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All of the artwork and the story featured in this strategy have been
produced by children and adults with Autism Spectrum Disorder
(ASD) as part of the Creative Autism art project launched April
2015 for Autism Awareness month.

The comments in the speech bubbles are direct feedback from the
consultation events.
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Foreword

On behalf of all the people with autism,
their families and carers and those who
work to provide services, we are delighted
to introduce an Autism Strategy for Stirling
and Clackmannanshire, 2015 to 2025.

In developing our local strategy we

have listened to the people of Stirling

and Clackmannanshire, their stories of
what has worked well for them, where
they feel services can be improved and
what they want for the future. We have
embraced the values of co-production and
personalisation, recognising that people
with autism, their families and carers have
a major contribution to the planning and
delivery of services.

The strategy aims to ensure that people
with autism their families and carers are
empowered to make their aspirations a
reality by bringing together our councils,
health and social care partnerships,
schools and colleges, local employers,
service providers, voluntary organisations,

our friends and families, and the people of
Stirling and Clackmannanshire.

The current economic climate makes it
vitally important that organisations work
in partnership and use their resources
creatively and wisely. This strategy has
been developed in partnership with a wide
range of stakeholders who are committed
to working together to ensure that our
local autism strategy leads to lasting
change for people with autism, their
families and carers living in Stirling and
Clackmannanshire.

We would like to thank all of you who
have contributed to its development. The
strategy provides an opportunity to make
a significant difference to the lives of
people with autism and its success lies in
the extent to which it does just that. Our
challenge now is to work together and
make those aspirations real.

Stirling Council

Christine Simpson
Convenor of Social Care & Health Committee

Clackmannanshire Council

Les Sharp

Convenor of Housing, Health & Care



Executive Summary

The Autism Strategy for Stirling & Clackmannanshire is a 10-year plan that makes a
commitment to improving services and support for adults and children with autism, their
families and carers.

In 2011, Stirling and Clackmannanshire Councils took part in a national mapping project.
It was identified that further work was required to fully understand existing provision of
services and to gather the views of as many people as possible on the autistic spectrum.

A multi agency steering group was established to progress the development of the
strategy and local plan. Members of the steering group comprised individuals with ASD,
families, carers, representatives from Social Services, Education, Housing, Local Area
Co-ordination, Health, Employment Support, Criminal Justice, Police, Advocacy, Autism
specific agencies as well as Third Sector organisations.

Further engagement and consultation resulted in the identification of 6 local goals and

16 key priorities. The goals and identified actions are divided in to timeframes of 2, 5 and
10 years. The action plan describes what we wish to achieve in terms of outcomes and
identifies key agencies, responsibilities and timeframes. The strategy and action plans will
be delivered and monitored through the multi agency steering group and the Health and
Social Care Partnership.

Our Local Goals

The strategy focuses on delivering the following outcomes:

Assessment and Diagnosis - we will work to improve identification and diagnosis of autism
in children and adults and to establish a clear pathway for assessment, diagnosis, care
and support for individuals with ASD, their families and carers.




Life Opportunities - we will work to ensure that children and adults with ASD are
supported through their whole life journey to lead meaningful lives and are able to
experience equal opportunities in terms of their learning, emotional and physical well-
being, and quality of life. We will work to ensure that people with autism can access
culture, arts, and leisure services within their own community.

Information and Awareness - we will work to raise awareness of autism amongst
professionals and the general public. We will work to ensure that people with ASD, their
families and carers have access to clear information on local services, at pre-diagnosis,
diagnosis and post-diagnosis stages.

Support for Families and Carers - we will treat parents and carers as equal partners
in care and support them in their caring role by enabling them to access services for
themselves and the individuals they care for.

Transition - we will work to ensure a co-ordinated and integrated approach to transition
planning and ensure better support is available at times of transition in particular from
children’s to adult services.

Employment and Opportunities - we will support people with autism to identify and

develop their skills, and where possible increase opportunities for people with autism to
access employment, training, life-long learning so they can contribute to their community
through voluntary work or employment.



The Strategy

In November 2010 the Scottish
Government launched a National Autism
Strategy for Scotland' and set out the
national vision for autism services:

“that individuals on the autism spectrum
are respected, accepted and valued by
their communities and have confidence in
services to treat them fairly so that they
are able to have meaningful and satisfying
lives”

The National Strategy provides a
framework for implementation and
makes 26 recommendations’ to improve
the support available and quality of life
of people with autism. It also cites 10
indicators for current best practice in the
provision of autism services'

Indicators for Best Practice

1

10

A local Autism Strategy developed in co-operation with people across the autism
spectrum

Access to training and development to inform and improve understanding of Autism
Spectrum Disorder (ASD) amongst professionals

A process for ensuring a means of easy access to useful and practical information
about ASD

An ASD Training Plan to improve the knowledge and skills of those who work with
people who have ASD

A process for data collection which improves the reporting of how many people with
ASD are receiving services and informs the planning of these services

A multi-agency care pathway for assessment, diagnosis and intervention and
support

A process for seeking stakeholder feedback to inform service improvement and
encourage engagement

Services that can demonstrate that service delivery is multi-agency and co-
ordinated and targets the needs of people with autism

Clear multi-agency procedures and plans to support individuals through major
transitions at each important life-stage

A self-evaluation framework to ensure best practice implementation and
monitoring.




In 2013 the Scottish Government commissioned

a National Autism Mapping Project, a short-term
fact finding and analysis exercise to build up a
picture of autism service provision and provide
information on autism co-ordination locally. The
Autism Mapping Report (Appendix 1) for Stirling and
Clackmannanshire presents a snapshot of our local
situation and information was gathered through
desktop research, focus groups and questionnaires.
The report reflects the voice of stakeholders who
attended the events and the information therein
was used as a basis on which to carry out further
research and stakeholder engagement.

The National Autism Strategy' has provided

the context for the development of Stirling and
Clackmannanshire’s local autism strategy and
implementation plan. It covers the needs of children
and adults with an autism spectrum disorder, their
families and carers, by focusing on increasing
opportunities and achieving better outcomes across
the lifespan. The strategy is a ten-year plan; it takes
into consideration the recommendations made by
the National Autism Strategy, 2010, the 10 indicators
for current Best Autism Practice and the outcomes
of the Stirling & Clackmannanshire Council mapping
project. It draws upon the multi-disciplinary expertise
of service users, families, carers and a range of
professionals from both statutory services and third
sector organisations.




Strategic Drivers

The strategy sits within the wider context of related strategies and guidelines, namely:

e The Scottish Strategy for Autism 2010’

* National Health and Social Care
Indicators?

e Stirling Single Outcome Agreement
2013-20233

e Clackmannanshire Single Outcome
Agreement 2013-2023*

¢ Integrated Children’s Services Plan,
Stirling and Clackmannanshire Council
2015-2018°

e Commissioning Services for People
on the Autism Spectrum: Policy and
Practice Guidance, 2008¢

¢ Social Care (Self-Directed Support)
(Scotland] Act 20137

e Getting It Right For Every Child
(GIRFEC), 2013¢

e SHANARRI Indicators’

The Keys to Life - Improving Quality of
Life for People with Learning Disabilities
20131

Caring Together: The Carers Strategy
for Scotland 2010 - 2015"

Getting it Right for Young Carers:
The Young Carers Strategy for Scotland
2010 - 2015™

Equal Partners in Care (EPiC): Working
together to achieve better outcomes for
carers and young carers™

Forth Valley Integrated Carer Strategy
2012-15™

The Autism Toolbox: An Autism
Resource for Scottish Schools, 2009

SIGN Guideline 98: Assessment,
diagnosis and clinical interventions for
children and young people with autism
spectrum disorders, 2007




What is Autism?

Autism is a life-long developmental
condition that affects how individuals
communicate with and relate to other
people and the world around them. It is
often referred to as an Autism Spectrum
Disorder (ASD) or Autism Spectrum
Condition (ASC). For the purposes of this
document the term Autism and ASD are
used interchangeably, whilst Asperger
Syndrome (AS) or High Functioning Autism
(HFA) is used to refer to individuals at
the higher functioning end of the Autism
Spectrum.

Autism touches individuals in many
different ways, although people with
ASD will experience difficulties in three
main areas: social communication,
social interactions, behaviour & sensory
processing.

Social
Communication

Behaviour & Social
Sensory Processing Interactions

Figure 1: Main diagnostic difficulties seen in ASD



Social Communication

Social Communication refers to the use
and understanding of language as well as
non- verbal communication, such as eye
contact, gestures and facial expressions.
Difficulties experienced by people with

an ASD in this area vary. At one end

of the spectrum, people may have no
speech or limited verbal skills, but their
understanding of language may not be
equally affected. At the other end of the
spectrum, individuals are able to speak
with minimal grammatical errors, but their
understanding of communication might
be impaired. There is not necessarily a
link between the expressive and receptive
skills of a person with ASD, recognising
this and not judging an individual's skills
solely on their verbal ability can help
ensure they receive the appropriate
support to help them communicate.

Social Interactions

Children and adults with autism have
difficulties with everyday social interaction,
they may have difficulties in establishing
and maintaining social relationships,
understanding other people’s emotional
expression and expressing their own
emotions which can make it more difficult
for them to fit in socially. The learning
and social demands of a school or work
environment can be challenging. This can
impact on their ability to recognise and
understand other people’s thoughts and
feelings and therefore affects how they
relate to and interact with others. Some
difficulties can be subtler, for example
the ability to understand the social code
of one’s peers, and may result in bullying
and/or social exclusion.

Behaviour & Sensory Processing

People with an ASD may have difficulties
processing sensory information in one or
more of the five senses, such as sounds,
smells or touch. They may be hyper
sensitive to certain sounds; they may
cover their ears, move away from busy and
noisy places or demonstrate challenging
behaviours. They may have a limited range
of interests and have difficulty coping with
transition, and as such may feel more
comfortable with a fixed daily routine.
Often people with ASD have an intense
interest in a particular area, such as
dinosaurs, train time tables, drawing, or
computers and it is important to capitalise
on these specialised areas of interest to
help individuals feel respected and valued.




The Challenges of Autism

The Scottish Strategy’s Menu of Interventions
(2014)" identifies the main difficulties and
challenges that people with ASD commonly
experience (Figure 2). These are:

e Understanding the implications of an autism
spectrum diagnosis

e Development of effective means of
communication

¢ Development of social communication

e Developing and maintaining relationships
e Social isolation for individual with autism
e Social isolation for families

e Learning to skills

* Predicting and managing change

e Behaviour and emotional regulation
protecting wellbeing

e Restricted and repetitive interests and
behaviours

e Motivation issues
e Sensory issues
e Daily living skills

e Co-existing conditions
(eg epilepsy, anxiety etc)

Developing and
IMETIETTT]
Social relationships Learning to
Communication learn new skills

Restricted and
repetitive Sensory issues

interests and .
behaviours, Behaviour and

emotional
Protecting and regulation
managing protecting -
change wellbeing Co-existing
conditions

Daily living skills

independence

Figure 2: The 14 different challenges that can impact on the life of people with
Autism and their families

Social isolation
and for families



Prevalence: The National Picture

The prevalence of autism in children is
rising yearly. In 2003 it was reported to

be 1 child in 163, 10 years later in 2013

it was reported to be 1 child in 67'. This

is equivalent to 1.5% of Scottish children
having a diagnosis of ASD (Figure 3). These
rates and trends are comparable to that of
the rest of the UK™ 2.

The prevalence is expressed as a percentage of the
total school population.

Data Source: www.scotland.gov.uk/Topics/Statistics/
Browse/School-Education/dspupcensus’®

Percentage of Children with ASD in Scotland
Stirling and Clackmannanshire Schools

1.6%
<+—— 1in 67
1.2% —— 1in 83
<+—— 1in 87
0.8%
0.4%
0.0% | | | | | | | | | |
.0%

2003 2004 2005 2006 2007 2008 2009 2010 2011 2012 2013

e Scotland es==e Clackmannanshire e Stirling

Figure 3: Prevalence of ASD in children attending publicly funded schools in Scotland,
Clackmannanshire and Stirling




Prevalence: The Local Picture for Adults

The prevalence of autism in the UK
adult population has been estimated

to be around 1%?". In 2010, Stirling

and Clackmannanshire local authority
schools began to systematically record
children with ASD'8; however there is
no national or local data mechanism

in place that accounts for adults. If we
apply the national rate of 1%, this would
equate to 790 and 440 adults with ASD
living in Stirling and Clackmannanshire
respectively (Figure 4). The data is taken
from the National Autism Services
Mapping Project 2013 (Appendix 1).

Estimated numbers of adults with ASD

1% Estimate

Stirling Clackmannanshire

Figure 4: Estimated number of adults with ASD living in Stirling and
Clackmannanshire.



Prevalence: The Local Picture for Children

In 2013, 1 child in 83 and 1 child in 87 who
attended local authority schools in Stirling
and Clackmannanshire respectively,

was affected by ASD'®. These figures are
slightly less than the Scottish national
average of 1 child in 67 and equates to
147 children in Stirling and 76 children

in Clackmannanshire. It is important

to appreciate that other children with
similar communication and behavioural
difficulties, who are not currently classified
under ASD, may have an ASD diagnosis
(Figure 5).

Proportion of children with a social emotional & behavioural disorder
and a language and communication disorder

Social emotional
and behavioural
disorder

Language and
communication
disorder

. Clackmannanshire . Stirlingshire

Figure 5: 2013 figure for school children with a known diagnosis of ASD, a language and
communication disorder, and a social, emotional and behavioural disorder
www.scotland.gov.uk/Topics/Statistics/Browse/School-Education/dspupcensus'®




Data Collection: A Nationwide Issue

There is currently no national database that specifically
accounts for people with an ASD diagnosis and there is
no integration of local databases across Scotland. It is
therefore difficult to give a definitive or accurate indication
of the numbers of people in Scotland with ASD or the
range of their needs. Whilst there are elements within
statutory returns to the Scottish Government relating to
people with autism, these reflect those individuals who
receive services from social work, thereby excluding
those who may have a diagnosis but are not in receipt of
statutory services.

There is a clear need to develop a central data base that
holds information on the number of people with autism,
their diagnosis, services received and spend per person,
to better inform service planning and delivery. Of the

ten indicators for best practice identified in the National
strategy for Autism, indicator 5 recommends that services
should include data collection processes that “improve
the reporting of how many people with ASD are receiving
services and inform the planning of these services”.

The Scottish Government has funded The Scottish
Consortium for Learning Disability (SCLD)?* to develop a
process for data collection that will improve the reporting
of how many people on the autistic spectrum are receiving
services in Scotland. A key aim of this project is to improve
the quality of data available to service planners and

policy makers in order to promote an evidence informed
approach to service planning, development and delivery.
Timescales for finalising this work are as yet undefined.

Spring,

Robert, Riverside Primary School



Economic Impact

A study conducted by Knapp? and collaborators
from Kings' College London estimated the cost
of ASD across the lifespan to range from £0.80
to £1.23 million depending on the co-occurrence
of an additional intellectual disability diagnosis.
This research shows that for adults with autism
the highest costs are those generated by health
and social care provisions (59%), followed by lost
employment (36%) and family expenses (5%). For
children, educational costs range between 37%
and 61% of the overall annual cost in comparison
to 3% and 6% for adults with and without a
learning disability respectively. One of the
recommendations made by the Autism Strategy
is to analyse the Knapp report and place it in the
context of Scottish localities. Ideally, information
on what interventions lead to better outcomes
for individuals with autism and the economy as a
whole should be readily available, but this is not
currently the case.

Optimally, we should approach the cost challenge
with an attitude of “invest to save”. With this
economic perspective in mind, it is essential to
have a firm appreciation of the current level of
autism funding in order to strategically invest

in interventions that lead to better outcomes.
High care costs are often associated with crisis
situations, which have arisen as a consequence of
unmet need.

The Carousel, Johanna, Riverside Primary School




Development of the Local Strategy

The Scottish Strategy for Autism coincided
with an investment of £13.4 million from
the Scottish Government to be distributed
from 2011 to 2015. A proportion of this
funding was committed to the National
Autism Mapping Project, a key objective
of which was to map out existing ASD
provision in each local authority area

and produce an Autism Mapping Report.
For the purpose of this exercise Stirling
and Clackmannanshire Councils were
grouped together. In order to further
support the implementation of the national
strategy, every local authority in Scotland
was allocated £35,000 to assist in the
development of a local autism plan. It

was agreed to pool the monies allocated
to Stirling and Clackmannanshire and
produce a joint autism strategy for both
council areas.

1

January
2013

March 2013

November
2013

It was recognised that a partnership approach was key to the
development of a local autism strategy and as such a multi-agency
working group was set up. Members included individuals with ASD,
Families, Carers, Social Services, Education, Housing, Local Area
Co-ordination, Health, Employment Support, NHS, Criminal Justice,
Police, Advocacy, Third Sector organisations as well as Autism specific
agencies.

Desktop research of data and strategic policies, online questionnaires
and workshops with individuals with ASD and professionals. A review
was carried out of all local ASD service provision in order to gather
baseline information on services available, and the challenges and
needs experienced by individuals with an ASD and their families/carers
living locally.

The Autism Mapping Report for Stirling and Clackmannanshire was
received. Its findings are based on desktop research of local services,
questionnaires and workshops conducted with people with autism,
parents, carers and multi-agency groups. Following the release

of the Autism Mapping Report further data was collated to inform

the baseline for a local strategy which took account of the following
constraints; resource and time issues, limited budgets, availability of
information, accuracy of data as well as the difficulty of reaching people
who do not have a diagnosis and the impact this has on overall figures.
Workstreams were set up to further identify local issues and a plan of
action. A draft action plan was submitted to the Scottish Government.



March 2014 An Autism Development Officer was appointed to work 18 hours a week

November
2014

January
2015

April 2015

over a two-year period with the specific role of project managing the
development of the local strategy. It was also identified that further
research was required to fully understand existing provision of services
and to gather the views of as many people as possible on the spectrum
across a range of age groups, as well as the views of their families and
carers.

A series of consultation events took place across Stirling and
Clackmannanshire which more than 200 people attended. Individuals
with ASD, families, carers and professionals attended events in Stirling
town, Balfron, Callander and Alloa. A further event was held in Stirling
for professionals. An online survey and questionnaire received over

80 responses. The data and information obtained was collated and
analysed and helped identify 6 local goals and 16 key priorities. These
results have driven our local strategy and action plan, a consultation
report is available in Appendix 2.

Began to develop a Forth Valley Autism website and plan a series of
events across Stirling and Clackmannanshire to raise awareness of
Autism within our local communities.

Launch of Autism Strategy for Stirling and Clackmannanshire.
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Establish a multi-agency Phase | People with ASD, Received Autism Mapping

Report for Stirling
& Clackmannanshire

autism steering group Families & Carers, Service
Providers & Local Agencies
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Figure 6: Key Miles Stones for the development of the Autism Strategy in Stirling and Clackmannanshire




Our Local Goals

A comprehensive review of all available information, an evaluation of local services and a range of consultation and engagement exercises
and events has led to the development of a local autism strategy that has the following six goals:

Assessment & Diagnosis Life Opportunities Information & Awareness

Clear pathways and accountability Clarity and accountability for the Single point of access
for the diagnosis of autism and treatment, care and support of for information
comorbidities people with ASD

Support for Families & Carers Transition Employment Opportunities

Carers are recognised and Moving on passport and Pathways to
valued as equal partners post-school life employment
in care opportunities

4 5

Figure 7: The six goals of the Autism Strategy for Stirling and Clackmannanshire




Assessment and Diagnosis

Feedback from individuals with ASD,
carers and professionals has highlighted
a need for greater access to clear
information on pathways to diagnosis and
improved access to post-diagnosis support
for both children and adults, across the
autistic spectrum (Appendix 2). As such,
the strategy aims to establish a clear
pathway for assessment, diagnosis, care
and support to individuals with ASD, their
families and carers.

1

Starry Sky,
Fergus, Callander
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Assessment and Diagnosis Services for Children

The Scottish Intercollegiate Guidelines
Network (SIGN]'" recommends that a
range of professionals should be involved
in assessment. An assessment should
include a history of the individual, clinical
observation and a speech, language and
communication assessment. If relevant,
involvement from Occupational Therapy
and Physiotherapy should also be
considered.

If the child is at pre-school stage, the GP,
health visitor or nursery staff can refer
them to an early assessment team which
will include a number of professionals
from health and education. Parents can
also self-refer to the early assessment
team and a paediatrician will always be
involved in an ASD assessment for a pre-
school child.

Children between the ages of 5 and 18 can be referred
to Forth Valley Child and Adolescent Mental Health
Service (CAMHS]) for assessment. This referral must
be made by a multi-professional team, school, Speech
and Language Therapist, Educational Psychologist, or
at a parent’s request through the child’s GP.

“What happens if CAMHS

refuse to look into the
diagnosis”

Teachers can refer a child to ASN (Additional Support Needs)
for support at school. The Additional Support Needs teaching
team may also offer support at home for pre-school children.
Services working with children under the age of 3 who have a
diagnosis of ASD are obliged to notify education that the child
has been identified as having a disability under the Education
(Additional Support for Learning) (Scotland) Act 2004.%

“Diagnosis for our daughter
was initiated by the school,
but took 3 years to be

completed”

Currently, parents state that that there is a lack of clarity around the assessment process
and that they are waiting a significant length of time for a referral process to be initiated.

Our local strategy aims to establish a clear diagnostic pathway from the point of referral,
through to assessment, diagnosis and post diagnostic support.



Assessment and Diagnosis Services for Adults

There are two ASD assessment teams in
Forth Valley. A General Adult Psychiatric
Services Team who will carry out ASD
assessments for adults (18+) with or
without a learning disability, and a
Learning Disability multi-disciplinary team
who will only carry out ASD assessment
for adults (16+) with a diagnosed learning
disability.

General Adult Psychiatric Services Team

The first stage of a three stage referral pathway to the
General Adult Psychiatric Services Team is via the local GP.
The waiting time for an assessment is currently around six
months. The mean time between the initial interview and
diagnosis is close to 3 months.

“A lot of the adults get

lost in the system”
Within Forth Valley, there is one adult psychiatrist carrying
out ASD assessments and this is in addition to general adult
psychiatric work, as such this is a very limited resource.

Learning Disability Team

The LD team accepts referrals from any source e.g. GP’s, Social Work, Nurses, Care
Providers and Families. There is no exclusion regarding the severity of the LD.

The LD team meet monthly, where new referrals are discussed and allocated to two

team members. The team consists of an LD Psychiatrist, LD Psychologist; 2 Community
Learning Disability Nurses; an LD Speech and Language Therapist and an LD Occupational
Therapist.

The waiting time for an assessment is approximately 4 weeks and will take approximately
4 months to complete. The timeframe is specific to the individual.

Speech and Language Therapy

Speech and Language Therapy (SLT) is not currently part of the diagnostic pathway for
adults in Forth Valley who do not have a learning disability. There is an open single point of
referral to the service and individuals may self-refer. Referrals are usually seen within 4
weeks.



Occupational Therapy (OT)

OT is only part of the diagnostic pathway
for adults with a learning disability.

Within General Adult Psychiatric Services,
individuals can only access OT services

if they have a co-morbid moderate to
severe mental health diagnosis. Therefore,
individuals with ASD who do not have

a mental health diagnosis do not have
access to OT.

The exception to this is the OT currently
working in a jointly funded NHS/Stirling
Council post within Stirling Council
Employability Service. This post is not
diagnosis specific and therefore individuals
with a primary diagnosis of ASD can be
seen if they are progressing towards work.

Our local strategy aims to establish a
clear diagnostic pathway from the point of
referral, through to assessment, diagnosis
and post diagnostic support.

d odan’s ﬁ Sioo
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Life Opportunities

This strategy aims to ensure that children
and adults with ASD are supported . .
through their whole life journey to lead The Aut]Stlc Battle
meaningful lives and have access to
experience equal opportunities in terms
of their learning, emotional and

physical well-being, and quality of

life. Consultation with stakeholders : ‘ ‘
highlighted issues around a lack i_

of clarity on what services are

available locally, as well as the e

exclusion of individuals with
ASD from many main stream
opportunities (Appendix 2).

The Autistic Monste
captures emotions
and injects an

" : -~ . knowlegge.

The Freedom Monster

captures anger, and
ts emotions and

The Autistic Battle,
Callum, McLaren High School



Whilst the majority of parents with
children of school age reported positive
experiences due to the quality of support
provided by school, it is evident that when
children leave school that support often
falls apart.

In the process of implementing the
strategy we have developed a Directory

of Services which details information of
over 185 local services. The directory
includes information on the type of service
provided, eligibility criteria, route of
referral, and contact details.

The range of support available is categorised under the following headings:

Children’s Day Care and Care at Home Services

Children’s Services for Early Years
“Fact sheets on ASD

Education Support are needed”

Children residential schools
Adult Day Care and Care at Home Services
Adult Residential Services

Further Education Support Services

“A directory of services
for autism would help at
post-diagnosis stage”

Employment Support Services
Information Services

Advocacy Services

Social Groups and Leisure Activity Centres
Carer Support Services

Training Services

Holiday and Respite Services for people with ASD

“List of community
venues accepting of
autism needed”

Respite for Carers
Sexual Health and Relationship Services

Mediation and Legal Services

Benefits advice

The directory of services is available on the Autism Forth Valley website
(www.autismforthvalley.co.uk]. The website was launched in April 2015 and all content is
reviewed and updated on a six monthly basis.



Social Opportunities

Feedback from stakeholder consultation
has highlighted the need to improve social
opportunities for individuals with ASD g

(Appendix 2). 6

The Autism Forth Valley website links with -
a social media site called CK Friends. CK
Friends is a safe, secure social network

for people with learning difficulties, age 16
and over, to share their hobbies, interests
and keep in touch with old and new
friends.

CKUK monitor this site to ensure it is

a safe internet place for adults with
learning difficulties. We have received
numerous reports that demonstrate this
media tool has positively enhanced social
opportunities for people with a learning
difficulty. We aim to bring this social media
tool closer to our adult ASD communities
in order to increase the range of

social opportunities available to them.
Communication through social media
ensures compatibility with the profiles of
our service users.

“Website should signpost
clubs and other mainstream

opportunities The Game, Oscar, Riverside Primary School




Information and Awareness

The National Strategy for Autism1
highlights the need to raise awareness

of autism amongst professionals and

the general public. Consultation events
held locally highlighted the challenges
individuals with ASD, their families, carers
and professionals face in accessing advice,
and information on local resources and
services (Appendix 2).

An objective of both the national and our
local strategy is to ensure that individuals
with ASD, their families and carers,

and professionals have easy access to
information. To address this we have
developed a standalone Autism website,
which acts as a virtual one stop shop. The
aim is to provide networking opportunities
and a means of communication through
social media. Given the wide geographical
spread of our communities it was felt that
an online presence was the most viable
channel of communication.




Given that many key services are centrally governed across Stirling, Clackmannanshire
and Falkirk, the website is a Forth Valley wide project.

The development of the Autism Forth Valley website has involved comprehensive research
of all local services to complement the Menu of Interventions, and to establish clear visual
pathways for services such as assessment, diagnosis and employment. The website also
contains a directory of services.

The website will also include a tool for data collection in order to improve the reporting
of how many people with ASD receive services. It will provide a platform for service
users to register their profile, the services they receive, their level of need and a range of
key demographic information. This information will be used to inform the planning and
delivery of local services.

A key aim of the national strategy is to improve the quality of data available to service
planners and policy makers in order to promote an evidence informed approach to service
planning, development and delivery.

The Autism Forth Valley website is an essential step towards addressing the lack of
information available to individuals with ASD, in particular adults, and the development
of a database for Stirling, Clackmannanshire and Falkirk is an essential step towards
meeting the recommendations of the national strategy.

The local strategy is committed to raising awareness of autism within our local
communities. We have developed a range of social media tools, Facebook, Twitter,
Flickr, Vimeo and YouTube accounts to communicate with the ASD community and share
information on events and strategy developments.

“One point of information
for all autism services

would be great”

“Data for adult

prevalence is not
available”



Support for Families and Carers

A carer is anyone who provides unpaid care
for a friend or family member who due to
illness, disability, a mental health problem
or an addiction cannot cope without their
support'. Carers can be of any age and

of any social background. Caring for
someone with ASD can be particularly
demanding for a variety of reasons such as
the challenging behavior experienced and
exhibited by some individuals with ASD, or
sleep deprivation. These behaviours can
have a huge impact on family members
and their wider network, resulting in
strained relationships and the isolation of
individuals and their families within their
local community. The Autism Strategy

for Stirling and Clackmannanshire aims

to ensure that carers are identified,
supported and empowered to manage
their caring role, and are able to have a life
outside of caring.

Carers want appropriate and timely
support. Types of support available
include:

e Advice & information - access to the
right information and advice at the right
time

e Carer Assessment/ Support Plan - to
identify support required for the unpaid
carer

e Income Maximisation - providing
advice on welfare benefits and income
maximisation to address the financial
well-being of unpaid carers

e One to One Support - a responsive
personalised service to meet carers’
individual needs

e Advocacy - carers may benefit from
advocacy to support their interactions
with Health, Social Care and other
professionals

¢ Respite/Short Breaks - can help families
to manage the demands of their caring
situation

“Carers should
be supported and
empowered to manage

their caring role and a life
outside caring”

e Hospital Support - access to appropriate
information, advice and support enables
carers to feel informed and involved
at all stages of the cared for person’s
hospital stay

e Peer Support Groups - provides
a supportive environment and an
opportunity to engage with other people
who understand the issues carers face




Implementation of the strategy will:

ensure that carers are involved in the
development of care plans

result in improved signposting to
supports and services

ensure appropriate support during key
transition stages, and

ensure carers receive timely and
appropriate support.
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From an early stage, children and young people will experience a number of transitions - eV
from pre-school through to post school destinations. For some, a change of school or Coyy T
class is viewed as an exciting opportunity but for others transitions can be a less than * TT_,. THLE Sy
positive experience. The universal planning that schools provide to support positive : e Sl e
transitions, is often enough to meet the needs of the majority of our children and young _:‘__.a;_._ oy e A YR CRATY

people. However, for those with Autism a targeted level of planning and support is required
to allow for a smoother transition. In Stirling and Clackmannanshire, assessment and
planning is provided through the Staged Intervention process, input from other agencies
such as Health and Social Care may be involved to provide additional support.
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Transition Guidelines for Schools and Educational Staff in
Stirling and Clackmannanshire provide detailed information
on support for all children with identified Additional Support
Needs, including Autism. It also contains information on the “Parents are
process of transition during school years: having to drive
transition

e Transition from Home to Early Years planning”

e Transition from Early Years to Primary

¢ Transition from Primary to Secondary

Transition from Secondary to Post School,
including Adult Services

“Appropriate

planning transition
is required”

“Wax Crayons”, Groupwork, Play Alloa




In order to support a smooth and seamless transition from each stage of school into
adulthood, Effective Transition Planning should include: the young person, their parent(s)/
carers, guidance teachers, and other professionals as appropriate (eg Health, Social
Services, Skills Development Scotland etc).

In order to support a smooth and seamless transition from each stage of school into
adulthood.

Within our local strategy we recognise there is a need to better support people across all
transition stages, particularly from child to adult services.

The Transition Workstream will develop an Autism App Transition Passport specifically
designed to enable and support smooth transitions for individuals with ASD. The app will
also be suitable for building a service profile information page which will assist individuals
to share key information about themselves, for example to facilitate a hospital stay, or
ensure they are as prepared as possible for an interview or a meeting. The App will initially
be developed as a proof of concept on an Android platform.

By implementing the strategy we will ensure that individuals with ASD, their families
and carers are prepared and supported throughout the transition process. We will also
develop local transition support networks (support groups, peer support, online support)
and involve further education, employment and volunteering services, as well as other
voluntary and statutory organisations.



Employment Opportunities

Autism and Employment

Employment is central to the social and emotional wellbeing
of individuals, and this is particularly true for someone with
a learning difficulty such as ASD. It is not just important
economically; it also offers the opportunity for individuals to
feel valued, respected and included in society and can help
prevent isolation and mental illness.

Supporting people with an Autism Spectrum Disorder
(ASD) into work is complex and often requires the support
of multi-agencies. Many individuals with ASD having highly
specialised skills and talents and have much to offer to the
workforce.

Stirling and Clackmannanshire Councils are committed
to removing barriers which stand in the way of effective
transitions in to employment for individuals with
ASD. Our local strategy aims to support people with
autism to identify and develop their skills, and
where appropriate support them to contribute to
their community through voluntary work or
employment.

Swallow, Tracy, Forth Dimension Trinkets



Types of Employments

There are many different forms of
employment which may be suitable to
someone with ASD. These range from
volunteering, participation in occupational
activities through to self-employment.

Employment can lead to greater social
inclusion. However, for someone with
ASD, this may not be the case due to the
social difficulties they experience or a
lack of awareness of autism from their
employer or co-workers. The strategy
proposes to address this in two ways,

by facilitating training for staff and by
signposting employees to opportunities
that will support them socially.

“My son is desperate to work and
is always thinking of ways to make

money. He wants to work in IT
(information technology) but the only
thing that keeps us back is a lack of
transport”

Work
Experience

Self-
Employment

Volunteering

Types of
Employment

Open Sheltered
Employment Employment

Figure 8: Types of Employment



There are a range of ways by which individuals with ASD can be supported in to work:
Stirling Councils Employability Team provide advice and guidance as well as training and
work experience for people with ASD. In Clackmannanshire, Adult Day Services provide
support to access paid and voluntary work opportunities, based on an individuals' needs.
Options for placements include job tasters, work skills training, job search, job match and
on-going support.

We will review all the supports available to people with ASD to access employment training
and education opportunities.

We will also develop a directory of autism friendly employers to support the autism
community.

We will work with Job Centre Plus to develop a clear pathway for signposting people with
ASD to appropriate services and we will develop the Job Centre Plus buddy system to
include people with ASD.

We will provide Training for Job Centre Plus staff to recognise the signs of ASD so that they
can signpost individuals to suitable support services. Finally, it is essential that individuals
with AS, seeking, and in employment, have access to advocacy services.

The employment pathway for individuals with ASD living in Stirling and Clackmannanshire
will provide guidance, support and training specific to an individual's needs. It will also
develop a support system for carers and providers so that individual's with ASD have
improved access to work experience.

“In the work place there
are anxiety issues,

employers should be
supported/ placement”

“At the moment it is
very difficult to access

employment opportunities
for young adults with
autism”




Key Objectives

In order to achieve our local goals, stakeholders identified 16 Key Objectives. These are
divided into three parts and link to the time scales set out by the Scottish Government in
the National Strategy: Foundations (by 2 years), Whole-Llife journey (by 5 years), Holistic-
personalised approaches (by 10 years).

The 16 Key Objectives for Stirling and Clackmannanshire. For detailed action plans see
Appendix 3.

Foundations - Goals within 2 years

I P

Autism Service Improve, develop and share information on all local autism services from  Life Opportunities Workstream  1,2,3,4,8,10
Directory statutory and third sector organisations
2 Autism Forth Develop a single point of access for information on local autism services  Information and Awareness 1,2,3
Valley Web Site and training resources Workstream
3 Informationand  Promote greater awareness of autism, encourage the development of Information and Awareness 1,2,3
Awareness positive and realistic values and promote inclusion and diversity Workstream
4 Autism Training Identify Autism training & information packages to support professionals Information and Awareness and 1,2,3,4
(front line staff], people with autism, families and carers. Where required, Employment and Opportunities
new information packs will be developed Workstreams
5 Assessmentand Review the current diagnosis pathways, provide greater clarity on existing Assessment and Diagnosis 1,6,8,9
Diagnosis care pathways, improve access and reduce current waiting lists Workstream
6 Assessment Assessing and diagnosing any potential physical and mental health issues Assessment and Diagnosis 1,6,8
and diagnosis/ to inform health and education services Workstream

physical, mental
health issues

7 Post-diagnosis Provide seamless access to support services following a diagnosis of Assessment and Diagnosis and  1,8,9
signposting autism by increasing the links between local statutory and third sector Life Opportunities Workstreams
agencies



8 Menu of Develop a menu of interventions which includes advice, therapeutic Information and Awareness and 1,6,9,10

Interventions intervention and counselling for children, young people and adults with Life Opportunities Workstreams
ASD, that are appropriate and flexible to individual need
9 Transition Develop a Moving On Passport to facilitate a person’s transition across Transitions Workstream 1,6,9

each stage of their life journey

10 Monitoring Develop a process of data collection to monitor people with ASD, their All Workstreams 1,5,10
families & carers and services received, in order to better inform planning

11 Support Families  Carers are identified, supported and empowered to manage their caring  Support for Families and Carers 1
& Carers role, and are able to have a life outside of caring Workstream

Whole Life Journey: Goals within 5 years

12 Review Eligibility = Address barriers to services arising as a result of eligibility criteria Support for Families and 1,6,8,9
Criteria excluding people with ASD without a Learning Disability (LD) (ie excluding Carers and Life Opportunities
people who do not have a Learning Disability) Workstream
13 Monitoring Identify people with ASD who have moderate to good employability Employment Workstream 1
Employability and potentials. Carry out case study of ASD people in employment
Employment
14 Supporting In partnership with FV college develop a curriculum for employment Employment Workstream 1,4,8

Employability

Holistic, Personalised Approaches: Goals within 10 years

15 Crisis Prevention Strategic planning to reduce the likelihood of crisis All Workstreams 6,8,9

16 Inclusion Introduce a “Safe Place Scheme” in Stirling and Clackmannanshire to help Information and Awareness 3,8
people with Autism feel confident and safe in their communities. Workstream




Monitoring

The Multi-Agency Autism Steering Group
will be responsible for monitoring and
implementing of the strategy. This group
will report to the Community Planning
Partnership, as well as to Directors

and Chief Officers of the agencies and
services involved. The steering group will
meet quarterly to monitor and evaluate
targets and timescales, and will produce a
progress report every 6 months.

Next Steps

The Autism Strategy for Stirling and
Clackmannanshire covers a 10-year
period. Stirling and Clackmannanshire
Councils along with our health and
third sector partners are committed to
improving those areas, which have been
identified through consultation.

The action plan that accompanies this
strategy gives clear timescales to ensure
that the goals identified are achieved
within the 2, 5 and 10-year time frame
identified by the Scottish Strategy for
Autism, and by the time our local strategy
concludes.
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Glossary of Terms

AS Asperger Syndrome

ASC Autism Specrtum Condition

ASD Autism Sprectrum Disorder

CEAT Community Early Assessment Team

Co-morbidities  Two or more existing conditions that are in addition to an initial diagnosis

Diagnosis When someone is told what his or her medical condition is

Eligibility Where a Council or Health Service agrees who can have support from the Council or Health service
Inclusion Where people are supported to live their lives in the same way as everyone else

HFA High Functioning Autism

NES NHS National Education Scotland

NICE National Institute for Clinical Excellence

NHS National Health Service

oT Occupational Therapy

Outcome The difference something makes

Pathway A map that sets out the routes to access services

Personalisation
SIGN
Strategy

Transition

Services are tailored to the needs of the individual
Scottish Intercollegiate Guidelines Network
A plan that sets out what should be done to make things better

A process or period of change
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| Hate It

“l am your fairy dogmother and | would like to tell you a story.”
| said “well go on then......... "

Once upon a time there was a big lad called Freddie who hated
everything.

His friends and his mates got so fed up with him that they wanted
to do their own thing.

Freddie went to see Amy.

“Hi Amy, would you like to come out with me?” Do you know what
she said? “l don’t want to be with you! | don't want to play ! | want
to be left alone! “Ok” Said Freddie.”lI'm just not happy” remarked
Amy I'm having a very bad day. Very bad and | hate everything! SO
PLEASE GO AWAY!!”

“Ok I'll go away then, | was only asking.”

A little while later they met Georgie.

“Hi there Georgie. Would like to play dressing up with me?” “Do
you know what she said?” “I'm in a bad mood! | don’t want to be
with you! | don’t want to play ! | want to be left alone! “Ok” said
Freddie. “I'm just not happy” remarked Georgie, “I'm having a
bad day and | hate everything! SO PLEASE GO AWAY!!" “0Ok” said
Freddie and thought how rude Georgie was, “goodbye then.”

They moved along and a little while later they saw Eddie.

“Hi there Eddie would you like to come to Edinburgh with me?” “Do
you know what he said?” “l don’t want to be with you. | don’t want
to play. ! l only want to be left alone.” “Ok” Said Freddie. “I'm just
not happy I'm having a bad day. Urrrgghh...and

| hate everything so PLEASE GO AWAY!!”
Oh dear, thought Freddie and he felt upset.

“Well well well” said the fairy it's not nice when people are rude
and horrid at least you still have a fairy dogmother called Luath to
show you everything and what can you do” “Well | am fed up with
everyone telling me to go away and | think it’s all your fault. | told
you | don't like stories and | certainly don't like this one and | wish
you would go away too.”

Oh there they go.
Freddie White







Appendix 1 - Autism Mapping Report

National Autism Services Mapping Service

Clackmannanshire & Stirling
Council Service Map

September 2013

A1-1



Contents

1 Background to the National Mapping Project

2 Methodology

3 How the service map is organised

4 Background

5 What we asked and who responded to us

6 What people with Autism1 told us

7 What Parents and Carers2 told us

A1-13

8 Statutory and Voluntary Services perspective

A1-16

9 A Summary of Findings in relation to the 10 Indicators
of Good Practice

A1-17

10 Scenarios

A1-46

11 Moving Forward

A1-47

Appendix 1 - Respondents across the Mapping Exercise

A1-48

1

Autism is a lifelong developmental
disability that affects how a person
communicates with, and relates to, other
people and the world around them.

It is a spectrum condition, which means
that, while all people with autism share
certain areas of difficulty, their condition
will affect them in different ways.
Aspergers syndrome is a form of autism

2

Definition of a carer

Throughout this document we use the
term “carer” to describe individuals who
provides unpaid support to a relative family
or friends who has autism. The majority

of individuals are parent carers but the
term carer also describes other family
members such as siblings, grandparents
or friends who provide substantial unpaid
care.

We use the term support worker to
describe individuals providing paid support
to individuals with autism




1 Background to the National
Mapping Project

The National Mapping Project has been

a short term fact finding exercise and
analysis of information relating to the
delivery of services for individuals with
autism in your area. It is designed to

map out existing service provision across
Scotland in order to build up a full picture
of the national position which will help
inform future local decisions on autism
coordination on who will do what and
where, and influence national decisions
on the investment of Scottish Government
funding for autism in the future.

The Service Map presented below is a
snapshot of the situation in your area

with regard to the delivery of services for
people with autism. It is predicated on

the information collected from the desk
research into policies and practice, people
we spoke to at the focus groups and the
questionnaires completed by individuals in
your area. In some areas there was not a
full representation of all stakeholders. The
corollary of which is that those who did
respond will clearly have had an impact on
the picture we have drawn.

The Service Map is not the complete

story of the services you deliver in your
area, those responsible for the delivery
infrastructure already in place and service
users will both have additional information
not recorded here due to the short term
nature of the work and reflective of the
level of engagement with the Project.

However, together with the national
findings and knowledge of your current
delivery, it is hoped this service map
will help inform the design and delivery
of your Autism Action Plans as agreed
under Autism Strategy funding to local
authorities.

2 Methodology

The Mapping Project gathered information
in three ways:

e Desktop research in relation to Data and
Strategic Policy

Online questionnaires for:

® People living with Autism

m Carers

m Statutory providers Service providers

Workshops with:
m People living with Autism

®m Parents and carers
® Multi-agency groups

The Aims of the Workshops were to
identify:

People living with autism:

I. To gather experience of people with
autism about the places, people
and activities that help them have a
“meaningful life”

[I. Gather information about how the
core services contribute to having a
meaningful life




[ll. Gather ideas of what might happen

to improve things and what
difference that would make

Carers and parents:

To have a better understanding of
what carers want to see in their
local areas

To have a better understanding

of the local areas and what is
making a difference for people
living with autism and their families
[ll. To identify what would make a
difference for them

Multi-agency groups:

To use the 10 indicators for
developing best practice as a
baseline for discussion

To gather information about how
services work in partnership
together

[Il. To explore the depth of partnership

working

IV. To provide knowledge about the

impact for people with autism,
through identifying the challenges
and gaps in services

3 How the service map is organised

From the information gathered throughout this exercise Mapping Coordinators identified a
number of recurring themes. It also became apparent that the themes could be arranged
under aspects of delivery that individuals talked about. These were: People, Processes,
Services, Specialist Services and those issues which were specific to Parents and Carers.

People Processes Services Specific Services |Parents and
Carers

Autism Knowledge Carers/Family

and Awareness

Community

and Social
Opportunities
Environment
including sensory

Inclusion/
Acceptance of
autism

People/

Professionals who

understand

Support including
groups/listening
to carers/carers
assessment/
named person
Communication
and Signposting

Diagnosis - All
aspects

Information/Data
Sharing

Intervention
(universal for all
services

Advocacy

Criminal Justice
including Police/
Autism Alert Card
Education/Further
Educations

- including
preschool/
mainstream and
autism specific
Employment/
Employability

Housing

Autism Specific
Services for
Children and

Parents/Carers as
equal partners

Carers/Family
Support



Reasonable
adjustments to
accommodate
autism

Transport and
Rural Issue

For coherence with the Scottish Strategy for Autism the themes have been for the most
part organised within the service map according to the Ten Indicators for best practice in
the provision of effective services as laid out in the Scottish Strategy for Autism.

A particular focus has been offered on issues specific to Parent and Carers and to Quality

Multi-Agency/
Partnership/
Pathway,

Communication
and Co-ordination

of services

Prevention (early

intervention)
approach

Autism Planning

Structures

Quality of life/

Wellbeing/Feeling

Training - all
aspects For

professionals - a

framework for
training

Respite

Services -
Access/Gaps/
performance
Service
Responsibility
including lack
of service for
people with
Asperger’s and

high functioning

autism
Transitions -
all major life
transitions

of Life outcomes for individuals with autism.

4 Background

Prevalence Rates of ASD National

The prevalence estimates in the Public
Health Institute of Scotland’s (PHIS)

ASD Needs Assessment Report (2001°)
suggested 60 in every 10,000 people

were affected by autism. As part of its
acceptance of the PHIS recommendations,
the then Scottish Executive undertook an
audit of services for people with autism in
2004.

(Audit of Services for people with Autistic Spectrum
Disorders Statistical Report) www.scotland.gov.uk/
Resource/Doc/1095/0001881.pdf

Its remit was to provide information

for service commissioners on the best
available knowledge about autism and
current service provision in Scotland, and
guidance on how these services might
better meet the needs of both children
and adults with autism in the future. The
intention was to assess the extent to
which national prevalence rates could be
regarded as a sound basis on which to
plan services. It was also the first time
that social and health care planners for
both children and adult services attempted
to quantify the incidence of autism in




their locality. Whilst the ultimate analysis
carried a number of reservations about the
reliability of the findings, acknowledging
its patchiness and the likelihood of
underestimation, it did provide a much
clearer picture than had existed up until
that point.

More recent studies suggest that a rate
of around 1in 100 is currently the best
estimate of the prevalence in children and
adults.

Since the time the survey was conducted,
some authorities have built on this data
to continue local planning. The Scottish
Government now collects data on the
number of school children with autism.

Swww.scottishautism.org/autism-knowledge-
services/autism%20-%20policy/needs-assessment-
report—2001/

“www.scotland.gov.uk/
Publications/2011/11/01120340/0

Swww.scotland.gov.uk/Publications/2013/02/7808/0

Prevalence Rates Clackmannanshire and Stirling

The mapping exercise did not ascertain up to date figures for prevalence rates for the total
population in the Clackmannanshire and Stirling however, figures outlined in the Scottish
Strategy for Autism estimated the following prevalence rates based on the local authority
populations in 2006

Clackmannanshire 48,900 440

Stirling 87,810 790

Children and Young People in Education

The Additional Support for Learning and Young Carers - Report to Parliament (Publication
Date February 18, 2013% identifies the following figures of children within Education.
These figures represent the numbers of children and young people reported as having
additional support needs, and those who have a co-ordinated support plan, those who have
an individualised educational programme and those who have a child’s plan.

ST g | cboks | siing

The number of
children and young

people having 117,818 1,203 1,634
Additional Support

Needs (Recorded )

The number of

children and young 8,650 58 114
people having an 7.34% of ASN 4.8% of ASN 6.9 % of ASN
Autistic Spectrum population population population

Disorder(Recorded)



Autism Action Development Group e |n 2009 a Position Statement Report
was produced by the Forth Valley

Partnership ASD Steering Group. The

Overall while not specifically directed to
autism a number of other strategies were
identified which had a bearing on carers

There is presently an Autism
Action Development Group which

has representation from across
Clackmannanshire and Stirling. This
multi-agency working group will oversee
and drive forward the development of the
strategy and the local action plan. The
group is presently looking to expand its
membership to include those services
that are not presently represented such
as Criminal Justice. Presently there is

no autism strategy but work is beginning
here and will involve people with autism
and their Carers. Given the joint Education
and Social Work Services in the area, the
strategy will be developed jointly with
Clackmannanshire and Stirling. Chris
Sutton Service Manager (Strategy) Stirling
and Clackmannanshire Councils has been
identified as the lead officer on the Autism
Strategy.

Policy Context Stirling and
Clackmannanshire

A desk based exercise was undertaken
to establish whether any strategies or
frameworks existed where there was
specific mention of autism or ASD:

aim of the report was to assist Forth
Valley Partnership respond more
appropriately and coherently to the
needs of adults with autism, including
the majority who do not have a learning
disability but who may have distinctive
needs. This report identified a number
of key considerations to be addressed by
partners. The report reached draft stage
but was not signed off;

Stirling’s Local Housing Strategy 2012
identified that meeting the needs of
people with autism will be an increasing
priority for the Council over the next 5
years; (Reference 5.43)

Forth Valley Integrated Carers Strategy,
(FVICS) 2012 - 2015, identified support
for carers and young carers through the
Autism Strategy Development Fund;

Clackmannanshire’s Psychological
Service Development Plan 2010-2013
is working on identifying areas of work
where consistency of approach is
essential including autism.

and people with autism.

The GIRFEC approach runs through
all the work with children, young
people and their families carried out
across Stirling and Clackmannanshire
Councils;

The Service User and Carer Involvement
Strategy, Stirling and Clackmannanshire
Social Services, underpins working in
partnership with carers and service
users;

The Charter for Carers in
Clackmannanshire has been produced
by Clackmannanshire Council and
NHS Forth Valley in partnership with
the Princess Royal Trust for Carers,
local carer organisations and carer
representatives.




5 What we asked and who

responded to us

e 37 people took partin ajoint

multi-agency workshop, including
professionals from Health, Social Work,
Education, employment services and
providers.

Workshops for Carers were held

in Raploch and Buchlyvie with an
additional two being held in Alloa. The
workshops were organised with the
support of ASN Outreach and Scottish
Autism. Local partners contributed

to distributing the information on the
events. Overall 20 carers took part in the
workshops.

2 workshops were held in Stirling for
young people with autism again with the
support of ASN Outreach and Stirling
Youth Services. We were unable to hold
any workshops for people with autism
in Clackmannanshire and this is a gap
in the data set which should be taken
into account when reviewing the service
map.

* 4 0n line questionnaires for statutory

agencies, service providers, carers and
individuals with autism were distributed
through known networks in Stirling

and Clackmannanshire. Information
about the mapping exercises was also
posted on local authority websites.

71 people from statutory agencies,
service providers, carers and
individuals with autism completed the
online questionnaires. There were no
responses to the statutory questionnaire
in Clackmannanshire. One of the
reasons for this may have been that
some individuals in joint services
responded from the perspective of

the existing partnership in Education
and Social Work across the two local
authority areas. However it is another
gap that needs to be taken into account
when interpreting the information. While
some people may have contributed
more than once overall there were

153 contributions. (See Appendix for
breakdown).

Multi-agency workshops asked

people to score their area against the
indicators; discuss the service response
to a number of case studies; indicate
the breadth and depth or partnership

working and finally summarise what is
working well and what might require
further action.

Carer workshops asked people

to describe positive factors which
contribute to the quality of life for the
person cared for; score and comment
on service provision and identify things
which work well or could be improved
and finally to consider their three top
action points.

The workshop for individuals similarly
asked people about their quality of life
and what would make a difference in
their area.

All national information is taken from
the national data and is provided to
supplement local data and set it in the
context of the national one.

1,602 online questionnaires were
submitted, 434 from statutory agencies;
189 from service providers; 719 from
carers and 274 from individuals with
autism.



Multi-agency Multi-agency The young people who contributed to the
mapping exercise had strong views on the
need for awareness raising, rights and
Parent/Carers 20 Parent/Carers 40 more understanding in the community.
They also wanted to be able to come
together more.

Service providers 0 Service providers 10

People with autism 25 People with autism 5

There are a number of developing
opportunities for young people to meet
through ASN QOutreach and Youth Services.

The information in the diagram below has
been taken from the comments that the
young people attending the workshops
made. It illustrates the personal,
community and service life that people
with autism experience.




- What's working well? What'’s not working well?
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- What's working well? What’s not working well?

Community
and social
opportunities

Both Carer workshops and workshops for people with
autism identified a range of places which brought
community and social activities. An example was the young
people attending St Modan’s School who run their own
social activities on Friday nights.

Providers also offer social opportunities. Examples were:

Plus, providing support to children to have fun and
socialise;

Streets Ahead for people with no diagnosis where support
is provided to adults who have a

learning disability to access social, educational and
recreational activities within their local community. M

Scottish Autism has recently set up Kinections a social
group for people with autism in Central Scotland. They also
have a social activities group who plan social events for
wider service user group. SPQ

Opportunities for social interaction are included in care
plans. SAQ

100% of Carers said that the person they care for faced
social challenges at primary and secondary school (e.g.
making and maintaining friendships).

Having things to do was often seen to be very limited in
the community. There were limited opportunities for some
specialist providers like Plus to meet all the needs of
people with autism. C.

Evening and weekend opportunities were also limited
through traditional support services. SAQ

One Carer described her son being an easy target in the
community and being picked on and a second Carer said
that they often did not go out because of their child’s lack
of awareness of danger. This increased the whole family’s
isolation. CQ




Issues for Consideration
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7 What Parents and Carers told us

Parents and Carers discussed many issues that were pertinent to them and the family
members they supported. The word cloud below represents, things Parent/Carers felt
contributed to quality of life for the people for whom they cared.

N . . Hairdresser Modan's
A 1all-nu '_'-3|_“'1|';. Dentist Play—Allua Interpreter
upport-| "”f'-‘-'ﬁ"‘]L"'i ollah Resoi Speech-and-language
Spe ,‘l.r"';“ff]"ﬁ"f,_ﬁi : o T}SPE]T | G]asgﬂw-SS{:ience-centre
speech-and-Language  Dunblape-centre °  Stap-nrogramme
Primary-and-Secondary-outreach 3t Support-lor-Carers PT git_'ii‘i.j]'i:._".'H
Fnablefanily  Riding-for-the-disabled ASN-team
* 10-0rver Playplus Riverside-school
laxj-Driver Crossroads
Homestart

Nickirian

Key to codes: the following codes

indicate the source of the data i.e. if the
information has been gathered from the
guestionnaires or the workshops and from
which group.

Please note that where small numbers
responded in any area and there was a
possibility of identifying an individual, that
information has not been directly quoted
and has instead been used to ascertain a
trend along with other quotes, information
or data.

M for multi agency workshop
C for carers workshop

| for individuals with autism who took
part in a workshop or completed
workshop tasks individually

SAQ for Statutory Agencies
Questionnaire

SPQ for Service Providers Questionnaire
CQ for Carers questionnaire
[Q for Individuals questionnaire

QQ for quantitative data across national
responses to questionnaires

Quotes from individuals are in quotation
marks
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Parents/
Carers

as equal
partners

Carers/Family
Support
including
groups/
listening to
carers/carers
assessment/
named

person

Specific issues relating to Parents/Carers

- What’'s working well? What'’s not working well?

Service providers described the involvement of people with
autism and Carers on advisory boards and steering groups.
SPQ

The established Autism Action Development Group is
seeking the representation of people with autism and
family Carers on the group. SAQ

Most of the respondents to the statutory questionnaire said
that they sought feedback from service users and Carers at
an individual level.

Statutory organisations and providers both ensure that
individuals and their families are involved from the start in
care planning using person centred approaches. Examples
of how individuals and Carers were engaged included:

e Taking time to build trust and mutual understanding;

e The use of picture mats, graphics as appropriate and
the use of family or paid translators if sign language is
appropriate;

e Symbols and voice output devices and ensuring the
environment is appropriate to needs;

e NAS has a support group for parents which provide
Carers with a chance talk to each other. SPQ

Some Carers said there was a lack of consultation
generally with them with no clear route for them to have an
input on what should happen locally. C

One Carer described a situation where despite having
quality support from a provider with understanding, she
was being forced to change providers to meet procurement
contracts. C

Carers said that they often felt that they had the total
overall responsibility for all aspects of their child despite
the number of paid professionals involved and that the

pursuit of support was often down to the Carer to manage.
cQ/c

Parents also reported that there were occasions when they
felt decisions were made without looking properly at the
specific needs of people with autism and their Carers. CQ

“So often we have seen parents thoughts and ideas ignored
by professionals who seem to think they know better having
learned it all from books!!” CQ



Within the questionnaires we asked carers
what were the main changes they wanted
to see happen in their area. We also asked
the same question in the workshops.

Top three action identified by Parents/Carers in (LA

1 Awareness raising and training across all sectors and the community

From an analysis of all responses the 2 More support for carers and families
table below illustrates the top three action
points. 3 More opportunities for social activities for children young people and adults

Issues for Consideration

e Generally Carers wanted to see proper consultation with parents and Carers both at
individual and group level and recognition that Carers are the experts in care and their
opinions are valid. C

e There was a need for a parent forum where views could be taken into account. M

e Further exploration on how best to involve Carers and individuals with autism at a
strategic level would be helpful given that the future development of a local strategy
should be undertaken in co-operation with people across the spectrum and Carers.

e Carers wanted more support for the whole family including siblings and this was also
a need recognised by professionals. CQ/M

e Ageneral culture of listening to parents would also help. “Health visitors should listen
more to the parents and try to give support rather than just saying that it is normal
child development.” CQ

e Young people wanted to be able to discuss ASD related issues in their peer group.
Many young people are in mainstream school and there is little opportunity to meet
with others. |
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8 Statutory and Voluntary
Services perspective

The table below outlines the
representation from organisations
attending the multi -agency workshop. Not
all attendees identified the local authority
(Clackmannanshire or Stirling) where they
worked and so the table does not break
down this information.

Agencies attending Focus Groups

Health 5
Social Work 3
Education 7
Further Education 0
Criminal Justice 0
Police 0
Employment/Employability 3
Housing 0
Service Providers 15
Other 4

We wanted to get a sense of where
participants would rate their local area
with regard to the Indicators of Good
Practice. Individuals were asked to score
their area/agency using the scoring
system below:

1 = you have not yet begun to work on this
indicator

2 =you have made a start on this

3 =you have made good progress with this
4 = you have completed work on this

5 =don’t know

Individuals’ scores were tallied and the
table below illustrates the mean score

Good practice indicator

A local autism strategy 2
Access to training and

2
development
A process for ensuring a
means of easy access to 9
useful and practical info
about autism
An ASD training plan 2
A process for data collection 2
A multi-agency care

2
pathway
A framework and process
for seeking stakeholder 2
feedback
Services that can
demonstrate that service 9
delivery is multiagency in
focus
Clear multi-agency

2
procedures and plans
A self-evaluation framework 2



9 A Summary of Findings in relation to the 10 Indicators of Good Practice

The tables below set out the responses from the information gathered from individuals
in your area. They are set out under themes or headings which were developed from the
national data sets.

Please note:

The following Indicators have been grouped together. The information gathered did not
distinguish between the two aspirations:

2. Access to training and development to inform staff and improve the understanding
amongst professionals about autism.

4. An ASD Training Plan to improve the knowledge and skills of those who work with
people who have autism, to ensure that people with autism are properly supported by
trained staff.

Similarly the following Indicators have also been grouped together for the reasons outlined
above:

7. Aframework and process for seeking stakeholder feedback to inform service
improvement and encourage engagement.

10. A self-evaluation framework to ensure best practice implementation and monitoring.




1. Alocal Autism Strategy developed in co-operation with people across the autism spectrum, carers and professionals, ensuring that
the needs of people with autism and carers are reflected and incorporated within local policies and plans.

_ What's working well? What's not working well?

ASD Planning Presently there is an Autism Action Development While there is a named lead identified for the management

structures Group (Clacks and Stirling) which has been meeting to of the strategy 86% of statutory and provider responses to
begin to develop a local autism strategy. The group has the questionnaires didn't know who was leading on autism
representation from the 2 areas and is seeking further or thought there was no clear lead.

representation from specific services not included as yet
such as Criminal Justice, Housing and Mental Health.

Both Clackmannanshire and Stirling have agreed to pool
the budgets provided by the Scottish Government and are
seeking to employ an Autism Strategy Coordinator (working
title).

Issues for Consideration

e Clarity on the strategic lead and an autism champion would improve joined up delivery and partnership of services. SPQ

e In addition, policies and procedures (at agency, Local Authority and Health Board level should be adaptable and flexible to reflect the
needs of people with autism. SPQ

2. Access to training and development to inform staff and improve the understanding amongst professionals about autism.
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4. An ASD Training Plan to improve the knowledge and skills of those who work with people who have autism, to ensure that people
with autism are properly supported by trained staff.

What's working well? What's not working well?




_ What's working well? What’s not working well?

People/ Carers and individuals described a range of people However not everyone had the same level of understanding.
professionals who understood. These included family and friends, Th . - I .

who professionals, services and the community at large. C/CQ/I €re was CriielEhn of'some nea y [pretieslons S such as
UreErEER] Dentist/GPs and paediatricians who lacked experience and

The quality of a service was seen to depend on the quality of provided poor input. C/CQ

staff.
A lack of understanding of the condition meant that

“My son is in a good situation at the moment but that has professionals and others were often quick to judge Carers
come about through having parents who have worked hard and individuals with autism and often jumped to the wrong
to ensure it has happened and have been fortunate to have conclusions about behaviours. There was also a lack of
been supported at important times by people who have understanding of the communication support needs of
understood autism and have understood our son’s needs  people with autism. C/CQ
and how best to meet them.” CQ

Issues for Consideration

All workshops and questionnaires identified training needs. 92% of statutory responses identified that training was required. The list
below summarises perceived need:

e Mainstream teachers mandatory trained;

e Training for workers in sport;

e Understanding of sensory needs;

e A core training programme for staff in services;

® Person centred approaches;

e Autism awareness should be rolled out to frontline workers, facilities management and resource planning staff;
e Awareness raising training to all schools;

e |Information on Asperger syndrome;
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e Awareness of the Autism Toolbox;

Training for parents to deal with challenging behaviour;

On-going PG qualifications needed for those closely involved in autism teaching;

e Carers wanted to see more professionals in the Health Service with knowledge of autism. Health Services were one of the first
interventions for families and a better understanding in the early years by those who first come into contact with the child was vital. C

3. A process for ensuring a means of easy access to useful and practical information about autism and local action, for stakeholders to
improve communication.

_ What’s working well? What’s not working well?

Autism
knowledge and
awareness

38% of statutory and provider responses to the
questionnaire said they had a role in raising public
awareness.

One of the roles of Local Area Coordination is to raise the
awareness of autism and other disabilities in all forums
which includes the community, council, NHS or with 3rd
sector. SAQ.

Some older Carers said that there was definite
improvement in awareness in comparison to the past. CQ

One provider spoke of a card explaining about autism that
parents use to hand to members of the public when they
have a difficult situation with their child. SPQ

However Carers believed that many professionals didn’t
understand about autism. C/CQ.

This was predominantly within mainstream services with
Health and Education being mentioned as particular areas
where awareness could be improved.

The lack of awareness in the public domain was also
raised. C/I/CQ

In addition, Carers worried about public perceptions
when a child demonstrated behavioural problems. Often
members of the public would see this as bad parenting.
This was difficult to address. C

A response by a statutory provider said that while there
was recognition that autism knowledge and awareness
was a role that needed to be taken up, the current lack of
strategic lead meant information was disaggregated and
disparate. SAQ




What's working well? What's not working well?
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_ What’'s working well? What’s not working well?

Inclusion/ 54% of Carers said the person they cared for was included. Carers worried greatly about their family members
Acceptance of being fully accepted by others in the community. Carers
autism themselves often feel excluded. Not all Carers are able
to access school get togethers for parents if they have
no child minding support. “You end up being out the loop
socially yourself even though you don’t want to be.” CQ

“He now has a good friend close by. He regularly goes
out for bar meals to his local pub and attends other
social events in his local area.” A variety of places were
mentioned where people felt accepted and included.

Support and understanding from community, neighbours

: : There was some worry about the policy to integrate people
and friends was regarded highly by Carers.

with learning disabilities into the community when this can

Small communities tended to make for better be inappropriate to someone who has anxieties in public
understanding. CQ/C places if it is not done with thought and care. CQ

Having good school and college friends was important for
people with autism. |

The Circle of Friends model helped school pupils to be part
of their peer group. CQ

Issues for Consideration

Autism knowledge and awareness
Awareness raising was a big theme for young people who attended the workshops.

e People with autism expressed a real need to raise awareness and to recognise rights. I.
¢ Individuals and Carers also talked about the need for a national awareness campaign.

e More awareness raising opportunities across the board were required.
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5. A process for data collection which improves the reporting of how many people with autism are receiving services and informs the
planning of these services.

What's working well? What's not working well?




What’s working well? What's not working well?
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Issues for Consideration




6. A multi-agency care pathway for assessment, diagnosis and intervention to improve the support for people with autism and remove
barriers.

_ What’'s working well? What'’s not working well?

Diagnosis —all  For children within NHS Forth Valley there is a diagnostic ~ 81% of Carers who answered questions on diagnosis,
aspects pathway agreed with the three local authorities. M experienced problems. The main problem related to a
delay before a diagnosis was agreed. Other problems
related to the emotional and traumatic impact of the
process and where co morbid conditions existed e.g.
Down’s Syndrome or other developmental delays which

There is an autism support group for parents of children ~ added to the complexity of diagnosis. A number of Carers

Appointments are made after diagnosis to consider
diagnosis with the child and useful perspectives and
strategies with parents.

recently diagnosed. Getting an early diagnosis can help across Yvorkshops and questionnaires .said th_ere was a
Carers understand behaviours and can provide further lack of information and support post diagnosis.

'ndet e'?' _Early Yea_rs Sfpeechh& kg&guage Soerwée NHS Child and Adolescent Mental Health Service Forth
and early intervention from the ASN team. One Carer Valley (Falkirk/Stirling) identified that it has the smallest

described how the paediatrician and psychologist involved
were keen to give diagnosis so more support/services
could be accessed. When Carers had a positive experience
it tended to be because their situation was straightforward
and there was no delay in getting the diagnosis.

number of professionals per head of population on
mainland Scotland.

Interventions No comment made No comment made
(universal) for
all services
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What's working well? What's not working well?
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_ What’s working well? What’s not working well?

Multi-Agency/
Partnership/
Pathway,
Communication
and Coordination
of services

Stirling and Clackmannanshire Council have had shared
Education and Social Work Services. There are varying
joint funding arrangements: For example:

Stirling and Clackmannanshire jointly fund residential
provision, service level agreements exist between SLT in
both Stirling and Clackmannanshire. Within Education/ SW
there is joint funding and planning with Health to provide
support to children and young people and families. The
Stirling and Clackmannanshire

Learning Disability Team is an integrated team

involving Health and Social Work. There is also a Health
professional forum looking at Autism Pathways. This
group is linking to senior colleagues in developing policies
and guidance across Forth Valley and looking at joint
commissioning of LD inpatient services including complex
LD and autism. (SW and Health ]

As identified, while there is a lot of individual joint work

or information and task sharing taking place it can often
be ad hoc and not particularly related to a clear pathway
of intervention. Discussion in the multi-agency event
around the case studies presented suggests a lack of
clarity particularly on a pathway around those individuals
with autism who have Asperger syndrome or are high
functioning adults and not known to services. A pathway to
support for Carers is also not clear. M

One service providers said that there were barriers in
engaging with some public sector partners not fully
recognising and valuing their work. SPQ



Issues for Consideration




8. Services that can demonstrate that service delivery is multi-agency in focus and coordinated effectively to target meeting the needs
of people with autism.

What's working well? What's not working well?
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What's working well? What's not working well?




What's working well? What's not working well?
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_ What's working well? What's not working well?




What's working well? What's not working well?
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_ What’s working well? What’s not working well?

Employment/
Employability

Housing

When young people get work experience opportunities
these have been very positive and help evidence the young
person’s potential. CQ

Getting a good job was a big theme for young people who
attended workshops. It was an important reason to do well
at school. People had strong aspirations for employment.
“Being an actor”, “Being an Engineer.”

The Employability Service Stirling provides specialist
employment advice and support for a client base with a
range of health conditions including learning disabilities
and/or autism. This advice and guidance range from
training, vocational profiling, job coaching, liaison with
employer and work placements. The team can work with
young people age 16 to 17. One individual who had a job
said that he had supportive and helpful colleagues.
Having good supported accommodation with the
appropriate level of staffing was valued by Carers. This
ensured safety and opportunities to have things to do in
the community. CQ

The multi-agency workshop identified that there was

not enough links between supportive employers and
school. Carers had concerns that budget cuts may
potentially hinder any future prospects of real employment
opportunities. CQ

One Carer said that work placements arranged by the Job
Centre didn't work and resulted in a loss of Benefits. CQ

One employment professional said that within 16

Plus Activity Agreements, there needs to be for more
knowledge of what is available. Many YP with autism need
the wider support from more than one agency and there
could me more partnership working in these cases.

Carers had concerns about the future and this included
opportunities to live independently with the availability of
the right support to allow this. CQ/C




_ What’'s working well? What’s not working well?

Respite

Transport and
Rural Issues

Good respite or short breaks help Carers to continue with
their caring role. Carers mentioned specific facilities as
working well. These were :

e Nickirian Care, Glenrothes The Bungalow is a small
respite service dedicated to providing individually
tailored short breaks;

e Home-Start Stirling offers informal support by matching
families with a suitable volunteer who will visit them in
their own home;

e Crossroads Caring Scotland. A national charity providing
home based respite through short breaks/longer
periods of support;

e Tayvallah Action for Children Scotland Family Support
Service.

Part of Stirling/Clackmannanshire is rural in nature and

one advantage identified is that the schools can be more

supportive with smaller classes. C

ArtLink is supporting greater access to cultural venues

through the programme offering programmes on Friday
evenings for young people in rural areas where there is

isolation. SPQ

Carers are worried about cuts to much needed respite.
One Carer talked about the delay in the annual review

for respite. This resulted in a delay in being able to book
places. As a result the respite facility was almost fully
booked for the year ahead. The Carer went on to highlight
a reduction in the respite allocation. (From 46 nights to 21
nights plus 7 emergency nights) which was not enough
given the health problems of the adult child and family
Carers. CQ

There are challenges faced by support services and by
Parents and Carers who don’t have access to information
or services in rural areas. C/CQ

Travelling a distance to access appropriate nursery
provision was one of the disadvantages that living in a
rural area brought with it. CQ. Fewer chances for children
to meet up with others was another disadvantage. “Rural
areas really have nowhere for help with younger children
sometimes they would like to meet others like themselves
but have to travel great distances.” CQ



_ What’s working well? What’s not working well?

Autism Specific  These facilities were seen as conducive to the needs of One group of teaching professionals said that while
Services for people with autism, had well trained staff who understood. specialist provision within a specialist base attached
Children and Carers highlighted: to mainstream school was very good, there could be
Adults an assumption by mainstream education that all of the

o Rerelds Pilimary seieel additional support would be provided by the specialist unit

e Primary and Secondary ASN Outreach; St Modan's High  only. This did not always lead to a fully inclusive approach.

School. In the current climate, autism specific services aren’t

e Scottish Autism has a range of day, services for people ~ always the cheapes.,t opti.on anc.i commissioners are under
with autism. This includes New Struan School an pressure to make financial savings.
independent residential and day school for young people

. : ) There is fear from specialist providers that budgetary
with an Autism Spectrum Disorder (ASD).

pressure could be to the detriment of autism specific

o Lochies School for primary aged children with complex ~ Services. SPQ
and additional support needs sharing a site with
a mainstream primary. At the present time within
Clackmannanshire there are plans for new primary
provision for children with autism, and strengthening
the Outreach Service available from the Inclusion Team
to work with children with autism in schools.

Issues for Consideration

Environment including sensory

e Carers also thought there was a real need for specific autism friendly provision. “There should be more recognition of noise sensitivity
and daycare buildings should have suitable quiet rooms where adults can retire to when desired. This would help people feel safe and
secure.” CQ

e Carers wanted to see hospitals and clinics being more autism friendly. Examples such as early appointments could help to make it
easier for people to attend without becoming anxious or stressed. CQ




Issues for Consideration




Issues for Consideration




Issues for Consideration

7. Aframework and process for seeking stakeholder feedback to inform service improvement and encourage engagement.
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10. A self-evaluation framework to ensure best practice implementation and monitoring.

What’'s working well? What'’s not working well?

Issues for Consideration




9. Clear multi-agency procedures and plans which are in place to support individuals through major transitions at each important

life-stage.
_ What’s working well? What’s not working well?
Transitions - There were many good examples of support across Carers responses suggested a varied experience:
all major life transitions in education. If there had been a diagnosis T ition into P hool 36% had o :
transitions there was more chance of additional support. ASN O el F S SRR IS

Outreach team were seen as a good resource through e Transition into Primary 63% had a positive experience;
transitions in education. C

Transition into Secondary 66% had a positive experience.
St Modan’s school received £14,000 from the Autism

Development Fund to develop work experience and life * Transition to Adults services 37% had a positive
skills projects within the school. experience.

Examples of what was working well included: Comments included

Creative Leavers - a project with Artlink and Education “No obvious support to assist transition from school to

further education/employment.” CQ
Transition Workers;
“The school planned and prepared my daughter for the

Support from Early Years to ensure strategies in placeto  change but late involvement of adult social work resulted

support the child and staff (pre-schooll; Visits, given the jn (ate and rushed selection of care provider with little time
names of other parents, phased entry (into primary}; CQ for proper handover.”

Excellent communication between primary and secondary _ N _ -
school working well together and continuity of key primary ~Lack (_Jf consistent transition planning within the local
staff supporting for a period in secondary school; (into authority.” SAQ

secondary). Carers worried greatly about the future when they would

no longer be able to care. CQ/C
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Issues for Consideration




10 Scenarios

During the course of the project the Mapping Coordinators employed a number of case studies to help agencies determine how

they worked together with individuals. Of all the case studies offered four were used more often than others. Below you will find
an illustration of one of those case studies with the information extrapolated from across Scotland to give a picture of what is likely to
happen. This will be useful in measuring what’s happening locally against the information drawn nationally.

To access the results of the case studies double click on the image below and then click on each named case study to review the results. If
you are unable to access the PDF through the image please double click on the icon below.

Scenarios
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11 Moving Forward

The information presented above, as stated
in the introduction, offers a snapshot of
the situation in your area with regard to
the delivery of services for people with
Autism and their families. The Service Map
is not the complete story of the services
you deliver in your area, However, together
with the National findings and knowledge
of your current delivery, it is hoped this
service map will help inform the design
and delivery of your Autism Action Plans
as agreed under Autism Strategy funding
to local authorities.

The information from the entire National
Autism Services Mapping Project,

across all local authorities in Scotland,
will be gathered together and a full
report published. The Scottish Strategy
for Autism web site has up to date
information on the implementation of the
strategy for your information http://www.
autismstrategyscotland.org.uk/
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Appendix 1 - Respondents across the Mapping Exercise

Activity Participants
Multi Agency Workshop 37
Carer Workshop 1 (Stirling) 3
Carer Workshop 2 (Stirling) 14
Carer Workshop 1 (Clacks) 1
Carer Workshop 2 (Clacks]) 2
People with autism workshop 1 (Stirling) 9
People with autism workshop 2 (Stirling) 16
Statutory Questionnaire (Stirling) 16
Provider Questionnaire (Stirling) 5
Statutory Questionnaire (Clacks) 0
Provider Questionnaire (Clacks]) 5
Carer Questionnaire (Stirling) 28
Carer Responses (Clacks) 12
People with autism Questionnaire (Stirling ) 2
People with autism Questionnaire (Clacks) 3
Total 153

Carer Questionnaire Responses:

40 Carers responded to the questionnaires across
Clackmannanshire and Stirling. Of these:

37 were parents;

1 was caring for a partner;

1 was a foster carer;

1 was caring for another relative.

Age of the Person Being Cared For:

67.5 % were supporting a child or young person within education.
Of these:

12.5% of respondents were caring for a pre-school child;

30% of respondents were caring for a child of primary school age;
25% were caring for a young person of secondary school age;
32.5% were caring for an adult.

The youngest person being cared for was 3 and the oldest person
was 51.

80% of individuals being cared for were male and 20% were
female.



Diagnosis
52.5% had a diagnosis of autism;

32.5% had a diagnosis of Asperger syndrome;

7.5% had no formal diagnosis but identified as being on the
Autistic Spectrum;

5% were waiting on a diagnosis;

2.5% had atypical autism.

No full demographics were obtained for the Carers Workshops.

Breakdown of Ages-Young People with autism Workshops







Appendix 2 - Feedback

Feedback from Consultation

A2-1




A2-2

Methodology

In November and December 2015,

the Local Autism Strategy for Stirling

and Clackmannanshire conducted a

series of consultation events involving
approximately 170 service users, families,
carers, and professionals, across both
local authorities. 101 individuals attended
the events organised in Stirling, Callander,
Balfron and Alloa and 70 people responded
to our online questionnaire (53 in Stirling
and 17 in Clackmannanshire).

During these events, a draft of the local
Autism Strategy was presented with

an outline of the 6 local goals and 16

Key Objectives. A series of round tables
discussed more specifically each of these.

What we asked

We asked service users, families,

carers and professionals to share their
experience and opinions on the services
available to people with ASD and we asked
whether the local goals and objectives
were appropriate to meet the challenges
faced by families and people with ASD.

Question 1: asked about the profile of
respondents

Question 2 - 9: asked the extent to which
people agreed with the goals identified

Question 10 & 11: asked whether the
identified goals and priorities address the
challenges experienced by people with
autism their families and carers

Question 12: allowed for additional
comments on the strategy

Responses

The responses we have obtained

from the online questionnaires and
consultation events are detailed below.
Some comments have been edited for the
purpose of clarity.



1. Profile of respondents

Online survey

The majority of respondents to the online survey were friends, families and carers of
someone with ASD; 54% were carers, 16% were siblings and 3% were a friend of someone
with ASD. Eight percent (8%] of respondents were people with ASD. Fourteen percent
(14%) of responses were from professionals.

Consultation events

Of the 100 individuals who took part in the consultation events, 65 (65%) were
professionals, representing Health, Education, Social Care and a range of Third Sector
Organisations.

Figure 1: Profile of respondents of the online survey

An unpaid carer for someone with ASD

A sibling of someone with ASD

A person with ASD

Member of the public with an interest in ASD

Education/Academic group

Third sector care provider organisation

) 70 respondents
Local authority

A friend of someone with ASD
Paid Carer parent with child with ASD

Young Carer

Other NHS organisation

0 5 10 15 20 25 30 35 40
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2. Assessment & Diagnosis

The autism strategy proposes to establish a clear pathway to diagnosis and post diagnosis
services for children and adults, with and without a learning disability. The strategy also
proposes to be more transparent about the waiting time to access a diagnosis as well as
the duration of the diagnosis assessment process.

Eighty three percent (83%) of the respondents strongly agreed with these objectives, a
further 13% agreed, and 4% neither agreed not disagreed. The responses received are
presented in figure 2.

The comments collated during the consultation events and from the online survey
illustrate the range of problems experienced by families when accessing diagnosis and
assessment services:

Figure 2: Response to Question 2

We want to establish clearer pathways for the assessment, diagnosis, care and support of
individuals with autism living in Stirling and Clackmannanshire

90
83%
80
70
60 70 respondents iﬁ
50
40
30
20
10 5
5 0% 0%
Strongly Agree Neither agree Disagree Strongly
agree nor disagree disagree
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Difficulties regarding diagnosis and
assessment

Diagnosis for our daughter was initiated
by the school, but took 3 years to be
completed”

“My daughter is now 16yrs and I've been
trying to get a diagnosis since she was
4yrs of age, we still don’t have it in writing
and she has only been awarded benefits
for the last year. We were told she was
dyslexic but | have always known it is
more, | had to ask my doctor for a referral
and CAMHS refused her at first so we had
to go back to G.P to re-refer her, so more
time wasted, about 6 months. | feel the
system has failed my daughter, | strongly
agree more support and information is
needed as its only through word of mouth
and meeting other parents | found out
about the referral to CAMHS".

“The diagnosis of my son took far too
long.”

“Very Slow to be diagnosed. No Support
after diagnosis.”



“Getting a diagnosis is really difficult,

we do not know where to go to get a
diagnosis. We spent 6 years in CAMHS
without being able to receive a diagnosis,
we were then referred to Yorkhill, out with
the health board.”

“What happens if CAMHS refuse to look
into the diagnosis?”

“Multidisciplinary assessments are
bottle necked because a psychiatrist or
paediatrician is needed to conclude the
assessment and might not be able to do
so.

“What happens for people who are 16-18
and are seeking a diagnosis?”

“A lot of adults get lost in the system”

Lack of clarity regarding the diagnosis

pathways

“There is currently no pathway, just a
random fight!”

“Links between services are very
fragmented”

“I have learnt my own way of dealing with
things”

“This (pathways to diagnosis) definitely

does not happen currently”

“| believe that the diagnostic process

should be more accessible, and that
teachers at all levels of education should
be given appropriate training to pick up
any traits in children that suggest that
they might be on the autism spectrum.

If these are missed and the child grows
up undiagnosed, without appropriate
support, they become a very lonely and
poorly adjusted adult, often struggling
with their everyday life, finding a job,
making friends. | am quite certain that
such people can get very depressed, and
it gets harder as they get older. If they
had been diagnosed early in life, all this
wasted time could have been used to help
them get the life skills they need and help
them adapt to living in the society, rather
than creating outcasts... ”

Insufficient recognition from

professionals of the signs of autism
across the spectrum of difficulties

“Delayed diagnosis related partly to

insufficient recognition of the way autism
affects children; e.g. child is naughty
and parents are offered parenting skill
courses.”

“There is a need for raising awareness

amongst a wider range of professionals”

“Is it a speech impediment, or due to his

parents having separated, or does he
have ADHD?”

“It would help to have teachers who

listen.”

“Additional training for CAMHS workers is

needed”

“At primary school age: difficulties should

be recognised by the schools. Parents
often have to wait for the teachers reports
to be told their child is experiencing
difficulties

Difficulties for adults with ASD without a

learning disability to access services

“It (diagnosis) has to be done at an early

age as diagnosis in adults is not well
supported”

“There appears to be no one to support

adults who have Asperger’s and don't
have a learning disability.”
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Things that would help

“To have an allocated specialist within
the community team, especially an SLT
(speech and language therapist])”.

“Parents need to have an understanding
of why things are happening, what the
questions mean”.

“Quick access to services e.g. 18 weeks
CEAT (community early assessment team)
targets”

“Post diagnosis support for the family, the
child or young person and on how ASD
affects you and service entitlement”

“Pro-active diagnosis services for children
at risk e.g. adopted children”

Things that do not help

“Lack of pathways”

“Come back later, e.g. will not look at this
till P1, or come back at P3”

“Waiting for one specialist who is off on
long-term sickness”

“Lack of holistic joined-up thinking e.qg. it
is a speech impediment, or it's because
his parents have separated, or he has
ADHD?”

3. Life Opportunities

The autism strategy proposes to ensure that people with ASD feel supported throughout
their whole life journey, to live meaningful lives, feel safe, protected, valued and included.

Eighty four percent (84%) of the respondents strongly agreed with these objectives, a
further 12% agreed and 3% neither agreed not disagreed. The responses received are
presented in figure 3.

Figure 3: Responses to Question 3

We want to ensure that people with autism feel supported throughout their whole life journey to
lead meaningful lives, feel safe, protectected, valued and included
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Lack of post-diagnosis signposting

In Clacks there are few services
appropriate for HFA (high functioning
autism) ASD (autism spectrum disorder)
adults. This group needs to be provided
with services and supports”.

“Not much help after diagnosis, unless
problems arise”.

“Directories of services for autism would
help at post-diagnosis stage”

“Following a diagnosis. families should
receive a fact pack”

It was expressed that a range of
information on autism, and clarity on

how to access local services needs to be
available:

“Information for new residents on local
autism services is needed”

“How do you access services: pre-school,
primary, secondary and post school?”

“Services that deal with each stage? What
is there/ what is available?”

“We need information on local contacts,
and how to access support groups etc.”

“Ensure events are more flexibly timed for

working parents”

“Child care support to enable parents,

especially single parents to be more
involved”

“Schools are effective at raising awareness

if you are lucky”

“We need a one stop shop for all

requirements”

“Want information about the benefits one

is entitled to”.

“What groups and services are available

for “x" age group”

“Fact sheets on ASD are needed”

“List of Autism aware/ trained child care

providers needed”

“List of community venues accepting of

autism needed”

“Universally available services which

people with autism and their families can
access as well as specialised services”

“Possibility to develop a scheme to

support families with newly diagnosed
individuals?”

“List of training offered by autism

organisations such as NAS (national
autistic society) i.e. parenting”

“Links to Autism tool kits needed”

“Would benefit from including a range of

case studies”

“List of places to meet informally/ socially/

feel safe for families of people with ASD
(autism spectrum disorder)”

“Greater clarity on the College spaces for

autistic users that recognise their needs”

“Would benefit to have safe places for

teens/ adults”

Difficulties associated with the geography

area as services are centrally provided

“How do we reach people in outlying

areas? As this affect access to services,
parents cannot afford the cost of
transport.”

“Development of support groups in

outlying areas?”
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4. Supporting Families and Carers Specific needs expressed by families and
The autism strategy proposes to ensure that families and carers of people with autism Carels

are supported and are able to access appropriate services for both themselves and the “Carers should be supported and
individuals they care for. empowered to manage their caring role

d a life outsid ing”
Eighty four percent (84%]) of the respondents strongly agreed with these objectives and a and a e outside caring

further 15% agreed. The responses received are presented in figure 4. “There are currently budget constraints
regarding respite services”

Figure 4: Responses to Question 4 “Access to Plus services are affected, with

a restriction on the hours being allocated”

We want to ensure that families and carers of people with autism are supported and are able to

access appropriate services for both themselves and the individuals they care for Parent support groups are helpful and

supportive but sometimes it is difficult to
90

84% meet the needs of all families across the
80 spectrum”
70 “How do you include the views of parents
60 69 respondents iﬁ that cannot attend?”
50 “Peer support is important: it can be
40 electronic”
30 “Support plans with input from carers”
20 “More respite for the child with ASD”
10
0 0% 1% 0% “Respite for siblings is also needed”
St L A Neith Di St L “ . . S "
a?rnegey gree n%'r d?sraaggr’;_.eee sagree digg’gﬁeﬁ Choice and variety of respite is important

“A holistic carers assessment is more like
a conversation than an assessment”

“Carer support in rural areas is needed”
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A need for access to a directory of

services and better signposting was
repetitively expressed

“Better signposting to support families”

“A local service directory is crucial,
especially at the diagnosis stage”

“Would like to receive a help information
folder.”

“Access to SDS”

“Sibling support: taking away feeling of
responsibility”

“Support should be available and
accessible locally”

“Consistency of services across areas”

“Information and advice available as soon
as possible”

“Build a help folder for parents/ carers
pack with all information contained”

“Key role of school in informing of all
support options”

“Early planning at every transition stages”

“Access to training and development
needed”

“Support should not come down to cost

and should fully address needs within
resources available”

“Could a telephone helpline be available?”

“What happens to families who need

access to support if no diagnosis has
been obtained?”

“Would like to have access to social

network groups”

“Would like to have access to quality

information on Autism and services”

“How do people learn about what is

available?”

“SDS: How do we access it?”

“Better signposting to support families”

Issues for carers in relation to physical

and mental exhaustion

“If carers cannot cope, the whole thing

falls apart”

“Depression: how do parents deal with

Autism?”

“Exhaustion”

“Services should be aware of the

emotional journey parents go through”

“Problem with loss of income and burden
of care”

“Would like a life outside caring”

Inclusion of people with ASD

How does the community view our
children and YP with autism?”

“To make improvement/ change in the
community, we need to start with the
kids.”

“Inclusion: A safe place scheme to be
explored, links needed with the dementia
strategy”

“Work is required to ensure this is joined
up”

“Physical environment for autism: in
parks, links with community council/ lack
of fencing in play areas.”

“Parents should be part of the team -
communication between families and
service providers should be improved.”

“Children in mainstream are educating
their parents about aspects of autism”

“Very accepting of children with autism in
our schools”
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5. Information and Awareness

The autism strategy proposes to provide
people with autism, their families and
carers and professional’s access to clear
advice and information.

Eighty three percent (83%) of the
respondents strongly agreed with these
objectives, a further 16% agreed and
1% neither agreed nor disagreed. The
responses received are presented in
figure b.

The autism strategy proposes to

raise awareness of autism amongst
professionals and the general public.
Eighty seven percent (87%) of the
respondents strongly agreed with these
objectives, a further 13% agreed. The
responses received are presented in
figure 6.

Figure 5: Responses to Question 5

We want to ensure that people, their families and carers and professionals
are able to access clear advice and information on local resources
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Figure 6: Responses to Question 6

We want to raise awreness of autism amongst professionals and the general public
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Families, carers and professionals

expressed the need to have greater
clarity on the services available locally.

“One point of information for all autism
services would be great”

“Listing of community venues which are
ASD friendly”

“At present quite ad hoc, information at
point of diagnosis is variable, lack of
information about resources, services,
support.”

“Currently after families receive a
diagnosis they are sent away without
much information on support services
available”

“Need to sign post to diagnosis services”

“Could also sign post to experienced
parents who are willing to be contacted
and offer support”

“Clear information about what next?”

“There is a need to involve all services and

agencies to build a menu of interventions”

“Currently it is the luck of the draw if you
meet someone who can advise you about
what is out there

“Range of options of courses about Autism
for parents and professionals?”

“Training available for the whole spectrum
not just HFA (high functioning autism)”

“List of events people with autism can
attend”

“Support networks - Autism groups”

“Facebook “Pal Stirling” for parents of
children with autism”

“Facebook Autism Forth Valley”

Professionals involved with autism could

be more informed about Autism

“Schools need to provide support,
information on services and be
consistent”

“People for Awareness: Hair dressers,
opticians, doctors, dieticians”

A need for Autism Training

“There is a growing demand for training”

“Is there the right sort of opportunities
for learning for parents with younger
children?”

“Online training - would need to be quality
assured/ accredited”

“Right click programme from Scottish
Autism

“NAS (National Autistic Society) delivered
some training last year, but this was one
off funding”

“Joint training would be beneficial”

“Courses are fine but first of all, you need
someone to hold your hand. You need

to be able to talk through things/ peer
support from other parents”

“Training should be evaluated”

Request for new services to be developed

Parent networks are important, good if
they are run by parents for parents”

“Autism Champions would be a valuable
resource”

“Monitoring for planning purposes needs
to be developed across the lifespan”

“Data for adult prevalence is not available”
“Insufficient data in a wider sense”

“Menu of intervention should start with
universally available information and then
go on to specialist information”
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“A website is not enough- services might

still not be accessible”

“One stop shop would be a better solution,

person to person support, employment,
housing, shopping etc.”

“Autistic person to autistic person support

and networking”

“Demystification of role of social workers,

the support they can offer, it's not just
child protection”

“How can we help those in crisis who need

immediate help?”

“How do you ensure sustainability for

projects and ideas?”

“Crisis in Puberty - No appropriate

placement other than a learning disability
ward or England”

“Need a place for 14 + YP with autism to

meet up informally”

A standalone autism website for the
whole of Forth Valley is needed

“Website should signpost clubs and other

mainstream opportunities”

“A website would be great.”

“ Should include opportunities for social

interaction”

“Links to other sites/ services”

“List of Services that are autism friendly

(i.e. solicitors, hairdresser, shops and
cafes)”

“I have other children at home, leaflets

with contact numbers are not adequate”

“Good to have resources in local areas”
“Autism Trip Adviser (ratings)”
“What next after diagnosis, what now?”

“It would be really good to have a central

point of access for information”

“Issue, how do we judge the quality of

information?”

“Places to go for people of all ages”

“Would prefer not too many menus on the

website”

“Access to a forum for parents and others

to check information”

“Forum to vent anonymously”
“Who will maintain the website?”

“Better clarity as to which service helps

with specific problems”



6. Transitions “Too late with information regarding what is

The autism strategy proposes to improve transitions for children and adults with appening nex

autism throughout the whole life journey. “College course transition needs to be more
effective”
Eighty four (84%]) of the respondents strongly agreed with these objectives, a further
15% agreed and 1% neither agreed nor disagreed. The responses received are Need more information about college courses
presented in figure 7. available that can accommodate ASD students
more effectively”
Figure 7: Responses to Question 7 “Schools are a very nurturing environment
We want to improve tranitions for children and adults with autism and youngsters are transitioning to a less
throughout the whole life journey Supportive environment”
90 “Social work involvement not happening early

80 enough”

70
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“Lack of signposting for parents to identify

69 respondents F options”

“Transition needs to be better planned”

“Continued need for awareness raising
across primary, secondary and post school
provisions”

“Poor transition from primary to high school as

L 0% 0% there is a lack of understanding of Asperger in
Strongly Agree Neither agree Disagree Strongly ”
agree nor disagree disagree schools

“Passport: depends on the receiving service
reading the information”

“Lack of continuity between high school and
post school services”
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“Need for key workers/ coordinator for

each young person”

“Parents are having to drive transition

planning”

“Appropriate planning transition is

required”

“Issues of liaison between families and

colleges, what are the students doing?
There is insufficient feedback.”

“Insufficient opportunities for continued

learning”

“Courses are relevant to the skills and

aspirations of YP (young people)”

“Personal learning plan should be shared

between school, home or residence”

“Parents are the experts on YP and their

autism”

“People moving to a different area?”

“Lack of consistency: e.g. number of

different support assistants”

“People with ASD (autism spectrum

disorder) need routine and find it difficult
to adapt”

“Parents want to be clear about transition

pathways”

What are the issues that affect transition?

“How does someone with ASD
communicate their needs?”

“How do you monitor transition?”

“There is a lack of signposting and
involvement from social services”

“How will a moving on passport be
maintained?”

“How is information updated?: Life
journey: things do change/ Add and
Remove”

“A life plan?: Allocation and reallocation of
budget”

“What is happening when a new person
with ASD moves to our local area? And
vice versa if a person moves to another
place?”

“Transition is a daily occurrence”

“School to adult services is particularly
problematic”

“Post 18, who will fund place/support at
the next stage?”

“Currently, finding out useful information
by happy accident”

“When a professional moves on, what is in
place?”

“There is a need to build on what has been
learnt about the child/ YP (young person)
in the assessment process as they move
towards adult services/social services”

“There are so many other things you need
to do first before moving to a life-long
service”

“17 years old, non-verbal and severely
autistic/no transition worker identified”

“More regular meetings for young autistic
people”

“Parents and carers need to receive some
consistency”

An Autism Transition App

“Living document App, basic information
available, no repetition, access to
appropriate services/ signposting”

“Don’t like the Moving on Passport, an App
for specific needs would be better”



7. Employability

The autism strategy proposes to support
people with autism to develop skills, which
will enable them to contribute to their
community through voluntary work or
employment.

Sixty eight (68%] of the respondents
strongly agreed with these objectives, 28%
agreed, 1% neither agreed nor disagreed
and 3% disagreed. The responses received
are presented in figure 8.

“In the work place there are anxiety
issues, employers should be supported/
placement should be reviewed”

“My son is desperate to work and is
always thinking of ways to make money.
He wants to work in IT (information
technology) but the only thing that keeps
us back is lack of transport”

“Finding suitable employment for a
person with autism without any additional
support is nearly impossible”

“What courses are proposed? Who will
provide them? Will staff be adequately
trained? Research into best practice
elsewhere needs to take place, including
England and Wales.”

“It may be particularly helpful to provide

mentoring (perhaps on an intermittent
but long-term basis) and to offer support
within the workplace so as to facilitate
greater understanding, tolerance of
difference and acceptance of individual
preferences and styles of communication
without prejudice. This would be far
more appropriate than to risk “training”
autistic people in an old-fashioned /
unenlightened fashion, which may only
add to their experience of stress.”

“Support services should not end just

because an individual reaches an age
based milestone. Coordination needs to
take place to ensure smooth transition
without there being gaps where there is
no service provision or support funding.”

“We were fortunate to set up two work

placements for our daughter when at
high school that have transitioned and
continued into her adult life. These are
now supported by Employability and over
time both placements have extended

to a 1/2 day each which is about the

level appropriate for her to manage.
Recognition of our daughter’s ability and
skills are equally recognised by both
companies and both appear committed

to the future and are currently looking

at permitted earnings. This is fantastic
and our hopes and aspirations are that
she may aspire to full time employment
opportunities when she is ready. Our
daughter has thrived in this environment
and has grown in self-confidence, she

is aware of her achievement and has
developed skills and social etiquette

etc. In addition this has helped raise
awareness in the work place and break
down barrier and preconceptions of

the wider community etc. However,

my understanding is that the role of
Employability is changing and they will no
longer be tasked to source opportunities
such as our daughters and this will be

a huge loss for others. Our daughter is

a wonderful example of how someone
with complex and challenging needs,

if supported appropriately can develop
and contribute as a valued member

of society and not be a burden on the
state to develop. But support needs to
continue after they leave school. Delayed
development is prevalent within ASD so
why does all the specialist support stop
when they leave education? Our daughter
was only opening up to learning at aged
15 but it closed down at 18. Perhaps if
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education was extended as is practiced
within the NAS (national autistic society)
schools to 21 years, many of our young
people would be better prepared and
ready for the adult world.”

“At the moment it is very difficult to access

employment opportunities for young
adults with autism”

“I have had to find volunteer work and

work experience for my daughter as part
of her school work. The school did not do
anything and it took me a long time to find
a placement that would accept her with
her condition, due to not having insurance
cover She could only go to riding for
disabled for her volunteer work but they
closed down so | applied to Dogs Trust
and the school took her, but it was me
who organised it all..”

“Ongoing inclusion is essential, but must

be appropriate and meaningful to the
individual.”

“However there are some adults with

autism that may be too affected to do
these things. What will happen to them?”

“My experience with my daughter has been

horrendous regarding young adults to
develop skills”

“I work for Stirlingshire Voluntary Enterprise and recognise the skills people with autism

can bring to communities through volunteering. | hope through this work that more
people will recognise a person with autism skills and not just their barriers. Which
ultimately may mean the community will see them as an equal participant and welcome
them into the workplace.”

Figure 8: Response to Question 8

We want to support supporting people with autism to develop skills, which will enable them to
contribute to their community through voluntary work or employment
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8- Are the strategy goals addressing the challenges experienced by people
with ASD

We asked whether the goals set out in the draft autism strategy addressed the challenges
experienced by people with autism and their families locally. Thirty five percent (35%])
strongly agreed with this, 43% agreed, 16% neither agreed nor disagreed, 5% disagreed
and 2% strongly disagreed. The results are presented in figure 9.

Figure 9: Response to Question 9

Do you think the goals set out within the draft strategy address the challenges experienced by
people with autism and their families living in Stirling and Clackmannanshire?
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The comments received for this questions
are the following:

“Although | do not have a detailed
knowledge of the challenges experienced
by people with autism, and their families
living in the area, | agree with the 6
local goals as set out in the Strategy
document”

“The goals address the challenges
experienced by children and families,
younger people and for those in transition
from Children’s services to adult services.
For older adults | am less confident that
the goals will make much difference”

“Certainly the goals are worth aspiring
too. Putting them into practice is the
challenge”

“Yes. And | think it's overdue as I've said |
really struggled for years, | had not one to
turn to or get support from and I'm still
not getting any. As you can imagine I'm
angry with the system and | can only hope
that this makes a difference”
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“I think environment should also be
addressed, in the same way that Stirling
is becoming a Dementia Friendly City, |
also feel that it should become an Autistic
Friendly City and this should be reflected
in shops, parks, entertainment facilities,
transportation etc.”

“Objectives mean well but it is the action
you take that will make the difference! |
have had to fight the local authority every
step of the way to get the support my

child should be entitled to. GIRFEC, Child
at the Centre, and inclusion are great
polices in theory but your practitioners and
supporting professionals need to learn to
put theory into practice”

“Provided that sufficient funding for
training and resources is given”

“Help at all levels of schooling, our
primary is not as good with children
with autism. McLaren High however are
excellent with my son, his year head is
constantly checking up on him to make
sure he is okay”

“Being in an isolated rural area means
that there are additional pressures. For
example, | have to pay travel for support
workers which is very expensive. It costs
me £18.90 for each support session”

“I think the most important areas are
already covered in the strategy and if these
are put in place properly it will make a
huge difference to all concerned”

“Social isolation for adults with non-
learning difficulties needs to be further
investigated and addressed to ensure this
group is fairly represented”

“| work in Education and have only read
the Draft Strategy. However | didn’t see
education mentioned very often. Children
are within an education environment for at
least 13 years and to get it right there has
to be the support there. | feel very strongly
about this, having Special needs schools
or inclusion within a mainstream school
takes a lot of adult support. Is this being
addressed seriously? Where is the money
coming from?”

“Opportunities and resources to enable
people to be active, opportunities in local
communities are very limited and more
so as adults. The impact on individuals
mental health needs to be better
recognised and supported”

“Yes. | live in Killin and there is no support
in the primary school”

“Rural locations suffer. It is a postcode
lottery, we see that the inner city receives
most resources but we in a rural location
have nothing, no support services. The
base at Callander for the whole of the
McLaren cluster, really! You have a small
number of professionals with huge case
loads. You need to expand ASN (additional
support needs) services which costs
money”

“They should have an overview of
budgetary considerations for the overall
service”

“Funding for appropriate adaptations for
houses/ gardens to ensure safety?”



“The strategy should look at how parents
can provide young people with ASD (autism
spectrum disorder) with appropriate
education on those days when they cannot
be in school as a consequence of their
particular disability. The strategy should
also include reference to Self-Directed
Support funding and the process for
applying for assistance”

“There needs to be more support for
children with ASD (autism spectrum
disorder)in mainstream schools”

“Siblings need space and time to be away
from a child with ASD and siblings need
help to understand ASD (autism spectrum
disorder) especially if they are younger”

“The main issue for me is being able to
access local support and information - |
have always found this difficult to find and
access.

9 Are the strategy objectives appropriate to meet the local goals?
Finally, we asked whether the objectives set out in the draft autism strategy are
appropriate to meet the local goals.

Twenty two percent (22%) strongly agreed with this, 49% agreed, 21% neither agreed nor
disagreed, 6% disagreed and 2% strongly disagreed. The results are presented in figure
10.

Figure 10: Response to Question 10

Do you agree that the key objectives set out within the strategy will ensure our local goals are met?
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The comments we received to this
question are included below:

“| took part in the mapping exercise last
year and the recent Stirling consultation
event, on both occasions | was the only
parent of an adult present. | am concerned
that carers of ASD (autism spectrum
disorder) adults and ASD adults are not
being made aware of this consultation,

it was only by chance | found out about

it. I also received no feedback from the
previous consultation”

“My daughter’s school is in desperate
need of support. They are stretched thin,
the ratio of staff to children is ridiculous,
and they have a high number of children
with Additional Support Needs. Place your
resources into early years and primary
provision. The earlier the intervention, the
better chance that child has of learning to
live with autism”

“An essential piece of work - in which
parents must have a significant
contribution”

SUMMARY

The questions asked were reflective of
local issues, gaps in services and a range
of concerns raised by stakeholders. We
further asked whether the identified
priorities would meet the strategy
objectives. The majority of responses
received confirmed that the strategy goals
and priorities are appropriate.

It is apparent from the comments
received that families and individuals
have experienced a number of challenges,
confusion regarding pathways to access
services and a lack of information about
services available locally. Feedback
highlighted individual's poor experience
of assessment and diagnosis services,
transition, and employability. Concerns
have also been expressed regarding the
vulnerability and isolation of families as a
result of their caring role.

There were also positive experiences
reported which we can learn from. These
opinions have been noted and have
informed the local strategy.



Appendix 3 - Action Plans

Action Plans
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Workstream 1 : Assessment & Diagnosis

: ID : : o 2,50r |Best Practice

- I--..-

2- Assessment
& Diagnosis

2.2 Evaluate current gaps in diagnosis 2 years 5,6,8,9,10  Gap analysis ensuring
for adults with ASD, with or without that significant gaps are
a mental health or learning disability resolved.
diagnosis




Area for action lD Action required Responsibility 2,50r | Best .Prac’uce Outcome
10 years Indicators

3- Assessment:
co-morbid health
issues

Develop training for health staff and Training available
other professionals to raise awareness for assessment and
on how unmet health issues can impact intervention.

on behaviour

4- Post-diagnosis:
liaise with support
services
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Workstream 2: Life Opportunities

Create a directory of local services

Develop a Menu of Intervention

Produce a parents/ carers' guide to
ASD

Create a directory of welfare benefits
available to individuals with ASD, their
families and carers

Identify key legislation to support
individuals with ASD

Access to further education/ adult
classes

Review the availability of appropriate
housing options and housing support

workstreams

Education

Education

Education

NHS

Third Sector
Providers,
Social
Services

Housing

2 years

2 years

2 years

2 years

2 years

2 years

2 year

2,4,5,8,9,10

2,3,6

3,6

2,6

2,4,6

1.8

ID 2,50r |[Best Pract|ce

Clarity on local services
for people with autism,
families and carers

Clarity on who can help
and sign post the ASD
child

Clarity on transitions
ahead

Clarity on individual
educational goals

Access to services

Continued learning

Support independent living



Workstream 3: Information and Awareness

I R et I

1- Training Access to integrated training plan for 2 years 2,4,9 An Integrated training plan
the following: (1) Education (2) Health workstreams that delivers appropriate
(3) Care providers (4] Police (5) Front training

line staff (6) Parents

1.2 Training for front line staff in NES, 5 years 2,4,6 Delivery of better
communication strategies, behavioural ~ Education, outcomes for people with
intervention and IT technologies Multi- ASD
(assisted communication etc.) Agencies,

Social
Services
1.3 Define the quality standards for ASD All 2 years 8,10 Quality indicators for
awareness training services. workstreams commissioning ASD
services.
2- Information 2.1 Create an Autism Forth Valley website Social 2 years 3,58 Good quality, up to date
& social networking sites Services and easily accessible
information

2.2 All partnership organisations to review All 2 years 3,8 Good quality up to date

autism information on their portals workstreams information
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3- Awareness

3.2

S

3.4

Autism Awareness Day Sub-committee
to plan 6 months ahead for April 15 and
April 16

Develop a Forth Valley “We are Autism
Aware” certification scheme for local
businesses

Develop a Safe Place Scheme in
partnership with statutory and third
sector providers, mental health and
Learning Disability

Police, Health and Council to identify
autism champions to raise awareness
of ASD within statutory services

Third Sector
Providers,
Social
Services

Social
Services

NHS, Police
Forces, Social
Services

NHS, Police
Forces,
Education,
Housing,
Social
Services,
Criminal
Justice

2 years

2 years

10 years

2 years

2,8

I I e ol s I

Increased awareness of
autism

Improved autism
awareness in communities

A safe place for people
with ASD

Improved autism
awareness in communities



Workstream 4: Families & Carers

1- Engagement

2- Information

1.2

1.3

2.1

2.2

2.3

Families and carers will be more
involved in the development of, and
have direct input into, care plans

Families/carers to have access to a
support pathway

Families and carers will be consulted
with on a regular basis with regards to
the support offered to the person they
care for

Develop a local service directory for
families, carers, professionals and
provider organisations

Promote advocacy services for families

and carers

Ensure unpaid carers have access to a
Carers Assessment/Support Plan and
timely support

2 years
Workstreams
Stirling & 2 years 1,7,8
Clacks Council's
(website to
be updated

accordingly)

All 2 years 1,3
Workstreams

All 2 years 3,8
Workstreams

Central
Advocacy
Partners and
Forth Valley
Advocacy

2 years 3,7,8

Carers Centres, 2,4,5

Social Services

2 years

I L 7 e

Care plans developed in
co-operation with service
users, families and carers
Improved signposting to
supports and services

for families and carers of
people with autism

Families and carers will be
treated as equal partners
in care

Families, carers and other
stakeholders will be well

informed on availability of
local services and support

Carers and families will
have access to advocacy
as required

Carers will feel supported
to manage their caring
role
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3- Transitions

4- Respite/Short
Breaks

5. Social
Opportunities

3.2

4.1

4.2

4.3

5.1

5.2

5.4

Ensure families and carers are
informed and supported at each
transition stage

Individual Education Plans (IEP) &
Child’s Plans for children with autism
reflect the views of families, carers and
the whole Team Around the Child (TAC)

Ensure variety and choice of local short
breaks that meet the needs of the
individual, family and carers

Carers for people with autism will be
able to access local peer support

Evaluate respite/short break options
in consultation with service users their
family and carers

Provide appropriate support,
information and advice for siblings and
young carers of people with autism

Knowledge of Self Directed Support
options

Appropriate support should be
available to parent/carers who have a
diagnosis of autism

Workstreams

Education

All
Workstreams

All
Workstreams

All
Workstreams

All
Workstreams

All
Workstreams

All
Workstreams

2 years

2 years

2 years

2 years

2 years

2 years

2 years

2 years

1,6,8,9

56,9

78,9

1,8

5,7,10

3,4

6,8

8,9

Families and carers are
treated as equal partners
in care

People with autism have
access to appropriate
education provision

and consistent levels of
support

Carers report positive
morale, emotional and
mental health

Families and carers are
supported to manage their
caring role.

Respite provision meets
carers’ needs

Siblings and young carers
are supported within their
caring role

Carers have access to
personalised and tailored
support

Carers with additional
support needs receive
appropriate support



Workstream 5: Transitions

I A T B i B

1- Transition Develop a transition passport Autism Education, 2 years 3,6,8 Improved experience of

Planning App Social Services transition for people with
ASD
1.2 Develop Autism transition planning Education, 2 years 3,6,8,9,10  Improved experience of
guidelines for all services Social Services transition for people with
ASD
1.3 Ensure information on transition and Education, 2 years 2,3,9 People with ASD, families
support is available to people with ASD, Social Services and carers are prepared
families and carers for transition and
supported throughout
1.4 Ensure involvement of multi-agency Education, 2 years 3,6,8,10 Multi-agency care
partners in transition processes Social Services pathways to improve the
support for people with
ASD
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2- Post School
Transition
Pathways and
destinations

2.1

2.2

2.3

Liaise with local services for adults
with ASD

Liaise with further education services

Liaise with employment and
volunteering services

Develop local transition support
networks (including support groups,
peer support, online presence] to
ensure that families are supported
through transitions processes

Ensure support is available to people
with ASD, families and carers during
transition

Education,
Social Services

Education,
Social Services

Education,

Social Services

Education,
Social Services

Education,
Social Services

2 years

5 years

5 years

2 years

2 years

4,5,6

4,5,6

4,5,6

4,5,6,10

3,6,9

Improved access to Life
Opportunities, better
outcomes for people with
autism, crisis prevention

Identify and develop
employability potential

Remove barriers to
accessing services by
aligning eligibility criteria
to social, communication
and behavioural needs

Improve access to support
services during key
transition stages

Appropriate and timely
support to people with
ASD



Workstream 6: Employment Opportunities

I I Y ) ol s I

Employment and Review information available to support Employability, 2 years People with autism will
volunteering people with ASD to access employment Job Centre have access to clear
opportunities Plus, Social information on pathways
Services to employment
2  Create a directory of Autism-friendly Multi-Agency 5 years 6,8 Individuals with ASD will
employers have positive employment

experiences

3 Review training and further education Education, S years 4,6,8 People with ASD have
opportunities available to people with Social Services access to training that will
ASD lead to employment and

volunteering opportunities

4 Support Job Centre Plus to develop Job Centre 2 years 2,6,8,9 People with ASD are
clear pathways for signposting people Plus, Social better supported into work
with ASD to appropriate services Services

5 Review & evaluate work experience Employability 2 years 510 Better informed service
opportunities delivery
Extend the Job Centre Plus buddy/ Job Centre 2 years 2,6,8,9 People with ASD are
coach system to include people with Plus, Social better supported into work

ASD Services




