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Revised draft NHS Quality Improvement Scotland Learning Disability Quality Indicators Consultation

Response from The National Autistic Society

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 11 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 affiliated 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 the revised draft NHS Quality Improvement Scotland Learning Disability Quality Indicators consultation.  The NAS has concerns that this draft document fails to emphasise that autistic spectrum disorders are included within the scope of the document.  The title of the document itself suggests that autism is not included, while the introduction does not mention autistic spectrum disorders either.  The introduction does, however, refer to recent policy developments such as The Same As You
 which includes autistic spectrum disorders in its remit.  The only explicit mention of autism is in the brief section entitled ‘Services for people with autistic spectrum disorders’ on page 22 of a 35 page document.

Autistic spectrum disorder is not a learning disability, although some people with autism may have an accompanying learning disability.  This means that health services for people with learning disabilities may not be appropriate in meeting the needs of children and adults with autistic spectrum disorders.  If the quality indicators in this document are intended to apply equally to people with learning disabilities and people with autistic spectrum disorders, then the NAS would like to see this explicitly mentioned throughout the document, and especially in the title and introduction to the document.

Terminology

The consultation uses the term ‘Quality Indicator’ and asks if this should be changed to ‘standard’ instead?  A parent has commented that the title of the document itself and the use of the term ‘quality indicator’ discourages many people from reading and commenting on the document as it is not user-friendly.  The NAS believes the term ‘standard’ is a more user-friendly term which the general public would be more familiar with.  A ‘standard’ implies a level of service that should be provided as a minimum whereas the term ‘quality indicator’ is more associated with corporate-speak.

Scope

The Quality Indicators cover a range of services for children and adults and it is proposed that services for children with learning disabilities are included, pending the development of children’s standards more generally.  The NAS welcomes this approach because it ensures that services for children will be covered by standards until separate standards have been drawn up.  Moreover, the NAS hopes that services for children with autistic spectrum disorders will be explicitly included in the development of children’s standards generally.

Review Format

The consultation for this draft document wants to know if specific quality indicators could be used to carry out a national review/thematic review of particular areas.  The NAS believes that there should be a review of services for children with autistic spectrum disorders and a review of services for adults with autistic spectrum disorders.  A review of services for adults is especially urgent as NAS reports published over the last few years provide evidence that there is a lack of services available for adults.
  For example, the NAS has found that adults with Asperger Syndrome receive either mental health or learning disability services, but there is often a lack of clarity over who has responsibility between these services within social work or between social work and health.
  

Furthermore, the Scottish Executive’s review of speech and language therapy services for adults with autistic spectrum disorders found that there is a lack of therapy services for adults with autism who do not have an accompanying learning disability.  The review states that ‘there are indications that services for the last client group [adults with autistic spectrum disorders and without a learning disability] are poorly defined and there are gaps in service provision’.
  The NAS believes that there should be a national strategy for adults with autistic spectrum disorders to best meet their needs.

Quality Indicator 1: Involvement of children and adults with learning disabilities and their family carer through representation and advocacy

The NAS welcomes this indicator, but would like to see ‘autistic spectrum disorders’ specifically mentioned in this indicator as well as learning disabilities.  The NAS fully supports the involvement of children and adults with autistic spectrum disorders and their families in the planning and delivery of services.  Notwithstanding this though, a recent report by the NAS found that appropriate advocacy services for people with autistic spectrum disorders in Scotland is severely lacking.  Only 11% of carers stated that the adult with autism that they care for had ever used an independent advocacy service.
  Fifty-four percent of carers said that they were unaware of an independent advocacy organisation in their area that the person they care for could access.

The Same As You? recognised the importance of independent advocacy organisations and recommended that the Scottish Executive should commission and encourage the development of local independent advocacy services.  The NAS believes that the implementation of this recommendation will help make this indicator a reality.

Quality Indicator 2: Promoting inclusion and well-being

In terms of health staff being trained in disability awareness/equality training, the NAS would like to see all health staff trained in autism awareness.  The NAS was funded by the Scottish Executive to carry out a 3-year basic autism awareness project for social work staff in Scotland.  The NAS trained almost 4,000 social work staff in 31 local authorities.  Nevertheless, this represents only 4% of the total social service workforce in Scotland.  Consequently, autism awareness training should be provided to all professionals, including all health service staff in Scotland and, crucially, the training should be on-going rather than a time-limited project.

The PHIS report states that ‘awareness training is vital for the wide range of professionals, carers and specialists who come into contact with people with ASD (adults and children) to ensure appropriate practice and in order to gain parents’ and carers’ confidence in services.

The National Autism Plan for Children (NAP-C) goes further and prescribes 3 levels of training that professionals should undergo depending on how much involvement they will have in working with people with autistic spectrum disorders.
  The levels are:

1. basic autism awareness training for all community based staff

2. training in specific skills which will be needed by professionals involved in the diagnostic assessment of autism spectrum disorders
3. training in specific skills and enhanced understanding for all professionals involved at the intervention stage and for those delivering education and support
In order to ensure that the needs of children and adults with autistic spectrum disorders are best met in Scotland’s health services, all staff should be trained in autism awareness, especially as the needs of people with learning disabilities will not always be the same as the needs of people with autism.

Quality Indicator 3: Meeting general health care needs

The NAS welcomes indicator 3.1 which states that ‘children and adults accessing health services have an up-to-date multidisciplinary plan’.  The PHIS report and NAP-C both advocate multidisciplinary assessments and care plans for people with autistic spectrum disorders.  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’.
  Some people with autism have sensory sensitivity, some have high IQ levels, while others may have an accompanying learning disability or other medical problems such as epilepsy or sensory impairments.  Consequently, a multidisciplinary team of professionals should be involved in the identification, assessment and diagnosis of autistic spectrum disorders and in the development of appropriate care plans/interventions.

Moreover, health professionals should be skilled in their own field as well as having knowledge of autism.  Only by having this combination will professionals be able to effectively treat the medical condition in a way that is appropriate to the needs of someone with an autistic spectrum disorder.  This is why autism awareness training is so vital for health professionals.

The NAS welcomes the indicator stating that single shared assessments should be in place.  This will help put an end to the situation whereby parents of children with autistic spectrum disorders and adults with autism have to provide the same information time after time when referred to different professionals.  Services should be user-centric and not provider-centric.   

This indicator also states that clinical guidelines for specific illnesses should be followed e.g. SIGN guidelines (Scottish Intercollegiate Guidelines Network).  The NAS fully endorses PHIS recommendation 3 which calls for SIGN to develop guidelines for the diagnosis and management of autistic spectrum disorders.  The NAS is aware that a proposal was put forward to SIGN in November 2002 but was unsuccessful.  A new proposal has been put forward this year and the SIGN Council will be discussing it imminently.  If successful, the NAS hopes health professionals in Scotland will follow the SIGN guidelines and help ensure the needs of people with autistic spectrum disorders are appropriately met.

Quality Indicator 4: Meeting complex health care needs

There is a section under this indicator looking at transitions, stressing the importance of continuity in health care through the age related transitions in services.  The NAS fully supports this and looks forward to seeing appropriate transitions planning for people with autistic spectrum disorders being implemented.

Managing transitions correctly is extremely important for people with autistic spectrum disorders as some find it hard coping with unexpected change.  Some experience difficulties with transitions from children’s services to adult services because of a lack of planning.  There is often a lack of appropriate adult services for people with autistic spectrum disorders to access.  An NAS report found that only 16% of adults with autistic spectrum disorders had their needs met in full during transitions.

While the NAS is pleased to see a section in this draft document relating to people with autistic spectrum disorders, we would like to see more explicit references to autistic spectrum disorders throughout the whole document, including the title and the introduction.  The first explicit mention of autistic spectrum disorders is on page 22 of a 35 page document.  This might suggest that the quality indicators relate to people with learning disabilities only and we are concerned that this might result in health services ignoring the needs of children and adults with autistic spectrum disorders when trying to meet the standards expected of them.

The NAS welcomes the references made to The Same As You? White Paper and NAP-C in quality indicator 4.11 which states ‘the assessment and treatment needs of people with ASD are met in accordance with national guidelines’.  The NAS believes that NAP-C is an important document which provides guidelines and timeframes for the identification, diagnosis, assessment and interventions for people with autistic spectrum disorders.  We would very much like to see NAP-C endorsed as a national guideline in Scotland, but there appears to be some confusion as to how NHS Quality Improvement Scotland perceives the role of NAP-C and how the Scottish Executive perceives the role of NAP-C.  The Scottish Executive ASD Reference Group (set up following the publication of the PHIS report) will be discussing the role of NAP-C in Scottish policy on autistic spectrum disorders in early November 2003.

The NAS welcomes the quality indicators for autistic spectrum disorders which includes the identification of a lead person/autism co-ordinator for children and adults to co-ordinate and support access to services; early diagnostic services should be available locally; and training programmes should be in place for health staff, education and social care staff.  These quality indicators are all in line with principles expressed in the PHIS report and NAP-C.  

The NAS does, however, have concerns with the final indicator in the brief section on autistic spectrum disorders which states that ‘there is a system in place to consider the relevance of national standards/guidance relevant to the needs of children and adults with learning disabilities’.  The same national standards for people with learning disabilities and for people with autistic spectrum disorders may be appropriate on specific areas, but autistic spectrum disorder is not a learning disability therefore separate standards would be more appropriate.  The NAS would like to see this indicator changed to replace the words ‘learning disabilities’ with ‘autistic spectrum disorders’.

Quality Indicator 5: In-patient services – daily life

This indicator covers the environment in health services such as accommodation, heating, lighting, furniture and equipment.  For people with autistic spectrum disorders, some are affected by sensory sensitivity to sound, light, touch, taste and smell.  Consequently, health services should be aware that the small confined spaces, strip lighting, certain smells and background noise can cause extreme discomfort, upset and anxiety to someone with sensory sensitivity.

Quality Indicator 6: Planning services and partnership working

This indicator refers to NHS Board plans being used to inform PiPs.  Partnership in Practice agreements are documents that all local authorities, in conjunction with their local NHS board, are required to publish under The Same As You?  All plans must include service planning for people with autistic spectrum disorders.  Having looked at all the PiPs in Scotland, the NAS has found that some have made concerted efforts to consider the needs of people with autistic spectrum disorders in service planning e.g. Midlothian, Perth and Kinross and East Renfrewshire.  Sadly, many other PiPs have given little thought to services for people with autistic spectrum disorders and the NAS believes that PiPs need to be monitored and enforced more effectively in order for them to make a difference.

Conclusion

The NAS welcomes these draft quality indicators and hopes that they will help improve the quality of services that people with autistic spectrum disorders should expect from their health services.  Nevertheless, the NAS has concerns that this draft document fails to emphasise that autistic spectrum disorders are included within the scope of the document.

Autistic spectrum disorder is not a learning disability, although some people with autism may have an accompanying learning disability.  If the quality indicators in this document are intended to apply equally to people with learning disabilities and people with autistic spectrum disorders, then the NAS would like to see this explicitly mentioned throughout the document.
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