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Executive summary

For too long, adults with autism have found themselves isolated and ignored. They
struggle to access support and are often dependent on their families. This report
considers the experiences of adults with autism and their families in Northern Ireland
and examines the changes that are needed to transform their lives.

The research underpinning this report reveals that 90% of people in Northern Ireland do not know
how common autism is — 24% believe it affects 1 in 10,000 people; 38% believe it affects 1 in
1,000 people. In fact, autism affects 1 person in every 100.

The Northern Ireland Assembly should ensure that its ASD' Strategic Action Plan® meets the
needs of adults with autism. The plan should be fit for purpose to ensure that:

» local Health and Social Care Trusts record the number of adults with autism in their area
Our research also reveals a widespread misconception about the age range of people affected by

autism, and whether the condition can be cured. 55% of those who have heard of autism believe
that it mostly affects children. In reality, autism is a lifelong condition. Children with autism grow
into adults with autism.

These long-held misconceptions continue to have a profound impact on the lives of adults with
autism in Northern Ireland. They lead to a lack of appropriate service provision and result in near
total social exclusion for the adults affected. 96% of the adults who took part in our survey feel
that with more support they would be less isolated. As a direct result of this lack of support,
34% of adults in our survey have experienced severe mental health difficulties and 57% have
suffered from depression.

We urge the Northern Ireland Assembly to take action to provide the support that adults with

autism so desperately need.

? there is a named professional responsible for diagnosing adults with autism in each Trust area

> Health and Social Care Trusts establish a clear route to enable adults with Asperger syndrome
or high-functioning autism to access assessment and support

? health professionals who are in regular contact with adults with autism are properly trained
» adults with autism and their families and carers are involved in the development of services

> new autism-specific services are developed for adults, families and carers.

The Northern Ireland Assembly should also ensure that there are clear accountability
mechanisms in place to monitor the implementation of the ASD Strategic Action Plan.
The plan should:

> have clear targets that are time-specific and meet the needs of adults with autism
> have adequate ring-fenced funding to ensure its delivery

? be subject to an annual review by the Health, Social Services and Public Safety Committee to
ensure that targets are met and consistent progress is made across all Trusts.

1 Autism spectrum disorder

2 On 17th September 2008, Health Minister Michael McGimpsey launched a consultation on an action plan to improve autism services for individuals of all

is the message from adults with autism.
ages affected by autism, their families and carers. This was a response to the recommendations of the Independent Review of Autism Services, chaired by Lord . . . .
Maginnis (see page 4). Most are isolated and ignored. Think. Act. Transform lives.
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What is autism?

Imagine waking up in another country where
nobody speaks your language, and people live by a

set of rules that are completely unfamiliar to you.

How would you cope if you didn’t understand

the rules?

To varying degrees this is how people with autism

experience their surroundings every day.

Autism is a developmental disability that affects
how a person communicates with, and relates to,
other people. It also affects how they make sense of
the world around them. It is a serious, lifelong and
disabling condition. Without the right support,

it can have a profound — sometimes devastating

— effect on individuals and families.

Autism is a spectrum condition, frequently referred
to as Autism spectrum disorder (ASD), which means
that, while all people with autism share three main
areas of difficulty, their condition will affect them in

different ways. The three main areas of difhiculty are:

social interaction: it can be harder for people with
autism to recognise and understand other people’s
feelings and express their own, making it difficult
for them to ‘fit in’ socially. Many adults with autism
say that they are socially isolated and that their

family is their only form of social contact.

social communication: people with autism can
find it difficult to use and understand language
(both verbal and non-verbal) to different degrees.
When talking to professionals, adults with autism
will benefit from meetings which are set up to take
account of their preferred style of communicating.

They may like to have an advocate present

who can help them express their needs

and aspirations

social imagination: people with autism can
find it hard to imagine situations outside of
their own routine, and therefore to plan for
the future, cope with change or manage in

new and unfamiliar settings. They may also
find it hard to understand and predict other

people’s intentions and behaviour.

People with autism may also experience sensory
sensitivity — being over- or under-sensitive to
sound, touch or light, or certain tastes, smells

or colours.

Some people with autism also have an

accompanying learning disability.

Research has shown that 1 in 100 children has
autism. Very little is known about how many adults
have autism, but by applying the 1 in 100 figure

to the general population, we can estimate that
there are more than 17,000 people with autism in

Northern Ireland, the majority of whom are adults.

In this report we use the term autism

to describe all diagnoses on the autism
spectrum, including Kanner autism, Asperger
syndrome and high-functioning autism.*®

3 The limitations of this prevalence figure are explored in chapter three.

4 While high-functioning autism is not officially recognised clinically as a
diagnostic term, some people have this as their diagnosis or identify with this
term, and for this reason we use it in this report.

5 Other terms, such as autism spectrum disorder (ASD), are used in the report
only when they are direct quotes from people or publications.

Introduction

“T spent last Monday siting still, Lolding my Lead and worrying = alone.”

Adult with autism

“Tie smple veality is that Le needs 4=Lour supervision. He's not safe 4o go out on fle voad by
Limself so even Wien getting Lim n and out of fle car we ave Always caveful 4o maie sure Le doesn't
go off n e wrong divection.. Lis self-Lelp is very, very limifed.”

Parent

“Wite will look aftfer my dauglder if T am il or pass AWAy(? No one Las $le Aanswers.”

Parent

is a new campaign by The National Autistic
Society Northern Ireland. Through it we want
to share the experiences of the many adults with
autism in Northern Ireland who struggle to get the

understanding and support that they need.

is based on a survey of adults with autism
and their families in Northern Ireland and a set of
in-depth interviews with adults who have complex
needs. The results provide a snapshot of the daily lives
of people living with autism. The campaign is also
informed by a survey of public attitudes towards
autism and interviews with the five Health and Social

Care Trusts in Northern Ireland.

Our campaign follows Minister Michael McGimpsey’s
welcome announcement of an Independent Review
into Autism Services in Northern Ireland. The
Review, chaired by Lord Maginnis, delivered its
report in June 2008.” The report outlines a series

of important recommendations, and states that
resources are urgently needed to improve service
provision in Northern Ireland for people with

autism and their families.

6 The independent Review of Autism Services, chaired by Lord Maginnis of
Drumglass, can be found on the Department of Health, Social Services and
Public Safety website at http://www.dhsspsni.gov.uk/independent_review_of_
autism_services_final_report.pdf

“Wiile frere Las been some 'baseline' progress over
vecent years fowards fle development of ASD-
specific diagnostic services m Nortlern Treland
for clyldven, He same cannot be said for older
AdolesCents and, m particular, HLose presenting
for tre first fime  aduitlood. Tle review Las
dentified 4 significant gap n terms of services
for aduits, not only witlin fle HSC" secior, but
ACYOSS A vANngE of s-}o\-{»w{ovy sevviCe providers. T+
is vecommended Hhat 4las &msﬂ\%’;s—?ﬂ\dory srtuation
slould be clanged as soon as possible.”

Independent Review of Autism Services s

Adults with autism in Northern Ireland have
been ignored for too long and appropriate services
have not developed at a pace to meet their needs.
Our research demonstrates the desperate need

for the Independent Review recommendations to
be fully implemented through the ASD Strategic
Action Plan, and for words to be transformed

into action.

7 Health and Social Care

8 Department of Health, Social Services and Public Safety. (2008).
Independent Review of Autism Services, page 16. Belfast: DHSSPS




G—d\ry

Gary is 24 and has autism and a learning disability. He is non-verbal.

"He was a wild clild and veally Lavd o manage wiile going through Lis <lildLood -
but as Le grew nfo an adult Le calmed down 1o e pomt wiere Le became aimost
$oo cam... He Lad 4o be stimulated 4o do amost AV\y-H,\}V\g at al”

Gary lives with his parents and attends a day centre four days a week. He goes to a sheltered

workplace once a week. He is highly dependent on his parents for support.

Gary’s parents feel that appropriate respite care is not available in their local area. Although
there is a respite service that they can use once or twice a year, the service providers are not
specialists in autism. Gary is in a very loving home and his parents meet all his needs, 24-

hours a day — but they too require support in their role as carers and deserve the chance to

live their own lives as fully as possible.

“Our needs and Gary's needs ave not fle same. From our perspective T guess we would
like & (rHle more {reedom. Tie provision LAt we Lave fends 1o be guite rigid and
structured so we dont Lave fle flexibilidy o do sometiing just because we would fike

4o do . From G—a\ry's Po'm-{» of view we Lave Always said we would like qy\a\l}-[-y provision
vatler an 4 lof of provision. We will look affer Q—Ary and for as long as we are able.
We dont want o be unlappy i we go away for a weekend, knowing Hat Le is stressed
because e is m An ’uv\ﬂ\ppmpr}ﬂ\-& envivonmendt.”

Chapter one:

“T don't fuinkc tere is 4 lof of understanding of antism... if's so diffevent from any ofter disabilidy... People
would Lave felt sovry {or you f -FL\ey SAW A Clyld m A WieelClai, Wieveas my son would ave been up fo all
lkinds of 'deviiment' so n fleiv eyes Le Was j&/\s-} A spoiled aild.”

Parent

“People dont understand wiat audism is. T worvy 1.t [W\y SOv\] won+ cope n soCiedy affer T am gone.”

Parent

Every day, The National Autistic Society Northern
Ireland hears from people affected by autism

who are suffering due to a lack of awareness

and understanding of the condition among
professionals and the public. We hear about
intolerance, discrimination and isolation; we hear
about problems at work, at school, at home; we hear
about assumptions and misconceptions amongst the

general public and within statutory agencies.

For people affected by autism, this lack of
understanding leads to a lifetime of exclusion

— exclusion from life in the community, exclusion
from employment, exclusion from education — and
prevents them from getting the help they need to
live fulfilling lives.




Chapter one: T(,\'.v\k d]-(:—(:erevx-ﬂy

Public attitudes to autism

In August 2008 we commissioned a leading market
research company, GfK NOP, to survey a sample of
the Northern Ireland population on their awareness
and understanding of autism. A representative
sample of five hundred people aged 16 and over was
surveyed across six counties in Northern Ireland. As
a result, we have been able to compare the everyday
experiences of adults with autism with public

perceptions of the disability.
We found that:
7 the public do not realise how common autism is

7 awareness of autism is high but awareness that

Asperger syndrome is a form of autism is low

7 there is a misconception that people with autism

have special abilities

7 there is a mistaken belief that autism mostly

affects children.

Key survey findings

}\) Autism s mucl, more common $LAn
people realise

We asked our respondents what proportion of the
population they thought were affected by autism.
The vast majority — 90% — didn’t know how

common autism was. 24% thought autism affected
1 in 10,000 and 38% thought it affected one in 1,000.

Tn fact, fuere are an estimated 13,000 people
n Novtrern Treland witl, autism = fLat's one
n 100. I you mclude feiv families, audism
toucles fle lives of over 68,000 people n
Norfrern Treland every day.”

9 The limitations of this prevalence figure are explored in chapter three.

10 Hermelin B. (2001). Bright Splinters of the Mind. London: Jessica Kingsley

Awareness of autism amongst the general public
in Northern Ireland is high, but awareness that
Asperger syndrome is a form of autism is low. Our
survey reveals that 87% of the population have
heard of autism but far fewer people — only 48%
— have heard of Asperger syndrome.

}}> There 1s 4 lack of awareness and
mmders+ﬂ\nd]v\5 of autism

There was considerable confusion in our survey
about the nature of autism. We asked the public
to identify the key characteristics of autism from a
list of typical behaviours and perceptions, some of

which were unrelated to the condition.

Encouragingly, many people correctly identified
some of the key characteristics of autism: 90% of
those who had heard of autism were aware that
people with autism had difficulty communicating
with others; 91% were aware of resistance to change
in routine; 84% were aware that people with autism
had difficulty in making sense of the world; 79%
were aware that they have difficulty making friends

and 84% were aware of obsessive behaviours.

However, a significant proportion of respondents
(48%) believed incorrectly that people with autism
swear inappropriately, while 24% thought people
with autism were intentionally rude and 11%

thought they were unable to walk.

The proportion of respondents who believe that
people with autism have special abilities in, for

example, maths or art, is 62%.

Tn fact i is estimated 41.ad only Tin
200 people witl, Autism Lave 'savant
special abilifies.”

Widespread misconceptions such as these make it all
the more diflicult for people with autism to get the
right kind of support or, in many cases, to get any
support at all. An apparent ability in a certain area

may lead people to underestimate the challenges an

individual faces in other parts of their life; a person
with autism may have a degree but still be unable

to live independently without the right support.

i) A majoridy of people don't iemow
wio is affected by antism

Our survey revealed a widespread misconception
about the age range of people affected by autism,
and whether it can be cured. 55% of those who
have heard of autism believe that it mostly

affects children.

T vealidy, antism is a lifelong condition. Clildren
Wit autism grow ndo adults witl, autism.

This combination of myth and misconception has
a direct impact on the way the public reacts to and
behaves towards adults with autism. This in turn
impacts on the experiences of those people living

with the disability day in, day out.

On a positive note, 83% of respondents to our
survey indicated that they would be comfortable
working with a person with autism. This suggests
that there is scope for the greater inclusion of people
with autism in the workplace. Inevitably, however,

there is often a gap between people’s good intentions

Stepping

Stones

and the reality of working life. Appropriate training
and support for employers and employees is necessary
to ensure that people with autism are welcomed into

the workplace and supported on a day-to-day basis.

Think differently about autism

Our public attitudes survey highlights some of

the major gaps in the public’s perception and
understanding of autism. Increased awareness is vital
to ensure that adults with autism and their families
are able to participate in society and get the support

and services they need.

This lack of awareness does not only occur among
the general public. Adults with autism report that
many key professionals, such as GPs and social
workers, do not have an adequate knowledge of their

condition either.

We all need to improve our understanding of what

it is really like to live with this lifelong condition.

We all need to think differently abour autism so that
people who have the condition are able to enjoy the life

opportunities that other people take for granted.

Stepping Stones is a community business based in Lisburn'' that provides vocational training for

people with learning difficulties through its coffee shop, craft shop and picture-framing business.

At Stepping Stones, a number of young people, some of whom have autism, have been helped

to learn new skills and develop independence, leading them into supported employment. Adults

with learning disabilities can access accredited training in areas such as Catering and Retail,
Basic Food Hygiene, Health and Safety and Customer Service, while the STEP programme
assists people with disabilities in finding and keeping a paid job with ongoing support.

Stephen Gillespie, a young man with autism, completed the STEP programme and is now a paid
employee of Knox and Clayton Architects. He says: "Paid employment Lais done wonders for me, and

will contmue 4o do so for MAny years 4o come.”

11 For more information about this project, visit www.stepping-stones.org.uk



Gral,am

Graham is an adult with Asperger syndrome. He is a graduate of Cambridge University

and is in full-time employment.

“T got the diagnosis of A5pevger syndrome |Argely because T Lave fwo boys wlo Were
diagnosed witl, Aspevger syndrome... & lot of fLe flings Hat (T d}d] T frougld were
normal... and flevefore wien it was Lappening 4o my Clildren T ys-i thougld that
was fle way people were.. T4 became obvious from my veading Had was not die way

people weve.”

Graham had been having problems at work prior to his diagnosis; this resulted in

depression and a great deal of stress. One of the ways he tried to combat his difhculties was

through “Talk Therapy’.

"I you go along 4o Talk Therapy... and you ave faliing n Aspergers and ey ave
{alking n normal speal, i is 4 recipe for disaster. If someone gives me psyclological
AdviCe WLCla Jr(«ey nfend 4o be taken witl, 4 pincl, of sald, T will $ake ¥ \]-Femlly... 4o be
Lonest flis made -H\]V\gs d]sas+r0ms(y worse.”

Graham experiences some sensory issues. He has an over-sensitivity to noise, so bells and
loud music can be painful. So far, none of the services that Graham has encountered have

been particularly helpful.

“T pertaps got very badly burnd by fLe process of counselling and T am very veluctant
4o go back to Lt sovt of Lealtl, Pro—(:ess}Ov\ﬂ\\ service. Wien T Lave seen some of 4Le
sevvices locally it people weve -Pry}v\g to gve 1o people witl, Autism, fo e boys, T Lfound
W very depressing.. e model for dealing witl, people witt, autism was fo -Fvy fo deliver
fhe needs m 4 way Lat fley would deliver o someone wittoud antism.”

Chapter two:

“T do very liHle wit, my days. T am suf{ering fervible depression.”

Adult with autism

“T ook e dog for a wall, stayed in die Louse for fle vest of fie fme.”

Adult with autism

T got wp at 4.30. Wasted, shaved. Went 4o fown widl, fadier 4o do some messages. Came Lome. Made
luncly Rested on bed for 2 1/2 Lours, came down, made fea, went 4o bed at 10.20."

Adult with autism

We have seen how public perceptions of autism are
all too often based on myth and misunderstanding.
In reality, autism affects no two people in the same
way — it is a complex disability and the individual
experiences of people with autism are equally
complex. Yet what unites them is the ongoing

struggle to get the support they need.

To understand the difficulties that adults with autism
in Northern Ireland face, we must first listen to their

experiences, and those of their parents and carers.

We’re isolated

Adults with autism frequently struggle when
communicating with other people. This can make any
kind of social situation extremely difficult. The social
and communication difficulties faced by adults with
autism can mean they often find themselves isolated,

with no meaningful companionship and few activities

to fill their day.

35% of the adults with autism in Northern Ireland
who responded to our survey find it hard or very
hard to make friends, and 28% say that they have no
friends at all. Without appropriate help, many face

complete social exclusion.

This lack of companionship and meaningful
activity is also a source of concern for parents of

adults with autism.

"He Las o be mofivated 4o get up, usually not undil
te afternoon; Le does not prepare or eat Any meals
undil T veturn from workc at Spm. He spends all Ls
tme wn front of 4le TV and rvetives o bed w tle
early Lours.”

Parent

“T worry about isolation, depression and [my son)
being explorfed.”

Parent




Chapter two: Unders-MV\d my needs

We want to be included

It would be wrong to assume that adults with
autism do not want to interact socially with other
people — 79% of adults in our survey would like to
spend more time in the company of others. Adults
with autism desperately want to overcome the
barriers they face and they can do so if they receive

the right support to meet their individual needs.
g pp

70% of the adults with autism in Northern Ireland
who took part in our survey do not have enough
support to meet their needs, and 96% of those

feel that with more support they would be less
isolated. This lack of support can have a profound
impact not just on adults with autism but also

their families.

“Nbo one Lelped after diagnosis = T was left totally
Alone 4o deal Witl, my diagnosis and flere Was no
Lurtler }V\Pw[- Lrom on-(:ejs]ono\ls.”

Adult with autism

“My son is s0Cially and economically isolated ~

Le gets no support from Lys local Lealtl, service
wiatsoever. T am Lis principal caver and T get o
support efler. T cave for Lim (NOv\g witl, wy wife)
as best T can. T am amost 59 and T still need 4
(e of My oW, We Lave flyee otter clildren wio
need fo be caved for and supporfed.”

Parent

“There weve never Any nterventions m over 30
years, desp}-Pe clear belavioural and social prob\ems
at sclool!

Parent

The impact of a lack of support

Without appropriate support, adults with autism
experience profound social exclusion and isolation

and are often left to struggle through life.
As a direct result of this lack of support:

7 34% of adults with autism in our survey have

experienced severe mental health difficulties

7 65% of adults with autism in our survey have

experienced anxiety

7 57% of adults with autism in our survey have

experienced depression.

“Tie sligltest clange m arvangements upsets Lim.
T4 panics Lim = Le suffers from eczema and 14
causes Lim o scratal, Lis face. He Las no confidence
n anytling that Le does = Le Las fo Cleck and
vecheck. He does not drust doctors or murses.”

Parent

Social
groups

Adults with autism can find themselves in a highly
vulnerable position as they try to get through each
day without support. 50% of adults with autism in
Northern Ireland who responded to our survey have

experienced bullying or harassment since turning 18.

“T worle 1 An envivonment wiere T am nod
undersfood and T am bullied by {Lose wlo do not
understand.”

Adult with autism

“As T Lave been accused of bullymg the people
wlo Lave bullied me, T am vaev\+ly suspended
{rom worlc pending an nvestigation. T spent (ast
MOV\dAy s]-(*(ﬁng st Lolding My LeAd and WOVYy}V\«j
- Alov\e-”

Adult with autism

"He doesn't speal, doesn't do anyling on Lis own
nriative and so needs continmous suppord.”

Parent

The National Autistic Society has established a UK-wide network of social groups for people

with Asperger syndrome and high-functioning autism. The aim of these social groups is to help
adults develop their social and communication skills and overcome their social isolation.”

Our social groups are aimed at people over the age of 16 who want to socialise and meet with
other people who have Asperger syndrome and high-functioning autism. The groups meet once
a month and are organised and arranged around the interests of their members. As a group, the
members decide for themselves what they would like to do. Some choose to take outings to
pubs and restaurants, others have gone kayaking, visited the cinema, played golf or sometimes
just met for a chat. We already run five such social groups in Northern Ireland and our aim is to
double this number in the near future.

12 Further information about NAS social groups can be found at
www.autism.org.uk/socialgroups



Chapter two:

The impact on families

The reality for most adults with autism is that they
depend solely on their families for support. 64% of

adults with autism in our survey live at home with

their parents. Only 13% live on their own. Most need

some form of financial support; only a quarter are

financially independent.

“For five years T Lave svppor-}ed lam, bud
financially T can't contimue - particularly n
velation fo accommodation.”

Parent

If the current failure to meet the needs of adults with
autism is not addressed, an inevitable crisis situation
will develop, not just for the adults themselves

but also for health and social services. Adults with
autism who rely solely on their parents for support
must eventually face a time when their parents are
no longer there for them. If they have not already
received support to enable them to lead a more
independent life, it is likely that very complex needs

will arise that will require high levels of assistance.

According to our survey, 83% of parent and carers
in Northern Ireland are worried about their son or
daughter’s future when they are no longer able to

support them.

“T am my son's OV\\y pﬂfen+ and T fear for fLe
Ludure wien T am not Leve”

Parent

“Tie future s aways a worvy, unvesolved as i is.”

Parent

Our survey reveals that parents and carers of adults
with autism who live at home are rarely given the
support they need in their role as carers. 55% have
not received a carer’s assessment and 52% receive no
support at all from social services. When asked what
they felt were the barriers to the person they cared
for receiving support, 40% highlighted inadequate
funding, 24% a lack of understanding of autism and
36% a lack of understanding of the needs of people

with autism.

Improving the lives of adults
with autism

If adults with autism receive the support they need
at the right time they can lead more independent,

productive and fulfilling lives.

“[My psyCL\o\og}s-F] was essential in Many Ways
Jo Le smppor-f T 90-}... Her smppor-F Lelps wme 4o
keep my feet on fLe grommd. TH Lelps me fo keep a
cerdan amount of condrol, j\,\s-f 4o make sure Lt
T don't lose fouct, witl, $e world tat T'm "'

Adult with autism

Regrettably, not all adults with autism benefit from
this level of help. For the majority, life will only
improve once they and their families receive timely,

appropriate services that meet individual needs and

circumstances.

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.




Robevd

Robert is 29 and lives at home with his mother. He received a diagnosis of Asperger
syndrome when he was 14. Robert is an intelligent young man and has benefited from

the support of his family and his psychologist, whom he says “keeps him grounded”.

Robert is extremely interested in video gaming and spends a lot of time on his computer.
He has a fantastic talent for voiceovers and has set up his own website with the help of his
brother in order to further this interest. Intellectually, Robert is very capable, but he can

only manage everyday activities with support from his mother.

“Witt, me w's still 4 woric n progress. T4 Lais been slow trymg o accept tle
vesponsibilidies of fhe full daily grind. To & degree T am still working on self-Lelp.. My
mum still Las concerns... dime is pressing on for Ler because ste is n Ler mid-sixdies now.”

Robert says he would find life very difhicult without the support of his family.

“TL T weve by mysel{, T wnow 1t T would n many Ways lose perspective.’

Chapter three:

“The big paucity of services is for aduits witl, Ligh—functioning autism and fie ofter big issue is tat
Heve is 4 lack of veSP]-Fe sevvices. leve is & lack of speC'anC serviCes WlyCl, ave tajlor-made {or people

witl, antism.”

Health and Social Care Trust

“Tieve s very (e avalable for adults witt, an ASD wie PYeSﬁV\‘{’ as able but veguive 0CCAsIoNAl Lal-

baci support if and wien +L\ey become overwlelmed.”

Parent

There are a number of specific barriers that prevent
adults with autism in Northern Ireland from accessing
the services and support they need. Many of these
stem from a lack of understanding of autism, and
from inadequate service provision and information

systems within local Health and Social Care Trusts.

Health and Social Care Trusts are very candid about

the lack of services for adults with autism in Northern
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Ireland. As a general pattern, resources have been

concentrated on the provision of services for children.

"Tie focus seems 4o Lave been on clyldren. Al Hre
vesources seem o Lave focused on Clyldven and Hle
Aduit population Lave bﬂ\s}cauy been mvisible —
V\obody's -{»(,\omg(,\-{» of tLem at all”

Health and Social Care Trust
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More information would lead to
better services

A major barrier to providing effective services and
support to adults with autism is that local Health
and Social Care Trusts in Northern Ireland do not
know how many adults with autism live in their
area. As a result, these adults are ‘invisible’ to local

services and the wider community.

The collecting and sharing of information about
adults with autism would ensure that the individuals
who require support are identified and the local
Health and Social Care Trusts can plan and develop

services to meet their needs.

Current systems for recording the number of
children and adults with autism in Northern Ireland
are inadequate. It is estimated that there are 17,000
people in Northern Ireland with autism, yet very
little is known about the true number of adults with
the condition in this country. In our interviews
with the five local Health and Social Care Trusts,
we found that there were no accurate records of the
number of adults in any Trust area. In fact, only a
limited amount of local data is collected, despite

there being widespread recognition of the problem.

“To be Lonest we Lave fo recognise hat, cerfainly
 flis divectorate, we Lavent any means fo collect
tat data or ndeed record , because all of our
vecords ave manually Leld. We Lave no information
sys-}ems $Lad allow us 4o collect data about
diagnosis or need, so outside of people wio Lave
auntism and learming difficulties or antism and
mental Lealil, problems, we Lave wo vecords.”

Health and Social Care Trust

13 Department of Health, Social Services and Public Safety. (2008).
Independent Review of Autism Services, page 44. Belfast: DHSSPS

This situation is further exacerbated by the
considerable backlog of people waiting to receive a
diagnosis in certain parts of Northern Ireland. This
backlog means that Health and Social Care Trusts
would struggle to identify the true number of people
with autism in their local Trust areas, even if they

had an adequate system in place to record them.

A lack of accurate data on the number of adults
and children with autism has been highlighted by
the Independent Review into Autism Services in

Northern Ireland:

"Tie Review notes f1at, for a variety of veasons,
eXisting nformation systems witlin Teusts do not
provide an accurate pictuve of fle frue number
of ASD cases wittan e general population. Tn
addition, given the limited level of ASD services,
the namber of cases diagnosed at present may not
veflect the frue number of cases.

"Accurate wp—fo—date mformation is needed
4o mform a plan for an APPron}o\-(-e Assessmend
process. Tl veview fLevefore nodes e need 4o
establist, effective, vobust nformation systems
capable of providing wp—fo—date nformation
on e numbers of people affected by ASD n
Nortern Treland”

It is essential that this information is collected in
order to develop appropriate services for all people
with autism. Without it, local Health and Social
Care Trusts have no way of calculating how many
adults require support either now or in the future,
or what demands will be placed on the services
they provide. The specific needs of a significant and
vulnerable section of the population in Northern
Ireland will continue to be overlooked when

planning and providing services.

Systems need to be in place to record both children
and adults with autism. Periods of transition can
be very challenging for people with autism, who

often depend on routine and structure to help them

make sense of their environment. The stress caused by
change is made worse when young people who had
previously been receiving services have that support
taken away because of a failure in communication and
a lack of planning between services. It is therefore vital
that information about children with autism who
have been identified at a young age and are receiving
health or social services is passed on to adult services

in preparation for their transition to adulthood.

Access to diagnosis is
extremely limited

Getting a diagnosis can sometimes make it easier for
adults with autism to access services, even though
support should be based on need and not diagnosis.
Many adults grew up in a time when there was even
less awareness and understanding of autism than there
is now. The needs of these adults were not recognised

in childhood and they are only now being understood.

Nevertheless, 60% of adults in our survey have found
it hard to get a diagnosis. This is not surprising given

that there is no one employed in any of the five local

Health and Social Care Trust areas to specifically

diagnose adults with autism.

The arrangements for diagnosis vary across Trusts.
In one Trust area, a small number of psychologists
will diagnose as a minor part of their clinical work.
In other areas there appears to be an informal
arrangement where psychologists working with

children will, on occasion, diagnose adults.

The process of seeking a diagnosis can be a long and
difficult one and, without a diagnosis, many adults
with autism remain invisible to local services and their

needs remain unmet.

"Undiagnosed ASD Lindered Lis sCLooling. He Las
difficuty witl, aritmetic, reading and can't mix
witl, people. He can'f use public -{»YAV\sPor-[».”

Parent

"I 1ad 4o pay for and ask for a diagnosis. Tie
psychiatrist missed if so T went privade.”

Adult with autism

“Diagnosis was 41e most anxious period of wmy (ife.”

Adult with autism

It is important that all adults are able to access a
timely diagnosis in their local area and that it is
carried out by appropriately trained professionals.
It is also extremely important that individuals
with autism are supported during and after the

diagnosis process.

“T4 ook five years 10 get A diagnosis and flere is
no furfler Lelp available.”

Adult with autism

"“T did not know Low fo ask for svppor-(» or Wlere
4o g0 4o ask for .

Adult with autism

Difficulties accessing a
Community Care Needs
Assessment

Community Care is the name given to the services
provided to help vulnerable members of society to
live as independently as possible. These people include
those with disabilities such as autism, older people
and people with mental health difficulties. Health
and Social Care Trusts have a duty to carry out an
assessment of any person in their area who may be

in need of Community Care services. Yet despite

this duty, only 27% of the adults with autism who
responded to our survey have had an assessment of

their needs undertaken by their local Trust.

It is essential that any professional who carries out a
Community Care assessment of an adult with autism
understands the nature of the disability. It is also vital
that they know how to communicate with a person

with autism in order to assess their needs accurately. To
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communicate effectively, they will, for example,
need to give consideration to the person’s preferred
method of communication, set up meetings at
times that suit the person, provide access to an
advocate and involve people who know the person
with autism well. It is important to understand the
difficulty some people with autism have in defining
what their needs and aspirations are — some people
with autism might say what they think the assessor
wants to hear, in an attempt to please them, rather

than provide an accurate answer.

Following a Community Care assessment, the Trust
will decide whether the needs of the person in
question fall into the category of critical, substantial,
moderate or low, and should then direct that person
to the appropriate services. But even if the Trust
recognises that an adult with autism has unmet
needs, this does not necessarily mean that they will
receive support to meet those needs. It is up to each
Trust to decide at what level it will provide support.
So, for example, one Trust may fund services for

all those with critical and substantial needs, while
another Trust may only fund services for those it

considers to have needs at the critical level.

47% of adults in our survey had problems receiving
support from Health and Social Care Trusts. Given
that it is so difficult to obtain services from local
Health and Social Care Trusts, it is essential that
adults with autism are given an assessment by

someone who at least understands their condition.

Bridging the gap between
mental health and learning
disability services

Many adults with autism find that they are unable
to access an assessment because the structure and
organisation of local services discriminates against
them. Many find themselves excluded from any
type of service, particularly if they have Asperger

syndrome or high-functioning autism.

Autism is neither a learning disability nor a mental
health problem; it is a developmental disorder. But
people with autism who come into contact with
their local Health and Social Care Trust tend to be
directed toward either the learning disability or the
mental health teams. Those adults who have no
accompanying learning disability or mental health
problem do not fall into either service category. The
learning disability team therefore often refuses to get
involved in their case, because they do not meet the
correct criteria, while the mental health team often
turns the person away as they do not have a mental
health difficulty. This means that many people fall
through the gap between mental health and learning
disability services and end up receiving nothing. This
is a significant failing in service provision and has

serious consequences for many adults with autism.

This unsatisfactory situation has been recognised by

local Health and Social Care Trusts:

"Ad fre moment anyone wip is curvently siHing
n learning disability services would also Lave a
clear diagnosis of learning disability. Tley wouldn4
be sitting there only witl, an autism diagnosis,
and Hat's He problem. Boti, services dont want
fo see Anyone unless -H\ey Lave an active mental
fliness or a4 determined learning disability, so e
people outside of fLat fend fo get notling at

$1e moment.”

Health and Social Care Trust

"Adults Wit andism wio dond Lave a leAvning The structural disadvantage faced by adults with

disability or mental Lealfl, problem, fLeve's no
defined place Lor $Lem... HLe way we Lave developed responsibility for ensuring that their needs are met.
Leadership at a local level is needed in order for this

autism is exacerbated by the lack of a clear line of

our programmes of cave maies it difficult fo see
wiere Adults Wit autism sit and wio stould be

{aking tle lead vesponsibility {for developing fLose
sevvices.” be established in each Trust area to work with older

to change. The Independent Review into Autism

Services proposes that an ASD-specific team should

. 15
Health and Social Care Trust adolescents and adults with an ASD."~

The Independent Review into Autism Services in
Northern Ireland indicates that existing criteria
should not be applied when assessing adults with
autism, instead highlighting the importance of

individual need:

"Tie Review feam vecommends it access 4o
services slould be determined by tle ndividual needs
of fle cluld or adult, and fle \Co\W\}\y. Tius would
Also be in line witl, policy and practice recommended

by te Depﬂ\r-Fmevx-F of Healhl, vaglﬂ\v\d-” "

Befriending

schemes

Befrienders are volunteers for The National Autistic Society Northern Ireland who spend a few
hours each week with an adult or a child on the autism spectrum, or their family. The scheme
is designed to create opportunities for social inclusion for the person with autism and provide
additional support for their parents or carers.”

Befrienders and befriendees are matched as closely as possible through shared interests and
enthusiasms, as well as their other commitments and geographical location. Some befrienders
may spend time in the family home whilst others may go out and about with their befriendees
on trips to the cinema, to restaurants, or to the park. Befrienders play a vital role in minimising
the isolation of families and individuals who are affected by autism. The scheme currently
operates in a number of locations around Northern Ireland and we are seeking to extend its
reach so that as many adults with autism and their families as possible can benefit from it.

Photo collage above 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”.

14 Department of Health, Social Services and Public Safety. (2008). Independent Review of Autism Services, page 39. Belfast: DHSSPS
15 Department of Health, Social Services and Public Safety. (2008). Independent Review of Autism Services, page 52. Belfast: DHSSPS

16 Further information about the NAS befriending scheme can be found at www.autism.org.uk/befriending



jason

Jason is nearly 19 years old and lives with his mother. He has autism, a learning

disability, epilepsy and spina bifida. He is dependent on his mother for support.

“Do\ys vavy witl, Jason. One day Le might jv\s-{- want 1o lie about all day n Lys voom.
T 41ink wiaad motivates (im on & sclpol day s fLe bus. He likes 4o be out n e car
and on fle bus.”

Jason enjoys massage and reflexology because it is relaxing and helps to relieve his stress.
Although he enjoys this activity, his mother says that sometimes he still refuses to enter
the room "because somefling botlers Lim and Le can't fell me. T 1ad booked 4 session
of veflexology for Lim and we drove off and wien we got teve Le wouldnt get out of
fLe cav)

Jason has a keen sense of humour and he and his mother often “have a great laugh”.
Jason enjoys a lot of everyday activities and his mum says he likes to be kept occupied
and this helps with his behaviour. His mum would like Jason to be able to attend more

social activities.

"He 1as notting. Thad's dle one Hling T would veally like for Lim = one youtl, club or one

night out of die Louse.”

Jason is still in full-time education but will soon make the transition from education to adult

0 0 9 . . " =
services. This is causing concern for his mother as she feels "fleve are not many sevvices

- - ) . . . .
available for people like Jason”. She would like provision that not only contributes to

Jason’s quality of life but also boosts his self-esteem.

Jason’s mother would like to see her local Health and Social Care Trust consult with parents

and people with autism when developing services to ensure that adults with autism receive

services that meet their needs.

Chapter four:

“T Always will need support because T am sevevely affected by Aspevger syndrome... T can be very veclusive.

T will never be Lully independent.”

Adult with autism

"He COv\s+0\v\+\y needs reAsSurance m every-PL(w\g Le does.”

Parent

"He needs support getting up and going out o work... He can't veally {fend for Limseld wn ferms of -Feed}v\g.”

Parent

Adults with autism say they need a range of support,
yet many receive little or no help. The Independent
Review into Autism Services was very clear about
what it sees as the “almost absent” level of services
for adults with autism in Northern Ireland. The
review calls for urgent action and the necessary

resources to address this situation.

"“To address +Le aAmost fotal absence of ASD-
specific sevvices for older adolescents and aduids,
fie veview feam recommends an nifial level of
service mvestment o begin fle process of service
development = an vestment of civca &1 million
{o provide an Al foundation level vesource of
120 wiole—fme egquivalent practitioners across
te five trusts i Novtiern Treland. This cannot
vepresent e longer—term vision {or sevvices

for older adolescents and adults and stould be
considered an il start-up vesource. Tle veview
team flerefore proposes tat e impact of flese
vesources stould be veviewed after fie proposed
vesourCe Las been put n place. Tlis would allow a4
longer—derm plan {or sevvices for older adolescends
And Aduits fo be made = given tle fime needed
for suc, services 4o be put nfo place, fiis could
be undertaken by 2012/12. TH s difficuit af 4uis
time fo establisl, te gap between existing (Almost
absent) and e ‘ideal level of service provision”

Independent Review of Autism Services'’

Given that there is an almost complete absence of
services for adults with autism in Northern Ireland,
urgent action is needed to establish services that meet
the individual needs of those adults. A person-centred
approach is required and those providing the support
should be trained in autism. Crucially, adults with
autism and their parents and carers should be consulted

at every stage of the development of these services.

17 Department of Health, Social Services and Public Safety. (2008).
Independent Review of Autism Services, page 63. Belfast: DHSSPS
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The importance of person-
centred planning

Those adults with autism who do receive some level
of support often find that it is not appropriate to

their needs.

"Wt we see ave e facilities for people witl,
severe mental disabilifies... wiere flere's 4 Ligl, level
of supervision and wiere fle faciities ave amost
secure. A4 e otler end of e scale flere ave
faciities for people WL Are L\]gL\er"‘—Fv\v\c-(»}ov\}v\g...
wiere flere is not 4 pardicularly Ligl, level of
supervision; fhe doors are offen not even locked.
Neitter of frese is appropriate for [our sov\]
because Le isnt disturbed n dhe sense of making
lofs of noise or self~Larming. On e ofber Land,

Le doesnt Lave fhe mental capacity o function
witl, & low level of supervision.”

Parent

The diversity and individuality of autism means

that no two people are affected in quite the same
way. Therefore, services should be built around
individual needs, rather than on the assumption
that what suits one person will also suit another. A
person-centred approach is required, which involves
listening to the individual and making sure they

are always at the centre of planning and delivering
services. Unfortunately, there is still a long way to go
before person-centred planning becomes a reality for
adults with autism in Northern Ireland. Only 13%
of adults with autism who responded to our survey

currently have a person-centred plan.

Asperger Syndrome and High-Functioning Autism Project

in Down Lisburn

The Asperger Syndrome and High-Functioning Autism Project is based in the Down Lisburn
area of the South Eastern Health and Social Care Trust. The project is informed by The National
Autistic Society’s Good Practice Guidelines.” The project aims to identify the prevalence of
people with autism in its area and develop a service based on their needs and those of their

family, carers, partners or spouses. The project also involves delivering training in Asperger

syndrome and high-functioning autism to co-workers in the Down Lisburn area.

The project is founded on a person-centred approach and provides the following supports:

an autism training programme for co-workers

employment opportunities and support

therapeutic support for families
better post-diagnostic support

a focus on carers’ needs

Direct Payments

The Carers and Direct Payments (Northern Ireland)
Act 2002 enables individuals who qualify for
services from their local Health and Social Care
Trust to opt to receive these in the form of a Direct
Payment instead of services from the Trust. Where
Direct Payments are available, they give people the
financial resources to pay for their own services,
rather than receiving them direct from their local
Trust. They are then able to take control of the
support they receive and choose services that meet

their individual needs.

Social Care Trusts are committed to extending the
scope of Direct Payments to those who are currently
entitled. However, in Northern Ireland only 20%
of respondents to our survey were in receipt of

Direct Payments. This may be due to a lack of

knowledge about Direct Payments but could also be
because of a lack of funding. The NAS has received

reports of people qualifying for Direct Payments but
subsequently being told that this would be classed as

an unmet need because the funding was unavailable.

“Tf was a {ight but thani goodness ey Lave
lef4 e fo my own devices. T Lighly vecommend
[Dwect PAyW\eV\-Fs]. T4 gives cLoice and control
~ very }Mpor+an-[»."

Adult with autism

“I APP(}ed —For DWeC-[» PAyW\eV\'{’S bm+ no 'FMV\d]V\g

was available.”

Adult with autism

“We Curvently don't Lave anybody Witl, autism Wi
is accessmg 4 Divect Payment.”

Health and Social Care Trust

An independent evaluation of the project was carried out by Queens University in which service
users reported that it made an extremely positive impact on their life." Adults said that the
project added to their quality of life through raised levels of happiness, increased self-confidence,
enhanced self-sufficiency, improved communication skills, reduced social isolation and greater

optimism about the future.

“Tis project... it's a (feline. T couldnt go back o e way it was before. TH's foo awful even fo flink aboud

4omg back 4o Low i was.

Adult with autism

“TH's brougld out 4 young woman T didn't know was freve but always Loped T would see.”

Parent

an advocacy service for clients and carers The independent evaluation found that this project was delivering appropriate services to a group

of people whose needs were not previously being met. They where either ‘falling through the net’

more suitable service provision housing options.

o . o _ or were being placed inappropriately in mental health services, or even prison.
therapeutic interventions to reduce social isolation

Funds for an additional project to service the Ards/Down area have now been made available by

access to better social and academic support .
the South Eastern Health and Social Care Trust.

therapeutic interventions to reduce mental health difficulties

18 Powell, A. (2002). Taking responsibility: good practice guidelines for services — adults with Asperger syndrome. London: The National Autistic Society

interventions to develop independent living skills and relationships

19 Asperger’s syndrome and High Functioning Autism Pilot Project Evaluation was conducted by Professor Noel Sheehy, Queens University Belfast, in October 2004.
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The support that adults with In Figure 1, adults with autism identify several
autism say they need areas where they need support in order to live Yes (some) I Yes (alot)
independently. These areas range from managing 100
Autism affects different people in different ways money and dealing with post, to preparing a meal o
and this spectrum of needs must be met by a full and personal care. o
spectrum of provision.
The need for support in order to live more 30
Many adults with autism require intensive 24-hour independently is similarly highlighted by parents
support, but even adults with high-functioning and carers of adults with autism. When asked what
autism or Asperger syndrome, who appear to be support would enable the adult they care for to live
very able, can struggle with daily living and are independently, 40% said that their son or daughter
likely to need some level of assistance. Their very would require 24—hour support (see Figure 2).

real abilities in certain areas can mask some very real

needs and, without the support of professionals who

have an understanding of autism, the needs of these

°3 8% 2 B2 8 8§ g5 £28
adults can go unrecognised. All too often they find o E Q3 >, g e @ 5 o ® z

s ° z g E © = F e g
themselves invisible to local services. © = e ! E

Figure 1 : The support adults with autism say they need

I 24-hour support
- j 12%
- Significant daily support
B Some support daily
I Some support weekly
Occasional support

No support

20%

20%

Figure 2 : What support would your son or daughter need to live independently?




Chapter four: TYAV\S’FOYW\ lives

Failure to meet real needs

Through our survey, adults with autism and their
families and carers have identified the need for a
variety of different supports at a range of different
levels. However, there is frequently a large disparity
between the support that adults would like to receive
and the support they actually get. In particular,
adults with autism tell us that there is a real need for
preventative services; in other words, those services
which are often less intensive in nature but which

can prevent needs from increasing over the long term.

The preventative services which adults with autism
would most like to receive are social support services,

such as social groups and social skills training.

7 46% of adults with autism in our survey would
like to be involved in social groups, but only 19%

are currently members of such groups.

7 42% of adults with autism in our survey would
like to receive social skills support but only 17%

receive it.

Social support is also identified by parents and carers

as the service most needed by the adults they care for.

In our survey, the top three supports highlighted by
parents and carers as being beneficial for their son or
daughter are social groups (68%) befriending (52%)
and social skills training (48%).

The need for social supports applies to people
across the spectrum, including those with an
accompanying learning disability. But there

is evidently a shortage in the provision of this
preventative support, even though it would help

to prevent their needs from escalating.

Social support might be viewed by some people
as being low-level in nature. While this may be
true in relation to the relative cost and time spent
in providing it, it is not low-level in terms of the
impact it has on the lives of adults with autism —

it is a lifeline.

Involving adults with autism in
decisions which affect them

Following the recent Independent Review, there is
now a real potential for the development of new
services for adults with autism in Northern Ireland.
But it is imperative that the views of adults with
autism and their families and carers are taken into

account when developing these services.

"It would be great geting fle professionals fo
aAsk Wit we want or wiat we feel our clildren or
young aduits need. T 4iink tey just provide 4iis
service and say Vigld you ave, Had's wiad you
ave |0oking Lor' = bud T Hunk we need fo be asked
Wit we veally do need."

Parent

Conclusion

Our survey clearly highlights the gaps between what people know about autism and
what daily life is like for those living with the condition. 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 gaps in awareness, understanding, opportunity
and support.

We have seen how easily adults with autism can become invisible to their local Health
and Social Care Trusts and to decision-makers. The lack of information about the number
of adults with autism in Northern Ireland and the poorly-defined lines of responsibility for
providing services mean that autism simply does not get the priority it deserves.

Adults witl, autism are mvisible 4o local sevvices

Local Health and Social Care Trusts are unaware of the number of adults with autism in their
area. This means that many adults with autism who are desperate for support are invisible to
those agencies that have a duty to support them.

Adults Wil Antism are misunderstood

A lack of understanding of autism among many professionals means that adults with autism
often find it impossible to access support. Without a proper understanding of autism and how
it affects each individual, health and social care staff cannot effectively assess the needs of,
nor provide services for, adults with autism. The gap which exists between learning disability
and mental health services further adds to the difficulties which many adults with autism face
in securing the support that they need. No one has a clear responsibility for providing that
support - this is a failing that leaves many people totally excluded from vital service provision.

Adults witl, autism are left to struggle Hlougl, life

The recent Independent Review into Autism Services headed by Lord Maginnis identified an
almost complete absence of services for adults with autism in Northern Ireland. There is an
urgent need for this situation to be remedied. The right support at the right time can have an
extremely positive impact on adults with autism, but this support needs to be autism-specific
and appropriate to individual needs.




Conclusion

Appendix one

Action 1s needed 4o wprove {le lives of adults witl, autism

While the review itself and the subsequent ASD Strategic Action Plan is a welcome
development, its recommendations will never be realised without appropriate funding and
resources. The Northern Ireland Assembly should ensure that the ASD Strategic
Action Plan meets the needs of adults with autism. The plan should be fit for purpose
to ensure that:

> local Health and Social Care Trusts record the number of adults with autism in their area
> there is a named professional responsible for diagnosing adults with autism in each Trust area

> Health and Social Care Trusts establish a clear route to enable adults with Asperger syndrome
or high-functioning autism to access assessment and support

2> health professionals who are in regular contact with adults with autism are properly trained
» adults with autism and their families and carers are involved in the development of services

> new autism-specific services are developed for adults, families and carers.

The Northern Ireland Assembly should also ensure that there are clear accountability
mechanisms in place to monitor the implementation of the ASD Strategic Action Plan.
The plan should:

> have clear targets that are time-specific and meet the needs of adults with autism
> have adequate ring-fenced funding to ensure its delivery

> be subject to an annual review by the Health, Social Services and Public Safety Committee to
ensure that targets are met and consistent progress is made across all Trusts.

I EX]S'[’ is the message from adults with autism.
Most are isolated and ignored.
Think. Act. Transform lives.

Methodology

The statistics in this report result from research undertaken in 2008. 47 respondents filled

in questionnaires and 500 people were surveyed as part of the public attitudes survey.

The purpose of this research was to provide a snapshot of what life is like for adults with

autism and their families and carers in Northern Ireland.

Questionnaire for adults
with autism

A questionnaire was produced for adults with
autism (aged 18 and over) and their families
and carers. There were three sections to the

questionnaire.

The first section was a short section that asked
for details about the person with autism. These
details included the age and gender of the person
with autism: 73% of the people to which the
responses referred were male and 27% female;
51% were between 18-24 years of age, 23% were
between 25-39, 23% between 40-64 and 2%

were aged 65 or over.

The second section was the longest in the
questionnaire and asked about the experiences
of adults with autism. This was completed by
adults with autism, and in some cases help was

provided by their parents or carers.

The third section asked parents and carers about
their own experiences and their views on the

experiences of their son or daughter.

The figures in this report are based on the number
of respondents who answered each question in the
survey. All ‘parent’ quotes are from parents of

adults with autism.

In-depth interviews with Health
and Social Care Trusts

In-depth interviews were conducted with the five
local Health and Social Care Trusts in Northern
Ireland. These are the Northern, Southern,
Western, Belfast and South and East Health and

Social Care Trusts.

Public attitudes survey in
Northern Ireland

The public attitudes survey was carried out by GfK
in August 2008 and was based on a representative
sample of all people aged 16 and over living in

Northern Ireland.

Case studies of adults
with autism

The case studies are based on four in-depth
interviews with adults with autism. These interviews
were conducted with adults from across the autism
spectrum and represent their circumstances at the

time the interviews were conducted in 2008.




Appendix two

Glossary of terms

Befriending: a befriender is a trained volunteer who spends time with an individual on a regular basis to
enable them to take part in social activities.

Direct Payments: a scheme through which local Health and Social Care Trusts give money to people to
buy their own social care services so that they have more say in how their needs are met.

Health and Social Care Trusts: Health and Social Care Trusts have the overall responsibility for
assessing health needs and providing health care within their geographical area. There are five Health
and Social Care Trusts in Northern Ireland.

Northern Ireland Assembly: The Northern Ireland Assembly is the elected legislature of Northern Ireland.
It has responsibility in many areas, including health and education.

Social groups: groups which enable adults with autism to meet and take part in social activities in a
supported environment.

Social skills training: training which aims to improve an individual’s ability to participate in social
situations and interact with others.




Autism also affects adults

Most ave isolated and ignored
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Over 17,000 people in Northern Ireland have autism.
Together with their families they make up over 68,000
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 two
million people get nothing like the level of help, support
and understanding they need.

Together, we are going to change this.

The National Autistic Society Northern Ireland
57A Botanic Avenue

Belfast

BT7 1JL

Telephone: +44 (0)28 9023 6235
Autism Helpline: 0845 070 4004
Minicom: 0845 070 4003
Fax: +44 (0)28 9026 2966

Email: northern.ireland@nas.org.uk

Website: www.autism.org.uk/northernireland

lives.
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Autistic Society
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The National Autistic Society is a company limited by guarantee
registered in England (No.1205298) and a charity registered in
England and Wales (269425) and in Scotland (SC039427),
registered office 393 City Road, London, EC1V 1NG
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