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About the East Lothian Autism Strategy 
The Scottish Strategy for Autism
The Scottish Government launched the Scottish Strategy for Autism in 2011. It states that strategic action needs to be taken nationally and locally. It looks at the impact of autism on the whole life experience of people and their families. It says that people need to be supported by a wide range of services such as social care, education, housing, employment and other community-based services and that a holistic, joined-up approach is necessary. They asked every community planning area in Scotland to come up with a local strategy.
The East Lothian Autism Strategy
The East Lothian Autism Strategy is the result of consultation with families, carers and professionals from health, the third sector and the local authority. Our strategy sets out the commitment of the East Lothian Partnership to supporting people with autism, their families and carers and shows how we are going to do this.
Aims
We want to make sure that people with Autistic Spectrum Disorder (ASD) are given the care and support they need in a way that promotes their independence and emotional well-being and respects their dignity, for example, by ensuring that they:
· are supported to have choice and control over their lives so that they are able to have the same chosen level of privacy as other citizens 
· have care and support  that meets their needs and is based on their needs and wishes 
· are supported to feel safe and secure without being over-protected
· have the opportunity to achieve all they can 
· have access to information, assessment and services 
· engage community partners (particularly health and social care) and communities to work together to redress inequalities and challenge discrimination.
Objectives
We will do this by delivering the National Autism Indicators, set out in the Scottish Strategy for Autism (see Appendix 4 on page 28). 
We will:
1. develop a local autism strategy with people across the autism spectrum, carers and professionals, making sure their needs inform and are included in local policies and plans

2. ensure staff training raises awareness and understanding of autistic spectrum disorders (ASD) 

3. ensure easy access to useful and practical information about ASD and community services

4. develop an ASD Training Plan to improve the knowledge and skills of those who work with people who have ASD 

5. improve the way we collect data about how many people with ASD are receiving services and making sure that this informs the planning of services

6. develop a  multi-agency care pathway for assessment, pre and post diagnosis, and intervention to improve the support for people with ASD and remove barriers

7. encourage more feedback from, and involvement of,  stakeholders to improve services to inform service developments

8. co-ordinate services so that agencies work together effectively to meet the needs of people with ASD within Partnership resources

9. ensure that there are clear multi-agency procedures and plans to support  people through major transitions at each important life-stage

10. evaluate and monitor how we are doing.
Working in partnership – who are the East Lothian partners and how will they deliver the strategy?
The main partners involved in delivering these aims and objectives in East Lothian are:
· People with ASD, their families and carers
· East Lothian Council
· NHS Lothian
· East Lothian Health and Social Care Partnership
· Third sector partners
· The East Lothian community.
The East Lothian Autism Strategy is built upon effective multi-agency and partnership approaches alongside service-users and their communities. 
The commitments within the strategy will be resourced within the Partnership through innovative and flexible service design and delivery making best use of Partnership resources.
All partners are committed to working with people and communities to promote the wellbeing of people with ASD.
This strategy takes account of the value that carers, families and communities contribute to the lives of people with autism.

What does the East Lothian Autism Strategy link with?
· The Scottish Autism Strategy 2011
· Getting it Right for Every Child (GIRFEC)
· The Equality Act 2010
· The Additional Support for Learning (Scotland) Acts 2004 and 2009
· Social Care (Self-directed Support) (Scotland) Act 2013
· The Children and Young People’s (Scotland) Act 2014
· Public Bodies (Joint Working) (Scotland) Act 2014
· East Lothian Single Outcome Agreement 2013 – 2023 
· East Lothian Council Plan 2012 - 2017
· Integrated Children’s Services Plan 2013 – 2017
· Children’s Strategic Partnership - Children’s Services Improvement Plans
· Learning Disability Strategy – Adult Well Being
· The keys to life – Improving Quality of Life for People with Learning Disabilities 
· Caring Together: The Carers Strategy for Scotland 2010.
Now read on . . .
In the next sections, we are going to look at what the strategy will do for children with ASD, adults with ASD and their carers.  In particular, we will be thinking about:
· what’s working well
· what’s not working so well
· how we will address these issues.

Children 
The Disability Team within Children’s Wellbeing work with children with a diagnosis of a learning disability and autism.    
What’s working well?
 (
The ELJCC 
support
 for
 parents/carers following diagnosis includes:
v
erbal feedback
 on the day of the clinic
a written report  about the assessment process, current issues and a plan for next steps is sent to the family and involved professionals (with their consent)
written
 information and recommended reading  about ASD are given at the time of diagnosis. 
the 
East Lothian Parent Information Pack
 providing information on supports available from Health, Education, Children’s Wellbeing and other agencies as well as information on play and leisure opportunities and parental recommendations
the offer of a follow-up appointment 
attendance by one of the team at the next staged assessment meeting (where possible) in order to feedback outcomes of the Joint Communication Clinic
ongoing support from involved agencies
parent
 programmes, for example, Hanen (run by Speech and Language Therapy department) and the CAMHS post diagnostic programme.
)East Lothian Joint Communication Clinic (ELJCC) ASD diagnostic pathway for children and young people from 0 to 18 – this service is delivered by a Paediatrician (Community Child Health), a Speech and Language Therapist and a Consultant Child Psychiatrist (Child and Adolescent Mental Health Services (CAMHS). The 2012 Autism Achieve Alliance (AAA) inspection of the East Lothian Diagnostic service was positive. The overall time from referral to diagnosis was shorter than many other diagnostic services in Scotland.  The clinic is looking at ways of increasing their capacity, efficiency and effectiveness within existing resources, for example, by:
· developing closer co-operation and partnerships with schools and Educational Psychology staff. This could include attending staged assessment meetings in school/nursery prior to referral and would improve screening and gather as much multi-disciplinary contextual information as possible ahead of any subsequent ASD assessment 
· following an ASD diagnosis, the ELJCC want to attend all school staged assessment meetings within six weeks  of the  ASD diagnosis
· exploring  Children’s Wellbeing and Education practitioners’  involvement  during the ASD assessment process
· exploring on-going autism training for schools, including nurseries  to help them with the referral process and to support post diagnostic support.
Post diagnostic provision – ELJCC and CAMHS have initiated a short-life working group to consider post-diagnostic service provision – the group includes representation from Education, Children’s Wellbeing and the Community Learning Disability Team.
Parents education programme – CAMHS are offering a ten-week parents’ education programme, two hours a week starting in January 2014 for up to 14 parents (of  seven children newly diagnosed).
BIBSS – Following a successful application to the Autism Development Fund (ADF) in 2012, temporary funding was made available to the Barnardos Intensive Behavioural Support Service (BIBSS) to support parents of primary school aged children diagnosed with higher functioning autism who could not access support from the NHS Community Learning Disability Team, as they were without an associated learning disability diagnosis. The application to the ADF was made jointly by East and Midlothian Councils and affords provision for one worker across East and Midlothian.  
Respite opportunities are provided by Aberlour Childcare Trust and Action for Children. In addition, Share the Care has a wealth of experience in supporting children and young people with autism. At present, there are no autism specific autism playschemes but this is another area being looked at in terms of service development with partner agencies.
Communications provision – most children and young people with ASD in East Lothian are educated in a mainstream setting with appropriate support. A small number of children and young people whose needs are more severe and/or complex are placed in one of our specialist Communication Provisions.  These offer a more appropriate and flexible learning environment. Currently there is one primary and one secondary Communication Provision with a new secondary Communication Provision scheduled to open in Haddington in autumn 2015.
Transitions – we are working towards making sure that there is one lead person in each school who is responsible for co-ordinating planning transition.
My Future – During 2011, East Lothian Council Heads of Service for Children’s Wellbeing , Education and Adult Wellbeing  held a series of meetings to look at how to improve the experience of young people making the transition to adult life. There was a specific emphasis on young people with autistic spectrum disorders.
A multi-agency three-day My Future event took place in February 2012 and was attended by around 90 people, including parents and carers. Twenty-seven people attended on all three days.  Follow-up days were held in May and September 2012 and November 2013. Three working groups took forward issues of key significance for the transitions process:
· information and communication
· my journey aged 0-25
· post-school destinations.
As a result of this work, the partnership is now considering how best to implement 0–25 years pathway in East Lothian.
What’s not going so well
Playschemes – parents of autistic children consistently report that there is insufficient play-scheme capacity across East Lothian and the absence of such provision over the Easter, summer holidays and autumn break affords no carer respite. This has implications for parents finding and sustaining                employment. Parents also report an absence of social activity groups/clubs for ASD children.
Lack of support groups – our mapping exercise and consultations found that parents and carers of children and adults with ASD were very keen to have more support groups where adults could share experiences and get advice.
Lack of support from health visitors/community nurses – when children enter primary school, health-visitor support ends and parents feel that they are left to cope alone.  Again, a support and advice network would be very useful.
Transitions – there is a range of issues here, for example:
· there may be difficulty in ensuring that appropriate agencies are represented at transition planning meetings – especially Health or Employment Services or Further Education staff. There may be difficulties in prioritising the early allocation (or representation) of an Adult services social worker and all too often effective planning is not possible within the timescales available, which sometimes may only be a few months
· in circumstances where a young person has received a very late ASD diagnosis, difficulties with transition planning are further exacerbated
· the process of transition beyond school is particularly stressful for parents who are extremely anxious about the future. For more information, see page 14.
 (
‘I have had a bit more support this year – the school could see that I needed it and I went to social services.   For me, being involved with social work is something you don’t want to do – you just think you’ll get your kids taken off you  – but the Disability Team have been fantastic and I’ve had respite this summer.  There are other families who don’t realise and there’s a big stigma about getting help from social work – people think that they’ll be thought of as bad parents.  I had the same worries about going to my GP for stress – for years I resisted medication because I thought that I should be able to cope without it.  But I’ve got over my worries about taking anti-depressants and now I couldn’t cope without them.  To have a support worker to talk these things over with you would be fantastic.’
Parent
)How we will address these issues
We have identified a list of actions that we think will help, for example:
· identifying and improving pre-diagnostic and post-diagnostic services and supports for children, young people and adults with an ASD diagnosis
· developing advocacy, befriending and mentoring services for children and young people
· providing local education services to meet the needs of local children with ASD, wherever possible
· trying to ensure that young people have a positive experience of successful transition into adult life, and into adult services where possible
· ensuring that service providers and their staff have the appropriate knowledge and skills to work effectively with service users with ASD
· ensuring that the East Lothian populations, communities and staff delivering services are autism aware and respond positively to service-users with ASD.
For more information about who is going to do this and how and when, please see the Implementation Plan further on in this document.


Adults 
East Lothian Council commissions and contracts a number of different services and supports for adults with ASD. The aim of this is to ensure that people with ASD have the opportunity and support to achieve their identified outcomes. 
What’s working well
Information gathering and data collection has improved and this has helped with future planning of services.
Number 6 is a service for adults (aged 16 and over) with High Functioning Autism (HFA) or Asperger Syndrome (AS) who live in the Lothians and the Borders. The service is provided by Autism Initiatives UK and was officially launched in June 2005, with the opening of the Number 6 One-Stop Shop. Eighty-two adults living in East Lothian are currently in touch with Number 6.  Most are aged 16-29. Autism Initiatives also provides outreach support to 12 high functioning young adults in East Lothian.
Some of these adults participate in social programmes at Number 6, including a Living Life to the Full group, a late diagnosis group and an employment group, while others have been offered one-to-one support.
 (
Scottish Government data indicates that only 15% of ASD adults are employed. Many more adults on the autistic spectrum could be supported into employment and sustain employment if more employers had a better understanding of autism and made some small “reasonable adjustments” within the workplace to support employees with ASD.
)Transitions – the three-day multi-agency My Future event took place in February 2012 and led to three workstreams aimed at improving:
· information and communication
· my journey aged 0-25
· post-school destinations.
As a result of this work the partnership is now considering how best to implement a 0-25 pathway in East Lothian. (For more information about My Future, see page 7).
Preparation for work – adults may require support and preparation with interviews from organisations such as East Lothian Works,  Into Work or  Number 6. Younger people with autism leaving school may benefit from Activity Agreements. There are also adults with autism in supported employment, through these organisations (and some of these individuals may also have an associated learning disability).
Housing – the most important issue here is predicting future housing need, models of housing support that may be required and the potential numbers who may require support to promote/sustain independent living. 
What’s not going so well
Local support from Autism Initiatives – it has been difficult to deliver Autism Initiatives provision locally across East Lothian due to difficulties in organising sufficient numbers of participants in the various locations across the county. As part of our action plan, we will seek opinions and views and will continue to look at different ways to support people with high functioning autism on a more local basis.
 (
Lothian’s Joint Mental Health and Wellbeing Strategy  
A Sense of Belonging ( 2011-2016)
 recognises that adults with autism often fall between metal health and learning disability services and that It says:
‘There is a need to have an increased focus on those with autism and Aspergers. Services are required to explicitly and proactively respond to the needs of people with Aspergers or autism…There is a need for adult Mental Health services to be better informed about the needs of these groups.’
)Preparation for and support in work – routes to employment may need to be slower and more incremental for some ASD adults, starting as early as possible, with opportunities for voluntary work and supported employment in order to improve social and communication skills to begin with. At present many parents will advocate on behalf of their son or daughter to achieve a voluntary or casual work opportunity and then may have to step in to deal with issues which may arise.
Transitions – there are a numbers of issues around transitions, for example:
· the process of transition beyond school
·  parents having to advocate for their child – The East Lothian Council Service Map (2013) further highlighted the concerns expressed by parents advocating for their son or daughter .
Mental health – research indicates a high level of poor mental health associated with autism, which includes anxiety disorders and depression, with a high level of unmet mental health needs. 
 (
A Police Superintendent and father of a child with autism 
says
:
‘As [my son]
 becomes an adult, his erratic behaviour will become less easy for others to understand. I wonder what would happen were he to be questioned by the police for any reason. My hope is that by then police officers will have a better understanding of autism, be able to appreciate that he has a disability and be able to meet his needs, like any other member of society
’
.
)Criminal justice – persons with autism who come into contact with the criminal justice system are more likely to be those with high functioning autism/Aspergers Syndrome where their disability may not be immediately apparent. Such contact might either be as a victim, witness, suspect or offender and may create significant stress, anxiety and/or sensory overload resulting in unusual behaviour, which may escalate to extreme behaviour. Here are some of the issues:
· The National Institute for Clinical Evidence NICE (2012) Guidelines recommend that in each area a specialist community-based multidisciplinary team for adults with autism (the specialist autism team) should be established. The membership should include clinical psychologists, nurses, occupational therapists, psychiatrists, social workers, speech and language therapists and support staff. The health and social care integration and community planning agendas may further support this approach and this should be considered during the planning of local integrated services.
· Autism Alert Card – some people with autism may carry an Autism Alert Card, which will indicate that a person has autism and that they have social and communication difficulties. The card provides contact details of parents, the care agency supporting the person or relevant professional. If possible, contact should be made with parents, carers or other professionals identified on the card to inform the best way to interview the person, the presence of a familiar person and being interviewed in a familiar place (where appropriate) may help to reduce stress and anxiety. The use of an Autism Alert Card is being promoted in many areas. However, it must be acknowledged that the use of such cards is currently not widespread. The absence of an Autism Alert Card is not an indicator that a person does not have autism, as many adults with autism will have no formal diagnosis (especially older adults) and may not be in touch with any services that could encourage use of such cards. We need to ensure that relevant professionals within criminal justice settings have relevant training and will explore the use of alert cards.
 (
Commitments from East Lothian Council and Health & Social Care Partnership
East Lothian Council
 is the largest employer across East Lothian. However, we do not know how many ASD adults we employ.  Within its recruitment policy and practices, the council will try to encourage 
employment  of
  ASD adults, with adjustments to the recruitment process, especially around interviews.
GPs
 across East Lothian will have an important role in supporting people with autism and referring to appropriate services. This will include adults who they suspect of being on the autism spectrum and for whom it may be helpful to obtain a diagnosis, in order that services and/or additional support might be offered.
)How we will address these issues
Some work is already well established. We continue to gather data on individuals who are likely to require high cost care packages and appropriate models of housing and support. This is done by colleagues in Children’s Wellbeing and Adult Wellbeing and Housing need to be involved to help inform strategic planning and service development. Services should be developed locally if possible to avoid out of area placements.
Planning for older adults with autism also needs to be explored, given the different models that would be required. Census data for 2012 indicates 24,746 adults aged 60 or over are living in East Lothian. The 1% prevalence estimate for autism suggests that approximately 250 of those aged 60 and over are likely to be on the autistic spectrum. This represents 25% of the autistic population of East Lothian. This information has been shared with the Older People’s Joint Planning Group to inform future planning.
We have also identified a list of further actions that we think will help, for example:
· providing  support  that delivers identified outcomes for young people and adults with an ASD diagnosis
· developing advocacy, befriending and mentoring services for young people and adults with ASD
· providing parents, carers and families with accurate, timely information about ASD services and supports
· providing local education services for young people with ASD, wherever possible
· helping young people to have a positive experience of successful transition into adult life (and into adult services, where appropriate)
· providing supported living options to young people and adults with ASD
· developing proposals for a model of planned respite for high functioning ASD young adults and adults, offering opportunities to develop social and life skills promoting independence
· ensuring that service providers and their staff have the appropriate knowledge and skills to work effectively with service users with ASD
· providing and promoting co-ordinated employment services to provide increased local employment opportunities and access to supported employment opportunities enabling young adults and adults with ASD to be economically active
· ensuring that the East Lothian populations, communities and staff delivering services are autism aware and respond positively to service-users with ASD.

For more information about who is going to do this and how and when, please see the Implementation Plan further on in this document.











Carers
Caring for a person with autism can have a greater impact on parental health and family functioning than caring for a person with other care and support needs.
What’s working well?
Respite opportunities are provided by Aberlour Childcare Trust and Action for Children in partnership through East Lothian Council’s Children and Adult Wellbeing services. In addition Share the Care has a wealth of experience in supporting children and young people with autism.  At present there are no autism specific autism playschemes but this is another area being looked at in terms of service development.
To provide support and respite to carers, Adult Wellbeing works with a number of third sector organisations which can support the adult with ASD achieve their identified outcomes and to ensure that carers are getting a break from their caring role. We recognise that we need to place greater emphasis on future planning to ensure we have the right services in place and to avoid people having to live out of area due to lack of local resources.
An ASD diagnostic pathway for children and young people up to age 18 has been produced by the East Lothian Joint Communication Clinic (ELJCC) team. This team consists of a Community Paediatrician (Community Child Health), Speech and Language Therapist and Consultant Child Psychiatrist (Child and Adolescent Mental  Health Services (CAMHS).
Referrals are made to the clinic by Community Paediatricians, Speech and Language Therapists, CAMHS staff and Teachers. There is an established, transparent pathway for referrals to the Joint Communication Clinic and the pathway is integrated with the staged assessment and intervention process within Education.
For adults there are clear referral routes for diagnosis via the GP to the Regional Autism Service or the Community Learning Disability Team. The pathways are well developed and at present there is further work being done to ensure that the post diagnostic support element is included.
 (
‘There is a severe lack of support groups for parents to share experiences and offer advice to each other in East Lothian. I currently attend a group run by parents themselves who have children with Autism and Aspergers. If it wasn't for this, we would have nothing.’
Parent
)What’s not working so well
Lack of integration between services – Parents/carers of adults with ASD report extreme levels of stress and frustration that services are not joined up.  Parents and Carers report having to repeat lengthy accounts of their children’s or young person’s autistic behaviour to differing professionals, as well as continuously recounting the emotional, social, physical and financial burdens and stresses they themselves endure. Many parents of adults in this age group report finding themselves with the burden of navigating complex service networks and continuously advocating on behalf of their son or daughter to achieve understanding and awareness of needs.  This is frequently at great cost to their own health and the impact on the whole family can be devastating.
Lack of awareness of autism – many professionals across Health, Education and Social Work, and the community at large,  have a poor understanding and awareness of the complexity of autism. 
 (
‘
When your child is at school age, you no longer have support from Health Visitors etc. At this point, parents are left alone to deal with situations that occur out of school hours. It would be good if there was another support network in place to fill this gap and offer advice and assistance.
’
Parent
)Carer’s Assessments – as part of the assessment process, we need to ensure that carers are aware that they are entitled to their own assessment and if eligible to receive a service in their own right.
Transitions – there are a numbers of issues around transitions, for example:
· The process of transition beyond school is particularly stressful for parents who are extremely anxious about the future. Parents/carers and young people on the autistic spectrum are faced with particularly difficult and frustrating challenges navigating complex systems within Health, Education/Further Education, Social Work, DWP benefit services, Job Centres etc. Parents often report long struggles ‘fighting’ for services, which understand the needs of persons with autism. The Scottish Transitions Forum note that young people and families have to cope with confusing ‘language’ used by differing professionals, there is also a  complex and often confusing legislative and policy framework to deal with, alongside an absence of advocacy provision.

· Adult Well Being commissions Partners in Advocacy to provide individual and collective advocacy for adults with a learning disability and autism. We recognise that this does not include people without a learning disability and are looking at ways in which existing resources within the third sector could provide independent advocacy for people without a learning disability 

· Parents having to advocate for their son or daughter – The East Lothian Council Service Map (2013) further highlighted the concerns expressed by parents advocating for their son or daughter. This was impacting on their own health, with the constant worry as to who would fulfil that role in the future, if something happened to them. Many parents of high functioning adults in East Lothian have to obtain Powers of Attorney in order to negotiate, advocate and respond to correspondence on their behalf. Without this authority, the circumstances of many ASD adults would become increasingly problematic. Typically, this could include the suspension of DWP benefits, correspondence unanswered and appointments missed. Many adults have difficulty managing finances and frequently encounter problems related to this. Those adults living alone are particularly vulnerable.

How we will address these issues
We have also identified a list of actions that we think will help, for example:  
· providing  support  that delivers identified outcomes for children, young people and adults with an ASD diagnosis
· developing advocacy, befriending and mentoring services for young people and adults with ASD
· providing parents, carers and families with accurate, timely information about ASD services and supports
· providing local education services for young people with ASD, wherever possible
· helping young people to have a positive experience of successful transition into adult life (and into adult services, where appropriate)
· providing supported living options to young people and adults with ASD
· developing proposals for a model of planned respite for high functioning ASD young adults and adults, offering opportunities to develop social and life skills promoting independence
· ensuring that service providers and their staff have the appropriate knowledge and skills to work effectively with service users with ASD
· providing and promoting co-ordinated employment services to provide increase local employment opportunities and access to supported employment opportunities enabling young adults and adults with ASD to be economically active
· ensuring that the East Lothian populations, communities and staff delivering services are autism aware and respond positively to service-users with ASD.

For more information about who is going to do this and how and when, please see the Implementation Plan further on in this document.


Data collection and mapping
An essential part of the East Lothian Autism strategy is producing robust data that identifies the number of East Lothian residents with Autistic Spectrum Disorder (ASD).  In our action plan, we have committed to:		
· establishing a partnership ASD Services Strategic Group  (ASDSG) and appoint a Chair Person
· establishing a partnership ASD Services data-sharing protocol and agree systems and timeous arrangements to share information about people diagnosed with ASD 
· identifying and mapping all the demographic information and needs of children, young people and adults with ASD living in East Lothian In September 2013, there was a national autism mapping project which looked at services available in East Lothian and gaps. The findings of this exercise have informed our local Implementation Plan. You can find out more about this in Appendix 3 on page 25.



Monitoring and evaluation
There will be strategic leadership to monitor and implement our local plan. Therefore we plan to form an ASD Strategic Group (ASDSG). This group will be responsible for ensuring that the strategy action plan is successfully implemented and that links are established within existing structures and resources to ensure effective flow of information and activity.
The Scottish Strategy for Autism notes that an indicator for best practice is a self-evaluation framework to ensure best practice implementation and monitoring. The steering group will develop a self evaluation framework. 




















 (
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EAST LOTHIAN PARTNERSHIP (Draft) AUTISM STRATEGY IMPLEMENTATION PLAN 2014 - 2024
	Action 
Reference
	Workstream
	National 
Indicator
	Action 

	Lead
	Timescale

	1. DIAGNOSTIC PATHWAY
	
	
	
	

	1.1
	Production of robust data identifying the number of East Lothian residents with Autistic Spectrum Disorder (ASD)  
	1
	Establish a partnership ASD Services Strategic Group  and appoint a Chair Person
	Resilient People Partnership (RPP)
	30-Apr-15

	1.2
	
	6
	Produce a flowchart diagram depicting the pre and post diagnostic pathways for East Lothian's children, young people and adults with (or in diagnosis stage) ASD.
	ASD  Strategic Group (ASDSG)
	30-Apr-15

	1.3
	
	5
	Establish a partnership ASD Services data-sharing protocol and agree systems and timeous arrangements to share information about children and young people
	ASDSG
	31-Dec-15

	1.4
	Identify and improve pre and post diagnostic services and supports for children, young people and adults with an ASD diagnosis
	5
	Identify and map all East Lothian ASD service users and their diagnosis; define Children/Young People with ASD and define Adults with ASD.
	ASDSG
	31-Dec-15

	1.5
	
	3,5,7
	Engage service users and professionals to map local pre and post diagnostic services and supports available within East Lothian.
	ASDSG
	31-Dec-15

	1.6
	
	6,8
	Partner agencies attend and contribute to pre and post diagnostic planning and review processes to ensure effective multi-agency service delivery to children and young people and their families. 
	NHS Lothian Joint Communications Clinic 
	30-Jun-15

	1.7
	
	
	In line with NICE guidelines proposals for a specialist community based multi disciplinary team for adults with autism will be developed from within partnership resources.
	NHS Lothian Autism Steering Group 
	30-Oct-15

	1.8
	
	7,8,9,
	Children, young people and adults will have access to a Named Person/Lead Professional to support them through pre and post diagnostic pathways. 
	ASDSG
	31-Jul-16

	2. EMOTIONAL WELLBEING AND MENTAL HEALTH
	
	

	2.1
	 Provide appropriate services, supports, information and advice to ensure service users with an ASD diagnosis maintain emotional wellbeing and positive mental health.

	6, 7
	Provide regular mental health assessment, support and advice within the pre and post diagnostic pathway.   
	ASSG
	30-Jun-15

	2.2
	
	3
	Review and refresh the content and availability of partner agency public information (e.g. Websites, leaflets) detailing ASD services, supports, advice and information.
	ASDSG
	31-Dec-15

	2.3
	
	7, 9
	Develop and promote community activity and social inclusion for young people and young adults with ASD.
	Head of Communities and Partnerships, ELC
	30-Jun-16

	2.4
	Young people have a positive experience of successful transition into adult life, and into adult services where applicable. 

	3
	Collate, map and publicise information detailing existing support services available to service users with ASD. 
	ASDSG
	30-Sep-15

	2.5
	
	7, 8, 9 
	Identify gaps in support services available to service-users with ASD and agree partnership priorities for joint resourcing and commissioning of services.  
	ASDSG
	30-Apr-16

	2.6
	Provide parents, carers and families with accurate timely information about ASD services and supports.
	3
	Collate, map and publicise information detailing existing support services available to parents, carers and families living with ASD e.g. FLIP / Family Led Information Point, PASDA/Parents of ASD Adults, Carers of East Lothian etc.
	ASSG
	30-Apr-16

	2.7
	
	6, 9
	Offer mental health and wellbeing assessments to parents and carers signposting eligibility for personal support.
	ASSG
	31-Dec-15

	2.8
	
	3
	Promote existing and develop new networks for young people who are siblings to children and young people with ASD e.g. Young Carers of East Lothian.                                        
	ASDSG
	31-Dec-15




	3. EDUCATION and TRANSITION TO ADULT LIFE

	3.1
	Provide local education services to meet the needs of children and young people with ASD, wherever possible.
	7, 8, 9
	Review East Lothian's Education Service specialist educational provision required for children and young people with ASD within East Lothian Education Service.
	Head of Education, ELC 
	30-Apr-14

	3.2
	
	7, 8, 9 
	Present proposals and secure resources for development of a new Secondary School communication provision for East Lothian's secondary pupils with ASD. 
	Head of Education, ELC 
	30-Apr-14

	3.3
	
	7, 8, 9
	Undertake renovation of identified site (i.e. Former Haddington Infant School) to provide an operable Secondary School Communication Unit by August 2015.   
	Head of Education, ELC 
	31-Aug-15

	3.4
	Young people have a positive experience of successful transition into adult life, and into adult services where applicable. 
	6, 9
	Ensure timely and effective transitions planning for every young person leaving school. 
	Head of Education, ELC         East Lothian Works 
	31-Aug-15

	3.5
	
	6, 8, 9
	Develop proposals to provide a multi-agency Birth to Age 25 Years Service, addressing transitions at Nursery to Primary, Primary to Secondary, Secondary to Adult Life. 
	RPP
	30-Jun-16




	4. SUPPORTED LIVING AND ACCOMMODATION

	4.1
	Provide supported living options for young people and adults with ASD.
 
	1, 7, 8, 9
	Review strategic planning for Housing to ensure provision of adequate and appropriate supported living needs for residents with ASD. 
	ASDSG
	30-Jun-16

	4.2
	
	6, 9
	Review existing Service Level Agreements with third sector partners, including feedback from service users and their families, to inform specification and delivery of local support and outreach services for young people and adults with ASD living within the community.
	ASDSG
	31-Dec-15

	4.3
	Develop new opportunities for adults with autism to develop social and life skills promoting independence. This would be a stepping stone model.
	8, 9
	Work in partnership with service providers to different  ways to promote the development of independence  and social skills, linking  with community based initiatives for people who do not require services from statutory agencies.





	Head of Adult Wellbeing, ELC    PASDA 
	30-Jun-16




	5. TRAINING AND AWARENESS RAISING FOR AUTISM

	5.1
	All staff and service providers have the appropriate knowledge and skills to work effectively with people with autism.
	4
	Undertake an analysis of multi-agency professional development needs and develop a comprehensive multi-agency training plan for professionals working with people with autism, involving service users and carers as appropriate, with particular emphasis on the awareness and knowledge of those professionals engaged in the Emergency, Public Protection and Offender Management services. 
	ASDSG
	31-Mar-16

	5.2
	
	2
	Provide a range of ASD-specific training opportunities for all school-based staff, integrating learning opportunities about ASD into the planning of the Continuous Professional Development Programme for Teaching Staff. 
	Head of Education, ELC
	31-Mar-16

	5.3
	
	2
	Implement the National Education Scotland Training Framework for all NHS Lothian staff engaged in delivery of ASD health services.
	NHS Lothian 
	31-Jul-15

	5.4
	The East Lothian population, communities and staff delivering services are autism aware and respond positively to service users with ASD. 
	3
	Promote ASD service user stories across local media and partner agency communication networks.
	ASDSG
	31-Jul-15

	5.5
	
	3
	Source, review and make available partnership ASD awareness raising promotional and information material for public and professional use, particularly those engaged in the delivery of emergency services. 
	ASDSG
	31-Jul-15

	5.6
	
	1, 3
	Develop an 'Autism Champion Scheme' in East Lothian, promoting awareness and understanding of autism issues across the statutory agencies and wider community.
	ASDSG
	31-Jul-15




	6. EMPLOYMENT

	6.1
	Provide and promote co-ordinated employment services to provide increased local employment opportunities and access to supported employment opportunities enabling young adults and adults with ASD to be economically active.
	6, 9
	All young people with ASD leaving school in June 2015 will have a transitions plan confirming a positive post-school destination prior to their school leaving date. 
	Head of Education, ELC            East Lothian Works 
	31-Dec-15

	6.2
	
	5, 7, 8, 9
	Identify, map and promote existing supported employment services and opportunities in East Lothian indicating ASD specific services. 
	East Lothian Works 
	30-Jun-16

	6.3
	
	5, 7, 8, 9
	Agree partnership service developments generating local employment opportunities for young adults and adults with ASN, and seek to secure partnership and external funding to support service provision and new employment opportunities  e.g. ‘Project Search'. 
	East Lothian Works                     RPP 
	30-Jun-16

	6.4
	
	8, 9
	Explore the 'MiEnterprise Gateway' provision to support young adults and adults with ASD to establish their own business and / or to be self-employed. 
	East Lothian Works, Social Enterprise East Lothian
	31-Mar-17

	6.5
	
	3, 9
	Promote ASD supported employment services at the annual young people’s 'Futures Fair'.
	East Lothian Works 
	30-Sep-15

	
	
	Refer to Appendix 1
	 
	
	



Appendix 1: Definition of autism
The Scottish Strategy for Autism defines autism as a lifelong developmental disorder. It is often referred to as autism spectrum disorder (ASD) but it is also known as autism spectrum condition (ASC). ASD affects people differently, for example, some people are able to live independently but others will need very specialist support.
[image: ]
What everyone will have in common is difficulty in three areas of functioning, sometimes referred to as the triad of impairments.
People experience problems with:
1. Communication - both verbal and non-verbal, for example, difficulties with use and interpretation of voice intonation, facial expressions and other communicative gestures;
2. Reciprocal social interaction – this includes the ability to understand what someone else might be thinking in a real-time situation and to understand the need for social 'give and take' in conversation and overall interaction;
3. Restrictive, repetitive and stereotypical routines of behaviour - these may involve enthusiasms held by a person with ASD (which may be very restricting for their family, friends and colleagues but may also be psychologically distressing or inhibiting for the individual with ASD).


Appendix 2: Prevalence of ASD in East Lothian
In East Lothian, it is estimated (based on the prevalence rate of 90 in 10,000) that there are 835 people across the life span with autism. We have improved the way in which we collect and use information about children and adults with a diagnosis of autism.
Children and young people
Within Children’s Wellbeing, the Disability Team are involved with 43 children and young people with an autism diagnosis; they have all been assessed and are eligible for a service. The age range goes from 3-16 years and services include: 
· care at home
· respite 
· residential school placements
For the academic year 2013 – 2014 there were a total of 211 students with a diagnosis of ASD. The breakdown is as follows:
	Type of provision
	Number of students

	Mainstream  or East Lothian specialist provision (P1-7)
	98

	Mainstream  or East Lothian specialist provision (S1-S6)
	104

	Pupils in out-with East Lothian placements (day school) 
	4

	Pupils in out-with East Lothian placements (residential school)
	5

	
	211


Adults
In 2013, there were 88 adults with ASD known to Adult Wellbeing and receiving services, at a cost of £2,764,316.88. The types of services range from:
· care at home/housing support
· day opportunities
· respite 
· residential care placements. 
We know that adults with autism may also have co-morbid mental-health needs and other conditions, which should be better recorded. We have continued to improve the way in which we collect data and to ensure that people with a diagnosis are recorded more accurately on our information system. Equally we are working with health colleagues to share information about need to inform future planning.


Appendix 3: Mapping exercise
In September 2013 there was a national autism mapping project which looked at services available in East Lothian and gaps. There is a link to the full report in Appendix A. The findings of this exercise have informed our local action plan. The key areas for improvement noted were:
· friendships and opportunities for socialisation are key, there needs to be more opportunities for people to develop friendships
· better training, understanding and awareness of autism for professionals and throughout the community is required
· the need for a service or point of contact for people and families which could sign post and provide ongoing post diagnostic support
· better information about what is available needs to be clearly communicated.
There were also a number of key areas where things are working well:
· individual professionals were noted as making a real difference to people’s lives
· parents and carers are involved at the various stages of care planning
· local carers organisations provide a significant level of support to carers
· there has been an increased awareness of autism
· more information is available to parents and carers about assessment, diagnosis and resources for additional needs
· information/data gathering has improved and is now being used to inform future planning
· local services are highly regarded by parents/carers
· evidence of good partnership working across professions.
Establishment of East Lothian Autism Working Group
Following on from the mapping exercise, the partnership established an autism working group which had membership from carers, providers, health, education, community learning and development and social work. Within this working group there were five workstreams identified, these included:
· Education/Further education and Employment 
· Transition – across the lifespan 
· Emotional Wellbeing and Mental Health 
· Independent Living – this will include support to live independently, housing & supports in the community 
· Diagnostic Support and Pathway.
An independent consultant was recruited to collate the information and intelligence gathered within each of these groups. There were also focussed sessions on specific themes which helped to inform our local implementation plan.
In addition to these main workstreams, key thematic areas emerged. One of these areas was autism champions and how champions could support the implementation of the local plan. The role of the champions would be to promote knowledge, understanding and awareness of autism. This is a scheme which has been progressed by many councils. It has been reported that the scheme is more effective when the champions are spread across a wide range of Council services, NHS, Job Centres, and Police etc.  Staff have volunteered to become champions with agreement of their employer organisation and require to make a commitment to regular and ongoing autism training, at least twice a year. This is an area we are committed to exploring given the high impact of the scheme.


Appendix 4: /Links and resources


	Resource 
	Link/contact details

	Scottish Autism Strategy
	 http://www.autismstrategyscotland.org.uk/

	East Lothian Mapping exercise
	


	Single Outcome Agreement
	http://www.eastlothian.gov.uk/downloads/file/7403/the_east_lothian_plan_single_outcome_agreement_2013-23

	Integrated Children’s Services Plan 2013-17
	

	Corporate Equalities Plan
	http://www.eastlothian.gov.uk/downloads/file/6685/east_lothian_council_equality_plan_2013-2016

	Self Direct Support
	www.selfdirectedsupportscotland.org.uk

	Keys to Life
	http://www.scotland.gov.uk/Resource/0042/00424389.pdf

	FLIP – Family Led Information Point
	www.eastlothian.gov.uk/flip or Flip East Lothian on Facebook

	PASDA - Supporting families of adults with autism
	57 Albion Road 
Norton Park
Edinburgh
EH7 5QY
0131 475 2316
http://pasda.org.uk/

	Autism Initiatives (Number 6)
	11 Granton Square,
Edinburgh
EH5 1HX
Tel: 0131 551 7260
www.autisminitiatives.org

	Lothian Autistic Society
	Lothian Autistic Society, Davidson House 
57 Queen Charlotte Street
Leith, Edinburgh 
EH6 7EY
telephone 0131 661 3834
http://lothianautistic.org/

	National Autistic Society
	http://www.autism.org.uk/





 (
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How to contact us
East Lothian Partnership
Corporate Policy and Improvement
East Lothian Council
John Muir House
Haddington
East Lothian
EH41 3HA
W:  
www.eastlothian.gov.uk/EastLothianPartnership
T:   01620 827475
E:   elp@eastlothian.gov.uk
)
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! 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

? 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 co-
ordination 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
e Online questionnaires for:

+ People living with Autism

« Carers

« Statutory providers

+ Service providers

e Workshops with:
+ People living with Autism
+ 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”
II.  Gather information about how the core services contribute to having a
meaningful life
lll.  Gather ideas of what might happen to improve things and what
difference that would make

Carers and parents:

I.  To have a better understanding of what carers want to see in their local
areas
II.  To have a better understanding of the local areas and what is making a
difference for people living with autism and their families
lll.  To identify what would make a difference for them

Multi-agency groups:

I.  To use the 10 indicators for developing best practice as a baseline for
discussion
II. To gather information about how services work in partnership together
lll.  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.

Autism Knowledge
and Awareness

Carers/Family Support
including

groups/listening to
carers/carers
assessment/named person

Advocacy

Autism
Specific
Services for
Children
and Adults

Parents/Carers as
equal partners

Community and
Social
Opportunities

Communication and
Signposting

Criminal Justice
including
Police/Autism Alert
Card

Carers/Family
Support

Environment
including sensory

Diagnosis - All aspects

Education/Further
Educations —
including pre-
school/mainstream
and autism specific

Inclusion/ Information/Data Sharing Employment/Employ

Acceptance of ability

autism

People/ Intervention (universal for Housing

Professionals who all services

understand

Reasonable Multi-Agency/Partnership/ | Respite

adjustments to Pathway, Communication

accommodate and Co-ordination of

autism services

Transport and Rural | Prevention (early Services -

Issue intervention) approach Access/Gaps/perfor
mance

Autism Planning Structures

Service Responsibility
including lack of
service for people
with Asperger’s and
high functioning
autism

Quality of
life/Wellbeing/Feeling

Transitions - all major
life transitions

Training — all aspects
For professionals —a
framework for training






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 of
Life outcomes for individuals with autism.

q Background for your area

The Scottish Strategy for Autism 2011% reports the most up to date prevalence figures by
local authority area

The prevalence estimates in the Public Health Institute of Scotland (PHIS) “ASD Needs
Assessment Report suggested 60 in every 10,000 people have autism. However The Scottish
Strategy for Autism (Nov 2011) reports that more recent studies estimate that the
prevalence of autism in children and adults in Scotland is around 1 in 100.

The Scottish Strategy for Autism 2011 reports the estimated prevalence figures by local
authority area (2005 figures.) In East Lothian in 2006 the population was 92830. The
estimated autism prevalence of 90/10,000 suggests that 835 people are estimated to have
autism in East Lothian.

According to Scotland’s 2011 Census the population of East Lothian is 100,000. Using the
estimated prevalence of 90 per 10,000 detailed in the Scottish Strategy for Autism there
would be an estimated 900 people with autism in East Lothian.

The Scottish Consortium for Learning disabilities (SCLD) reports (eSAY “11) that there are
2992 adults in Scotland with autism who are known to local authorities, most of these adults
have a Learning Disability (LD.) SCLD reports that in East Lothian there are 43 adults with an
autism diagnosis.

The ‘Additional Support for Learning and Young Carers Report (2013)° states that in East
Lothian there are 2,656 (recorded) children and young people in education who have
additional support needs. The report highlights that in East Lothian 125 (recorded) children
and young people have autism in Education.

® http://www.scotland.gov.uk/Publications/2011/11/01120340/0
* http://www.scottishautism.org/autism-knowledge-services/autism%20-%20policy/needs-assessment-report-

2001/
> http://www.scld.org.uk/sites/default/files/booklet 1 - learning disability and asd 2.pdf

® http://www.scotland.gov.uk/Publications/2013/02/7808/0






“What'’s next for people with learning disabilities in Lothian?” (2009-2013) is the Lothian
Learning Disability Strategy for people aged 16 or over, living in the Lothians. The plan
outlines areas of work that will be developed over a four year period, including:

e Advocacy

e Health

e Independent Living

e Services for people that require extra help, such as those with autism
e Money (how this will be invested)

Currently, there is no autism specific strategy in East Lothian, however a strategic group are
now in place and work has begun to identifying the local priorities. This group is led by
Shannon Leslie, of East Lothian Council.

It should be noted also that mental health services are being redesigned to be community
based rather than hospital based. This is reflected in the Lothian’s Joint Mental Health and
Wellbeing Strategy, “A Sense of Belonging 2011-2016’’. There is growing recognition that
services do need to be better informed of the needs of people with autism and to develop
better approaches to those adults on the spectrum who do not have a learning disability.
The priorities for action for this client group include:

e Support the development of social enterprise initiatives to support employment,
health and wellbeing for people with autism

e NHS Lothian will lead a national research programme on autism, on behalf of the
Scottish Government.

e Development of diagnostic service and pathways to care and support building on
the work of the Regional Autistic Spectrum network.

7 http://www.nhslothian.scot.nhs.uk/OurOrganisation/Strategies/Documents/SenseOfBelonging.pdf






5 What we asked and who responded to us

A desk top research exercise was carried out into strategies and policy relating to autism in
East Lothian. 16 people took part in the multiagency workshop including people from the
voluntary sector, NHS Lothian, education; criminal justice and East Lothian Council in the
Multiagency workshop people were asked:

e To score how their service is currently doing in relation to the ten indicators of best
practice as detailed in the Scottish Strategy for Autism

e Discuss a number of case studies detailing what the response to the case study
would be in East Lothian

e Indicate the breadth and depth of partnership working

e Finally summarise what is working well and what may require further development
in East Lothian

Three focus groups were carried out with carers involving 15 carers in total (some partners
are included in this total). 2 carers were caring for someone with autism aged between 0-9.
3 carers were caring for someone with ASD aged between 10-19 and 4 carers were caring
for someone with autism aged between 20-65.

In the carer workshop people were asked:

e To score and comment on their experience of service provision relating to 7 core
services: Care and support, health, education, transitions, employment, housing
and Criminal Justice services

e As a group carers were asked what is working well and possible areas for
improvement in East Lothian

One focus group was carried out with people with autism, involving 5 individuals in total.
The age range of the individuals was between 30-55 years old. In the people with autism
workshop, people were asked:

e Who is helpful to you?

e What are your favourite places to go?

e What is your favourite thing about where you live?

e What are your favourite activities?

e If you had one wish to change something about where you live, what would it be?

Online questionnaires for statutory agencies, service providers, carers and individuals with
autism were distributed through the Local Authority (LA) and service provider networks in
East Lothian. In total, 29 people in East Lothian responded to the online questionnaires.
There were 5 respondents from statutory agencies and 1 respondent from service providers.
In the carer questionnaire there were 20 respondents; 13 respondents were caring for
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children and 7 respondents were caring for adults. 3 individuals with autism responded to
the questionnaire:

Focus Groups [\[e}3 Questionnaire responses Nos
Multi-agency 16 Multi-agency 5
Service providers Service providers 1
Parent/Carers 15 Parent/Carers 20
People with autism 5 People with autism 3

4 service providers attended the multiagency workshop this is included in the ‘Multi-agency’
total of attendees.

6 What people with Autism told us

Key to codes: the following codes indicate, throughout the document, the source of the
data ie if the information has been gathered from the questionnaires 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.

e M for multi agency workshop

e (for carers workshop

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

e SAQ for Statutory Agencies Questionnaire

e SPQ for Service Providers Questionnaire

e CQfor Carers questionnaire

e |Qfor Individuals questionnaire

e QQ for quantitative data across national responses to questionnaires
e Quotes from individuals are in quotation marks

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

Quality of Life
Outcomes

Family and friends are important
supports for people with autism
[PCQ & PCW & PWAW]. Services
with staff who understand autism
are regarded as significant in
achieving a good quality of life for
people with autism. Indeed,

There is evidence from parents
and carers that having to
constantly fight for entitlement
and secure funding every year is
a drain on their family. This
affects the mental health of the
family and can cause






individual professionals that were
understanding were cited as
making a difference to people’s
lives [PCW & PWAW & PCQ].
Having a safe place to go (‘my
room’) is important in
maintaining a good quality of life
also [PWAW].

relationships to break down.
The worry of the next life stage
can also be detrimental to the
wellbeing and quality of life of
parents, carers and people with
autism. [PCW & PCQ]. The
communities’ perceived and
experienced, poor
understanding of autism is also
harmful to the wellbeing of
these groups [PCW].

Community and
social opportunities

Professionals report there are a
lot of opportunities in the
community; through good
professional and personal
connections [MAW]. Youth
groups, volunteering and the
support from some services make
people with autism feel more
included in their local community
[PCW & PCQ].

There is a feeling of disconnect
between people with autism and
their local community; 73% of
parents and carers think the
person they care for does not
feel part of their local
community [PCQ]. There is
strong evidence from parents
that isolation is a problem for
the person they care for. This is,
in part, due to lack of social
opportunities, across the
spectrum and across all ages
[PCW]. Itis clear that access to a
service can increase the
opportunity for socialisation and
potentially integration into the
community, for many however,
this has been difficult to achieve
in East Lothian [PCW].

Inclusion/
Acceptance of
autism

There are some good examples of
acceptance and inclusion of
autism. Family and friends are
widely acknowledged as
providing “unconditional love” for
the people they care for [PCW].
People with autism cite their
parents as a major source of help
[PWAW]. Other school pupil’s
acceptance of ASD was also
reportedly positive; the Principal

Some parents talked about the
person they cared for being
isolated; often spending a lot of
time alone in their bedroom.
Parents were worried about the
future under these
circumstances [PCW]. There was
also some reports of exclusion
during secondary education; as
the social challenges change
during this time, isolation is a
concern [PCW].






Teacher at this particular primary
school held assemblys educating
peers about autism every two
years [PCW].

Areas for improvement — what needs to change?

Parents’ hopes for the future of the person they care for largely assimilate with one
another, summed up in an example provided by one parent: “Happiness, health, safety,
protection, comfort and the ability to live kindly and sensibly.” More specifically, there is
hope towards having an independent life, including successful relationships, employment,
housing and maintaining good health [PCQ].

There is widespread agreement that there must be more opportunities within the
community made available for people with autism. Opportunities for friendship and
socialisation for people with autism were amongst the top priorities for parents in East
Lothian. There is a need to provide autism friendly/specific sessions, which includes
Asperger’s Syndrome, for all ages. In order to do so, parents felt services and the
community required a better understanding of autism, with activities based on their
interests: “Being able to access activities that interest them & autistic outbursts understood
& helped” [PCW & PCQ].

Parents and carers believe the profile of autism should be raised within the community; this
should include educating people about the social challenges people with Asperger’s
Syndrome face, but also give recognition that they are bright individuals. It is also hoped
that awareness amongst professionals will develop; some parents felt the needs of the
person they care for were not recognised by some professionals, specifically mainstream
educators [PCQ].
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7 What Parents and Carers told us

In the Carer focus group, Carers were asked to score service provision within seven core
services between poor and excellent. The table below indicates the scores given. Please
note that not all carers responded to all questions and some carers responded twice if they
cared for more than 1 person with autism of differing ages:

Parents and Carers scores for:
‘How my area is doing’
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Specific issues relating to Parents/Carers

Parents/Carers as
equal partners

What'’s working well?
The large majority of service

providers include Parents/Carers
at each stage of care planning.
This is well demonstrated in an
example provided by the East
Lothian Educational Psychology
Service, using a variety of means
to involve stakeholders: “We
have an on-going process of
evaluation within the
Educational Psychology Service.
We seek formal and informal
feedback from stakeholders/
service users including parents,
children and young people,
schools and other agencies. We
also have a Stakeholder's
Reference Group that meets 2-3
times year. We attend regular
Staged Assessment and
Intervention meetings in schools
and annual Coordinated Support
Plan review meetings.” [SAQ].
This picture assimilates with the
national drive towards carers as
equal partners, outlined in the
national carer’s strategy (“Caring
Together”, 2010-2015)

What’s not working well?
There were some reports

submitted by parents that do not
give the impression of an equal
partnership with professionals.
Parents talked about some
professional’s dismissive attitude
and the ‘fight’ to be listened to.
This ranged from voicing
concerns to expressing needs for
placements: “Had to fight to
have her schooled at local
special school, as no longer
political flow” [PCW & PCQ].
There was also a feeling of
inflexibility from some
professionals described by
parents [PCW].

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

Family and friends remain the
most significant resource of
support for parents and carers;
this is true for people with
autism also [PWAW & PCW].
55% of parents and carers feel
they have support, which
approximately corresponds with
the national average (59.8% of

There is evidence demonstrating
some poor relationships
between professionals and
parents. Some parents feel they
are not listened to by
professionals and are left
frustrated that their opinions are
not taken on board [PCW].
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carers have some level of 45% of carers do not have
support nationnaly) [PCQ]. support in East Lothian [PCQ].
Carer’s organisations were cited | Some carers feel they are not

as important for information supported financially; this
sharing and for wellbeing/mental | includes getting help to apply for
health benefits; Carers of East benefits [PCW]. Others feel they
Lothian were specifically need support in guiding through
commended for their range of the services and dealing with
alternative therapies for carers, information at crucial points (e.g.
including massage, meditation education and diagnosis) [PCQ &
and pamper sessions [PCW]. PCW].

Groups were asked to identify top action points. These varied across groups:

Top action identified by Parents/Carers in (LA)

ASD specialist involved at policy and planning — influence from top down. Including autism
awareness in the community.

Point of contact (A named person) for signposting and support following diagnosis. This
person would provide on-going support and would know the service user and family.

Opportunities for friendship across spectrum across ages

Parents to be listened to by services

Areas for improvement — what needs to change?

Parents talked a lot about the relationship with professionals. On occasion, they would
refer to the “odd gem” of a professional where the relationship was positive. Parents would
like a more honest and flexible approach from professionals, in order to increase
transparency. [PCW]

Parents wish to be considered equal partners in developing the service around their child or
young person. To be listened to by professionals is a top priority for parents and carers in
East Lothian:

“To all involved in services | would say...listen to parents and carers because it is wrong to
exclude the one person who knows most about the service user. They have valuable info on
a wealth of subjects.” [PCQ & PCW]. Additionally, parents wanted professionals to be
honest and more transparent [PCW]. Having a named individual is a priority for some
parents in East Lothian, to help guide through services and provide support [PCW].






8 Statutory and Voluntary Services perspective

Agencies attending Focus Groups
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At the multi-agency meeting, people were asked to indicate local progress with the Strategy
for Autism against the 10 indicators in the provision of effective autism services as outlined
in the Scottish Strategy for Autism. 1 indicates ‘work has not yet begun’, 2 is ‘made a start’,
3 is ‘good progress’ and 4 is ‘completed’. Below is the mean score from the local multi
agency groups.

Good practice indicator Mean score
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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. A framework 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.
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A local 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?
ASD Planning structures | A pan-Lothian learning disability strategy exists

(“What'’s next for people with learning disabilities in
Lothian?” 2009-2013) which references autism. The
priority identified for autism within this strategy is
increasing advocacy for the client group. East Lothian
council have a strategy group in development, in
response to the national strategy.

What’s not working well?
There is not one specific professional assigned to leading

autism in the area. Instead, there are key professionals
from various agencies taking forward the agenda
collectively; it is unclear whether this has been
formalised or not [SAQ]. Professionals also highlighted
the lack of a policy framework in place within East
Lothian, however this should imrpove through the
development of the local strategy. Some parents spoke
about a failure to put plans (or ‘promises’) developed
with professionals into practice [PCW].

Areas for improvement — what needs to change?
A priority for some parents in East Lothian includes having an autism expert sit amongst policy and planning officials to help influence the
decisions that impact on the lives of people with autism and their families; it was thought this would help raise autism awareness within
services [PCW].
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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.

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

Training —all aspects. For | Autism training is embedded in CPD within education, The majority of services believe their organisation have

professionals — a giving some formal structure to development. This is further ASD training needs, which assimilates with the
framework for training mirrored in the third sector, where most service national picture (69% said there were further autism-
providers have formal training plans. There are training related needs in their organisation, nationally).
fragments of autism training across the council and However, there was a distinction between education and
within health however this needs pulled together [SAQ | other council services. Education strives to build on
& MAW]. existing knowledge as a training need, however some

other services are looking for basic guidance. There is
some evidence amongst professionals working in the
council that there is no clear point of access for autism
training; indeed, it is often left to the individual to source
their own training (using internet or books). There is a
feeling that there is little autism training for adult
services [SAQ & MAW].

People/professionals There were a number of examples of people and In some cases, parents were allocated a professional who
who understand professionals who understand, making an exceptional they felt never understood autism and this often resulted
difference to the lives of people with autism. This in a negative experience [PCW]. Parents also felt there

was a lack of autism expertise in East Lothian; a lack of
somebody who could inform others and protect existing
services, as the impact of losing services would have a
significant affect on people with autism: “Deeply

includes specific dentists at Roodlands Hospital and the
Haddington Dental Lounge, individual teachers,

individual educational psychologists, behavioural
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therapists and a clinical psychologist who is providing concerned that services being eroded and that senior
training to parents and service providers. Staff who staff lack basic understanding as to how damaging the
were not trained in autism but had understanding changes are for those on autistic spectrum.” [PCQ].
personalities were appreciated; an example was given
by parents of the staff at Musselburgh and Haddington
swimming pools who were patient with children
presenting challenging behaviours [PCW & PCQ].

Areas for improvement — what needs to change?

Both parents and professionals identified areas of service provision that require further training. These included GPs; as they were thought to
be the ‘gate keepers’ to an autism assessment and therefore support services. Educators within pre-school and primary school services,
including visiting specialists, were identified as candidates for further training, in order to maximise the learning potential of people with
autism. Support services, the police and housing services were also thought to require further autism training [MAW & SAQ & PCW & PCQ]

In line with further training, parents expressed a need for increased understanding, particularly amongst professionals. This includes an
understanding of needs and the best way to support people with autism in order to get the most out of the people they care for.
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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

Professionals generally feel there has been a lot of

good work to raise awareness of autism, which has led
to an increased understanding amongst some services,
however noted that this is just the start of the
development [PW]. There is also a feeling that this
progress is stronger in children’s services; specifically,
there is good practice reported from the Educational
Psychology Service : “Educational Psychologists in the
team have a good awareness and understanding of
autism and autism related issues”[SAQ & MAW]

Professionals reported a general lack of autism
knowledge and comprehension in both health and
education (front line staff) [PW]. Indeed, parents felt
there was lack of autism awareness and knowledge in
education; this was relevant for picking up on signs of
autism in undiagnosed children and teachers
understanding of behaviour: “I think the learning support
department were dismissive and should have had more
awareness of autism and Asperger’s” [PCQ]. The
majority of services that responded to the online
guestionnaire did not have a role in raising public
awareness of autism; this is also true of services
nationally [SAQ].

Communication &
signposting

The majority of organisations make information about
available services accessible to parents and carers.
There is some good work reported; health provides
information packs for parents and carers with local
services [MAW]. Education are also working well by
providing information about the autism pathway for
assessment and diagnosis and leaflets/website
resources for additional support needs, which includes
autism [SAQ].

Parents reported difficulty in being listened to by
professionals and that communication between services
within the council was not working well [PCW]. Parents
also felt frustrated at having to repeat their
circumstances to several professionals and felt
information should be recorded about their case and
shared appropriately, when required [PCW & PCQ]. The
majority of services do not think there is a clear point of
contact for people enquiring about autism services;
instead, there are many lines of enquiry. This picture
conflicts with the national perspective, whereby 88% of
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organisations said there was a clear point of contact in
their local area for people enquiring about autism
services [SAQ].

Areas for improvement — what needs to change?

There is a need to continue raising awareness of autism, both locally and nationally. This, coupled with the training priorities can bring greater
understanding to the areas discussed [PCW & MAW]

Parents felt they wanted better communication from the council about information on available local services; given the information
presented, this may include developing a singular line of enquiry [PCW & PCQ].

Within statutory services, parents are keen that services adopt an improved method of recording people’s cases, to assist in better
communication and reduce the frustration discussed: “record of person needed — a single file that has diagnosis and how the condition affects
person.” [PCW].
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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?

Information/Data There is evidence to show data recording in health and | It is unclear whether council services are using the level
sharing amongst voluntary organisations occurs and is used for | of data recording detailed in health and the voluntary
the planning of services [MAW]. sector [MAW]. Parents and carers reported a lack of
information offered locally about available services
The majority of services make information about [PCQ]. A lack of information was noted around education
available services for autism accessible to parents and and diagnosis; parents felt receiving information was part
carers; some organisations use a variety of sharing of support for them [PCW & PCQ].

methods including websites, meetings, newsletters and
DVDs [SAQ & SPQ]. The majority of parents receive
information from carer’s organisations including Vocal,
Kindred, Mindroom, friends and PASDA [PCQ]. The
Family-Led Information Point resource was referenced
as a good model of information sharing; parents were
keen for this to be used more often [PCW].

Areas for improvement — what needs to change?

Parents feel that the responsibility to find information about services and the condition lies with themselves. They rely on carer’s support
organisations for the information they receive. One of the priorities for change cited frequently by parents is for more support from the
council about local information: “A main centre where one person gives you all the information you require and guides/supports your child
through school/work etc. | feel at the moment it is very disjointed and confusing.” [PCQ & PCW].






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 aspects

Professionals regard East Lothian as being strong in

assessment and diagnosis. There is a clear point of
contact for autism assessment and diagnosis in East
Lothian; the East Lothian Joint Communication Clinic is
thought to be key in bringing together health,
education and families [MAW & SAQ]. A diagnostic
pathway also exists within East Lothian [SAQ]. There
are some positive accounts of the assessment process,
provided by parents. In these cases, the referral and
assessment time period was quick and straightforward
[PCQ].

There is evidence highlighting areas in assessment and
diagnosis that are not working well in East Lothian. Some
parents reported difficulty in accessing an assessment;
parents felt some professionals never listened to their
concerns about their son or daughter’s developmental
progress, which often resulted in a late referral,
preventing appropriate support: “It took a long time to
get the relevant people involved and would not have
happened at all if | hadn't put the process in motion
myself [PCW & PCQ]. A common complaint reported
about assessment was the length of time it took to
complete, from referral to diagnosis. Some parents felt
they endured long periods of waiting with feelings of
uncertainty about the proces : “It felt like a long battle”
[PCQ]. Following a diagnosis, some parents felt there was
a lack of support or information about what to do next
[PCW & PCQ]. Thereis also a feeling that the GP is the
gateholder for services and support and as such, should
be more aware of the signs of ASD and know where to
refer people to [PCQ].
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Interventions (universal)
for all services

Within education, there is a robust multi-agency
intervention framework which aims to tailor the
approach around the individual: “A range of
approached are used to support communication
including, for example, PECS, speech and language
therapy to aid verbal communication development.”
[SAQ]. There are a number of examples of good
services noted by parents living in East Lothian
including Upward Mobility, Port Seton Resource Centre,
Housecall Care, Strive Befriending, Autism Initiatives
Outreach service and Number 6, Changes and The
Bridges Project [PCQ & PCW].

Experience of services is varied; depending on whom you
see/get [PCW & PCQ]. Additionally, the success of the
intervention is reportedly dependent on professionals
communicating with one another and applying the
theory into practice; some parents felt this broke down
and degraded the intervention [PCW & PCQ]. The high
turnover of agency staff was also cited as a problem for
successful interventions as staff come into the job with
less training [PCQ].

Early Intervention

Carers reported the advantages of early diagnosis and

Some parents feel there is a lack of a holistic approach to

approach good support in the early years [PCQ]. Within service delivery in East Lothian; this includes support for
education, there seems to be a formal approach in siblings [PCQ & PCW]. Easier access to care and support
identifying needs early and developing a tailored services is seen as a preventative approach. Additionally,
package around the person: “Through the staged some parents felt the needed information about
assessment and intervention framework and also organisations before they could make a decision to take
through the ASD Pathway.” There is however, nothing | on their services, to ensure they were appropriate:
similar for adults in the area [SAQ]. Having a social “Honest discussion (...is required) on strengths and
worker is seen to be the key in accessing services, weaknesses of different agencies as to what they can
especially in regards to prevention of a crisis. handle well.” [PCQ & PCW].

Multi- Professionals highlighted good partnership working for | Professionals recognise services for people with autism

Agency/Partnership/ children (with complex needs) and good referral are fragmented. Although some referral pathways are

Pathway,

Communication and Co-
ordination of services

systems for children and young people, driven by
GIRFEC [MAW & SAQ]. There is also good multiagency
working evident amongst allied health professionals
(OTs, SALT etc.) [MAW]. Therefore multi-agency
working occurs within education. Pathways for people

clear, for other client groups (such as those without a
learning disability) they are confusing or non-existant
[MAW & PCQ & PCW]. Additionally, there is no
framework of services agreed [MAW]. There is also
agreement amongst professionals that there is some
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with autism and a learning disability are strong, difficulties around sharing information between services
however this is not the case for people with autism and | about the individual’s diagnosis, which can disrupt

no learning disability [MAW]. partnership working to an extent [MAW]. The majority
of parents identified communication and coordination
between services as lacking [PCW].

Areas for improvement — what needs to change?

There were a number of parents who expressed a need for counselling or mental health support for the family of people around the individual
with autism; this is currently not happening through support from carer’s organisations as they lack the resources [PCW & PCQ].

It is widely agreed amongst parents that an earlier and quicker diagnosis is integral in achieving positive outcomes and access to support. In
regards to this, there is a feeling that parents should be supported during this emotional period, by professionals that respect their input and
opinion. [PCW & PCQ]. Some parents did not know East Lothian had an assessment pathway and named this as an area for change: “Clear
diagnostic pathway — confusing at moment with long periods of waiting and no guidance!” There appears to be some contrast between
parents and professional’s perspective of diagnosis in East Lothian; with professionals advocating the assessment pathway and parents feeling
confused and uncertain about the process. There needs to be communication about the pathway in East Lothian to relevant professionals and
parents.

Some parents expressed the need for early interventions; building further on the current practice in place within education.

Professionals agree that there is a lot of good individual practice (this is also noted by parents); more time should be spent on feedback to
inform others and develop services.[MAW]
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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.

Environment including
sensory

What’s working well?
There were few examples provided by parents of
professionals recognising sensory issues, however an
example of good practice was evident in education; the
sensory issues of the child were recognised as the root
of the behavioural challenge and a solution was put in
place to reduce the sensory input: “going to sit in the
headmistresses office so all external noises, smells
annoyances were gone, so he calmed down” [PCQ].

What’s not working well?
Some parents raised concerns about mainstream class
sizes and the ratio of staff to children. Mainstream class
envirnoments are reportedly busy and noisey, which can
overload people with autism; this can lead to challenging
behaviour or withdrawl [PCW].

Reasonable adjustments
to accommodate autism

There is a substantial amount of evidence from parents
demonstrating reasonable adjustments GPs and
dentists make to accommodate people with autism in
East Lothian. This includes extra time in appointments
to adjust to the room and seeing the same professional
on each visit. A parent provided an example of good
practice: “After my son received diagnosis of autism, |
(mum) went to GP and explained how to interact with
my son, and the necessary small adjustments required
when seeing him. Now, appointments are well planned
and go smoothly.” [PCW].

Some parents felt professionals needed a level of
acceptance and understanding of autism before any
reasonable adjustments were made. As discussed, there
are many areas of service where parents feel there
should be further efforts to increase the understanding
of autism amongst staff. There were examples of a lack
of adjustment provided in education; however there is
also recognition that teachers simply do not have the
time to attend to some pupils with additional learning
needs in mainstream classes [PCW & PCQ].

Service Responsibility
including lack of service
for people with
Asperger’s and high
functioning autism

There is a sense, if not concrete evidence, that services
and professionals are becoming increasingly aware of
AS and HFA.

There is widespread agreement amongst professionals,
parents and carers that services for people with
Asperger’s Syndrome or High Functioning Autism are
lacking, or are inappropriate. There were examples
provided from parents expressing a lack of recognition
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from services of the needs associated with AS and HFA —
this impacted on accessing the service initially (eligibility
criteria): “our local council believe if a child is high
functioning they don't need help” [PCW & MAW & PCQ].
It is also true that statutory services lack the same
recognition of needs: “Education authority better
educated - we can’t get help for our son as he doesn’t
have a physical or learning disability. He’s bright and
active but doesn’t fit in, can’t concentrate, focus or get
his work done.” [PCQ]

Criminal Justice
including Police/
Autism Alert Card

Experience with criminal justice services was mixed;
half of parents felt the communication and sensory
needs of the person they care for were accommodated
by the criminal justice professionals that they came into
contact with: “Police who came to house to tell us what
had happened at school were very good”. [PCQ] The
majority of parents said the person they care for has an
Autism Alert card [PCQ].

There is some evidence from Criminal Justice which
demonstrates difficulty in obtaining information about an
individual’s diagnosis of autism [MAW]. Some parents
believe the police lack an understanding of autism and
have not made the person they care for feel safe as a
result: “he was assaulted, but the police said they
couldn't do anything. This made our son feel unsafe.”
There is also some difficulty in communication between
the police and social work; with one parent giving an
account where nobody took ownership of the case[PCQ]

Education/Further
Educations —including
pre-school/mainstream
and autism specific

The Cove at Dunbar Primary School was heavily
referenced by many parents as an outstanding model
of service for primary education. Elements of the
school that were highlighted include the classroom set
up as each classroom has a cool down room attached
to it, the soft play area within the school, the secure
doors with locks and high handles so children don’t run

There is significant evidence from parents that
mainstream education is not working for their child;
parents felt some teachers were not trained adequately
to support children with autism achieve their potential.
Despite the Cove receiving very good feedback, there is a
huge concern for where these children move on to
thereafter. There is no high school option to move on to:
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away (issues cited by many parents). A parent provided
an example of good practice from the school: “my
daughter used to refuse her meds in the morning
before breakfast which resulted in her avoiding food
before school and an escalated struggle to get her into
the car and to school. My daughter would arrive at
school in a bad mood and this would affect the rest of
her day. | updated my daughter’s home diary with this
information and the Cove offered to help give meds.
After checking with hospital, the Cove administers
meds to my daughter and there is now no struggle in
the morning to get to school and she eats full breakfast
before leaving.” [PCW & PCQ]. Campie School (base)
also received good feedback from parents [PCW]

“the needs of the child change but the condition

I”

doesn’t!” Some children are being kept on as there is
nowhere next for them to go — this means new children
can’t get places. Additionally, some parents talked about
a lack of support during the pre-school period and
moving into primary education. Some parents raised the
poor sharing of information between schools/teachers
and parents — this included not applying
recommendations of OT/SALT reports in class and

sharing this with parents [PCW & PCQ].

Employment/

Number 6 was identified as a good source of

All of the parents and carers that answered the

Employability employment support for people with AS and HFA guestionnaire told us the person they cared for was not
[PCW]. There was limited information around currently in employment. Some parents cited difficulties
employment in East Lothian submitted (this may reflect | in applying for jobs (filling in application forms) and
the demographic of the respondents) managing interviews as the reason for being out of work.

There is a feeling also that there are not enough autism
specific employment opportunities in the area also [PCW
& PCQ].

Housing There is a feeling amongst parents that the person they | A lack of understanding of autism is referred to by

care for has a desire to live independently [PCQ].
Parents are important in maintaining independence by
providing support [PWAQ]. However this is difficult in

parents as a significant barrier to independent living; this
includes an under-appreciation of the sensory needs and
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reality given the number of factors involved in finding
appropriate housing [PCW]

safety of people with autism [PCW & PCQ].

Respite

Some parents talked about the fortuitous respite they
received when the person they cared for was attending
a service or was receiving outreach support; this time
provided a break for both parties, allowing parents to
catch up with daily tasks or to learn about autism
online [PCW].

Parents raised a lack of information about respite and
how to access it as a problem. There were also issues
around a lack of respite in general, for parents and carers
and people with autism, especially around the time of
diagnosis [PCQ & PCW]. There was some concern about
respite provided by the council for people with autism
which stopped at age 18 years old; their needs had
remained however they were unable to access the
service [PCQ].

Transport and Rural
Issues

No data

Some parents felt there was a lack of local services
(specifically appropriate educational provision) and as
such, had to travel to access other services. This was an
issue for people with autism who were unable to self-
travel [PCQ).

Autism Specific Services
for Children and Adults

There are few autism specific services operating in East
Lothian. Parents referred to Autism Initiatives outreach
service and Number 6 as services that makes a
difference to the life of the person they care for. There
were more services operating in the area that cater for
additional needs, encompassing autism. Good
examples include TASK — Talented and Special Kids,
OTTERS swimming club, Muirfield Riding Centre, local
youth clubs and swimming sessions at Musselburgh and
Haddington. Parents made reference to the
understanding nature of the staff and the adjustments
they made to accommodate their child [PCW]. The
structure of day centres was also regarded as a positive
attribute; however there is concern about them closing

Parents highlighted a lack of autism specific services for
teenagers (specifically for Asperger’s Syndrome), risking
further isolation for the person they care for [PCW]. East
Lothian have no dedicated autism specific providers on
their Framework Agreement; a point raised by
professionals [MAW]. There is a general feeling if not
actual evidence, of a divide within the area between
providing autism specific services and generic person
centred services.
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down [PCW].

Services - Access/Gaps/
performance

Voluntary organisations have received generally a very
good feedback [PCW]. Professionals feel there is a
good balance between specialist and generic services in
the area [MAW]. Muirfield Riding Centre was highly
regarded as a good model of service; the holistic
approach to support encompassess social
opportunities, physiotherapy, structure and variety of
activities and accepting staff. Parents also reported a
number of benefits they get from their child attending
[PCW].

It is recognised by professionals and parents that services
for high functioning autism (or Asperger’s Syndrome) are
of a poorer quality than for learning disability and autism
services; there is not enough support for this client group
locally [PCW & MAW & PCQ]. A gap exists for individuals
aged 15-18 years old, for whom college or university is
not an option; there is nothing for them in the area
[MAW]. Adult services were also thought to be lacking in
East Lothian [PCQ]. There is also evidence that there is a
lack of Autistic specific residential provisions available for
people in the local area [MAW].

Areas for improvement — what needs to change?

Parents feel that the responsibility to find information about services and the condition lies with them. They rely on carer’s support
organisations for the information they receive. One of the priorities for change cited frequently by parents is for more support from the
council about local information: “A main centre where one person gives you all the information you require and guides/supports your child
through school/work etc. | feel at the moment it is very disjointed and confusing.” [PCQ & PCW].

There were a number of recommendations from parents about what kind of services they want to see develop in East Lothian. Specifically,
priority services included elements of increased socialisation; such as social skills groups, autism play schemes, befriending opportunities,
autism holiday clubs, autism specific extra-curricular clubs and activities, and support for self-travel [PCQ].
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7.
A framework 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.

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

Advocacy Parents receive support from a variety of carer Parents and carers are often advocating on behalf of the

organisations including Vocal, Kindred, Mindroom, FLIP, | person they care for; this is often very stressful and some

PASDA and Carers of East Lothian. Parents often get parents do not have the time to do the necessary

information and advice from these organisations to research on their own negotiate with professionals for

support their role as advocates for the person they care | entitlement. Furthermore, this can have negative affects

for [PCQ]. on the parent’s mental health [PCW]. A concern for
parents in the future is who will fill their role in
protecting the person they care for once they are no
longer here [PCQ].

Areas for improvement — what needs to change?
No data
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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 — all major
life transitions

Professionals reported transitions as being an area that
has seen a significant improvement recently. The
process for transition for young people has developed,;
there are clearer pathways and professionals are more
aware of people’s needs. East Lothian’s involvment in
a ‘Rapid Improvement’ event for transitions was hlighly
regarded and has seen some positive change [MAW].
There is evidence of the use of ‘transition passports’ for
young people leaving education as working well; this
approach involves a variety of professionals and
services [SAQ]. There were some excellent examples of
successful transitions provided by parents. One parent
provided this example: “Excellent slow transition with
his key worker taking him to "The Cove" at Dunbar
Primary School. Staff from the Cove visiting Olivebank.
Storybook made up for him.” [PCQ]. There is also
evidence that shows the Educational Psychologist’s
support at this time of transition is important and highly
valued[PCQ].

There were a few examples provided by parents where
transitions were reportedly poor. The majority of these
cases were around leaving primary education into
secondary, as parents feel there is no appropriate
secondary education for the person they care for to go
into [PCW]. There is little evidence that shows pre-school
education transition support [PCQ]; there are also many
parents who report a lack of support at the transition
period into primary education [PCQ].

32






Areas for improvement — what needs to change?

From the evidence provided by parents and professionals, there is a mix of positive and negative experiences of support at transition periods.
Where there has been support in place, the Educational psychologist has been involved and there is a programme to assist the transition.
However some parents provided evidence that transition support can be ad hoc and as such, inconsistent. Some parents believe the priority
for change is to have “one lead person throughout education including one case file!!”

Additionally, the majority of parents feel there needs to be further work done within education to raise awareness of autism. This should
include training for teachers as discussed.
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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

The alm of these case studies were
to illustrate the possible pathway
that would exist locally for people
on the Autism Spectrum.

Thy

NAS
Scenariosfinal.pdf
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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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