NHS Brent Implementation of Valuing People Now: the National Strategy for Learning Disability
1. Introduction

NHS Brent has made significant investments to support people with a learning disability through the provision of:

· Long term care packages

· Community learning disability services including intensive support services

· Secondary mental health services including 

· Day care services

However, the commissioning of health services for this client group has not been given the required attention and priority.  This means that there has not been adequate focus and tailoring of all commissioned services across the board to make them accessible, appropriate and responsive to the needs of people with a learning disability.    

NHS Brent has recognised this and is now keen to address this gap.  To achieve this, a health action plan will be developed which will also form part of the partnership work plan to deliver the national strategy for learning disabilities.  The partnership work plan will be developed in partnership with the Local Authority, services users and carers, through the Learning Disability Partnership Board to provide a holistic approach to deliver the necessary change and improvement.  
The publication of “Valuing People Now” (VPN), a national strategy for Learning Disability provides the opportunity for taking this forward.  The role and responsibility of the Partnership Board which has a significant service user membership is currently being reviewed.  This is happening in the context of the changes expected to be made under VPN and also because there is a wholesale review in Brent of the partnership governance arrangements below the Local Strategic Partnership level.  Other changes which make it necessary to strengthen partnership arrangements include the transfer of funds from the NHS Brent to Brent council for all non-health services commissioned by the PCT and also the separation of the commissioning and provision functions within NHS Brent.  
Valuing People Now places particular responsibilities on the NHS to ensure that adjustments are made in the way services are commissioned and provided for people with a learning disability and their carers.  
2. Background 

2.1 National Strategy 
Improving the Health of people with a learning disability has been a recognised priority nationally since the publication in 2001of ‘Valuing People: the National Strategy for Learning Disability’. However, improvements have been patchy, with no national framework through which health improvements might be delivered. ‘Valuing People Now’ (January 2009) has made better health for people with a learning disability one of its highest and earliest priorities. The overarching priority is:

 ‘to secure access to, and improvements in, healthcare, with Strategic Health Authorities and Primary Care Trusts (PCTs) responsible for, and leading, this work.’

This step change nationally was brought about to a large extent by the publication of the Michael report: ‘Healthcare for All’ in July 2008. The report followed the Independent Inquiry chaired by Sir Jonathan Michael, into access to healthcare for people with a learning disability. The Inquiry was itself launched in response to the Mencap report ‘Death by Indifference’. This looked in some detail into the deaths of 6 people with a learning disability whilst in the care of the NHS. The report concluded that ‘their deaths were avoidable … that institutional discrimination is the underlying cause.  The Inquiry concluded that the deaths occurred because of:

· discrimination

· indifference
· a lack of training and 
· a very poor understanding of the needs of people with a learning disability’. 
The Inquiry found that, whilst there was some evidence of good practice, there were also ‘appalling examples of discrimination, abuse and neglect across the range of health services’. The report made a number of recommendations all of which were accepted by the Department of Health and resulted in the 11 Key Actions for Better Health in ‘Valuing People, Now’. The Michael report recommendations are included in Appendix 1 for the Board’s information.  A summary of the Key Actions for Better Health and the current position and work in NHS Brent are detailed in Section 3. 
Following the publication of the Mencap and Michael reports, the Parliamentary and Health Ombudsman and the Local Government Ombudsman issued a joint report in March 2009 having considered the circumstances of the 6 deaths reported in ‘Death by Indifference’. The Ombudsmen found evidence that ‘understanding of the issues is at best patchy and at worst an indictment of our society’. They recommended an urgent review to be undertaken by health and social care organisations to determine:
1. how effective the systems they have in place to understand and meet the full range of needs of people with a learning disability are
2. that the capacity and capability of services they commission and provide are appropriate to meet the additional and often complex needs of people with a learning disability 
The NHS and Social Services will be expected to report of their local reviews by March 2010.

The gravity of the findings of these reports cannot be overstated. People with a learning disability not only have a higher prevalence of poor health than the general population including:

· coronary heart disease

· poor dental health

· dementia 

· poor mobility,
but they are also one of the most vulnerable groups in society as a result of: 

· cognitive impairment
· complexity of their communication

· society’s and professionals’ low expectations of and discomfort with people with a learning disability 


The three reports found that the low quality of healthcare provided to this group of people was often inadequate and, for some, directly contributed to their deaths. 

The priority to be given to addressing health inequalities for people with a learning disability is further demonstrated by the introduction by the Care Quality Commission of a new indicator for all PCTs and Trusts in response to ‘Healthcare for All’. This indicator ‘Access to Healthcare for people with a Learning Disability’ looks at the collection of data and information to identify people with a learning disability, and evidence of the involvement of this group of people and carers in the planning and development of services. The 6 questions within the indicator are included in Appendix 2.

3.  The NHS Brent Context 

The critical issues for NHS Brent arising from the ‘Healthcare for All’ report are:

· to ensure that through its commissioning activity it is satisfied that providers do ‘make reasonable adjustments’ to meet the needs of people with a learning disability.
· that responsibility for this is accepted by NHS Brent and its providers, from the Board to front line staff

· that NHS Brent recognises the importance of engaging with and working in partnership with people with a learning disability and their carers in all aspects of planning, commissioning and delivering health services

· that NHS Brent is committed to working in partnership with other agencies, particularly the Local Authority to deliver the required changes.

3.1 Peoples’ experience in Brent

There are approximately 800 people with a learning disability known to the Community Learning Disability Team (CLDT). A further 130 people are in residential and nursing homes both within Brent and outside the Borough. There are other people with a learning disability who are not known to the CLDT.
Through a survey by Brent Mencap, the Learning Disability Partnership Board has provided feedback to NHS Brent on peoples’ experiences of health services against Standards for Health (April 09).These evidenced some positive experiences of GP practices, but largely negative experiences in secondary care and confirmed the urgent need for action in Brent.
Brent Mencap has met with the Chair, Chief Executive and Director of Strategic Commissioning of NHS Brent to provide detailed feedback on the survey findings. 
Brent in common with other areas faces many of the issues identified in ‘Death by Indifference’ and ‘Healthcare for All’. There is some evidence of opportunistic improvements in some primary care settings. However, people’s experience of health care generally is that there has been little improvement to ensure that the needs of people with a learning disability are specifically identified and addressed. This is clearly reflected in people’s feedback about health services. In specialist learning disability services, not all service users have Health Action Plans although some progress has been made by the Community Learning Disability Team.  
The priority for NHS Brent is now to ensure that through its commissioning activity these issues are addressed with a planned, systemic approach to improving the health care of people with a learning disability in Brent. 
4.  Valuing People Now: Key Actions for NHS Brent
Valuing People Now sets out 11 key actions for Primary Care Trusts to improve the heath care for people with a learning disability and ensure that they have the same standards and outcomes of health care as the general population.

NHS Brent is committed to focusing attention and resource to deliver these actions. Further work will be done in July to complete this and it will be signed off by the Executive Management Team in August.
A summary of the 11Valuing People Now Key Actions for NHS Brent is given below, with a brief summary of the current position and any recommendations for the Board.
4.1 PCT chief executives to have an important leadership role at local level and as members of Learning Disability Partnership Boards.
4.1.1. Learning Disability Partnership Board

The Brent Learning Disability Partnership Board (BLDPB) is currently being reviewed to deliver the national strategy. ‘VPN’ recommends that the Board is chaired by either the Director of Social Care or the Chief Executive of the PCT.  The Director of Housing & Community Care at Brent Council will Chair the Board.  

4.1.2. Lead Commissioning of learning disability services
NHS Brent and Brent Council are in the process of developing and agreeing a S75 Partnership Agreement under the NHS Act 2006 for Lead Commissioning. This will provide clarity of responsibility for the commissioning of specialist learning disability services, and a clear source of support and advice to providers in achieving reasonable adjustments for people with a learning disability in the mainstream services.
4.2 Strategic Health Authorities and PCTs to support local services to address good practice for local services, as outlined in Healthcare for All.

This is one of the most urgent and far reaching of the actions for NHS Brent. It relates directly to ensuring that reasonable adjustments are made by all health services to meet the needs of people with a learning disability.
4.2.1 Audit of current position
In 2009, NHS London will be implementing with PCTs the Health Self Assessment Performance Framework. This will include a ‘whole systems’ self assessment focussed on learning disability and will be a critical action to address the Ombudsmen’s recommendations. NHS Brent will work with its providers and the Learning Disability Partnership Board to undertake the assessment and implement the improvements identified. 

4.2.2. Direct Enhanced Services
A ‘Direct Enhance Service’ (DES) has been developed to incentivise GPs to set up practice registers of people with a learning disability already registered with the practice but also those who not registered but are know to the Council, in order systematically provide regular health checks.  To date, 34 (47%) of GP practices have registered to take up the DES with more practices requesting the training necessary to register.

4.2.3. Information

Currently, there is little data available to enable people with a learning disability who use health services to be identified.  This data would provide valuable information about services that will require adjustments to be made.  These adjustments may be for a particular individual or for people generally by identifying the use of particular services e.g. acute hospitals. The GP DES registers will provide a key tool to improve data, communication and cross-boundary partnership working. 

4.2.4. Commissioning

Commissioners of all services across primary and secondary care will ensure that there is explicit mention within contracts and performance frameworks of what needs to be done to cater for the needs of people with a learning disability and their carers.  This will include protocols, quality standards and the identification of any necessary resources. This will require adjustment by all the commissioning functions within NHS Brent, and clearer working relationships with the Lead Commissioner of specialist learning disability services to ensure that their advice and expertise is available to achieve effective commissioning of high quality services. 

4.2.5. Joint Planning
Joint planning with Brent Council relies on the Joint Strategic Needs Assessment. This currently includes reference to the health needs of people with a learning disability, but further work is required with the Director of Public Health to ensure that more appropriate and accurate planning information is available. 
4.2.6. Supporting Good Practice in Mainstream Services:

· A Liaison Nurse within the North West London Acute Hospital is being commissioned to support people with a learning disability and their carers when accessing secondary care services, and to work with acute care providers to make necessary adjustments to meet the needs of people with a learning disability in the setting they are using. NHS Brent will work with other PCTs to identify the best way of establishing a similar role at the Imperial Health Care Trust.
· Clinical Champions for Learning Disability will need to be identified in all provider services.  These champions will be linked with an identified lead clinician in the CLDT. As part of a revised service specification for the CLDT, the team nurses will be required to be aligned to the PBC clusters.  A key task of CLDT leads will be to support champions to raise awareness of the changes that need to be made to make services more appropriate and also champion the training and support for all Trust staff to make them aware of the issues regarding the needs of people with a learning disability and their carers.  This will include the delivery of more appropriately designed services for people with a learning disability such as putting in place more appropriate appointment systems; accessible information; needs sensitive health checks.
4.3 Partnership Boards and Primary Care Trusts (PCTs) to ensure that people with learning disabilities and that their family carers are partners in improving healthcare for people with learning disabilities.
Although there has been some engagement with the Brent Carers Centre and Brent Mencap on health issues, it is clear that there needs to be more comprehensive engagement with people with a learning disability and carers in the planning, delivery and monitoring of health services.

As part of the review of the Partnership Board, a Health Sub-Group will be set up to steer the health service elements of the Valuing People Now Action Plan.  This sub-group will include people with a learning disability and carers.  The group should be chaired by a senior commissioner and should also include champions and other health commissioners and providers.
4.4 PCT and NHS Trust disability equality schemes to include specific action to address health inequalities facing people with learning disabilities.

The DH from April 2009 has required accountable officers of NHS organisations and arm’s length bodies to provide assurance that their organisation is complying with equalities legislation through annual statements of internal control. The annual report to the Board by NHS Brent’s’ Accountable Officer should provide specific information on the position in respect of people with a learning disability to enable the Board to judge progress in meeting the Ombudsmen’s’ recommendations. 

4.5 Local services to develop accessible materials to help people with learning disabilities and their families understand their rights and how to complain.

All relevant bodies (PCTs, local authorities etc) to ensure that they are using accessible information when supporting parents with a learning disability and that their services are accessible, as required by disability discrimination legislation.

There are no systems or specific resources identified to make reasonable adjustments in the provision of information in a variety of formats which would make it accessible to people with a learning disability e.g. easy read with symbols; DVD and audio tape presentations. This is a significant gap given that communication and understanding information are, to varying degrees, key areas of difficulty for people with a learning disability. It is difficult for any organisation to evidence that it has made reasonable adjustments if the full range of information it provides is not accessible to people with a learning disability. This is, therefore, a critical action of the highest priority.

4.6 Services to have person centred plans for everyone they support, and to use these to review and improve the support they provide to individuals to ensure that agreed outcomes continue to be met.

This is mirrored as a key priority for Local Authorities who ‘with their partners, are to build capacity around person centred approaches and planning’. Person centred planning and approaches are at the heart of what all services should deliver i.e. services and opportunities which are focussed on the individual, responsive to their needs, individual wishes and plans. Person centred plans are the means by which these needs and wishes are understood, captured and communicated in any number of formats. Organisational culture, staff values, flexible services and inclusive communication are all key to achieving effective, meaningful person centred plans and approaches. The ability to deliver person centred plans and then act on them is a key measure of performance and quality for NHS Brent. 
The DH will issue new person centred planning guidance aimed specifically at people with a learning disability in Spring 2009. This is awaited.  When published, this will provide the framework for a joint review with Brent Council of current practice in respect of person centred planning in the Community Learning Disability Teams and other services, and a jointly agreed improvement plan.

4.7 All relevant bodies to follow the guidance and/or use toolkits around health services for people with learning disabilities. This includes: 

· the Specialist Learning Disabilities Commissioning Guidance 2007; 

· the World Class Commissioning guide for people with learning disabilities (published alongside this strategy); 

· guidance on mental health;
· health action planning and health facilitation.

4.7.1 NHS Brent has been commissioning learning disability health services in line with the Specialist Learning Disabilities Commissioning Guidance. However, the Health Self Assessment Performance Framework will give an opportunity to review and improve this commissioning activity
4.7.2 A Stakeholders day on World Class Commissioning for people with a learning disability was held in Bent in November 2008. 19 people with a learning disability attended, giving feedback on Health Behaviours, Mental Health and Primary and Community Care. Valuable information was provided on what contributes to reasonable adjustments for people with a learning disability. These will be used in developing best practice advice for health organisations. 
4.7.3 The Green Light Toolkit to audit mental health services for people with a learning disability is currently being completed and will be reported to the Mental Health Local Implementation Team in September 2009.
4.7.4 Research into Health Action Plans in Brent has shown them to be of low quality. An action is included in the Action Plan to address this, linked with the revised Community Learning Disability service specification.
4.8 Commissioners and service providers to address the recommendations of the ‘Mansell’ Report and to include people with complex needs in the development of self-directed services in their area.

This is a key action for Local Authorities also, and so needs to be progressed in partnership with Brent Council. Given the complexity of commissioning in this area, this will be a longer term piece of work. The work required will be scoped following the appointment of a lead commissioner and agreed jointly with Brent Council.
4.9 All transition plans and year 9 reviews where appropriate to contain a section on health needs and the development of a health action plan. (This implies that PCT representatives have to be present at these reviews.) 

Effective transition planning and good outcomes for young people as they grow up into adulthood is, again, a key action for Local Authorities. The significance of this action is in the profound impact the transitions experience has on families, and on the commissioning of effective services and long term costs. A multi-agency Transitions Strategic Board meets quarterly to steer transitions improvement work in Brent. The work required will be scoped and implementation discussed and agreed with the Transitions Strategic Board.
4.10 Regional and local bodies to address issues around workforce development including the benefits of involving people with learning disabilities and family carers in workforce planning and training and the need to adopt a human rights approach in workforce development in line with existing legislation
Some progress has been made in this area, with training delivered for GP practices in line with implementing the DES and Public Health undertaking training to raise awareness of learning disability issues.  For the DES, 2 workshops have been held since December with a total of 11 practices attending. 

However, a more comprehensive approach is required to audit and improve current training and induction programmes for all health organisations in Brent. A key feature will be the inclusion of people with a learning disability and carers in devising and delivering training for health professionals. 
5. Next Steps

There are a number of early actions which will be undertaken in what is a long term strategy to improve services for people with a learning disability.  These will include:

1. Running a workshop July 2009 to finalise the health actions for NHS Brent.  The action plan arising out this workshop will form part of the partnership action plan to deliver ‘Valuing People Now’, working in partnership with the Local Authority, service users and their family cares and voluntary sector colleagues.
2. Fully engaging with and being a member of the Learning Disability Partnership Board and working as appropriate with the Board’s sub-groups.

3. Finalising the  Section 75 Agreement for commissioning responsibilities to ensure all commissioning actions are appropriately undertaken by the Lead Commissioning organisation
4. Filling the Joint Commissioner vacant post substantively to ensure the action plan is progressed and to begin the work required to make services and information accessible
5. Implementing a revised service specification for the Community Learning Disability Team to ensure that the Team is aligned to PBC clusters in order to support the implementation of DES

6. Formalising the nomination of Acute Care, Mental Health/Community Clinical Champions to support the raising of the profile of service adjustments to meet the needs of people with a learning disability, across care settings

7. Appoint the Acute Care Liaison Nurse to work with acute settings of care including supporting the training of staff to understand the needs of people with a learning disability and their family carers.
These next steps are brief outline of the early actions and they will support the programme of work required to transform the way services are provided to people with a learning disability and their family carers.
6. Conclusion
NHS Brent has done some work in terms of addressing the needs of people with a learning disability.  However, considerably more work needs to be done to ensure that services are accessible, appropriate and responsive to the needs of people with a learning disability and the cares.  Partnership and commissioning arrangements need to be clarified and strengthened and service users and their carers need to be included in planning and commissioning as partners.
Appendix 1
Recommendations of the Michael report: Healthcare for All (2008)

Leadership is essential to deliver policy effectively for vulnerable groups of society. People with learning disabilities are amongst the most vulnerable and many have some of the greatest health needs.

1. Those with responsibility for the provision and regulation of undergraduate and postgraduate clinical training must ensure that curricula include mandatory training in learning disabilities. It should be competence-based and involve people with learning disabilities and their carers in providing training.
2. All healthcare organisations, including the Department of Health, should ensure that they collect the data and information necessary to allow people with learning disability to be identified by the health service and their pathways of care tracked.
3. Family and other carers should be involved as a matter of course as partners in the provision of treatment and care, unless good reason is given, and Trust Boards should ensure that reasonable adjustments are made to enable and support carers to do this effectively.
4. Primary care trusts should identify and assess the needs of people with learning disabilities and their carers as part of their Joint Strategic Needs Assessment. They should consult with their Local Strategic Partnership, their Learning Disability Partnership Boards and relevant voluntary user-led learning disability organisations and use the information to inform the development of Local Area Agreements.
5. The Department of Health should raise awareness in the health service of the risk of premature avoidable death; and to promote sustainable good practice in local assessment, management and evaluation of services, the Department of Health should establish a learning disabilities Public Health Observatory.
6. The Department of Health should immediately amend Core Standards for Better Health, to include an explicit reference to the requirement to make ‘reasonable adjustments’ to the provision and delivery of services for vulnerable groups, in accordance with the disability equality legislation.
7. Inspectors and regulators of the health service should develop and extend their monitoring of the standard of general health services provided for people with learning disabilities, in both the hospital sector and in the community where primary care providers are located. The aim is to support appropriate, reasonable adjustments to general health services for adults with learning disabilities and their families and to ensure compliance with and enforcement of all aspects of the Disability Discrimination Act
8. The Department of Health should direct primary care trusts (PCTs) to secure general health services that make reasonable adjustments for people with learning disabilities through a Directed Enhanced Service.
9. Section 242 of the National Health Service Act 2006 requires NHS bodies to involve and consult patients and the public in the planning and development of services, and in decisions affecting the operation of services. All Trust Boards should ensure that the views and interests of people with learning disabilities and their carers are included.
10. All Trust Boards should demonstrate in routine public reports that they have effective systems in place to deliver effective, ‘reasonably adjusted’ health services. This should include arrangements to provide advocacy for all those who need it and arrangements to secure effective representation on PALS [Patient Advice and Liaison Services] from all client groups including people with learning disabilities
Appendix 2

Care Quality Commission Performance Indicator: Access to healthcare for people with a learning disability

This indicator will not be included in the scored assessment for 2009/10. However, trusts will be expected to collect the requisite information and report on it separately. The CQC will publish this along side the results of the review to ensure visibility. 

Trusts will be assessed on their responses to the following six questions, based on the recommendations set out in ‘Healthcare for all’:

1. Does the trust have a mechanism in place to identify and flag patients with learning disabilities* and protocols that ensure that pathways of care are reasonably adjusted to meet the health needs of these patients?

2. In accordance with the Disability Equality Duty of the Disability Discrimination Act (2005), does the trust provide readily available and comprehensible information** (jointly designed and agreed with people with learning disabilities, representative local bodies and/or local advocacy organisations) to patients with learning disabilities about the following criteria: 

· treatment options (including health promotion) 

·  complaints procedures, and 

·  appointments

3. Does the trust have protocols in place to provide suitable support for family carers who support patients with learning disabilities, including the provision of information regarding learning disabilities, relevant legislation and carers’ rights? 

4. Does the trust have protocols in place to routinely include training on learning disability awareness, relevant legislation, human rights, communication techniques for working with people with learning disabilities and person centered approaches in their staff development and/or induction programmes for all staff? 

5. Does the trust have protocols in place to encourage representation of people with learning disabilities and their family carers within Trust Boards, local groups and other relevant forums, which seek to incorporate their views and interests in the planning and development of health services? 

6. Does the trust have protocols in place to regularly audit its practices for patients with learning disabilities and to demonstrate the findings in routine public reports? 
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