some
were clear that they would back away and five
people said they would hit him.

Others were sympathetic, thinking he needs help
(5%), that there was something disturbing him
(13%) or that he might have a mental iliness (2%).
15% simply thought he was odd.

Only one in seven respondents (16%) thought he
might have a disability and even fewer — just 11
people — thought he might have autism.

Again, attitudes changed at the mention of
autism — over two thirds of respondents (68%)
said they would definitely or probably think
differently if they knew the man had autism.

Most people with children or grandchildren
currently attending nursery or school say
they would not be concerned if a child with
autism joined their child’s/grandchild’s class
We asked people with children or grandchildren at
school or nursery how concerned they would be if
a child with autism joined their child’s/grandchild’s
class. The vast majority (84%) said they would not
be concerned; one fifth recognised that having a
child in their class with autism would be a positive
experience for their child; and the same number felt
that diversity in the classroom is important. Only
3% of respondents felt that a child with autism
shouldn’t be educated in this type of school.

Reasons given specifically by the small number
(12%) who said they would be concerned included
class disruption, the need for the school to provide
extra support for the child, concern that not
enough attention would be given to their child/
grandchild and concern for the safety of other
children in the class.

Photo collage by Penelope Dunbar, a woman with Asperger syndrome.
She describes that it “allowed me to gain insight into an important
aspect of my disability which | struggle with on a daily basis”.
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2 Public perceptions of autism

Despite the findings in our survey, we know from
our experience that many children with autism
suffer discrimination in the education system.
Too often they’re misunderstood by pupils and
teachers; they’re bullied; they’re excluded; and
they’re unhappy. And that means children with
autism are often denied access to education and
the opportunities that education provides.

“He goes 4o a small village sclool. The Lead
feacler laughed af me wien T fold Ler fhe
diagnosis. He's being bullied. He doesn't get Any
sord of support. We've Applying Lor

A statutory assessment at fle moment.

The feaching assistant n Lis class didn't even
know wiat AsP¢V9er‘s was. That's wiat you\‘re
up Aga}ns+."

Mother of nine-year-old boy with Asperger syndrome

So although the majority of people want to
welcome children with autism into mainstream
schools, this is undermined by concerns about
a lack of resources for schools to support

7 Batten, A. et al (2006). Make school make sense - Autism and education: the
reality for families today. London: NAS

8 Batten, A. et al (2006). Op cit.
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inclusion effectively. And there’s a gap between
what people say they would do and the reality for
people with autism.

Most people say they would feel
comfortable about working with

someone with autism

We know that the reaction to people with autism
in the workplace is often very negative and that
people with autism suffer as a result. So we asked
people in our survey how comfortable they would
feel about working with someone with autism. The
majority of respondents were unconcerned.

> Qver two thirds (67 %) of respondents said they
would feel very or quite comfortable about
working with someone with autism; only 16%
said they would feel quite uncomfortable or
very uncomfortable.

7 17% of respondents said they thought it would
be a positive experience and 11% said they
already work with someone with autism.

Only a small minority expressed concerns about
the prospect.

7 12% of respondents said they would not know
how to support them.

> There appeared to be little concern (2%) about
the ability of someone with autism to do their job
properly or about unpredictable behaviour (3%).

Again, we know from our experience that many
people with autism are able to work. And we also
know that they want to work. But recent research
shows that only 15% of adults with autism are

in full-time employment. And we know that
people with autism often move in and out of jobs
because of lack of support in the workplace.

Whilst not everyone with autism will be able to
work, it is vital that those who are able should be
given the opportunity and support to do so.

Our survey suggests that there is considerable
scope for the inclusion of people with autism in
the workplace and that many employees would
be supportive of such initiatives. But there’s a gap
between what people say they would do and the
reality for people with autism. Appropriate training
and support would be needed for employers and
employees to ensure that people with autism

are actually welcomed into the workplace and
supported day-to-day.

9 Reid, B. (2006). Moving on up? Negotiating the transition to adulthood for
young people with autism. London: NAS

-

Artwork by a child with autism, who entered our ‘make school make
sense’ art competition.
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2 IW\PAC-F of public attitudes

Impact of public attitudes on
people affected by autism

We know from our day-to-day work with people
affected by autism that public attitudes have

a direct impact on them and on their families.
Sadly, all too often that impact is negative.
Forthcoming research amongst adults affected by

autism bears this out.™

Lack of understanding and awareness of autism
causes problems both for children and for adults
in all areas of their lives:

7 in the community
» at school
7 in social settings

> at work.

10 NAS research into adult services due to be published in Spring 2008.

11 Beardon, L. and Edmonds, G. (2007). ASPECT consultancy report: a
national report on the needs of adults with Asperger syndrome. Sheffield:
Sheffield Hallam University
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Impact on the family

"People don't understand Ler belaviour - Wiy
she's 50 Anti=s0Cial on some occasions And Wiy
on oflers ske is so effusive. Ste tries fo mimic
social belaviour, but it's exaggerated. Ste can
go from being guite nasty witl, some people tfo
being obseguious witl, others, almost fawning.
People don't know Low fo cope witl, hat sort
of benaviour.”

Parent of a young woman with Asperger syndrome

Lack of understanding and awareness of autism
has an impact not only on people with autism
and but also on their families. Our survey showed
that people can be hostile when faced with a
child behaving badly. This is borne out both

by what parents tell us and by other research'?
which shows that people often stare and make
rude comments. In shops, in restaurants, on
public transport — every day and in all sorts of
places, parents face lack of understanding and
intolerance and this in turn causes considerable
stress and anxiety.

“The unfamiliar surroundings were making
Davis anxious and Le was wihining. 'Give Lim 4
s(a\P‘, growled e young workman. Tlere was an
awkward silence from {ie ofler people n fle
cafe. 'He Las a disability’ T said. The workman
vedreaded ndo Lis paper. The otlers relaxed
and veturned to what they were doing. T4 Lad

worke_d.”

Parent of young child with autism

12 Gray, D. E. (2002). Everybody just freezes. Everybody is just embarrassed:
felt and enacted stigma among parents of children with high functioning
autism. Sociology of health and illness, 24(6), pp734-749

Parents also find that having a child with autism
can impact on how they are perceived socially:
people don’t invite them to their homes for

social occasions, or if they do they don’t invite
them back. Many are literally shunned by their
neighbours, avoided on the streets, and effectively
ostracised. For some families, lack of tolerance
amongst their neighbours is also a major issue, as
this case amply demonstrates:

"My £amily Lave been tlreatened 4o be
evicted from our Louse as our neighbours Lave
complained about my clild Lead—banging on
fe walls. Tle Aw{w\or}-{y won't Lelp us o maie
adaptations o fle Louse fo Lave

sof4-padded walls.”

Parent of a child with autism

As children with autism get older, their parents get
older too, but there’s no let up in the demands on
their time and energy. And they’re often required
to continue to provide constant support because
of a lack of appropriate services.

"“T Lave 4o take Lim oud mysel{ because there
isnd Anytling else flere. He asiks me wiedter it's
normal for a 21—yea\r—o\d man 4o go out soCially
with Lis mum, wiicl, T Obv'uowsly say yes to, but
i's not veally is 7"

Parent of a young man with Asperger syndrome

Other children in the family are also affected, not
only in the short-term, but often for the rest of
their lives:

"My 23-year-old daughter feels that x is Ler
vesponsibility as well, and as mucl, as T fLink
she's 4o be applauded for feeling that, T do
Hinic i#H's sad. But T do want Ler 4o be Lis
guardian once we've gone.”

Parent of a young man with Asperger syndrome

Photo by Robin Hammond, of Max, 26, with Asperger syndrome
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School experiences

With the right support many children with autism
can flourish at school. For some that may be in
a mainstream environment, while others need
specialist support. But for many children with
autism school can be a difficult and even scary
place.

Lack of awareness and understanding among
staff and other pupils of the needs of children
with autism at school is a major concern, not only
for parents of children with autism but for schools
and the general public too. Without awareness
and understanding children don’t get appropriate
support, which can leave them struggling to
learn, isolated, bullied and even excluded.
Surveys we’ve carried out show:

72% of schools are dissatisfied with their
teachers’ training in autism™

only 30% of parents of children with autism
are satisfied with the level of understanding of
autism across the school ™

98% of the general public think that teachers
in mainstream schools should be trained in
autism.'®

Previous research by us'® also shows that
bullying at school is a major problem. Over
40% of children with autism have been bullied
at school. Children with Asperger syndrome

13 Barnard, J. et al (2002). Autism in schools: crisis or challenge? London: NAS
14 Batten, A. et al (2006). Op cit
15 Autism Counts survey. NAS 2005

16 Batten, A. et al (2006). Op cit
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are particularly vulnerable, with 59% of parents
reporting that their children have been bullied.

The impact of bullying can be devastating. It

not only damages a child’s self-esteem, but can
lead to self-harm and suicidal feelings. And it

can also severely disrupt the child’s education,
causing them to miss or change schools, or even
refuse to go school at all. The following cases are
typical:

"The ofher clildren (augh at me sometimes.

T don't know wiy tley tease me... T Lide under
the desk, because flere arve lofs of boxes and
that is a good place fo Lude.”

11-year-old boy with Asperger syndrome

“T 5v\s+ got fo a point where sclool Lad become
A plobia and T couldn't ge+ out of fie cav.
As soon as T got n tle car fo go fo sclool, T4
start Laving 4 panic attack.”

16-year-old boy with Asperger syndrome

This shows how important it is for everyone right
across the system to have an understanding of
autism. Teachers need to understand so that they
can make their lessons accessible, and pupils
need to understand so that children with autism
can play a full role in school life. Without training
and awareness-raising childen with autism will
continue to lose out on their education.

Difficulty with social situations

“T nave never been able fo cope witl,
velationslips and have (ived on my own for 20
years. T am offen lonely, depressed and very

- N
ANX|0US.

Man with Asperger syndrome

People with autism often have difficulty in social
situations and can find them very stressful. As

a result, they become anxious and often either
exclude themselves or find themselves excluded.
Many lead solitary lives with little contact with the
outside world.

Below, people with autism describe a typical day:

“T spent a 1ot of te day on my PC falking

fo friends' on nstant messenger. T don'd know
tiese people in veal [ife, and T find i difficuld
to communicate witl, odler people. When no—one
was online 1 would play A game or write my
s-[»ory."

Young man with autism

"Have walied dogs fwice foday; Lousework and
wasl,\’mg. Talked +o 4 Larmer bv]e-ﬂy.
No otLer social contact. Smoked 4oo many

cigavettes and worried 4 lot.”

Man with autism

People with autism also have difficulty making
friends and maintaining relationships. A survey
by the Office of National Statistics found that
over 70% of children with autism found it harder
than average to make and keep friends.'” Our
survey about school bore this out. And our own

17 Office for National Statistics (2005). Mental health of children and young
people in Great Britain, 2004. London: Office for National Statistics

forthcoming research amongst adults tells the
same story. Children, adults and their families
all tell us they want support to cope in social
situations and learn social skills. Unfortunately,
there is currently a huge shortfall in the kinds of
low-cost services that can help individuals to
overcome the isolation they face.

“There's sometiing so intimidating wien you're
sitting on your own at a fable and everyone
else is n groups... they've got lots of friends
but you haven't.”!

16-year-old girl with autism

“My son Was avvested by the police as Le
wanted o fallk 4o a g]fl m e club and
approached Ler like people do on TV.

T {ried 4o explain fo fLe police +hat Le Las
Aspeqer syndrome And Las d]-@-ﬁcm\-ﬁy with,
Communication and interaction so may need
help When be}v\g grvxes-(-]Ov\ed.”

Mother of a young man with Asperger syndrome
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Difficulty finding and keeping work

We know from our experience that many

people with autism have valuable skills to offer
prospective employers and that employment is a
gateway to the outside world. Honesty, diligence,
punctuality, reliability, attention to detail and
technical skills are just some of the valuable
employability skills many can offer.

Yet many adults cite employment as the single
biggest issue or barrier facing them.'® And

we also know that the number of people with
autism in employment is disappointingly low.
Recent research shows that only 15% of people
with autism are in full-time employment and

for many of those who are employed, lack of
understanding about autism can make life at
work a misery.

For many people with autism, their experiences
at work are marred by misunderstanding and
inadequate support. Employers don’t realise how
challenging the workplace can be for people with
autism: they’re intolerant of what can look like
anti-social behaviour; they get impatient when
required to repeat instructions; and they don’t
understand how to make the most of the skills on
offer.

18 Barnard, J. etc al (2001). Ignored and ineligible? The reality for families with
autistic spectrum disorders. London: NAS
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"Sie's Lhad one good employer, wio did not know
of Ler diagnosis. Tley were very good, lots of
patience and understanding. Anotler employer
discriminated against Lev because of Ler
diagnosis. They made no attempt o adapt the
working environment even When the Community
liaison officer offered advice and suppord. Tle

HR department in this very large public company

had no understanding at all of Aspergev's And

actually fold us fhey don't fouch, Asperger's witl,

A bmge Po\e.”

Parent/carer of a young woman with Asperger syndrome

For some people with autism, lack of understanding
amongst employers and employees can cause
bullying and discrimination.

"He went 40 work n 4 restaurant bud was
bullied by the other team members,

T guess because Le was diffevent. He then got
A job n 4 Lorficulfure firm. He was bullied Lere
as well. His particular work etios made it so Le

didn't {ake tea-breais and dried fo get e worlc

done as guickly as possible. T fried 4o explain
friat e otlers wouldn't avaeC]o\-Fe that as Le
would be making them look bad but Le didn't
understand.”

Parent of a young man with Asperger syndrome

Most people in our survey said they would feel
comfortable about working with someone with
autism, and there appeared to be little concern

about the ability of someone with autism to do their

job properly or about unpredictable behaviour.

But there’s a gap between what the research
suggests and what people with autism tell us.
This may indicate that people need information
and advice to put their good intentions into
practice. Without increased awareness and
understanding of autism amongst employers and
employees, people with autism will continue to be
discriminated against and employers will continue
to lose out on a potentially valuable resource.

“T4 would be Lelpful fo fake e burden off
me 4o Lave fo explain to my colleagues wiat
Asperger's is. T'd like it if Asperger's was
more well=known, and if T was able fo say fo
my employer T want everyone 4o wnow wiat
ASPevger‘s is. T want people to know Wiy T
don't vemember fLeiv name, Wiy T don't Always
say Lello. T'd tike +em 4o know or be fold —

T would like {or everyone in my building fo
know.”

Middle-aged man with Asperger syndrome

Positive experiences

Whilst lack of awareness and understanding
causes problems for people affected by autism,
we know that with the right support and in

the right environment, people with autism can
live rich and fulfilling lives. Awareness and
understanding of what it’s like to live with autism
can really make a difference. Here are just a few
examples of the positive experiences we hear
about:

With the right support and in the right
environment people with autism can get the most
from their education:

'T nave multiple Lelpers. They sit with me n
class. Sometimes T ask, sometimes T do 14
witthout Lelp.”

11-year-old boy with autism

"I stavied college n February 2006. Tie
-{»eACL{mg medlods are mucl, bedter for me and
they also Lelp me by giving me fime fo take n
the nformation. I'm doing things now wiycl, T
didn't flink T could do and, with fhe Lelp of
tle college, T clallenge mysel{ $00.”

Young man with Asperger syndrome

Artwork by Mike, a man with autism. Mike is non-verbal and his
drawings record the things he has seen or done during the day.
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Whether it’s one-to-one or in a group, people
with autism can have a good social life too.

“T'm Pd\r-{- of a social group LAt meedts every
Trursday afternoon. We meet n a parficularly
nice pub wiicl we close because it Las wo
music, no football, no noisy crowds. T find fle
social contact very useful. Altlougl, we miglt
have difficulty n understanding otler people
we Can 5@-{— on wWitl, eacl, ofer. We've very
s-[-rA]gL\-(»-ForWAvd W]-{»L\ eAC|, o-[-{,\e_r. I (ke know}ng
where 1 stand.”

Middle-aged man with Asperger syndrome

Working with people who understand autism
makes a real difference.

"My worl is my passion. I'm a self-employed
feamer. I'm 4Le one n Charge of 41e work T
do. T Lave fold one or fwo customers about my
Asperger‘s, and T'w lucky that the passions
and skills T've got ave wiat my customers want
Lrom me and -(»L\ey smppor-{- me.”

Middle-aged man with Asperger syndrome

2

For this man with Asperger syndrome, the
diagnosis turned his life around, helping him and
his employer:

“The minute we knew about my Lusband's
condition, T downloaded the employer's guide
from tre NAS website, and T asked Lim 4o
take it n fo Lis line manager. He vead it from
cover 4o cover and mformed all fie people wio
needed o know. Since that day fley Lave
focused on my Lusband's skills and strengtls
and fhey Lave given Lim work WLiCk Le Can do
swpevb\y well. 8e‘€ore the diagnosis people Lhad
focused on wihat Le couldn't do vatler +han
what Le could do. His life Las furned around.”
Wife of a middle-aged man with Asperger syndrome

Photo by Robin Hammond, of Robert, 10, with autism
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What next?

Our survey clearly highlights the gaps between
what people know about autism and what daily
life is like for those living with the condition.

It also shows that many people have good
intentions but all too often those good intentions
are not translated into action.

We all need to think differently about autism so
that people with autism get a chance to make the
most of their lives. And we need to act positively
to address the gaps in awareness, understanding,
opportunity and support.

23

Think differently - act positively

"I people Lad a litfle more training or
education then you wouldn't need 4o Change
anything. People i councils, job centres, efc
need o Lave some sort of draining about
Antism. PeoP\e wiho work With fle pmbl]c slould
be able fo ask flLemselves whetler fle people
they're working witl, Lave got autism.”
Middle-aged man with Asperger syndrome

The general public needs to have a better
understanding of what it’s really like to live with
autism. Increased awareness and understanding
is vital to ensure that people with autism are able
to participate in society and get the support and
services they need. Everyone needs to think
differently about people with autism and act
positively to create environments where they
and their families feel welcome.

Employers need to think differently about
people with autism. They should recognise the
skills that people with autism can bring to the
job and actively welcome them as prospective
employees.

Employers must recognise that autism is
considered a disability under the Disability
Discrimination Act. That means they need to
take reasonable steps to make employment
accessible for people with autism, for example
by:

ensuring the application process is fair for
people with autism

creating an autism-friendly environment

providing training for all staff about autism.

Schools need to think differently about people
with autism. They have a vital role to play both in
supporting children with autism and promoting
awareness and understanding amongst staff and

pupils.

All school staff should have training in autism
so that they can provide the right support for
every child.

All schools should promote disability equality
for children with autism and take action to
eliminate bullying and harassment.

Autism awareness should be included in
citizenship or PSHE lessons to improve
understanding amongst pupils and overcome
prejudice and discrimination.

Although teachers are legally required to meet
the needs of children with autism, there is no

legal requirement for them to be trained to do so.

Teachers and school staff need training to help
them support children with autism, and schools
need to be able to promote disability equality.
Investment is needed to enable them to do it.

“Some ‘autistic’ clildren aven't ill, they've just
badly beLaved.”
Headline in Sunday Times (Ecosse edition), 14 May 2006

The media play an important role in shaping

public perceptions and influencing public opinion
and could be a powerful ally in raising awareness

of autism and countering stereotypes. Families

affected by autism find relentless negative
portrayals of autism extremely distressing. More
positive news reports about autism and features
about people living with autism are needed to
increase awareness and understanding amongst
the general public. And people living with autism
need positive portrayals to demonstrate what’s
possible.

All public authorities have a duty under the
Disability Discrimination Act (2005) to involve
disabled people in decisions about planning
and delivery of services. The best way to make
services and environments accessible to people
with autism is to ask them for their views and
experiences. The National Autistic Society has
produced a guide with practical tips on involving
people with autism to help public bodies to do
just this.™

Services should find out what people with
autism think so that they can act positively to
create more autism-friendly ways of working.

19 To order a copy of this guide email thinkdifferently@nas.org.uk
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Government

Everyone has a role to play in changing attitudes
and making the world a better place for people
with autism, and central and local government
are key. That’s why the UK Government should
demonstrate its commitment to raise awareness
and promote the rights of people with autism

by ratifying the UN Convention on the Rights of
Persons with Disabilities. That means:

> taking action to raise awareness and
understanding of autism

> taking action to tackle discrimination against
people with autism

7 ensuring adequate training for all those who
come into contact with people living with
autism.

People affected by autism

We mustn’t forget that people affected by autism
also have an important role to play. By sharing
their own experiences of living with autism, they
can educate those around them and make their
own unique contribution to countering the myths
and misconceptions that abound.

25

What we’re doing

The NAS has launched the Think Differently
About Autism campaign to help improve public
awareness and understanding of the condition.
As part of this campaign, we’ve produced
information for schools and workplaces on steps
they can take to become more autism friendly,
and tips on how to consult with people with
autism.

Over the next year, the Think Differently campaign
will showcase the reality of living with autism,
both positive and negative, through art, new
media, photography and personal stories. We are
asking anyone affected by autism to share their
experiences through the website
www.think-differently.org.uk

With the help of this campaign, everyone
can learn to think differently about autism
and act positively to eradicate intolerance,
misconceptions and discrimination.

Photo by Robin Hammond, of Ayman, 12, with autism
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"I want people to know wiy T don't remember fleiv name, | | v ly — aAC ostivel
Wiy T don'$ Always say Lello. T'd like +Lem 4o know or be TL\W\k d‘—F‘Fe QV\+ y + P '+' < y

told = T would like for everyone n My building to know.”!

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

Over 500,000 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.
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