THE AUTISM SPECTRUM
JOINT STRATEGIC NEEDS ASSESSMENT
Introduction

Over recent years, both children’s and adult services across health, education and social care have become aware of increasing numbers of individuals diagnosed with autism.  

Autism is a lifelong developmental disability affecting social and communication skills.  The word spectrum is used because, while all people who are on the spectrum will share three main areas of difficulty known as the triad of impairments, the condition will affect individuals in very different ways. People with autism experience the world in a different way and an understanding of such underlying differences is essential when assessing and supporting these individuals.  People with autism can also have accompanying learning disabilities but whatever their general level of intelligence everyone with the condition shares a difficultly in making sense of the world.

Autism is a lifelong developmental disability and is often referred to as Autism Spectrum Disorder (ASD) or Autism Spectrum Condition (ASC). Some people on the spectrum are able to live relatively independently whilst others will require a lifetime of specialist support. 

National Policy 
· Special Educational Needs (SEN) Code of Practice (2001) The SEN Code of Practice provides practical advice to local education authorities, maintained schools, early education settings and others on carrying out their statutory duties to identify, assess and make provision for children's special educational needs.
· The Children's National Service Framework (NSF) (2004) The NSF sets standards for health and social services for children, young people and pregnant women. It aims to ensure fair, high-quality and integrated health and social care from pregnancy and birth right through to adulthood. The NSF includes a standard for disabled children and sets out what care services a child with autism should expect to receive at each stage of their development, from initial diagnosis through to their transition to adulthood.

· Removing Barriers to Achievement (2004) setting out the agenda for giving all children with special needs and disabilities the opportunity to succeed. The intention of the strategy was to ensure appropriate teacher training and funding for schools to improve their capabilities to provide for pupils with SEN and disabilities, and for parents to feel confident that their child’s needs were being met. Four key areas of improvement were outlined: early intervention, removing barriers to learning, raising expectations and achievement, and improving partnership approaches.
· Aiming High for Disabled Children (2007) aims to deliver:
· Access and empowerment for disabled children and families: setting a clear standard of service provision for disabled children and their families from public services
· Responsive services and timely support: Providing co-ordinated, timely, integrated service provision to disabled children and their families.
· Improved service quality and capacity: increasing the provision and quality of key services for disabled children and their families, including short breaks and childcare provision.
· Putting People First (2007) outlines the provision of information, advice and advocacy, early intervention and re-enablement, prevention and personalisation. Maintaining that access to high quality support should be universal and available in every community, with personalisation and direct payments providing the opportunity for greater choice and control for those accessing social care provisions. The National Autism Strategy1 emphasises that diagnosis is sufficient to indicate a need for information, signposting and eligibility for assessment. 

· The Autism Act (2009) identified the collective commitment to improve the lives of people with autism and their families, and makes provision for meeting the needs of adults with autistic spectrum conditions through the publication of a national autism strategy and the development of guidance. 

· Fulfilling and rewarding lives: the strategy for adults with autism in England (2010) was published with the key aim of improving the lives of people with autism and their families. Following on from this, the first year delivery plan was published in April 2010 setting out the governance structure and key actions, timescales and responsibilities which will be undertaken in the first year to support the implementation of this strategy. 

What do we know?

Estimates of prevalence were available from the literature and from leading epidemiological experts in the autism field (Baird et al., 2006; Fombonne, 2005; Green et al., 2005). For these calculations a prevalence estimate of 1 percent across all ages was used, which is slightly lower than the figure from the Baird study (1.16%), but higher than used in some previous economic studies (e.g. Järbrink and Knapp, 2001).  Figures for the adult population have been drawn from Projecting Adult Needs and Information System (PANSI) and Projecting Older People Population Information System (POPPI), figures for the child population have been drawn from the Office for National Statistics (ONS).
Prevalence of Autism and Learning Disability
Estimates of the proportion of people on the autism spectrum who have a learning disability, (IQ less than 70) vary considerably, and it is not possible to give an accurate figure. For the analyses presented here the Baird et al. (2006) estimate that 55% of people with autism have intellectual disability and 45% do not will be used.

Population on the autism spectrum with no additional support needs

In order to estimate the numbers of adults with autism who are likely to have no additional support needs data from Children’s services on the numbers of children with autism in receipt of no additional support has been used – an estimate of 18% of the population on the autism spectrum.

If we are to take this prevalence rate and apply it to Cumbria, this equates to a

predicted population of approximately 4800 , as shown in chart below.
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In terms of level of need this population can be broken down as shown in the graph below.
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Known population in Cumbria
This mapping exercise was undertaken in response to a request from the Cumbria JSNA group.  Previous mapping exercises were undertaken in 2003 and 2006 and the data has been used on numerous occasions to inform developments.  It was felt that with increased awareness across the county and improved networks relating to this client group the exercise should be repeated, as it would also provide information on local trends.

Data Collection

In order to maintain confidentiality and allow for limitations regarding information sharing between agencies only minimal data could be collected.  To this end the data requested was: sex, date of birth and postcode.  This would allow for the checking of duplication, given that some individuals are known to more than one agency.  It was not possible to collect additional data relating to specific diagnostic label or co-existing conditions such as learning disability or mental health problems.

A letter explaining the mapping exercise along with a data collection form was circulated to agencies who may be involved in supporting individuals with autism, both children and adults.  

Results

Data was received from 9 sources representing a cross section of agencies.  The absence of information from certain adult services, combined with the fact that many adults with autism are not known to any services means that the data received is likely to underestimate the population of adults on the autism spectrum.  The data pertaining to children, particularly those of school age, is more robust and therefore more likely to be an accurate reflection of those children who currently have a diagnosis of autism.
Below is a summary of the overall data obtained (see appendix 1 for spreadsheet).

	
	Under 18
	18 +
	TOTAL

	Allerdale
	151
	43
	185

	Copeland
	147
	20
	167

	Carlisle
	96
	41
	137

	Eden
	63
	17
	80

	Barrow
	160
	57
	217

	South Lakes
	254
	86
	340

	District not known
	62
	36
	98

	TOTAL
	933
	291
	1224


It was possible to check the 2012 data with that collected in 2006 and this identified a total of 429 individuals known in 2006 and not reported in this data return (see table below). 

Individuals with autism identified in 2006 and not reported in 2012

	
	Under 18
	18+
	TOTAL

	Allerdale
	10
	10
	20

	Copeland
	14
	20
	34

	Carlisle
	19
	17
	35

	Eden
	21
	11
	32

	Barrow
	64
	33
	97

	South Lakes
	81
	68
	149

	District not known
	28
	33
	51

	TOTAL
	237
	192
	429


Potential reasons for the high numbers that appear to have been ‘lost’ since 2006  include:

· Only data on the number of children who have statement of special educational needs for autism were counted in 2012,  some children with autism will have a statement for other needs (e.g. learning disability or emotional and behavioural difficulties) – these children were included in 2006
· Children with autism who were on school action and school action plus were also included in the 2006 data, this data was not easily accessible in 2012

· The 190 adults not reported in 2012 are mostly accounted for by school leavers not all of whom will be known to adult services.

· 2 individuals are known to have died

· A certain number may have moved away form Cumbria.

Known adult population

	Total number of adults with autism identified
	284

	Total number of identified adults with autism known to adult social care
	235

	Number of identified adults with autism living in their own home or with their family
	238

	Number of identified adults with autism in residential accommodation:

· In Cumbria

· Out of county
	25

15

	Number of identified adults with autism in receipt of a personal budget
	132

	Number of identified adults with autism in employment
	10


Known child population
The data relating to the child population indicates a higher than expected prevalence of children with autism in South Lakes, and a much lower than expected prevalence in Carlisle and Eden.   The absence of a diagnostic pathway for children in Carlisle and Eden could account for this under-reporting, given what has happened to the data for Allerdale and Copeland, where diagnosis has improved in the last 6 years.  The higher than expected prevalence in South Lakes warrants investigation.

Of the reported child population 55% have a statement of special educational needs for autism.  Some children on the autism spectrum could have statements for specifying other difficulties, and some will not be statemented.  
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What does the data tell us? 
There continue to be difficulties in accurately mapping the prevalence of autism in Cumbria owing to the inconsistencies in data recording systems within various agencies.  Requests for information such as this can lead to various professional groups having to trawl through files in order to ascertain whether an individual has a diagnosis.
In addition there have been challenges in relation to the establishment of multi-agency diagnostic services.  Following the publication of the National Autism Plan for Children (National Autistic Society, 2003) and the Children’s NSF (DH, 2003) there have been clear guidelines as to what the assessment and diagnostic process should involve.  In South Lakeland and Barrow a significant amount of work has been undertaken leading to the development of referral guidelines. However, the professionals involved have become aware that fewer pre-school children are being referred for assessment.  Elsewhere in the county there have been different issues relating to diagnosis.  In the west Footsteps, the child development centre, continues to offer assessment to pre-school children with a well established service.  In the east of the county there have been considerable difficulties with diagnosis and requests have been received, by commissioners, for out of county referrals for specialist assessment.

In terms of the adult population there is no local diagnostic service.  Many practitioners report that they believe individuals whom they support may have an ASD but they are unable to clarify this unless a specialist referral is sought.  This is a particular issue for adults who do not have learning difficulties and may present to mental health services or to the police.  The diagnosis of Asperger syndrome only came into existence in the early 1980’s, therefore it is not surprising that many individuals may not be diagnosed.

Outcomes

A study by Brugha et al (2007) found that adults with autism are socially disadvantaged, less well educationally qualified, less able intellectually, have higher

levels of deprivation and are possibly under-supported by services. They recommend that much of this could be alleviated with greater involvement of existing established social, educational, welfare and health care services (Brugha et al, 2007:21).  A National Audit Office Report (2009) highlighted that better outcomes for people across the whole autism spectrum could be achieved by greater awareness of autism in strategic planning, and better knowledge amongst those responsible for assessing and meeting the needs of people with autism. These improvements, although difficult to quantify, would help to target resources more effectively to meet the needs of this group. 

Co-morbidity

A large number of people with autism also have other conditions, the most common being learning disability, epilepsy, mood disorders and ADHD.   This has implications for the identification of autism in people who are not yet diagnosed as well as for the need for both conditins to be  managed concurrently. 
In addition to this, nearly 1 in 4 people with autism develop involuntary movement or

tic disorders (Canitano, 2007) and research suggests that individuals with anorexia

are more likely to have autism (Berkman et al, 2007).
SUMMARY OF PRIORITIES
· Data
Having good quality data on the numbers and support needs of people with autism was part of the 2009 Autism bill which requires local authorities to hold information on individuals in their areas. In Cumbria the best data source we currently have is the information contained within statements of special educational needs.  Over the last year the facility to record an autism diagnosis has also been introduced onto the adult social care record system.  However, there are still significant gaps in our knowledge of the population of people on the autism spectrum as neither of these systems are universal. This document begins to describe potential numbers but improved information, recording and monitoring for all people with autism is needed in order to ensure that we can better plan and commission services. 
· Strategic Planning

Work has begun on developing Commissioning Intentions for Adults with Autism is which will highlight a number of key priorities for future developments. Part of this process will involve identifying need and gaps in service provision. 
A similar process is required within Children’s Services.

· Clear and Consistent Diagnostic Pathways

Existing data suggests that access to diagnosis for both children and adults is somewhat problematical.  A clear and consistent diagnostic pathway should be developed, which includes relevant information to help children and adults with autism and their family to understand the condition and access support. 

· Workforce Development

A comprehensive multi-agency workforce development plan is needed to raise general and specialist knowledge and skills in hot to identify, refer and provide appropriate support to children and adults with autism.
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