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Integrated Strategy for the Early Years

Response from the NAS

The National Autistic Society Scotland is one of the leading charities for people with autism 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 autism spectrum disorders because it has offices in 3 nations of the United Kingdom with members across the whole of the UK. 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 autism spectrum disorders in the UK.

The NAS welcomes the agenda of the Integrated Strategy for the Early Years.  By bringing together existing strategies aimed at children and their families, there is greater potential to best meet the health, educational and social care needs of this group.  The NAS is supportive of strategies which advocate joint planning and multi-agency, joint-working.  In the field of autism spectrum disorders, the NAS has endorsed the National Autism Plan for Children (NAP-C) which provides guidelines addressing the identification, assessment, diagnosis and access to early interventions for young children with autism spectrum disorders
.  In order to make the Early Years Strategy a success for children with autism spectrum disorders, the outcomes identified in the consultation should reflect their needs.  This will involve autism awareness training for staff involved in the planning, auditing, delivery monitoring and evaluation of early years services.

Proposing a set of clear outcomes for local partners

Health

The first outcome outlined in the consultation is ‘to improve children’s health’.  This will be measured by indicators such as increasing the proportion of women breastfeeding, reducing infant mortality rates and reducing dental decay among 5 year olds.  These are health indicators which the NAS supports.  However, an additional indicator should be to improve assessment and diagnosis of disabilities and ill health.  

Autism spectrum disorders are defined by a triad of impairments, manifesting themselves through impairments in social interaction, social communication and imagination
.  As a lifelong developmental disability, autism affects how a person communicates and interacts with people around them.  Diagnosis of an autism spectrum disorder is often made relatively late: a NAS survey found that 40% of parents have had to wait 3 years or more for a diagnosis of their child
.  In many cases, diagnosis is only made after considerable struggle and perseverance by parents, during which time the child misses out on the crucial benefits of early intervention.  There are screening tools that have been developed such as CHAT (CHecklist for Autism in Toddlers) which can identify children at risk for an autism spectrum disorder at 18 months old.  Effort needs to be made to improve screening and diagnosis and this is something the NAS wants to see the Early Years Strategy take on board.

The Public Health Institute for Scotland’s publication, Autistic Spectrum Disorders: Needs Assessment Report, recommends that consideration of the triad of impairments should be part of all routine surveillance for infants in primary care
.  The significance of routine surveillance in identifying autism spectrum disorders in young children is borne out in NAP-C which recommends general developmental assessments (GDA) at regular intervals (at least ages 8-12 months, 2-3 years and 4-5 years) using a multi-agency and multi-disciplinary team.  Those suspected of having an autism spectrum disorder will be referred for further assessments where a final diagnosis can be made.  

Once a diagnosis has been made, then the appropriate interventions can occur e.g. speech and language therapy and social skills training.  This is echoed in one of the objectives in the All Party Parliamentary Group on Autism Manifesto that ‘[a]ll children receiving a diagnosis of an autism spectrum disorder will be offered a prompt and appropriate early intervention programme based on best available evidence’
. The foreword to the Early Years Strategy consultation states that the Executive’s vision for Scotland is giving ‘every child the best possible start in the very early years’.  Improving assessment and diagnosis will help give children with autism spectrum disorders a better start in life.

Social and Emotional Development

With regards to the proposed outcome of improving children’s social and emotional development to be measured by increasing the ‘proportion of children aged 5 years old with normal levels of personal, social and emotional development for their age’, the NAS believes that while this is a laudable outcome for the general child population, it is an unacceptable form of measurement for children with an autism spectrum disorder.  For children with autism spectrum disorders, the triad of impairments means that from the outset, their social, communication and imagination faculties are impaired.  Thus, even with appropriate levels of support, many of these children are inherently unable to meet ‘normal levels’ of development for their age.  It is therefore insensitive of the Executive to consider comparing the social and emotional development of children with autism to children with ‘normal levels’ of development.

This is not to say that we oppose this outcome, but rather we seek to be constructive and would strongly argue for flexibility in the Early Years Strategy.  We believe there should be alternative indicators drawn up to monitor the developmental progress of children with autism spectrum disorders, and additional resources identified.

The NAS notes the aim to ‘reduce referrals to the children’s hearings systems’ and asks that consideration be given to the additional support needs of children and young people affected by autism.  As a result of social and communication impairments, some children do not have the same understanding of social rules and norms of behaviour.  They can be socially naive.  This means that some children with autism spectrum disorders may be involved in acts of theft or vandalism, without any criminal intent or comprehension of the consequences of their actions.  Some parents of children with autism tell of examples of petty crime.  For example, one child who has an obsession with videos would break and enter neighbour’s homes to take videos without realising the implications of his actions.  Luckily for this child, the neighbours are understanding; others might not be.

A way of making the children’s hearings system autism-friendly would be to train Reporters to the children’s panel in autism awareness so that some referrals may not need to be put before a hearing.  For those referrals that do make it to a hearing, there should be training for members of hearings to better support children and young people with autism.

Often social skills training can help mitigate some of these behavioural traits.  A survey of NAS members in Scotland asked which service was important for the person with autism that they cared for.  Social skills training came top of the list, but when asked which services were actually being delivered to people with autism spectrum disorders, social skills training came fifth place
.  Clearly there is a need for social skills training, but unless there is an investment in providing such training, children with autism spectrum disorders will continue to be referred to the children’s hearings system.

Learning

The outcome ‘to improve children’s ability to learn’  is to be measured by increasing the proportion of pupils in P3 achieving or excelling Level A in reading, writing and mathematics; and to increase the educational attainment of the lowest 20% of the school population by reducing the number of pupils not attaining Level C by the end of P7.  Linked to our serious concerns with the proposed objectives for improving social and emotional development, the NAS believes this objective also penalises children with autism spectrum disorders in terms of educational attainment.

One in every 121 children in Scotland is said to have an autism spectrum disorder, and the number of children affected by autism spectrum disorders is higher in primary than secondary schools at 1 in every 118 and 1 in every 164 pupils respectively
.  For some children with autism spectrum disorders, high educational attainment is achievable and is even excelled; but for many others, they cannot meet this outcome because of the nature and severity of their impairments.  Again, the NAS recommends flexibility in how improving children’s ability to learn is measured to take into account the progress made by children with special educational needs.  In addition, investment is needed in support services for children with SEN so that they have the maximum level of assistance to help them thrive educationally.  

Notwithstanding this, the draft Education (Additional Support for Learning) (Scotland) Bill will severely undermine how much support children with SEN will receive.  For example, the draft Bill removes the statutory duty on education authorities to formally assess a child’s additional support needs.  This is a retrograde step given that, under existing legislation, education authorities have a duty to identify all children with SEN at the age of two.  

It cannot be reiterated enough that early intervention is integral to a child’s development and that without statutory assessments of a child’s educational needs they may not get the support they need and therefore cannot even try to meet this Early Years Strategy outcome.

Reducing barriers to employment

The NAS whole-heartedly agrees with the above outcome to be measured by reducing the number of children living in workless households and by increasing access to affordable and suitable childcare provision.  A quarter of carers of people with autism spectrum disorders in Scotland who responded to a NAS survey described themselves as single parents – two and a half times the UK average of 10%
.  Four in ten households with an annual income of less than £20,000 were also single parent households.  Thirty-eight percent of respondents were not in paid employment, while only 11% worked full-time.  Forty-four percent said they would like to work or work longer hours if they were supported to do so.  These figures encapsulate how important it is for appropriate support mechanisms to be in place which will allow carers to make the choice to work a reality.

The NAS has been contacted by parents asking if there are autism-trained childminders or autism-friendly childcare facilities so that they can go out to work.  However, the only solution is for childminders or childcare providers to go through autism awareness training.  The NAS training department continues to be involved in providing autism awareness training to front-line service staff, including nursery nurses.  Nevertheless, a parent or parents of a child with an autism spectrum disorder needs to be confident that their child’s needs will be appropriately met whatever childcare service they use and this should be guaranteed by the provider, including services provided by local authorities.  Without such mechanisms, it will be difficult to overcome barriers to employment for this group.

Planning mechanisms

Childcare Partnerships have a useful role to play in planning mechanisms for the Early Years Strategy in identifying unmet childcare needs locally.  Nonetheless, the NAS has concerns that not all Partnership panels have suitable representatives from the professions who understand autism or special educational needs.  In an environment where the presumption is on mainstreaming and inclusion, it is imperative that Partnerships utilise the skills of locally based and independent professionals e.g. clinical and educational psychologists.  Not only will this provide better potential for more relevant services, it will also offer greater transparency when it comes to awarding funding.  The NAS strongly feels that panel members on Partnerships should have no vested interests in the outcome of awards.

Furthermore, the views of parents who will benefit from service provision should be actively sought and used to inform service planning and delivery.  For parents with a child with an autism spectrum disorder, they need to know that they can access flexible and appropriate provision suitable for their child’s needs.  This is critical for the child in receiving stimulating and appropriate care which they will enjoy and for the parent(s) who know that their child’s needs are being met and will allow them the option of going out to work.  

Funding for integrated services from the Changing Children’s Services Fund should be awarded to services that adequately cater for the needs of children with multiple and complex needs, including children with autism spectrum disorders.  There needs to be a range of appropriate services, however, to give parents a choice.  Experience suggests that successful childcare services for children with autism are likely to be autism-specific or autism-friendly in that at least one member of staff has awareness of autism.  Some NAS members found that schemes for children with learning disabilities had not been able to cope with children with autism and several children were asked to leaves such schemes.  The parents did not feel confident that mainstream playgroups or after-school clubs would be able to accommodate their children.  Without knowledge and experience of autism, childcare staff will find it very difficult to effectively meet the needs of a child with an autism spectrum disorder.  

This is why the NAS would like to see an element of childcare funding ringfenced for autism.  It is essential that an autism-specific model of provision be offered in addition to enhanced training and support for mainstream projects.  Without such funding, many children with autism will be excluded from the projects, schemes and services that the Early Years Strategy believes to be so vital in meeting children’s needs.

Barriers to developing and delivering integrated early years services

The barriers to developing and delivering integrated services for children with an autism spectrum disorder is a lack of autism awareness in service planning and delivery.  Recommendation 17 of the PHIS report calls for the provision of a range of appropriate day, respite, shared care and leisure services for children and adults with autism spectrum disorders as well as calling for appropriate nursery, primary and secondary provision
.  To provide such appropriate services for children with autism, there must be autism awareness from the planning, auditing, delivery and monitoring stages of provision.  For Scotland’s Children highlighted the problems caused by an absence of multi-disciplinary consideration of children’s needs, giving the example of a child who was given four different labels to describe her behavioural problems but never received a multi-disciplinary assessment of her needs
.

In relation to training, the NAS welcomes the priorities drawn up for the early years and childcare workforce which includes increasing the number of qualified workers and widening opportunities for training.  In providing childcare and early years services to children with autism spectrum disorders, it is essential that staff are trained in autism awareness in order to make such services accessible to these children.  Training and qualifications for the early years workforce should include autism awareness.  NAP-C prescribes 3 levels of training that professionals should undergo, depending on how much involvement they will have in working with people with autism spectrum disorders
.  

Monitoring and evaluation

The development of a national framework for children’s assessments should reflect the outcomes in the Early Years Strategy which can then be used as single document to implement and to then monitor and evaluate.

Furthermore, the NAS welcomes the fact that the Executive will continue to review Children’s Services Plans ‘to assess how far services are being jointly planned and targeted on the needs of children, particularly the most vulnerable’ (para 60).  Having gone through some of the CSPs, some local authorities have acknowledged the service needs of children with autism spectrum disorders.  

· Dundee City council’s Children’s Services Plan, 2002-2004

‘Develop flexible short-break support for children and young people who have additional support needs including those with physical disabilities, learning disabilities … autism … and ADHD.  The aim of this partnership approach will be to ensure opportunities for involvement in socially inclusive person-centred and stimulating activities.

‘Develop out of school care for children within the Autism Spectrum within Kingspark School’
· South Lanarkshire Plan of Services for Children and Young People, 2001-2004

‘A review of existing provision for young people with autistic spectrum disorders by a Lanarkshire wide multi-agency group has identified the need to develop a co-ordinated approach to service delivery. … Fund to provide a multidisciplinary diagnostic and assessment service for children with autistic spectrum disorders in the NHS Lanarkshire area.’

Whilst acknowledging the introduction of Partnership in Practice agreements (The Same As You?
), the NAS would like to see all CSPs include plans relating to autism spectrum disorders which could be monitored and evaluated.

As well as this, the Performance Assessment Framework (PAF) which forms the core framework for assessing the performance of the NHS in Scotland, should include indicators relating to improved and consistent diagnosis and assessment of disabilities, including autism spectrum disorders.  NAP-C provides a well laid out set of guidelines which covers the stages of diagnosis, assessment, intervention, multi-agency and multi-disciplinary working, local-area co-ordination and different levels of training in autism awareness for front-line service staff which we would urge the Executive to implement.

Para 61 refers to new research and in particular the Scottish Executive commissioning consultants to conduct a feasibility study at the first stage of an early years evaluation.  The NAS is keen to ensure that the consultants have an appropriate awareness of the needs of children with autism and would be delighted to offer any support it can to facilitate this study.

Additionally, the consultation refers to the Executive’s plans for a Long Term Data study to collect data about children and families to study the longer term outcomes of early years policies.  The NAS fully supports such plans because a single point of data collection will ensure all data will be collected, stored and analysed in a consistent manner.

We would, however, like to see the data collected, stored and analysed in such a way that distinct categories can be ascertained and separately analysed.  For example, data about children with autism spectrum disorders should be easily extrapolated and interrogated separately.  This will allow analysis to be made on how well the Early Years Strategy outcomes have been achieved for different stakeholders and then the outcomes reviewed and altered accordingly.

The NAS welcomes the sentiments expressed in para 64 which states that the Early Years Strategy aims to deliver a network of services and support and target the ‘most intensive help on the those with additional needs, including families who are vulnerable because of social exclusion, disability, ill-health or other disadvantage’.  Families where a child has an autism spectrum disorder often have ‘additional needs’ whether it be in accessing play and leisure facilities, public transport or social care.  Joint-working in service planning and delivery will help ensure that children with autism spectrum disorders have seamless access to a variety of services which are so vital in their formative years.  The NAS would welcome the opportunity to work with agencies in planning and delivering services within a joint-working framework.

Good practice and research

The NAS believes the recommendations made in NAP-C, the PHIS report, The Same As You?, and in Autism: Rights in Reality provides the impetus to pursue integrated service provision in the early years for children with autism spectrum disorders.  We would urge the Scottish Executive to give serious consideration to the recommendations in the above reports and incorporate them into outcomes for the Early Years Strategy.  This will help ensure that children with autism spectrum disorders will get the best start in life.
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