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Report on numbers and levels of functioning of young people with Autism Spectrum Disorder living in the North-East (Daslne).
This report is Phase one of work commissioned by the North East Autism Consortium, to assist service planning for young people approaching adulthood. There are new requirements placed on local authorities and health service providers in 2011 by the Autism Act and the implementation of the Adult Autism Strategy.  Key actions include better planning and commissioning of services for adults, and inclusion of adults with autism in local Joint Strategic Needs Assessments.  Both planning and commissioning of services require accurate data, including an understanding of the numbers and needs of young people making the transition to adulthood each year.  Further, the Social Care Institute for Excellence personalisation briefing on people with ASD (2010) stresses that careful transition planning is needed for young people of all levels of ability (including those in mainstream provision who may or may not be accessing support or indeed be known to  local authority/ social services) .
Information available on the Daslne database
Daslne covers 6 local authority areas (Northumberland, Newcastle, North Tyneside, Gateshead, South Tyneside and Sunderland) and now has information on around 1000 children and young people. When families first consent to join the database, data are collected using a parent questionnaire about the child/ young person’s educational placement, ASD diagnosis, language level and presence of any behavioural and mental health problems . The parent is asked to report whether the young person shows any difficult behaviours from a checklist (including sleep problems, sensory overload, anxiety, tantrums, aggression, etc). If a problem behaviour is present at least three times a week, it is reported as happening ‘frequently’.  On the Daslne database, 50% of young people attend mainstream school (67% including those in units attached to mainstream schools), and young people across the board have on average three frequent problem behaviours. 
 The parent reported information is updated at age 6 years, and also when families take part in surveys or projects. For example, in November 2008 a survey about anxiety in young people with ASD was conducted using the Daslne database. This survey enabled us to update our information on both education placement and problem behaviours in those families that took part. 
Since Daslne was established in 2003, the number of children on the database has steadily increased.  Support has been given by Daslne to local professionals in each authority to create a consistent local listing of children with a diagnosis of ASD. The rate of local diagnosis ranges from 6 to 9.6 per 1000 children, in line with rates expected from UK epidemiological studies (variously estimated at 6 to 11 per 1000).  Daslne coverage averages 64% in the 4 authorities whose lists are most up to date, and extra funding has been obtained in 2011 to update all local listings and to ensure all families of children with a diagnosis of ASD have been invited at least once to join Daslne.  We have shown that Daslne participants are generally representative of the total of children with a diagnosis of ASD.  

Likely numbers of young people making transition to adult services
	                  Authority
	No. of young people aged  16 -20 years*
	Minimum estimate with ASD (6 per 1000)
	 Aged 16-20 and                        known to Daslne

	Gateshead
	11,466
	70  (14 per year)
	20

	Newcastle
	15,667
	94  (19 per year)
	43

	Northumberland
	17,544
	105  (21 per year)
	45

	North Tyneside
	10,650
	64  (13 per year)
	37

	Sunderland
	19,257
	115  (23 per year)
	29

	South Tyneside
	9,269
	55  (11 per year)
	27

	Total
	83,853
	503  (100 per year)
	201


   * Office for National Statistics: Neighbourhood Statistics (data extracted 9th June 2010). NB. the Newcastle and Sunderland figures in the table estimate the birth cohort, without the influx of numbers attending University.  
Based upon epidemiological studies in UK, we would expect at least 500 young people aged 16 to 20 years across the 6 local authorities in the North of the Region to have a diagnosis of ASD (i.e. at least 100 per year,  and the number might be as great as 900, i.e. 180 per year).  The number going through a transition process to adult services is likely to increase in future years as the effect of consistent diagnostic guidelines (the National Autism Plan for Children, and NICE guidance on diagnosis of children and adults) is felt. 
What can Daslne tell commissioners about numbers and levels of functioning of young people with ASD?
Daslne holds increasingly useful information on young people approaching adulthood.  When Daslne was established, it concentrated at first on recruiting families of children born after December 1992 (then primary-age) where it was more likely there had been a consistent approach to diagnosis.  This means that these young people are now aged up to 17 years, though the older group has somewhat lower coverage than younger children on Daslne. 
Estimates from young people known to Daslne : Levels of functioning 

	                  Authority
	Special school/unit or unit attached to mainstream
	Using fluent speech   
	3 or more behaviour problems frequent

	Gateshead
	*  
	60%
	41%

	Newcastle
	39%
	78%
	54%

	Northumberland
	40%
	72%
	57%

	North Tyneside
	49%
	68%
	65%

	Sunderland
	45%
	71%
	50%

	South Tyneside
	55%
	76%
	44%


Nb. The percentage is taken from young people currently known to Daslne. The latest data update for most was within 2 years.   * The estimate for Gateshead is likely to be unreliable because of small numbers, so is not included.
Overall, the Daslne data show that around 50 to 60 % of young people with ASD approaching transition have attended mainstream school and just over two thirds use fluent speech .    It is important to acknowledge  these positive indicators of ability amongst our sample of young people with ASD, since many of the sources of information available to local authorities focus on those  young people with ASD  with accompanying learning difficulties.  

For those individuals of relatively higher levels of ability, judging by the proportions who have three or more frequent behavioural difficulties, there is in fact a high need for support.  This means that the importance and impact of transition is likely to be just as great as for those young people who attended mainstream (and for their families) as for those already known to support services and who attended special education.  

Proportions of young people who have frequent behaviour difficulties
	Problem behaviour
	Special school/unit or unit attached to mainstream
	Mainstream school/college   

	Sleep
	31%
	23%

	Toileting
	24%
	17%

	Hyperactivity
	39%
	42%

	Temper
	34%
	40%

	Aggression
	33%
	36%

	Self injury
	28%
	21%

	Anxiety
	37%
	37%

	Eating
	24%
	28%

	Sensory issues
	34%
	40%


This table summarises parents’ report that young people who have been attending mainstream school or college have even more difficulty with problems such as hyperactivity, temper and aggression than those attending specialist provision.  Anxiety and sensory overload issues are also frequent in a high proportion.
This picture of behaviour difficulties across the span of ability in young people with ASD highlights the complexity of needs for families as they start to plan for their young person’s future.  Planning of transition support, and access to assessment of care needs, is thus likely to be required for the majority of the young people with ASD approaching adulthood.
Phase two
The information reported by parents when children first join Daslne (and updated since) provides some guideline about likely levels of need for specialist support.  However, we aim to gain much more up to date and accurate information about the anticipated transition needs of young people with ASD  through a postal survey of 180 families of young people known to Daslne aged 16 years and over (and who have agreed to be contacted about research studies). This new survey (funded by NEAC) will ascertain parents’ and, where possible and appropriate, the young people’s views of the likely needs for services over the next 3 years. We will focus on the key transition themes namely:  support at college (or work), mental health services, personalised support for social/leisure access, accommodation (including short breaks), access to peer group  leisure activities, and so on. The findings of this survey will be available by the end of May 2011. 
Helen McConachie
10th February 2011 

Daslne
Institute of Health and Society, Newcastle University,

Sir James Spence Institute 3rd floor, Royal Victoria Infirmary, Newcastle Upon Tyne, NE1 4LP.

( 0191 282 1400     ( 0191 282 4725     ( daslne@ncl.ac.uk     www.daslne.org
4

