Complex Physical Health Strategy

Introduction

The improvement of health and health services for people with learning disabilities, tackling inequalities and access issues and strategies to improve the health needs of this group are requirements of national policy and local Learning Disability Partnership Boards since the national strategy ‘Valuing People’. The provision of health and social care for people with learning disabilities requires the knowledge and skills of professionals, carers and others that all play a vital role in the delivery of effective care. Making the services work for people with learning disabilities is often complex and requires team working that promotes social inclusion, effective communication, access to preventative, promoting and health care treatment, and user and carer involvement throughout the treatment or care journey, in whatever part of the health care system. Modern healthcare is dynamic and changing. It is responsive and employs increasingly complex technology, but it needs to be firmly focused on the full range of everyday and complex physical health needs of people with learning disabilities. 
 As part of this professionals working in the specialist learning disability service have a contribution to make by working together in partnership with other healthcare colleagues, users, and carers to ensure effective health care for adults with complex physical health needs. This requires them to work across health and social care systems.

Whilst acknowledging that better health is every body’s business this strategy recognises the contribution of the learning disability specialist services in improving the health of adults with complex health needs. It considers the need for accurate assessment of those with complex health needs who are already known to services and identification of the increasing future population. The strategy will indicate why we need to address this issue, identify our current definitions of complex health, discuss mechanisms and tools to aid in the identification of the population we are describing and what we need to do in Oxleas ALD and the local teams to improve and co-ordinate services for this group.
Why do we need to focus on Complex Physical Health and develop a strategy?
A recent report by the Learning Disability Task Force (LDTF, September 2004) indicates an overall increase of 37% of adults with learning disabilities over the age of 60 by 2012 and an 11% increase overall of adults with learning disabilities. The report indicates that this increase is caused by a variety of factors including people living longer and children with complex disabilities surviving at birth. The report indicates a real financial challenge in relation to those with high support costs such as those with profound and multiple disabilities if their needs are not well met. The report highlights information from the DWP Family Resource Survey which suggests there are 700,000 children with disability (not only LD), 60,000 of these are dependent on some form of technological support for either survival or quality of life feeding, medication, mobility etc. The report directs local health economies to have ways of ensuring they are aware of the current and future population of people with complex and high support needs and to understand their intensive health and social care needs in order to provide appropriate services and avoid unexpected costs. Sufficient resources and appropriate services are required to ensure those with complex physical health needs are not excluded from the principles contained in ‘Valuing People’. Due to rise in demand from this complex group the report indicates that services will need to look at different ways of supporting this group of people.
With consideration of this, this strategy aims to;

· standardise complex physical health criteria across the two boroughs
· map adults with Learning Disabilities and complex physical health need known to the learning disability teams across the two boroughs

· identify mechanisms to assess the future needs of the population by linking with children’s services/education across the two boroughs

· target preventative, health promoting and treatment interventions  around this group of individuals with complex health needs

· recommend service developments around complex physical health and adults with learning disabilities  

It is generally accepted that people with learning disabilities have poorer health than the rest of the population. Whilst generally the population of people with learning disabilities is rising people with learning disabilities are more likely to die before the age of 50 and life expectancy is shortest for those with the most complex needs. This strategy therefore also proposes actions;

· targeted at reducing the gap in life expectancy for those with complex physical health problems

Defining Complex Health 
Health needs of people with learning disabilities could be divided into three groups (Scottish Executive 2002);
Everyday Health Needs: the need to register with a GP, included within national health screening or health promotion programmes and being able to access health care for problems that affect the whole population in a similar way; i.e. chronic disease management programmes
Extra Needs because of Learning Disabilities:

Many people with learning disabilities will require support to understand information, preparation and education for health care interventions. Additionally, some people with learning disabilities have health needs that are specifically associated with the underlying cause of their learning disability; e.g. adults with Down’s syndrome require annual thyroid function tests.
Complex Health Needs:
People with learning disabilities who have complex health needs may have a wide range of health need that can co-exist; e.g. poorly controlled epilepsy with multiple seizure types, sensory impairments, dementia, multiple physical disabilities, eating and drinking problems, challenging behaviour, mental health problems, autistic spectrum disorders, chronic general health conditions or diseases which may be more complicated due to late diagnosis.
It is envisaged that the investment locally in Health Facilitation and Health Action Plans/Personal Health Profiles
will improve health outcomes for those in the first two groups. Specialist services will concentrate on those with complex needs in partnership with user, carers and mainstream services.

 The proposed definitions for defining the population of people with learning disabilities with complex physical health needs (from the work of Bexley LDT Complex Physical Health Functional Group) are;
All groups are to be broken down into community or residential as this helps define support mechanisms which may influence the care co-ordination.

Group 1 – Enduring, Serious, Current and/or Ongoing Complex Physical Health Issues
A) Diagnosis of life limiting illness/disease (not related to LD) e.g. cancer, heart failure, kidney failure.

B) Complex, multiple needs with unclear diagnosis/undergoing investigations or treatment, unlikely to resolve in 6 months.
C) Life limiting / Profound Multiple Disability.

Group 2 – Ongoing or Predicted Future Complex Health Issues

Group 3 - Dementia
Identifying the population
Each borough needs to ensure the assessment of people with learning disabilities known to the teams in order to identify those with complex physical health needs.
· Individuals with Complex Physical Health Need to be identified and numbers for each borough indicated

 A proposed tool to utilise in order to co-ordinate and plan care under the above definitions is the Bexley Learning Disability Team Health Screening Assessment (Bennett, Burchell, Brown) (appendix 1). This tool has a screening scale which indicates level of health need across a multitude of co-existing health issues. Usually an individual will have a number of high ratings across more than one area rather than only one severe health problem.

Health facilitators may be able to help with this huge task of assessment where this work has not been started. Individual practitioners in each team will potentially have a clear indication of where individuals known to their service fit.

Links need to be established with a range of children’s services in order to assess the complexity of health for the future. Suggestions for this include;

School Nurses

Paediatric Home Care

Children with Disabilities Teams

Education/Statemented Leavers Panel (particularly important for out of borough children)

CAMHS
· Each borough to compile a list of children with complex needs indicating range of needs and current service provision.
Co-ordination of Complex Physical Health Need in the Community Teams  

A functional group has been adopted as an advanced model of multi-disciplinary practice in Bexley LDT as a means to conceptualise and address the range of complex physical health needs and the team’s contribution to meeting these needs. A similar multi-disciplinary group in Greenwich CLDT has just been established with representation from most health professionals.
Whilst there has been a tradition of a fairly consistent/co-coordinated approach from the two community teams to the care of those individuals with complex needs due to challenging behaviour and or mental health issues this model has not always applied to those with complex physical health issues. The development of the multi-professional functional group aimed to improve the co-ordination, quality and consistency of the work of the learning disability team in the provision of services to those with complex physical health needs. The objective is to provide a framework to map the health needs of adults with learning disabilities known to the team and to utilize this information to advise on service developments.  It provides an opportunity to map and consider the best approaches to meet the changing health needs of those with the most complex needs on an individual casework and service development level.  It is also an educational/developmental environment for professionals to share resources, current issues and effective practice. The functional group allows the team the opportunity to conceptualise their role in initiatives required or available that impact particularly on the complex health issues of individuals with learning disabilities. The group focuses on the input of the specialist learning disability services on complex health issues but also considers strategies to impact on the input of other health care tiers to this area of need. In order to achieve this, the functional group in Bexley meets monthly and has core representation of team members. In Greenwich the Complex Physical Health Group will also be meeting monthly. 

The Care Programme Approach which has been developed for those with mental health needs is a systematic case co-ordinating approach to care which considers the risks for individuals around their mental health needs. During its development for adults with learning disabilities in Bexley the Complex Physical Health Functional Group decided to adopt this as a case co-ordination model for people with complex physical health needs. This model needs to be audited to address its success and to make recommendations for further role out. Greenwich CLDT Complex Health Group will also be discussing the implementation of this model. Adopting this approach will help ensure resources are targeted at those with the most needs.
The work of the functional groups will also link with other team initiatives such as the Eating and Drinking Clinics access to Acute/Mainstream Health Services and Health facilitation Developments. In Greenwich the group will also need to develop key relationships with Woolwich Dockyard Complex Needs Service and the Older Persons Service.

Additional work

· To audit the functional group model as to whether it improves health outcomes for individuals

· To develop standards/performance indicators around complex physical health issues

· To target preventative work for those identified with complex health needs

· To provide training regarding complex physical health issues

· To develop evidence based protocols regarding health conditions/treatment

· Establish multi-agency clinics around specific complex health issues (e.g. epilepsy)

· Advise on training needs/provide service development plans

· To prioritise work around known mortality issues e.g. respiratory conditions

Service Developments
The work of the local groups implementing the strategy will lead to recommendations for future service delivery 
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