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A Scottish Executive Review of Speech and Language Therapy, Physiotherapy and Occupational Therapy for Children and Speech and Language Therapy for Adults with Learning Disabilities and Autistic Spectrum Disorder

Response from The National Autistic Society (NAS)

The National Autistic Society Scotland is one of the leading charities for people with autistic spectrum disorders.  It has a membership of over 1,000 and a network of 9 branches across Scotland.  The National Autistic Society Scotland is part of a UK-wide organisation, the National Autistic Society (NAS).  The NAS is in a unique position to comment on issues affecting people with autistic spectrum disorders because it has offices in all 3 nations of Great Britain. The NAS has a membership of over 12,000, a network of 57 branches, and 60 partner organisations in the autism field. The NAS exists to champion the rights and interests of all people with autism and to ensure that they and their families receive quality services, appropriate to their needs. There are approximately 520,000 people with autistic spectrum disorders in the UK.

The NAS welcomes the opportunity to comment on A Scottish Executive Review of Speech and Language Therapy, Physiotherapy and Occupational Therapy for Children and Speech and Language Therapy for Adults with Learning Disabilities and Autistic Spectrum Disorder.

The review is intended to address the issues raised in the Riddell Advisory Committee Report that the shortage of therapists is leading to unacceptable waiting times for children with ‘severe and low incidence disabilities’.
  Moreover, the scope of the review has been extended to look at access to speech and language therapy for adults with learning disabilities, including autistic spectrum disorders, as called for in The Same As You?  report.
  The NAS welcomes this Review and also welcomes the fact that the review of therapies for children includes children with autistic spectrum disorders while the review for speech and language therapies for adults includes adults with autistic spectrum disorders with and without an accompanying learning disability.

The report states that the review aimed to look at organisational and management issues relating to therapy and did not have a remit to evaluate current models of service provision or ascertain the therapy needs of children and adults with learning disabilities and/or an autistic spectrum disorder.  The NAS acknowledges that organisational and management issues should be reviewed, but would urge the Scottish Executive to initiate a review into service delivery.  

This review has raised important questions that have not been answered.  For example, the review found that there were no adults with autistic spectrum disorders and without an accompanying learning disability waiting to access speech and language therapy services in April 2002.  The review goes on to state that for this group of adults, ‘there are indications that services for the last client group are poorly defined and there are gaps in service provision’.  The NAS believes the Scottish Executive should ascertain the service needs of adults with autistic spectrum disorders but without a learning disability and examine how best to bridge the gap between service need and service provision.

Services for Children

The review confirmed the concerns raised by the Riddell Committee that there are a shortage of NHS therapists working with children and unacceptable waiting times for some children.  According to the review, most children are offered an initial assessment appointment within 6-8 weeks, but some children are waiting for 32 weeks or longer for an initial appointment from a therapist.  Moreover, NHS managers and purchasers of speech and language therapists in education departments have said that increased demand for therapy services have come from ‘children with complex health needs and children with autism’.

Autistic spectrum disorders are a lifelong developmental disability that affects the way a person communicates and relates to people around them.  People with autistic spectrum disorders experience difficulties with social interaction, social communication and imagination – known as the ‘triad of impairments’.
  For a child with autism, their motivation to communicate is impaired and this is why speech and language therapists are often the first professionals to become involved.
  Consequently, the NAS has serious concerns about the length of waiting times in accessing therapy services and the impact this will have on the development of children with autism.

The NAS acknowledges the difficulties facing the therapy profession in terms of recruitment and retention of staff, geographical spread (with particular shortages in rural areas), management and organisational issues, funding concerns and funding mechanisms between NHS boards and local authorities, and trying to meet increasing demand.  Whatever the solutions are to resolve the organisational and management issues affecting the therapy sector, meeting the needs of children requiring therapy services across Scotland in an appropriate and timely manner should be at the forefront of all deliberations.

The NAS has particular concerns with the organisation and structure of speech and language therapy services.  The review notes that about two-thirds of NHS speech and language therapists are funded by health and about one-third is funded by local authority education departments.  Only 2% are funded from other sources, including the voluntary sector.  The NAS itself is an employer of a small number of therapists.  

The review found that NHS managers and local authority education departments have concerns about the responsibility and accountability for speech and language therapy for children with special educational needs.  Speech and language therapists are deployed from the health sector to work with children who have a Record of Needs and are therefore funded by education departments.  The NAS endorses joint-working between different agencies and supports the recommendation made in the review that the NHS and local authorities should apply lessons learned from the implementation of the Joint Future agenda in community care services.  This may help overcome funding and administrative difficulties associated with different agencies working together.

NHS managers and education departments both agreed that Records of Needs ‘are not a good indicator of priority’.  The review gives the example that there may be a case where two children have similar needs but only one of them has a RoN and the other does not because each local authority implements RoN differently.  As a parent-led organisation, the NAS is fully aware of the inconsistencies in the implementation of RoN from local authority to local authority.  Often parents of children with autistic spectrum disorders have had to fight to get a RoN and then some find that their children are not receiving the services they need e.g. speech and language therapy because of resource constraints.  Access to speech and language therapy services is very much valued by parents of children with autistic spectrum disorders.  An NAS survey asked ‘If one single change was to be made to teaching and support of your son/daughter to improve their learning or experience what would it be?’
  Out of all the responses, ‘more speech therapy’ was the third most popular change called for after ‘more one-to-one support’ and ‘more autism awareness training’.

The NAS accepts that RoN might not be a good indicator of priority, especially as we know from our members that some children with autistic spectrum disorders who need a higher level of support do not have a RoN.  In particular, children with Asperger Syndrome who may have average or above average IQ levels are less likely to have a RoN, but their intellectual ability masks the fact that many experience great difficulties in social interaction, communication and use of imagination.  While the RoN system has its faults, the NAS has serious concerns about the Executive’s proposals to replace the existing SEN and RoN framework through the Education (Additional Support for Learning) (Scotland) Bill.  We believe that children with autistic spectrum disorders will be potentially worse off under the proposed system as we believe fewer children will qualify for the proposed replacement of RoN – the Co-ordinated Support Plan (CSP).  
With regard to some of the recommendations made in the review in relation to therapy services for children, the NAS supports the recommendation that the Executive should encourage providers to develop new models of NHS therapy provision in non-traditional and inclusive settings such as mainstream schools.  However, we would add that this should not be done to the detriment of traditional settings such as special schools.  There will always be children with disabilities, including children with autistic spectrum disorders, for whom mainstream settings will not be appropriate.  Therefore, the Executive needs to ensure that children accessing non-mainstream services continue to receive appropriate and high-quality services which meet their needs.

The NAS also supports the recommendation that the various agencies involved in therapy provision should ‘develop strategies for involving children, young people and their families in service evaluation and development’.  Service users and their families are best placed to evaluate how well a service is meeting their needs and how the service can improve and develop.  NAS members have been expressing their concerns to us about therapy services and so mechanisms for garnering feedback and promoting user involvement should be effective and meaningful.

Services for Adults

The NAS welcomes the extension of this review to cover the supply, management and organisation of speech and language therapy for adults with autistic spectrum disorders as well as adults with learning disabilities.  Autistic spectrum disorder is not a learning disability, though some people with autism have an accompanying learning disability.  Services for people with learning disabilities may be appropriate for people with autism, but equally, people with autism may require autism-specific services and the Executive should aim to meet this need.

We have some concerns about the findings in this review with regard to adults with autistic spectrum disorders and no learning disability.  The review found that the referral rate to speech and language therapists for this group of adults in 2001-2002 was extremely low - an ‘indication that the proportion is small’, and it was found that with regard to waiting lists, there were no adults in this group waiting for a service.  Notwithstanding this, the review also found that ‘there are indications that services for the last client group are poorly defined and there are gaps in service provision’.  Furthermore, Greater Glasgow received referrals for adults with autistic spectrum disorders but no learning disability in 2001-2002, even though they have stated that they do not provide a service to this group.

This suggests that adults with autism and an accompanying learning disability are being referred to speech and language therapy services because they have a learning disability.  For adults with autistic spectrum disorders, service is poor.  Late diagnosis affects what level of intervention is offered.  An NAS study found that only 43% of adults at the low functioning end of the spectrum were diagnosed before the age of five.
  Eighteen percent of adults at the low functioning end were not diagnosed until 16 or over.
  For adults at the high functioning end of the spectrum, they experienced longer delays in diagnosis with 29% being diagnosed over the age of 16.

Early identification of an autistic spectrum disorder is crucial for children in order for them to receive the appropriate intervention and support.  Being diagnosed with an autistic spectrum disorder can open the door to specialised early interventions which can lead to significant cognitive and behavioural improvements for children.
  With delayed diagnosis, appropriate interventions may not have been received and for some adults with autism and with no learning disability they may have fallen through the system because existing services have not fully ascertained their needs and how to meet their needs.

The review also found that for adults with Asperger Syndrome, some were referred to ‘acquired adult’ or ‘adult mental health’ services.  The NAS has found that people with Asperger Syndrome receive either mental health or learning disability services, but there is often a lack of clarity over responsibility between these services within social work or between social work and health.
  

In response to the lack of service provision for adults with autism, including Asperger Syndrome, the NAS would like to see the Executive conduct a review into services for adults with autistic spectrum disorders.  The Executive, health boards and local authorities need to be aware that current service provision for adults with autistic spectrum disorder in Scotland is patchy and that learning disability or mental health services cannot always meet their needs.

The review’s conclusion states that its findings that there does not appear to be excessive demands being placed on speech and language therapy learning disability services contradicts the findings in The Same As You? which suggested that adults with learning disabilities (including autistic spectrum disorders) found it difficult to access speech and language therapy.  The NAS believes a review into the service needs of adults with autistic spectrum disorders will provide answers as to why there is an apparent low demand for speech and language therapy services.

In relation to the recommendations made in the review for adult services, the NAS supports the recommendation that the communication needs of adults with learning disabilities and/or autistic spectrum disorders are taken into account in Partnership in Practice agreements.  However, having looked at all the PiP agreements, the NAS has found that while a few agreements are actively addressing the need to expand the range of services available for children and adults with autism, some are not.  Also, many agreements appear to have very little input from health boards.  Unless more effort and consideration is given to services for people with autistic spectrum disorders by local authorities and health in the PiPs, the NAS has reservations about this recommendation being fully implemented in a meaningful way.

Along with this recommendation, the review calls for local databases of people with learning disabilities to include information about the communication needs of adults with learning disabilities and/or autistic spectrum disorders.  The NAS welcomes this, but would like to see local databases collect information in such a way that information about people with autistic spectrum disorders can be extrapolated and interrogated as a separate category.  We believe it is important that people with autistic spectrum disorders are not ‘lost’ in such a database.

In addition, the NAS welcomes the recommendation that accessible information should be provided to adults with learning disabilities and/or autistic spectrum disorders and their families.  Often parents of adults with autistic spectrum disorders are passed from one person to another when trying to access services and support.

Conclusion

The NAS welcomes the Scottish Executive review into therapy services and broadly welcomes the recommendations made.  We believe the Executive is right to look at the supply, organisation, management and funding of therapy services, but believes the Executive should commission a review into the demand for services.  The review raises a lot of questions which the review cannot answer because of its remit.  In particular, the NAS is concerned about the apparent lack of need for speech and language therapy services by adults with autistic spectrum disorders and without a learning disability.  The NAS would like to see the Executive launch a national strategy for adults with autistic spectrum disorders as services for these adults are severely lacking.
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