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Position Paper from 

The Adult Communication Coalition England

Who is the Adult Communication Coalition England (ACCE)?

The Adult Communication Coalition England (ACCE) was formed in January 2009 as a coalition of organisations united in their aim to ensure that all adults and older people get the speech, language and communication support and services they need to communicate effectively.

Key Messages

· Communication is a fundamental human right. With effective, appropriate and timely support all adults with speech, language and communication needs (SLCN) can take advantage of new opportunities, be involved in family life, contribute to their local communities, increase their independence and fulfil their potential.

· Currently there is no comprehensive national strategy for the speech, language and communication needs of adults (post 19 years of age). This has meant that many adults experience wide geographic variations in service provision with services geared towards functional need rather than outcomes. As a consequence opportunities to fulfil their social and economic potential are being systematically denied.

· One of the key barriers to addressing the current situation is the lack of a robust evidence base on the needs of adults with SLCN.

· In order to take the first step in addressing the crisis in adults speech, language and communication services, the Coalition believes that the Government should commission an audit of services for adults with SLCN which would aim to highlight the barriers that adults currently face in getting their needs identified and met.

What are the Speech, Language and Communication Needs 
(SLCN) of adults?
Adults with Speech, Language and Communication Needs (SLCN) can have a range of conditions which affect their everyday communication and interaction. Some have developmental conditions, such as stammering, specific language impairment, autism, cerebral palsy. Often these conditions are present from birth, and individuals may need support throughout their lives. Others have health conditions, such as a stroke, head injury, or progressive conditions such as Alzheimer’s, which may occur at any point during an individual’s life. A number of people have multiple impairments, which may impact on their ability to communicate.

The way in which SLCN affect an individual’s ability to communication can vary greatly. Some needs are transient and with effective early intervention can be addressed close to onset of the impairment. Others are more permanent and will remain with the person throughout their adult life. As such the individual would require ongoing intervention from support services. Whatever needs a person may have they will inevitably change and develop or fluctuate over time and services need to be sensitive to this in their design and operation.

How many people have SLCN?

It is extremely difficult to give an accurate figure as to how many people in England or the UK have SLCN. This is primarily due to:

· A lack of a centrally agreed definition of SLCN, and the differing approaches taken in clinical studies.

· Under-diagnosis, particularly in individuals who have complex needs such as Alzheimer’s, and poor awareness of SLCN amongst professionals working in the adults’ workforce.

· The absence of a national register of adults with SLCN, and robust methods by which to collect data.

· The fluctuation of different needs over time depending on whether the need is transient or permanent.

· Low rates of referral due to ineffectual and poor service provision on the ground.

Despite the barriers to collecting robust data, there have been a number of studies that have attempted to find an indicative level of need across the UK. These conservative estimates range from 1% to 2% of the population who would find it difficult to communicate their needs effectively without support. This equates to approximately 1.24 million in the UK, translating to over approximately 1 million people in England alone.

What is the social cost of unmet SLCN?

In a world where communication has become one of the most important life skills, lack of support has a significant impact on an individual’s life opportunities. There are far reaching social costs to the individual, their community and those around them. These costs include: 
· Having less of a say in important decisions which affect your life.
· Higher risk of withdrawal and isolation from social life, family life, relationships and community activities; such as full and equal participation in the democratic process.

· Low aspiration and in many cases unnecessarily high levels of dependency on others.

· Poorer outcomes for mental health and increasing health inequalities amongst the adult population.

· Lower educational achievement and subsequent impact on employment opportunities.

· Higher risk of exhibiting behaviours which lead to offending.

What is the current state of provision and support 
for adults’ SLCN?

The Coalition is concerned that, to date, there has been no unified, comprehensive Government strategy for meeting the speech, language and communication needs of adults. There have been some focussed commitments (such as the stroke strategy) and a major commitment to children with SLCN (the Bercow Review and the Better Communication Action Plan) but no comprehensive, whole systems approach has been formulated.

The Better Communication Action Plan and Healthy Lives, Better Futures (the Government’s Child Health Strategy) have raised the profile of the issue of children and young people with SLCN in England and have begun to put mechanisms in place to ensure that the necessary step change is realised for children and young people with SLCN. Individual members of this coalition have welcomed these commitments and are hopeful about the opportunities that this new priority of speech, language and communication needs can offer.

We are however concerned that this renewed and revitalised commitment to children and young people has not been met with equal passion and aspirations for the adult services. We are particularly worried that:

· The very real progress being made in childhood will become meaningless after 19 years of age when the commitment ends. This is a real concern for adults with lifelong impairments who will have benefited from the step change in service during childhood, but have lost these important support mechanisms as they transition into adulthood.

· Adults who have age-related impairments and adult onset of need will have not benefited from the Government’s commitment to children and young people and therefore will continue to receive the under-funded, inconsistent support available to them.

The gap in effective and timely intervention, provision and support for adults becomes ever more precarious given the population projections for 2031. These projections predict that 15.3 million of the population will be over 65 (compared with 11.4 million in 2006). Furthermore, advances in medical science and technology mean that many more disabled children born with complex impairments are reaching adulthood. Together these trends will inevitably lead to a higher proportion of the population having SLCN and requiring greater intervention and support.

Despite these projections, the areas of speech, language and communication are a low priority for politicians, commissioners and key decision makers. This critically low priority, and a lack of national leadership by the Government, has led to chronic under-funding of speech, language and communication services and detrimental effects on adults’ communicative ability. Furthermore, there is currently a lack of incentives to commission effective service provision. The current state of commissioning of services for adults’ SLCN falls worryingly short of the Government’s aims of World Class Commissioning.

Lack of priority and under-funding has inevitably led to inconsistencies in the quality and availability of services. Current provision and support is characterised by a postcode lottery with a high level of geographical variation in services. This is critically the case in acute settings and the transition from acute to rehabilitative services. Many services are focused on meeting basic functional need, rather than focusing on individual outcomes. This means that whilst an individual may have basic support for speech or language capacity it does not empower the individual to have the freedom of communication that enables them to realise their aspirations and achieve everyday outcomes they set themselves. Similarly, adults or older people in prisons and the secure estate have experienced a systemic lack of priority in the support of their communication need. As a consequence many are unwittingly excluded from rehabilitative processes that may be available to them.
Similarly many third sector organisations offer innovative and effective services to adults with SLCN. These services are also subject to wide geographic variations. Some have sustainable funding through Primary Care Trusts or Local Authorities; however others are more reliant on short term project funding or charitable donations. This leaves much of the expertise and innovation in the third sector extremely vulnerable to changes in national regional and local funding policy.

Many speech and language therapists (SLTs) and other key professionals in the field are struggling under unsustainably high case loads or lack the funding needed to effectively support communicative development. The time constraints, due to heavy case loads, mean that many therapists and specialists have reported that they do not have enough time resource to properly engage with the individual needs of their clients. This is aggravated by the lack of opportunity SLTs and other therapists have for training and capacity building. The lack of priority and investment by authorities into the development of the speech, language and communication workforce has resulted in the little regional expertise that does exist, being lost.

For many people it is a struggle to get the service provision they need because there is a lack of clarity in funding responsibilities between education, health and social care, leaving many vulnerable people unsupported. This is particularly the case for people who could benefit from the use Alternative and Augmentative Communication (AAC), who find it difficult to get statutory funding for their communication device or the support mechanisms needed to use it effectively.

Whatever the individual’s need, the current funding situation for SLCN services mean that many of the local and regional expertise in the areas of speech, language and communication are vulnerable to changes in policy and many are now facing closure or cut backs. 

How can we better meet the need of adults with SLCN?

This coalition believes that the Government needs to take urgent action to address the funding, provision and support of adults of all ages with SLCN. 

As a first step, this coalition believes that the Government must:

· Commission an audit to assess the current state of services for adults with SLCN and to identify any barriers that adults of all ages currently face in getting their needs identified and met.

To ensure a sustainable future for adults’ SLCN, this coalition believes that the Government must:

· Recognise that adults’ communication is a fundamental human right, enshrined in law and international convention under articles of freedom of expression and self determination over one’s life.

· Continue the meaningful commitment made to children, young people and their families by making the SLCN of adults a national priority.

· Address the systemic failures of existing policy on speech, language and communication by creating a comprehensive national strategy for addressing the needs of adults with SLCN.

· Work with experts in the field to develop robust and sustainable mechanisms for collecting data, which can be used to better inform commissioners and service providers.

· Work with experts in the field and specialist commissioners to develop guidance for commissioners on the funding and delivery of services for adults with SLCN to increase the sustainability of expertise and good practice in the field.

· Incentivise the commissioning of good practice models of provision, based on national guidance, which is sensitive to the needs and outcomes of the individual.

· Invest in short term measures to ensure existing provision and expertise is not lost.

· As part of a comprehensive national strategy, undertake work to significantly improve the development of the adult’s and older people’s speech, language and communication workforce; looking at opportunities offered by multi-disciplinary and trans-disciplinary teaming models.

The members of the Adult Communication Coalition England are:
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