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1 Our vision for disabled children, young people and their families

We will work to make Ealing a community in which all disabled children, young people and their families can play a full part and reach their potential.

In order for disabled children and young people to play a full part in the community and reach their potential it is essential that:

· They are given the best possible early start in life with timely access to coordinated universal and specialist health care and equipment 

· They have the opportunity to enjoy ordinary family life as they grow up

· They are included and involved, and feel safe, in their schools and communities and have a good education that enables them to achieve their potential as contributing members of society and provides a firm foundation for adult life 

· They have equal access to play, leisure, cultural and social activities 

· They are able to express their views, make informed choices and participate in decisions that affect their care and education 

· Parents and siblings have the opportunity to participate in decisions about services that affect them and can make informed choices based on relevant information about benefits and services, and siblings have the same learning and social opportunities as other children

· They achieve their potential for independence and control over their own lives as they become young adults, and are empowered to work towards fulfilling their educational, economic and social aspirations. 

· Their parents and siblings are supported to be physically and mentally healthy through access to necessary equipment, housing, short breaks and other support services 

· Their parents are able to parent effectively and safely, with access to family and parenting support services that are relevant to their needs 

· Their parents have equal access to affordable childcare for the purposes of further training or employment.

2 About this strategy

Many people’s ideas and experiences have helped to shape this strategy:  

· Disabled children and young people and their parents have been heard through extensive consultations in 2008 and 2010, with over 150 people participating in the consultation on Short Breaks in 2008 and over 150 parents and 75 children and young people participating in 2010.  The discussions that took place have had a strong influence on the priorities in this strategy.  

· Parents and carers of disabled children are represented on the Short Break Steering Group by members of the Parents’ Forum and through that route have helped to shape the approach to the strategy. 

· Professionals from both the statutory and the voluntary sectors have influenced the strategy through participation on the Short Break Steering Group and through consultation on the draft, which has been widely distributed.

This strategy defines a broad approach, not a detailed plan; an action plan is included in Appendix A.  It sets out what we are committed to achieving, and our priorities for action. Because this is a priority area for development in Ealing Children’s’ Services, the themes and priorities for disabled children expressed here are reflected in the Ealing Children and Young People’s Plan and other strategies and plans across the whole of children’s services.  We have identified 6 core themes, listed below.

3 Introduction

This is Ealing’s first strategy for disabled children and young people.  Many different agencies, including statutory and voluntary bodies, contribute to the provision of services to disabled children and young people in Ealing and are parties to this strategy: 

· Ealing Council Children’s Services

· Ealing and Harrow Community Services

· NHS Ealing

· Ealing Community and Voluntary Service (ECVS)

In addition to these agencies, a wide range of organisations and individuals work with and support children with additional needs, including disabled children, in Ealing and are crucial to their welfare.  

· Schools, both special and mainstream

· Parents, siblings and the extended family

· Universal services across Health and Ealing Council including GP’s, housing and libraries.

3.1 Definition of Disabled children and young people 
For both this strategy and the future remit of Ealing Children’s Services, we will adopt the definition of disability in the Equalities Act, 2010:

 “A person (P) has a disability if— 

(a) P has a physical or mental impairment, and 

(b) the impairment has a substantial and long-term adverse effect on P’s ability to carry out normal day-to-day activities.”
The definition describes the broad group whose life chances this strategy is intended to improve.  It does not affect eligibility criteria for individual services.  

The Equalities Act definition encompasses long-term health conditions where these have a substantial effect on a person’s ability to carry out day-to-day activities. When we describe the remit of the strategy as “disabled children and young people” this should be understood as including those with long-term health needs.

The Equalities Act definition is the only definition that all agencies and service providers are legally obliged to recognise and apply, and therefore has a wider currency than any other available definition. It is a practical definition focusing on the adverse impact of a long-term impairment or health need on a person’s ability to carry out normal, day-to-day activities and it is the definition that the Government has used in performance indicator NI 54 for disabled children. 

Although the Equalities Act definition is constructed around the adverse effects of a person’s impairment, it is important to emphasise that this strategy is rooted firmly in the social model of disability. This strategy seeks to replace disabling features of the physical and social environment with ones that are enabling. 

A single strategy for disabled children is helpful because of what they have in common - the long-term nature of their difficulties in carrying out normal day-to-day activities - but it is essential to recognise that there is considerable diversity and that each disabled child or young person is a unique individual with their own personality, needs and strengths, wishes and feelings and that each family has unique resources, strengths and needs.

Most children and young people with a disability can participate in universal services provided service providers make “reasonable adjustments”
 to meet their needs, and these youngsters are unlikely to require on going support from specialist agencies. The multi-agency role in respect of this group is to monitor their needs and circumstances, ensure they have access to information about rights and benefits, and promote their inclusion in universal services. Support and training needs to be offered to providers of universal services to ensure that they are aware of their responsibilities to make reasonable adjustments, and understand what they have to do.  

3.2 Terminology

Disabled children and young people

This is our preferred term, but the terms “disabled children”, “children and young people with disabilities” and “children with complex needs” should be treated as interchangeable.
Young people and young adults
Unless stated otherwise, we use the term “young people” to mean over the age of 11 and under 18, and “young adults” to mean aged 18 to 25. 

Parents and carers

“Parents” in this document should be read as adults who have a main caring role for a disabled child or young person. We mean it to include relatives and others who are the main, informal carers for disabled children. “Carers” is the same group plus “young carers”, usually siblings who also have a caring role. People who deliver care as part of their job are referred to as “paid carers” or by their job description, e.g. “buddies”. 
3.3 National Context

It is thought that roughly 7% of people meet this definition
, which in Ealing equates to about 5,300 children. As the proportion of people with disabilities increased with age, the estimate for children and young people with moderate or severe disabilities is estimated to be between 3% and 4%
. The UK census in 2001 recorded long-term illness or disability in children aged under 5 at 3 per cent, and 4% of boys and 3% of girls aged between 10 and 15 reported having a disability, with 1% having a serious disability. These percentages were similar across the separate years, confirming that childhood disability is usually present from early childhood or birth.  These figures are marginally lower than those seen in a similar 1995 survey.

3.4 Policy context

There is a raft of legislation, guidance and reports which provide a framework for benchmarking local provision and set clear expectations for facilitating choice, improving access and for making services child and family centred. 
Every Child Matters (ECM). This is the government’s overarching programme for children’s services. ECM sets out five key outcome areas for all children: Being Healthy, Staying Safe, Enjoying and Achieving, Making a Positive Contribution and Economic Wellbeing. ECM also sets out the Government’s expectation that organisations should work with each other and with children and parents to achieve those outcomes, including the use of common assessments and lead professionals. 

Every Child Matters: Improving Outcomes Guidance for Children and Young people with cancer (National Institute for Health and Clinical Excellence)

Children’s Plan (2007), the government’s strategy for improving the wellbeing, health and opportunities available to children and young people in England following ECM objectives.
2004 Children Act which amongst other things placed a duty on public organisations to cooperate to achieve the five outcomes for all children

Children’s Centres programme, under which by 2010 all communities will be served by a children’s centre providing, or signposting to, a range of services for children under 5 and their families. 

The Equality Act 2010 provides a new cross-cutting legislative framework to protect the rights of individuals and advance equality of opportunity for all and 
which requires public bodies, including schools, to take action to make sure that disabled people are treated fairly. 

The National Service Framework for Children, Young People and Maternity Services (DH) NSF 8 which sets out standards for children’s health and social care and includes a section on disabled children. 

Removing Barriers to Achievement (date): The Government’s Strategy for Special Educational Needs, which locates support for special educational needs within the Every Child Matters framework. 

Aiming High for Disabled Children: Better Support for Parents (2007), the joint review by HM Treasury and the DfES of disabled children’s services 

Independent review of Palliative Care Services for Children and Young People in England, which recommends a shift from hospital to community based care, as a result of which a national strategy for children’s palliative care is expected by early 2008. 

Better Care, Better Lives National Strategy for Palliative Care (2008) based on Independent Review of Palliative care Services for Children and Young People in England (2007) 
Continuing Care Framework Guidance (2010)

Valuing People Now (2009) a three-year strategy for people with learning disabilities
SEN Green Paper (March 2011)

3.5 Local Context

Services in Ealing for disabled children and young people have developed and changed, and the organisations providing them face a variety of challenges.  Ealing Service for Children with Additional Needs (ESCAN) was brought into being, co-locating for the first time an integrated service including education, health and social care.  

Ealing has participated in the Aiming High for Disabled Children programme since 2008, and undertaken consultation with children and young people, carers and professionals.

There have been several major changes in Government policy for supporting disabled children to achieve good outcomes and there have been important changes in Ealing’s overall framework for children’s services. 

Current issues for Ealing’s disabled children and their families are discussed throughout this document.  Government policy is currently undergoing development and the strategy needs to have sufficient flexibility to deal with change. In the current financial climate, it is more important than ever that funding provides targeted services that are timely, cost effective, offer informed choice and foster choice and independence.

Local health services are being reorganised from April 2011.  Ealing Acute Hospital Trust, Ealing & Harrow Community Services and Brent Community Services will be brought together as a single Integrated Care Organisation.  Local health services need to ensure that children and young people with complex health needs are supported at home to avoid hospital admission.  This includes children who meeting waiting care criteria and those with palliative care needs.

3.6 Profile of disabled children and young people in Ealing 

Data on disabled children in Ealing is spread across a wide range of databases that use different definitions and categories and are therefore difficult to reconcile. Education data currently contains good demographic information and access to historical data.  Work is ongoing to develop one single database
 including every disabled child receiving specialist services in Ealing, to support SEN pupil planning, ESCAN short breaks service and Disabled Children’s Access to Childcare (DCATCH).  The benefits of such a database, due to be complete by March 2011, will be better planning of future service requirements and best use of funds available.  

Current data suggests:

· A working estimate of 5,310 under 18s who meet the Equalities Act definition of disability in Ealing. 

· About 900 children and young people would be defined as needing some short break support according to the definition used in Aiming High for Disabled Children
 

· Approximately 1250 pupils have a Statement of Special Educational Needs (SEN)
 

· Just under 600 pupils in special schools or Additionally Resourced Provisions (ARPs); all these pupils have (or are in the process of getting) Statements of SEN and most have complex needs.

· Between 66 and 120 children at any given time have complex health needs that require palliative support services.

· Approximately 350 children and young people who receive a service from the Children With Disabilities social work team (CWD). (These are children with the most complex needs).

Ealing does have a Disabled Children’s Register but registration is voluntary and depends on parents’ perception of their children as disabled and their desire to register them. It is not an accurate reflection of the number and range of disabled children in Ealing. Currently there are just over 700 children and young people on the Disabled Children’s register. This is about 1.0% of the 0-18 population, compared to 2.6% of under 18’s who receive DLA.  

70.48% of children on the Disabled Children’s register are male and 28.95% female whereas in the general population there is a roughly even gender split. However other sources confirm that there are more disabled male than female children: on the Special Educational Needs (SEN) register
, which includes all children recorded by schools as having SEN, 64% are boys and 36% girls. For those with more severe needs, recorded as School Action or School Action Plus the difference is more pronounced at 10% of boys, 4% of girls.  Pupils with Statements of SEN are distributed similarly to children on the Disability Register: 73% boys, 27% girls. Some particular disabilities have even greater differences: 3.5% of boys are recorded as having Behavioural, Emotional and Social Difficulties (BESD) as against 1.5% of girls in the school population and 265 boys and only 36 girls were recorded as having Autistic Spectrum Disorders (ASD). 
The Local Authority Implementation Plan for the Short Breaks Programme (LAIMP)
 reports that 32% of disabled children are of white background; 24% Asian or Asian British; 19% black or black British, 7% of mixed heritage and 13% other.  These figures are significantly different from the breakdown in both the 2001 census and the 2007 temperature check, but broadly in line with the figures in the Disabled Children’s register in 2010

	
	White
	Mixed
	Asian or Asian British
	Black or Black British
	Other

	Disability register
	39.34%
	11.87%
	24.32%
	17.17%
	7.30%

	2001 census
	58.73%
	3.62%
	24.55%
	8.79%
	4.32%

	2007 temperature check
	63.41%
	2.64%
	21.04%
	10.08%
	2.64%

	LAIMP 2010
	32%
	7%
	24%
	19%
	13%


Schools report that the group with the highest SEN rate is Black/Black African at 30.6%, with Asian/Asian British/other the lowest at 19.5%.  These figures appear to particularly reflect the high PLASC (Pupil Level Annual School Census) and ASC (Annual School Census) returns for BESD within the Black/Black African population (4.4% compared with 2.6% for other groups) and 1.6% amongst Asian/other groups).

Ethnicity of disabled children in Ealing
In the under 18 population as a whole, numbers as recorded in the 2001 census were approximately evenly spread between the age groups 0-1, 5-9, 10-14 and 15-19.  The Disabled Children’s register in Ealing has only 7.53% of 0-4 year olds and 23.44% of 15-19 year olds, with the largest proportion being in the 10-14 age group (36.47%) and 5-9 (36.47%).  This disparity is reflected in the school SEN returns, which show a fairly steadily rising number of pupils with SEN from nursery to year 11, with sixth form numbers being lower and Year 14 being considerably higher, presumably because it is more common for special school pupils to stay for year 14.  The steepest rise with age is shown for pupils with cognition and learning needs and BESD.  The most likely explanation for the age differences are that many disabilities and special needs are not picked up, or not seen as problematic, until the child gets older and demands to learn and conform are greater.

Analysis of pupils with Special Educational Needs has recently been conducted
 and includes projections for the next five years, indicating a potential significant increase of children with special needs.  

The UB postcodes (Southall, Northolt and Greenford) account for 52.12% of children on the Disability Register. 8.19% of the children on the register come from W3 and NW10 (Acton), 14.12% from W4 (Gunnersbury) and 22.32% from W5,7 and 13 (Ealing Broadway, West Ealing and Hanwell).   This distribution is very similar to that of young children receiving Early Support
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The reasons for this disparity are not simple.  Socio-economic status is an indicator of some disabilities, and moderate learning difficulty and Cerebral Palsy are linked to deprivation and poverty indices
. Southall, Northolt, Greenford, and Acton comprise some of the most deprived areas of the borough. Consanguineous parents have an approximately 2% higher prevalence of disability, mostly rare recessive disorders which cause a wide range of problems such as blindness, deafness, skin diseases, and neurodegenerative conditions, and it is particularly prevalent in the Punjabi community, largely concentrated in the Southall area where it is estimated that 55% of marriages are between first cousins
. One other possible part of the explanation is that the two branches of Contact-a-Family are in Southall and West Ealing, and they may be advising parents to register their children. 

About one third of pupils with Statements of SEN attend Ealing maintained Special Schools or Additionally Resourced provisions. Just over 20% attend maintained Secondary Schools in Ealing and just over 25% attend maintained primary Schools. About 8% are in out of borough maintained schools and 9% attend Independent Schools.  35 pupils go to independent weekly residential schools, 15 attend 52 week residential schools and 3 go to maintained weekly residential schools.  The number of children educated in residential schools has fallen fairly steadily between 2006/7 and 2010/11, with the numbers of pupils in 52 week boarding placements falling by 50%.
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The percentage of children registered by mainstream schools as having SEN varies widely, from 54.5%to 13.3% in secondary schools, and from 37.7% to 9% at Primary Schools.  The reasons for this are complex, and related to geographical area as well as differing interpretations of the SEN code of practice
.

[image: image3.emf]
In Ealing, according to the Schools Census summary reports for 2007, 1144 pupils had a statement of SEN, with 506 of these in special schools. In the Schools Census summary reports for 2010, 1227 pupils had statements, a 7% increase. The White British population remains as the largest group, but continue to experience a fall in numbers - compared to 2009 figure the number had dropped by 160.  The Somali, Eastern European, Afghan and Asian Other populations continue to grow steadily. 

A study commissioned for the Department of Health independent review of palliative care puts the estimated prevalence of children who need palliative care due to conditions which are life-limiting (for which there is no real cure) and life-threatening (curative treatment is feasible but can fail) at 16 per 10,000, which in Ealing would equate to a total of 122. Most of these children would be covered by the DDA definition of disability, and a significant number would also meet the narrower definition for the Disabled Children’s Team
A priority for this strategy is to improve still further our understanding of needs and trends by:

· Making better use of data collected by different services

· Improving the sharing of data between agencies (subject to data protection legislation and good practice) 
· Forging closer links between data collection and data analysis functions. 
3.7 Consultations with parents and disabled children and young people  

Ealing has held several consultations with disabled children and young people and their parents, the latest of which was held in 2010 to inform this strategy and incorporated the views of over 150 parents and 73 children and young people
.  There were clear and consistent messages, many of which centred round the wishes for more choice and variety, flexible support, communication and information, participation and respect for parents’ views, personalisation and inclusion in mainstream facilities.  

The key findings from the consultations have underpinned the direction of this strategy: 

· Early Intervention – getting the right services at the time they are needed, without having to “battle” for them or having a particular label, especially where a child’s behaviour can be challenging

· Better information for all stages of children’s development, given in good time and in a range of formats so that young people can access it and parents whatever their language or mode of communication

· More age-appropriate, culturally appropriate, interesting and exciting things for children and young people to do, to enable them to participate and socialise from early years through to adulthood 

· A person-centred team approach from early years right through to adulthood with support from a named professional - a key worker or lead professional - to guide, support and advocate for them

· Better access to universal services by provision of guidance, advice and training to providers and by provision of trained and competent support for individuals and groups when necessary

· Provision of Autism-specific services for all ages, that link strategies at home and school and provided a choice for children, as well as support to access universal activities

· Travel and transport needs considered both for school and for out of school activities

· Clear and transparent access criteria for specialist services, and a single point of entry for assessment for services at all levels of need

· Good clear information about all transitions, but especially at transition to adulthood, with clear processes and a good range of options for post 16 and post 18 provision

· Provision of flexible school places to give children an experience of inclusive education, wherever appropriate 

· Parents and children/young people to be treated as equal partners in their planning, to be empowered to participate fully in reviewing their services and planning for the future

· A choice of childcare that is local, affordable, accessible, welcoming and well equipped so that parents can confidently take on employment if they choose to.
The disabled children’s services indicator NI54 2009 parent questionnaire

The nationally collected indicator specifically measures parental experiences of services for disabled children and young people aged 0–19.Information is collected through surveys of parents. Services for disabled children in Ealing were seen as roughly around the national average. Ealing did well compared to national figures in parent’s satisfaction with assessment in health and there were good results for transparency in both Health and Education. 

4 Developments in Ealing services for disabled children and their families prior to 2011

4.1 Partnership arrangements

As part of the AHDC Transformation of Short Breaks we have a well-established steering group, which brings health, education, and social care agencies together with voluntary organisations and parents with the aim of improving the life-chances of disabled children.  Other partnership arrangements include the Transition Board and the ESCAN Management Board.

4.2 Participation

We have a well-established Parents’ Forum, supported by funding from Aiming High grants, through which parents and carers have a say in the planning and governance of services.  Parents have been involved at all levels in short breaks and in information services.  Young people can participate through the annual “Powerful Voices” conference and have taken part in consultations.

4.3 Early Support Programme

We have a very successful and highly regarded
 Keyworking scheme supporting nearly 100 families with severely disabled children under the age of 5. 

4.4 ESCAN

Carmelita House in Ealing Broadway is the main base for specialist services for disabled children and families in the Borough. By co-locating staff from different services on the same site we have improved communication and joint working. The site also gives us accessible, family-friendly premises within the Borough suitable for conducting care planning meetings and clinic appointments involving families and professionals. 

4.5 Children with Continuing Care needs

Support for children and young people with continuing care needs was thoroughly reviewed in 2009 and the national children’s continuing care framework was put in place in 2010 with robust systems to allocate care based on clinical need. The number of children supported through continuing care funding increased from 23 children in March 2009 to 30 in March 2010, with 44 receiving support during the year.  NHS Ealing started home-based packages of support for terminally ill children and a continuing care coordinator was appointed.  There is improved engagement with children and families to understand how their needs are best met, and an increasing number of children are supported with home care packages while the number of children placed in residential settings has decreased
 

4.6 Multi-agency planning and assessments

Ealing has an effective Information Sharing Agreement between relevant agencies.  There are regular fortnightly multi-agency planning meetings and a range of multi-agency working groups round particular areas such as Hearing Impairment (CHSWG is a regional multiagency group); ARP groups for secondary schools; challenging behaviours; Autistic Spectrum Disorder (ASD), and Attention Deficit Hyperactivity Disorder (ADHD) as well as monthly multi-agency paper reviews to ensure that no pupil has been missed.

4.7 Transition to Adult Life 

Disabled young people and their families in Ealing, as in most other parts of the country, often had a very difficult experience of the transition from children’s to adult services. We are addressing this on two levels. First, we established an interagency Transition Board, which oversees transition arrangements and has produced a comprehensive action plan. Second, we formed a virtual Transition Team currently comprising representatives from children’s and adult social care, Health, Educational Psychology and Mencap.   Protocols and procedures have been developed to ensure that every severely disabled young person aged 14+ has a person-centred transition plan, and that information is appropriately shared between agencies. 

4.8 Housing, Equipment and adaptions

The Occupational Therapy team supports families to ensure that adaptations are made to buildings and equipment supplied to enable children to remain at home.  A senior housing officer meets regularly in a panel to discuss the housing needs of disabled children and their families.

A pooled budget is in place across health and social care Children’s and Adult services to ensure timely provision of equipment and minor adaptations. The contract is currently awarded to Medequip and special schools access this service.   

4.9 Information for families

EalingHELP is a website for parents of disabled children which is supported, and maintained by Mencap and parents and funded by Ealing Mencap and ESCAN.  There is a Disabled Children’s Information Officer in the Family Information Service (FIS), created in 2009.  Contact a Family groups, extended schools, ESCAN and the Parents’ Forum distribute their own newsletters for parents and there are a range of information pamphlets and booklets including the Parents’ Handbook (revised 2010) and the Family Link “Activities and Places to Go” leaflet. 

4.10  New and expanded services

There has been a considerable expansion of short break services, with some services expanding and being offered to more children (such as overnight provision at Heller House and play opportunities at Log Cabin) and some new services including buddying and befriending schemes and school holiday schemes commissioned from voluntary agencies.  

4.11  Capital projects

The complete rebuilding of The Log Cabin Project is underway and will become a designated children's centre, offering multiagency support and advice for parents and children. The larger site also includes a library that will specialise in offering materials related to training and advice for those working with children with disabilities and complex health needs. New facilities for our young people are also in progress at Enterprise Lodge (funded by Ealing council in partnership with Mencap) and with the Youth Service at the refurbished W13 Youth and Connexions.

5 Core Themes

The core themes in this strategy are:  

5.1
Integration and social inclusion




5.2
Prevention and Early Intervention



5.3
Independence and Choice (including Transition) 


5.4
Participation and Partnership





5.5
Safeguarding







5.6
Efficient and effective use of resources



These themes are underpinned by Every Child Matters outcomes: Be healthy, Stay safe, Enjoy and achieve, Make a positive contribution, Achieve economic wellbeing.  

5.1 Core Theme: Integration and inclusion

5.1.1 Strategic aims

To make full participation in childhood, family and community activities a real choice for disabled children, young people and their families by encouraging all organisations to promote inclusion

To transform integrated universal and specialist services to disabled children and their families so that there is greater participation and choice 

5.1.2 Definitions: social inclusion and Integration

Social inclusion, in the sense used here, is about disabled children and their families being able to lead as ordinary lives as possible, with children growing up and learning as full members of their families and communities. It is not about whether mainstream or specialist schools and services are best for individual children. It is about the degree to which disabled children, young people and families are treated as full members of society and have the same degree of choice and opportunity as everyone else. It involves identifying and eliminating barriers that prevent disabled children and their families from being able to choose to do the things that other children and families do.  Parents and disabled children have consistently expressed lack of social inclusion as a major concern.  Disabled young adults have greater choice and control, and make a greater contribution to society, when they are empowered to live independently as full citizens. 

Any economically viable way of meeting hitherto unmet needs has to include mainstream services becoming more accessible to disabled children and young people.  

Families of disabled children are often involved in complex and time- consuming dealings with many different services at the same time. Integration was one of the key principles of our Children’s Trust and the setting up of ESCAN with the aims of reducing duplication, improving communication and improving the accuracy of assessments and the effectiveness of interventions. 

As well as better experiences and outcomes for service users, efficiency savings for agencies are expected where services work closely together. 

5.1.3 Current position and trends

The prospect for improvements in social inclusion has never been greater, for example: 

· The Borough is making good progress in increasing provision for the education of children with SEN within local schools. 

· The Equality Act 2010 applies one trigger point at which there is a duty to make reasonable adjustments for disabled people. This trigger point is where a disabled person would be at a substantial disadvantage compared to non-disabled people if the adjustment was not made 

· The Children’s Workforce Strategy presents an opportunity to address skills and awareness deficits that contribute to disabled children and young people being excluded from services 

· The Childcare Act and DCATCH (Disabled Children’s Access To Childcare) give opportunities for authorities to put in place appropriate childcare for parents of disabled children.

Parents, children and young people have told us about barriers to inclusion in almost all walks of life. Progress on social inclusion involves changing attitudes and practices in a wide range of organisations with differing levels of awareness, understanding and interest in the subject. The challenge central to this strategy is to influence and support organisations that can make a difference to the experiences of disabled children and their families. 

Ealing has put numerous strategies and processes in place to support integration.  Irrespective of the level at which a mechanism to promote joint working operates, the ultimate goal is always the same: to ensure that children and families experience services as integrated at the point of delivery. Service evaluations and feedback from parents and young people all suggest that many ESCAN service users are getting a much better joint response from agencies 

However there are still reported difficulties
 with multiple assessments and parents having to tell the same story again and again.  On-going work is therefore needed to:

· Improve multi-agency care coordination for vulnerable disabled children who do not meet the criteria for the CWD team through effective use of the CAF and development of the Lead Professional role.

· For children with autistic spectrum disorders and their families, strengthen joint working between schools; ASD-specific short breaks services and parenting support to ensure consistency of approach. 

· Develop a wider range of early intervention services for children and young people with challenging behaviours, including parenting support, to prevent later crises

5.1.4      Priorities for action 2011-2014  

5.1.4.1 Increase the range of play and leisure facilities and activities

5.1.4.2 Ensure that children and young people with SEN are able to be educated locally wherever possible

5.1.4.3 Improve clarity of referral and eligibility criteria for specialist services and reduce delay in access to appropriate services

5.1.4.4 Workforce development to ensure that all staff have the level of understanding and knowledge they need so that disabled children and young people are fully included.  Roll-out of disability awareness training

5.1.4.5 Increase the number of childminders who are confident to look after children with additional needs

5.1.4.6 Further develop a continuum of services for children and young people with ASD

5.2 Core theme:  Prevention and Early Intervention

5.2.1 Strategic Aim

To support all disabled children to be healthy and safe and improve their life chances by ensuring that they and their families have timely and planned access to high quality preventative services that are well matched to their needs. 

5.2.2 Current position and trends

We know that disabled children are generally safest and do best when they and their families are enabled to lead as ordinary lives as possible.

“Prevention” here means acting to prevent a need from escalating to a higher level, or to reduce an existing high level of need. “Early intervention” means intervening soon after the identification of a need. It does not necessarily mean intervening in the early years of a child’s life, although frequently the two go together. 

Outcomes for children and families are better if high levels of need can be avoided, when assessment takes place in good time so that services can be planned around the needs of the child and family. In the absence of a preventive approach, needs can escalate to the point that unplanned and expensive crisis responses are required. A preventive approach to providing services is particularly applicable to disabled children. Unlike some other groups of vulnerable children, they are long term users of services and their needs are generally known and predictable. We know from families that relatively little support, such as short breaks from caring, makes the biggest difference to their ability to cope.

Although prevention is primarily about reducing need not expenditure, there is a strong business case for it. For example, educating a child with an ASD and challenging behaviour in a residential school could cost more than providing intensive family support and short breaks for many families. 

On some measures prevention has worked. The number of families using services has increased, and many parents are satisfied with those services, in particular the keyworker service for young children with complex needs
. Feedback from parents describes a positive impact on quality of life. It is common to for parents to describe even modest levels of service as their “lifeline”, both for the short breaks they get from their caring role and for the benefit their children derive from services. At the same time the number of children who have to be looked after away from home in local authority care has reduced. Notably, children no longer come into care because they have very complex health care or physical care needs that cannot be met at home
.  

5.2.3 Priorities for action 2011-2014

5.2.3.1 Development of preventative services to enable children and young people to live at home and be educated locally 

5.2.3.2 Develop local health services in line with the Integrated Care Organisation

5.2.3.3 Review of specialist nursing services 

5.2.3.4 Voluntary sector services to support and promote early intervention

5.2.3.5 Provide family support for sleep issues and challenging behaviours

5.2.3.6 Develop the use of CAF and the Lead Professional role to ensure multi-agency assessments are timely and coordinated

5.2.3.7 Review of implementation of continuing care framework 

5.3 Core theme: Independence and Choice, including 14-25 Transition

5.3.1 Strategic Aim

To enable disabled children and young people and their families to exercise choice and control over their own care and the services they use, and to equip young people for independence in adult life with the best possible opportunity to participate as equals in society. 

5.3.2 Current position and trends

Social policy is moving in the direction of enabling disabled people to manage their own care, choosing how they lead their own lives and controlling the services they need.  Adult services throughout the UK are moving rapidly towards a system of Personal Budgets for all. It is the policy underpinning direct payments, individualised budgets and supported living.  The moral and pragmatic issues apply just as much to parents who use carer support services as to any other service users. Take-up of direct payments by parent-carers of disabled children and young people in Ealing has risen steeply, from 62 in 2008 to 125 in 2010.  The degree to which disabled young adults are able to achieve their potential for independence and control over their own lives depends in part on the way they and their families have been supported and prepared whilst in contact with children’s services. Many parents have told us that they and their children would like to have more choice and control over the services they use, such as carer support services
  They would also like to be more able to take part in the same activities as non-disabled children do.

Many families use Direct Payments to employ Personal Assistants to help them with the care of their disabled children. We expect further growth in direct payments, and that families will want to spend them on a more diverse range of services such as out of school and holiday activities, short breaks and equipment. A small pilot using direct payments for personalised short breaks has proved successful and popular; we need to make sure that there are no unintended barriers or disincentives to using direct payments in these ways.  

The principle of the service user being in control should apply to as far as possible to all forms of support, not just where direct payments are used. We need to make sure that even when services are directly provided, users are given as much choice as possible over how, when and by whom the service is delivered. In areas where Individual Budgets for children have been introduced, families have been delighted with the flexibility and choice they allow and have made more effective use of limited resources, while young people have been enabled to make a smoother transition to adult services.

The Early Support Programme, for which Ealing was a pathfinder in 2003, has shown the value of the Team Around the Child (TAC) model in family-centred planning, delivery and review of services. Families greatly appreciate the role of Key Worker (sometimes known as the Lead Professional) as someone who can help them to steer through the maze of professionals, appointments, information and service provision available to them.

It is envisaged that Individual Budgets for children with disabilities will be promoted by the current coalition government (waiting for Green Paper).

5.3.3 Transition to adult life

For disabled young people, the transition to adult life can be a difficult experience. In Ealing, we have established a multi-agency Transition Board and Virtual Transition Team.   Health Action Plans are being developed but are not yet in place for all young people requiring them when they leave school. 

Moving from Family-Centred Planning in Early Support to Person Centred Planning for young adults should be a gradual and seamless transfer of control from parents to child.  If children and young people participate fully in their reviews throughout their childhood they are well placed to be at the centre of their review and planning for Transition into adult services and further education or employment from 14-19. 

Being able to travel independently is a key issue in transition, and in building for an independent adult life.  The Independent travel training programme run by Ealing Mencap has been a great success but needs funding to expand.

The number of young disabled people who are not in education, employment or training is low in Ealing.  However, parents and some professionals working with young people expressed concern about the suitability, choice and timeliness of local education, employment and training opportunities. We need to understand this better. 

5.3.4 Priorities for action 2011-2014

5.3.4.1 Introduce Individual Budgets in line with national strategy

5.3.4.2 Further develop person centred planning  across schools

5.3.4.3 To ensure that the transition to adult services takes place in a timely and coordinated manner and that young people are at the centre of service planning. 

5.3.4.4 Implement age-appropriate short break services, particularly for 16-18 year olds.

5.3.4.5 Increase access to education, employment and training post school

5.4 Core Theme: Participation and Partnership 

5.4.1 Strategic aim: 

To secure and further develop the involvement of disabled children, young people and their parents and carers in the planning, commissioning and delivery of services at all levels. 

5.4.2 Current position and trends

Participation of parents and voluntary agencies is well developed in the short break steering group, and in personal education and care planning, and there is a robust and increasingly representative Parents’ Forum.  We are planning to strengthen participation in three ways:

a) We need to make sure that as many children and families as possible know how to contribute their views. We know there are very many children and families who do not know how to contribute their views, or do not feel able to. We need to find more ways of communicating effectively with them. 

b) We want to find more ways of hearing the views of disabled children and young people by establishing a more representative forum for them or by building on structures that already exist, such as school councils and Youth Forum.

c) We want to improve participation in shaping and monitoring services at both strategic and operational levels. Many parents and children may feel they do not connect with a lot of the issues discussed at Board level, but would welcome a chance to contribute to the development of the services they use day-to-day. We need to ensure that the principle of participation is consistently applied at all levels. 

For parents and children to be involved and to be partners in the design and delivery of their services at both strategic and operational level, on a large scale and one the scale of individual planning, they need to be well informed.  Parents reported this as being key to their maximising opportunities for their children
.  A good Information Service for disabled children and their families is therefore as critical as having a wide and varied number of options to choose from.

5.4.3 Priorities for action 2011-2014

5.4.3.1 Establish Disabled Children’s Partnership Board

5.4.3.2 Promote and support young people's and parental participation at all levels

5.4.3.3 Ensure families and young people have adequate and transparent information and signposting

5.4.3.4 Implement the Short Break Duty (strengthen care planning and publish range of short breaks)

5.4.3.5 Support for Ealing Parents Forum

5.5 Core theme: Efficient and effective use of resources

5.5.1 Strategic Aim 

To secure the long-term financial sustainability necessary to implement this strategy.  

5.5.2 Current position and trends

The importance of ensuring that we have the resources to do all the things that we aim to do, now and in the future, is self-evident.  Tackling the strategic priorities identified in this strategy depends on having the means to do so.

There is cause for real concern about long-term financial sustainability due to a coincidence of two factors:  

· The demand for services for children with disabilities, special needs and complex health needs has increased significantly in the past four years and we expect this trend to continue.

· The two main statutory agencies, Ealing Council and Health, are under unprecedented financial pressure, and this pressure is set to continue. 

This strategy assumes that Ealing Children’s Services will not be in a position to increase overall funding on disabled children and will be looking for best value. Where priority actions have cost implications due consideration will be given to:

· Savings due to more efficient ways of working 

· Robust assessments of need

· Reduced demand for high-cost or long-term services due to more effective early intervention 

· Reduction in the level of some services 

· Raising funds from other sources. 

There has been an increase in expenditure in most services for disabled children since 2006. There are several contributory factors including: 

· The increase in number of disabled children in Ealing in line with the increasing demographic
. 

· A higher proportion of disabled children have more complex needs due to several factors including the increased rates of survival of infants born significantly pre-term
. 

· The pattern of known disability has changed (e.g. more with 

mild/moderate autism, more with complex needs), requiring agencies to commission new services and increasing demand for solutions such as specialist independent and/or residential schooling

Statutory agencies are obliged to manage within their financial means. This strategy has to reconcile financial pressures with the forecasts of rising numbers, needs and costs. It is responsible to plan on the basis that the need for support will continue to increase.

At the same time as numbers supported by services at home has increased, the numbers of children in full time care has fallen.
  What is especially significant is the fact that the no children have been placed recently in full-time care as a result primarily of very high physical care.  Much of the extra cost of supporting children in their families has been offset by the reduction in full time care, a refocusing of resources.  

Facilitating participation in local play centres gives good value hour-for-hour even when additional staffing costs are taken into account. We need to develop more inclusive services for children and young people of all ages if we are to reduce overall spending.

Families cope best when their children are well placed in school, and conversely disabled children need less intensive specialist support in education when their needs are being well managed at home. The value of family support services must be understood as an integral part of the total package of support available to Ealing children.  

Some families who use play, youth and other group-based services for short breaks are expected to contribute financially whereas others are not. Providers have been able to take different approaches, depending on how their services are funded and their organisation’s policy. Where fees are charged, these vary and are often below the current market rate for similar services. Initial soundings with parents and practitioners
 suggest that there is support for developing a consistent policy for parental contributions, provided it is fair, does not penalise families on low incomes and does not reduce access to services by those who need them most.

5.5.3      Priorities for Action 2011-2014 

5.5.3.1 Ensure short break services are procured efficiently with agreed outcomes

5.5.3.2 Promote the inclusion of young people with additional needs within universal services

5.5.3.3 Develop a graduated system of support based on assessed needs

5.5.3.4 Review demand and usage of overnight short break provision across the total market and inform short, medium and long-term strategy planning

5.5.3.5 Initiate fair parental contribution to short break services

5.5.3.6 Build lifelong independence skills, including independent travel

5.6 Core theme:  Safeguarding

5.6.1 Strategic Aims:  

To ensure that safeguarding is embedded in all services and that the children’s workforce is aware of child protection procedures, confident in their role and active in promotion of good practice

To ensure all agencies are aware of the additional vulnerability of disabled children and young people to abuse and risk.

5.6.2.
Current position and trends

In January 2011, X children in Children with Disabilities social care team have a child protection plan.  This is an increase in previous years where the average number has been approximately 3-5.  The upward trend is good as disabled children are three times more likely to suffer abuse than non-disabled children.

5.6.2       Priorities for Action 2011-2014

5.6.2.1 Prioritise safeguarding of disabled children, by ensuring robust Child Protection Systems across all provision

5.6.2.2 Ensure that all staff across the children's workforce are aware of the heightened vulnerability of disabled children to abuse and risk

5.6.2.3 Ealing Safeguarding Children’s Board to support and oversee the Disabled Children's Safeguarding subgroup and deliver the action plan 

6 Implementation and links to other action plans

This strategy identifies Ealing Children’s Services’ aims for disabled children and a number of priorities for action. A more detailed work plan is provided in the attached Action Plan, and details of how we act on these priorities will be specified in team action plans and strategies including:

· The ESCAN Service Plan is the main plan for disabled children’s services and is reviewed annually by the ESCAN Management Board.

· The Transition Action Plan is the means by which the multi-agency Transition Board plans and monitors improvements in Transition. The Transition Board will report to both the ESCAN Management Board and the new Disability Partnership Board.  

· Children and Families’ Business Plan

· The Children’s Commissioning Strategy 2010-11 is a joint strategy of the London Borough of Ealing and the NHS.

· SEN Development Plan 2011-14

· Children with Disabilities Safeguarding Action Plan 

6.1 Monitoring 

It is proposed that the Disabled Children’s Partnership Board will oversee this strategy and relevant action plans.  

6.2 Review 

From 2008-11 there have been significant changes affecting services for disabled children and their families. The Aiming High for Disabled Children funding for short breaks is to continue from 2011 and new measures of short break provision are being introduced.  We will have the benefit of other measures from Aiming High for Disabled Children on matters such as data, transition, equipment and wheelchairs and childcare, and we have learnt from the new performance indicator on disabled children’s services something of how Ealing compares with other areas and more about our relative strengths and weaknesses
. 

This strategy will be reviewed annually and refreshed again in 2014 in consultation with disabled children and young people, their parents and carers and other stakeholders. It will be monitored annually in line with the review of the Children and Young People’s Plan.

London Borough of Ealing Children’s Services
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� The duty to make reasonable adjustments in the Equalities Act applies to anyone providing goods, facilities or services to the public, whether for a fee or not. Where a service provider has a practice, policy or procedure which makes it impossible or unreasonably difficult for a disabled person to use their service, they will have to take 'reasonable steps' to change that practice, policy or procedure so that you can use the service.





� The Government Strategy report, Improving the Life Chances of Disabled People, uses an estimate that puts the proportion of people nationally who are disabled under the Equalities Act definition at 7%





� UK census, 2001


� Children with Disabilities Data Matching Project, 2010


� The Aiming High Short Breaks ‘proxy’ for the numbers who meet the criteria for the most complex (middle or higher rate DLA) nationally is 1.2% of the population. 





� Note that not all these pupils are disabled under the Equalities Act definition, and many disabled children do not have a Statement of SEN.





� 2009-10 SEN Audit Report


� Ealing LAIMP return to Together for Disabled Children, October 2010


� SEN needs analysis, 2010


� Keyworking report July 2010


� SEN needs analysis, 2010


� http://consanguineous.askdefine.com/


� The special educational needs and disability review, Ofsted, 2010





� The other consultations were Action for Children’s Youth Consultation Survey (2008); the SEN Extended Schools focus group consultation (2008); and the focus group with young people with severe disabilities (Mencap, 2008)





� Early Support, Family Perspectives on Keyworking in Ealing, June 2010


� Review of Children’s Continuing Care in Ealing 2009/10


� Consultation on a disabled children’s strategy, 2010 


� Family Perspectives on Keyworking in Ealing June2010  


 


� Only two children are currently in care due to health needs, placed some years ago





� Consultation on a Disabled Children’s Strategy 2011-14, November 2010


� Consultation on a Disabled Children’s Strategy 2011-14, November 2010


� Ealing LAIMP return to Together for Disabled Children, October 2010


� Costeloe K, et al. The EPICure study: outcomes to discharge from hospital for infants born at the threshold of viability. Pediatrics 2000;106(4):659–71.


� Review of children’s continuing care in Ealing 2009/10


� Consultation on a Disabled Children’s Strategy 2011-14, November 2010


� Local Authority Measure of Services to Disabled Children (National Indicator 54) 2008-09   
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