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Every Child Matters Green Paper

A 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 spectrum disorders 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 the Every Child Matters Green Paper.

Autistic spectrum disorders (ASD) are a group of lifelong developmental disabilities that affect 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’.
 A recognised prevalence rate for ASD of 1 in 110, indicates that all services should expect to come into contact with young people on the spectrum. Moreover, in a recent survey by the NAS primary school teachers reported a prevalence rate of 1 in 86 pupils in school.

The NAS welcomes the themes that underpin the Green Paper, including multi-agency working, early intervention, accountability and the integration of services for children. The proposals outlined in the Green Paper are particularly relevant to children and young people with ASD, as they are in contact with a range of different professionals and agencies, undergo numerous assessments, and experience a range of difficulties in identifying and accessing appropriate services.

The NAS welcomes the focus on outcomes for children in the opening chapter of the Green Paper. The proposals outlined in following chapters should be evaluated in terms of whether or not they will help children and young people to meet these key outcomes. Therefore it is important to establish what these outcomes mean for children and young people with autism spectrum disorders, and identify how they can be achieved. 

The key outcomes for children with autism spectrum disorders are as follows. Many of these outcomes are informed by the Manifesto of the All Party Parliamentary Group for Autism.

Being healthy 

· Access to CAMHS services that are tailored to the individual’s needs and developed using an autism-sensitive person-centred planning process.

· Access to specialist and mainstream play, sport and leisure opportunities

· Increased access to respite services for all families of children with ASD for good mental health

· The physiological symptoms often associated with autism (e.g. sleep disorders, sensory dysfunction or gastrointestinal disorders) to be widely recognised and people with autism to receive medical care and interventions appropriate to their needs 

· Autism-specific multi agency diagnostic and assessment teams to be established in every local area, able to provide accurate and sensitive information on autism to families.

· Support and training services to be available for all carers, siblings and families immediately following diagnosis

Staying safe 

· All children to be protected from bullying, and all anti-bullying strategies to reflect their needs

· Crimes against children with disabilities to be classified as hate crimes

· Increased vulnerability to abuse and crime to be recognised

· Access to appropriate life skills and safety training, including social skills training

· Access to safe transport

· Access to appropriate housing – recognition families may require adaptations to the home 

Enjoying and achieving 

· Access to appropriate play and leisure services that promote social inclusion and, where appropriate, involve family members and friends

· All children to be offered a prompt and appropriate early intervention programme following diagnosis. 

· Access to speech and language therapy

· A choice of education opportunities to be available for a child including autism-specific educational provision, mainstream school with ASD specific tailored support, special school with expertise in ASD, a recognised home-based educational programme, or a combination of these. 

· Schools to include disability equality issues in PSHE 

· Pupils with ASD to be included in all aspects of school life on an equal basis

· Pupils with ASD not to be excluded from schools (on a temporary or permanent basis) due to behaviours related to their condition, or an inability of the school to meet special needs

· Improved transition planning

· Support for those wishing to access further or higher education

In order to achieve these outcomes the following processes need to be in place:

· Training for leisure staff in autism awareness

· Autism awareness training for all teachers, assistants and specialist professionals as part of the accessibility planning duty (SEN and Disability Act 2001)

· LEA staff to receive training in writing SEN statements, SEN law and the SEN process

· The Qualifications and Curriculum Authority to produce guidance in presenting the curriculum to children with ASD

· Appropriate support for those ASD children in all exams so that their achievements accurately reflect their potential 

Making a positive contribution 

· Access to social skills training 

· Supported employment schemes for young people with ASD 

· Access to public transport or Disabled Person’s Parking badges to reduce social isolation

· Increased public awareness of ASD, to reduce barriers to community participation

In order to achieve these outcomes the following processes need to be in place:

· Autism awareness training for Youth Offending Teams, lawyers and judges to facilitate appropriate interventions that reduce offending 

· Consultation and participatory activities with children and young people to include those with ASD

· Effective communication between professionals and children with ASD

· Access to independent advocacy services for children and their families

· Behaviour caused by a person’s autism is not to be penalised or criminalized as anti-social behaviour

Economic well being 

· Parents/carers of children with ASD have access to suitable childcare and respite options to enable them to return to work if they wish

· People with ASD to be eligible for all appropriate disability benefits including those pertaining to mobility, personal care, housing support and independent living

· Information on the range of benefits and entitlements to be available at the point of diagnosis

· Supported employment schemes for young people with ASD

· Clear information to be available for carer’s and young people with ASD regarding their entitlements and access to financial support

· Carer’s allowance to be calculated as an amount for each person cared for rather than per carer

The NAS believe that progress towards these objectives would be significantly accelerated if training on autistic spectrum disorders was included in the common core training for people working with children that is outlined in chapter six.

The NAS are disappointed that disability is not explicitly identified in the list of key factors that shape children’s outcomes (1.10). For autistic children their autism is the single most influential factor shaping their potential outcomes. If Every Child Matters is about all children, it needs to acknowledge disability at the outset. 

The NAS feel that the proposals in the Green Paper need to be pulled together with the National Service Framework for Children, the SEN action Programme, the Early Support Pilot Programme and the evidence from the Audit Commission to develop a holistic national strategy for disabled children’s services. This would provide clarity for professionals, service providers, families and young people. 

The following response will pick out key proposals and themes that are relevant to young people with ASD, rather than reply directly to the consultation questions.

Chapter 2 – Strong Foundations

Child poverty (2.1)

In a recent survey by the NAS, 70% of carers of children with ASD said they were prevented from returning to work due to a lack of appropriate care facilities. Furthermore, only 15% had actually received any support from social services in their caring role.
 The NAS recommends increased investment in appropriate day care facilities for children with autism, and that information on carers’ entitlements be provided following diagnosis. Carer’s Allowance should be calculated as an amount for each person cared for, rather than as a single amount for each carer, to better support carers of two or more people with ASD.

Ensuring children have a Sure Start (2.4)
The NAS welcomes the Green Paper’s focus on early intervention and the explicit application of this principle to children with disabilities. There is a body of evidence to support the importance of early identification and intervention for children with ASD. This is endorsed by the National Autism Plan for Children (NAP-C), which provides guidelines to address access to early interventions for young children with ASD.

Sure Start Children Centres offering integrated services are welcomed. The NAS recognises the constraints on the provision of specialist services for children with ASD for small locally based centres. However, centres need to be planned on an inclusive basis and staff will need to have an awareness of autism in order to signpost families effectively. Appropriate childcare facilities for children with ASD are severely lacking as discussed above.

Whilst the NAS recognises the potential to build on the success of Sure Start, it should be noted that families of an autistic child living in more affluent areas are also at risk of social exclusion. It is therefore important that support services are not delivered on the assumption that social exclusion is exclusively linked to financial poverty.

As partners in the Early Support Pilot Programme the NAS welcomes this initiative and would like to see the programme rolled out nationwide, subject to a full evaluation.

Improving school attendance and behaviour (2.12)

Measures to improve school attendance and behaviour need to take into account the nature of an autistic child’s condition, his/her special needs and how well these needs are being met by the school.  

An NAS survey found that 21% of children with autism have been excluded from school at some time, the most common reason given being that the school was unable to cope with the child.
 It is unacceptable to take punitive steps against a child with an autism spectrum disorder because a school has failed to put in appropriate measures to support them. This also applies to truanting, since a pupil with autism or Aspergers syndrome may fail to attend school due to bullying or extreme anxiety.

Where parenting contracts/orders are employed in relation to truancy and exclusions, it is implied that this is the sole responsibility of the pupil and their parents. It does not take into account the school or LEA’s responsibility to ensure that there is a coherent behaviour policy, good classroom management, support for pupils from properly trained staff, anti-bullying strategies and numerous other systems that should be in place. 

Although it may be entirely appropriate to issue parenting contracts/orders in order to improve the behaviour of some pupils, this may well be discriminatory for pupils with autism spectrum disorders. It will not always be appropriate to attempt to “improve” unusual or “anti-social” behaviour if this does not cause harm. Pupils with ASD have a social and communication disorder and therefore it would be unfair to expect their behaviours to always be socially appropriate, especially if school staff have little training in understanding autism or there is not enough support provided. The NAS believe that such training constitutes a reasonable adjustment under the Disability Discrimination Act.

Whilst improvements in the provision for excluded children is important, and likely to benefit children with ASD, it is important that this is not used as an alternative to schools meeting their responsibilities under the SEN and Disability Act 2001. Exclusion of children with ASD from schools is often temporary or informal based on a school’s ability to ‘cope’. These students are in danger of falling between school provision and provision for those permanently excluded. Children who are home educated by parental choice should not be confused with those who are outside full time education. Many parents of children with ASD find that home education is the best option for their child.

Special educational needs (2.15)

The NAS value the Government’s efforts to improve to SEN law, such as the extension of the Disability Discrimination Act to education. We look forward to the publication of the SEN Action Programme, and call for the development of a national strategy for disabled children to link this programme together with the Green Paper, Children’s NSF and the Early Support Pilot Programme.  

Education and training in the teenage years (2.128)

The NAS is pleased that the Green Paper recognises the importance of transition to adult life for young people with disabilities. We are concerned that the restructuring of children’s services proposed in chapter five of the Green Paper could have a negative impact on the continuity of services for people with autism, by establishing an organisational divide between child and adult services in fields such as housing, leisure and mental health. Evaluation of Children’s Trusts should therefore include assessment of transition from child to adult services. The Green Paper notes that steps will be taken to provide support in transition stage through the Children’s NSF, the SEN Action Programme and the work of Connexions. The NAS recommends the development of single national guidance on transition to pull together and build on the work of different agencies on transition. 

Integrating services through extended schools (2.20)

This proposal has the potential to improve partnerships between schools, parents and services. However, if services are to be located around schools then strategies need to be in place to ensure that children outside mainstream education are not disadvantaged. This includes children who are home educated, pupils in special schools and those who have been excluded from mainstream education. Children with ASD are more likely to be both outside mainstream education and more likely to need to access the services located in extended schools, than their neuro-typical peers.

It is important for mainstream and special schools to be involved in these developments. A role for independent schools as part of the cluster should also be considered. NAS schools could make a positive contribution to a cluster providing specialist knowledge and services, and their independent status should not prevent this from happening. Moreover, independent school students need to be able to access services based at extended schools, rather than be cut off from these services when they re-locate.

Services located at schools must keep to normal working hours and be open during school holidays when they may be needed most. For those children not based at the extended school, transport may act as a barrier. Young people with ASD often have difficulty accessing public transport and difficulty in accessing a disabled person’s parking badge, so transport is a key concern. The draft School Transport Bill needs to acknowledge the difficulties that children with ASD, and their carers, may experience in using public or school transport in order to ensure that access to services located at extended schools is not compromised further.

Children need to be given choice in how they access services, as some may feel that receiving support from different agencies in a school setting singles them out from their peers. 

Increasing access to primary health case and specialist health services (2.22)

The NAS expect the Children’s National Services Framework to inform partnerships in health and social care. The NAS would like to see autism awareness training in place for all health professionals, and this could usefully be provided through the common core training outlined in chapter six. A clearly identified lead in each PCT on autism would be able to advise colleagues and co-ordinate responses.  

Specialist health services (2.25)

Motivation to communicate is impaired in children with autism, and speech and language therapists are often the first professionals to become involved.
 Large waiting lists for speech and language therapy mean that opportunities for early intervention are lost and children are at risk of developing behavioural difficulties, deteriorating social relationships, and failure to access the curriculum and their learning potential. 

The NAS has particular concerns about access to training and the adverse impact of high caseloads on both retention and recruitment. The NAS is concerned that the vital 0 to 4 year old age group is not attracting more newly qualified therapists, as it tends to have the largest caseloads. A preference to work with adult patients was demonstrated by 90% of the 2001 graduate cohort from University of Wales Institute, Cardiff (the only provider of initial training in Wales). A shortage of clinical placements restricts training opportunities and the NAS would like to see therapists encouraged to take on student placements, by taking student support into account when negotiating caseloads, and rewarding provision. 

The shortage of Educational Psychologists is not mentioned in the Green Paper, and the NAS is aware that many parents are currently forced to pay for independent experts as the waiting lists are so long. Similar concerns exist regarding occupational therapy. 

Mental health services (2.28)

The NAS welcomes the recognition that young people with autism spectrum disorders are not adequately served by CAMHS at present. The Manifesto of the All Party Parliamentary Group on Autism (APPGA) sets out the following objectives in relation to mental health provision for people with autism:

· A named member of each community mental health team to take responsibility for meeting the mental health needs of children and adults with autism.

· People with autism to 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  - including awareness of the non-psychotic nature of autism and of the contribution of sensory problems to difficulties in processing

Meeting mental health needs of children and young people with learning disabilities by the Northwest Children’s Taskforce sets out a framework for CAMHS to meet the needs of young people with learning disabilities. The guidance states, 

“CAMH Services should therefore ensure that input is available to children and adolescents with learning disabilities that relate to the nature of their learning disability and developmental problems such as autism as well as input for emotional and behavioural problems.”

Building strong and vibrant communities (2.38)

Many families of children with autism tell us that access to play and leisure opportunities are often seen to be an additional need, instead of a vital component in the lives of all people. Therefore, the NAS welcomes that the importance of play to the well being of all children and young people is acknowledged in the key outcomes outlined in chapter one. 

In a recent survey by the NAS fewer than half the respondents (49%) felt that there were appropriate play and leisure facilities in their local area for the person they care for to use. For young people aged 16-24, this figure fell to 43%.
 Significantly, only 58 % of respondents felt that the person they care for was able to access mainstream play and leisure facilities. Specialist services have an important role in providing facilities for those with the highest levels of need, and informing mainstream practice. The NAS call for short-term investment to expand the range of autism-specific play and leisure provision, with a longer term programme of support for mainstream providers.

The Green Paper states that the Government will ‘look to’ local authorities to have an effective system to identify and prioritise needs and signpost opportunities. The NAS feel that this is inadequate. Children with ASD are at risk of social isolation and their exclusion from play and leisure opportunities that others enjoy must not continue indefinitely. The NAS recommend that local authorities be required to map the quality and availability of play and leisure facilities for children with ASD, and to plan progressively to improve these services, working in partnership with voluntary organisations

Anti-social and offending behaviour (2.42)

A person with an ASD can sometimes display challenging as well as obsessive and ritualistic behaviours.  This could include stereotyped movements, poor awareness of personal space, repetition of strange sounds and words, lack of flexibility of thought or becoming very upset or angry because of changes in routine.  Unfortunately, these behaviours could be interpreted as being anti-social. 

The NAS is extremely concerned that the definition of anti-social behaviour outlined in the Anti-Social Behaviour Act is extremely general, open to interpretation and does not even require any negative consequences to have occurred:

“anti-social behaviour” means behaviour by a person which causes or is likely to cause harassment, alarm or distress to one or more other persons not of the same household as the person (italics – NAS emphasis)

Therefore behaviours displayed by people with autism spectrum disorders highlighted above could be interpreted as anti-social and criminal. For example, the NAS is aware that one child’s parents received an Anti-Social Behaviour Order (ASBO) because their son was trampolining in his own garden and making “strange” noises which “caused distress” to neighbours. 

The NAS acknowledge that it is not the Government’s intention to criminalise people with ASD, and recommend that the implementation of the Anti-Social Behaviour Act be monitored with regard to people with ASD. There currently no guidance on disability awareness available for those involved in the issuing of ASBOs and the NAS is concerned that without appropriate training, the police and other front line professionals will not be able to manage a situation involving an individual with autism appropriately. 

Ensuring children are safe (2.44)

It is important for schools to include autistic pupils in the development of anti-bullying policies. Bullying on grounds of disability needs to be dealt with in the same way as bullying in relation to sexism and racism. The DfES guidance Bullying: Don’t Suffer In Silence contradicts this principle and the NAS would like to see this rectified.
  Strategies to deal with incidents of bullying on the grounds of race, gender or sexual orientation are directed at changing the bully’s behaviour or initiating a whole school approach. Strategies include, putting in place effective recording systems; multi-agency working with police, youth services and others; being aware that even young children can understand the consequences of their actions. Strategies for bullying on the grounds of disability focus on helping the bullied pupil to deal with the bullying. Strategies include, teaching assertiveness and other social skills; role-playing in dealing with taunts; providing special resource rooms at playtimes and lunchtime. 

This contradiction sends out the message that bullying on the basis of race, gender and sexual orientation is unacceptable, but that bullying on the basis of disability is a problem that needs to be dealt with by the bullied child. 

People with learning disabilities are over-represented amongst victims of crime. Although research in this field is limited, naivety and a lack of social understanding are likely to increase the vulnerability of people with ASD to crime. Those who do come forward as victims or witnesses are often confused and distressed by the criminal justice system. 

Youth justice – the next steps, outlines a key role for Youth Offending Teams (YOTs). YOTs recommend interventions to court under the action plan order; make child behaviour contracts with young offenders; and can be assigned to a young defendant to ensure that he/she understand the court process. If they are to be successful in reducing re-offending, YOTs need to be aware of the behavioural implications of autism and be capable of devising appropriate interventions. The NAS recommends that YOTs receive autism awareness training; alternatively a regional expert officer role could be developed to advise as necessary. The NAS has responded separately to the companion document Youth justice – the next steps.
Chapter 3 – Supporting Parents and Carers

The NAS welcomes the focus on supporting parents and carers in Every Child Matters. Few disorders in children pose a greater threat to the psychosocial well being of family members than autism.
 Moreover, evidence suggests that parents of children with ASD benefit greatly from accessing parent support programmes.
 However, the NAS is concerned that emphasis on the link between poor parenting and poor outcomes may lead to parents being blamed for their child’s autistic behaviour. It must be noted that in the case of an autistic child, their autism is the key factor shaping outcomes.  Parents need to be supported in a way that empowers them, however the focus on parental responsibility for a child’s outcomes risks alienating parents. 

Universal parenting support (3.3)

By their nature universal services should be accessible to all parents/carers including those with children who have ASD. In practice, this group of families are often unable to access universal support services. Barriers include a lack of appropriate childcare, which makes it difficult for parents to attend workshops or groups, and lack of autism awareness amongst services providers. The NAS is aware that services for carers of children with autism vary from region to region, so it is important for universal services to be accessible nationwide.

The NAS provides an Autism Helpline that receives around 2000 calls every month from parents, and we support the proposal for a national helpline. The internet is another useful form of universal support, and online chat and message boards can be targeted to provide peer support for groups of parents.

Universal services need to be able to signpost parents to appropriate organisations to seek independent advice.

Specialist parenting support (3.4)

Specialist support is vital for carers of children with ASD. The NAS runs the Earlybird support programme for parents of young children and the help! programme for parents of older children who did not receive adequate support initially. An efficacy study of 119 families participating in the NAS Earlybird programme found parents became less stressed, developed their ability to communicate effectively with their children and perceived their children more positively. Parents on the 20-hour help programme felt that they had been understood and given the information that they needed to adequately support their children for the first time. 

Parents are a key resource of knowledge and experience, and it is important that the Green Paper’s emphasis on poor parenting does not deflect from the important role parents have to play in supporting others. Research has shown that families believe that the most useful advice comes from other parents who have a child with a disability, not a professional.
 The high demand for NAS volunteer befriending services and parent-to-parent support services, indicates that these kinds of support should be expanded.

Research shows that parental stress and the impact on family life of a child with ASD evolve over time. Key stressors during the early years include sleep and behaviour problems and securing critical services/entitlements. At adolescence key stressors include managing behaviour in public - impact on family recreation activities, worries about the future – transition planning and maintaining friend, family and marital relationships.
 Support services are needed to meet these key stressors, including advocacy, leisure, transition and specialist sleep/behaviour management services.

Parents need to be involved in all stages of the development of specialist support programmes. This should be by active participation wherever possible, as many parents feel cynical about consultations. In the north of England, the NAS has parents on multi-agency groups in all authorities looking at the development of services for people with autism. These parents identify good practice and feed in the concerns of parent support groups.  

Too often services are only put in place after a family has reached crisis point. If the Green Paper is going to address this, then more emphasis is needed on improving access to preventative support services. Recent research by the NAS shows that 60% of carers surveyed found it difficult to obtain support from social services. 

‘It took the virtual breakdown of my marriage last summer and my husband leaving the family home for them to do anything.’ (Parent of child with ASD)

In the same survey parents/carers stated that social skills training was the most needed service, followed by play and leisure services and respite/short break services.

Direct payments (3.7)

Direct payments are currently used very narrowly, and the NAS recognises the potential for expansion in both take up and use. We are aware of parents pooling direct payments to commission services that fit their children’s needs, such as social skills training. 

The NAS welcomes the principal of increasing choice and flexibility for parents and carers through the use of direct payments. However, there needs to be real choice for parents, and the assumption that enough provision naturally exists for parents to choose from is problematic. In many instances local authorities will be the only providers, and the NAS is concerned that local authorities could withdraw services on offering a direct payment, leaving an individual with no opportunities to spend their money. It is also important to note that families may be pushed to direct payments due to poor local services, as opposed to being attracted by the potential benefits. In this respect use of direct payments as a key performance indicator may see local authorities with poor services receive the highest rankings. The NAS would like to see monitoring of the reasons why people apply for direct payments and for this to be fed into the planning and commissioning of services. 

If direct payments are to be successful, local authorities will need funds specifically allocated which can be released on demand. Administration, advocacy and training costs will be incurred if the initiative is to be effective. As the replacement cost of a service is not necessarily the same as the cost of provision, local authorities may incur significant additional costs and face strategic choices in terms of service provision. If local authorities need to rely on ‘recycling’ money from existing services, the resulting erosion of services will make a mockery of the choice element.

Child protection and the dangers of poor parenting are broad themes of the Green Paper. However, direct payments acknowledge that parents are often most knowledgeable about their child’s needs and best placed to contract appropriate services. We welcome this, but feel that local authorities may need training to take adapt to this approach. Local authorities cannot make parents to use registered or cleared carers and are compelled to pay whoever the parent chooses to employ. This may go against their instincts and research carried out by Scope indicates that the willingness of social services to hand over control of resources to parents was often a key barrier to provision.
 Similarly, direct payments provide an excellent opportunity to help manage transition to independence, however overprotective parents or social workers may limit access. Social services would therefore benefit from training in ‘letting go’ and encouraging young people to take controlled risks.

Compulsory action with parents and families (3.12)

The NAS is concerned that the expansion of parenting orders and parenting contracts over emphasises the assumed link between poor parenting and poor outcomes. The legacy of blaming parents for their child’s condition is a not so distant, painful memory for many older parents of adolescents and adults with autism. The NAS is aware that whilst improved support for families is welcomed, parents resent measures that imply that they are the source of their child’s problems. Although it may be entirely appropriate to issue parenting contracts/orders in order to improve the behaviour of some pupils, this may well be discriminatory for pupils with autism spectrum disorders. Pupils with ASD have a social and communication disorder and therefore it would be unfair to expect their behaviours to always be socially appropriate.

Furthermore parents/carers of children with autism will need specialist help and may not find generic programmes as helpful. Therefore funding needs to be allocated to autism-specific programmes. The NAS is also concerned that parenting programmes are introduced at crisis point, it is important for families to be able to access these programmes as a preventative measure, should they wish to do so. 

Fostering (3.14)

Training for foster parents to support children with special needs is welcomed. Due to the low proportion of children with disabilities in foster care these children should be seen as a priority, and specialist training provided to enable foster parents to care for children with ASD. 

Short break services are a key part of family support and a major area of unmet need. Respite can take the form of youth clubs, play and befriending schemes as well as family based and residential short breaks. Breaks have positive impact on the physical and mental health of parents, marital relationships and the needs of siblings. They are a cost-effective form of support that can help prevent families reaching crisis point. 

Currently, over 90% of short break schemes have waiting lists, and a recent study found that children with ASD account for almost a third of the waiting lists for short break services.
 The same study found that 82% of service providers wanted more support and information about ASD, confirming their difficulty in providing for children with ‘challenging behaviour’. Similarly, parents rated an understanding of ASD as the most important criteria in their selection of services. 

Short break services should be recognised as central to supporting all families, and need to be resourced and developed appropriately. Voluntary sector provision is often restricted by short term funding contracts, and local authority provision is subject to resource tensions between health and social services departments. Therefore, an identified funding stream needs to be established for this vital form of support. The NAS would like to see statutory guidance on access and entitlement to short break services. 

Chapter 4 – Early intervention and Effective Protection

Improving information collection and sharing (4.1)

The information hub should include information such as how the child communicates and the child’s likes and dislikes, enabling professionals to work effectively with the child. Garth et al observe that patients with a disability tend to be ‘talked over’ to a third party, and their research shows that whilst there is a reliance on parents/carers for insights into their child’s experiences, the children surveyed were fully able to identify good and bad practice.

The NAS is aware of anecdotal evidence which shows that a family with a disabled child could be asked for their name, address and date of birth over 30 times by different professionals. We hope that the information hub, along with the common assessment framework, will reduce this problem. 

The NAS feels that parents and young people need to be able to access information kept on them in a safe way, this will help validate information.

Clear guidance for the thresholds for flagging up early warnings need to be developed. These should include risk to the physical, emotional and mental well being of a child, including factors such as bullying and social isolation. Detailed guidance should be provided on the use of flags, to overcome different professional practices and guidance. The Green Paper recognises that boundaries between professional cultures present a key obstacle to information sharing and joint working. The NAS recommend that the core training for professionals, proposed in chapter six, should include raising awareness of the value of joint working.

National standards are needed to guide the use and exchange of information in the information hub, as significant practical obstacles exist in a data system of this scale. The workload and training implications for staff expected to take responsibility for the upkeep and sharing of information need to be assessed.

Common assessment framework (4.13)

The NAS is pleased that the problem of multiple assessments is recognised, this has a significant impact on the lives of young people with autism. Evidence gathered for the Children’s National Service Framework shows that on average, a disabled child has 32 assessments by their 5th birthday. However, the NAS is not convinced that the North Lincolnshire Common Assessment model would provide the single detailed assessment that is required to significantly reduce assessments for children with ASD. The development of a common assessment framework needs to be genuinely inclusive. Children with ASD should be included in the development process, as they are subject to assessments from a range of agencies and a framework which met their complex needs would provide a solid basis for common assessment. 

The way the framework would fit in with the existing assessment system needs to be clarified in order to ensure this does not become just one more assessment for children to complete. The way that it fits in with the ESPP family service plan, SEN framework etc needs to be explored. 

Lead professional (4.18)

The lead professional and/or key worker roles have great potential to co-ordinate support for families. Families of children with ASD should be seen as a priority in relation to these proposals as they come into contact with a range of different agencies and professionals. However, the NAS feels that there is some confusion surrounding the role of lead professionals and the role of key workers as outlined in the Children’s NSF, in addition internal key workers within a school are also proposed. 

Key workers in disabled children’s services, for example need to act in an advisory and care coordination role this means that they need to have controlled caseloads. Lead professionals could be this, but it would require a significant expansion of the workforce or they could follow the Connexions personal adviser model and have tiers of contacts and caseloads ranging from intensive work with a few young people through to a caseload of 250 with a ‘watching brief’ approach. To put this in perspective evidence from SPRU at York tells us that less than a third of disabled children currently have access to a key worker and all disabled children are likely to meet the green paper criteria of being known to more than one specialist service. There is already a considerable amount of research and development concerning key workers and disabled children and any proposals need to build on this.   
It is important for professionals, and their managers, to be clear about the workload, resource and training implications of this role. Families also need to understand how a lead professional/key worker will be allocated and what they can expect from them. 

Co-location around schools, Sure Start Children’s Centres, and primary care (4.28)

The NAS welcomes the co-location of services and agrees that embedding targeted services within universal settings will enable frontline professionals, such as teachers to access specialist expertise and seek advice. The re-location of services in this way is likely to be a long-term development, and in the meantime it is important for agencies to meet regularly and form inter-professional relationships. The NAS is aware that the physical proximity of services does not necessarily impact on communication and joint working. 
Chapter 5 – Accountability and Integration

Local fragmentation fits with our experience of services and the barrier between education and social services is critical for children with ASD. However, links with health services are also important and the NAS feels that health professionals need to be engaged more effectively, as there is a sense amongst some health services that this Green Paper does not relate to them.

Whilst the NAS welcomes the role of Director of Children’s Services, we still feel that a named senior manager in every local authority should be responsible for the commissioning and delivery of services for both children and adults with autism. This objective is stated in the APPGA Manifesto and it would ensure that services for people with autism were fully co-ordinated, including the link between child and adult services. 

Children’s Trusts (5.16)

It is important for a full evaluation of the 35 pathfinder Trusts to be processed before this model is rolled out nationwide. Eight of these pathfinders focus specifically on the needs of children with disabilities, and lessons from these need to be applied to the development of all Children’s Trusts. Information on the pathfinders should be collated and widely disseminated. Parents and children should be involved in the evaluation and development process and this should be genuinely inclusive. The NAS is concerned that local authorities are not being given enough time to fully evaluate and implement the lessons from the pathfinders in their development of Children’s Trusts.  

Involving children in developing services (5.47)

The NAS welcomes the commitment to involve children in the development of services.

Standards need to be developed to guide this process and should set out principles of inclusive participation. This should include the principle that no one is excluded on the grounds of disability and that special support should be provided for those facing the greatest barriers to participation. Guidance should also be given as to how these principles can be applied, and this could include examples of good practice. Children on the autistic spectrum will experience some degree of difficulty with the participatory activities, therefore guidance is needed to inform decisions about what methods of consultation to use, how to support those with special needs and how to make information accessible.

The NAS welcome the development of national advocacy standards for children, and hope that these will provide a clear and consistent framework for children’s advocacy.

Chapter 6 – Workforce Reform

Skills, teamwork and flexibility (6.9)

The NAS welcomes proposals to support and facilitate multi-agency planning and delivery of services. In the field of autism spectrum disorders, the NAS has published and endorsed the National Autism Plan for Children (NAP-C), which advocates joint planning and multi-agency, joint-working.
Parents of children with ASD often gain valuable knowledge and expertise through their own experiences. Their potential contribution to children’s services should be acknowledged and any interest in working in this field supported. 

Support for volunteers in the form of pay and joint training and development with those in linked services is welcomed in recognition of their vital important contribution.

Common core training and continuing professional development (6.38)

The NAS fully endorses the proposed subjects for common core training. It is important for all people working with children on the autistic spectrum to receive training in parent support, managing transitions and listening to children. It is assumed that these topics will be taught on an inclusive basis, that is, applied to a range of contexts and children with different abilities and backgrounds. The component on ‘understanding the developmental nature of childhood’ is particularly welcome, and we would expect this to include training on pervasive developmental disabilities such as autistic spectrum disorders. The principle of bringing together different professionals for joint training will help forge relationships and increase understanding between different agencies.

The NAS information center received an average of 710 enquiries per month over the last year (November 2002 to October 2003) from professionals and students. This indicates the level of demand for information and training on autistic spectrum disorders that currently exists amongst professionals working with children. 

The National Autism Plan for Children (NAP-C) recommends three tiers of autism training:

· Joint multi-agency programmes of ASD awareness training on a continuous basis for all professionals working with children

· Regular ASD specific training for those providing assessment and diagnosis

· Training for those delivering interventions for children with ASD, this should include issues related to understanding ASD and not be limited to single intervention training

The NAS believe that the proposed common core training has the potential to deliver the first tier of autism training as outlined by NAP-C, and hopes that this important opportunity will not be lost. 

Health visitors, children’s nursing and midwifery (6.43)

The NAS recognise that health workers play an important role in supporting children and families in the early years, and are pleased to see this acknowledged in the Green Paper. Inter disciplinary working should also include workers in child development centres.

Child and Adolescent Mental Health Services (CAMHS) 

All professionals working with children ‘should be able to recognise and deal with normal developmental problems and know when to ask for assistance with more complex problems. To achieve this they need proper skills and training.’(6.45)

The NAS welcomes the commitment to a multi-agency strategy for mental health skill development within CAMHS and across all children’s agencies. Given the Green Paper’s acknowledgement of poor provision for children with ASD, their needs should be central to this strategy. 

Conclusion

The NAS believe that the proposals outlined in this Green Paper have the potential to contribute to the well being of young people on the autistic spectrum and the well being of their families. If this is to be achieved the NAS believe that it is essential for training on autistic spectrum disorders to be included in the common core training for people working with children that is outlined in chapter six.

The NAS feel that the proposals in the Green Paper need to be pulled together with the National Service Framework for Children, the SEN Action Programme, the Early Support Pilot Programme and the evidence from the Audit Commission to develop a holistic national strategy for disabled children’s services. This would provide clarity for professionals, service providers, families and young people. 

For further information, please contact:

Amanda Batten

Policy and Campaigns Officer - Children
National Autistic Society

393 City Road

London EC1V 1NG

020 7903 3557

abatten@nas.org.uk
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