Children and Young People’s Service Executive

12 June 2009

Attention Deficit Hyperactivity Disorder and Autism Spectrum Disorder Pathways

Purpose 

To inform the CYPS Executive about progress in the implementation of the ADHD and ASD Pathways since they were agreed in November 2008.
Background

The two pathways set out the protocols for the identification or diagnosis of children with these disorders. They have been agreed across Leicestershire, Leicester and Rutland with all CYPSs, the PCTs, relevant health trusts and the voluntary sector.

The Executive requested an update on progress since the agreement was reached.

Progress since agreement
Three consecutive launch events were held on 3 March 2009 at Highpoint Conference Centre in Leicester.  They were attended by approximately 300 members of staff from a wide range of Services representing Children and Young People’s Services, Health Services, Voluntary Sector and schools.  Copies of both pathways were distributed with a laminated copy of the relevant flowcharts from the body of the text.  The briefing presentations were undertaken by a multi-disciplinary group of staff each of who were involved in the production of one or other of the pathways.  The voluntary sector representatives displayed information about their organisations. 
ADHD Pathway
The ADHD pathway was written a while ago and since then NICE guidelines have been published in 2008 for the management of ADHD.  These emphasise the need to deliver non-medication based management focused around specific teaching strategies, parental education about the condition and behaviour management. The pathway is compliant with these guidelines.

The ADHD pathway includes the need for a multi-agency group to oversee its implementation, management and review.  Such a group is yet to be formed. Because of this, there is no systematic process established to obtain evidence about the efficacy of the pathway, or plans for its review.
ASD Pathway
A multi-agency reference group is in place for ASD. The group has the dual role of reviewing the protocol in due course and acting as a diagnostic reference group where there is disagreement amongst professionals about the nature and cause of a particular child’s difficulties.  A development since the establishment of the pathway is that parents can now go direct to the reference group if they have concerns or disagreements with professionals about matters to do with ASD which they are unable to resolve with the professionals or agencies concerned via the provision of second opinions etc..  

Since the protocol was established and agreed the impact on all agencies has been described as 'significant' with anecdotal evidence of paediatricians, psychiatrists and psychologists communicating much more effectively about diagnostic issues.  Because schools are more involved in the process there are indications that they are more ready to draw concerns about individual youngsters to the attention of the Educational Psychology Service.  

The ASD group has been aware that there is no accurate figure for the number of CYPs on the autism spectrum in Leicestershire.  An initiative is underway to rectify this by the adoption of a common procedure at the point of diagnosis.  At present, parents are given an information pack about autism by the lead professional when a child has been diagnosed.  County and City Educational Psychology Services and Community Child Health Services have agreed that at this point parents should be asked for their permission for information about their child to be sent to InfoXchange for entry onto the database of disabled children.  If colleagues in specialist CAMHS also agree to adopt this procedure there should be good quality information available about incidence, average age of diagnosis and geographical distribution within a few years. 
The group proposes to review the pathway in March 2010.  Each representative will ask their staff group about examples of effective working in practice and examples of things not working so well.  The voluntary sector representatives will make enquiries of CYPs and their families about their experiences.  One issue of debate is how long the process of diagnosis takes from beginning to end.  Professionals feel they act with due diligence but there is a discrepancy sometimes with the parental point of view which is that the process takes a long time.  The group proposes to find particular examples of such discrepancy of views and to follow up by interview.  
ASD is the next topic for the Inclusion Development Programme so will be the focus of a significant amount of training for schools and early years providers over the coming year. This LA has a plan in place for the launch and dissemination of this year’s IDP based upon the successful experience of last year’s.
Roger Westerman
Joint Principal Educational Psychologist
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