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Introduction/ Context

The term ‘learning disability’ has a range of definitions; and indeed covers a range of needs of children with a learning disability from children who need some day-to-day support to manage daily living to children with complex and profound learning and physical disabilities and complex healthcare needs.

The accepted definitions used for the provision of services include:

“ The formal definition of ‘learning disabilities’ or ‘intellectual disabilities’ includes the presence of:

· A significant intellectual impairment, and

· Deficits in social functioning or adaptive behaviours (basic everyday skills)

· Which are present from childhood

Emerson et al (2001)

“ A state of arrested or incomplete development of mind involving significant impairment of intelligence and social functioning which is manifested during the developmental period”.



World Health Organisation (1992)

The nature of this service specification is for services for children with moderate to severe learning disabilities, often who present a range of associated and complex healthcare needs.

However, the needs of children with less severe learning disabilities should also be considerations in the development and delivery of mainstream health services to ensure that barriers to access and inclusion are addressed.

National data:

The known prevalence rate of a learning disability as defined above is 3% of children. Of these 0.3% have a severe learning disability, with a high likeliness of complex health needs. There are 700,000 children with disabilities, under the age of 16, in the UK – this data includes children with physical disabilities who do not have a learning disability. (Family Resources Survey, 2002-2003). Of these up to 6,000 children living at home are dependent on assistive technology (including ventilators).

Prevalence of complex health needs in the population of children with a learning disabilities is increasing, with an expected increase in levels of severe learning disabilities of about 1% per annum, with an overall increase of 10% by 2020.

It is estimated that the population of children and adults with learning disabilities will rise over the next 10 years, at about 1% per annum, with an overall rise of 10% in the population. The prevalence of learning disabilities is higher in communities of South Asian ethnic background, and increases in children & young adults from these communities are expected to rise.

Most children with a learning disability live with their family. The family often provides the significant proportion of care, and their needs for support and care need to be considered in developing and providing any services to children with a learning disability. Whilst some children with highly complex needs may be supported in specialist residential provision (i.e. residential schools with healthcare provision) most children attend local provision of special schools or are integrated into the mainstream school structure. Services provided to meet the healthcare needs of children with a learning disability will need to work closely with the school/s and interface with SEN support provided within schools.

Local Data:

Children with a learning disability registered with a GP (Reid Code E3)

Local Case Registers (often maintained by Children’s Disability Teams)

SEN Case Registers

1.1 Aims 

The National Service Framework for Children sets out a clear vision for disabled children’s services. Specifically that of Standard 8:
“Children and Young People who are disabled or who have complex health needs receive coordinated, high quality child and family centred services which are based on assessed need, which promote social inclusion and, where possible, which enable them and their families to live ordinary lives”.

National and Local Strategic Priorities:
Valuing People (2001) set its key first objective around the needs of children with learning disabilities:

“To ensure that disabled children gain maximum life chance benefits from educational opportunities, health care and social care, while living with their families or in other appropriate settings in the community where their assessed needs are adequately met and reviewed”.
Whilst the primary implementation of Valuing People (2001) and Valuing People Now (2009) is focused on adults with learning disabilities; there is responsibility within the implementation to ensure a collaborative and linked approach to key    children’s policy, to ensure that children with learning disabilities benefit equitably from policy and best-practice implementation.
The National Service Framework for Children, Young People and Maternity Services (NSF) was published in 2004, setting clear standards for the provision of high-quality services for children and young people needing health, social care, educational and community support that meets their needs; and, for promoting the health and well-being of children and young people.

Aiming High for Disabled Children was published in 2008, providing a suite of policies and objectives to transform the provision of services for children with disabilities, and their families, particularly those with complex health needs.

A key element of Aiming High is the provision and transformation of short-breaks provision, with particular responsibilities for PCT’s  where children have complex health needs that require clinical support. Local authority allocations are supported by significant additional funding for Primary Care Trusts from NHS allocations. It is envisaged that in partnership, local authorities and PCT’s work together to transform short-breaks provision, with PCT’s commissioning a range of provision and support to meet the needs of children/ families caring for children with disabilities and complex health needs. 
There is considerable national government investment to bring about changes that not only transform the volume of 

provision available, but also transform the quality, appropriateness, range and capacity of provision to meet  the needs of those eligible children and young people who are commonly unable to access provision.
The Department of Children Schools and Families states 

 ‘the Government is committed to the transformation of disabled children’s short break provision.  Significant funding for short breaks has been released to local authorities”
Within “Aiming High” the Full Service Offer (FSO) is specifically about short breaks and seeks to address concerns about shortfall, accessibility, appropriateness, quality and choice of short breaks for children and families. 
The provision of services for children with disabilities currently fall into duties under the Children Act (2004) namely:

“ it is the duty of every local authority to safeguard and promote the welfare of children within their area who are in need by providing a range and level of services appropriate to those children’s needs”.
 This is also underpinned by legislative and policy actions taken by Government in recent years, including:
• The Children Act 1989/ 2004, under which disabled children are defined as “Children in Need”. Under the Act, Local Authorities have a general duty to “safeguard and promote the welfare of children in their area who are in need… To promote the upbringing of such children by their families, by providing a range and level of services appropriate to those children’s

needs”;
• the Disability Equality Duty, introduced into legislation in 2005, which requires organisations across the public sector (including schools and hospitals, local and central government) to be proactive in ensuring that disabled people are treated fairly and are included in all aspects of policy development from the outset;
• the Childcare Act 2006 which requires Local Authorities to have particular regard to the needs of disabled children as part of their new duties to assess the childcare needs of families and to secure sufficient childcare to children up to and including age 14 (18 for disabled children); and
• A requirement on most public bodies to have a Disability Equality Scheme setting out how they will meet their responsibility to promote disability equality.
· The SEN (Special Educational Needs) Code of Practice (2004).
1.2  Evidence Base 

The known prevalence rate of a learning disability as defined in the introduction, is 3% of children. Of these 0.3% have a severe learning disability, with a high likeliness of complex health needs. There are 700,000 children with disabilities, under the age of 16, in the UK – this data includes children with physical disabilities who do not have a learning disability. (Family Resources Survey, 2002-2003). Of these up to 6,000 children living at home are dependent on assistive technology (including ventilators).

Prevalence of complex health needs in the population of children with a learning disabilities is increasing, with an expected increase in levels of severe learning disabilities of about 1% per  annum, with an overall increase of 10% by 2020.

This is felt to be attributable to improvements in maternal and neonatal care and improvements in general health care for people, which has led to increased life expectancy. Increasing use of alcohol in the UK and rates of unplanned teenage pregnancy are also expected to contribute to increases in the level of foetal alcohol syndrome. In addition there are increases expected in the proportion of younger English adults from South Asian minority ethnic communities where the prevalence of learning disability is higher. (Michael J, 2008).
 1.3 General Overview 
The most severely disabled children need equipment and support to manage day-to-day living and most of them live with their families, who need access to high-quality support to enable them to undertake their caring responsibilities along with the wider commitments of family and community life. And primarily, learning-disabled children are children first with the right to enjoy all the aspects of their life and childhood. 

All Services:
Services will provide expert services for children with learning disabilities which are integrated with primary and secondary care services, that are based on the assessed need of the individual child and that children receive prompt, appropriate, accessible and evidence-based treatment and advice to enable them to achieve their full potential.

All service provision needs to be provided in a child and family-centred way, ensuring that the child and family have the opportunity to live as included members of their community. Providing child-centred services also needs to ensure that all service provision is able to meet a diverse range of needs, both in terms of the child’s individual learning disability and complex health need and within the context of multi-cultural communities. This will require that services are culturally appropriate and reflect the needs of children within minority ethnic communities with learning disabilities, specifically children and young people from South-Asian origin communities.

All services will be delivered in line with the core standards of the National Service Framework (2004) for Children, Young People and Maternity Services.

The Children’s Services Workforce will have a common core of skills and knowledge underpinning the specialist expertise, as identified in the Common Core 2005.
· Effective communication and engagement with children, young people and families;

· Child and young person’s development;

· Safeguarding and welfare of the child;

· Supporting Transitions;

· Multi-agency working;

· Sharing Information.
All Children’s’ services will work towards achieving the five national Every Child Matters outcomes, and local outcomes as identified in the local Children and Young People’s Plan.

· Being Healthy

· Staying Safe

· Enjoying and achieving

· Making a positive contribution

· Achieving economic well-being

Insert any local standards
Primary Care: Children with learning disabilities, and particularly those with complex health needs requires that the local primary health care structure provides responsive and accessible services, that understands and is responsive to their health care needs and their individual needs. The service descriptions encompass the range of local infrastructure within the local primary health services to ensure equitable and accessible provision. (This needs to link with local service descriptions – Section 2.1).
Access to Hospital & Secondary Care Services: The evidence-base would indicate that children with a complex learning disability, and associated health needs can be required to attend a range of hospital services on a regular basis – sometimes 2-3 times in one week. Some individual children with learning disabilities may find it hard to wait for periods of time (i.e. in waiting rooms) and will require consideration of their needs when making and planning appointments.
This has an impact on the nature of family life, both in terms of the child’s school and community life and families day-to-day functioning (i.e. parents working and/ or other family commitments). It should be a priority to ensure that hospital services communicate well together to ensure that appointment, where possible, can be offered together and outside of school and work hours where possible. (This needs to link with local service descriptions – Section 2.1).
Provision of Specialist Health Staff: In order to meet the needs of children with learning disabilities within their communities, and prevent placing children with complex needs in specialist residential services (often out-of-area) there is a need for specialist health staff to work alongside and with community teams for children with disabilities (CDT’s). 

It is key policy target for Valuing People (2001) and subsequent policies, to ensure that people (including children) with learning disabilities have their needs met, within their own communities, and to ensure that people (and children) placed out-of-area, for either specialist treatment or needs that cannot be met within the locality, are brought back to their communities at the end of active treatment or that support is developed in the locality to prevent out-of-area treatment.

Specialist health staff, such as LD nurses with skills in working with children or Children’s Nurses with LD skills, can provide community healthcare and health support to families and other services; and can enable needs to be met within the community. (This needs to link with local service descriptions – Section 2.1).
Access to CAMHS (Child and Adolescent Mental Health Services): The evidence base would indicate that children with a learning disability find it difficult to access local CAMHS services, despite their needs for such specialist input. Local CAMHS services need to ensure equitable access and provision for children with a learning disability.  (This needs to link with local service descriptions – Section 2.1).
Therapy and rehabilitation services: The evidence is that access to rehabilitation and therapy services in localities for children with learning disabilities and complex health needs can vary widely. Having effective interventions provided by skilled therapy interventions can support the wider development and educational attainment of children with learning disabilities; and minimize the loss of function and ability.

The provision of local therapy services and interventions should be provided in a way that facilitates partnership with families, schools and local authority support and services. (This needs to link with local service descriptions – Section 2.1).
Short breaks: A range of short-breaks provision needs to be commissioned by the PCT for children with learning disabilities and complex health needs, whose health needs cannot be met within social care provision alone. “Aiming High for Disabled Children” recognizes that current short breaks services are inadequate for certain groups of children and young people. These include:
· Children and young people with autistic spectrum disorder (ASD), with other impairments or challenging behavior. Not all children with ASD will require specialist short break services.

· Children and young people who have complex health needs, including those with life-limiting illnesses or receiving palliative care or who are technology dependent.

· Children and young people aged 11+ with severe physical impairments and with moving and handling needs. These will require training equipment and/or adaptations and many are technology-dependent children requiring specialist care.

· Children and young people with challenging behavior associated with other impairments, e.g. severe learning disability. This is behavior that could cause injury to themselves or others.

· Young people 14+ with severe disability who require age-appropriate services.
Within the guidance there is a push to diversify the range and nature of short breaks services so that they: -

· Include day, evening, overnight and weekend activities and can take place in the child’s own home, the home of an approved carer, a residential or community setting.

· Come in a variety of formats and last from a few hours to a few days, and occasionally longer.
(This needs to link with local service descriptions – Section 2.1).
Transition support: Children with learning disabilities need high-quality and multi-agency support to enable them to have choice and control over their lives, and to be able to go through Transition to adults services in a way that they are aware of the opportunities open to them and the range of support they may need to access.
Objective : As young people with learning disabilities move into adulthood, to ensure continuity of care and support for the young person and their family; and to provide equality of opportunity in order to enable as many disabled young people as possible to participate in education, training and employment. (Valuing People, 2001)
“Transition is not synonymous with transfer. Transition is an active process rather than a single, unplanned event. The process must begin early, be planned and regularly reviewed, and be age and developmentally appropriate. Successful transition should include education, social services and voluntary agencies as active partners. Service development must also, wherever possible, be undertaken in collaboration with the young people involved, enhancing their sense of control and independence for their future life.” (Better Care, Better Lives 2009)

There will be a locality process for Transition across services, supported by the Transition Support Programme (Aiming High), and providers of all health services described within the Service Specification must ensure that they have a coordinated and joined-up approach to transition.
 (This needs to link with local service descriptions – Section 2.1).
Palliative care: Palliative care is an essential part of care for many children with learning disabilities and complex health needs. For some children and young people palliative care is only needed for a short period of time; for others, it will be the only focus of care from the time a life-limiting condition has been diagnosed. Palliative care services can include: short-term breaks; counseling; family support services; pain management and symptom control.
 (This needs to link with local service descriptions – Section 2.1).
Family and Carer Support:  Families of children with learning disabilities and complex health needs often experience high levels of day-to-day stress, and many have high levels of unmet needs for support services. Research indicates that children’s behavior and sleep-deprivation can be key factors in stress and ill health experienced by parents of children with complex needs. Families of children with learning disabilities show greater level on unmet needs (NSF, 2004).

Parents and carers often carry out the most significant levels of care, but need effective support, help with complex nursing care in the home and opportunities for short-term breaks. In addition they need to be consulted about services and involved as full partners in care alongside service providers.

 (This needs to link with local service descriptions – Section 2.1).
1.4 Objectives 

“Children and Young People who are disabled or who have complex health needs receive coordinated, high-quality child and family-centred services which are based on assessed needs, which promote social inclusion and, where possible, which enable them and their families to live ordinary lives”. (NSF, 2004).

To provide a range of services, both mainstream and specialist that enable children with a learning disability and other health needs (including complex health-care needs/ profound and multiple disabilities) to live as healthy a life as possible and maintain inclusion within their community and day-to-day life.

This will include ensuring that mainstream health services (i.e. GP and Primary Care Services, Hospital Services, Dental and other services) are accessible by children with learning disabilities and their family carers. 

In addition, providing a range of specialist services (i.e. therapy provision, equipment, short-breaks, palliative care services) that ensure that children with learning disabilities receive the highest quality care to meet their specific health-care needs.

Service providers will work in a way that enhances the child’s and family’s quality of life, and enables them to remain as independent as possible living within their own community.

Children and young people’s welfare will be paramount, and service providers will be expected to work within local and national standards and best practice in Safeguarding Children.

In assessing the needs of children with learning disabilities that a Common Assessment Framework is used (Policy target, 2005) to ensure that there is a national standard for effective, shared early assessment of children with additional needs.

Looked after children and those likely to be adopted will have their health and well-being promoted, and their health needs assessed and met as necessary.

Children with profound and multiple learning disabilities attending Special Schools will have medical assessments in line with the SEN Code of Practice. (2002)

1.5 Expected Outcomes 
The provision of health services, in partnership with social care and community services to meet the health needs of children with learning disabilities and complex health needs, should enable the child and family to experience the best possible health outcomes for the individual child, and support the family to fulfill their caring responsibilities and maintain their health and well-being. The provision of all services, as a partnership, should be working to enable the child and family to experience as normal a life as possible, as active and involved members of their local community.

Services for disabled children (including those with complex health and palliative care needs) are the subject of a new indicator from 2009-10. This indicator will be based on a survey of parents of disabled children measuring their family’s general experience and their experience of the elements of the core offer. This indicator will underpin PSA 12 nationally and will be one of the vital signs, as an option identified for consideration as a local priority for PCTs by the National Operating Framework for the NHS in 2008/09. It will also form part of the National Indicator Set for local government and LAs and PCTs will need to be mindful of this when developing services. 

The NSF identifies 9 key markers of “best practice” as well as a range of performance measures.

1. Disabled Children are able to access all mainstream children’s services.

2. Disabled Children and Young People receive child-centred, multi-agency coordinated services from the point of referral through identification and assessment to delivery.

3. Early identification and intervention are providing through clinical diagnosis and the “Framework for Assessment of Children in Need and their Families”. Interventions support optimal physical, cognitive and social development and are provided as early as possible with minimum waiting times.

4. Disabled children and young people who require ongoing health interventions have access to high-quality, evidence-based care, delivered by staff who have the right skills for diagnosis, assessment, treatment and ongoing care and support.

5. Families are offered a range of appropriate family support services that are flexible and responsive to their needs and that promote inclusion in the local community.

6. Disabled children and young people and their families are routinely involved and supported in making informed decisions about their treatment, care and support.

7. Area Safeguarding Children’s Boards have strategies and protocols to ensure that disabled children and young people are safeguarded from emotional, physical, sexual abuse and neglect, in line with “Working Together to Safeguard Children”.

8. Multi-agency transition planning focus on meeting the hopes, aspirations and potential of disabled young people, including maximizing inclusive provision, education, training and employment opportunities.

9. A range of flexible, sensitive services available to support those affected by the death of a disabled child or a child with life-limiting illness.

Aiming High for Disabled Children identifies a “full service offer” for the provision of services for children with disabilities and complex health needs:

Care Trusts (PCTs) and local authorities inform the transformation of short break provision over the next three years. PCTs should also consider this guidance in shaping their response to the 2009/2010 NHS Operating Framework priorities.’ The implementation guidance says that LAs and PCTs  have to achieve the ‘core offer’ and the ‘full service offer’ (FSO) . In particular, they must ensure that developments achieve the following:
· Access and Empowerment: Greater accessibility and active involvement of children and families in planning and delivery of services in their area.

· Responsive services and timely support: Better planning and professional

support, with particular focus on identified need, particularly at key life     stages.

· Improving quality and capacity: Significant new funding to ensure change and development.
Activities and Outcomes of local services should include:

· Provision of healthcare for children with learning disabilities and any additional needs that they may have.

· That staff in services supporting children with learning disabilities and complex health needs receive the appropriate training to meet those needs.

· To enable children to have greater choice over their lives and be supported to develop person-centred plans.

· To get the healthcare they needs and the support to live a healthy life.

· To affirm and enhance their dignity, self-respect and individuality.

· To pay due regard to their wishes and preferences.

· To enable children and young people with learning disabilities to acquire new skills whilst maintaining existing skills; and support them to achieve their full individual potential.

The services should provide a robust community infrastructure that prevents children being unnecessarily placed in specialist residential placements, both within and out of district.
2.1 Service Descriptions  

· Primary Care:

The provision of primary care services should ensure equitable access by children with learning disabilities and their family carers. 

Primary care services, in partnership with a range of specialist diagnostic and treatment services (i.e. via Health Visiting and Pediatric services) should provide early identification of conditions and ongoing support throughout health services to manage their condition, associated health and developmental needs.

The key aspects of primary care need to achieve the following:

· Children with a learning disability are registered with a GP practice and identifiable within GP registers.
· Policies, practices and procedures of all services are regularly reviewed, in partnership with children and their parents, to remove barriers and progressively improve access, and to ensure that disabled children and their families are not disadvantaged;
· Providers of services fulfill their duties under the Disability Discrimination Act1995 to remove barriers and progressively improve access to services; to take reasonable steps to remove or alter physical features (incorporating specialist advice) which may make it difficult for disabled people to access the service or to consider how the service can be provided by a reasonable alternative;
· Services are regularly reviewed, in partnership with minority ethnic children and their parents, to ensure that they are culturally sensitive and responsive to the needs of minority ethnic communities; services are targeted at reaching communities where English is the second language.

· Risk management protocols agreed between agencies, which include guidance on invasive care, manual handling and management of challenging behavior.

Insert local information regarding the commissioned provision of primary care services, and protocols and policies to ensure that the needs of children with learning disabilities are met.
· Early Identification of Needs/ Assessment and Diagnosis: 

Early identification is vital to ensure that children with learning disabilities and their families receive the right health services and interventions, and the right range of wider support through social care, education, housing and wider community services to ensure their development and life-chances are maximized.

Many children with learning disabilities will not receive a specific medical diagnosis, and even when there is a diagnosis, accurate prediction of future needs is difficult. The provision of good multi-agency assessments of need can be the catalyst for early intervention (NSF, 2004).
The provision of early needs identification and the provision of Assessment & Diagnostic services should include and/ or achieve the following:

· Use of the Common Assessment Framework to ensure standards for effective, early assessment of children with learning disabilities and to identify their potential needs.

· Health Visiting working in partnership with other early-years staff to raise awareness and understanding of children’s health and developmental needs and encouraging referral to the primary care team, or other services (i.e. therapy services) if they or the parents have concerns about the child’s development.

· There is good multi-agency diagnostic practice and procedures are in place with adequate consideration of the common co-morbid conditions.

· Parents have early access to pediatricians who are expert in child health and learning disabilities.

· Professionals are skilled in sharing concerns and choices with parents as part of an emerging diagnosis.

· Children with possible learning disabilities have prompt access to a diagnostic and assessment facility that is as close to the child’s home as possible. Where appropriate assessment is carried out in convenient settings such as the child’s home or school. Services are co-located where possible to ensure better access to a wider range of services for families i.e. extended schools, one-stop shops, children’s centres etc.

· Diagnosis and identification of need is followed quickly by a multi-agency needs comprehensive needs assessment. (Framework for the Assessment of Children in Need and Their Families, 2000).

· Assessments cover the child’s abilities and strengths as well as difficulties; and result in plans that aim to maximize the child’s developmental progress and achievement; and promote inclusion in family and community life.

· Assessments include the parents/ carer’s needs for support with caring for a child with learning disabilities and the specific health needs of the child.

Insert local information regarding the commissioned provision of assessment and diagnosis services, the integrated care pathway - and protocols and policies to ensure that the needs of children with learning disabilities are met.
· Access to Hospital & Secondary Care Services: 

The provision of hospital and access to secondary care services for children with learning disabilities needs to ensure that the children with a learning disabilities can access services equitably in a way that has minimum disruption on family and community life; and ensures that appointments and processes are delivered in a child and family-centred way.

· Access to services needs to be reviewed regularly and improved, in partnership with children with learning disabilities and their families.

· Hospital departments and clinics have a process to synchronize appointments systems, so that families make a minimum number of visits to hospitals/ clinics.

· Wherever possible children and young people with learning disabilities are offered appointments outside of school hours, to ensure a minimum absence from school.

· There are systems in place for children and young people who find it hard to wait i.e. Children with learning disabilities and ASD, or with complex needs. Where appropriate double booking times and/ or first/ last appointments are available for children with disabilities.

· There are appropriate facilities for the provision of personal care in all locations that would be used by families and children with a learning disability who have personal/ healthcare needs.
Insert local information about specialist services commissioned from secondary and acute hospital services, and protocols that ensure that the health needs of children with learning disabilities are met in an inclusive and appropriate way.
· Specialist Health Staff working with Community Teams (Children’s Disability Teams):
A local community provision has a key role in providing support to children with disabilities and families within the community, and helps to avoid unnecessary hospital admissions, and/ or use of inappropriate residential placements.

In some localities health provision (through Community LD Nurses/ Children’s Nurses with LD skills) is provided as part of the integrated Children’s Disability Team.

Local structure of health provision either as part of an integrated team, or working alongside a social care team, provides the specialist health skills to focus on:

· Supporting children with complex needs within the community, providing support and education in managing complex health needs (i.e. for technology dependent children).

· Supporting families and children with behaviour that challenges.

· Supporting children with learning disabilities and mental health needs.

Insert local information about specialist health staff (LD or Children’s Health Staff) working in community services – insert any local joint working arrangements where these staff work in conjunction with social services or other services.
Access to CAMHS services:

Many children and young people with complex health needs or life-limiting illnesses need psychological and emotional support to minimize stress. In addition, these children and young people are significantly more vulnerable to mental health problems than other children. Disabled children have often found it difficult to access child and adolescent mental health services. There have been particular difficulties for children and young people who have autistic spectrum disorders or learning disabilities. 

Commissioning of services for low incidence conditions needs to be co-ordinated on a regional or national basis.

The provision of local CAMHS services needs to ensure that children with learning disabilities have equitable access, wherever possible, to CAMHS services. This needs to be reflected in local development strategies for CAMHS and local business plans/ LDP priorities.

The provision of a local accessible CAMHS service should achieve the following:

· Equitable access for children with a learning disability.

· Appropriate provision to ensure that children with complex health needs and life-limiting illness and the siblings of children with a learning disability can receive appropriate and evidence-based interventions.

· Assessments and interventions are provided by professionals with skills in learning disabilities and children and young people’s mental health.

· Provision is delivered through multi-agency processes and multi-disciplinary professions.
Insert information about local CAMHS services and their capacity and provision to meet the needs of children with learning disabilities – include any development plans to increase capacity/ skills and protocols regarding joint working (i.e. with CDT/ Children’s Disability Services).
· Therapy and rehabilitation services:

Therapy provision is provided for children with learning disabilities in partnership with families, social services and schools. Therapy services provide both direct interventions and education for families, other support services and schools/ nurseries/childcare providers. This in turn enables therapy to be provided as part of the child’s usual daily routines.

The provision of local Therapy services should achieve the following:

· Where parents and carers are active partners in decisions about therapy and rehabilitation services, and have agreed goals about the intervention and its intended outcome.

· That self-referral is promoted with a clear and accessible care-pathway.

· Where therapeutic interventions are agreed and overseen by a specialist pediatric therapist.

· Where therapy is delivered in the most appropriate setting for the child i.e. home, school, childcare. 

· When therapy offered in the school environment, that the therapeutic strategies are developed with the teaching staff and delivered as part of the child’s full learning experience. That there are agreed protocols for the delivery of interventions by teachers and learning assistants.

Insert local information about Therapy Services, and specialist skills to provide therapies for children with learning disabilities. Identify range and numbers of AHP’s and what the AHP therapists are commissioned to provide for children with LD. Include protocols with local and specialist schools.
· Short breaks:

Families need breaks that are flexible and offer choice, and that meet their needs. Short breaks can include residential overnight services, day care, home-based sitting services, inclusive leisure and play services and the use of Direct Health Budgets to purchase specific support.

Short breaks will be provided in a range of formats, from a range of appropriate providers, to meet the child’s and families needs in a child and family-centred way. It is envisaged that provision may be delivered by smaller voluntary sector organizations; independents providers or health and social care partnership provisions.

The key to achieving the appropriate range of provision, needs to be based upon the range of local needs and the right short-break and care provision to meet the child’s and families needs in a way that promotes inclusion, maintains family life and the child’s ordinary routines (i.e. school life, community activities etc.)

Formats could include:
· Day, evening, overnight and weekend activities and can take place in the child’s own home, the home of an approved carer, a residential or community setting.

· Provision lasting a few hours to a few days, and occasionally longer.
Some specialist short-breaks provision will need to be commissioned, or capacity increased in mainstream services to ensure that the needs of some children, who have traditionally experienced lack of access to short-breaks services, are met. These will include:

· Children and young people with autistic spectrum disorder (ASD), with other impairments or challenging behavior. Not all children with ASD will require specialist short break services.
· Children and young people who have complex health needs, including those with life-limiting illnesses or receiving palliative care or who are technology dependent.

· Children and young people aged 11+ with severe physical impairments and with moving and handling needs. These will require training equipment and/or adaptations and many are technology-dependent children requiring specialist care.

· Children and young people with challenging behavior associated with other impairments, e.g. severe learning disability. This is behavior that could cause injury to themselves or others.

· Young people 14+ with severe disability who require age-appropriate services.
Health provided short-breaks provision will achieve or include the following:

· Responsive to provide the service, once need for short-breaks has been identified, that cannot be met within the wider mainstream short-breaks services due to health care need. This may include a specialist service or increasing health capacity in mainstream services.

· Parents are offered the choice of a Direct Health Payment.

· Access to crisis care is available.

· Services are audited regularly.

· Services are flexible and easily accessible, provided in the formats that families and children want (i.e. home based, overnight services etc) and in a way that meets the individual needs of the child and their family.

Insert information about local provision commissioned by the PCT for short-breaks, including information about the range and formats provided and quality indicators for services. Identify partnership services and joint working arrangements (i.e. joint health and social care services).
· Transition support

A person-centred approach to planning with young people is key to supporting an effective transition into adult services. Most of the young people with learning disabilities supported within the range of specialist services described within this specification will move onto health and social care (and wider community based) services. The nature of service provision may change (i.e. short breaks may have different range or provision) and the young person and their family need to be involved early on, to ensure that they have the opportunity to explore choices and options.

Transition planning should use a person-centred approach, a number of ways of which are described in Valuing People (www.valuingpeople.gov.uk) such as Person-Centred Transition Planning. The Aiming High for Disabled Children (2008) implementation has also provided funding and support (Transition Support Programme) to ensure that young people with disabilities receive effective and person-centred transitions. 

Provision of all health services supporting young people with learning disabilities should ensure that best practice and pathways for transitions are used to ensure a smooth transition to adult services. This should achieve or include the following:

· A person-centred planning approach to planning for the young person’s transition.

· Young people with learning disabilities over 16 are encouraged to use Direct Health Payments.

· That the PCT (and relevant providers) are involved in the local multi-agency transition group.

· There are plans in place to support a smooth transition for young people living out of area (i.e. those in residential schools, specialist health placements).

· Transition plans have specific arrangements for those with high levels of need or complex needs.

· That health services provide appropriate adolescent/ young persons’ services with a view to enabling smooth transition to comprehensive adult multi-disciplinary care.

Insert local information regarding Transition – i.e. Local Pathways, Joint Protocols and approach to person-centred transition planning for young people with learning disabilities.
· Palliative care:

High quality palliative care services should be available for all children with a learning disability and life-limiting conditions who need them.

Services can be provided by a range of agencies including the NHS (mainstream and specialist services); Children’s Hospices; the Voluntary Sector and Social Care and Education services. It is key to providing care through a network of agencies that coordination and close liaison are necessary to ensure that the changing needs of children and young people are recognized and met appropriately.

Better Care; Better Lives (2009) provides a framework for palliative and end-of-life services for children with life-limiting conditions including children with disabilities. It proposes specialist teams and a service range to meet the needs of children and families.

Specialist Teams would include:

· Community Children’s Nurses

· Providers of specialist medical support

· Carers

· Psychologists/ Bereavement Specialists

· Education providers

· Health Visitors

· School Nurses

· Allied Health Professionals (i.e. Occupational Therapy, Speech & Language Therapy, Dieticians, Physiotherapy etc.)

· Social Workers

Service Range would include:

· Hospice/ Hospice at Home

· Sitting Services

· Befriending/ Activity Services

· Short-Break fostering

· Community Houses

· Domiciliary Care

Services provided as such for children with learning disabilities should be provided in the context of child-centred care and the wider care for children with learning disabilities. It may be best to provide in-reach of palliative care into the health supports and services that children and young people with learning disabilities currently receive (i.e. short breaks services) using the specialist team resources/ or it may be more appropriate for a transition to specialist palliative care services (i.e. hospice). The children’s palliative care services locally need to ensure the skills and capacities to work with children and young people with learning disabilities, and be provided in the context of the high levels of complex health needs experienced by this group of children and young people.

Palliative care services need to provide or achieve the following:

· Provision of high-quality, sensitive support that takes account of the physical, emotional and practical needs of the child or young person and their family, including siblings.

· Services provided maximize choice, independence and creativity to promote quality of life.

· Services are delivered in the preferred location for the child/ young person and family (PPC – Preferred Place of Care).

· Services include the prompt availability of equipment to support care, such as access to translation services, communication aids and workers skilled in communication.

· Short-term breaks, palliative and community health and social care services are available for children and young people with learning disabilities and life-limiting conditions.

· Provision of services include:

· 24 hour access to expertise in pediatric and family care

· 24 hour expertise in palliative care for children and young people (with skilled understanding of learning disabilities)

· Pain and symptom control

· Psychological and Social support

· Spiritual support

· Where needed, formal counseling or therapy

· Arrangements to avoid unnecessary hospital admissions

· Protocols for immediate access to hospital if needed

· A process for liaison and information sharing with the General Practitioner.

Insert local information regarding children’s palliative care services, and protocols for joint working with children’s’ disability services. Identify accessibility for children and young people with learning disabilities, and skills and capacity of services to support children and young people with learning disabilities.
· Family and Carer Support

Families of children with learning disabilities and complex health needs often experience high levels of day-to-day stress, and many have high levels of unmet needs for support services. Research indicates that children’s behavior and sleep-deprivation can be key factors in stress and ill health experienced by parents of children with complex needs. Families of children with learning disabilities show greater level on unmet needs (NSF, 2004).

Parents and carers often carry out the most significant levels of care, but need effective support, help with complex nursing care in the home and opportunities for short-term breaks. In addition they need to be consulted about services and involved as full partners in care alongside service providers.

In addition to short-breaks (see above) families need a range of support:

· A wide range of appropriate family support services and multi-agency packages of care; delivered in partnership between health providers and social care/ educational/ community and voluntary sector services. These may include:

· Community nursing and health support into the home.

· Training in health interventions (i.e. Assistive Technology & Equipment; IDD; Suctioning; Behavior support etc.).

· Packages are flexible and responsive to the child and family’s needs (including those of fathers and siblings) and provide positive and stimulating experiences for disabled children in a way that promotes and maintains their inclusion in their local community. Both universal health provision and specialist health provision provide services in the above way.

· Options of Direct Health Payments are explored.

· Training in managing sleep and behavior problems is offered at an early stage to families who need it.

· Children leaving hospital who require continuing care receive coordinated multi-agency packages of care according to individual need. The Children’s Continuing Care Framework (2008) for consultation provides a useful reference for this.

· Families and children with learning disabilities need to be involved in the development, delivery and monitoring of local health services through representation, such as LIN’s, Parents Forums, Service User Forums etc. Standards for consultation with children with disabilities need to ensure that involvement includes providing information in accessible and useable formats as well as best-practice standards for involving children (such as Hear by Right).
2.2  Accessibility/acceptability 

For PCT to complete with local information r.e. service criteria .
2.3 Whole System Relationships 

Services for children and young people with learning disabilities need to be delivered as part of a whole-system; delivered in a multi-professional framework and including the needs not only of the child but of their wider family.
The commissioners of local health services for children with disabilities need to be actively involved in the local Children and Young People Strategic Partnership.

The local health needs of children and young people with learning disabilities need to be an integral part of the Local Joint Needs Assessment (JSNA) and in commissioning services for children and young people with learning disabilities the wider provision of services for such through Social Care, Education, Housing and Community Services need to be considered.

Insert local wider whole system structures to incorporate:

Family and Carers

Children’s Trust Structures

Social Care, Education, Housing, Sure Start, Children’s Centres.

Primary Care

Secondary Care

Children’s Health Services

CAMHS services
2.4  Interdependencies 
Services for children with learning disabilities and complex health needs are provided by a range of providers; from Local Authorities; Education Services; Healthcare Services and often voluntary sector providers.

To achieve a seamless and coordinated provision of support that enables the child and family to achieve the objectives of Standard 8 of the NSF Children, the range of services need to work in partnership and providing services often in tandem to each other.

Services need to develop joint and coordinated packages of care, and work in an interdependent way, to enable families and children to live a well-supported life in their own community.

The PCT and service providers will need to evidence how they are achieving this, and the positive impacts this has on the life of the family and child. This may be through the local annual survey of families, as part of PSA 12.

 Safeguarding 

Providers will have a robust policy and procedures in place to ensure that the welfare of children and young people is 

Promoted and that they are protected from harm. In addition, the provider will follow the procedures of insert PCT 

Safeguarding Children Board and ensure that all staff are trained as detailed below.

Providers will have in place a system for ensuring that all staff and its consultants who work directly with children and 

young people, parents/carers and families are:

· Subject to enhanced CRB checks (including Protection of Children Act and Protection of Vulnerable Adults list checks);

· Asked to disclose any convictions exempt under the Rehabilitation of Offenders Act 1974;

· required to provide confirmation of their identity;
· required to provide proof of any qualifications they hold. 
Providers will ensure that prior to commencing work all staff undertake training in

· the prevention of abuse

· recognition of abuse

· dealing with disclosure or suspicion of abuse 

· the provider child protection procedures

· Allegations management

A training plan will be developed for each member of staff in relation to safeguarding of children.

Providers will have a Named Doctor and a named Nurse for Child Protection.

Providers will ensure there are systems in place, which are known and understood by all staff, to 

promote the safety and welfare of children and to ensure that children are protected from abuse.  All staff 

must know what action to take if they observe, or have reported to them, possible evidence of abuse. This 

includes ensuring that appropriate action is taken in the event that observations or reports are made of 

possible abuse of one child/young person by another, including the invocation of child protection 

procedures in respect of both children/young persons.  

The provider shall ensure that all staff, consultants and any volunteers are aware of and familiar with the 

organisation's policies and know what to do if they observe or suspect that a child is being abused.

The Provider policy and procedures for responding to any concern for the welfare and safety of children 

and young people must be compliant with the insert PCT Local Safeguarding Children Board Interagency 

Procedures and evidence the standards.  

Confidentiality will be maintained at all times, providing this is consistent  with maintaining the welfare of the child, 

compatible with the management of any identified child protection issues and does not place the child at risk, 

in accordance with Caldicott principles /Data Protection requirements and in line with local Information Sharing Protocols.

Furthermore, the Services policies and procedures must have taken into account:

Working Together to Safeguard Children 2006 A guide to interagency working to safeguard and promote the welfare of children; http://www.everychildmatters.gov.uk/safeguarding/
Local Information Sharing Protocol insert here
What To Do If You're Worried A Child Is Being Abused (Summary) - best practice guidance,  (Department of Health, May 2006) http://www.everychildmatters.gov.uk/_files/FD21D51F594298457CF64BE9CDF6F179.pdf
2.5 Relevant networks and screening programmes:

Insert local information regarding:

NSF Implementation Networks

Involvement of Children’s Disability Services with local Learning Disability Partnership Board

Relevant networks and screening programmes.
2.6 Sub-contractors 

For PCT to complete with local information.
3.

3.1
 Service model 

The Service Model should be based on the key principles of the NSF Standard 8, and Aiming High for Disabled Children (2008) as well as Valuing People (2001).

The service should aim to ensure that children and young people with learning disabilities are supported to live as independently as possible and to achieve the Every Child Matters outcomes of:

· Being Healthy

· Staying Safe

· Enjoying and achieving

· Making a positive contribution

· Achieving economic well-being

Insert local service models information, both in relation to strategic model as identified in Child and Young Persons Plan, and service structure models of current and commissioned provision.
3.2  Care Pathways 

The care of children with learning disabilities often involves a number of healthcare disciplines (at primary, secondary and tertiary levels) along with social services, education, and housing and wider community services. The quality of care and the quality of life experienced by children with learning disabilities and their families depends on excellent multi-disciplinary care planning, joint working and treatment. Children with learning disabilities and their families should receive a seamless integrated provision of service, particularly when a child has a complex or profound need.

There should be an integrated Care Pathway that facilitates integrated care packages, ensuring continuity of care. The Care Pathway should anticipate service provision for changing needs as children get older and/ or their health conditions change or progress.

Adhere to the Regional West Midlands Investing for Health Care Pathway for Children with Disabilities.
Insert local Care Pathway information here.
4.1 Geographic coverage/boundaries 

For PCT to complete with local information.
4.2 Location(s) of Service Delivery 

For PCT to complete with local information.
4.3 Days/Hours of operation 

For PCT to complete with local information.
4.4 Referral criteria & sources 

For PCT to complete with local information.
4.5 Referral route 

For PCT to complete with local information.
4.6 Exclusion criteria 

For PCT to complete with local information.
4.7 Response time & detail and 
prioritization

For PCT to complete with local information.
4.8 Outcomes Framework: 

This outcomes framework builds on the outcomes from the NSF Children, Standard 8, and the PSA 12 target for families of disabled children. It incorporates aspects of the Regional Self-Assessment Framework for Adult LD services, in those specific areas regarding the transition to Adult LD services. Key elements of the Full-Service Offer from Aiming High for Disabled Children have been included in the framework as well as some key elements from mainstream policy pertaining to Children’s Services (Every Child Matters).
Some elements of the framework will require populating locally depending on locally agreed performance and outcomes frameworks. This outcomes matrix is intended to provide a starting point for the development of a performance matrix that meets local needs in identifying outcomes for locally commissioned and provided services, as well as the wider higher level outcomes expected from the PCT as a whole in its overarching provision of services for children and young people with learning disabilities.
	Outcome Expected
	Activity 
	Evidence
	Method of measurement
	Performance/ Reporting Framework 

	Access to Mainstream Primary Care Services

	Disabled Children are able to access all mainstream children’s services.


	· Children with a learning disability are registered with a GP practice and identifiable within GP registers.
· Policies, practices and procedures of all services are regularly reviewed, in partnership with children and their parents, to remove barriers and progressively improve access, and to ensure that disabled children and their families are not disadvantaged;
· Providers of services fulfill their duties under the Disability Discrimination Act1995 to remove barriers and progressively improve access to services; to take reasonable steps to remove or alter physical features (incorporating specialist advice) which may make it difficult for disabled people to access the service or to consider how the service can be provided by a reasonable alternative;
· Services are regularly reviewed, in partnership with minority ethnic children and their parents, to ensure that they are culturally sensitive and responsive to the needs of minority ethnic communities; services are targeted at reaching communities where English is the second language.

· They have risk management protocols agreed between agencies, which include guidance on invasive care, manual handling and management of challenging behavior.

	· GP practice identifies and registers children with a learning disability using an appropriate code (i.e. Reid Code E3)
· Local accessibility audits.

· Number of young people receiving a Health Action Plan and comprehensive health checks as part of their Transition.

	· Number of children registered per GP practice.
· % of young people in  transition with a Health Action Plan.
	NSF Standard 8

	Primary and Specialist Services work in partnership to achieve early identification of need and access to assessment and diagnosis

	Early identification and intervention are providing through clinical diagnosis and the “Framework for Assessment of Children in Need and their Families”. Interventions support optimal physical, cognitive and social development and are provided as early as possible with minimum waiting times.


	· Health Visitors work in partnership with other early-years staff to raise awareness and understanding of children’s health and developmental needs and encouraging referral to the primary care team, or other services (i.e. therapy services) if they or the parents have concerns about the child’s development.

· There is good multi-agency diagnostic practice and procedures are in place with adequate consideration of the common co-morbid conditions.

· Parents have early access to pediatricians who are expert in child health and learning disabilities.

· Professionals are skilled in sharing concerns and choices with parents as part of an emerging diagnosis.

· Children with possible learning disabilities have prompt access to a diagnostic and assessment facility that is as close to the child’s home as possible. Where appropriate assessment is carried out in convenient settings such as the child’s home or school. Services are co-located where possible to ensure better access to a wider range of services for families i.e. extended schools, one-stop shops, children’s centres etc.

· Diagnosis and identification of need is followed quickly by a multi-agency needs comprehensive needs assessment. (Framework for the Assessment of Children in Need and Their Families, 2000).

· Assessments cover the child’s abilities and strengths as well as difficulties; and result in plans that aim to maximize the child’s developmental progress and achievement; and promote inclusion in family and community life.

· Assessments include the parents/ carers needs for support with caring for a child with learning disabilities and the specific health needs of the child

· 
	· Local implementation of Common Assessment Framework (CAF)

· Local protocols for joint working.

· Local care pathway for early identification and assessment/ diagnosis.

· Local multi-agency processes.

· Protocol for joint working between health and social services in implementing Children in Need Assessments and Plans.

· Plans are Child and Family-Centred.

· Information about services and conditions is easy-to-understand.

· Locations of local assessment and diagnosis services.
	· 
	

	Access to Hospital and Secondary Care Services

	Disabled Children and Young People receive child-centred, multi-agency coordinated services from the point of referral through identification and assessment to delivery.

Early identification and intervention are providing through clinical diagnosis and the “Framework for Assessment of Children in Need and their Families”. Interventions support optimal physical, cognitive and social development and are provided as early as possible with minimum waiting times.

Disabled children and young people who require ongoing health interventions have access to high-quality, evidence-based care, delivered by staff who have the right skills for diagnosis, assessment, treatment and ongoing care and support.


	· Access to services is regularly reviewed and improved, in partnership with disabled children and their parents;
· Hospital departments and clinics synchronize their appointment systems as far as possible, so that families make a minimum number of visits to hospitals/clinics. For example, when multiple appointments are required, these are offered for the same day;
· Wherever possible, children and young people are offered appointments at school or outside school hours, to ensure a minimum absence from school;
· Children and young people with complex health care needs who are prone to health crises are seen urgently on request;
· Systems are in place to ensure that children and young people who find it hard to wait, e.g. those with autistic spectrum disorder or with learning disabilities, do not have to wait unduly at outpatient clinics, general practice surgeries or child development centres. Where appropriate, double booking times or first/last appointment times are available for disabled children

·  Facilities for giving personal care in privacy are available in all locations in health, social care and education services that are used by families with a child with personal/health care needs.
	· Evidence of flexible appointment system.

· Reviews carried out with children and families involved.
	
	NSF Standard 8

	Equitable and fair access to CAMHS Services

	Disabled Children are able to access all mainstream children’s services.
Disabled children and young people who require ongoing health interventions have access to high-quality, evidence-based care, delivered by staff who have the right skills for diagnosis, assessment, treatment and ongoing care and support.


	· The service provides for children with complex health needs and life-limiting illness and the siblings of children with a learning disability can receive appropriate and evidence-based interventions.
· Assessments and interventions are provided by professionals with skills in learning disabilities and children and young people’s mental health.
· Provision is delivered through multi-agency processes and multi-disciplinary professions.


	· Equitable access for children with a learning disability.
· Skill mix of CAMHS teams, to ensure that skills in children with learning disabilities and related needs.

· Information is provided in easy-to-understand formats.


	
	NSF Standard 8

	Access to skilled Therapeutic Interventions and Therapies

	Disabled children and young people who require ongoing health interventions have access to high-quality, evidence-based care, delivered by staff who have the right skills for diagnosis, assessment, treatment and ongoing care and support.


	· Access to therapy services is through a clear pathway, and self-referral is promoted.
· There is the capacity of specialist child professionals with the skills in working with children with learning disabilities.
· Therapy is delivered in a range of appropriate settings i.e. home, school etc.
· There are strategies developed with teaching staff, to ensure that therapies are delivered as part of wider learning experience.
· Therapies are provided in an agreed plan and with explicit goals for the outcomes.
	· Care Pathway
· Information is provided in easy-to-understand formats.
· There is a protocol in place for the provision of therapy by teachers and learning assistants.
· Therapy outcomes part of child’s care plan.
	
	NSF Standard 8

	Provision of flexible and appropriate short-breaks

	Families are offered a range of appropriate family support services that are flexible and responsive to their needs and that promote inclusion in the local community.


	· Responsive to provide the service, once need for short-breaks has been identified, that cannot be met within the wider mainstream short-breaks services due to health care need. This may include a specialist service or increasing health capacity in mainstream services.

· Parents are offered the choice of a Direct Health Payment.
· Access to crisis care is available.
· Services are audited regularly.
· Services are flexible and easily accessible, provided in the formats that families and children want (i.e. home based, overnight services etc) and in a way that meets the individual needs of the child and their family.


	· Full Service-Offer for short-breaks provision achieved.
· Range of provision to meet specific health needs, including:

· Children and young people with autistic spectrum disorder (ASD), with other impairments or challenging behavior.
· Children and young people who have complex health needs, including those with life-limiting illnesses or receiving palliative care or who are technology dependent.
· Children and young people aged 11+ with severe physical impairments and with moving and handling needs. 
· Children and young people with challenging behavior associated with other impairments, e.g. severe learning disability. This is behavior that could cause injury to themselves or others.
· Young people 14+ with severe disability who require age-appropriate services.

· Audits undertaken of short-breaks provision to identify:

· Quality of children’s experience.

· Number of children and young people receiving service, and number waiting for services.

· Characteristics that children and young people waiting for provision.

· Types of short-break provision that families want.
	
	NSF Standard 8
Aiming High for Disabled Children (Full Service Offer)

NHS Operating Framework local performance measures for short-breaks

	Transition Support

	Multi-agency transition planning focus on meeting the hopes, aspirations and potential of disabled young people, including maximizing inclusive provision, education, training and employment opportunities.


	· Plans are in place to ensure more locally available provision of future mainstream and specialist health services needed to meet the needs of young people moving into adult services.

· A person-centred planning approach is used for planning the young person’s transition.

· Young people with learning disabilities over 16 are encouraged to use Direct Health Payments.

· The PCT (and relevant providers) are involved in the local multi-agency transition group.

· There are plans in place to support a smooth transition for young people living out of area (i.e. those in residential schools, specialist health placements).

· Transition plans have specific arrangements for those with high levels of need or complex needs.

· Health services provide appropriate adolescent/ young persons’ services with a view to enabling smooth transition to comprehensive adult multi-disciplinary care.

· The PCT and relevant providers are linked into the Transition groups for the Partnership Board and Children & Young People’s Strategy.

· Planning is underway for all young people in NHS and private sector hospital provision – both within district and out of area. (including young people who are fully NHS continuing healthcare funded)

	· Year 9 Transition Planning takes place for all young people with learning disabilities (with full multi-agency involvement).
· For young people out of area – active case management with comprehensive plan for returning to the locality.

· There is a record in the locality of young people with additional health needs, who will be moving into adulthood within the next 5 years.

· Every child has a named adviser.

· Person-centred planning is underway at age 14.

· Range of required health services identified.

· Interagency process in place to ensure effective communication with family carers of young people in transition.

· Additional needs are part of PCT business plans and LDP’s.
	· Commissioners to have baseline information on all young people age 14 and over.

· Identify reduction in numbers of young people placed out-of-area at transition.

· Identification of number of young people out of area and:

· current length of stay

· amount being spent

· number of ‘delayed discharges’

· number of young people with treatment coming close to end (12 months)

· active plans to return to locality
	Regional Self-Assessment Framework (ALD Services)

NSF Standard 8

	Involving and Supporting Families and Children/ Young People with Learning Disabilities

	Disabled children and young people and their families are routinely involved and supported in making informed decisions about their treatment, care and support.


	· A wide range of appropriate family support services and multi-agency packages of care are provided; delivered in partnership between health providers and social care/ educational/ community and voluntary sector services. These can include:

· Community nursing and health support into the home.

· Training in health interventions (i.e. Assistive Technology & Equipment; IDD; Suctioning; Behavior support etc.).

· Packages are flexible and responsive to the child and family’s needs (including those of fathers and siblings) and provide positive and stimulating experiences for disabled children in a way that promotes and maintains their inclusion in their local community. Both universal health provision and specialist health provision provide services in the above way.

· Options of Direct Health Payments are explored.

· Training in managing sleep and behavior problems is offered at an early stage to families who need it.

· Children leaving hospital who require continuing care receive coordinated multi-agency packages of care according to individual need. The Children’s Continuing Care Framework (2008) for consultation provides a useful reference for this.

· Families and children with learning disabilities need to be involved in the development, delivery and monitoring of local health services through representation, such as LIN’s, Parents Forums, Service User Forums etc. Standards for consultation with children with disabilities need to ensure that involvement includes providing information in accessible and useable formats as well as best-practice standards for involving children (such as Hear by Right).

	· Health care is provided where needed to within the home environment.
· There is community nursing capacity to provide this.
· Health packages are child and family-centred.
· Take-up of Direct Health payments by families.
· Training for families provided.
· Local Continuing Care protocols for children.
· Involvement of families in local LIN’s and Parents Forums.
· Involvement of children and young people with learning disabilities in local forums i.e. youth forums etc,
· There are translating and communication services and bilingual advocates within the health settings providing services for children with learning disabilities (mainstream and specialist).
· There are tools and facilities to ensure that children with learning disabilities can communicate using their preferred communication style and approach.
· PALS are accessible for children and young people with learning disabilities.
· All information is provided in accessible formats and in local community languages.
	
	NSF Standard 8

	Families report a positive experience of services for their disabled child.
	
	
	· National Survey on families’ experiences.

· Local benchmark agreed.
· Local action plan agreed with key partners to increase positive experiences.
	PSA 12 (Indicator 5)

Local vital signs measure for agreement; NHS Operating Framework 2009/2010. 

	Palliative and End-of-Life Care

	A range of flexible, sensitive services available to support those affected by the death of a disabled child or a child with life-limiting illness.


	· Provision of high-quality, sensitive support that takes account of the physical, emotional and practical needs of the child or young person and their family, including siblings.

· Services provided maximize choice, independence and creativity to promote quality of life.

· Services are delivered in the preferred location for the child/ young person and family (PPC – Preferred Place of Care).

· Services include the prompt availability of equipment to support care, such as access to translation services, communication aids and workers skilled in communication.

· Short-term breaks, palliative and community health and social care services are available for children and young people with learning disabilities and life-limiting conditions.

· Provision of services include:

· 24 hour access to expertise in pediatric and family care

· 24 hour expertise in palliative care for children and young people (with skilled understanding of learning disabilities)

· Pain and symptom control

· Psychological and Social support

· Spiritual support

· Where needed, formal counseling or therapy

· Arrangements to avoid unnecessary hospital admissions

· Protocols for immediate access to hospital if needed

· A process for liaison and information sharing with the General Practitioner.


	· Local services in place

· Local services accessible by children and young people with learning disabilities

· Protocols for joint working in place

· Services regularly reviewed by children and young people and their families and gaps in provision identified and addressed.
	
	NSF Standard 8
Better Care, Better Lives

	Safeguarding

	Local Safeguarding Children’s Boards have strategies and protocols to ensure that disabled children and young people are safeguarded from emotional, physical, sexual abuse and neglect, in line with “Working Together to Safeguard Children”.


	· There is a system in place to ensure that all children with learning disabilities are safeguarded from emotional, physical and sexual abuse and neglect.

· The specific needs of children and young people with learning disabilities are addressed through local protocols in line with “Working Together to Safeguard Children and Their Families”.
· There are comprehensive local safeguarding protocols.
	· System in place.

· Local protocols in place.

· Local protocols include agreement in relation to:

· consulting with children with learning disabilities on how best to safeguard them

· development of emergency placement services for children with learning disabilities who are moved away from abusive situations

· the systematic collection and analysis of data on children with disabilities subject to child protection procedures

· safeguarding guidance and procedures for staff working with children with learning disabilities

· training for staff to enable them to respond appropriately to signs and symptoms of abuse or neglect in children with learning disabilities

· guidance on contributing to assessment, planning and intervention and child protection conferences and reviews

· Disability Equality training, to include needs of children with learning disabilities, for all managers and staff involved in safeguarding children 

· Regular review and update of all policies and procedures relating to children with disabilities.
	
	NSF Standard 8


For local population
. Quality and Performance 
	Quality Performance Indicator 
	Threshold 
	
	Method of measurement 
	
	Consequence of breach 
	Report Due 

	Infection Control 
	
	
	
	
	
	

	Service User Experience 
	
	
	
	
	
	

	Improving Service Users & Carers Experience 
	
	
	
	
	
	

	Unplanned admissions 
	
	
	
	
	
	

	Reducing Inequalities 
	
	
	
	
	
	

	Reducing Barriers 
	
	
	
	
	
	

	Improving Productivity 
	
	
	
	
	
	

	Access 
	
	
	
	
	
	

	Care Management 
	
	
	
	
	
	

	Outcomes 
	
	
	
	
	
	

	Additional Measures for Block Contracts:
	
	
	
	
	
	

	Staff turnover rates 
	
	
	
	
	
	

	Sickness levels 
	
	
	
	
	
	

	Agency and bank spend 
	
	
	
	
	
	

	Contacts per FTE 
	
	
	
	
	
	


8.  Activity

	Activity Performance Indicators 
	Threshold 
	Method of measurement 
	Consequence of breach 
	Report Due 

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	Activity Plan 
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