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Fair for all personal to you

Response from the National Autistic Society

The National Autistic Society (NAS) is the leading charity for people with autism spectrum disorders in the UK. It has a membership of over 12,000, a network of 60 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 autism spectrum disorders in the UK. The NAS welcomes the opportunity to comment on Fair for All, Personal to You. Of the consultation themes, the NAS response will mainly cover children’s health, primary care, planned care, mental health and people with continuing, long term conditions.

What choices do patients/users/carers want?

Choice will become part of the everyday experience of the NHS and social care for all patients and users.  It will mean empowered patients and users, fully engaged in shared decision making.  Services and staff that are truly responsive to individual needs and wishes.  It will mean greater public engagement in sustainable decision making about the services they want.  It is about creating a flexible NHS and social care system that is fair to all and personal to you.

Many families affected by autistic spectrum disorders are forced to search for a diagnosis in the first instance, sometimes outside their local authority.  The paper contains a paragraph headed Willingness to travel:

The BMA survey of public opinion conducted by MORI in June 2002 asked how far people would be prepared to travel for treatment if they faced a long wait on the NHS and if the NHS would pay for their care.  More than a quarter (26%) said they would anywhere in the world.  Fifteen per cent said that they would be prepared to travel anywhere in Europe and 27 per cent would travel anywhere in the UK.  Only 7% said they would only be prepared to travel as far as their local hospital with another 21% prepared to travel to another hospital within 25 to 50 miles.   

Unfortunately this is sometimes a reality for parents of a child with autism or an adult seeking a diagnosis of an autistic spectrum disorder with many travelling around the UK to seek an appropriate diagnosis.  This may be tolerable if ongoing support was not needed but as autism is a lifelong condition people require appropriate local support that they use as and when required. Parents may need to seek the opinion of many different professionals; differences of opinion between professionals are rife due to poor levels of information and/or an unwillingness to read up on current thinking - even on diagnostic criteria and their meaning.

The idea of choice for a parent of a child with an autistic spectrum disorder (ASD) or an adult with an ASD is far removed from the present situation. In order for people with autistic spectrum disorders and their families to be able to choose then front line medical staff need to understand autistic spectrum disorders.  Patients/users/carers also want the choice of ongoing support after diagnosis from local Primary Care Trusts from professionals such as psychologists, psychiatrists, speech and language therapists and occupational therapists.

Patients/users/carers also want to have a two-way relationship with a healthcare professional who understands the needs and some of the associated difficulties a person with an ASD can have and how to overcome the difficulties rather than discard the person.

Patients/users/carers want to have the confidence that they will attend appointments sooner rather than later.  The health care professional will be a skilled professional in their own field, understand and have the knowledge to help, support and give sound practical advice to patients/users/carers.

The NAS constantly hears of adult psychiatrists who dismiss high functioning autism (HFA) and/or Asperger syndrome (AS) as a mythical disorder or are unable to offer any advice or support.  It is important to note that people with HFA or AS often need as much support as somebody with classic Kanner autism but because of their differing needs they are often ignored or dismissed.  

“(adult psychiatrist) is sorry that he cannot offer much in the way of constructive help at present, except to suggest that you might find the local Asperger’s support groups helpful.”
 

Again, the notion of choice for people with Asperger syndrome is remote when they constantly have to battle firstly for diagnosis and then appropriate ongoing support.  While the accessibility of local services must be improved, health authorities must also recognise the continuing need to fund specialist support services, which may need to be accessed by people from outside their locality.

What information and support would patient/users/carers need to exercise these choices?

To ensure effective diagnosis and ongoing support, the National Autism Plan for Children (NAPC)
 includes the following key actions after a diagnosis has been made:

· Appropriate intervention

· Immediate appointment of a key worker for the family

· Care plan developed with and for the family

· Care management for complex situations and ongoing needs

· Regular ASD specific training for all professionals working in assessment and provision of services

· Strategic planning and co-ordination of ASD services for local populations must be undertaken

Patients/users/carers would be able to receive advice from a multi-disciplinary team on a range of issues relating to autism such as mental health, behavioural problems, and sensory difficulties.  They would also be given information about local family or adult support groups and contact details of local and national helplines and information resources.

For healthcare interventions, people with autism may want the choice to 'observe' a procedure, where appropriate, or at least be talked through what is likely to happen beforehand and during the process, in clear non-figurative language. It may be necessary for this information to be conveyed using pictures and symbols. Parents, carers and people with ASD need clear and accurate information on the effects of various treatments and interventions based on sound scientific criteria.

Funding should be developed at schemes to promote both self-advocacy and citizen advocacy for people with autism. NAS research suggested that advocacy organisations lack the skills and expertise to support people with autism to exercise their right to make choices.

What changes in the system, or how people work, or communicate would be needed to create these choices and make health and social care more responsive?

To improve the quality of the evidence base for autism, the Government should commission scientific, impartial, sensitive research to inform policy and resource allocation. Autism specialists with appropriate qualifications and experience should be recruited to central and local government departments to ensure read-across between researchers and decision-makers.

In order to improve the choice of patients/users/carers of people with an ASD then there needs to be a clear referral process initially for diagnosis.  An NAS report
 in 2003 ascertained that 41% of GPs were not aware of sources of local support and information, 13% stated that they would not know how and where to refer a patient with a suspected autistic spectrum disorder and 33% felt that the diagnostic process was likely to take over a year to complete (only 26% felt that a final diagnosis of an ASD was likely to be forthcoming within 6 months).

The NAS offered the following recommendations to aid GPs in their referral process which will also help to offer a choice to patients/users/carers with an ASD.

· Department of Health to sponsor guidance for GPs and other primary care professionals in working with people with autistic spectrum disorders, based on the Once a Day model for learning disability

· Royal College of General Practitioners to ensure that autism awareness training becomes a mandatory part of GP continuing professional development

· Autism awareness training to be integrated into the curriculum for medical students

· Primary Care Trusts to ensure that all primary care professionals are trained in autism and understand the role they are expected to play in the diagnostic process

· Primary Care Trusts to develop better mechanisms for informing GPs of local referral pathways for autism

· Primary Care Trusts to provide information on family support services and other services in each GP’s locality, so GPs can pass this information on to families on their lists

The All Party Parliamentary Group on Autism (APPGA) Manifesto has 4 general principles, which aim for patients/users/carers to have a choice in treatment and support. The first of these is training:

There will be a statutory requirement that all professionals or auxiliary staff working with people with autism will have received awareness and job specific training in autism prior to commencing their employment.  All professionals working in the health, social care, education and criminal justice sectors will receive autism awareness and job specific training in autism as part of their continuing professional development.

The manifesto also contains 10 specific objectives including medical care and interventions, diagnosis and family support, mental health and early intervention

Medical care and interventions
The physiological symptoms often associated with autism, for example sleep disorders, sensory dysfunction or gastrointestinal disorders, will be widely recognised and people with autism will receive medical care and interventions appropriate to their needs from professionals trained in an understanding of autism.

Early intervention

All children receiving a diagnosis of an autistic spectrum disorder will be offered a prompt an early intervention programme based on best available evidence.

Diagnosis and family support

Autism specific multi-agency diagnostic and assessment teams will be established in every local area, able to provide accurate and sensitive information on autism to families.  That will be a clear target that all children with autism will be diagnosed by the age of five, with no more than six months between the time a parent first contacts a health professional to express concern and a confirmed diagnosis.  Support and training services will be available for all carers, siblings and families immediately following diagnosis.

The NAS has its own centre for centre for social and communication disorders – Elliot House.  It was the first centre in the country to provide a complete diagnostic, assessment and advice service for children, adolescents and adults with social and communication disorders throughout the UK.  In addition to diagnosis and assessment the staff run training courses for professionals in the use of the Diagnostic Interview for Social and Communication Disorders (DISCO) for diagnosis and assessment. Part of this course offers an introduction to the complexities of diagnosis of autistic spectrum disorders.   

Mental Health

A named member of each community mental health team with expertise in autism will be assigned the responsibility for meeting the mental health needs of children and adults with autism.  People with autism will become automatically eligible for preventative mental health services after diagnosis, tailored to their needs and developed using an autism-sensitive person-centred planning process.  Training in autism for mental health professionals will include awareness of the non-psychotic nature of autism and of the contribution of sensory problems to difficulties in processing.

Parents have also flagged up the importance of  early screening to detect possible dental problems in patients with autism. Another point made in our internal consultation process was that entitlement should reflect the efficacy of interventions and should be based on need rather than the ability to pay, or because pressure is unduly applied in support of a particular popular approach.

Finally, the Government should ensure that legislation on mental incapacity is introduced into Parliament at the earliest available opportunity, to put in law a right for people with autism to make their own choices or to appoint a deputy to choose for them.

How could these choices be made fair for all?

Information should be available in a wide variety of formats (eg CD Rom or accessible version) and different languages.  The NAS has family support groups for some minority ethnic groups including a Somalian family group and Asian parents support group (both in Manchester) but the NAS’ scope is limited.

As autism is a communication disorder it is often difficult for an adult with an ASD to tell people about their needs or problems they encounter.  It can also be testing when a person with an ASD is trying to take in a lot of information without support or when the person giving the information is not aware of the difficulties posed with communication and interaction for a person with ASD.

In order to alleviate some of these problems it can often be beneficial for a person to have an advocate who would be able to support the person with an ASD when processing information, communicating their needs or simply explaining complex situations.

For further information, please contact:

Steve Broach

Head of Policy and Campaigns

Sbroach@nas.org.uk
020 7903 3565

� Extract of a letter from an adult Mental Health Team to an adult with Asperger syndrome


� National Autism Plan for Children NIASA published by the NAS 2003


� GPs on autism NAS 2003


� M. Lindsey & O. Russell, Once a day one or more people with learning disabilities are likely to be in contact with your primary care team: how can you help them?  NHS Executive 1999





�PAGE \# "'Page: '#'�'"  ��





	
	Chairman: Tony Kay

President: Jane Asher

Chief Executive: Vernon Beauchamp
The National Autistic Society is a company limited by guarantee

Registered in England No. 1205298

Registered Office: 393 City Road London EC1V 1NG

Registered as a Charity. No. 269425


1

