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Presentation 

Credentials
Somerset resident since 2002, introduced to the sharp end of  Health and Social Care 

Revived NAS Somerset Branch 2004. Worked for better relationship between professionals and families ever since.
 Member of ERG, advising DoH Adult Autism Strategy with particular interest in Choice and Control namely Participation, Transition, Advocacy and Personalisation. 

Currently acting co-ordinator of Somerset Autism Community Network, awaiting transfer to public sector….. hopefully as close to commissioners as possible.

Current Politics ..Consultation overload !

Adult Autism Bill …. first condition specific legislation 

Currently top of agenda pending Statutory guide lines due Dec 2020

Somerset uniquely “committed “, two Consultation opportunities last August 

Further consultation opportunities awaited along with SW Asperger’s Regional service review 

University of York Transition Study 

The Condition 
Lifelong….developmental

ASC not ASD, based on “triad” .common impairments namely social interaction. social communication and social imagination ie  behavioural, little understood neurological base 

Originally Kanners  assoc with LD,  now continuum thru’ to v high intelligence .. HFA to Aspergers. Possibly 1:100 Incidence 

 “ co-existing” morbidities (conditions) common place 
Carers Predicaments
Familial 
Exceptionally taxing (compounded by genetic link)  ..families “parents from hell” )
Lifelong, so intergenerational multi conditional predicaments (4 generations common )
Frequently, in “crisis,” to greater or lesser extent

Bureaucratic
Endlessly “tangling” with system ….professionals often with little understanding , governed by other agendas viz You Need to Know
Agency support difficult to decipher, navigate, often inappropriate… damaging delays 

The in famous gap !!
 NAO says 86% GPs would like to know more. Wouldn’t we all ?
Service culture
Community support based on Assessments of need….. presenting v. eligible needs  FACS 
Medical support … crisis to recovery culture!

Carers Support
1. Family and Community have to be foundation..  at low to no cost to “state” easy to forget in this sort of forum notably Churches
2. Agency 
2.1 Accessing  support for  carers 
Individual assessment of need  by Carers Support Workers (SCC) or Carers Assessment Workers (Sompar )
GP or Somerset Direct 
Children    CYPDS 



Adults 

 CAMHS  or educ system


Sompar MH or Mainstream Social Services or LD 
Problematical, unless triggered   by obvious co existing condition viz epilepsy LD or crisis  lead to MH , anyhow  seen as another “servicy thing “
2.2 Carers/Users  Groups  
A variety of generic/condition specific parent /carer support groups , usually generational /cohort based, areal or surgey based,  May or not be,  “professionally  “ initiated or supported. 


2.21 Areal peer support groups.  Generic or , condition / generation specific 


2.22 County groups  Viz LINkS.

2.23 Carers UK Campaigning , Age Concern etc



2.24 Carers Forums viz LD 

2.25 Carer initiated and coordinated Somerset Autism Community Network 
The future for our families 
CYPD initiatives and parental expectations will be a driver for better support for adults with an ASC
Personalisation agenda should lead to more effective cost effective “interventions 

Valueing people Now should take account of Autism for those with an associated LD 

Statutory Guide lines might or might not lead to more appropriate provision for others 
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