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We Exist: A Bill for Audism, A Bill for Scotiand

A case for Change

The National Autistic Society Scotland has brought
together over 100 organisations and key people from
across Scotland who believe that change is needed

at a legislative and strategic level to make sure that
children and adults with autism' in Scotland get the
support and services they need. As more people are
identified with autism, and as people with autism
grow older and their families are no longer able to
care for them, a strategic approach to delivering

services becomes even more imperative.

According to our survey conducted across the whole
of Scotland, 95% of those who responded believe
it is necessary to create a legal duty on local
councils and health boards to improve services
for people with autism. This includes 93% of the
professionals working with people with autism who
replied. A similar proportion also believe there
needs to be a national Scottish autism strategy,
which would support the implementation of

legislation.?

In addition, local agencies want more support. In
2008, when asked about what support would help
them meet the needs of adults with autism, 95%

of local authorities said that they felt that the
Government could do more to assist them. Every

1 In this publication we use the term autism to refer to all diagnoses
on the autism spectrum (including Asperger syndrome and high-
functioning autism). However, we sometimes refer to high-functioning
autism or Asperger syndrome alone.

2 The survey was available online, with paper copies available on
request to NAS Scotland; 424 people completed the survey online,
and 19 completed it in hard copy. The survey ran from 8 October

to 4 November 2009. Respondents included people on the autism
spectrum, parents and professionals, and the majority responded on
behalf of an adult or a child with autism. Of those who had a diagnosis

38% had a diagnosis of autism, while 58% had a diagnosis of Asperger

syndrome or high-functioning autism. Results are published here for
the first time and referenced as Scottish autism services survey, 2009.

Community Health Partnership (CHP) surveyed
also agreed with this.’

A wake-up call is required to better meet the needs
of people with autism. For too long they have fallen
through the gaps between services. The need for a
strategic, long-term approach to developing services
for people with autism has now been recognised in

other parts of the United Kingdom.

The passing of the Autism Act 2009 in Westminster

is a major achievement. The Autism Act will give the
new Department of Health Adult Autism Strategy in
England real legal force.

In Wales and Northern Ireland the assemblies have
both developed autism spectrum disorder (ASD)
strategic action plans with actions planned on three
year cycles. These should lead to real improvements
in care and support, but without any national ASD
strategy people with autism in Scotland are unlikely

to see similar change.

Many people with autism have higher levels of
support needs because they have not been given
appropriate support. Work by the National Audit
Office has identified the hidden costs of not meeting
the needs of people with autism. This works out at
around £2.3 billion for Scotland each year.*

Around 50,000 people of all ages and backgrounds
are asking for their needs to be recognised. It is time

now for change in Scotland.

3 Daly, J. (2008). | Exist: the message from adults with autism in
Scotland. London: The National Autistic Society

4 National Audit Office (2009). Supporting people with autism through
adulthood. London: The Stationery Office. For adults with autism, 59%
of these costs are accounted for by services, 36% by lost employment,
and the remainder by family expenses.



Autism n Scotland

Autism spectrum disorder (ASD) is a lifelong
developmental disability which affects how a person
communicates with, and relates to, other people. It
also affects how they make sense of the world around
them. Asperger syndrome is a form of autism.

All people with autism have difficulties within

three areas of everyday life: communication, social

interaction and social imagination.

Some people with autism are able to live

relatively independent lives but others may have
accompanying learning disabilities and need
specialist support throughout their lives. People with
autism may also experience over- or under-sensitivity

to sounds, touch, tastes, smells, light or colours.

There are an estimated 50,000 people in Scotland
with autism — that is 1 in 100.° Along with their
parents, families and carers, autism touches the lives

of over 200,000 people in Scotland every day.

The reality for people with autism
in Scotland: an overview

Autism is often referred to as an ‘invisible disability’.
80% of people who have heard about autism are
unaware how common it is and 49% do not know
that it is a life-long condition.® The invisible nature
of autism is reflected in local service provision. All
over Scotland children or adults with autism have

difficulty accessing proper care and support.

5 Green, H. et al (2005). Mental health of children and young people
in Great Britain. London: Office of National Statistics; 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 (9531), pp210-5; Brugha, T. et al
(2009). Autism spectrum disorders in adults living in households
throughout England: report from the adult psychiatric morbidity survey
2007. Leeds: NHS Information Centre

6 The National Autistic Society (2007). Think differently — act
positively: public perceptions of autism in Scotland. London: The
National Autistic Society

To help us get a better picture of service provision
across Scotland, we surveyed people with autism and
their families; 443 people completed the survey and
we have used the findings to inform this report.”

Survey: key findings

> 95% told us more services were
needed locally for people with an
autism spectrum disorder.

> 48% rated their overall experience of
services to help them with their autism
as poor or very poor.

> Almost a quarter (23%) have had to go
outside their own local authority to get
the right services.

> Athird have had to go to a tribunal to
get the right support.

> 42% rate care professionals’
understanding of autism as poor or
very poor.

> Key gaps people identified in support
are social support, advocacy, self-
directed support, employment support
or training, and short breaks/respite.

We discovered that people with autism in Scotland
are not getting the help they need and many
experience misunderstanding, social isolation,
unemployment, worsening mental health, financial

hardship and reduced life chances.

7 Scottish autism services survey, 2009



We Exist: A Bill for Autism, A Bl for Scotiand

Children with autism are three times
more likely to have mental health
problems than other children.®

Only 13% of adults with autism are in
full-time employment.®

Over half of adults with autism have
experienced bullying or harassment
since they were 18.°

The next part of this report looks in detail at some
specific aspects of providing support for people with

autism to see how it is working in practice.

“T vemember Low my
pavents fought desperately
to ensure tLhat my local
education autlority gave
me An education to meet
my weeds... Every fime a4
person With, Aufism misses
sevvices that otler people
Wit Autism Lave received
due to a postcode lotfery,
Scotland potentially loses
another mdividual wio
could Lave contributed {o
Scottisl, SOd&y-” James Cusack

8 Green et al (2005). Mental health of children and young people in
Great Britain

9 Daly (2008). | Exist

10 Daly (2008). / Exist



Supporting people witl, autism

Diagnosis

“Our son Las been excluded from services
because Le did not have a diagnosis undil
Aged 4 ([Avxd L\e's] s+ill not veceived 4
writfen d}Agnos}s> but [we Ne] told by
[ue] psycriatrist +uat teve is no doubt
[+ Le bas audism]l” Tom, Midiothian.

Getting a diagnosis is often a critical milestone for
people with autism. For some it may be a relief,
explaining years of feeling ‘different’ and providing
a gateway to identifying support; for others it feels
more of a shock. Scottish Government guidance is
clear that a diagnosis should not be a requirement
for getting support,'" but too often not having a

diagnosis creates a barrier. 60% of local authorities

agree that having a diagnosis means someone is more

likely to get support.'?

Getting a diagnosis, however, can be a daunting
process and take a long time as there are few people
with the expertise to diagnose autism.” A third

of people have waited more than two years for a
diagnosis of autism, and some people told us they
have been waiting over ten years to get a diagnosis.
25% of people have had to go outside their local

authority to get a diagnosis.'*

Both parents of children and adults find it difficult
to get a diagnosis, but evidence suggests it is
particularly hard for adults. The Autism Services
Directory provided by NAS Scotland identifies just
12 services in Scotland providing adult diagnosis.

11 Scottish Government (2008). Commissioning services for people
on the autism spectrum: policy and practice guidance. Edinburgh:
Scottish Government

12 Daly (2008). | Exist
13 Daly (2008). | Exist

14 Scottish autism services survey, 2009

One man said he'd been told he ‘can’t have dual
diagnoses so will be waiting forever” for an autism

diagnosis."”

Follow-up support after diagnosis is critically
important so that people can understand the
information they have been given, work out what it
means for them and their families and begin to get
the support that they and their families need and are
entitled to. Yet 57% of people were unhappy with
the support they received after diagnosis, and 20%
received no support at all.'®

"T was wnot fold of my son's diAgnosis and
only found one Lhad been made wien 4
passing vefevence was made fo it being
n Lis notes, but T Lave never Lad Lis
diagnosis explamed or offered support. T
LWave Lad fo do all My OWn veseArCl, And
seek My own suppori, mform sclool, efc.”
Debbie, Fraserburgh.

Education: the right start in life?

Children with autism need support at school to help
them gain the most from their education. Their
disability means that they find the social aspects

of school particularly challenging and are likely to
need help to communicate with and understand the

people around them.

Getting the right support for pupils with autism

at school can be extremely challenging. Over half
(52%) of those who have attended school in the last
five years say that they did not get enough support."”

In one survey 43% of parents said it took over a

15 Scottish autism services survey, 2009
16 Scottish autism services survey, 2009

17 Scottish autism services survey, 2009



We Exist: A Bill for Autism, A Bill for Scofland




Gillian Naysmith: 4 case study

Gillian Naysmith is mother to Jaymi, age 8, and Sam, age 4. Sam has a diagnosis of
autism and global developmental delay. They live in Dunfermline.

‘(Tw\v\s}-HOV\ from stage o stage i Sam's (ife Las been difficult so far. On leaving
the <Lild development centre nobody fold me that some of fle multi-disCiplinary—team
sevvices would stop and fhat T would Lave fo plLysically go fo Sam's paediatrician
ov G—P ov L\eAl-{-L\ v}s]-(-ov -{-o hAave [am ve_"ve-(:e_rred ' ovdev -For -[-L\erAPy -(-o Con-{-}vw\e. We
then had fo be put back on the waiting list whicl, fook avound fen montls — a lod of
wasted time When they say that early infervention is tle best thing possible o Lelp our
Cluldren.

“I AM WOW 1n A Pos]-(»'.on Where 1 am hAVing 4o decide wiat fo do witl, vegard 4o Sam's
schooling — everyone in Sam's care must Lave an opinion... Those Wlo Lave decided o
shave theiw opinion have all given me completely diffevent advice, not all of 4 based on
Lis c09v{.+}ve Ab]\]-{»y... So Con—FV\s]mg. As a mum, T am looking for advice from fie people
wio should know wiat fLe best oP-HoV\s ave for my som.)’

‘(Some of tle services are veasonably easy to access but waiting lists are so incredibly
long fo see anyone even for an assessment. T atso find +Lat wien we Lave o Lave review
meetings for Sam, we can never ged everyone involved in Sam's cave flere, no matier
how £ar in advance it is planned. Therefore a4 full picture of Lis needs and care is never
veally ackieved at these meetings. So our needs are never fully met n fhat reSPeC-L)’

“TMASH]OM\( periods from one step o e next should be much, smootler and people
affected by autism siould effectively get all tle Lelp fhey reguive and living life witl,
this difficult enougl, condition skould be made more easy to cope witl, because Lelp will
be available and disruption could effectively be mimmal. ) |
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year to get any support.'® Even where children get
some support, frequently it is not enough to meet all
of their needs. In particular, many children do not

receive speech and language therapy."

In the UK, 27% of children with autism have
been excluded from school.?’ Of those who had
experienced exclusion in our survey, 23% were
excluded informally, for example missing out
on school trips.?' In our experience, exclusion
frequently results from children not being given
appropriate support.

As a result, education tribunals are
disproportionately likely to concern children with
autism. Just under half of all appeals dealt with by
the Additional Support Needs Tribunal concern
children or young people with an ASD** even
though these children make up only 12% of those
with identified additional support needs.?

Furthermore, many parents feel they have little choice
over the kind of school their child attends, with 46%
believing that their child is not in the kind of school
that would best support them. Over half of parents
feel that a lack of appropriate placements limits
choice, especially at secondary level. 17% of children

have to travel over 11 miles to attend school.?*

One reason for the lack of support may be a failure
to identify children’s needs. We have already seen
that it can take a long time to get a diagnosis of
autism, and 24% of parents say that not having a
18 Batten, A. and Daly, J. (2006). make school make sense: autism

and education in Scotland — the reality for families today. London: The
National Autistic Society

19 Batten, A. and Daly, J. (2006). make school make sense

20 Green et al (2005). Mental health of children and young people in
Great Britain

21 Scottish autism services survey, 2009

22 Additional Support Needs Tribunals for Scotland (2009). Annual
report of the president of Additional Support Needs for Scotland,
2008-9. Glasgow: Additional Support Needs Tribunal for Scotland

23 Scottish Government (2009). Pupils in Scotland 2008.
www.scotland.gov.uk/Resource/Doc/266539/0079763. pdf

24 Batten, A. and Daly, J. (2006). make school make sense

diagnosis delays support.”> One in 100 people are on
the autism spectrum. This equates to around 6,800
children in Scottish schools. Figures from the Scottish
Government identify 4,900 pupils with additional
support needs in Scottish schools as being on the
autism spectrum.”® This suggests that the needs of
over a quarter of pupils with autism in schools (nearly

2,000 children) are not being recognised.

"As & mum, T am looking
for advice from {Le people
who should know wiat +ie

bes4 oP-{-]ons ave fov my

))
SOwn.  Gillian Naysmith

A delay in putting support in place has a detrimental
effect on children’s well-being. Two-thirds of
parents say it has had a negative effect on children’s

behaviour and self-esteem, and over a third say it has

affected their child’s mental health.?”

In 2006 Her Majesty’s Inspectorate of Education
(HMIE) found in a survey of education authorities
that Several authorities were unable to quantify the
numbers of pupils with ASD or the number who had
been formally diagnosed”*® Of the six education
authorities HMIE inspected, policy development and

planning were judged to be effective in only two.

The survey found that education authorities

and schools needed to track pupils’ progress and
attainment more effectively to ensure that children
with autism are progressing well. It also found that
“The majority of teachers and non-teaching staff in

25 Batten, A. and Daly, J. (2006). make school make sense
26 Scottish Government (2009). Pupils in Scotland 2008
27 Batten, A. and Daly, J. (2006). make school make sense

28 Her Majesty’s Inspectorate of Education (2006). Education for pupils
with autism spectrum disorders. Livingston: HMIE



mainstream schools did not have a sufficiently good
working knowledge of ASD”, particularly those in

secondary schools.

HMIE made the following recommendations:

> education authorities should ensure that they
hold complete information on the numbers
of pupils with an autism spectrum disorder to
ensure that they develop a coherent strategy for

meeting a range of needs

> the Scottish Executive, education authorities
and other agencies should work together to
coordinate support for pupils with an autism
spectrum disorder, where there is a need.
Education authorities should work with health
boards to develop clear procedures for early
identification of children with an autism
spectrum disorder

> education authorities and agencies should work
together to develop plans, share strategies and
commit resources to ensure that pupils with an
autism spectrum disorder receive appropriate

support in line with their needs.

“Transition from stage fo
stage m Sam's ife Las

been difficult so far.

Gillian Naysmith

To support better policy making in schools the
Scottish Government launched the Autism Toolbox
to advise schools on how to meet the needs of pupils
with autism. We strongly welcome this and hope
that it will make a significant difference to the levels
of support that children with autism receive at
school. However, we agree with HMIE that strategic
planning is essential to make sure that provision for

children with autism is adequate at local level, and

we believe that it should be a requirement on every

local authority to ensure it happens.

Moving to adulthood

The transition to adulthood is a crucial time

for young people. The planning of a transition,

for example from school to college or work, can
have long-lasting consequences for someone with
autism. Done well, it can set people up effectively
for the future, but poorly planned transitions
contribute to later exclusion from local services and
life opportunities. This can and often does have a
devastating effect on the individual.

People with autism need to undertake a lot of
preparation and planning to help them cope with
even minor changes, especially as they may find it
difficult to imagine different alternatives. Where a
change as significant as leaving school is concerned,
the need for effective preparation and planning is even
greater. Moving to a new environment, often with less
structure, and reduced or different forms of support,
is very difficult. Building new relationships can be a

frightening prospect for some people with autism.

All too often young people with autism do not
receive the support that they need as they become
adults. Frequently, information on children and
young people is not passed on to local authority
adult services teams.”” Many young people with
autism aren’t provided with a transition plan and
many of the key authorities, such as health, social

work or housing, aren’t involved as they should be.

For young people with autism to make the transition
to adulthood successfully, agencies need to co-
operate, working together with the young person
and their family, to share information, and identify
and plan how to provide appropriate support at an
early stage. The Scottish Intercollegiate Guidelines
Network (SIGN) recommends that particularly

29 Daly (2008). / Exist
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James Cusack: 4 Case s-vady

James Cusack, 24, lives in Aberdeen and is currently completing his doctorate, studying
human action detection in autism at the University of Aberdeen. James was diagnosed
with Asperger syndrome when he was 13.

“I enjoy A faly typical and average existence. T play football, go out and drink
witl, friends and T am engaged fo my givlfriend of five years wio T now live witi,
ACAdeW\]CAHy, T enjoy A \Cmr\y obsessional interest in autism, wiyicl, doesn't take over my
(ife but Probd\b(y Leustrates my 9](\—Fr]emd A bit. Pev(,\APs my Case $+Mdy Can prove frad
success is possible. You don't need only cases of failure, but cases whicl, skow clange
can Lelp oflers SV\CCeed)’

“Ov\ a daily basis autism still affects me. I still have a poor sleeping pattern. Every
night T have fo work Lard o fry and ged fo switcl off and ged o sleep, and every
morning L struggle 4o wake up due fo my tivedness. My organisation is problematic.
Working out Low to seguence actions is difficult wiilst for most people fiis seems fo be
easy. Linked fo {Lis is my one—dimensional and almost obsessional approact, fo (ife. T can
become fixaded on fopics and have no awareness of ime pﬂ\SS]ng»)

“For me s is autism in action. T atdended a base af secondary sclool tlyouglout my
adolescence, Whicl is especially designed fo support people witl, autism. T4 was fiere
wihere T learnt siradegies do ensure dnat dlese issues wiilst still problemadic did not
become debilifating. Tlese strategies may seem obvious and perlaps not parficularly
significant but they are e difference between daily success and daily {ailure.

Consegquently, these strategies ave tle diffevence between me being unemployed witi, no
social (ife on incapacity [bev\e%{l and being n fle position T am v\ow.)i

“I remember Low my parents fought desperately to ensure that my local education
auntlority gave me an education fo meet my needs. In]-{»}m\y, they were fold noj wien
hey pushed furtler the LEA agreed 4o offer education. This changed my life and fie
evidence veally does show $hat wittout fhis T would Lave been in residential cave on
benef{its at considerable cost to fle tax payer for fie vest of my life, instead of n the
Lortunate pOSH]OV\ T am +0d0\y-) ’
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“in regard to periods of transition, there should be
multiagency life long planning”.*® Trying to find
placements or get funding at the last minute means
that placements are more likely to break down and
may ultimately lead to people needing a higher level
of support in the long term.

SIGN states that “Professionals should be aware that
difficulties with transition may arise because the high
level of support being provided prior to a transition was
unrecognised. Reassessing support needs and planning
ahead prior to a transition may allow appropriate new
support to be put in place”>" In our survey just 5%
of those aged 15-25 told us that they didn’t need
support to make this transition, yet over half (53%)
had not received any support.”

Support for living: health and
social care

“Audistic adults are misundersfood and
theiv needs ave often ignored. We Lave
s-(»rv\gg\ed (J\V\d still d\ve% to 96-{' any Lelp,
adviCe or sv\PPor-{» for my Lusband. Tle
assumption is $hat Le's coped for 53 years,
50 Le must be okl Well, Le's not. He Lasn't
coped — it's been 4 long Lard struggle!” Anon.

According to the NAS report / Exist,*® just over

half of adults with autism are currently receiving
some form of service from their local authority or
health board, but over half of all adults know they
do not have enough support to meet their needs. A
higher proportion of people with Asperger syndrome
or high-functioning autism feel they do not have
enough support to meet their needs.

30 Scottish Intercollegiate Guidelines Network (2007). Assessment,
diagnosis and clinical interventions for children and young people
with autistic spectrum disorders: a national clinical guideline, p27.
Edinburgh: SIGN

31 Scottish Intercollegiate Guidelines Network (2007). Assessment,
diagnosis and clinical interventions for children and young people with
autistic spectrum disorders, p26

32 Scottish autism services survey, 2009

33 Daly (2008). / Exist

12

The majority of people with autism need support to
live independently. Half of parents and carers told
us that their adult child needs 24-hour support, and
another 37% that their adult child needs some level
of daily support.

Nevertheless half of the adults with autism tell us

they have experienced problems in receiving support.
There are a number of reasons for this. Many local
adult services are organised into separate mental
health and learning disability teams. Although some
people with autism have an accompanying learning
disability and/or mental health needs, autism itself is

a developmental disability, not a learning disability

or mental health condition, which means that people
with autism may not be able to access these services,
or the service may not be able to support their autism-
related needs. Learning disability services for example
are only provided to those with an IQ below 70. This
structure discriminates against adults with autism who

do not have a learning disability.

This is a leading cause of inequality for people with
an ASD who need support.

> 52% of adults with high-functioning
autism or Asperger syndrome say the
gap in provision is a significant barrier
to accessing support.

> Only 40% of local authorities and no
CHPs have a process to manage this
gap in provision.3*

Another reason people struggle to get support is
because many people are not receiving assessments
of their needs. Around half do not have access to

a social worker, and a similar proportion have not
had an assessment since they were 18, despite a duty
on local authorities to assess any adult believed to

be in need of community care services. This rises to

34 Daly (2008). / Exist



62% among those with high-functioning autism or

Asperger syndrome.*

Frequently the professionals who carry out
assessments do not have training in autism and
cannot make an informed decision about the needs
of people with autism. 54% of parents and carers
of adults with autism believe a lack of professional
understanding has been a barrier to receiving

services.

Other professionals also lack specific training. GPs
are a key gateway to getting support, but only 39%
of adults feel that GPs’ knowledge of autism is good
or very good. Social workers, care managers and
psychiatrists have also been singled out for their
lack of training.*® Local authorities admit that there
are significant gaps in the training of their frontline
staff, but only 45% have an autism training strategy

in place to resolve this.

“Witt, his Autism Bity,
Scotdish government Las
an opportunity to Lelp not

only people witl, autism
but Scotland 4o succeed.”

James Cusack

In 2008 the NAS report / Exist found that local
authorities believe that more information would help
with long-term planning.’”” Nevertheless, the majority
of local authorities and CHPs in Scotland are not
accurately recording adults with autism: 60% of local

35 Daly (2008). / Exist

36 Daly (2008). | Exist. See also Royal College of Psychiatrists
(2006). Psychiatric services for adolescents and adults with Asperger
syndrome and other autistic spectrum disorders. London: Royal
College of Psychiatrists

37 Daly (2008). / Exist

authorities and 92% of CHPs keep no record of the

number of adults with autism in their area.

This finding was reinforced in 2009 when local
authority data was collected for the first time on
the number of adults with autism and a learning
disability as part of the Scottish Government’s
project eSAY.?® Information is currently missing
about many of the people covered, including adults
with an autism diagnosis. It also only covers those
adults known to learning disability services and
there are wide variations between the authorities that
have reported. Many local authorities were unable
to respond fully, and four local authorities did not

provide any information.

The problems caused by not meeting basic needs are

severe:

> around 55% of adults with autism find it hard or
very hard to make friends, but 80% say that if they
had more support they would feel less isolated

> 31% of adults with autism have developed severe
mental health problems

> 57% of parents and carers say that a lack of
timely support has resulted in their son or
daughter having higher support needs

> 70% of those adults who said they received
insufficient support believed their general health

would improve if they had more support.”’

It is not just unmet need and reduced life chances
that should be concerning the Scottish Government
and local authorities. According to the National
Audit Office, if local authorities identify and support
just 4% of adults with Asperger syndrome, services
will become cost-neutral over time. The more
people who are identified and supported, the

greater are the savings that can be made.

38 Scottish Consortium for Learning Disability (2009). eSAY project
39 Daly (2008). I Exist

40 National Audit Office (2009). Supporting people with autism through
adulthood. London: National Audit Office

13
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Elkie Kammer: 4 Case s-hdy

Elkie Kammer, 46, lives in Inverness and works with children with developmental disorders.
She has been diagnosed with Asperger syndrome.

“I am very musical and love the harmonies in nature, but many otler sounds are causing
me & lof of pain and [Lave becowxe] obstacles n my daily {3w\c+’.0v\}v\9.)’

“ACCOW\W\Odﬂ\-HOV\ is one avea Whicl, until recently, was often 4 nightmare due fo fle
noise of flatmades, neighbours, voad fraffic or central Leating pumps — sounds that
mos+ people easily folerate or ave not even aware of. Self-Larm was offen fle only way
T could cope with, +te aunditory pain and {:ms-PM-HOV\.)’

‘(A-(- work, electronic noise, bAckgrow\d music ov +oo many people -[-Alk'm9 a4 once would
cause me 5o much, stress that T had fo clhange jobs very frequently (W\}Sv\ndeYS'[’”\V\d}ngs
witl, colleagues beng the otler veason for tis). Vet only takes a few Adjws-PW\ev\-Fs
and & positive atfitude fowards difference, as my present employment skows, fo allow me
fo contribute n 4 W\eAV\]ng—FV\l And L\eﬂ\HL\y way.

“Go}v\g shopping, using public franspord, sitding n fhe doctor's waiting room or crossing +he
voad af pedestrian fraffic lights, all Lave become more and more noisy, making ordinary

ife difficult for W\e-)’

“I{-‘ you ave blind or deaf, services Lave a legal duty fo respond o your needs. If you
ave Lypersensitive in your vision or Learing, no Ad)ms-{-mew}s ave made. Tlis is one of
the reasons why we need 4 Scotdisk, Autism Bill. Anotier reason concerns diagnostic
sevvices fov AdV\Hs.)’

“Twovxgb\owP e centuries, people witl, ASD Lave made unigue And valuable
contributions fo soc}e+y, from new inventions o ardistic expression, but our modern
soCiety Las to be prepaved o make Adj»«s%wxev\-Ps {o allow us fo fulfil our pofential. Tiis
is wheve fhe Scottisk, Autism Bill can make a big d]F-(:erev\Ce.)’
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An opportunity to contribute:
employment

Although not everyone with autism is able to work,
the majority want to,*" and many people with autism
have a wide range of skills to offer the workplace.
Employment can give people with autism a sense

of self-esteem, reduce social isolation, and enable
them to not rely on benefits or family for financial

support.

"I you are blind or deaf,
services Lave 4 legal duty
to vespond fo your needs.
If you ave Lypersensitive

" your VIS10n O LEArIng, no

Ad)v\s-FW\ev\-Fs ave made.”

Elkie Kammer

People with autism have many skills to offer
employers, such as a strong ability to focus on
detailed or repetitive work, and high levels of

accuracy.

"My daunglter reguives support fo get
back nto +he work market and fLis 1s not
availablel Ste Las excellent computer ard
skills — she Las now been unemployed since
2002 — wot of Ler own cloice or mine but
NO real Lelp or support is fhere. Tragiclll”
Kay, Brookfield.

Given the right support people with autism can and do
make a contribution to society. An evaluation of one
specialist employment service showed how it was able

to successtully place 67% of its clients in appropriate

41 Redman, S. et al (2009). Don’t write me off. London: The National
Autistic Society
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work environments, and found that the total saving
to the UK Government for all those clients who were
employed would be the equivalent of just under half a

million pounds in less than three years.”

People with autism frequently do not receive the
right support. As a result, only 13% of adults with
autism in Scotland are in full-time employment.®
Even those who are well qualified do not make the
expected progress in their careers. Research by the
Autism Resource Centre* in Glasgow has found
that qualification levels are not reflected in the

types of jobs people with autism could get: 43% of
graduates or postgraduates never achieve any sort of
managerial position and 31% of those with a Higher
National Certificate or Higher National Diploma,
degree or postgraduate qualification are unemployed.
Almost half of the people with autism the Autism
Resource Centre surveyed have experienced “career
regression” and are consistently failing to achieve the

average earnings of their peers.

“I WaAas V\O-[> ]v\-(forw\ed 0'(: ANY Swppo'f'{’,
merely that T Lhave fiis condition. The
clinical psyclologist said ske would pass
my details on fo the local disability
employment unid but T never Leard
Amy+h]n9 Lrom +rem.” Anon.

The Scottish Autism Services Network (SASN)

has consistently highlighted the lack of data on
employment and ASDs, hiding the problems people
with autism face with employment. The Scottish
Governments 2003 report Working for a change?

contains some helpful recommendations, but does

42 Alcock, J. and Howlin, P. (2003). An evaluation of Prospects
Supported Employment Service for individuals with Asperger
syndrome. London: Department for Work and Pensions

43 Daly (2008). / Exist

44 Autism Resource Centre (2007). Autism spectrum disorder and
employability questionnaire

45 Scottish Government (20083). Working for a change? The same as
you? National implementation group report of the short-life working
group on employment. Edinburgh: Scottish Executive



not fully address the employment and support needs
of people with autism. Research commissioned

by the Scottish Executive in 2005 found that
stakeholders felt that employment of people with
autism and/or learning disabilities was “not yet on the
corporate agenda’, despite the Scottish Government’s
strategy arising from the report Same As You*® and
the Working for a Change? strategy.

The Scottish Executive research also found that few
services existed to support people with autism into

employment: A main barrier to employment was felr
to be the lack of leadership and not having a consistent
[framework to commission supported employment’ and

audit performance.” "’

Social support: autism-specific
services

"Before my diagnosis T used o get pud

mnto psychiatric Lospital for vespite care
but now T Lave nowlere as T now 'don't
£i4 nto fle sys-[-e,W\ Av\wa\ere'.” Anon.

For those who have more complex needs an
autism-specific service tailored to their individual
requirement is essential. 25% of local authorities do
not have any autism-specific services and have to rely

instead on generic services.*®

The Scottish Government has identified that where
‘low level” preventative services are present there is
a reduced need for expensive crisis services.*” For
people with autism this often means social support,

such as befriending or social skills development.

46 Scottish Government (2000). The same as you? A review of
services for people with a learning disability. Edinburgh: Scottish
Executive

47 Ridley, J. et al (2005). “Go for it!” Supporting people with learning
disabilities and/or autism spectrum disorder in employment, p37.
Edinburgh: Scottish Executive Social Research

48 Daly (2008). / Exist

49 Scottish Government (2008). Commissioning services for people on
the autism spectrum, p3. Edinburgh: Scottish Government; National
Audit Office (2009). Supporting people with autism through adulthood

These relatively inexpensive services can be a lifeline
to many people who feel very isolated. But they are
some of the services with the biggest gaps between

demand and delivery.

Would like Actually receive

Social skills 51% 14%
Befriending 41% 8%
Social groups 42% 20%

Over half of adults with autism say they find it hard
or very hard to make friends, yet 80% think that with
more social support they would be less isolated.”

Impact on families

Very often, it is families who are providing the
support people with autism need and which

statutory services are failing to provide:

> two in five (41%) of adults with autism currently

live with their parents

> over half (52%) are financially dependent on
their families

> of those people who live in their own house or
flat, 38% say that the majority of the support
they receive is provided by their family.”!

Parents and carers are picking up the tab for
supporting people with autism, often with very little
support themselves. Only 22% of carers had received
any support from social work departments in their
caring role.”? In the long term, this won’t work.
Parents cannot support their adult children into

old age, and 82% of parents and carers are worried
about their son or daughter’s future when they are

no longer able to support them.

50 Daly (2008). | Exist
51 Daly (2008). I Exist

52 Broach, S. et al (2003). Autism: rights in reality — executive
summary, p3. London: The National Autistic Society
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“IL T don't pushy all fle fime nothing
happens — 1 just want fo be a parent wot
A projec-ﬁ MANAGEr And g{,mﬂ\s]“'{'b\erﬂ\p}s-{-."
Marjorie, Banchory.

A lifelong condition

In our survey®® we asked what services were needed.
Fewer than 1% told us there were enough services
available locally overall and 95% said that although
there are some services more are needed. Nearly
three in five (58%) have had to use services provided
by a local authority which is not their own.

The need for adequate support is not only directed
at many of the obvious services such as education
and social care, it is reflected across many services
that people with autism would like to use.

People with autism will come into contact with

the police or criminal justice services, as victims of
hate crimes or bullying, or because their behaviour
has been misinterpreted by others. Many police
forces do not have officers trained in understanding

autism.

Housing needs are a very important issue for many
families raising a child or children with autism.
Support with housing is key to helping adults with
autism live more independently. We have welcomed
Glasgow City Council’s Housing and Autism
Spectrum Disorder Action Plan as an example of
good practice and think it should be emulated by

other strategic housing authorities.

Other areas of good practice that should be extended
include advocacy support. Four out of five in our
survey don’t feel able to get the services they need by
themselves, and a third said they have had to use a

tribunal at some time.

52 Scottish autism services survey, 2009
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A new strategic approact, for Scotland

Across the different areas described so far it is clear
that over and over again in numerous aspects of
life, people with autism cannot get the services and
support they need to be able to live everyday lives.
Fundamentally this comes down to a failure by a
range of local agencies to recognise and meet the
needs of people with autism. This situation cannot

continue.

There are examples of good practice where people do
receive the services they need,* but this only serves
to underline the injustice of the postcode lottery of
provision and the gaps in support elsewhere. Autism
touches all aspects of people’s lives, and a wide range

of services must be provided.

The Scottish Government must act to make sure
that people with autism get support before they
reach crisis point. A new national approach is
required to tackle these issues head on and gain the
momentum required for excellence in meeting the

needs of people with autism in Scotland.

In order to deliver effective services and support
there are five strategic factors that local agencies need
to address:

> identifying who has autism in the local area and

what their needs are

> planning to ensure the right services are available

to meet these needs
> delivery of good quality services

> the skills required by professionals working with
these people

> local leadership to ensure change happens.

54 See for example The National Autistic Society (2009). Supporting
adults with autism: a good practice guide for NHS and local authorities.
London: The National Autistic Society

Identification

Effective data collection is the precursor to effective
planning and the basis for building collaboration
across agencies. The top priority for people affected
by autism to improve services locally is for local
authorities and health boards to know what people
with autism in their area need.” Without this it is
not possible to take a strategic approach to service

delivery for people with autism.

The Scottish Government’s commissioning guidance
states: ‘Following the national audit of services

for people with autism spectrum disorder in 2003,
localities should have robust systems for the collection
and dissemination of information about the needs of
peaple with autism spectrum disorder.”>° Clearly they
do not.

Data collection needs legal force to make it happen
universally. Such a duty on local authorities will
also help to deliver the Same As You? strategy®

and help them to comply with the Guidelines on
Commissioning Services for People on the Autism

Spectrum.

Service planning

Local service planning has frequently failed to take
into account the particular needs of people with
autism because of the absence of data and the lack
of understanding of autism. As a result many people
with autism fall through the gap between services,
and do not receive the support they need.

55 Scottish autism services survey, 2009

56 See for example The National Autistic Society (2009). Supporting
adults with autism: a good practice guide for NHS and local authorities.
London: The National Autistic Society

57 Scottish Government (2000). The same as you? A review of
services for people with a learning disability
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People with autism face discrimination because of
the way local services are structured and organised
between learning disability and mental health
teams. As autism often fits neither with one team
nor the other, people often fall through the gaps in
the system. A multidisciplinary approach is needed
which requires support from both social care and

health services.

In 2007 the authors of the SIGN guideline warned
that ‘there is a danger that a piecemeal approach is
taken to the delivery of services to individuals [with
ASD] over the course of their lifetime”.>®

Poor and inconsistent planning, combined with
the problems of identifying people with autism, are
resulting in poor service delivery and a failure to

address national outcomes properly.

Training

Effective training can have a significant impact on

improving existing service delivery.”

The Scottish Executive funded the Social Work
Training Project to address the lack of basic
awareness of autism, targeted at children’s and adults
services, managers of day services, people working
with learning disabilities, community care assessors

and ancillary staff.

Basic awareness training was given in 31 local
authorities and 28 established steering groups.

This resulted in a 22% average increase of autism-
specific knowledge; 4,000 staff were trained,
around 4% of the total staff who could benefit. The
Scottish Executive aimed to continue this work by
establishing multi-disciplinary steering groups in
each local authority to advance training, although

58 Scottish Intercollegiate Guidelines Network (2007). Assessment,
diagnosis and clinical interventions for children and young people with
autistic spectrum disorders, p27

59 Broach, S. et al (2004). Autism: improving understanding. London:
The National Autistic Society
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there were then difficulties in maintaining the

momentum of steering groups and funding,.

The SIGN guidelines® state: “Despite the increasing
awareness of, and interest in, the nature of ASD, there
are considerable gaps in training for adults and children
with ASD. This results in a lack of skills, knowledge
and expertise across all general and specialist groups.”
SASN was set up in 2006 to build the capacity of
the care workforce, but there are still major gaps in

training for professionals.

Local authorities and CHPs reported that the
ongoing training for key professionals such as
support workers, care managers, psychiatrists and
clinical psychologists is insufficient. For example,
only 6% of staff in CHPs felt GPs receive sufficient
ongoing training; 79% of local authorities and
88% of CHPs want to see more autism training in

professional development.®!

Those who deliver autism-specific services and those
who work with people with autism in more generic

services across Scotland need to receive training and
continuing professional development to improve

service delivery.

Local leadership

A strategic and multi-agency approach is essential
to tackle the needs of people with autism. It takes
time for good services to be developed and strong
local leadership, clearly identified and positioned
within health and social care services, to make them

happen.

Only a third of local authorities in Scotland have a
named individual or group that is responsible for
delivering services across the local area.®? Partnership
60 Scottish Intercollegiate Guidelines Network (2007). Assessment,

diagnosis and clinical interventions for children and young people with
autistic spectrum disorders, p25

61 Daly (2008). / Exist

62 Research by The National Autistic Society Scotland (2008).
Unpublished



in Practice agreements are supposed to clarify

arrangements between councils and health boards.

It is vital that these partnership agreements work
effectively, but there can be uncertainty over who is

responsible for delivering services.*

Some areas have developed the role of local autism
co-ordinator, following the recommendation of

the 2001 Needs Assessment Report.® In 2007

the Scottish Autism Services Network found wide
variation in the way these roles were carried out,
with many co-ordinators struggling to develop a
strategic role, focusing instead on specific areas

of service development. Some areas had not

even identified a co-ordinating role. The report
concluded: “Current responsibility for delivery of
services to individuals with ASD varies across the
country and from service to service. Clear identification
of where responsibility for those individuals on the
spectrum lies, given their diverse needs, requires to be
made. Following this, clear joint service plans and
training requirements need to be developed for all
mainstream services.” > Furthermore, NAS research
has shown that only 63% of co-ordinators work with

people across the whole of the autism spectrum.*

The following year, the Scottish Government found
a worrying lack of clarity over which bodies were
responsible for delivering services for people with
autism. In its guidance it reccommended that a local
ASD co-ordinator, focusing on strategic leadership
across local agencies, be given responsibility for the
implementation, monitoring, quality assurance and

reporting of service delivery.’

63 Daly (2008). | Exist

64 Public Health Institute of Scotland (2001). Autistic spectrum
disorders: needs assessment report. Edinburgh: Scottish Executive

65 Scottish Autism Services Network (2007). Report on ASD
coordinators. www.scottishautismnetwork.org.uk/about/
networkgroups/ASDcoordinatorsreport.doc

66 Daly (2008). / Exist

67 Scottish Government (2008). Commissioning services for people on
the autism spectrum, p1, p8
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A Scottist, Autism Bill 4o deliver

A national antism S%M\-Fegy

"We must Lave some concrete legislation
m place n Scotland so that le
clildren and adults with, an ASD and
theiv families can be provided witl,

the vecognition, acceptance, support
and understanding that they need and
desevve.” Charlotte, Fife.

To effectively deliver a national strategy for autism
and give it real force, we have identified the key

duties that need to be placed on local authorities and

health boards.

> There needs to be a duty to identify and record
numbers of children and adults with autism.

> People with autism must be able to get

appropriate assessment of their needs.

> Each local area must plan for services that meet
the needs of people with autism, their families
and carers adequately.

> The appropriate training of staff is essential to
deliver appropriate and high quality services.

> Local areas must establish cross-agency
leadership arrangements to develop joint

working.

> There should be a duty to engage with and
consult people who have autism. This will help
to meet the aspiration that people should be
fully involved in helping to plan the services they
receive. It would be a significant step forward for
Scotland if the right for people with autism to be
consulted is included at all levels.

All these duties will also help local authorities meet
their legal obligation under the Disability Equality

22

Duty to promote equality and demonstrate the

involvement of people with disabilities.

Support autism, support Scotland:
delivering key national outcomes

The aspirations set out by the Scottish Government
in Scotland Performs®® are directly relevant to meeting
the needs of people with autism but they need to

become a reality.

Many people with autism have higher levels of
support needs as a result of a failure to provide
appropriate support. Research has identified the
hidden costs of not meeting the needs of people with
autism.® This works out at around £2.3 billion for

Scotland each year.

Getting it right will help reduce these costs and
deliver on six of the Scottish Government’s national

outcomes:

v Our public services are high quality, continually
improving, efficient and responsive to local

people’s needs.

v/ We have improved the life chances for children,
young people and families at risk.

v/ We have tackled significant inequalities in
Scottish society.

v Our children have the best start in life and are
ready to succeed.

68 Scottish Government (2008). National outcomes. http://www.
scotland.gov.uk/About/scotPerforms

69 Knapp, M., Romeo, R., and Beecham, J. (2007). The economic
consequences of autism in the UK. London: Foundation for People
with Learning Disabilities. Of the cost for adults, 59% is accounted for
by services, 36% by lost employment for the individual with autism,
and the remainder by family expenses.



v We realise our full economic potential with more
and better employment opportunities for our
people.

v Our young people are successful learners,

confident individuals, effective contributors and

responsible citizens.”®

Improving support and services for people with
autism in Scotland will count toward the Scottish
Government’s national indicators that measure

progress towards meeting national outcomes.

v Improve people’s perceptions of the quality of

public services delivered.

v’ Increase the proportion of school leavers in

positive and sustained destinations.

v Decrease the proportion of individuals living in
poverty.

Improve the quality of healthcare experience.

\

v/ Increase the average score of adults on the
Warwick—Edinburgh Mental Wellbeing scale by
2011.

v’ Increase the proportion of adults making one or

more visits to the outdoors per week.

The Scottish Government’s report on the future of
social work, Changing Lives,”" highlights the need to
shift to preventative work from crisis management.
It links this to achieving national outcomes for
health, and to the objective of leading longer,
healthier lives.

The Scottish Government is committed to investing
in infrastructure that transforms public services.

It believes public services have a positive impact

on wider society and the economy, and that there
should be a new user focus on planning and better
partnership working.

70 Scottish Government (2008). National outcomes.
www.scotland.gov.uk/About/scotPerforms/outcomes

71 Scottish Government (2006). Changing lives: report of the 21st
century social work review. Edinburgh: Scottish Government
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Audit Scotland has challenged the Scottish
Government and the Scottish Parliament to consider
how to improve evidence-based priorities, improve
the links between spending, activity, performance
and outcomes, and identify areas where spending
now can deliver future efficiencies.”? In addition

it calls for the barriers to joined-up and effective
service delivery to be addressed and for far more to
be done across service boundaries to place the needs

of users first.

A national autism strategy, backed with the
legislative power of a Scottish Autism Bill, will meet
both the needs of people with autism and the needs
of Scotland to be a more successful country in which

everyone flourishes.

"We need a4 Scotfist, Autism Bill because
legally all the services will Lave o be n
place fo make every stage of development
easier [on all $Lose affected by Av\-HSW\].
Change is one of {le hardest things for a
person affected by autism to deal witl,
— fle Changes should be easier fo cope
with f fhe vight Lelp and services are n
place.” Gillian, Dunfermline.

72 Audit Scotland (2009). Scotland'’s public finances — preparing for
the future. Edinburgh: Audit Scotland
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The National Autistic Society Scotland is part of the
UK’s leading charity for people affected by autism.

Over 50,000 people in Scotland have autism. Together
with their families they make up over 200,000 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
200,000 people get nothing like the level of help, support
and understanding they need.

Together, we are going to change this.
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