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Introduction/ Context

The term ‘learning disability’ has a range of definitions; and indeed covers a range of needs of people with a learning disability from people who need some day-to-day support to manage daily living to people 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 data on prevalence rates vary, as local ‘case registers’ do not use standardised definitions of a learning disability, and prevalence is based upon epidemiological data. A combination of an IQ assessment and adaptive functioning assessments, should be used for the identification of adults with a learning disability who may require support and specialist health services.

National data:

It is estimated that in each population between 3 and 4 people per 1,000 of population will have a severe learning disability.

Estimated numbers of people in the UK with a learning disability:

Severe – 230,000 – 350,000

Mild – 580,000 – 1,750,000.



Emerson, et al (2001)

These figures mean that a GMS doctor with a list of 2,000 patients will have about 6 patients with severe learning disabilities and about 44 with mild-moderate learning disabilities, although the rate will vary widely between practices.

It is estimated that the population of people 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 young adults from these communities are expected to rise.

Severe learning disabilities are mainly evenly spread amongst the population. Whereas mild to moderate learning disabilities are linked with poverty and rates are higher in deprived and urban areas. Rates also vary according to service location. In prisons, for example, rates of learning disability are said to be around 7% (ONS, 1998). Rates may also be higher in localities where a large learning disability hospital was previously located, as many people tended to be resettled locally.

Most people with a learning disability live within the community, most usually 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 adults with a learning disability.

Local data:

Local data may be available through:

· People with a learning disability known to a GP (Reid-code E3)

· People with ‘moderate-severe’ Learning Disabilities, identified by GP surgeries on the Direct Enhanced Services (DES) 2008/2009 GMS Contract.

· People with a learning disability known to services (Social Services)

· Children on the Special Needs register reaching the age of 18

· People with a learning disability on the local “case register” (where one exists).
· Data held by the local Learning Disabilities Partnership Board.

Insert local data here -
1.1 Aims 

Valuing People (2001) identified that people with a learning disability experience both poorer health outcomes, and barriers to accessing the health services that would meet their health needs.

The aim, therefore, of health provision for adults with a learning disability needs to be two-fold:

· To meet people’s individual and specific needs, in a way that promotes their health and with the right support, in the right place at the right time.

· To recognise and address the barriers and challenges that people with learning disabilities face in accessing primary, secondary and specialist health services. To ensure that people with a learning disability experience equality in access and provision of local health services.

This requires a holistic and multi-faceted approach to local health provision, recognising the wider role of health in people’s housing, social care and employment circumstances as well as having an effective local infrastructure for mainstream health services that will enable people with a learning disability, on the whole, to access the same services as everybody else; except with regard to specific and specialist health related needs.
1.1. Local and National Strategic Priorities:

Valuing People Now (2008) was published to complement Valuing People (2001) and identifies the continued and specific challenges to creating effective local health services that meet the needs of their local learning disability population.

The local Learning Disability Partnership Board acts as the local vehicle for the implementation and oversight of Valuing People priorities.

The Learning Disability Partnership Board key local priorities for 2010/ 2011 are: insert local priorities here.
1.2 Evidence Base 
People with learning disabilities have the same health needs as the general population, as well as experiencing some specific and syndrome-specific health problems.
In addition to this, people with learning disabilities are more likely to find it difficult to describe their symptoms than other people.

People with learning disabilities are 58 times more likely to die before the age of 50 than the general population (Hollins et al 1998); some of this attributable to specific conditions resulting in unavoidable deaths (i.e. congenital cardiac problems’ higher levels of cancers and higher risk of gastro-intestinal problems as well as higher prevalence of early-onset Alzheimer’s disease); however, there is a level of this mortality attributable to preventable causes (Micheal, J 2008).
Valuing Health for All (2004) identified that people with learning disabilities experience health inequalities in a number of ways, including:

· Barriers to accessing mainstream services, resulting in poorer health outcomes than the general population and an increased level of preventable morbidity and mortality i.e. less take-up of cancer screening services resulting in higher levels of preventable death from cancer (such as cervical and breast cancer).

· Higher prevalence of specific conditions occur in people with learning disabilities; such as epilepsy; dementia; cardiac conditions and respiratory disease.
· Increased levels of social isolation and lower levels of paid employment, associated with poorer health outcomes.
The specific health problems experienced by people with learning disabilities are detailed in Appendix 1 (page 38).

The evidence is that many of the health problems that people with learning disabilities experience are exacerbated by lack of accessibility of local health services, and lack of understanding of their health needs by the local health economy.

1.3  General Overview 

This specification identifies a range of complementary provision to the services that are required as part of accessibility and equality in local mainstream health services (i.e. that all people with a learning disability are registered with a General Practitioner, that all people with learning disabilities have a Health Action Plan; and that all people with a learning disability received regular health checks [as per the DES agreement].

Specialist Health provision locally needs to include:

Specialist Community Health Staff/ Teams

Inpatient Services

Forensic Services

(for Continuing and Long-Term Conditions for people with learning disabilities – please refer to the Continuing Care Service Specification).

1.4 Objectives 

Services to adults with learning disabilities need to be provided in both mainstream health provision and in the context of a range of complementary specialist services. These services should ensure that people with learning disabilities equitably receive health services to meet their health needs and specific special needs they may have. Such services should enable that people are able to live as independent a life as possible, and the model of service must be based upon the key principles of Valuing People (2001) and Valuing People Now (2008).

The main objective is to enable adults with learning disabilities to achieve a high quality of life; living in their own home where possible and being supported to be a full and active citizen within their local community.

1.5  Expected Outcomes 

The outcomes expected need to consider that in the wider sense, that people with learning disabilities should be experiencing, on the whole, the same expected outcomes as the wider non-learning-disabled population.

The outcomes framework, focuses on the known health inequalities that people with a learning disability experience and the known prevalence of specific conditions within the learning disabled population.

2.1  Service Description  

1. Mainstream Health Services:
People with learning disabilities need to have fair access to mainstream health services; in line with the Disability Discrimination Act (2005) and that primary care must make ‘reasonable adjustment’ to ensure this. The Primary Care Contracting Framework for Learning Disabilities provides the model for this. This can be accessed at http://www.pcc.nhs.uk/uploads/primary_care_service_frameworks/primary_care_service_framework__ld_v3_final.pdf 

The provision of a range of specialist staff to support access to mainstream primary and secondary healthcare services, as described below, is to support the mainstream sector in meeting the health needs of people with learning disabilities. Such roles are to liaise with, support and educate mainstream services but should be seen as an supportive role to improving access. This does not detract from the overall responsibilities of the mainstream sector as a whole, to ensure it is accessible and appropriate for this group of people; particularly those with complex health needs.

Insert local information about mainstream health services here, including numbers of GP’s on the DES contract offering comprehensive health checks to people with learning disabilities.
2. Specialist Community Health Staff & Specialist Services:
The most critical component of a specialist learning disability health service is the provision of a range of staff with the skills to support people with learning disabilities in all settings, providing specific and additional input as required to respond to the range of people’s healthcare needs.

Staff have a clinical and therapeutic role, which will include:

· Support to people with learning disabilities and their families when their needs cannot be met by mainstream services alone – through Partnership Working with mainstream (i.e. Primary and Acute Care Settings) and appropriate specialist services (i.e. Mental Health).

· Support to people and service providers in the provision of longer term support for people with complex and continuing healthcare needs (refer to Service Specification for Learning Disabilities and Continuing Care).
· Provide emergency and crisis support, in partnership with social work colleagues through Community Teams for Learning Disabilities (see below CTLD. CLDT).

In addition to their clinical and therapeutic role, specialist staff should be involved in the following: (Valuing People, 2001) –

· The Health Promotion role, working closely with the local health promotion team.

· The Health Facilitation role, working with primary care teams, community health professionals and staff involved in delivering secondary healthcare.

· The Teaching role, to enable a wider range of staff, including those who work in social services and the independent sector, to become more familiar with how to support people with learning disabilities to have their health needs met.

· The Service Development role, contributing their knowledge of health issues to planning processes.

A range of staff skills and qualified health staff need to be provided as part of the specialist health infrastructure, to fulfil the objectives and roles described above. This may include (but not necessarily be limited to):

· Learning Disability Nurses

· Clinical Psychologists

· Psychiatrists

· Physiotherapists

· Speech and Language Therapists

· Occupational Therapists.

It is envisaged that all staff have effective clinical links with the NHS, to maintain professional development and skills, but work in away that interfaces appropriately with the wider health services, social services and the wider community infrastructure. There are a range of models to enable this, including joint-teams; intergraded health & social care services as well as others. Local circumstances will dictate to a degree what structure is most appropriate. Whatever structure is agree, it should enable a seamless service experience for a person with learning disabilities in their access and use of mainstream and specialist health services. Local Joint Working protocols and Joint Care Pathways need to underpin the whole-system provision.

Structure and descriptions of specialist learning disability health services and functions:

· Strategic Health Facilitation:

A strategic presence within the Primary Care Trust responsible to inform and support the commissioning and delivery of accessible, high quality health care for people with a learning disability. 

Where Strategic Health Facilitators have been appointed they have been instrumental in meeting this need, in providing strong leadership and promoting health facilitation and health action planning for people with learning disabilities, the role can also act as a resource to public health colleagues.

Insert local provision of strategic health facilitation here, including roles, responsibilities and key aims.
· Health Promotion: 

Health Promotion activities must be accessible by people with learning disabilities, with health promotion literature provided in a way that is easy-to-read and understand. The PCT may want to consider how health promotion activities and information is provided in an accessible way, and the key roles required to fulfil this. Health promotion activities need to ensure that they reflect the known health inequalities experienced by people with a learning disability, such as take-up of cancer screening services; obesity and healthy eating; diabetes etc.

Insert local provision of accessible health promotion, including roles, links with specialist/ health facilitation and key aims.
· Health Facilitation:

The role of an operational health facilitator is to work with local primary care services to enable people with learning disabilities to get their health needs met through mainstream services. This role is responsible to liaise with, train and support the primary care sector to better meet people’s health needs. In some place the role is undertaken by qualified Learning Disability Nurses, although the role can also be provided through the Allied Health Professions.

Health Facilitators have a role to ensure that people with learning disabilities have an up-to-date and comprehensive Health Action Plan, and have their Annual Comprehensive Health Check (DES 09/10); although they should not be solely responsible for the Health Action Plans and Health Checks, this needs to be a partnership responsibility with the primary care team.

There is emerging evidence that such resourcing and provision of specialist staff within this role has good outcomes for people with learning disabilities (DH, 2008).

Insert local provision of operational health facilitation here; including roles, links to specific GP practices, responsibilities and aims.
· Acute Liaison Services:

As above, this role is again provided by specialist staff deployed to support the acute sector (and in some cases, local end-of-life services) to improve access and take-up of services and meet the needs of people with learning disabilities in the acute sector (and in end-of-life services). In some localities this role is through the provision of an “Acute Liaison Nurse”.

The evidence is that this role/ function can lead to improvement in the quality and delivery of acute and hospital services.

Insert local provision of acute liaison services here; including roles, links to specific acute hospitals, responsibilities and aims.
· Specialist Health Staff working with Community Teams (Community Learning Disabilities Team CLDT and/ or Community Mental Health Teams CMHT):

A local community provision has a key role in providing support to people within their own home, and helps to avoid unnecessary hospital admissions, and/ or use of inappropriate nursing home placements. 

In some localities health provision (through Community LD Nurses) is provided as part of the integrated Community Learning Disabilities Team (CLDT) and/ or the Community Mental Health Team (CMHT). 

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 people who challenge services.

· Supporting people who have additional mental health needs.

· Support people who are at risk of offending.

The functions that these health roles can provide include:

· Early intervention – community based treatment and support, including a focus on young people and their families.

· Crisis resolution – preventing admission to hospital by providing 24-hour community based treatment.

· Assertive outreach – supporting people with complex and enduring needs within the community.

Insert local provision of specialist health staff into community teams here; including roles, responsibilities and aims. Include partnership agreements and clinical governance agreements for seconded staff.
· Inpatient Assessment and Treatment Services:

There are a small number of people with learning disabilities, who will from time-to-time require access to a specialist Learning Disability bed for diagnostic and treatment needs. These services are often called Assessment & Treatment Services. 

This provision should only be provided for those who specifically require it, and are unable to access mainstream mental health and/ or other services, and who cannot be supported for diagnosis and treatment within the community.

There needs to be an appropriate level of provision within this service to meet these needs, whilst avoiding investment within: isolated and outdated models of provision; and, purchasing services a long-way from people’s home and community (Out of Area).

The in-patient service should be part of the overall health infrastructure, and the whole system of people with a learning disability, with a defined place and purpose.

In-patient services (whether commissioned from the NHS or independent sector) need to evidence:

· Effective Care Pathway, with relationships with the wider system to ensure that people do not become “stuck” by delayed discharges.

· Person-centred and high-quality care.

· Evidence-based assessment and treatment models; with demonstrable positive outcomes for people.

Insert local provision of in-patient assessment and treatment services here. Including capacity, provider, aims and outcomes expected. Identify local protocols for agreed care pathway, partnership agreements and pathway to address timely discharge.
· Mental Health Services:

Where possible, in-patient Mental Health services provision should be accessible by people with learning disabilities, in line with the DDA (1995) and within the Joint Protocols identified within the Green Light Toolkit (NIMHE & Valuing People 2004).

Some services may currently lack the skills to work with people with learning disabilities, leaving some people in a vulnerable position within local mental health in-patient services. Therefore, on occasion, Assessment and Treatment services may be for the time being the most appropriate provision.

Where local in-patient Mental Health services either lack the skills or accessibility for people with learning disabilities; there needs to be a plan to increase accessibility wherever possible and build capacity for meeting the mental health needs of people with learning disabilities within mainstream mental health services.

Insert here local protocols and capacity of local mental health services to support and provide services to people with learning disabilities and mental health problems. Insert criteria for when local mental health services are not able to meet specific needs of people with learning disabilities. Insert capacity-building approach or local protocols agreed within the Green Light Toolkit approach.
· Forensic Services: 

An important component of specialist learning disability services is forensic services to support people who offend or are at risk of offending. The commissioning of a forensic service needs to ensure that the principles set our in the Reed Report (DH, 1992) are met, namely:
· Services should be designed with regard to the quality of care and proper attention to the needs of individuals;

· As far as possible, in the community rather than institutional settings;

· Under conditions of no greater security than is justified by the degree of danger they present to themselves and others;

· In such a way as to maximise rehabilitation and their chances of sustaining an independent life;

· As near as possible to their homes and families, if they have them;

Such services may include a specialist team as identified above, along with access to appropriate locally based services as and where necessary. The linkages and working relationships of such services are as important as the service itself. Consideration needs to be given to:

· Links to specialist learning disability and mental health services (including alcohol and substance misuse programmes).

· The interface with the criminal justice system such as police, probation and courts and support to court diversion initiatives.

· The involvement of other agencies such as housing, employment and education to help facilitate pathways away from the criminal justice system.

· The role of the Learning Disability Partnership Boards in facilitating this broad involvement and in particular the needs of those who are placed out-of-area (OOA) are not ‘forgotten’.

As with some other forms of inpatient provision it may not be possible, or appropriate, to provide a local service. There may be appropriate ways to jointly commission such provision in partnership with other nearby PCT localities, as long as the key service aims and care models are maintained, and ensure that people are placed as near to home as possible and that out-of-area provision a long way from home is avoided.

Insert local provision of forensic services, including capacity and aims/ objectives of local services. Identify any collaborative service provision (commissioned in partnership with neighbouring PCT’s). Identify protocols to ensure that people are provided for within their local community and near to home. Identify current out of area purchased forensic provisions and plans to address OOA placements.
· Prison Support:

For people with learning disabilities who go to prison there should be health screening programmes that identify their learning disability, physical and mental health needs, access to appropriate education and rehabilitative programmes and links to the specialist learning disability community teams as described above.

Insert local protocols, support and in-reach services provided in partnership with local prison services.
· Re-provision Priorities:

Investment in community-based and specialist staff needs to reflect the local changes in NHS provision and needs to provide a robust infrastructure to support people with complex needs living, on the whole, in their own homes within the community. This will require an assessment of health provision commissioned to reflect local:

· Closure of Campus provision

· The need to reduce distant specialist health placement (Out of Area provision)

· The increasing need to support people with complex needs within their own homes.

Insert details of services currently provided that meet the above definitions, specifically Campus placements (numbers and service provision) and Out-of-Area placements (numbers and service provisions). Describe the re-provision model and numbers of people who will be re-provided for, in service types and locations.
2.2  Accessibility/acceptability 

Services locally need to offer a range of person-centred approaches to meet a wide range of needs of people with learning disabilities. The service needs to be accessible by all people with a learning disability (see definition within the introduction) within the locality.

“In determining who to work with, specialist health professionals will pay regard to joint eligibility criteria established as part of joint working arrangements. However, specialist health professionals have a specific health role to play and may find themselves working with people who are not eligible for access to social care services, as determined under ‘Fair Access to Care’ [FACS]. Professional judgement, interpreted in the framework of local PCT commissioning decisions, should determine who receives input within the available resources.” (DH, 2008; Commissioning Guidance)

Insert local accessibility and acceptability protocols.
2.3  Whole System Relationships 

Services for 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 individual but also of their family carers.
The commissioners of local health services for people with learning disabilities need to be actively involved in the local Learning Disability Partnership Board; either as a member of the Board and/or Health sub-group or through liaison with another senior PCT colleague on the Board.

The local health needs of people with learning disabilities need to be an integral part of the Local Joint Needs Assessment (JSNA) and in commissioning services for people with learning disabilities; the PCT need to bear in mind the wider whole-system picture and supports for people with learning disabilities within the locality; and its’ impact on the wider health of people (i.e. employment, housing etc.)

Insert local information regarding whole-system relationships – structures and processes for JSNA and PCT/ Health involvement in the Partnership Board.
2.4  Interdependencies 

The service descriptions require an appropriate level of infrastructure in both mainstream health services and wider community services (i.e housing, employment etc.).
2.5  Relevant networks and screening programmes 

Regional Health & LD Networks

Regional Valuing People Programme Board

LD and Health Network

Learning Disability Partnership Board (including Health sub-group)

Local Cancer Screening programmes

Memory Assessment Screening programmes

Insert local information regarding involvement in networks, and local protocols for access to screening programmes for people with learning disabilities.
2.6  Sub-contractors 

This section is for local data. 

3.

3.1
 Service model 

The service model must be based on the key principles of Valuing People (2001) and Valuing People Now (2008) in that all services seek to ensure:

· Independence – the right to live as independently as possible, with the right support.

· Choice – the same level of choice as a citizen and consumer of health services as everybody else.

· Inclusion – the right to be included in community life, to be included in the way that local health services are developed and delivered – this needs to include the right to be included in local Patient Forums.

· Rights – the human and civil rights of any member of society. The right to make decisions about health care and services.

The Service Model will need to be consistent with the key principles of the Mental Capacity Act 2005 and the associated code of practice.

· A presumption of capacity: Every adult has the right to make his or her own decisions and must be presumed to have capacity to do so, unless it is proved otherwise. 

· Individuals being supported to make their own decisions: A person must be given all practicable help before anyone treats them as not being able to make their own decisions. 

· Unwise decisions: Just because an individual makes what might be seen as an unwise decision, they should not be treated as lacking capacity to make that decision. 

· Best interests: An act done or decision made under the Act for or on behalf of a person who lacks capacity must be in their best interests. 

· Least restrictive option: Anything done for or on behalf of a person who lacks capacity should be the least restrictive of their basic rights and freedoms. 

It is important to be aware that just because an individual may have significant difficulty in expressing their views this does not in itself mean that they lack capacity. Appropriate support and adjustments should be made available, in compliance with the Mental Capacity Act 2005 and with disability discrimination legislation. 

Services must demonstrate explicit compliance with the ‘reasonable adjustment’ requirement of the Disability Discrimination Act (1995) to ensure that all services (mainstream and specialist) are equitably provided and accessed by people with learning disabilities. 

Insert local service model/s as identified within the Strategic Plan/ Commissioning Strategy for Adults with Learning Disabilities.
3.2  Care Pathways 
Each service element requires a comprehensive multi-disciplinary Care Pathway, with clear understanding of liaison and transition from mainstream to specialist services (both ways) and complemented by:
· Local protocols for Information Sharing.

· Local Joint Working protocols.

· Local Joint Commissioning protocols.

Adhere to the Regional West Midlands Investing for Health Care Pathway for People with a Learning Disability (still in development).
Insert any locally agreed care pathways and joint working protocols.
4.1 Geographic coverage/boundaries 

The Services will be provided to all residents with a learning disability within the boundaries of x PCT.

4.2 Location(s) of Service Delivery 
Insert local information of service locations, types and provision here.
4.3 Days/Hours of operation 

To be completed by PCT
4.4 Referral criteria & sources 

Insert local information regarding referral criteria and sources of referral.
4.5 Referral route 

Insert local information.
4.6 Exclusion criteria 

Insert local information.
4.7 Response time & detail and prioritisation 

Insert local information.
4.8 Outcomes Measures

These outcomes measures have been derived from:

CQC Learning Disabilities kPI’s

CQC Commissioning Review of Learning Disabilities Services

Valuing People (2001) and Valuing People Now (2008)

Regional Self-Assessment Framework for Health Services for people with learning disabilities.

The Regional Self-Assessment Framework is likely to be adopted regionally by the SHA for an annual assessment of PCT’s commissioning and provision of services for adults with learning disabilities. It has been adapted to reflect the nature of this service specification.

Commissioners may wish to use sections of this framework in individual service specifications, as the collation of the evidence and quality indicators will inform the wider PCT reporting to the SHA and to their individual Partnership Board on adult LD services as a whole.

	Outcome Expected
	Activity 
	Evidence
	Method of measurement
	Performance/ Reporting Framework 

	All Services

	PCT’s are working closely with local Partnership Boards and statutory and other partners, to address the health inequalities faced by people with learning disabilities.
People with learning disabilities and their families receive person-centred health services that meet their individual and specific health needs.

People with learning disabilities are safe in service provision.

People with learning disabilities and their families are involved in the planning and delivery of their health care services.

Progress is being made towards Valuing People and Valuing People Now targets.


	Service Level Agreements with providers of general, specialist and intermediate health care, demonstrably secure a range of treatment choices and equity of access to treatment; a positive experience of care; and effective discharge procedures for people with learning disabilities.
	· Service protocols in place to and functioning between commissioners and acute/ specialist providers (in-patient and community).
· Explicit admissions and discharge policies and implementation agreed by commissioners and all healthcare providers.
· People and their families/ supporters are asked about their experience of care.
· Patients with learning disabilities and their families are offered easy-to-read information about their health and treatment (Better Metrics).
· Complaints are noted, trends analyzed (including from PALS), and practice amended as needed.
· Information and feedback from people is acted upon and incorporated into service development.
· People are offered a choice of treatment provider in line with national Choice policy.
· Contracts/ SLA’s refer to the provision of extra support to people coming in for hospital stays; this is systematically reviewed.

	· PCT Commissioner to audit progress and report to PCT Board.
· Partnership Board Local Survey – to feed into annual self-assessment exercise.
· Health provider (i.e. Acute Hospital) to audit key points relative to the experience of their services by people with learning disabilities, with findings to come to the Partnership Board.
	Regional Self-Assessment Framework 2.5

Better Metrics 8.09

	
	National Service Frameworks – and clinical networks and projects developed to implement them – apply equally to people with learning disabilities. The needs of people with learning disabilities are explicit in all such networks etc. across the SHA area.
	· People with learning disabilities are registered with and known to GP practices.

· People with learning disabilities are part of key clinical networks (including Mental Health, Coronary Heart Disease, Cancer, Dementia).

· GP’s have systems in place to ensure patients with a learning disability have equal access to benefits in mainstream services, NSF’s and plans. (Better Metrics).

· The following standards are included in all NSF-linked networks:

1. Patients with learning disabilities and their families are offered easy-to-read information about their health. (Better Metrics).

2. The Networks and/or project teams promote and facilitate participation by people with learning disabilities and their supporters/ family carers.

3. Outcome measures and national and local targets for this NSF/ project apply equally to people with a learning disability.

· The standards included in all NSF linked networks are explicitly reviewed.

· People with learning disabilities are represented on all key clinical networks.

· PCT’s have evidence that any differential needs of the LD population are linked to the key health promotion targets (e.g. obesity, premature death etc.)
	· People with learning disabilities are explicitly included in the business plans and performance frameworks of each programme/ network.

· Networks comparatively audit the experience of people with learning disabilities in their services, using the key target milestones (e.g. 18 week wait) and key outcomes.

Further development of this point needs to consider how SHA can incorporate LD into this.
	Regional Self-Assessment Framework 2.6

Better Metrics 8.12

Better Metrics 8.09



	
	The benefits for patients derived from the development of IM&T capacity under the NPfIT programme, are equally accessible to people with learning disabilities and those who provide services to them.
	· Base-line audit of information/ data systems undertaken.

· Primary care information systems are being developed to underpin the data collection requirements of the LD Strategy, and the standards and objectives in this framework.

· Information systems are accessible in language and application terms to people with LD and their carers.

· Systems are available in all care streams and across organizations to allow data analysis about people’s health.

· People and their carers can access and contribute to electronically held information relevant to their health.
	· Other NSF work-streams to be requested to audit their systems for their availability to collect relevant data and comparative analysis about the health of people with learning disabilities.

· Review in each locality of people’s access to electronically held information relevant to their health.
	Regional Self-Assessment Framework 2.7

	
	PCT’s have agreed with local partner agencies a long-term ‘across system’ strategy to address services to people with learning disabilities from minority ethnic communities and their carers.
	· Baseline position/ data collected.

· Race Equality Screening of relevant policies and Impact Assessments completed where necessary in all NHS organizations.

· Partnership Board has a designated ‘champion’.

· Membership of the Partnership Board reflects cultural make-up of the local area.

· The Race Equality Scheme in all health organizations fully addresses the needs of people with learning disabilities from minority ethnic groups.

· Good data about local demand and needs is being collected both in primary care and through NSF health networks i.e. MH.

· Local workforce planning takes account of need to recruit and retain staff from minority ethnic groups, as well as of general training needs with regard to providing services to people of different ethnic groups.

· Partnership Boards have action plans in place to meet the specific health needs of people with learning disabilities from minority ethnic groups and their family carers.
	· Race Equality Audit screening completed of all key health service policies.

· GP registers record those people with LD from minority ethnic groups and their carers.
	Regional Self-Assessment Framework 2.8

	
	There is a long-term strategy in place to achieve inclusion and equality of healthcare outcomes for people with profound disabilities and their carers.
	· The Partnership Board has representation from people with profound disabilities and their carers.

· Baseline position established.

· Assessments of carers needs are completed (DIS).

· The Partnership Board is aware of the number of people who have profound and complex disabilities and of their needs.

· Local PCT planning linked to Long-Term Conditions is aware of the number of people who have profound and complex learning disabilities; and of their needs.

· Information and communication systems are planned and being developed for people and their families.

· The needs of people with complex learning disabilities are demonstrably addressed in plans to implement the NSF for Long-Term Conditions, as well as of other relevant NSF’s.
	· Baseline assessments through the Joint Strategic Needs Assessment (JSNA).
	Regional Self-Assessment Framework 2.9

	
	Commissioners and Service providers are systematically addressing the areas of concern, relative to the learning points from the HealthCare Commission investigations and national audit outcomes.
	· There is an Action Plan in place.

· The Partnership Board are centrally involved.

· The Statutory; Independent and Voluntary Sector are involved.

· There is funding and resources to undertake work required.
	· Action plans to be monitored by Partnership Board.

· SHA and PCT Performance Management and linked reporting.
	Regional Self-Assessment Framework 3.1

	
	Each Health Organization has in place transparent and well understood policies and procedures relating to:

· Consent to treatment by people with learning disabilities.

· Mental Capacity Act.

· Disability Equality Duty.

· Bournewood provisions.
	· All health organizations have policies and procedures guiding their practice in relation to these areas.

· Such policies are in line with all current specific DH guidance.

· All health organizations have fully implemented these policies and procedures and people’s roles and responsibilities are widely known and understood.

· A multi-disciplinary process is in place to help staff and patients make decisions about treatment.

· The process is transparent, open to scrutiny and subject to appeal.

· Plans are in place with linked training and funding identified to implement the MCA across health providing organization.

· Easy-to-Read information available for people with learning disabilities and their family carers on the implications of the MCA locally.

· Medical and Nurse training commissioned by PCT/ SHA explicitly tackles the issue of ‘diagnostic overshadowing’.
	· Audit of process leading up to treatment and/ or significant care decisions for at least 10 individuals over the preceding 12 months in a range of care settings.

· Number of staff that have received Mental Capacity Act training 

	Regional Self-Assessment Framework 3.2

	
	The review and analysis of complaints and adverse incidents affecting people with learning disabilities leads to altered or improved practice in the organization.
	· The organization has a governance system, which allows it to identify complaints or incidents relating specifically to people with a learning disability.

· There is evidence of specific service improvements or of audit programmes in place linked to learning derived from such complaints or incidents.

· C&ST level 1 attained; C&ST level 2 attained.

· People with learning disabilities and/or their supporters are members of the organization’s Governance Forum (or equivalent).
	· Timetabled Partnership Board reporting and review.

· C&ST declaration.

· CQC (was HCC) Annual Ratings.

· L/A Star Ratings.
	Regional Self-Assessment Framework 

3.3

	
	There are effective partnerships with local agencies, and across care sectors and localities, to ensure a coherent approach to the protection of vulnerable adults from abuse.
	· Safeguarding Adult’s policy and procedures are agreed across the locality.

· The policy has a Race Equality screening and impact assessment.

· Agreed training programme in place, which addresses all aspects related to safeguarding adults.

· Structured rolling programme of multi-agency staff training.

· At least 90% of staff trained; and receive regular updates.

· Joined up agreement between PCT and Local Authority relating to Child and Adult Protection; Complaints; Public Protection etc. with clarity of role of organizations.

· Health & Social Care Commissioners include explicit POVA targets in all contracts.
	· Audit of Contracts.
	Regional Self-Assessment Framework 3.4

	
	People with learning disabilities and their family carers/ supporters are supported and empowered to fully contribute to and participate in discussion, as well as in the planning, prioritization and delivery of health services generally.
	· Protocols are in place requiring the involvement of people with learning disabilities and their family carers/ supporters.

· Involvement can be demonstrated and evidenced.

· People derive equal benefit from IM&T developments.

· The organization promotes and facilitates training and development opportunities for people with learning disabilities and their carers.

· The organization publishes important information for people in easy-to-read format.

· Individual appointments are available to people in a way and at a time that recognizes the special and specific needs they may have.

· Wider planning meetings promote the involvement of people with learning disabilities and their carers/ supporters.

· Patient and service-user Forums are accessible and actively promote the involvement of people with learning disabilities.
	· Partnership Board to audit:

· Inclusion of people with learning disabilities/ family carers in their work and project groups.

· Level of meaningful engagement with wider learning disabilities community for service changes.

· Accessibility of important health information produced by health organizations.
Locality:

· Audit of access and choice by people with learning disabilities re. individual appointments.

· Audit results to form part of annual regional self-assessment exercise.
	Regional Self-Assessment Framework  4.4

	
	There are thorough, well-functioning partnership agreements and protocols between organizations, guiding the day-to-day commissioning and service provision.
	· The Partnership Board has a number of key policies and agreements regarding Partnerships.

· There is work underway to review local partnership policies and their effectiveness.

· Integrated performance management arrangements are in place.

· There is integrated data collection.

· The Partnership Board has adopted and uses the Regional Performance and Self-Assessment Framework.
	· Partnership Board timetabled review.
	Regional Self-Assessment Framework 4.5

	
	There is a coherent Workforce Plan for the training and development of people working in the learning disability service, in both specialist and mainstream health care areas.

The plan is set within the context of the objectives and timescales of the reforms required by national policy, and of the strategies and business plan of the Partnership Board.
	· Baseline workforce position established.

· Workforce planning, including the training and workforce implications of the DES (09/10), which requires primary care training process.

· The workforce plan is pan health and social care locally, including the needs of local independent, voluntary and other providers.

· The Partnership Board contributes to the regional LD Workforce Strategy.

· The plan enables more flexible and progressive commissioning of training and development, with more sensitive contracts being developed with a range of providers.
	· SHA monitoring.

· Partnership Board timetabled review.
	Regional Self-Assessment Framework 4.10

	Primary Health-Care Services

	PCT’s are working closely with local Partnership Boards and statutory and other partners, to address the health inequalities faced by people with learning disabilities.
People with learning disabilities and their families receive person-centred health services that meet their individual and specific health needs.

People with learning disabilities receive fair access to health services.

Local Health Inequalities are reduced for people with learning disabilities.
	Systems are in place to ensure that the following are in place within GP Registers:

· Children and Adults with a learning disability

· Older Family Carers.
· Those from minority ethnic groups
· Carers from minority ethnic groups.


	· GP Practices identify and register their patients with a learning disability using an appropriate code such as Reid Code E3.

· All people are registered as far as is known.

· Work ongoing with Social Services to ensure optimum registration.

· People are offered the option to record their access needs to appear on patient records (i.e. choice of length of appointments, waiting arrangements etc.).
	· Number of children and adults registered with each GP practice.

· Number of people from minority ethnic groups identified.

· Number of older family carers identified.

· Comprehensive Coding system in place across SHA area.

· Proportion of GP practices (a) registering patients with LD, and (b) offering Annual Health Checks, within the DES 09/10 Guidance.
	Better Metrics 8.01 (Reid Code).

PCT data collection.

Annual progress report to Partnership Board.

Regional Self-Assessment Framework.

	
	Primary Care Teams are tackling health inequalities and promoting better health of those with learning disabilities.


	· Every person with a learning disability has a Health Action Plan (if they want one).

· There is an agreed process for Health Action Plan development.

· Such plans have been initiated or checked by a primary care professional and are based on a full health check (Better Metrics)

· GP Practices are aware of those who have a Health Action Plan.

· There is a system in place to ensure that learning disabled patients are invited to attend for a full health check (Better Metrics).

· There is good liaison between learning disability specialist teams and staff as necessary, ensuring that the role of Health Facilitator is wide-ranging and effective.
	· People in each locality with a Health Action Plan (HAP), expressed as a percentage of total number registered with practice (Better Metrics).

· Percentage of those registered offered a full, comprehensive health check (Better Metrics) and the percentage of those taken up.

· Number of Health Facilitators linked to each GP practice.

· Data to be annually collated by PCT.

· Annual progress report to Partnership Board.
	Regional Self-Assessment Framework 2.2

Better Metrics 8.02/ 8.03/ 8.04/

	
	People with learning disabilities access disease prevention, screening and health promotion activities in their practice and locality, to the same extent as the rest of the population.
	· People with learning disabilities are registered and known to their GP practice.

· PCT’s are working with Partnership Boards and wider partners to identify barriers to services, and gaps in information.

· PCT’s ensure complains with the Disability Discrimination Act requirements.

· GP practices have systems in place to ‘flag’ up people who have a learning disability.

· GP practices have in place systems to monitor invitations and take-up of cancer screening for women and men with a learning disability.

· GP practices have in place systems to monitor the number of people with learning disabilities involved in practice and community-based health promotion activities (i.e. obesity and healthy eating activities).

· Screening and health promotion literature and information - for at least all of the areas identified in the evidence column – is provided in accessible and user-friendly formats.

· Existing Service Level Agreements, commissioning approaches and contracting approaches are reviewed to ensure equitable service provision.

· The PCT gathers data from providers to determine equity of access.

· Each GP Practice carries out an annual review of their learning disabled patients who have heart disease or diabetes.

· Retinal screening for early detection of diabetic retinopathy is offered to people as part of a structured diabetes programme.

· A system is in place to ensure that patients at risk of dysphasia are screened and assessed to determine vulnerability, with a care plan in place and reviewed regularly. (Better Metrics).

· Systematic training is undertaken in a range of screening activities, both for people who may need screening, and for those carrying it out.

· Resources are demonstrably targeted at known inequalities.
	· Number of women invited to attend breast screening.

· %age of those invited to attend breast screening, who receive breast screening.

· %age of those invited to attend cervical screening, who receive cervical screening.

· Baseline assessment of number of people with (a) heart disease; and (b) diabetes.

· Of those with heart disease or diabetes, number who have received a review in the last 12 months.

· Number of people with diabetes who receive retinal screening.

· Baseline assessment of people with at risk of dysphasia.

· %age of those at risk of dysphasia, who have been screened and have a care plan in place.

· Baseline assessment of people with learning disabilities and epilepsy.

· Baseline assessment of people with LD and mental health problems.

· Work done to identify numbers, agree funding impact, agree responsibility and commence work.

· PCT has system in place to collect information as above.

· Commissioners in a position to audit progress and outcomes and report findings to PCT Board, SHA and DPH.

· Annual progress report provided to Partnership Board.
	Regional Self-Assessment Framework 

2.3

Better Metrics 8.08



	
	The wider primary care community (dentists, pharmacists, physiotherapists, podiatrists, optometrics etc.) is demonstrably addressing and promoting the better health of people with learning disabilities.
	· Links to Partnership Board.

· PCT demonstrably promotes accessibility of these mainstream therapeutic services to people with learning disabilities.

· The Partnership Board Health sub-group has plans to champion ‘culture change’.

· Services are becoming better known and more accessible to people with learning disabilities and their family carers.

· Flexible working styles and systems are developing around individual’s needs.
	· Annual self-assessment exercise.

· PCT commissioner report to the Partnership Board.
	

	Specialist Services

	Progress is being made in implementing the service reforms and developments described in Valuing People (2001) and Valuing People Now (2008)
	Discharge Planning is in place for adults and young people (those not included in campus targets) both in and out of district, and in both NHS and private sector hospital provision whose treatment is either complete or nearing completion.
	· Delayed discharge protocol agreed with current providers and health/ social care commissioners.

· Joint approach to identify all individuals and likely timescales for discharge.

· Named advocates or supporters in place for all identified individuals.

· Discharge plans underway for over 75% of the individuals.

· Integrated assessments undertaken for at least 75% of the individuals.

· Person-Centred Plans undertaken and active for at least 75% of the individuals; with demonstrable outcomes happening.

· Plans for people with timescales are complete and reported to the Partnership Board and reflected in local business plans/ LDP.

· There is an active case-management system for all named and known individuals.

· The PCT has a system for reviewing NHS funded beds (in and out of district).
	· Data known about all individuals in public/ private hospitals NOT included in the campus list/ targets. To include the following data:

· Current length of stay

· Amount being spent

· Number of ‘delayed discharges’ (people who no longer require the treatment and/ or service, but remain in the service).

· Number of people nearing the end of active treatment (in coming 12 months).

· There is a timetabled reporting process to the Partnership Board.

· Performance Management by Health & Social Care commissioners.

· CQC data collection on numbers of ‘delayed discharges’.
	Regional Self-Assessment Framework

4.1

CQC data collection on delayed discharges 

	
	There is a comprehensive range of specialist learning disabilities services available to sustain and support people in their local community, avoiding unnecessary admissions or re-admissions to hospital.
	· The PCT have a map of current services and known gaps in service provision and infrastructure.

· Unnecessary re-admissions to hospital are avoided.

· Comprehensive local services enable the reduction of people placed ‘out-of-area’ for care/ treatment.

· People with behavior linked to mental health problems have good, and equitable access to skilled mental health interventions (i.e. via IAPT; and use of Green Light protocols).

· There is access to skilled advocacy services for people who challenge services.

· There is demonstrable ‘shift’ in investment and in skilled staff from ‘hospital’ based services to ‘community based’ services.

· People with learning disabilities being supported by LD Trusts all have a care plan. (CQC outcome)
	· Annual review of:

· Placement breakdown

· Readmission rates to hospital after resettlement, campus closures and transitions.

· Annual numbers of people referred out-of-area for specialist LD health services and treatments.

· Comparative review of amount spent on hospital based services with community based services.

· Linked comparative review of movement of skilled staff from hospital to community-based services.

· Identification of numbers of re-admissions avoided.

· Review of investment in advocacy, in particular that available to people with autism. MH needs, complex health needs etc.

· Partnership Board survey of views of people receiving intensive specialist support.

· Number of people in LD Trust with care plan.
	Regional Self-Assessment Framework

4.2

CQC Care Plan measurement

	
	PCT’s have agreed with local partner agencies a long-term whole system strategy to address the needs of people with autistic spectrum disorders.
	· There is comprehensive information about the local support and help available to people and their families locally, and about how they can become involved in developing services.

· Planning is progressing for those people who are in hospital placements.

· Plans are agreed for people whose treatment is coming to an end.

· There is a flexible commissioning policy to address the needs of people with ASD, including those who also have a learning disability and a local protocol with wider services for people with ASD and no associated learning disability.
	· There is an ASD Commissioning Strategy in place.

· PCT Commissioners collect data on:

· Proposed increases in numbers of adults diagnosed with Asperger’s Syndrome.

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

· Proposed reduction in numbers of adults placed out of area for specialist treatment.

· Annual report to the Partnership Board.
	Regional Self-Assessment Framework

4.7

	
	There are a range of local services available to people who challenge services.
	· The PCT have a map of current services and known gaps in service provision and infrastructure.

· There is a local strategy to meet the needs of people who challenge services.

· There are agreements with current providers of future plans for people who challenge services, who may still be in hospital/ or whose treatment is coming to an end.

· There are a range of local mainstream and specialist services available within the community rather than institutional settings.

· Services are local.

· Local workforce plan has explicit reference to workforce training and development linked to the needs of people who challenge services.

· There is evidence of highly individualized service planning, commissioning and delivery.

· There is access to skilled advocacy.

· People with behavior problems linked to mental health needs are receiving access to skilled mental health interventions.
	· Explicit Commissioning Strategy in place.

· Partnership Board timetabled review.
	Regional Self-Assessment Framework

4.8

	
	The NSF for Mental Health is equally and equitably applied to people with a learning disability who require psychiatric services.
	· Mental Health protocols are in place and demonstrably working.

· The LIT includes membership from people with learning disabilities and their supporters/ carers.

· Primary Care Mental Health services provide services to people with learning disabilities.

· There is a baseline audit of services using the Green Light Tools.

· The Green Light for MH is being locally implemented.

· There are joint local services and protocols for supporting people with learning disabilities whose key need is support with mental health problems.
	· Explicit Commissioning Strategy in place.

· Partnership Board audit of key objectives from Green Light Toolkit for MH Services.
	Regional Self-Assessment Framework 4.9

Mental Health NSF

Green Light Toolkit (2004)

	
	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.
	Please refer to outcomes and activity for the Service Specification – Learning Disabilities (Children and Young People)
	
	

	
	Plans are in place to meet the particular needs of people with learning disabilities who are ageing. These are taken into account of in local older people’s planning, and derive equal benefit from policy improvements and initiatives linked to the Older People’s NSF.
	Please refer to outcomes and activity for the Service Specification – Learning Disabilities (Continuing and Long-Term Conditions)
	
	

	Re-provision Priorities

	Plans are in place and resources to meet White Paper/ DH learning disability targets for resettlement and campus closure.
	All NHS Residential Campuses are to be closed by 2010.
	· All integrated assessments are complete.

· All person-centred plans are done.

· People all have a named advocate/ supporter.

· Partnership Board are assured that plans are complete, and reflected in local business plans and LDP’s.
	· Campus figures collected by DH.

· Closure plans overseen locally by SHA.

· SHA and DH Performance Management.
	Regional Self-Assessment Framework 1.2

Our Health, Out Care, Our Say (2006) 

DH and CQC Performance Measurement.


7.  Quality & Performance Standards 

. 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 


Appendix 1 – 

Specific Health Needs of People with Learning Disabilities: Taken from Health Needs of Adults with Learning Disabilities – Emerson et al (2001).

Mortality

People with learning disabilities have an increased risk of early death compared to the general population (Hollins et al., 1998; McGeehan et al., 1995), although the life expectancy of this population is increasing over time and, for people with mild learning disabilities,  approaching that of the general population (Carter & Jancar, 1983; Puri et al., 1995).

People with Down’s syndrome have a shorter life expectancy than people with learning disabilities generally, although the life expectancy of this group is increasing particularly quickly (Puri et al., 1995).

Cancer

Although the incidence of deaths from cancer in the UK is currently lower than the general population (11.7%-17.5% vs 26%), the incidence of cancer amongst people with learning disabilities is rapidly increasing due to increased longevity amongst this population (Cooke, 1997; Duff et al., 2001; Jancar, 1990).

People with learning disabilities have proportionally higher rates of gastrointestinal cancer than the general population (48%-58.5% vs 25% of cancer deaths) (Cooke, 1997; Duff et al., 2001; Jancar, 1990).

Children with Down’s syndrome are at particularly high risk of leukaemia compared to the general population, although the risk of solid tumours, including breast cancer, is lower (Hasle et al., 2000; Hermon et al., 2001; Satge et al., 1998).

Women with learning disabilities are much less likely to undergo cervical smear tests than the general population (19% vs 77%; Djuretic et al., 1999; 24% vs 82%; Pearson et al., 1998).  Most women with learning disabilities undergoing cervical smear tests do not understand the purpose of the test (Broughton & Thomson, 2000).

Women with learning disabilities are much less likely to engage in breast cancer examinations or receive invitations to mammography than the general population (33%; Davies & Duff, 2001; 10%; Piachaud & Rohde, 1998; 43% vs 57%; Djuretic et al., 1999), despite a 90% attendance rate at mammography clinics (Davies & Duff, 2001).

Coronary Heart Disease

Studies of the incidence of coronary heart disease in the UK are lacking, although CHD is the second most common cause of death amongst people with learning disabilities (14%-20%; Hollins et al., 1998) and rates of CHD are increasing due to increased longevity and lifestyle changes associated with community living (Carter & Jancar, 1983; Turner & Moss, 1996; Wells et al., 1997).

Almost half of all people with Down’s syndrome are affected by congenital heart problems, a much higher rate than the general population (Brookes & Alberman, 1996; Hermon et al., 2001).  Surgical treatment in Poland and the USA of congenital heart defects in children with Down’s syndrome produces a similar degree of positive benefit compared to children from the general population (Malec et al., 1999; Reller & Morris, 1998), although there is some evidence that cardiac surgery may be less likely to be offered to children with Down’s syndrome (Kmietowicz, 2001).

Respiratory Disease

Respiratory disease is the leading cause of death for people with learning disabilities (46%-52%; Carter & Jancar, 1983; Hollins et al., 1998; Puri et al., 1995), and is much higher than for the general population (15%-17%).

Primary Health Care

Although people with learning disabilities visit their GP with similar frequency to the general population, they are less likely to receive regular health checks (Kerr et al., 1996b; Welsh Office, 1995; Whitfield et al., 1996), including people with Down’s syndrome (Piachaud et al., 1998).

Most GPs agree that they should meet the medical needs of people with learning disabilities as part of general medical services, although fewer agree that they should take an active role, such as providing regular heath checks (Bond et al., 1997; Ineichen & Russell, 1987; Kerr et al., 1996a; Stein, 2000).

People with learning disabilities discharged from long-stay hospitals require 4 times as much workload from GPs as people without learning disabilities, including more practice appointments, home visits, telephone contacts and consultations with practice nurses.  Prescribing costs are 6 times greater (Chambers et al., 1998).

GPs are not routinely acting as the co-ordinator of health care for people with learning disabilities, and collaboration between GPs, primary health care teams and specialist services for people with learning disabilities is generally poor (Thornton, 1999).

Health screening of adults with learning disabilities registered with GPs reveals high levels of unmet physical and mental health needs (Barr et al., 1999; Howells, 1986; McGrother et al., 1996; Wilson & Haire, 1990).

Regular health screening of people with learning disabilities through co-operation between specialist learning disability teams, GPs and primary health care teams improves health status and access to other mainstream health services (Cassidy et al., 2002; Martin et al., 1997).  Information to prompt GPs to take a more active role appears ineffective (Jones & Kerr, 1997).

Adults aged over 60 are less likely to receive a range of health services compared to younger adults with learning disabilities (Cooper, 1997c).

Secondary Health Care

There are significant variations in NHS total expenditure and expenditure per person on services for people with learning disabilities across different areas of England, with lower spending in rural areas (Forsyth & Winterbottom, 2002), and significant variation in the services provided to people with learning disabilities by specialist NHS Trusts (Bailey & Cooper, 1997).

People with learning disabilities have an increased uptake of medical and dental hospital services but a reduced uptake of surgical specialities compared to the general population, with a similar overall rate of hospital admissions and a reduced length of stay (Morgan et al., 2000).  People with learning disabilities recently discharged from long-stay hospitals have a reduced uptake of non-psychiatric hospital admissions but a higher intake of psychiatric hospital admissions compared to people with learning disabilities not previously institutionalised (Morgan et al., 2000).

Re-admission rates to long-stay hospital for people with learning disabilities formerly resident in institutions is less than 10%, with a recent improvement in re-admission rates (Seager et al., 2000).  Severe behavioural disturbance involving aggression to staff is the most common reason for re-admission, with mental health problems, uncontrolled epilepsy and other unmet physical health needs also given as reasons for re-admission (Seager et al., 2000).  

Epilepsy

The prevalence rate of epilepsy amongst people with learning disabilities has been reported as 22% (Welsh Office, 1996), compared to prevalence rates for the general population of 0.4%-1% (Chadwick, 1994).  Seizures are commonly multiple and refractory to drug treatment (Branford et al., 1998).  Uncontrolled epilepsy can have serious negative consequences on both quality of life and the life span, although guidelines on the successful management of epilepsy in people with learning disabilities are available (Kerr & Bowley, 2001a, b; Working Group of the International Association of the Scientific Study of Intellectual Disability, 2001).

Sensory Impairments

People with learning disabilities are between 8.5 and 200 times more likely to have a vision impairment compared to the general population and around 40% are reported to have a hearing impairment, with people with Down’s syndrome at particularly high risk of developing vision and hearing loss (Carvill, 2001).

People with learning disabilities are unlikely to be assessed for vision or hearing impairments due to staff attributing lower levels of functioning to the persons’s learning disability (Lavis et al., 1997; Yeates, 1995), and are unlikely to receive aids to vision or hearing (McCulloch et al., 1996; Yeates, 1995).

Dementia

The prevalence of dementia is much higher amongst older adults with learning disabilities compared to the general population (21.6% vs 5.7% aged 65+; Cooper, 1997a), and is associated with a range of maladaptive behaviours (Cooper, 1997b) and health problems (Holland, 2000).  People with Down’s syndrome are at particularly high risk of developing dementia, with an age of onset 30-40 years younger than the general population (Holland et al., 1998).

Osteoporosis

People with intellectual disabilities have substantially lower bone density than the general population (Aspray et al., 1998), with increased fractures occurring throughout the life span, particularly in people with learning disabilities and epilepsy (Jancar & Jancar, 1998).

Oral Health

36.5% of adults with learning disabilities and 80% of adults with Down’s syndrome have unhealthy teeth and gums (Barr et al., 1999), with adults living with families having more untreated decay and poorer oral hygiene and adults living in residential services having more missing teeth (Tiller et al., 2001).

People with learning disabilities are most likely to receive dental care from community dental services, although coverage is considerably less than optimal (Pratelli & Gelbier, 1998; Tiller et al., 2001).  

Risk Factors Associated With Poor Health

People with learning disabilities are much more likely to be either underweight or obese than the general population (Bell & Bhate, 1992; Messent et al., 1998; Robertson et al., 2000; Wood, 1994), with women, people with Down’s syndrome, people of higher ability and people living in less restrictive environments at increased risk of obesity (Bell & Bhate, 1992; Prasher, 1995; Robertson et al., 2000).

Less than 10% of adults with learning disabilities eat a balanced diet, with an insufficient intake of fruit and vegetables and a lack of knowledge and choice about healthy eating (Robertson et al., 2000; Rodgers, 1998).

Over 80% of adults with learning disabilities engage in levels of physical activity below the minimum recommended by the Department of Health, a much lower level of physical activity than the general population (53%-64%) (Messent et al., 1998; Robertson et al., 2000a), with people of lower ability in more restrictive environments at increased risk of inactivity (Robertson et al., 2000a).

Fewer adults with learning disabilities smoke tobacco or drink alcohol compared to the general population (Fidler et al., 1992; Robertson et al., 2000a), with no UK research on illegal drug use within this population.

Mental Health

Prevalence rates for schizophrenia in people with learning disabilities are approximately three times greater than for the general population (3% vs 1%; Doody et al., 1998), with higher prevalence rates for South Asian adults with learning disabilities compared to White adults with learning disabilities (Chaplin et al., 1996).

Reported prevalence rates for anxiety and depression amongst people with learning disabilities vary widely, but are generally reported to be at least as prevalent as the general population (Stavrakaki, 1999), and higher amongst people with Down’s syndrome (Collacott et al., 1998).

Children with learning disabilities are more likely to experience anxiety disorders (8.7% vs 3.6%) and conduct disorders (25.0% vs 4.2%) than children without learning disabilities, although rates for depression are similar (1.5% vs 0.9%) (Emerson, 2003 in press).  

Challenging behaviours (aggression, destruction, self-injury and others) are shown by 10%-15% of people with learning disabilities, with age-specific prevalence peaking between ages 20 and 49 (Emerson et al., 2001).

People with mental health problems and borderline intellectual functioning are particularly difficult to treat (Hassiotis et al., 1999) and people with learning disabilities are at risk of receiving no mental health service, due to the lack of communication between mainstream psychiatry services and learning disability psychiatry services (Hassiotis et al., 2000; Moss et al., 1996; Roy et al., 1997).

A very high proportion of people with learning disabilities are receiving prescribed psychotropic medication, most commonly anti-psychotic medication (40%-44% long-stay hospitals; 19%-32% community-based residential homes; 9%-10% family homes; Branford, 1994; Clarke et al., 1990; Robertson et al., 2000b).  Anti-psychotics are most commonly prescribed for challenging behaviours rather than schizophrenia, despite no evidence for their effectiveness in treating challenging behaviours and considerable evidence of harmful side-effects (Emerson, 2001).

HIV

No data are available concerning the prevalence or HIV amongst people with learning disabilities, although some adults with learning disabilities are known to engage in behaviours placing them at risk of contracting HIV and effective HIV education and prevention services for people with learning disabilities are scarce (Cambridge, 1995, 1996, 1997; Dent et al., 1994; MacDonald et al., 1999; Thompson, 1994).

Thyroid Dysfunction

Children and adults with Down’s syndrome are at increased risk of thyroid dysfunction, particularly hypothyroidism, compared to the general population, with the incidence of thyroid dysfunction increasing with age (Loudon et al., 1985; Rooney & Walsh, 1997)
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