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Background

In 2007 NHS Yorkshire and the Humber, in partnership with the region’s YHIP/Valuing People team, launched a regional programme of work to improve the health and well-being of people with learning disabilities and to tackle any health inequalities they experience. This programme of work will also ensure that organisations in the region responsible for commissioning and delivering healthcare are taking particular account of the needs of people with learning disabilities, and are reviewing and developing their services in the light of recent Healthcare Commission investigations (Cornwall and Sutton and Merton), and the independent inquiry Healthcare for All (2008).

The programme is well supported by organisations across the health and social care community, all of whom assisted in its development. The learning disability Strategic Health Overview Group was formed to lead the work; this group is chaired by Rob Webster, the Chief Executive of Calderdale PCT, and involves statutory partners from across the region.  A regional network of health and social care staff, clinicians, commissioners and representatives from Partnership Boards was also developed. In addition a group of self advocates from across the region, the Health Checking Group, meet regularly to discuss health issues.   

A central part of the work programme is the annual Performance and Self Assessment Framework for learning disabilities.  Yorkshire and the Humber were invited to pilot the Framework and self assessment, and the first whole-region learning disabilities self assessment exercise in the country was completed early in 2008. The region has been commended for its work in this regard, both in Healthcare for All (2008) and Valuing People Now (2009). Yorkshire and Humber is therefore in a unique position to transform the healthcare of people with learning disabilities. The self-assessment process has provided evidence of the Yorkshire and Humber region’s strong track record in providing high quality learning disability healthcare services. The Healthy Ambitions strategy will build on these examples of innovative practice to make a difference to the lives of people with a learning disability. A number of these innovative practices are referred to throughout this document.  

Healthy Ambitions – The Next Step

Our goal is for people with learning disabilities:
· To have the same access to healthcare as everyone else, including getting the support they need to become and stay healthy 
· To have a positive experience of receiving healthcare in both community and inpatient settings
· To have support from skilled learning disability specialist health professionals when they need or choose to access it
· To be safe in services commissioned or delivered by the NHS
· Not to die early from preventable causes

Central to achieving these goals will be:

· the skills, commitment and expertise of mainstream and specialist NHS staff – and their readiness to adopt new ways of working together
· full and systematic involvement of people with learning disabilities and their carers
· joint working with different disciplines and partner agencies

People with learning disabilities and the staff and families supporting them have welcomed the inclusion of the learning disability programme within Healthy Ambitions. They feel this will offer rigour and accountability in the work to develop effective pathways for people with learning disabilities into and out of mainstream health services.  It will also articulate and define the role of specialist learning disability healthcare services and clarify the expected role and remit of such services for the future.
    
Having a dedicated work-stream within Healthy Ambitions was felt to be appropriate in light of continuing national concern about the poor quality of healthcare that many people with learning disabilities still experience. In recent years numerous audits, inquiries and investigations have revealed that the necessary actions are still not being taken to tackle the shocking inequalities that people face:

· in accessing mainstream healthcare 
· in the quality of care they receive 
· in the health outcomes they can expect  

Good Healthcare For People With Learning Disabilities: The Vision

In the NHS Next Stage Review Our Health Our Future, Lord Darzi described the NHS Vision of health services as:

Fair – equally available to all, taking full account of personal circumstances and diversity 
Personalised – tailored to the needs and wants of each individual, especially the most vulnerable and those in greatest need, providing access to services at the time and place of their choice 
Effective – focused on delivering outcomes for patients that are among the best in the world 
Safe – as safe as it possibly can be, giving patients and the public the confidence they need in the care they receive    (Our Health Our Future, 2007)  


Valuing People Now, the new three year strategy for people with learning disabilities, was published in January 2009.  It recognized that although much has been achieved since the 2001 Valuing People White Paper, much still remains to be done. One of the national priorities highlighted as needing more work in the coming three years was health:


Key issues for the NHS are to achieve full inclusion of people with learning disabilities in mainstream work to reduce health inequalities, and to ensure high-quality specialist health services where these are needed. (Valuing People Now, 2009)


Both these documents offer a powerful context within which work should be taken forward to improve the health and wellbeing of people with learning disabilities.

Good Healthcare For People With Learning Disabilities: The Case For Change

The national case for change is well-documented in terms of both poor and good practice. The last five years or so have seen a series of reports address failings in services for people with learning disabilities and inequalities in care, such as the Cornwall (2006) and Sutton and Merton (2007) reports and Mencap’s 2007 Death by Indifference. Other reports also refer to areas of good practice that should be shared and disseminated to improve healthcare, such as in Healthcare for All (2008) and Valuing People Now (2009).

Key themes which have been repeatedly highlighted and reported in the national documents are:

· A lack of leadership and the need for a shared service ‘vision’
· Greater need to focus on positive care practice and avoid any form of institutional abuse
· Lack of clarity of commissioning responsibility and accountability
· Lack of external scrutiny and performance management of services
· Need for a robust complaints process with service contestability
· Person-centred care planning and practice needs to be more embedded in all aspects of service planning, delivery and monitoring
· Service user and carer involvement and communication should be central
· The need for much better practice in safeguarding vulnerable people
· The importance of joint working, communication and service coordination to ensure good care pathways for individuals and equitable access to services
· Care environments in some areas require improvements to support best quality care

The national documents highlight specific areas where people with learning disabilities face unacceptable inequalities and which must also be addressed as a priority. Some examples are outlined below:

People with learning disabilities:

· are four times more likely to die of preventable causes than other people - there is evidence of a significant level of avoidable suffering due to untreated ill health, and a high likelihood that avoidable deaths are occurring (Healthcare for All - 2008)
· are 58 times more likely to die before the age of 50 than other people - it appears that life expectancy is shortest for those with the greatest support needs and the most complex and/or multiple conditions; (Healthcare for All – 2008) …ethnicity is a salient factor with morbidity and mortality being higher amongst those with learning disability from a minority ethnic group (Mir et al 2004)   
· do not have the same access to health services as other people - …the term ‘institutional discrimination’ does not seem too strong to describe what is happening in some quarters (Dr David Wolfe – Equal Treatment One year On - 2007) 
· have higher levels of unmet need and receive less effective treatment than the rest of the population - they are less likely to get standard evidence-based treatments and checks; less likely to be given pain relief, and less likely to receive palliative care - especially if from a minority ethnic group (Healthcare for All - 2008)  
· still encounter discrimination, abuse and neglect in health services - 
…our investigation of these complaints demonstrates that an underlying culture which values human rights was not in place in the experience of most of these people.  The lack of respect for these principles spread across many organizations.  The absence of understanding of individual needs, empathy for the situation in which individuals were placed, and a basic concern for them as people, led to prolonged suffering and inappropriate care.  (Ombudsman’s Report ‘Six Lives’ - 2009)  

A great deal of work has already been done at a regional level to address these inequities. There is progress being made across the region and evidence of good practice to improve the health and well-being of people with learning disabilities, it is also true however that the degree of variation in the application of good practice that needs to be better understood and addressed. 

Achieving Real Progress through Healthy Ambitions in Yorkshire and Humber 

A pathway for everyone with a learning disability
The Learning Disability Pathway is a pathway for people - it is not one defined pathway, nor does it involve any one particular service.  It involves all services and all other care pathways working together to support the health and well-being of the population. It applies to the whole learning disabled population, including those in prison and those people living in forensic services. 

People with learning disabilities living in Yorkshire and the Humber 
In England approximately 2% of the population is estimated to have a learning disability. If a similar proportion of people in Yorkshire and the Humber had a learning disability this would equate to approximately 103,500 people of all ages, based on the estimated population in 2007.

However, it is not possible to estimate the total number of people with learning disabilities from centrally collected data, as these tend to relate to specific services used by people with learning disabilities.  The large majority of service users have severe or profound learning disabilities, therefore the data currently collected informs us predominantly about this group.  The latest information from some of these data collections provides information on adults with learning disabilities accessing services.

This data indicates that in Yorkshire and the Humber in 2006/07, approximately 900 new clients with learning disabilities had their first assessment completed after being referred to Councils with Adult Social Services Responsibilities (CASSRs).  In the same period 14,000 clients with learning disabilities received services provided, purchased or supported by CASSRs, following a community care assessment.  Approximately 79% (11,000) of clients receiving services were provided with community based services. An estimated 1,800 (12.9%) of those receiving services as part of a package of care, following an assessment, were aged 65 and over.

Although there are no accurate records kept of the number of people with learning disabilities in England, Emerson and Hatton (2008) argue that three factors are likely to lead to an increase in the age-specific prevalence rates for adults with learning disabilities in England over the next 20 years.  These factors are:
1. An increase in the proportion of younger English adults who belong to South Asian minority ethnic communities
1. Increased survival rates among young people with severe and complex disabilities
1. Reduced mortality among older adults with learning disabilities.

Together with the anticipated increases in the general population it is estimated there will be an 11% increase between 2001 and 2011 and a 14% increase between 2001 and 2021 in the numbers of people with learning disabilities known to learning disability services.

Influencing and informing all Healthy Ambition Pathways  
Influencing mainstream health developments and deriving equal benefit from mainstream health policies has been identified as a regional and local priority in the first two years of the self assessment exercise. Progress has been made but there remains some way to go. One positive example is the presence of a Learning Disability champion on the Pacesetters Programme in Doncaster, ensuring access to cardiac rehabilitation. People welcome inclusion in the regional Healthy Ambitions Programme as a way of ensuring that all mainstream health policies incorporate the needs of people with a learning disability from the outset. Impacting on the health of people with a learning disability via mainstream policies in this way represents a productive approach that is more efficient than specialist services attempting to replicate the services in isolation.

Discussion and consultation has taken place with learning disabled people, family carers and professionals about:
(1) how they can contribute to all the Healthy Ambitions Pathways;
(2) what the main issues are for people with learning disabilities in all the other Pathways;
(3) specific areas of care, or medical conditions (e.g. epilepsy), where it is crucial that mainstream and specialist learning disability professionals work together.

(1)  Contributing to the development of all Healthy Ambition Pathways by:
· Gaining detailed knowledge of the Pathways and briefing Partnership Board colleagues and those on regional groups
· Identifying those parts of the pathways where planning and intervention is needed to ensure people with learning disabilities can receive equal or enhanced treatment 
· Agreeing one or two outcome measures for each pathway which would demonstrate improved health of learning disabled people
· Assisting each Pathway Delivery Board with their Equality Impact Screening and assessment process
· Advising what LD specific information would be useful to collect and facilitating each Board’s work by ensuring that key outputs are made accessible
In practical terms, the involvement process to date has involved approaching the clinical leads of all the pathways to request their views on the most appropriate means of involvement. It is recognized that this process may be different for the different pathways.

(2)  Highlighting the main issues in the Healthy Ambitions Pathways 
Appendix 2, Key health issues for people with learning disabilities to take account of in Healthy Ambition Pathways, gives a summary of points made by people at regional workshops, together with information drawn from research, for each of the Healthy Ambitions Pathways.  It also contains some corresponding statistics about the health of people with learning disabilities.

(3)  Specific areas of care or conditions with particular relevance for people with learning disabilities
The following areas or conditions have been highlighted as requiring further dedicated work in order to improve people’s healthcare. It is indicated alongside each clinical condition where people felt leadership for the work should most appropriately come from; i.e. whether from learning disability specialist professionals or from the other Healthy Ambitions Pathways:


· People with profound or multiple learning disabilities: Long Term Conditions Pathway but with significant / joint involvement of Learning Disability specialists. This care pathway should incorporate mobility and postural impairments as well as swallowing, respiratory and nutritional difficulties and sensory impairments
· People with mental health problems: Mental Health pathway, with significant involvement of Learning Disability specialists
· People who challenge: Learning Disability specialist led, but with strong links to Mental Health, Autism, Offender health pathways
· People with an offending profile: Learning Disability specialist led 
· People with autism spectrum conditions: Mental Health pathway and Learning Disability specialists with multiagency whole systems approach
· Epilepsy: Long Term Conditions Pathway.  Best practice shows greatest benefit from Neurology leadership with input and support from Learning Disability specialists
· Dementia: Either Mental Health Pathway or Learning Disability specialist led  
· People ageing with a learning disability: Whole system leadership involving a number of Healthy Ambition Pathways, including End of Life Care, and Learning Disability specialist input
· Health promotion activity including screening: Staying Healthy pathway with input from Learning Disability specialists


Putting the person and the family at the centre of their care
 Diagram 1 illustrates how firmly placing people and their families at the centre of healthcare delivery enables us to construct pathways to meet their needs. This includes regard for the wider determinants of good health such as housing, as well as more specialist interventions.  

Helping people to develop healthy lifestyles, supporting self care and enabling them to make use of universal services such as leisure, are important building blocks for improving health outcomes. Furthermore such health promotion activities would represent a more productive use of resources in preventing significant morbidity and subsequent use of secondary services. One example is the inclusion of information on activities and exercise for learning disabled people and their carers in the “Active Leeds” initiative website.

Supporting the role of family carers and optimising their health and wellbeing is also a key objective. North Yorkshire and York PCT is working with local authority partners to develop a regional strategy to support carers including Carer Needs Assessments.

Diagram 1
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Specialist health support and interventions
Specialist learning disability professionals provide expertise, skills and knowledge throughout the whole healthcare system.  As well as providing direct interventions they have a key role in enabling mainstream NHS and other agencies to provide inclusive services and create capable environments. It is a particular challenge to balance these direct and facilitative elements productively to make most effective use of the specialist resource. The more that mainstream services embrace inclusion, the more specialist resources will be available for direct work particularly in areas of unmet need e.g. the prison population.

The work of specialist learning disability health services can be seen to fall into four main areas (illustrated in Diagram 2 below).  These are:

· Supporting the mainstream NHS 
· Providing a range of community based interventions
· Assessment and treatment inpatient services including forensic 
· Creating Capable Environments

The exact nature of the community interventions and inpatient services will vary across the region depending on local need and demand. They will however need to be set in the context of appropriate access to mainstream mental health services and a flexible range of social care provision. They also need defined pathways to ensure that inpatient services are only utilised after responsive intensive community interventions have been delivered. Local specialist services need to be equipped both to manage the care of people with complex needs returning from out-of-area placements and to prevent further such out-of-area placements taking place.

Further information about specialist health services is included from page 14 under the Valuing People Now objectives.













Diagram 2
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Meeting The Challenge in Yorkshire and Humber

Progress in the learning disabilities health agenda is assessed using the Annual Performance and Self Assessment process developed and piloted in this region.  

The four areas of the Framework are:

· i) Meeting the DH target linked to hospital campus reprovision

· ii) Addressing health inequalities: access to and experience of mainstream healthcare

· iii) Safety in both services commissioned and those delivered by NHS

· iv) Progress being made on Valuing People health objectives
 

i) Resettlement and campus closure
Much work has been done on this area in the region, with robust plans in place for the resettlement of the remaining 20 people in campus provision. The SHA is confident that all campus reprovision will be completed by the national target date of 2010.

ii) Health inequalities 
There is now evidence of a more systematic approach to collecting good baseline information about people’s health, particularly in primary care.  Work done to date has laid a strong foundation to effectively determine and address the health inequalities that people may face. More detailed work is needed, and the pace of progress needs to be sustained. Examples where further analysis is required include those objectives that show an extremely wide variation across the region, e.g. completion of Health Action Plans; objectives where localities have adopted different approaches to the same issue, e.g. nature of ASC work; and where there seems to have been differing interpretations of the objective, e.g. safeguarding partnership working.

GPs have good information about people with learning disabilities and their health needs. Approximately one quarter of PCTs are doing particularly good work on ensuring robust information in GP Registers, validation of this data and cross referencing with social services.  However, most areas have identified further work needed to improve consistency and further refine GP information.  

GP practices are offering people annual health checks and are getting training to help them better understand people with learning disabilities. There has been good progress in introducing the Learning Disability DES (Directed Enhanced Services) across the region with two areas reporting that almost 100% of their local GPs are adopting it.  Most PCT areas have prioritised work to increase the take up of DES arrangements in their areas in the coming year.  Community Learning Disability Teams are centrally involved in delivering training, and in a few areas self advocates are being employed as trainers and working with the Teams. Accessible information has been central to this awareness training with innovative use of IT technology e.g. CD Rom and DVD in Rotherham and Kirklees.
 
As implementation of the DES only began in most areas from April 2009 there are a number of places where Annual Health Checks have not yet started, but are a priority for the coming year for most localities.  In approximately one third of localities, new posts linked to training and Annual Health Checks are either in place or funding secured.   

Health Action Plans. There is still significant variation between local areas in progress towards completing Individual Health Action Plans but there is nevertheless some excellent practice across the region. In areas where these are being successfully completed, it is often the community learning disability teams, health sub-groups and self advocates who have played a central role in developing accessible versions of the plans and helping people complete them. There has also been investment in specific health facilitation posts by PCTs, either on a substantive (Wakefield) or a time-limited (Rotherham) basis. 

The priority for the coming year is to ensure consistent introduction of Health Action Plans in all local areas; to link with Annual Health Checks; and to ensure that the information contained in them is embedded in GP practice records and systematic follow through.    
  
Collecting information about people’s general health, equity of access to screening and health promotion. Data availability is improving, but progress across the region is variable. The majority of areas have prioritised collection of this key data in the coming year and see the DES implementation and Annual Health Checks as the way to generate this data.  Carrying out Annual Health Checks and collecting key data about people’s health must be seen as an absolute priority if areas are to effectively discern and eliminate health inequalities. Similarly ownership of learning disability inequity issues needs to be central to the work of public health and health promotion agencies.

In Sheffield SeeAbility’s national eye 2 eye campaign has been transforming eye care and vision screening services since its launch in 2005. 1 in 3 people with a learning disability have a sight problem so work has been done through the eye 2 eye project to try and stop avoidable sight loss through eye sight tests and ensure treatments and support are available when sight problems have been identified. SeeAbility continues to work across the Yorkshire and Humber region to provide support, training and consultancy to other areas to help transform eye care and vision services for people with learning disabilities.

Access to services in the wider primary care community e.g. dentists, pharmacists, etc. This is quite a subjective area, due to the variation in experiences of individuals using the various services. Nevertheless some excellent and innovative practice in this field exists across the region such as a co-ordinated dental service in North Lincolnshire and Bradford’s Fair and Equal Access audit project of all GPs, dentists, opticians and pharmacists.

Using acute care in the general hospital setting. Over 50% of the region’s localities feel they have made good progress in improving key aspects of people’s experience of hospital care.  Robust and innovative work has been reported in improving access to, and experience of, acute care including the introduction of Patient Passports (East Riding), Traffic Light systems (Leeds) and VIP cards (Calderdale). In other areas, good plans are in place to improve people’s experience of acute hospital care. This has been recognised by all local areas as a top priority for the coming year, and new posts have been funded in some areas, such as Doncaster’s Acute Liaison Nurse post, to make more progress on this objective. As in the area of health facilitation there are a range of approaches, from specific posts to enhanced joint working to advisory/consultancy input from specialist learning disability to mainstream services.  

Deriving equal benefit from other clinical networks or national service frameworks. This has proved a difficult area in both the 2008 and 2009 self assessments, although some areas are clearly working in partnership with mainstream health projects. It is hoped that the Healthy Ambitions learning disability workstream will now more systematically frame the work required across the region and in particular localities to meet this objective.

Assessing and meeting the needs of local people from minority ethnic groups. Few areas have adequate information about this population, which causes difficulties in planning to meet the needs of local people with learning disabilities and their carers who come from minority ethnic groups. Most localities recognise this as a clear priority for this year and have stated they have comprehensive plans to tackle this shortcoming. Already specific projects have addressed minority ethnic issues, such as Kirklees, which has a number of BME service user groups, and Sheffield’s BME clinical assistant post within specialist health services.  

Planning for people with profound disabilities and their carers. This was highlighted last year as an area which needed particular attention and action and there continues to be some exceptionally good practice in a small number of areas. One example is North-East Lincolnshire’s National Postural Care pilot. Most areas have stated that they have now gathered better information about this group and have identified making progress on this as a priority for the coming year.

iii) Safe services 
In the past two years, most areas have assessed their progress as being fairly robust in this key area. There is recognition of the work needed to bridge the gap between having all the right processes in place and knowing that people using services are aware of, and derive full benefit and protection from, current key policies and legislation.   

Learning from Investigations and improving practice. The majority of areas are working systematically to apply learning from recommendations from Healthcare Commission Investigations, and more recently Healthcare for All and the Ombudsman’s Report: Six Lives. There is evidence of increasing disability awareness training and systematic reporting to Boards including local Partnership Boards.  A number of hospitals have learning disabilities ‘champions’ and some acute hospital Trusts lead local Healthcare for All strategic planning.    

NHS organisations and their staff have a good grasp of the legal framework within which they are commissioning and delivering services. There is a growing awareness and understanding of Disability Equality and Ethnicity issues.  However, the issue of the importance of services being delivered by a workforce which is well informed about the legislative framework within which it functions – and how those laws translate into practice in terms of service delivery to people with learning disabilities and complex needs – needs to be further addressed in the Healthy Ambitions Delivery Plan.

Learning from the review and analysis of complaints and incidents and the recognition of good practice. Complaints management in some acute Trusts has been identified as needing further improvement although in the main, specialist mental health and learning disability Trusts are strong contributors to the sound and innovative work happening across Yorkshire & Humber. The issue of learning from complaints, audit, and adverse incidents (or serious untoward incidents) has been raised again this year because the responses received do not demonstrate a consistent approach across Trusts to adverse incident reporting, analysis thereof, and corresponding impact on practice.  Although some areas report very positive work in terms of analysing complaints trends and building them into contract review meetings, it is not clear whether this is happening in all localities. A good practice example is seen in Barnsley, which has a monthly multi-agency Clinical Quality Review Group monitoring complaints, serious case reviews, serious untoward incidents and other patient safety measures.
  
Effective partnerships across care sectors and local agencies, ensuring a coherent approach in protecting people from abuse. There are positive examples of innovative work taking place in secondary care settings to improve the experience that people with learning disabilities and family carers have in general hospitals. Despite this progress, the 2008/2009 self assessment process has identified a marked variation across acute Trusts in the extent to which they are engaging with the issue of the safety of people with learning disabilities in their services.  There is a need for greater engagement by some of the region’s acute hospitals with learning disabilities inequalities, safeguarding and dignity in care agendas, and steps to address this will be included in the Healthy Ambitions Delivery Plan. There is also a need for more work to clarify progress across the region in cross agency safeguarding work.

iv) Progress on Valuing People health objectives
Progress has been made in collecting information which will help improve planning for people who receive care out of the area, and also for young people nearing school leaving age. Local, community-based specialist services are being developed and enhanced in some areas, and progress has also been made in developing ‘across-system’ approaches to planning services for people with autistic spectrum conditions.  However, the majority of areas across the region need to prioritise work in the coming year around people who have more complex needs, and again this will be reflected in the regional Delivery Plan.  

Good information and linked plans for people whose care is being commissioned from organisations out of area. This year’s self assessment suggests that most local commissioners now hold good information in this respect. Sheffield has a specific Out of City team monitoring the care received by this key group.

Better planning for young people in transition. Commissioners across health and social services in most areas appear to have better information about young people with moderate to high support needs who are approaching transition.  There are examples of some excellent partnership working initiatives to plan earlier, more inclusively and in a more person-centred way. Some areas, such as Barnsley and Sheffield, have developed specific transitions posts whereas other areas, such as Selby and York, have focussed on improved, formalised transition planning and protocol development.

Developing a comprehensive range of specialist learning disability services to support people at home, including those who challenge services. In some areas there has been significant investment in posts to develop a better local specialist service infrastructure and people can demonstrate the benefits of this in terms of:
· reducing hospital admissions 
· better supporting the mainstream workforce (for example in the private and voluntary sector) to successfully manage the care of people with more complex needs 
· offering specialist training and facilitation to mainstream primary and secondary care health professionals
· enhancing the uptake of the DES in primary care
· the development of hospital-based posts e.g. acute Trust liaison

Nevertheless, there are a number of areas where the nature of local services still needs to be developed and clarified. This includes in the management of:
· people with autism spectrum conditions (ASC)
· people with learning disabilities and mental health problems
· people with challenging behaviour including offending behaviour
· those ageing with a learning disability
· people with profound and multiple disabilities

Planning for people with autism spectrum conditions. This was seen as a priority for work last year and some areas have made progress in developing ‘across-system’ approaches to planning services for people. In addition, a number of areas have developed specific posts and employed staff to take work forward linked to both autism and Asperger’s Syndrome. This includes Leeds, North-East Lincolnshire and Doncaster, with the latter two utilising skill-mix approaches with the involvement of support workers and social care practitioners. Bradford has developed an ASC signposting and assessment service with a specific BME component. However comprehensive planning for ASC still remains a priority for a number of localities.

People with mental health problems. The 2008/2009 self assessment process showed that although some areas have protocols  in place guiding the admission, treatment, discharge and aftercare of learning disabled people who have mental health problems, these may not always work well. This is an issue which needs to be addressed in the context of improved access to mainstream mental health services and making ‘reasonable adjustments’: steps to address this will be included in the Delivery Plan. The Green Light Toolkit and associated performance indicator provides a powerful mechanism to implement this and enable comparisons across the region.

People who challenge services. There is considerable overlap between this group and the two above. There is a challenge for local services in providing individualised interventions for people in all groups and those with multiple diagnoses in particular. There is likely to be variation in service provision and it is therefore crucial to develop standardised outcome measures to monitor progress. Maintaining people in their locality of origin is likely to be one such indicator, as suggested in the Mansell report. A dedicated assertive outreach service across Hull and East Riding team provides a model of good practice.    

This group also includes people with an offending profile and there is a significant amount of work to do in this area across the region. The Bradley report has provided a focus for this work and there are examples of good practice, such as in Kirklees where there is a learning disability nurse working within a youth offending team.

People ageing with a learning disability. Although a number of areas are working closely with mainstream services in the context of the recent Dementia Strategy, most areas recognise that better overall planning for people with a learning disability who are ageing is again a priority for the coming year. Accurate information regarding changing demographics is essential for planning in this area, as well as initiatives such as East Riding’s identification of the needs of older people with a learning disability within the JSNA.

People with profound and multiple disabilities. Again the role of specialist learning disability services in accessing mainstream services needs to be balanced with their direct intervention role for this vulnerable and increasing group. One such example is seen in Hull where increased input from the citywide long-term conditions team was facilitated, which has diverted direct referrals from the CLDT.







Key Targets & Recommendations


The independent inquiry Healthcare for All (2008) made a comprehensive range of recommendations to address the health inequalities experienced by learning disabled people. These were reinforced in Valuing People Now (2009). The recommendations require action from the Department of Heath, commissioners, providers, inspectors and regulators, and trainers. The recommendations of the Healthy Ambitions pathway should be read in conjunction with these recommendations which are informing healthcare delivery for people with a learning disability at a national level. 

In consideration of these objectives and ensuring we achieve our Healthy Ambitions for people with learning disabilities across NHS Yorkshire and the Humber, the following three key targets for 2010/11 are set out and are further
strengthened through the achievement of the main recommendations.  

Key Targets

 (
To ensure all relevant Primary Care stakeholders are building on the preliminary work undertaken as part of the DES and are working towards provision of robust data, which in turn will inform individualized care planning and service 
planning
 for people with learning disabilities.     
To ensure Acute care 
providers 
are able to evidence the steps they have taken to make ‘reasonable adjustments’ in order to suitably support and care for any person with a learning disability
 accessing their services.
To ensure the two previous targets are embedded within mainstream performance management, this will be achieved locally by:
    Commissioners adopting the LD Self-assessment framework
as the tool to benchmark how these targets are progressing and where action is required.
            
    Partnership Boards declaring to CQC statements on 
Ac
ute 
provider
 adjustments.
4.   
To ensure full engagement of all health agencies in Safeguarding Adu
lt 
processes and lesso
ns learnt
)
          

























Recommendations

1. Information

Accurate and timely information will be the cornerstone of healthcare delivery in Yorkshire and Humber. This applies at all levels of the healthcare system. 
· Developing comprehensive local JSNA’s
· Ongoing and evolving SHA annual self-assessment exercise
· Primary care to have up-to-date information on the health needs of the learning disabled people they serve
· Service user accessible information on healthcare systems and specific health issues to be widely available

2. Access

Healthcare for All outlines processes to ensure appropriate access to primary and secondary health services, especially acute care, with a focus on reasonable adjustments. The Healthy Ambitions pathway supports those processes and will support the various health care agencies in meeting the standards. The active involvement of Acute Trusts across the region is particularly crucial in meeting this recommendation. Specialist health services also need to be accessible and equitable according to need, with a single point of referral and no waiting lists.

3. Impact

The enhanced access to, and reasonable adjustments made by primary and secondary care health providers should make a difference in terms of avoidable deaths that can be monitored by the Public Health Observatory. Similarly the inclusion of specific learning disability targets in public health and health promotion initiatives should show reductions in some of the morbidities that are over-represented in the learning disabled population e.g. obesity and gastrointestinal cancers. 

4. Involvement

Service user and carer involvement should continue to be embedded and strengthened in both individual and strategic decision-making.

All organisations should include the views of Service users and carers in proactive and meaningful ways if they are to change or develop services which can effectively respond to, and meet the needs of the individuals with often complex and enduring needs.         




5. Personalisation

The personalisation agenda should build on the advances made in person-centred planning to enable the delivery of individualised packages of health interventions for people with a learning disability.

Services should be developing the principles of person centred care and from this, be able to evidence how this is making a difference to people’s lives, how they involve individuals in their own planning, and what actions they take to overcome exclusion and ensure positive outcomes for people.          

6. Workforce

Commissioners will need to ensure investment across NHS Yorkshire and the Humber in order to realise the outcomes within Healthy Ambitions objectives. This will require the continued commitment of healthcare staff with the right training to be able assess people’s needs, facilitate reasonable adjustments and apply effectively the principles of personalised care.

Commissioners, Provider organisations and Academic establishments will need to work in partnership in order to assure we have effectively trained staff working across primary, secondary and acute healthcare settings and a workforce which is equipped to meet the future needs of people with learning disabilities.
       
This will include work with the Faculties of Medicine and GP training schools across the region to ensure our future medical staff are equipped to engage and respond the needs of people with learning disabilities.  

Organisations should support workforce innovation and seek to invest in new ways of working in order to enable both new and extended roles to develop.     

7. Pathway work

There needs to be agreement on the range of condition / needs based pathways to be developed. These should be commissioned and developed on an across-system and inter-agency basis. The balance of local and regional development of these pathways also needs to be agreed. Some of this pathway work should be jointly facilitated with other existing Healthy Ambitions Pathways e.g. Mental Health, Long Term Conditions, Staying Healthy.

8. Specialist services

The role of specialist learning disability health services in facilitating access to primary and secondary services should reduce as those mainstream services make reasonable adjustments and access improves.

A tiered specialist learning disability healthcare assessment and treatment pathway should be in place within each locality, covering community and inpatient components. The pathway needs to promote delivery of care close to home and to include a range of alternatives to hospital admission. 

Assessment and treatment inpatient services should be delivered to specified standards with clear admission and discharge criteria and measurable outcomes. 

A specialist service pathway with community and inpatient components also needs to be in place for forensic services. This may need to be planned with mainstream forensic services and to cover more than one locality.

9. Inclusiveness

The Healthy Ambitions learning disability pathway will be inclusive, paying particular regard to populations that have traditionally received patchy input e.g. learning disabled prisoners, those in out-of-area placements, those with developmental disorders (ASC / ADHD). 

Creative and flexible partnership working will be essential if we are to make progress in these groups, and finding new ways of engaging mainstream and specialist services to work much more closely, will be a central challenge of the work.  
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Healthy Ambitions – Appendix 1
Key health issues for people with learning disabilities to take account of in Healthy Ambition pathways

	
Pathway

	
Key aspects for learning disabilities (from research, good practice, consultation events)
	
Good practice already happening (fuller info in 2009 Good Practice and Innovation report)

	Staying healthy
	Points from research:
· People with learning disabilities are four times more likely to die of preventable causes as people in the general population
· People with learning disability are 58 times more likely to die before the age of 50 than the general population
· They have high levels of obesity and underweight; low employment; fewer social connections and meaningful relationships
· People with learning disabilities have increased risk of specific diseases including CHD, respiratory disease, eye disorders, leukaemia, Alzheimer’s and hypothyroidism
· There is a lower rate of primary care detection for range of chronic conditions, including diabetes (in particular Type 2 diabetes)
· Low rates of uptake of health promotion
· Women are much less likely to undergo cervical smear tests (19%-24%) than the general population (77%-82%)
· High prescription rate of anti-psychotic medication with no evidence of psychosis
· High rates of unrecognised disease identified on health screening

· Disability Equality Assessment of the Pathway
· Data collected from QOF/LES/DES/Annual Health Checks needs to be correlated to give better understanding of health needs of people with learning disabilities and PMLD.  Liaise with regional Public Health Observatory
· Health promotion in partnership with specialist LD services to include
· Specialist dietetic advice
· Targeted smoking cessation schemes including issue of passive smoking
· Targeted exercise schemes
· Annual Health Checks in Primary Care
· Access to cancer screening
· Better and more accessible information for people about keeping themselves healthy
	· Health needs analysis has been done in some areas
· Good uptake of Learning Disability DES across region – and annual health checks
· Alcohol and smoking awareness groups in some areas
· People with learning disabilities consulted in developing city alcohol strategy
· Health Action Plans being developed across Region 
· ‘Pacesetters’ initiatives involving people with learning disabilities in some areas
· Some areas developing ‘libraries’ of easier to read information on health
· Initiatives with mainstream health increasing e.g. Men’s Health, Falls, etc
· British Heart Foundation booklet and DVD for people with learning disability 

	Maternity and         Newborn
	· Disability Equality Assessment of the Pathway
· Care pathways involving mainstream and specialist learning disability services relating to maternal and infant perinatal health
· Identification of prospective mothers with a learning disability – ‘case loading’ to ensure they receive high degree of continuity of care
· Training of midwives and obstetricians
· Clear, easier to understand information for the expectant mother with a learning disability
· Telling parents their infant has a learning disability - and offering sensitive and constructive advice and support in these circumstances
	· Health protection lead from safeguarding team involved in developing maternity pathway 

	Long term conditions
	Points from research:
· 46%-52% of people with learning disabilities die from respiratory disease – compared with 15%-17% in the general population.  It is the leading cause of death of people with learning disabilities 
· Prevalence rate of epilepsy in people with learning disabilities reported at 22% (with a greater risk of sudden unexplained death) - compared to 0.4%-1% in general population 
· CHD is second most common cause of death of people with learning disabilities (14%-20%).  Almost 50% of people with Downs Syndrome are affected by congenital heart problems
· People have higher rates of gastro-intestinal cancer (48%-58%) than general population (11.7%-17.5%)
· People with Downs Syndrome have greater risk than rest of population of thyroid dysfunction, particularly hypothyroidism
· One person per 1000 population has profound and multiple learning disabilities (PMLD) - this rate is increasing.  60% of young people and adults with PMLD are supported at home by parents.  Research has found a high prevalence of multiple chronic health problems in the PMLD population. 

· Disability Equality Assessment of the Pathway
· Care Pathways involving specialist and mainstream service expertise to take account of particular needs of people with learning disabilities, to include:
· Epilepsy
· Diabetes
· Respiratory disease - COPD
· Coronary Heart disease
· Dysphagia
· Mobility and postural difficulties
· Sensory impairments and communication difficulties
· People with profound and multiple disabilities and their carers
· Oral health
· Recognising and managing pain
	· A LES for H pylori screening to include people with learning disabilities
· Comprehensive work in one large PCT area around access to diabetic retinopathy screening and linked initiatives.  Requirement to monitor numbers in SLA
· Health Action Plans being developed across Region – equate to personal care plans
· Intermediate care strategy and clinical pathways developed in some areas
· PMLD research project
· Postural Care pilot being undertaken
· Innovative work being done in a number of areas to increase access to, and uptake of, cancer screening  
· Audiology clinic for people with LD
· Long term conditions matron employed in Transitions team has shifted the pattern of direct referrals to CTLD – resulting in more joint working with Long term conditions team

	Children’s health
	Points from research:
· Children with Down’s syndrome are at particularly high risk of leukaemia compared to general population
· More children born with profound and multiple disabilities are surviving after birth and living longer
· Children with learning disabilities are more likely to experience anxiety disorders (8.7%vs3.6%) and conduct disorders (25%vs4.2%) than children without learning disabilities, although rates for depression are similar (1.5%vs0.9%)

· Disability Equality Assessment of the Pathway
· Clarity about the Pathway -  parents of children with learning disabilities find it hard to ‘navigate’ services
· Parenting education and support to parents with learning disabilities
· Joint CAMHS/Paediatric/LD care pathways to secure involvement of LD specialists in assessment and treatment
· Training for paediatricians and nurses
· Joint CAMHS, Paediatric and specialist LD pathways for the transition into adulthood of younger people with learning disabilities - using the DOAS national guidance
· Particular attention needed around potentially unknown health needs of young people who are out of area in educational placements
	· Excellent partnership work in some areas linked to timely and person-centred transition planning for young people with complex needs
· In Control projects; individualised budgets in some areas including health funding in one locality


	Planned care
	Points from research:
· People with learning disabilities have an increased uptake of medical and dental hospital services but a reduced uptake of surgical specialities compared to general population
· They have a similar overall rate of hospital admissions and a reduced length of stay

· Disability Equality Assessment of the Pathway
· Key standards and outcomes made explicit in contracts 
· Thorough planning and coordination across services relating to admission, discharge and aftercare
· Clear and easier to understand information at critical points of the care pathway – before, during and after hospital stay
· Making sure people know about the choices they can make about their care, and how to do this
· Support for family carers; listening to people who know the patient
· Increasing awareness by hospital staff about learning disabilities; the danger of diagnostic overshadowing; the duty to make ‘reasonable adjustments’
· GP practices working together to improve local access to their services
	· Pathway for elective surgery
· Patient passports/VIP cards/’risk alert’ card system - being used in different areas
· Acute Liaison nurses in some hospitals
· ‘Champions’ trained in some acute Trusts 
· Strategies in some areas for improved access to hospital services
· Some areas ‘track’ and monitor the experience of people having a hospital stay
· Senior nursing staff from hospitals members of some health sub groups
· A PALS Better Information project
· Dental Public health research project  to develop learning disability pathway
· Sensory LD nurse liaising with optometrist

	Acute episode
	· Disability Equality Assessment of the Pathway
· Good ‘signposting’ and a clear pathway to use wider range of services to avoid having to go to A&E (e.g. pharmacies, extended primary care)
· Work with ambulance service to develop range of ways of helping people with LD understand what is happening; LD awareness training for paramedics 
· Specialist LD Liaison nursing

	· Proposed development of a city centre out of hours/drop in service (GPs with LD Specialist Interest want to develop this)
· Walk In centres planned or established in some areas
· A number of areas reporting significant benefit of having hospital-based matrons with special interest, acute liaison nurses, etc.
· VIP Cards and hospital passports being used to good effect in some areas
· Some hospitals including LD Awareness training in induction programmes

	Mental health 
	Points from research:
· Prevalence rates for schizophrenia in people with learning disabilities are approx three times greater than for general population (3%vs 1%) with higher prevalence rates for South Asian adults
· There is a high prescription rate of anti-psychotic medication with no evidence of psychosis
· Prevalence rates for anxiety and depression amongst people with learning disabilities are reported to be higher amongst people with Down’s Syndrome
· The prevalence of dementia is much higher amongst older adults with learning disabilities compared to general population (21.6%vs5.7% aged 65+)
· People with Down’s syndrome are at high risk of developing dementia, with an age of onset 30-40 younger than general population

· Disability Equality Assessment of the Pathway
· Pathway needs to explicitly reflect the need of people with learning disabilities to have equitable access to mainstream primary and acute mental health services.  There needs to be real ‘sign-up’-  including at Board level - from MH services; protocols agreed need to work in practice
· Important to get help when it is needed, without waiting
· Health and social care well-being assessment
· Joint MH/LD assessment when necessary – to save ‘hand offs’
· LD specific MH assessment
· Education and training
· Clear clinical pathways for people with autism spectrum conditions (ASC)
· Needs of people with LD and dementia to be taken account of in each area’s dementia strategy 
	· An ‘Improving Mental Wellbeing Team’ is part of a citywide community learning disability team – working with people with a learning disability and diagnosed MH need
· A number of local areas have done the  “Green Light” audit of access to mainstream MH services
· Local dementia pathway which includes explicit reference to people with LD
· Number of areas are developing ‘whole system’ autism strategies
· Work ongoing in some areas to improve prescribing practice 


	End of life 
	· Disability Equality Assessment of the Pathway
· Take account of the needs of people with learning disabilities in planning End of Life Care strategies in each local area
· Agreed standards of care should apply also to people with learning disabilities
· Strong partnership working between Macmillan and other nursing teams and community learning disability team nurses
· Bereavement counselling for people with learning disabilities
· Creating more open climate and ensure skilled support to discuss death and dying with people with learning disabilities 
· End-of-life care pathways to be developed with LD specialist involvement
	· Community LD teams working with local hospices in a number of areas
· LD specialist interest workers in one hospice, work with people and carers
· Needs of people with LD explicitly included in a citywide end of life strategy
· Some local links with/membership of  national network for palliative care and people with LD
· North West region have produced End of Life – Best interest decision documentation
· Guidelines on Mencap website 










Healthy Ambitions – Appendix 2

Yorkshire and the Humber
2009 Self Assessment Exercise
Good practice and innovation extracts from returns

Top Target 2: Addressing health inequalities in mainstream healthcare 

	Barnsley
	· Recruited Professional Head of Learning Disability Nursing/Community Matron to take a strategic overview in relation to health matters for people with LD  
· A health check register has been agreed between the PCT and all GP practices
· LD professionals are now meeting with the South Yorkshire Cervical Smear team on a regular basis to discuss any issues that arise and address them. They will be giving a presentation about this in September 2009
· The practice development nurse for LD is a member of the food and nutrition group. The group have produced an easy read recipe book for people with a learning disability and this is about to be published in Barnsley and used as part of Active Health Week
· Dysphagia training is available to staff and families supporting a service user with dysphagia
· Health checks for patients with learning disability will be a contractual requirement from April 09
· A media group is being established made up of people with a learning disability. This group will produce a range of information about health and other services
· The Healthcare for All Group have developed guidance about reasonable adjustments, to be used across BHNFT
· Have recruited a Transitions Worker to the LD service

	Bradford
	· Funding in place to recruit Health Facilitators (4) to improve contacts with health services and promote the use of Health Action Plans.  Local QOF developed to co-ordinate approach to offering physical health reviews
· Funding in place to recruit a Strategic Health Facilitator to improve structures and systems relating to health services for adults with learning disabilities
· The Fair & Equal Access Project is carrying out disabled access audits of all GPs, dentists, opticians & pharmacists including LD access.  Contractors receive recommendations & good practice guidelines along with reports
· PCT Provider Arm have adopted performance indicators linked to improved access and safety for people with LD using health services
· PALS Better Information Project is working to implement the 5 principles of better information for disabled people.  The working group includes 2 people with learning disabilities
· The Easier Access event on 28th May has a range of workshops including one about Bradford Hospitals “Closing the Gap” initiative to improve care of inpatients with LD
· A user led training consortium is being established as part of the People as Citizens project to offer training for providers

	East Riding
	· Have been asked to routinely deliver training to 3rd year GP registrars
· Withernsea Beacon Project: collected views from service users and carers on their experience of accessing healthcare and improved practice based on this 
· Patient passports have been rolled out across the Acute Trust
· Use of SystmOne within LD services has significantly improved access to patient information

	Doncaster
	· Primary Care Support Pack sent to all GP practices – to help to identify and understand the needs of PLD
· A co-trainer with a learning disability has been recruited to help roll out DES training in primary care
· Photo Journey made of one lady’s experience of screening, and made into an accessible leaflet for use in clinics.  Also an accessible letter is in use at the breast screening clinic
· Close working with epilepsy specialist nurses has ensured equitable access to mainstream epilepsy services
· There is an LD champion on Pacesetters Group who is working to improve cardiac rehab for people with learning disabilities 
· Acute Liaison Nurse Post funded and in post. 50% of this role is to deliver/arrange LD awareness training in acute health care to improve admission and discharge procedures and a more positive experience of care
· “This is me” event was held on the 29th February 2008 to raise the awareness and voice of people with profound and multiple disabilities and their carers

	Calderdale
	· Through the Involvement and Engagement program, staff from a wide range of departments and services including a GP Practice attended training in producing accessible information
· “Strategy for Improved Access to Hospital Services for People with Learning Disabilities” approved by CHFT Trust board November 2008. Transformational change plan in place with clear strategic objectives linked to Health care for All
· Modern Matron at CHFT is informed of all admissions of people with learning disabilities and as the VIP (vulnerable in-patient cards) are rolled out, the pathway of the person will be tracked via the PAS system

	Leeds
	· Carers are identified within GP practices.  Adult Social Care and the PCT jointly commission a Carers’ Service.  The PCT also commissions a Carers’ Health Project
· In some practices LD patients are “flagged “ to identify that double appointments are required as routine
· People have received healthy eating information, worked with Health Trainers, and a Health Trainers project specifically for learning disabled people is being explored
· “Active Leeds” initiative website will include information about learning disabilities and have information for learning disabled people and their carers regarding activities and exercise
· Pacesetters Project (led by public health) for learning disabled people regarding cardiac rehabilitation initiated with primary and secondary care cardiac services 

	North Lincolnshire
	· Cervical screening pack devised for social care providers
· Provide individual information to clients and carers about accessing screening services
· Devise monitoring systems
· Continuing Care - LD nurse plays a key assessment role and contributes to panel decision making, providing advice to PCT on delivery
· DES Annual Health Check training for GPs , clinical staff and practice managers delivered by a CTLD nurse
· All clinical information recorded on SystemOne and accessible by all other NHS SystemOne users.  PCT and L/A IT departments currently working on joining systems to enhance information sharing
· LD Easy read information bank currently being collated and developed
· Wider services are informed of their requirement to make reasonable adjustments for people with LD– e.g. appointment at end of surgery or at a quiet time  
· Local acute Trust requested to make available hoisting equipment  for patients with learning disabilities using their services
· Psychiatric clinic routinely held within local day service
· Interpreters are engaged to assist staff when needed. This has been used for translation in Bengali and Polish
· A proportion of LD nursing hours has been ring fenced to enable initial HAP’s to be completed
· Learning Disability specific training by CTLD nurses is available to health and social care staff, private providers, families and clients.  Learning Disability specific training is also available to non LD professionals such as medical students. 
· LD nurses undertaken formal training in Mental Capacity Act, Epilepsy, Autism, Continence, PEG feeding, colostomy, use of buccal midazolam and rectal diazepam 
· LD Consultant adjusting practice in order to provide local clinics for people, e.g. by providing regular clinics in residential units and exploring the possibilities of providing clinics in GP surgeries
· Survey sent out to all clients aged +60 who have had contact with health professionals in previous 12 months 
· Record keeping audit has prompted an action plan to improve data collection
· NHS Nth Lincolnshire commission a coordinated dental service for people with a disability which has the flexibility to visit patients at home if they are very anxious, in a surgery setting and/or into the hospital if treatment under GA is required. This is provided by the same practitioner in each setting who has particular insight into the needs of people with learning disability

	North East 
 Lincolnshire
	· A standardised Health Check Template has been developed, and a Health Check Guide in accessible format has been developed and is sent out with invite letter
· Health and Wellbeing Coordinators (4) are supporting individuals and practices when completing health checks with people with complex needs/communication difficulties.  They have developed a resources library of accessible information on health.  NEL are monitoring and collating quarterly outcomes from Health Action Plans and the work of Health and Wellbeing Coordinators 
· ‘My Health Books’ have been developed for people to keep their own health record. This includes individual access needs
· A Learning Disability Nurse and a GP are undertaking health checks in people’s own homes if they have difficulty attending the surgery.  A local dentist also visits people in their own homes if needed
· There are a number of joint initiatives with mainstream health professionals – these include: Men’s Health Group; Falls group; Healthy Eating Group; Health Walks, etc
· Work done with the cancer collaborative  to ensure that people with a learning disability are included in cancer prevention projects i.e. bowel cancer and prostate cancer
· A Postural Care pilot project is currently being undertaken with 2 service users.  This has been set up and monitored by the learning disability physiotherapy service.  Progress on the  pilot is being reported  to the National Postural Care Committee of which the NEL Superintendent Physiotherapist is a member
· Communication training and basic learning disability awareness training is regularly delivered to primary care staff, student doctors, hospital staff

	Sheffield
	· The Sheffield Case Register - regarded as one of the most accurate in the country - can identify a wide range of health information around learning disabled children and adults.  
· Work to link the Register to the Acute hospital admission has led to improved potential for reasonable adjustments by highlighting people’s needs arising out of their learning disability on admission.  
· Work is also progressing to link the Register to NHS Sheffield information systems to make anonymous LD data on health issues available to a broader range of PCT staff
·  “Seeability “ project is doing pathfinder work on eye screening and testing
· Epilepsy research project by Consultant in Neurology: published to LD partnership Board and led to investment in new nursing post to address barriers to access
· Public Health Dental Consultant and the University of Sheffield working together on Sheffield Oral Health Needs Assessment of children and adults with learning disability.  This research project specifically addresses the needs of people with learning disability – and is seen as nationally innovative work
· Strategies developed in past 12 months around Intermediate Care, Mental health, End of Life care, alcohol and dental health, include specific reference to the needs of people with LD.
· Parliament Getting ready event had 95 people with learning disability in attendance to get their views on health care in Sheffield
· There is a BME section specifically included in “The Good Life Strategy” with analysis of Sheffield Case register information, and a new post of BME Clinical Assistant across Psychology and Speech & Language Therapy has been jointly commissioned

	Kirklees
	· NPSA guidance on dysphagia being implemented within acute setting.  Risk assessment and care plans have been adopted for use in acute. 
· 29 Champions trained in acute trust  (April 09)
· Non Executive Director of HRI is LD champion on the Trust Board – role also has links with Probation Service
· There are a number of groups involving women from BME population.  These include BME Ladies Group (with 40 women who are either carers of women with learning disabilities or who have a learning disability themselves); BME Caring and Sharing Group; BME Talking Together Group
· Sustainable Health Action Plan with Public health involvement
· Learning Disability 10 steps to LD DES
· Stretch targets for GP engagement with LD DES
· Kirklees Annual Health Assessment Tool – approved by LMC
· CD ROM of Training Materials re LD DES delivery
· Double appointments organized within some GP practices using ‘flag up’ system
· Modern Matron at CHFT is informed of all admissions of people with learning disabilities and as the VIP (vulnerable in-patient cards) are rolled out, the pathway of the person will be tracked via the PAS system
· Health Action Plan working group with involves service users and the service user reading group
· Communications group – working group under LD health subgroup in place (one element of remit will be to deliver LD awareness sessions to GPs and other health professionals.  Another element will be to devise and implement an inspection system of awarding individual services as being ‘LD Friendly’)
· Alignment of GP/LA register
· It’s My Health Day – annual health event with health and wellbeing stalls, interactive elements and advice
· Revision of contracts to specify inclusion of Learning Disabilities
· Easy to read invitation letter for annual health check underway with Service User Group for use in LD DES

	Wakefield
	· LDDF money allocated for LD Health Project Lead post to lead on the health targets of VP, recommendations of Health Care For All and VP Now.
· Funding identified in PCT’s commissioning intentions 09/10 for a substantive permanent strategic health facilitation post to continue to lead on health Targets
· A health and lifestyle survey of adults with a learning disability on the LA’s register is planned
· Launched the Wakefield District Health Action Plan and Vulnerable Inpatient Card in June 2009
· Training Needs Analysis completed within Midyorks NHS hospitals. Need for mandatory and additional LD Awareness training identified and agreed. First four one day full LD Awareness sessions will be delivered by March 2010. Experts will be heavily included in programme design and delivery. 
· Health literacy lead employed in PCT to look at putting across information in alternative ways working closely with LD accessible information lead to produce complementary training packages.  
· Potential to produce reporting against ethnicity for System One practices (currently 16 of them).
· LD DES has been offered to all GPs in Wakefield. Training needs analysis undertaken to inform primary care training programme. Health Project Lead is leading on multi agency awareness sessions. Primary Care support pack developed and given to all GP practices that have elected to deliver annual health checks. Baseline information for evaluating DES being produced.
· GAP analysis completed in respect to Valuing People Now and new CQC targets. (Midyorks)
· Review of accessible information has taken place within Midyorks hospitals and priorities identified.
· Health Action East project run by a CTLD started November 2005. Health promotion activities include Health walks, exercise to music, Oral hygiene advice, cook and eat sessions, personal hygiene sessions.
· Cook and taste sessions being run jointly between CTLDs and PCT, providing instruction on basic cooking skills and healthy eating. This has led to Cook and Taste performance indicators for LD being built into the SLA of the PCT’s Food and Health Team.
· Specific LD performance indicators now built into the SLA for the Expert Patient Programme
· Independent providers working with PCT EPP Team to run EPP course. 
· Sensory nurse who links with optometrist’s intervention and supports health facilitation
· Improved connectivity to mainstream service through regular attendance at PB from PCT commissioning, Public Health and Health Specialist. All champion the increase access to mainstream services.
· Health subgroup now includes specific Patient Experience Group to inform practice throughout healthcare system. Health event held in June 09 to update service users and carers of recent health initiatives launched in Wakefield and share future plans. 
· Health needs of the BME community are addressed in the Health and Wellbeing commissioning strategy
· Launch of Growing for the Future - a social enterprise project that provides work for adults with learning difficulties to build their skills through growing and cultivating plants, flowers, fruit and vegetables.
· Public Health Tackling Health Inequalities budget allocated  to set up a range of projects e.g., EXTEND music to exercise sessions for 40 people with learning disabilities; a health and wellbeing group for Parents with a learning disability; sexual health training of a CTLD nurse to be a source of expertise to mainstream and LD services.
· CTLD nurses have completed a 10 week accredited weight management training run by Public Health Directorate.
· Swine Flu Easy read leaflet produced in conjunction with Public Health and LD services.  
· Dental Health Services and the LD Health Lead working together to develop coordinated oral health care

	Hull
	· The ‘home health’ scheme has a focus on improving health for people who struggle to attend the GP  
· Excellent adjustments made to improve experience for women going for breast screening
· Sports development project supports people to access the gym/ swimming and cycling with the development of weight management
· Excellent epilepsy service where people are supported by a dedicated epilepsy liaison nurse and have open access to a neurologist who makes visits to individuals in their own community settings if more convenient for people
· HEYHT and HMHTT ‘Access to Acute Group’ audits experiences of patients with a LD in services
· SystemOne patient information system piloted at Townend Court has had a significant impact on sharing essential medical and care information between services
· NHS Hull has funded a part time dedicated LD nurse in Everthorpe prison to review the needs of LD offenders, in particular their access to rehabilitation and therapy interventions whilst in prison
· Postural management/ bowel management in place for all new referrals to the adult CTLD
· Long terms conditions matron employed in the transitions team has shifted the culture from direct referrals to CTLD for complex health care, to a more balanced intervention and joint working with the city’s long term conditions team
· Changing places will be included in NHS Hull’s proposed new builds.

	Rotherham
	· Temporary (18 month) Health Facilitation post agreed to support practices and health improvement.
· Audit of Health Action Plans (HAP) completed and GP involvement in updating HAPs is part of practice performance reviews for 2009
· Accessible information on screening etc included in DES Training packs for practice staff from April
· Speak Up (Self advocacy) developing a regional website for accessible information
· RFT (acute trust) has Patient Experience Strategy which tracks individual patients in acute care. 
· Senior nurse from acute trust is on LD health subgroup
· S Yorks project around cervical screening for women with LD.  
· GP Learning Disability Awareness Training for GP’s and practice staff – 150 staff have undertaken this training so far.    
· Speak-up have given “I’m a Person Too” training at the Acute Trust.   More training planned.
· We are working with children's disability team for children from 14+ and have asked Mental Health, Physical Disabilities and Sensory Teams to join our regular meeting to ensure a seamless and timely transition

	N/Yorkshire 
  and York





For H&R locality contact
Judith.barber@nyypct.nhs.uk or David.hendy@nyypct.nhs.uk

For CHRD locality, contact
Dawn.walsh@nyypct.nhs.uk or Suzanne.Kohler@nyypct.nhs .uk

For York and Selby area, contact
Rosemary.Jenkinson@nyypct nhs.uk


For SWR area, contact
Lynne.taylor3@acute.sney.nhs.uk

	·  Positive work going on to ensure people with LD have good access to diabetic retinopathy screening as part of wider structured programme.  Accessible information leaflet being finalised and Picture Dictionary CD to be used where appropriate.  Good practice model is being developed and will be shared with other areas. SLA for 2009/10 will include requirement to monitor numbers. This covers York & Selby, SWR and CHRD areas.   
· Dysphagia pathway in place in H&R, overseen by highly specialist SALT within LD team
· Free RNIB training in vision awareness and learning disability available to practitioners
· Range of good practice and reasonable adjustments recorded as happening in dental practices and appreciated by those using services
· H&R have an audiology clinic for people with LD
· York District Hospital 18 month acute liaison post recently approved
· Hospital passports / risk alert card system in place in H&R
· Training session available to staff in main emergency admission areas at Harrogate hospital
· ‘Getting to know you’ event at Airedale Hospital, and similar planned for Harrogate Hospital
· Selby and York PB Health Task Group has an equalities champion who is a person with learning disabilities
· H&R PB has a BME strategy, and HAP documentation is designed to record needs of people from BME groups.
· The PCT is working in partnership with NYCC and CYC to develop a regional strategy in support of carers.  This includes supporting carers through Carer Resource Centres, Signposting, the introduction of a Carer Emergency Card, and Carer Needs Assessments. 
· In CHRD and H&R the Health Action Plan system helps ensure equality of healthcare outcomes for people with profound disabilities
· In H&R Health Facilitator post, along with Health Facilitation Nursing and administrative support, has enabled completion of local Health Needs Assessment and individual Health Action Plans, developed with the close involvement of adults with learning disabilities.  The sessions for developing plans include a DVD produced by learning disability members of the Health Task Group.  The Plans are summarized for the GP who receives a GP Summary of each Health Action Plan completed. Work has been done with GPs to identify patients with a learning disability and use agreed Read codes on their registers
· In H&R information sessions and resource packs about Health Action Planning for support workers and Primary and Acute Health colleagues have been developed.  Two Health Information Days for family and paid carers have been held, as well as two Learning Disability Awareness Days for mainstream Health Professionals. Feedback from these events was very positive
· In H&R a Health Action Plan review system has been developed which allows the audit all Health Gains and previously unidentified health needs. 
· In H&R learning disability awareness training has been requested and delivered to 200 acute Trauma staff. 
· In H&R a cervical screening preparation pack has been devised by the specialist LD nurses and the Health Facilitator / health Facilitation nurse have delivered training about informed consent in women with a learning disability to Practice Nurses in the region.
· In H&R colleagues in Chiropody/Pharmacy/Dental/ Appliances have developed more flexible working practices to accommodate the needs of patients with a learning disability e.g. the venue for a consultation can be changed to reduce anxiety.
· In H&R the Health Facilitator is on the PCT Improving Health Group.
· In H&R the Health Facilitator is a member of the Acute Learning Disability Working Group which has an action plan to address recommendations within Valuing People Now/ Healthcare for All. 





Top Target 3: People in services commissioned or delivered by NHS, are safe

	Barnsley
	· The Clinical Quality Review Group is a multi agency group with LA and PCT Commissioners, providers and clinical guardians.  It meets monthly and reviews patient safety; serious untoward incidents; serious case reviews; complaints; other patient safety incidents.  Where there are concerns, providers are asked to produce an incident report and action plan and this is monitored on a regular basis.  It also monitors quality through the CQUIN indicators contained within the NHS standard framework contract.
· The LA has won an award for their accessible complaints policy for people with a learning disability.

	Bradford
	

	East Riding
	· ‘Our Say’ Group (service user subgroup of LDPB) looking at local provision (GP, Hospital), and taking a ‘mystery shopper’ approach - then making recommendations to LDPB
· HEYHT and HMHTT have ‘Access to Acute Group’ which audits experiences of patients with a LD 

	Doncaster
	· RDASH have done extensive training linked to safeguarding, including two events specific to LD:
(1)   “Keeping Safe” (March 09) A safety and abuse action day attended by 80 people with LD and carers.
(2)  “No Secrets Consultation Day” (Jan 09).  Eighty people attended, a high proportion of whom were people with LD or their carers.
· An innovative scheme has been pioneered by people with LD with support from Doncaster Advocacy.  This is Safe in Doncaster (SID).  Many of the Town’s non-residential properties (shops, cafes, offices) display a SID sign.  Those people who choose to, carry a SID card.  If they feel threatened in any way, the person can go to a SID help venue and request help.  

	Calderdale
	· Complaints processes for all health providers are in accessible format and all can identify incidents or complaints linked to people with learning disabilities
· Safeguarding policy and training is agreed across the locality, with a completed Equality Impact Assessment.  All organisations are represented at a senior level on the Safeguarding Board.    

	Leeds
	· There is a programme of training relating to safeguarding adults across care sectors and agencies

	North Lincolnshire
	· All nurses have knowledge of the Mental Capacity Act and its implications.
· Capacity assessment, consent and best interest meetings are all included in NHS North Lincolnshire Consent Policy 
· One member of staff has undertaken the DOLS BIA raining.
· 3 members of the team have attended a training session with Debra Moore and Fiona Ritchie on ‘A life like any other’ - Human Rights for people with a learning disability.
· All health staff work effectively within the Safeguarding Adults system. Two nurses have completed the Investigator training and work alongside the coordinator for the team who is a local authority employee (senior social worker).
· Protocol established for any team member (health or social care) to follow re requests for PCT funding for clients admitted to acute hospital.
· Admission/discharge protocol established for Scunthorpe General Hospital
· Hospital passport adopted
· LD nurse and Psychiatrist working on LD pathway for dementia and this will link into the dementia strategy for North Lincolnshire and will require joint working with Mental Health and older people’s services.
· 

	North East 
  Lincolnshire
	· Two professionals in the Community Learning Disability Service are accredited Best Interest Assessors for DOLS authorizations
· There is a MCA Champion  for people with a learning disability, and LD representation on the MCA Local implementation Network
· There is a specific chapter on people with a learning disability in the Care Trust’s Consent to Treatment policy and procedures, and a MDT process and documentation for recording Best Interest Decisions 

	Sheffield
	· All complaints received through NHS Sheffield can now be analysed by impairment, including learning disability.
· NHS Sheffield has commissioned a disability Advocacy Service which is specifically aimed at improving access to health care, and the removal of barriers
· 5 star quality audit process is developed to audit learning disability residential services
· Sheffield has an Out of City Team which is systematically collating information on quality of individuals experience in the care that they receive in out of town placements

	Kirklees
	· Robust audit process in place across range of care services
· LD Modern Matron in post who has trained LD champions on every ward 
· LD nurse working in Youth Offending Team
· Kirklees Involvement Network involved in ‘Hate Crime’ initiatives

	Wakefield
	

	Hull
	· Offer 5 evening social and weekend day opportunities (SCENE) for individuals with a range of high support needs, supporting over 75 individuals and carers each week.  Fear of access to health care is addressed in a relaxed atmosphere and many of the SCENE workers support individuals and carers on hospital appointments or during crisis hospital admissions as their dedicated support worker or community nurse. 

	Rotherham
	· Easy read information on Mental Capacity Act devised by SPEAK UP
· Learning Disability Service have worked with Speak-up Self Advocacy, to produce an easy read information leaflet about Safeguarding and this has been publicized, more work is continuing to raise awareness etc.

	N/Yorkshire 
  and York
	· There is a ratified consent policy on intranet with DH consent for templates
· In H&R close working between the Health Facilitator and the PALS manager ensures review and analysis of any complaints/concerns affecting patients with a learning disability. This leads to improved care e.g. after concerns were expressed about a specific ward the Health Facilitator was invited to meet with the ward staff, the concerns were discussed and an action plan formulated by the ward to ensure change of practice
· In H&R a “Keeping Safe” pack was launched in 2007, winning a national award. Local service providers (e.g. Mencap, Wilf Ward Trust, Chopsticks) have signed up to this anti-bullying strategy. There is a rep from the specialist LD service on the Safeguarding Adults Group.




Top Target 4: Progress being made in implementing Valuing People service reforms and developments 

	Barnsley
	· Public Health have recently appointed a person with a learning disability as a Health Trainer
· Contract with a third sector organisation to support service users and carers to be involved in the commissioning process

	Bradford
	· LA are commissioning with BDCT a signposting and assessment service for ASD in Adults
· A proposal for pilot project to develop family support role for families from BME groups with a young person facing an assessment or diagnosis of autism spectrum condition was recently approved by the Healthy Minds Strategy Group.  Education Bradford will host the project.

	East Riding
	· Needs of older people with a learning disability identified within JSNA.
· Dementia pathway in place with explicit reference to the needs of people with a learning disability
· Multi-agency Strategy for Children with Autism drafted and consulted upon

	Doncaster
	· A jointly appointed interim Project Manager has been appointed primarily to complete the draft joint LD strategy for Doncaster.
· Two social care practitioners have been appointed to work exclusively with adults who have ASD.  Each practitioner has their own caseload but both act as an advisory service to other professionals.  The Team has recently won a Community Care Award.
· Under the guidance of the National Autistic Society, a local multi agency planning group - Doncaster Autism Development Group - has been established.  It is at an early stage of development but the potential for joined up, planned working is considerable.

	
	· Over 100 people were involved in the “Big Health Day” providing feedback on health services
· Through Public Patient Involvement, training has been delivered to increase the number of people within the PCT, LA and also some family carers who are able to graphically illustrate meetings and also produce accessible information.
· Key posts now in place: Matron Complex Needs Care Coordinator (1st September 2008), and Senior Programme Manager, Learning Disabilities (since March 2009)

	Leeds
	· Research proposal to measure service user satisfaction with specialist health services  in Leeds being developed as part of regional research work stream
· ROOOTS ( a learning disability social enterprise group) have participated in awareness raising sessions with GP’s and practice staff as part of TARGET training sessions
· NHS and Local Authority commissioners have funded an autism development post to lead on strategy and service development

	North Lincolnshire
	· Cross- county health funded placements - admission and discharges are supported by the CTLD nurses. This includes those clients that are detained under the Mental Health Act.
· One LD Nurse has delivered training to the Social Services adult physical disability team to inform their work with clients with autistic spectrum disorders that fall outside of Learning Disability. 
· Newly appointed Manager for Mental Health Services in the Community is liaising with Learning Disability Team members to explore service access.
· Benchmarking exercise carried out to look at where the CTLD is in relation to National Policy – Valuing People/ Best Practices in LD has informed an Integrated Governance Framework and action plans are in place to address identified gaps PCT and LA Directors and Senior Managers have taken a keen interest in the framework and continue to be updated on its progress. 
· Developing individual packages of care –bespoke service funded through Continuing Care
· There are specific examples of where the nurses have had a positive impact on the admission, stay and discharge of people into the acute service
· Admission & Discharge Protocol for acute services to be submitted to the LD Partnership Board
· 50 people attended ‘Big Health Day’ providing user/carer feedback

	North East
  Lincolnshire
	· There is a regular Aiming High for Disabled Children Newsletter produced, and plans to develop an Aiming High Website.  Three consultation events have been held with parents and families regarding Aiming High For Children, and NEL are planning a market place event for young people with profound disabilities and their families
· NEL have recruited an Accessible Information Officer
· Funding in place  to recruit a Specialist Autism Worker and  two ASD support workers
· The nurse prescriber and Consultant Psychiatrist are working together to improve prescribing practices locally to reduce the use of medication to manage behavioural problems
·  A multidisciplinary Intensive Support Team for people with a learning disability who are hard to help and / or have mental health or emotional problems has been developed. They have been invited to present their innovative work at the next European Association of Mental Health in Learning Disability Conference in Amsterdam later this year.

	Sheffield
	· New Deputy Director of Public Health has a lead role in learning disability
· Transition nurse in post, and working well with school leavers and their families to bridge the gap
· A number of Self Directed support packages for people in transition have led to improved health outcomes for individuals
· There is an autism strategy published, and this includes an action and implementation plan - to be launched at a multi-agency event including individuals and carers in Summer 09.
· Challenging Behaviour Strategy- launched in January 2008, and an implementation plan developed.

	Kirklees
	· Communication plan being devised which includes ‘all year round’ consultation to feed into business planning process and self-assessment return
· A learning disabilities section is included in the JSNA
· Greenlight Toolkit subgroup in place
· LD champion on every acute ward (CHFT)
· LD nurse working in Youth Offending Team and Local Offender Health group in place
· Partnership Board handbook in place called ‘Making Change Happen Together’ – gives clear outline of the role of Partnership Board representatives in easy to read format
· Learning Disability Awareness and Engagement video produced

	Wakefield
	· Transition arrangements in place between adult and older peoples services
· Dementia protocols in place within primary care
· New Ambitions Template (which updates NSF and includes broader policies) used as planning and performance framework for progress around all planning for older people. LD needs are taken into account as with all person-centred approaches. Actions include early onset dementia, end of life care, and dignity in care
· Acute Trust has undertaken a training needs analysis around learning disability awareness

	Hull
	· NHS Hull funds a dedicated social worker to plan all discharges and ongoing support packages
· New model of care supports individuals in situ; this has reduced the numbers of inappropriate admissions due to placement breakdown.
· Personalised budgets pilot underway which includes potential use of health monies.  Two families involved.
· Nominated to participate in the regional YHIP, JIP on personalisation, looking at transition plans ‘FOLLOW ME
· Excellent service user forum, member-ship 70+.  All local and national consultations undertaken with the group
· Carer has established herself as a regional citizen leader and is included in all major service developments across the city.  
· Co-chair of the partnership board, represents service users nationally and regional
· ‘Danny’s Dream’, a local personal agency service supported by the LDDF, offers skilled support to ensure individuals are taking part in their local community.
· The ‘Easy Access’ scheme supports individuals to access a range of sports, social and recreational opportunities.  

	Rotherham
	· Advocacy provision and an advocacy worker in place for transitions (RAP).
· Significant info on needs of people with LD in the local JSNA to guide planning and commissioning
· Two specialist teams in process of development to ensure that people with health needs (including behaviour which challenges) can be supported in local community services, and to reduce exclusions

	N/Yorkshire 
  and York
	· Valuing People transfer has ensured clarity and consistent interpretation across agencies of Ordinary Resident guidance and Responsible Commissioner Guidance
· Comprehensive transition process in Selby and York – including in particular support for parents whose children are statemented: this is provided by Parent Partnership Officers, who are an “arms length service” providing independent advice and support
· H&R have a specialist transitions service offering Year 9 person centered reviews for all students at Dales School.   All students leaving school are offered a Health Action Plan at age18. This Plan is overseen by the Transitions Nurse, a valuable 15 hour per week post funded from the Adult budget. Youth advocacy is also in place
· In H&R there is an adult advocacy service funded by the LD Partnership Board
· CHRD have developed a Transitions Resource Directory and Transitions Pathway Leaflet.
· In CHRD a person with learning disability is a member of Harrogate Hospital Single equality Group.  Also, the Health task groups held a day for commissioners and representatives from acute trusts to communicate barriers to health services
· A dementia strategy is being developed and will take into account people with LD
· In H&R all people with LD Receiving Continuing Healthcare funding have Care Programme Approach.  Corresponding documentation and procedure were devised by the specialist LD team.
· H&R have developed a Dementia Care Pathway.
· H&R have an interface policy between LD and Mental Health, signed by both services. Audit of the Green Light Toolkit has been completed
· There is a ‘parent partnership’ service in all areas of North Yorkshire





















Sources of information about statistics relating to the health and well-being of people with Learning Disabilities

The following links offer information from which key data has been drawn to inform the learning disabilities Healthy Ambitions Chapter

1.  Follow link below to statistics provided by the Foundation for People with learning disabilities:

http://www.learningdisabilities.org.uk/information/learning-disabilities-statistics/


2.  Extracts from NHS Evidence – Learning Disabilities Specialist collection

This site brings together best current evidence.  It scans quarterly nearly 40 peer-reviewed journals for relevant articles.  Articles must report data, and be either systematic reviews or primary studies.  Web link is:

http://www.library.nhs.uk/learningdisabilities/ViewResource.aspx?resID=314461


3.  Improving the general health of people with learning disabilities (Prof Mike Kerr, 2004)
http://apt.rcpsych.org/cgi/reprint/10/3/200.pdf


4.  Key Highlights from research evidence on the health of people with learning disabilities (extract from All Means All – 2003)
 
http://valuingpeople.gov.uk/dynamic/valuingpeople118.jsp
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