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Speech and Language Services for Children and Young People in Wales

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 11,000, a network of 57 branches, and 60 affiliated organisations in the autism field. 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 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 500,000 people with autism spectrum disorders in the UK.

The NAS welcomes the opportunity to comment on Speech and Language Services for Children and Young People in Wales. The report aims to address real concerns over the escalating demand for speech and language therapy services in Wales and the lack of a coherent approach by the statutory agencies to meet this demand. The NAS broadly welcomes the recommendations set out in this report, which will form the basis of guidance to Local Education Authorities (LEAs) and Local Health Services on the future delivery of speech and language services to children and young people aged 0-19 across Wales. 

Autistic spectrum disorders (ASD) 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’.
 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.

Motivation to communicate is impaired in children with autism, and speech and language therapists are often the first professionals to become involved.
 They therefore have a key role, and the NAS welcomes the reports’ emphasis on the importance of early intervention and support for all children with speech, language and communication difficulties (SLCD). 

Access to speech and language therapy services is very much valued by parents of children with autistic spectrum disorders. A NAS survey asked ‘If one single change was to be made to teaching and support of your son/daughter to improve their learning or experience what would it be?’ Out of all the responses, ‘more speech therapy’ was the third most popular change called for after ‘more one-to-one support’ and ‘more autism awareness training’.

The report states that in some NHS Trusts, children can wait up to, and sometimes over, 72 weeks for an initial appointment to see a therapist. It is estimated that 40% of the children in need of therapy services in Wales are currently on waiting lists. As a result vital opportunities for effective 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. These children will then be at risk of exclusion from school. A NAS survey found that 21% of children with autism spectrum disorders are excluded from school at some point.
 So lack of access to appropriate therapy could have severe consequences for this group of children who are already vulnerable to exclusion. Consequently, the NAS has serious concerns about the inadequate and inequitable provision of therapy services in terms of the impact it is having on the development of children with autism. 

The report highlights the need to ensure equitable provision of services for children and young people with SLCD across Wales. The NAS is particularly concerned about regional variation in service provision. It is noted that different policies and prioritisation systems in different statutory agencies and the lack of co-terminous boundaries between agencies contribute to regional variation in provision. As a result of these structural constraints, and the shortfall in therapists across the country, provision is often reliant on individual expertise. For example the NAS was aware of excellent autism-specific speech and language therapy provision in Gwent. However this service was withdrawn when the individual therapist left the area. 

It is recommended that local authorities should consider the option of regional planning to create specialist provision for children requiring support in resourced provision. The NAS notes that the Education Act (2002) provides the Welsh Assembly Government with powers for regional planning of education for children with low incidence disabilities. The NAS would like to see the implementation of regionally co-ordinated provision for children with autism, of which education will be an important aspect.

The NAS recognises that the lack of Welsh language therapists impacts the equity of service provision. The Welsh Language Board estimates that one or both parents are Welsh speakers in 22.8% of families in Wales.
 Whilst the shortage of Welsh language provision does not affect the whole population, children from Welsh speaking families are clearly disadvantaged where support is only available in English. The Audit of Needs and Provision outlined in the report finds a shortfall of 10.5 whole time equivalent Welsh speaking therapists. It is acknowledged that this represents a minimal level of demand due to research constraints, and we would like to reinforce this point. Given a recognised prevalence rate for ASD of 1 in 110 children and a suggested rate of 1 in 86 pupils in school;
 an estimate of Welsh speaking families of 22.8% implies a high actual demand for Welsh speaking therapists to meet the needs of children with autism alone.

The NAS recognises the difficulties facing the profession in terms of recruitment and retention, and welcomes the measures outlined in the report to increase the number of speech and language therapists. The NAS has particular concerns about access to training and the adverse impact of high caseloads on both retention and recruitment.

The only training course for speech and language therapy in Wales is based at UWIC, Cardiff. This prompts concern about the accessibility of training and particularly initial training. Anyone located outside Cardiff who wished to train would face obvious difficulty accessing the course. The NAS have anecdotal evidence of potential students being unable to train due to geographical constraints. The report also highlights the shortage of clinical placements, and the NAS welcomes plans to encourage speech and language therapists to take on student placements, such as taking student support into account when negotiating caseloads, and rewarding provision. 

The NAS welcomes the recommended review of caseload size, and acknowledges the adverse impact that high caseloads have on retention within the profession. Law et al recommend a ratio of one therapist to a caseload of forty clients, and it is clear from the audit and our own experience that this caseload target is rarely met.
 The report notes that newly qualified therapists are discouraged from taking on paediatric work as they are actively seeking small caseloads, specifically, 90% of the 2001 graduate cohort from UWIC demonstrated a preference to work with adult patients. 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.

The report highlights organisational barriers to collaborative working. Whilst NHS Trusts are the primary providers of speech and language therapy services, LEAs have ultimate responsibility for provision in an educational context. Conflicting policies and priorities across health and education services have led to variation in service provision and tension between agencies. 

The NAS welcomes proposals to establish mechanisms and systems 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.
The introduction of new joint funding partnerships, to create jointly managed pooled budgets for speech and language services are particularly welcome. The NAS believe that pooled budgets are key to developing effective multi-agency working. Shared responsibility for prioritising, planning and sustaining services will be supported by systems for sharing information. The information systems are intended to provide quality information on levels and types of needs and facilitate multi-agency planning. It is important that information about people with ASD can be extrapolated from this system to enable further analysis; therefore the NAS would like ASD to form a discreet category within the database. The Manifesto of the All Party Parliamentary Group on Autism sets out the need for all agencies to establish compatible databases to record cases of ASD to monitor prevalence and plan effectively for future services. The information systems described in the report are an opportunity to move closer towards this goal. National and local duties to monitor collaborative working, particularly at practitioner level, and disseminate good practice will reinforce these new relationships.

The report recognises that tensions between agencies are heightened in cases involving the Special Educational Needs and Disability Tribunal (SENDIST). In a recent survey of parents using SENDIST in England and Wales, the NAS found that over a third of parents encountered difficulties in getting their Tribunal order implemented, and orders were only implemented in full by the LEA in 6 out of 10 cases.
 Although the measures to improve collaborative working, provide pooled budgets and clarify responsibility will help, the fundamental problem remains as the legal duty to provide services falls on LEAs as the commissioners of services rather than on the providers (Local Health Boards). Therefore the NAS would like to see a system set up whereby the legal obligations set out in a tribunal order could be effectively enforced. We feel that SALTAG should investigate how such a system could be introduced. For example, the remit of the tribunal could be extended to cover other agencies. National and local monitoring mechanisms should focus attention on the SENDIST process, when investigating the effectiveness of collaborative working. 

It is recognised that all stakeholders need to be included in the provision of services. Service users and their families are best placed to evaluate how well a service is meeting their needs and how the service can improve and develop.  NAS members have been expressing their concerns to us about therapy services and so mechanisms for promoting user involvement should be effective and meaningful.

Conclusion

The NAS recognises the urgent need to review speech and language services in Wales, and generally welcomes the recommendations outlined in the report. The NAS is particularly concerned about the inequity of service provision in terms of language, geography and age group. The NAS recognise the difficulties facing the profession in terms of recruitment and retention, and notes that access to training and caseload size present particular obstacles. Recommendations for collaborative working to enable a multi-agency approach to the planning and provision of services will reduce organisational barriers to effective service provision, where joint funding and effective monitoring is applied. 

Whilst the NAS supports the broad recommendations of this report, it notes that the provision of services for adults with SLCD is beyond the report’s remit. However, the needs of adults should not be neglected and the NAS would like to see a review of current service provision for adults informing the guidance issued to LEAs and Local Health Services. 
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