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Health inequalities agenda

For too long, we have ignored the poor health of many people with learning disabilities. People with learning disabilities are more likely to have a wide range of physical and mental health problems than is usual for the general population. These problems are likely to be long term. People also risk early death. And yet, many health problems faced by people with learning disabilities go undiagnosed and untreated. This affects their life chances.

There are many reasons for this. The socioeconomic circumstances of people with learning disabilities are not conducive to good health. Many people with learning disabilities are not encouraged or supported to pursue healthy living options. There is a higher than average prevalence of a range of medical conditions among people with learning disabilities. Some health problems are linked to the genetic causes of the learning disability.

It is also difficult for people with learning disabilities to identify their own health needs and communicate these to others. People with learning disabilities say that negative or unhelpful attitudes of health care workers deter them or stop them from seeking help.  Although family members have an important role as advocates for their relatives’ health, they often have difficulties recognizing mental health problems and noticing gradual changes in health.

GPs have a central role in ensuring access to the full range of services. We know that strategies such as regular health checks for people with learning disabilities can promote timely and appropriate access to health care. However, there are both external and internal barriers to accessing health services.  Many services have yet to comply with the requirements of the Disability Discrimination Act (1995) with regard to physical access and communications aids for people with sensory impairments. Health care professionals need to develop better skills in communicating and working with people with learning disabilities and to adopt a proactive approach to identifying health need.  A limited literature suggests that problems with access are accentuated for people with learning disabilities from ethnic minorities. 

Many people with learning disabilities are not supported to make decisions about their health and health care. They also face specific risks in using health services that have been highlighted by the National Patient Safety Agency.

Service developments

The White Paper Valuing People
 emphases the use of mainstream of services for people with learning disabilities, with support if necessary. It introduces targets for general practices to identify registered patients with learning disabilities, and for people with learning disabilities to be offered a Health Action Plan. This is a personalized plan that identifies what you need to do to stay healthy or improve your health. Valuing People also describes out new ways of working for dedicated learning disability services. They have an important role to play in enabling mainstream health services become more responsive to the needs and concerns of people with learning disabilities.

There are a number of important new policies that create opportunities to improve the health and health care of people with learning disabilities: The NHS Plan
 ; Choosing Better Health 
; ‘Our Health, Our Care, Our Say’
 and Supporting People with Long Term Conditions to Self Care 

However, developments in health action planning with people with learning disabilities across the country remain uneven. Many people with learning disabilities and their families reported to us that they had not heard about health checks and health action plans.

Some GPs do not see themselves as the most appropriate professional to provide health care for people with learning disabilities, or see it as important to provide regular health checks. In some areas, community learning disability teams carry out health checks and health action plans. However, they are less able to identify and manage physical health problems.

Health action plans and health facilitation for people with learning disabilities

In some parts of the country, health facilitators (often with a background in learning disability services) have successfully engaged general practices to run regular health checks for people with learning disabilities registered with them. In addition, people have their own Health Action Plan, in a format that is accessible to them, and a named person (who may be, for example, a family or paid carer, or personal health facilitator) who can help them take forward their actions for health.

In some parts of the country, there are primary health care nursing practitioners who are taking on new roles in identifying health needs for people with learning disabilities and co-ordinating their care. We think that there is a lot of scope for Community Matrons to identify the physical health needs of the most vulnerable people with learning disabilities, and to help co-ordinate integrated health and social care arrangements for them.

Our challenge is for good practice to become part of the mainstream.


We think that health action planning offers a powerful means of reducing health inequalities.  Paper 1 describes a care pathway to help a person with a learning disability get a Health Action Plan. The care pathway is intended as a practitioner tool to guide the actions of primary health care professionals, and health facilitators, and other agencies who may be involved in health action planning with people with learning disabilities. 

There are two versions of the care pathway: a) an interactive version. This is available as a power point presentation, and allows practitioners to access the information they need at any point in the care pathway; and b) a text version (Paper 1). It is expected that people will only look at the text version if they want to identify the policy and evidence base for the information given in the care pathway.

Health action plans are a person centred approach to addressing health and healthy living. The care pathway therefore starts with the individual, who they are, their particular circumstances and lifestyle, and what really matters to them. It continues with looking at health issues that may be important for the person, and getting started on a health action plan.  Each step is described in straightforward, person centred language.

The care pathway assumes a central role for primary care in making sure that:

· people with learning disabilities registered with their GP are offered a health action plan;

· people receive a health check and ‘health prescription’ from a primary health care practitioner;

· they have a follow up review of their health status, again with a primary health care practitioner.

Health Action Planning is not a one-off, isolated event. It is an ongoing and dynamic process occurring in the context of people’s lives. The pathway is therefore an integrated care pathway, and indicates the relationships between health action planning and other services, pathways and plans. 


This implementation guide (Paper 2) accompanies the care pathway. It focuses on introducing health action plans for local people with learning disabilities.  This requires action on a number of fronts:

· Putting people with learning disabilities first

· Developing the capacity of primary care

· Accessing all health services

· New ways for working for learning disability services.

· Social care support for better health

· Commissioning for improved access and responsiveness of local services

· Strategic actions by local learning disability partnership boards.

Strategic health facilitators can help with much of this agenda.

In addition, there is a competency framework (Paper 3) for primary care implementation of health action plans for people with learning disabilities.

Both the care pathway and implementation guide have drawn extensively on the following good practice guidance: 

· NHS Executive (1999) Once a Day: one or more people with learning disabilities are likely to be in contact with your primary healthcare team. How can you help them?
· Department of Health (2002) Health Action Plans and Health Facilitation. Detailed Good Practice Guidance for Partnership Boards
· Giraud-Suanders,A; Gregor,M; Poxton,R; Smith,C; Towell,D (2003)  Valuing Health for All: Action Guide Institute for Applied Health & Social Policy, King’s College, London.

· Foundation for People with Learning Disabilities (2004) Healthy Lives Project. Valuing People Support Team website


The term learning disabilities is used throughout the guides, as this is the official Department of Health terminology. However, many self advocates prefer the term ‘learning difficulties’. The term ‘intellectual disabilities’ is also increasingly used in academic journals.

Both the care pathway and implementation guide make reference to dedicated learning disability services. In this context, dedicated NHS services for people with learning disabilities are seen as:

· NHS professionals and associated support staff whose primary role is the delivery of services to people with a learning disability

· NHS provided or commissioned beds and other physical resources solely for use by people with a learning disability

· Commissioning and related functions that underpin these services and resources.


We believe that consistent application of the Health Action Planning care pathway could bring the following benefits:

For people with learning disabilities

· Increased understanding and awareness by themselves and other professionals of health issues.

· Person centred approach to improving health and healthcare.

· Regular health checks, and appropriate and timely access to health services.

· Guidance and support to make lifestyle changes that improve health. 

· Improved communication with health professionals.

· Improved access to buildings and services.

· Informed choice about their own health action plan.

· Health care interventions and support that fit in with other support arrangements in their lives.

For services
· Better information about the health needs of people with learning disabilities and how to improve access and communication, and clarity around consent issues.

· A more effective and timely response to the health needs of people with learning disabilities;

· Having the right people do the right job for different steps in the pathway

· Planned reduction of health and safety risks;

· Increased efforts around anticipatory care

· Reduction in hospital admissions or non-elective care.

· Achievement of health targets and planned reduction in health inequalities.

· For primary care, achievement of outcomes identified within The Quality Outcomes Framework

Do Once and Share Project Team for 

Health Action Plans for People with a Learning Disability
April 2006



A person with a learning disability has a reduced ability to understand new or complex information, a difficulty in learning new skills, and may be unable to cope independently. These disabilities start before adulthood and have a lasting effect on development. The person may be in contact with learning disability services and they may have had special educational provision.

The disability may be mild, moderate, severe or profound, but these adjectives can only very generally suggest the level of disability. People with learning disabilities have many different talents, qualities, strengths and support needs. Most people struggle with abstract concepts and need help to understand complex ideas. A small number of people need a lot of help with looking after themselves, and have major difficulties in communicating their ideas and preferences. Many people with learning disabilities exceed the expectations of families and professionals in their capacity to learn new skills and develop their talents (from Once a Day pages 2-3).


There are varying definitions and classifications of “learning disability” and this makes it difficult to give precise statistics about the number of people with learning disabilities. 
  It has been estimated that, in the UK, there are between 230,000 and 350,000 people with severe learning disabilities and between 580,000 and 1,750,000 people with mild learning disabilities.
 .  In England, it is estimated that 1 in 50 adults has a learning disability.
  

Usually a general practitioner with a list of 2000 patients will have about 40

patients with learning disabilities, although there is considerable local variation.

This ‘guesstimate’ includes children and elderly people. Of these 40, about eight will have severe learning disabilities. The remainder will have milder problems, some of which will only have been evident during their school years.


In recent years there has been a major change in the way in which services have been planned and organized for people with learning disabilities and their families.

Most significantly, there has been a shift from institutional to personal care, and away from the NHS as being the major provider of health and social care services. Local authorities now have a lead responsibility for meeting the needs of people with learning disabilities.  Through a process of care management, they are responsible for commissioning personal care and support, day services, residential services and respite care.  
Increasingly, they have become ‘enabling’ authorities, moving away from direct provision to commissioning services from a wide range of private, independent and voluntary sector provision.  In addition, people with learning disabilities may be offered Direct Payments, or Individual Budgets to give them more control over their social care and more say in the type of support they receive.
 Support arrangements may combine informal supports (such as family and friends), universal services (such as housing, employment, and leisure), and voluntary, independent, and public sector services (providing, for example, personal assistance and housing). 

These changes are reflected in important policy documents for people with disabilities. The White Paper Valuing People
 sets out a vision for people with learning disabilities as citizens, moving away from passive recipients of care to developing independence, inclusion, choice and rights. Similarly the Prime Ministers Strategy unit describes its’ vision for improving the life chances of disabled people as ‘By 2025, disabled people in Britain should have fill opportunities and choices to improve their quality of life and will be respected and included as equal members of society’



A recent survey interviewed 2898 people with learning disabilities in England in 2003/2004 
 It found that people with learning difficulties are often socially excluded, often have little control over their lives, and few opportunities to be independent. Some people with learning difficulties are more likely than others to have bad things happening in their lives (see Figure 1). 


Health literature

Helpful documents relating to health inequalities for people with learning disabilities are:

· Mir,G; Nocon,A; Ahmad,W; and Jones, L (2001) Learning Difficulties and Ethnicity. Report to the Department of Health. London. Department of Health

· Valuing People Support Team (2002) All Means All, including: Hatton,C; Elliott,J and Emerson,E  (2002) ‘Key Highlights’ of Research Evidence on the Health of People with Learning Disabilities. Institute for Health Research at Lancaster University

· Alborz,A; McNally,R; Swallow,A; & Glendenning,C  (2003) From the Cradle to the Grave: A literature review of access to health care for people with learning disabilities across the lifespan. Report for the NHS Service Delivery and Organisation R&D (NCCSDO).  National Primary Care Research and Development Centre. Manchester.

· National Patient Safety Agency (2004) Understanding the Patient Safety Issues for People with Learning Disabilities
· Disabilities Rights Commission (2005) Health Inequalities: The evidence. In DRC  Investigation.  Equal Treatment: closing the gap. Interim Report.

           Common health problems

There are a number of health problems frequently associated with people with learning disabilities:

· Up to one third of people with learning disabilities have an associated physical disability, most often cerebral palsy. This may put them at risk of postural deformities, hip dislocation, chest infections, eating and swallowing problems, gastro-oesophageal reflux, constipation and incontinence.

· People with learning disabilities experience a high rate of under-detection of visual and hearing problems. About one third of people with learning disabilities have poor eyesight. Over 40% have a problem with hearing and the prevalence of both visual and hearing loss increases with age.

· Epilepsy occurs in about one third of people with learning disabilities and the likelihood of seizures increases with the severity of the learning disability. Often seizures are complex and difficult to control and specialist input is required. Anti-epileptic drugs often have side effects, particularly with long-term use, and require regular review.

· Autistic disorders also occur very frequently with learning disability and this additional disability will have a considerable effect on the functioning and needs of the individual. People with autism have impairments in communication, social behaviour and imagination.

· Mental health problems, including challenging behaviour, occur in up to 50% of people with learning disabilities. Depression and withdrawal are frequently not diagnosed or treated. 

· Particular conditions, such as Down’s syndrome, carry an increased risk of certain health complications such as cardiac disorders, respiratory problems, thyroid disorders and hearing impairment.

· Older people with learning disability are particularly at risk of dementia, 
especially of Alzheimer’s disease if they have Down’s syndrome, and also of other undetected health problems such as sensory impairments.

Population health profile

People with learning disabilities often have poorer health than the rest of the population. Research has shown that many people have undiagnosed and untreated health problems.
 This affects their life chances. Major reviews of people with learning disabilities confirm increased risk of early death compared with the general population: mortality rates are particularly high people with more severe impairments.

Reasons for poor health status
There are many reasons for the poor health status of people with learning disabilities. The socio-economic circumstances of many people with learning disabilities are not conducive towards good health. In addition, many people are not encouraged or supported to make healthy lifestyle choices. 

There is a higher than average prevalence of a range of medical conditions among people with learning disabilities. Neuroleptic medication and polypharamacy can result in serious complications. Some health problems are linked to the genetic causes of the learning disability
. 

It is difficult for people with learning disabilities to identify their own health needs and communicate these to others. People with learning disabilities say that negative or unhelpful attitudes of health care workers deter them or stop them from seeking help.  Although family members have an important role as advocates for their relatives’ health, they often have difficulties recognizing mental health problems and noticing gradual changes in health.

GPs have a central role in ensuring access to the full range of services. We know that strategies such as regular health checks for people with learning disabilities can promote timely and appropriate access to health care. However, there are both external and internal barriers to accessing health services.  For example, people with learning disabilities are unlikely to be assessed for vision or hearing impairments due to staff attributing lower levels of functioning to the person’s learning disability. 
  Women with learning disabilities are not invited for breast or cervical screening as often as other women through assumptions made by general practitioners and carers as to whether such services are relevant. 
 Doctors or nurses may not understand what a person is saying. They may not give serious attention to what they are told, or may say that the problem is due to the learning disability (diagnostic overshadowing). In some cases, people have been refused life saving treatment.
  Many services have yet to comply with the requirements of the Disability Discrimination Act (1995) with regard to physical access and communications aids for people with sensory impairments.
 

There are several ways of making sure that people receive the treatment they need. Regular health checks, information about health, advice about screening, and encouraging healthy lifestyles can all help to avoid illness and early death.
 However, GPs do not all appear prepared to play a more active health role, for instance through annual health checks or regular vision or auditory testing.
 Some do not see themselves as the most appropriate professionals to provide health care for people with learning disabilities. 
 On the other hand, members of community learning disability teams are less able to identify and manage physical health problems.

Black or minority ethnic groups

There is evidence of poorer health outcomes affecting black or minority ethnic groups in the UK. 
 Findings include increased incidence of, amongst other things, long-standing illness, psychosocial health difficulties, cardiovascular disease, stroke and diabetes amongst some groups. There are gender differences as well as differences between ethnic groups. The evidence on learning disabilities and ethnicity, poverty and inequality and the myths and stereotypes surrounding them is summarised by Mir and colleagues.
 Key findings, reproduced in Valuing People (p.20) include:

· prevalence of learning disability in some South Asian communities up to three times greater than in the general population;

· diagnosis often made at a later age than for the population as a whole, with parents receiving less information about their child’s condition and the support available;

· social exclusion made more severe by language barriers and racism, and negative stereotypes and attitudes contributing to disadvantage;

· carers who do not speak English receiving less information about their support role and experiencing high levels of stress;

· agencies often underestimating people’s attachments to cultural traditions and religious beliefs.


In addition, the National Patient Safety Agency has identified specific risks to health and safety of people with learning disabilities when they receive services: 
Control and restraint.  People with learning disabilities may be receiving injuries and being harmed when physical restraint is used inappropriately. 

Vulnerability of people with learning disability in general hospitals.  People with learning disabilities may be more at risk of things going wrong than the general population. 

Swallowing difficulties (dysphagia). Swallowing difficulties are more common in people with learning disabilities. They can lead to respiratory tract infections, a leading cause of early death for people with learning disability. 

Lack of accessible information.  Harm may result where a person with a learning disability is unable to understand information relating to their illness or treatment. 

Illness or diseases being mis or un-diagnosed.  Access to treatment can be delayed because symptoms are not recognised early enough. 



A Health Action Plan sets out the actions needed to maintain and improve the health of an individual and any help needed to take these forward.  It is highly personalized: it reflects describes what is important and relevant to the individual given their particular set of circumstances.

It is a tool that links the person to the services and support they need for better health. Health Action Plans need to be supported by wider changes that assist and sustain this individual approach. 

Health Action Plans are a powerful way of tackling health inequalities for people with learning disabilities by:

· focusing attention on health issues

· identifying health concerns, and how to address them

· making sure there are the right responses from a range of services, including positive responses from the NHS

· supporting changes in the wider context of people’s lives and addressing health issues that prevent people from achieving greater social inclusion. 


Anyone with a learning disability can have a Health Action Plan, or use mainstream health services, with whatever help and support is required.

For young people, Health Action Plans will normally begin with transition planning, around the age of 14. Health Action Plans cover the period of transition to adulthood, and involve relevant children’s health and other professionals, including school nurses and paediatric health professionals, with a process for referral to adult services.


It is helpful to see Health Facilitation as a role, rather than necessarily a specific post. It covers all activities that are about ensuring healthy lifestyles and better health for people with learning disabilities.

The Department of Health good practice guidance distinguishes between level 1 and level 2 health facilitation activities.

Level 1: Strategic health facilitation. 

‘You have to be comfortable with others taking the credit for the work that you have done and I would say that if you are doing it well then this would be the norm. It makes for a lonely life at times but it is the right thing to do. When people truly own things and believe it totally came from them then it will be sustainable.’

Strategic health facilitation covers work to achieve specific Valuing People targets, for example, to make sure:

· everyone with a learning disability is registered with a GP;

· that GPs can identify the people with learning disabilities on their practice list;

· everyone is offered a health action plan.

It also includes developing, monitoring and auditing initiatives designed to    reduce health inequalities.  This often entails a lot of work ‘behind the scenes’

Strategic health facilitators are likely to be health professionals, managers and commissioners by background. The examples below illustrate the range of activities that have been undertaken by health facilitators. Given the emphasis on engaging with primary care, many facilitators working at a strategic level have found it useful to be directly employed within a primary care organization.

· Develop a local vision and strategy for health with the learning disabilities partnership board .
· Design and commission local enhanced scheme for GPs

· Work with primary care trust informatic departments and GPs to ensure all GP practices have a system in place to identify their patients with a learning disability.

· Develop a health check for use by primary health care practitioners to check the health of their patients with a learning disability, and encouraging GP practices to run annual health checks.

· Work with speech and language therapists to develop accessible for health action plans.

· Provide training on health action plans and health facilitation.

· Ensure people with learning disabilities are included in National Service Frameworks.

· Develop a cervical cytology and breast-screening pathway to increase the uptake screening by women with disabilities. 

· Make sure people with learning disabilities are included in community health improvement programmes such as those tackling obesity, through healthy eating and physical activity.

· Develop an oral health strategy with oral awareness training targeted at disability services, families and people with learning disabilities, and training in the needs and concerns of people with learning disabilities offered to dentists. 

· Promote best practice on specifc topics such as epilepsy; dysphagia

· Work with users, carers, learning disabilities staff and health professionals to develop a hospital care pathway and ‘hospital passports’.

· Develop local policy on consent to treatment.

· Liasion with Patient Advice and Liaison services in local hospitals and primary care trusts.

· Set out a ‘Healthy Lifestyle Policy’, and ensure mandatory health promotion training by all staff in public and independent sector services.

· Set out health measures within contracts and specifications for services that support people with disabilities. 

· Develop health equity audits for people with learning disabilities via public health.

· Develop audit and benchmarking of health action plans.

· Develop audit of patient health experiences based on ‘ patient stories’. 

· Develop strategy for health action planning in schools, involving primary care trusts, borough council and education

Level  2: Personal health facilitation
At this level, health facilitation focuses on individual health outcomes.

Some people with learning disabilities have become very effective in representing their own health interests and managing their own health care, and have taken on a health facilitation role for other people with learning disabilities.

However, more often, family members act as health facilitators for their relative, through making appointments, finding their way around health services, gathering and sharing information about the person’s health, asserting the rights of the person to responsive care, querying diagnoses, and making complaints when things go wrong. Where individuals look to their families for help with their health, and their families want to provide this, it makes sense for services to support families in this role.

Similarly, social care staff have an important role to play in monitoring and supporting the health of people with learning disabilities, getting people to health care appointments and health checks, ensuring effective communication between individuals and health care practitioners, and helping individuals to pursue health concerns. 

Other professionals and agencies might be involved in both the actions for health and helping to implement them, including:  primary healthcare professionals; learning disability health professionals; and care managers.

Patient Advocacy and Liaison services (PALs) have an important role in ensuring that people with learning disabilities can access the full range of NHS provision, and will complement the work of health facilitators.

There is also scope for people with learning disabilities to link in with NHS accredited Trainers, who will be working with other members of the population to adopt a healthier way of life and access to services through practical and personalized support. 
 
Important things for health facilitators to do are:

· help identify and record health targets for the Health Action Plan;

· support the person to access to all health services, including NHS screening programmes;

· make sure the Health Action Plan connects fully and is part of person centred planning, transition planning, single assessment framework plans, or any other personal care plan;

· teach health literacy skills for the indivdiual; 

· monitor individual health outcomes through regular review and where necessary agree changes to the Health Action Plan

· provide support and motivation for the person with learning disabilities to keep going.

Additional responsibilities may include:

· making sure that a person living in residential care has an annual health check in primary care,  as specified in line with the National Minimum Standards for Care Homes;

· making sure an older person with a learning disability benefits from the Single Assessment Process,  as specified in the National Service Framework for Older People;

· teaching family carers about healthy living options and looking after the health of their relative;

· supporting people with learning disabilities and carers to provide feedback on the quality of services they reeive; reporting discriminatory practice to Partnership Boards to ensure they are aware of concerns in practice;

· reporting any service deficits which limit individual health improvement.

People with profound and multiple disabilities, severe mental illness or other complex health needs are likely to need a dedicated health professional to assist them with their Health Action Plans.

Examples: Health situations that may arise for people with learning disabilities





There will be a lot of variation in how Health Action Plans are developed across localities. However, they should all be informed by the following five key principles:

1. Health Action Planning should support the White Paper’s values of rights, independence, choice and inclusion.
 2. Health Action Planning will be about more than individual plans. It should include strategic actions to support and sustain their implementation.
3. Health Action Planning should address both individual and societal influences on the health of people with learning disabilities.
4. Health Action Planning is a shared responsibility, with each person and agency playing a role appropriate to their skills and experience.

5. Health Action Planning will support the mainstream health agenda and the drive to reduce health inequalities.



The good practice guidance suggests thinking about health action planning in five stages. We have described these as follows:

1. Getting started 
2. Health assessment and actions for health

3. Making my plan happen 

4. Response delivery

5. Reviewing my plan


These stages are captured in the care pathway that is described schematically  by  Figure 1.  There are a number of features to the care pathway:

· It starts with the individual, who they are, their particular circumstances and lifestyle, and what really matters to them (about me).

· It continues with the health and safety issues that are likely to be important to the person (about my health).

· It recognizes that there may be several ways of getting started on a health action plan. Like everyone else, people with learning disabilities may decide to do something about their health after a health crisis, a significant birthday, the start of a new year, or thinking about their health in the context of other plans for the future. Soon everyone will be encouraged to undertake NHS life checks at the following stages: birth; age 11; age 18; on birth of first child; and age 50.
 In addition, Valuing People identifies a number of priority stages when services should offer and review Health Action Plans for people with learning disabilities: leaving school; leaving home to move into residential services; moving from one provider to another; moving to an out or area placement; changes to health status, for example, following from out-patient care or in-patient treatment; on retirement; when planning transition for those living with older family   carers.
    

· The care pathway assumes a central role for primary care in making sure that:

· people with learning disabilities registered with their GP are offered a health action plan; 

· people receive a health check and ‘health prescription’ from a primary health care practitioner;

· they have a follow up review of their health status, again with a primary health care practitioner.

· Health assessments may be straightforward and involve a health check with a primary health care practitioner that has been developed specifically for people with learning disabilities. In other cases, health assessments need to find out more about the health status of the individual. In both situations, health assessments should clarify what is really important for the person.
· The primary health care practitioner identifies actions for health (a ‘health prescription’). 

·  Other people, including people with learning disabilities, family and paid carers, and personal health facilitators, are responsible for taking the plan forward (‘making my plan happen’).

· The health action plan may require the person to develop skills for looking after their health, or pursue health living options.  It may also require service responses from civic serves available to everyone, a whole range of ordinary health services, or health services that are just for people with learning disabilities, social care, and the voluntary and independent sector.

· As far as possible, people with learning disabilities are encouraged and supported to choose the kind of help they have with their Health Action Plan, and to make use of resources and services that are available to everyone.

· Health action planning does not occur in isolation. It takes place in the context of peoples lives, and other services and plans. Key questions are how they link with other plans, who co-ordinates them and what information is shared between people and agencies. 

· Health Action Plans are constantly reviewed by the people themselves, their carers, and health facilitators (‘how is my plan going’) to make sure that things are happening in the ways intended.  Other plans and services also provide feedback. A repeat health check for the person by their primary health care practitioner will clarify progress within their health action plan.

· A successful health action plan will improve the health status of the person. A repeat health check will identify what new actions for health or follow up interventions are required. The person and their health facilitator can figure out to take these forward (feedback loop).

· Constant themes throughout the care pathway concern issues to do with: access and communication; and consent and information sharing.
· Not only does the care pathway link in with other services, it is likely to be connected with other care pathways (referral pathways). 

In this way, the care pathway is seen as:

· Person centred

· Continuous and interactive with other events in the person’s life, plans and services

· Integrated with other services and care pathways

· Recognizing the specific and complimentary contributions of people with learning disabilities, their carers, primary care professionals and learning disability professionals to successful health action plans.

· Tackling the barriers to good health and health care.

· Biased towards inclusion, independence and choice

· Outcomes oriented.





There are a number of pointers to good practice throughout the process of health action planning with people with learning disabilities, described below.

Information gathering and toolkits

Health information for people with learning disabilities is often patchy (for example; health records have not been transferred from child to adult services; the person has not had regular access to health services). Some individuals gather information about their own health themselves with the help of their family and other supporters. This can be done in different ways to suit individual needs and approaches. For example: some people use a health diary or chart; fill in a health or lifestyle questionnaire or checklist.  Others may use body charts, or make a video diary

Some people make sure that all the facts about their health are in one place where they are safe and can be found easily. Examples include: Personal Health Profiles; Hand Held Records; and Health Passports, which can be used when a person goes into hospital. 

We think that people with learning disabilities could be helped to use NHS personal health guides, and to develop their guide in an electronic form linked to their HealthSpace on the internet.
 They could also be helped to use their HealthSpace to include relevant material from their personal care records and create a selection of information and advice tailored to their own needs. 

Making an appointment

Primary health care appointments can be a stumbling block for people with learning disabilities and their families. It may make sense for some people to have their health check at home rather than come to the health centre or GP surgery. Other issues for primary health care practitioners to think about include how appointments are communicated, travel arrangements, and accessibility of the building. Some people with learning disabilities find it helpful to prepare before health appointments, for example by visiting waiting rooms, and familiarising themselves with equipment and procedures.


Health assessments

‘A man with a learning disability had to have chiropody surgery. This was identified only through his being invited for a health check to develop a health action plan.  Another person was identified with high blood pressure…. so dangerously high she was not allowed to leave the surgery until she had medication.  Another woman head a uterine coil in situ for ten years.’  

Primary health care practitioners should check all Health Action Plans for people with learning disabilities, whether they have initiated them or not. This will help ensure that plans do not include actions that are unsuitable for the individual and that no health opportunities have been missed.

It is also important that GPs and primary health care practitioners assess the health of their patients with a learning disability for the purposes of: a) identifying their health needs, and prompting timely and appropriate access to health services;
 b) case finding to identify especially vulnerable patients who are at risk of admission to hospital or institutional care, and who would benefit from structured anticipatory care;
 and c) establishing baseline and follow up health measures to ensure that national and local health targets are met.

Health checks

Primary health care practitioners usually base their assessments on existing information about a person’s health and a health screening check. This may have been developed locally. Alternatively, a standardised tool, such as the Cardiff Health Check, may be used.  Health checks should be comprehensive and evidenced based, and cover items applicable to the wider population (such as screening and immunizations), as well as health issues that are particularly relevant for people with learning disabilities.

Health care screening tools

There are several well known health screening tools available for people with learning disabilities:


· The Cardiff Health Check
. This includes a systems enquiry and physical examination by the GP. It has been evaluated by the Welsh Centre for Learning Disabilities.

· St George’s Hospital Medical School health check.
  A General Practitioner and two people with intellectual disabilities, employed as Training Advisors developed this tool.  It is used as a training aid for medical students in Primary Care Placements a part of their learning disability course.

· Mental health problems are also prevalent amongst people with learning disabilities and may be missed. The PAS-ADD (Psychiatric Assessment Schedule for Adults with a Developmental Disability)
 can be administered as part of a general health assessment to identify people with a significant mental health problems who are not receiving services.

· The overview assessment from the Single Assessment Framework. 
. This provides a helpful holistic assessment for people and has been adopted in many places.
Find out more?

Some people with learning disabilities have a Health Action Plan based on specific, already identified health issues. Other people require a comprehensive, structured assessment by a primary health care practitioner when:

· There has been no previous or recent focus on the person’s health

· The person does not or cannot communicate symptoms conventionally and/or does not have someone close to them who is able to recognize and report health changes

· A health problem is suspected and it is not possible or appropriate for those initiating a health action plan to decide if action is needed (for example, weight loss, unexplained behavioural changes)

A more detailed assessment may cover: medical history taking, structured physical examination of body systems, investigations; differential diagnosis of the condition underlying a person’s learning disability; differential diagnosis of impairments; and mental health screening.

Identifying what is important

Health assessments should identify what really matters for the person. This means identifying health issues that are particularly relevant for the person given their particular lifestyle and circumstances. If addressed by the person’s Health Action Plan, these will:

· Improve the health status of individuals.

· Support or open up new lifestyle opportunities and experiences for this person in ways indicated by their person centred plan.

· Tackle health issues that are seen as important for everyone everywhere, and are the focus of national or local population targets.

Actions for Health (‘Health Prescription’)

‘The nurse said don’t play football for a couple of weeks….she said have cereal most days for breakfast. Before that I had black pudding and bacon every day.’

The person’s health assessment may highlight a number of health issues. For each of these, the primary health care practitioner identifies what the person needs to do to:

· keep healthy; 

· improve their health;

· better manage an existing long term condition;

· take an active part in self care.

These are the Actions for Health or ‘Health Prescription’. They will be evidence based, and agreed with the person, and their carer and health facilitator, if they have them. Some health prescriptions will identify one or two actions that will make a difference to the person’s health, or reflect a more complex analysis of what is required, depending on individual need and circumstances. For example, actions for health may focus on:  

· Health care, including further screening, investigation, examination and assessment; health care treatment, interventions and support, including medication; and looking after the person’s health.

· Healthy living options, such as walking to the shops; walking upstairs rather than taking the lift; going swimming; eating ‘ 5 a day’ fruit and vegetables; and giving up smoking.

· Information sharing, education and skills development for active self-care. 

	Health

Need
	What Can Be Done To Help?
	Who Will Help You?
	Next Appointment Date
	Outcome

	Karen needs to loose some weight to help keep her heart and joints healthy

Karen needs a smear test but is very nervous and unsure
	Change of diet to include healthier choices.

More activity during the day.

Community LD Nurse can help desensitise Karen
	· Dietician

· Support Staff

· Practice Nurse

· Community LD Nurse

· Support Staff

· Practice Nurse
	Make another appointment with the Practice Nurse in 3 months

Karen will make an appointment when she feels less anxious
	 



	Date & time

of contact


	Need number 
	Identified need
	Intervention/planned

Outcomes
	Health

Goal
	Signature

	25 09 05


	1
	Darren has ongoing gastric reflux problems and is under the treatment of his GP/Consultant Physician with persisting symptoms, particularly night time coughing and choking, epigastric pain and discomfort and reduced dietary intake.


	· Darren to provided with his PPI medication and Gaviscon as prescribed.

· Blood test for anaemia to be repeated in January 2006 in primary care.

· Support staff to raise head of Darren’s bed to aid control of nighttime reflux.

· Dietary advice provided regarding avoidance of large meals, spicy food and eating late at night.

· For ongoing dietetic management for weight loss.

· Support staff to contact health professionals if condition deteriorates as per Contact Me guidelines.


	Darren to be as symptom free and comfortable as possible.
	S.Harrison

Community Matron

	25 09 05
	2
	Darren has complex tonic-clonic epilepsy with a recent history of increased seizures and status epilepticus. 


	· Communicate and record all seizures including any precipitating behaviour

· Record and communicate the effectiveness and side effects of current treatment regime
· Risk assessment of potential dangers including bathing, leisure activities to be completed

· Care staff to be trained to supply prescribed medication

· Care staff to be trained to administer rescue medication

· Care staff to be supported to appropriately seek health care – both routine and emergency care and support


	To regain control over Darren’s epilepsy, reduce its’ impact on his quality of life, prevent further episodes of status and maintain safety
	S.Harrison 

Community Matron


Making the plan happen

Personal health facilitators need to apply their problem solving skills to identify where to target their efforts to making sure that people get the right help and support at the right time and right place to address the health issues that are important for them. They will take into consideration issues such as:

· the person’s skills and confidence;
· how much support they have from other people to focus on health issues and health routines;

· the quality of their relationship with relevant health professionals and the service they receive from them;

· accessibility and responsiveness of local leisure and public transport services;

· the ability of local services generally to respond to the needs and concerns of  people with learning disabilities.

Format of Health Action Plans

Everyone should be offered a copy of their Health Action Plan. Many people choose to keep a summary of their plan in a format that is geared to their communication preferences as far as possible, for example, by using easy language, pictures or symbols and being available in tape format or their own language. Support staff, family and/or a health professional can help to produce this. This summary can be included in their personal health profile, or their HealthSpace.

Appendix  - to provide good practice example of a health action plan summary
Response delivery

Health Action Plans may refer people individual to a range of other local services and resources. They have a bias towards the use of universal and mainstream services that promote independence and inclusion for people with learning disabilities. Use of the voluntary and independent sector also provides flexibility and a range of responses that may not be readily available through the public sector.





Equality and Diversity issues

Health Action Planning needs to address service barriers to good health for

people with learning disabilities. Services can make changes so they become more accessible to everyone, including people with learning disabilities.

Partnership Boards will need to pay specific attention to implementing Health Action Plans for people from black or minority ethnic groups. Valuing People, emphasises the government’s commitment to promoting equality in the NHS for people with learning disabilities from minority ethnic communities. This is in accordance with its new general duty in the Race Relations (Amendment) Act 2000. The Race Relations (Amendment) Act requires that we outlaw race discrimination in all our functions and places us under a general statutory duty to promote race equality. The general duty requires listed public bodies to be proactive in promoting race equality. In carrying out their functions, public

bodies must have due regard to:

· Eliminate unlawful racial discrimination;

· Promote equality of opportunity between persons of different racial groups; and

· Promote good race relations between persons of different racial groups.

The law makes it illegal to discriminate, whether the discrimination is direct or indirect (unintentional). In fact, the Act requires evidence of action. It places on public authorities a general duty to promote racial equality and the CRE has provided guidance to support this (www.doh.gov.uk/race_equality/gdprecre.pdf and www.cre.gov.uk)

The Disability Discrimination Act (DDA) 2005 also introduced a new duty, for public sector bodies, to promote disability equality.  This comes into effect in December 2006 and means that public authorities must give due regard to the need to promote equality of opportunity between disabled persons and other persons.  Public bodies must also give due regard to the need to eliminate discrimination and harassment that is unlawful under the DDA and to the need to take steps to  take account of disabled persons’ disabilities, even where that involves treating disabled persons more favourably than other persons.
Advice and guidance on the Disability Discrimination Act (1995), and ensuring accessible services for people with disabilities is available from the Disability Rights Commission help line at: DRC helpline; Freepost MID02164; Stratford-Upon-Avon; CV37 9BR 

Buildings

Service buildings can present a real barrier for many people with learning disabilities who want to use them.  It is important to review the design and layout of buildings in terms of their accessibility for people with physical and sensory impairments? For example, do they have: wheel chair access; handrails at appropriate height, which include tactile marking (to help people know where they are); good lighting; colour contrast; induction loops for hearing aid users; carefully planned auditory environments to enable people to use their hearing (to prevent bouncing around); environments without auditory ‘clutter, such as background noise like a constant television or radio; additional environmental clues, such as a sign giving the name ‘toilet’ in large print as well as a picture of a toilet; and textural changes to flooring (to help people locate where they are in a building).

Effective communication underpins good health action planning. Many people with a learning disability have communication disabilities or difficulties. People with learning disabilities are more likely to have a hearing or sight problem than the rest of the population. Many people with learning disabilities can understand language and express themselves using additional ways of communicating. These communication methods include:

· Easy to understand speech, that is clear and at the right level for the person to understand. 

· Signs, for example, from Makaton, Sign-along, or British Sign Language. 

· Photographs, pictures or symbols.

· Objects.

· Highly technical Electronic communication aids with digital voice output, such as Liberator’s supravoca machine. Technically simpler communication aids with recordable message options such as Inclusive Technology ltd’ communicators.

· Mime and gesture.

It is helpful to get specific information from key supporters about the person’s method of communication before their appointment. If a person has particular communication needs, then a “communication passport” may help to describe ways of communicating with that person. 

.

The law assumes that everyone has the capacity to consent unless it can be

shown that the person is not able to understand and retain information material to

the decision, or to use it and weigh it in the balance as part of the process of

arriving at the decision.

Deciding whether a person has the capacity to consent is a matter for clinical

judgement and should be made in the light of current circumstances. If a person

is unable to consent to one form of medical treatment, inability to consent to

different treatment should not be assumed. No one can consent to or refuse

treatment on behalf of another adult who lacks capacity to consent.

However, there is at present a common law duty for doctors to provide medical

treatment to adults who are unable to consent to or refuse treatment if that

treatment is “necessary” and in their “best interests”. Necessary treatments can

include a range of situations from non-invasive investigations, such as eye tests, to more exceptional surgery. Such treatment must preserve the life, health or

wellbeing of that person. A doctor must determine and act on the “best interests”

of the person in accordance with a responsible body of medical opinion. In

determining the best interests of someone who cannot consent to or refuse

treatment it is appropriate to take into account the views and wishes expressed by

the person in the past and present and the views and wishes of the people who

support and care for that person.

Health Action Plans provide an opportunity for people take more responsibility for their own health and health care. People with learning disabilities should be enabled to make decisions about their health themselves, instead of others doing so on their behalf.

The first issue to be considered in health action planning is whether a person actually wants a Health Action Plan. If they decline, it is worth exploring the reasons for this. These might include:

· A feeling that it is being ‘done’ to them.
· A long history of being left out of mainstream activities and/or poor experiences of health professionals and services.

· Little or no confidence that anything can be done about their health.

· Worries over a particular aspect of their health, which they do not wish to address

· Worries over seeing a particular health professional, or going through a particular procedure.

· Fears that tackling health issues might mean giving something up that they really enjoy.

Practical solutions to overcome their concerns might include:

· Easy to understand information about health issues

· Personal training to develop skills and confidence

· Providing personal support to do things and access help from the NHS and other services

· Making changes to their environment to support better health (for example, arranging fresh fruit and vegetable supplies from the local food co-operative to the place where they live).
A helpful discussion about consent issues can be found in the Department of Health’s good practice guidance Seeking consent: working with people with learning disabilities.



It may be important to share information about a person’s health as, for example, the health care practitioner may wish to refer them on to another service, or there are aspects of a person’s health that impacts on other parts of their life, or services may need to co-ordinate who does what and when to avoid duplication, or not doing things, and to help people get on with their lives.

Sometimes the person is comfortable for information to be shared with other people. Sometimes they accept that one or two people may need to know something, but they may want to keep it private from others.  If the person is unable to express their wishes on confidentiality, then information should only be shared with people who need to know it to do their job properly.

The six ‘Caldicott’ principles that apply here are:

· A person must justify the purpose of using confidential information

· Only use when it is absolutely necessary

· Use the minimum that is required

· Access should be on a strict need to know basis

· Everyone must understand his or her responsibilities

· Understand and comply with the law



The successful introduction of Health Action Plans involves all parts of the system of people and agencies supporting people with learning disabilities.

It involves:

· promoting the interests of people with learning disabilities.

· developing capacity in primary care 

· accessing all areas in mainstream NHS services

· new ways of working for community learning disability teams

· supporting better health and health care by social care agencies

· commissioning for better health

· addressing  health inequalities by learning disabilities partnership boards. 


Improved experiences and outcomes

People with learning disabilities want the same health experiences and outcomes as other people:

· Opportunities to engage in self care

· Greater opportunity to influence the way they are treated

· Opportunity to discuss their treatment options so that they experience a more personalized health service

· Choice of time and place, to enable them to fit their treatment in with their life, not the other way round

Helping people with learning disabilities to achieve this includes:

· Ensuring that everyone is registered with a GP and Dentist

· Providing everyone with easy to understand health information

· Offering everyone health action plans and health facilitation (and access to NHS personal health guides, NHS trainers and HealthSpace)

· Ensuring choice in health care.

· Maximising opportunities for self care.

· Training and support to develop practical skills and confidence for people with learning disabilities and families in: understanding health issues; health resources available; how to find their way around the NHS; familiarisation with settings, procedures and equipment; and making complaints.
· Surveying health experience.
· Supporting health advocacy and the ‘voice’ of people with learning disabilities and their families through membership of patient forums, advocacy and annual surveys.

· Involving people with learning disabilities in staff training.




New roles and investment for primary care 

The policy agenda for the NHS provides new opportunities for primary care to develop health action planning for people with learning disabilities. 

· Our health, our care, our say
 refocuses the efforts of primary care towards prevention, and working with social care agencies to support people at home.

· Self care agenda
, with its focus on information, self-monitoring, self care skills education and training, and self care support networks.

· Liberating the Talents
, providing an increasingly important community of advanced primary care nurses and public health nurses who are very well placed to support Health Action Planning 


Important actions for primary care trusts to take are:

· Establishing internal leadership for the health of people with learning disabilities 

· Developing systems for inclusion, including:

· Disability equality impact assessments of buildings, systems and procedures

· Involving people with learning disabilities in National service Frameworks, the NHS Cancer plan and local community health programmes

· Training for inclusive practice

· Developing information systems to track learning disability health issues.

· Establishing health checks and health action plans

Figure 2 below provides a strategic version of health action plans for people with 

learning disabilities.


· Identifying people with learning disabilities

-Insert - example systems

Incentives for change 

Each region and locality will have different tools and methods for engaging primary care in the health action planning process – a variety of incentives and enforcements that work on both engaging people and identifying the risks of non-engagement.




Quality outcomes framework

The new GP contract addresses quality through introducing a quality and outcomes framework based on the best available research evidence. High achievement against quality standards will bring very substantial rewards. Payments to prepare for entering the quality and outcomes framework will be guaranteed to all practices in 2003/04. Thereafter resources will rise significantly. 

The framework represents the first time any large health system in any country will systematically reward practices on the basis of the quality of care delivered to patients. It is in line with professional opinion and reflects the ethos that higher quality care is most likely to be achieved through the use of incentives.
QOF - Example of how one patient can cross several QOF points



Good practice example: The practice manager’s checklist!

Contents: 

· Local learning disability team

· Strategy

· Protocols

· Critical incidents

· Identification of people with learning disabilities

· Staff training

· Environment

· Accessible information

· Appointments

· Consent

· Health Facilitators and Health Action Plans

· Key pointers to identifying a learning disability

· Medication reviews

· Practice audit
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Two key aims of the NHS Plan are to:

· Improve access to first contact and continuing health care; and

· To reduce inequities in the use of health services by disadvantaged groups

Important activities are to:

· Include people with learning disabilities in NSF’s and The Cancer Plan

· Include people with learning disabilities in local community health improvement programmes

· Develop care pathways, especially for acute hospital care

· Ensure people with learning disabilities benefit from the Mental health NSF


This includes:

· Reviewing community teams and the roles of dedicated health professionals

· Balancing individual interventions with help for other services to do their job better

· Developing the health facilitation role

· Supporting the introduction of health action plans

· Supporting people with complex needs


This includes: 

· Promoting staff awareness and competence in basic health care and supporting healthy lifestyles.

· Working with primary care and dedicated health services (including communication and data recording)

· Including health in person centred planning. 




· Commissioning for change in health services, within

· mainstream services

· dedicated services

· Commissioning for health in social care services


Examples of health care standards in Warrington

· Evidence of annual health checks and completion of Personal Health Record.

· Correct storage and use of Personal Health Records taking into account issues of confidentiality and consent.

· Staff awareness of consent issues and the requirement of Best Interest meetings and their role in the same.

· Robust policy on the storage and administration of medicines, with documented evidence that the policy is followed.

· Staff accessing mandatory training regarding health issues and are offered other access to health education – with documentary evidence that staff are developing their practice and keeping up to date.

· Active promotion of healthier choices and maintaining a healthy lifestyle that demonstrates awareness of health and the importance of choice.

· Policy on the provision of healthy dietary intakes which are adhered too and are based on healthy choices.

· Policy on the promotion of physical activity.

· Encouragement and support of healthy relationships between clients including access to leisure activities and privacy when required.

· Awareness and promotion of mental health.

· Demonstration that clients are included in the decisions about their lives and their health.

· Demonstration that staff are aware of appropriate use of primary care services, knowing who to access and when to access.

· Demonstration of knowledge around health screening and ability to help clients access national screening programmes.


Important activities:

· Framework for the implementation of Health Action Plan (by June 2003) and evaluation.

· Working in partnership with other agencies, especially primary care, to address health inequalities for people with learning disabilities.
· Link with local Children’s forum to ensure continuity of health programmes and support for individuals.
· Liase with workforce confederations in relation to workforce and training issues.

Summary of competencies required by everyone

· Communication

· Equality and diversity issues

· Undestanding learning disabilities

· Health literacy skills

Specific competencies

Primary care competencies identified in Paper 3.


Mackinnon, S., Bailey, B. and Pink, L.,( 2004) . Understanding learning disabilities: a video-based training resource for trainers and managers to use with their staff. [video]. Brighton: Pavilion Publishing.



Health improvement data

Audit


Better Metrics project

This is a useful resource to support the development of measurable local targets and other quality indicators. The metrics aim to be clinically relevant performance measures and, having been proposed by the National Clinical Directors and reviewed by experts in quality indicator methodology, they provide examples of good practice for consideration in developing local targets.

 Proposed metrics for learning disabilities are:  

· A system is in place that enables GP practices to identify and register their patients with a learning disability using an appropriate code such as Read code E3.

· Percentage of people with a Health Action Plan; and Percentage of people with a learning disability offered a comprehensive health check.

· Each PCT should have a system for identifying local health facilitators.

· A system is in place to ensure that patients with learning disabilities are invited for a comprehensive health check if they have not visited the GP surgery in the last three years.

· Number of people in out of area provision-who are described as severely challenging or who have a mental health or forensic need- expressed as a percentage of all the people on the local learning disability register (held by the local authority).

· The PCT has a system and protocols in place to ensure that people with learning disability and mental health needs are able to swiftly access local mental health services.

· Perception of how easy to understand information provided about their health and treatment was for patients with learning disability and their family carers.

· Number of patients with learning disabilities on patient forums expressed as a percentage of the membership of patient fora; Number of patients with learning disability accessing independent advocacy services expressed as a percentage of a) the total number of people accessing advocacy services and b) percentage of overall learning disability population; Percentage of patients with learning disability who participated in annual surveys.

· Acute hospitals have a system in place to ensure that patients with learning disability are identified and appropriate support provided.

Section 6: Access and communication
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5.2   Information sharing


 








Section 9: Measuring success 








Section 7: Introducing Health Action Plans for everyone 
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The National Charity Sign has developed a revolutionary program, SignHealth, to enable doctors and nurses to patients who have hearing difficulties, or limited English.





Using SignHealth, a GP/nurse/receptionist chooses what they want to ask a patient from a list of questions on the computer screen. The computer then shows a video clip of someone signing the question. The deaf patient answers, mostly yes or no, but sometimes by selecting from a list of on screen answers.





The program also prints out information sheets for the patient about their medical condition, or simple advice on how to take their medication. It also links to organizations providing more detailed advice.





It is not a replacement for an interpreter. But when no interpreter is available, it is an essential aid. 





For more information, log on to � HYPERLINK "www.signhealth.com" ��www.signhealth.com�





Sign Health


5 Baring Road


Beaconsfield


Bucks. HP9 2NB
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Example





Some areas have identified that Community Matrons are ideally placed to support people with learning disabilities who have complex health and social care needs.  In Warrington, the Primary Care Trust has a Community Matron who provides mainstream health services to people with learning disabilities, in partnership with social care staff, families and the dedicated learning disabilities team.  The Department of Health considers that advanced primary care nurses working in this way for people with learning disabilities is a good idea. Their role includes;


Use of data to actively seek out patients who will benefit from their care


Review medication and prescribe via independent & supplementary prescribing arrangements


Provide clinical care and health promoting interventions


Teach and educate patients and their carers about warning signs of complications or crisis


Provide information so patients and families can make choices about care needs


Are seen by colleagues as having the key role for complex patients


Be highly visible to patients and their families and carers


Co-ordinate inputs from all other agencies, ensuring all needs are met


Combine high level assessment of physical, mental and social care needs
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Kevin





Kevin, a 43 year old man with autistic spectrum disorder and moderate learning disabilities was referred to his GP by his social care staff who were concerned that his excessive smoking was harming his health and that recent behavioural changes included him eating cigarette butts.  Kevin stated that he would like to stop smoking in order to save money and feel healthier but found the prospect of change unsettling.





Social care staff were not sure that smoking cessation advice would be effective.  The GP and Practice Nurse worked in partnership with Kevin’s Community Learning Disabilities Nurse and his social carers to establish a smoking reduction programme and increased support to minimise the risky behaviours around smoking.   After several months, Kevin was supported to use Nicotine Patches and almost immediately he stopped seeking out cigarette butts.   Minimal smoking was permitted and gradually curtailed and 12 months after the initial referral, Kevin has stopped smoking entirely.  He now feels much healthier and is saving his money for his summer holiday.








Sally


Sally, a 34 year old woman with Down’s Syndrome, moved from the family home to living in a group home with three other people following the death of her mother.  As she registered with her new GP practice, she was offered a home health assessment by the Community Public Health Nurse (Health Visitor).  At the visit, they discussed Sally’s health in detail and talked about Sally’s aspirations and worries about her health and well-being.  They agreed that an area of concern was Sally’s weight which had increased dramatically since her mother’s death and her change of accommodation.





Together, Sally and the nurse devised a health action plan that included healthy eating, taking some exercise and learning more about food.  The social care team supported Sally to make the changes in her life necessary to make the plan a success.  As her weight reduced and her fitness improved, the nurse reviewed Sally regularly for support.  As Sally got to know the nurse, she confided that she was very worried about getting breast cancer, as this was the cause of her mother’s illness and death.  The nurse asked for help from the local dedicated learning disabilities team to help her address these concerns using graphic illustrations and desensitisation techniques for breast examination and future breast screening.





Sally’s anxiety meant that it took some time for her to feel ready to visit the doctor for a breast examination.  The nurse supported Sally at the surgery and offered some introduction visits so that Sally felt comfortable in the surgery and could say hello to the Doctor before her appointment.  After several weeks, Sally successfully had her breasts examined.  She has lost weight, taken a course in healthy cooking and is actively involved in a local conservation project which she enjoys and which helps keep her fit.  Sally knows that having regular breast examinations is an important part of her health care.
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1.2   Care pathway for health action plans 
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2.4 What is life like for people with learning disabilities?
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Voluntary/independent sector schemes 1.


24-hour Postural Care enables individuals with movement difficulties to grow and/or stay as straight, independent and comfortable as possible. Good physical care is fundamental to wellbeing and has a profound beneficial effect on quality of life for the individual and all those who care for them. A course called the Postural Care Skills Programme has been devised to provide a qualification for families and carers, to give them the knowledge and skills to successfully self manage this condition. 


©PCSP courses are validated by Open College Network of Central England based


at Warwick University. 


For further details about course structure and the application procedure


visit the website:-


www.posturalcareskills.com
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Paper 2





Integrated care pathway for health action plans for people with learning disabilities: Implementation guide 














Box 1 Facts and figures


At the beginning of 2006, there were….





150 Social Services departments in England providing services for people with learning disabilities.


7734 care homes in England providing services for people with learning disabilities. The majority of these were run by the independent Sector (56%) and the voluntary sector (32%).  (Source: e-mail communication from the Commission for Social Care Inspection, 1 February 2006).





3  Specialist Learning Disability NHS trusts.


83 mental health NHS trusts, three-quarters of which were given a score on the ‘learning disability’ criteria included in the Healthcare Commission’s (HC) 2005 performance ratings. 


303 Primary Care Trusts in England, all of which were scored on the HC’s learning disability criteria in 2005 (Source: Healthcare Commission, 24 March 2006). 
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Figure 1. Survey findings for particular groups of people





Being poor or living in a poor area had an impact on just about every aspect of people’s lives.


People who describe themselves as Black or Asian were more likely to be unemployed, poor, see their friends less often, have poor health and be sad or worried a lot. In addition, they were more likely to have less privacy, feel left out, and not feel confident.


People with higher support needs were more likely to be living in supported accommodation, to have less privacy, to have less choice, to be unemployed and not to have a voluntary job. They were more likely not to have gone to a mainstream school, not to be taking a course, not to receive Direct Payments, not to have control over their money. Finally, they were more likely to see friends who do not have learning disabilities less often, not to feel safe, feel helpless and not feel confident.


People with lower support needs were more likely to be poor, a victim of crime, be unhappy, have poor general health and to have been bullied at school.


People who had poor general health were more likely to live in unsuitable accommodation, be poor, see friends who have learning difficulties less often and do fewer based community activities. They were also more likely not to feel safe, have been bullied, be a victim of crime, not to be happy, feel sad or worried, left out and helpless and to feel confident.


Men were more likely to have less privacy in their home, see friends who have learning disabilities less often, be a victim of crime and smoke.


Women were more likely to be unemployed, have been bullied at school, attend a day center, not exercise, feel sad or worried.


Younger people were more likely to live in unsuitable accommodation, have less privacy at home, not to have a voluntary job, have been bullied at school, be poor, not have voted, not know about local self-advocacy groups. They were also more likely to not feel safe, be bullied, be a victim of crime, smoke, be unhappy, feel sad or worried, left out and helpless and not feel confident.


Older people were more likely not to be taking a course, have no control over their money, see friends who do not have learning difficulties less often, do fewer community based exercises, have poor health and to not exercise.
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5.1   Consent


 








6.2   Good communication
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6.1 Service barriers to good health
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2.2 Numbers of people with learning disabilities


 








2.1   What does having a learning disability mean?





 








Links to other plans





 Dedicated health services for people with learning disabilities





 NHS services





Example





>





7.1 What are the important actions to take? 








7.2 Promoting the interests of people with learning disabilities


  








 9.1 Establishing criteria to judge progress in Health Action Planning


 








7. 4   Accessing all areas in mainstream NHS services


 








7.6 Supporting better health and health care by social care agencies


 








7.5  New ways of working for learning disability services


 








7.3   Developing capacity in primary care 


 








7.7   Commissioning for better health


 








Use of Clinical Governance- Warrington PCT


In Warrington, two senior nurses within the PCT piloted a project at a large primary care centre and supported people with learning disabilities registered there to have a health needs assessment and a health action plan.  The project was very successful and highlighted many issues where health services were not responsive to individual patient needs.  The nurses collected the patient narratives of bad experiences and presented a challenging and honest audiovisual presentation entitled ‘Treat Me Right’ to the PCT board.  This helped to highlight the risk to the organisation of not supporting people with a learning disability. The project was subsequently offered the full support of the executive team, the PCT board and the Learning Disabilities Partnership Board.  Funding was provided to help the nurse roll out the process across Warrington, which has since become a national symbol of successful health action planning and partnership working.  
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Section 5: Consent and information sharing 
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 7.8  Addressing health inequalities by Learning Disability Partnership Boards
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Use of Enhanced payments – Westminster PCT
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In Warrington PCT, clinical practice demonstrated that many social carers who provide 24 hour support to people with learning disabilities, had little knowledge of health improvement and did not feel confident in supporting a patient with their health.  As a result, we devised and delivered an intensive programme for social support staff, addressing their role in the provision of anticipatory care for the people they support.  Our training programme has been developed in partnership with the specialist learning disabilities team and our social services training confederation, and is aimed at maximising health by demonstrating the importance of healthy choices.  The main topics included are illustrated below.





Core difficulties of learning disabilities


Definitions of health


The impact of a learning disability on a patient’s health


Self-awareness


Health assessment


Anticipatory care – signs, symptoms and when to get care


Accessing health services


Roles and responsibilities in health and social care


Factors influencing health


Promoting health in the home


Health Action Planning
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Halton Primary Care Trust





Measuring the effectiveness of health improvement programmes is often hard to achieve, as health gains are often secured over a long period.  Halton PCT has developed a Health Action Plan Benchmark, which measures the success of Health Action Plans by identifying what the health outcomes have been at 6 monthly intervals.   The benchmark not only helps health care staff to monitor the effectiveness of plans, but also highlight barriers to putting plans into action.
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2.6 Health and safety issues





 








4.2    Care pathway for Health Action Planning


 








4.1 Stages in Health Action Planning


 








Civic services





3.3   What is health facilitation?


 








3.2   Who can have a Health Action Plan?


 








  Sheila Hollins (UK)    BOOKS BEYOND WORDS: Telling the Whole Story in Pictures�Books Beyond Words are full-colour picture books that address some of the problems in understanding experienced by people with intellectual and communication difficulties. 


By telling the whole story in pictures, they help people to prepare for an event or re-visit something that has happened, such as going to hospital. They are able to relate the pictures to their own experiences, without being distracted or confused by accompanying text. The pictures share information but they also illustrate emotions relevant to the topic or experience.


Sheila Hollins, Beth Webb and Lester Sireling created and devised the first Books Beyond Words in 1989 after realising that many people have better visual than verbal literacy - not just people with intellectual disabilities. Probably 20% of the adult population in the UK have literacy difficulties for one reason or another. Since earliest times pictures have been used to communicate. This series now includes some 30 titles covering such diverse subjects as epilepsy, abuse, bereavement, depression, making friends, going into hospital, falling in love. 


A vital part of the development of each book is the involvement of people who have intellectual disabilities. They monitor the pictures, interpret their meaning and, when necessary, ask for changes to be made until they are satisfied that the illustrations will be clearly understood by future readers.��A supporting text is provided at the back of each book, giving one interpretation of what is taking place. Guidelines are also provided for carers, supporters and professionals, including notes on how to use the book together with useful resources and organisations that may help with particular problems. The Guidelines may include a glossary of special terms.


Information about all the Books Beyond Words titles can be found on the Internet: �at � HYPERLINK "http://www.rcpsych.ac.uk/publications/bbw/index.htm" �http://www.rcpsych.ac.uk/publications/bbw/index.htm�. 








3.2   Principles underlying Health Action Planning


 








3.1 What is a Health Action Plan?


 








Figure 1 Integrated Care Pathway for Health Action Plans
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4.3    Good practice in Health Action Planning
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Health Prescription 1





>





The Personal Health Profile published by Oxleas NHS Trust (2002) contains the following information:





General Health; including: personal details; communication; guidelines/special information about a person’s health; family history; immunisation record; best way to prepare me for an injection; general health description, allergies; and medical treatment being received now; recent health checks, blood tests, and clinics attended; health update; hospital record and help needed to attend hospital appointments at A&E, outpatients, in-patients; If I go into hospital, the information people need to know about my health, disability and care is; eyes; ears; teeth; skin and hair; hand and footcare.





Tablets and Medicines





Disability; including the cause of my learning disability, genetic screening or counselling, and my disability/ learning disability affects me by; physical disability; equipment used; eating and drinking; bladder and bowels.





Epilepsy; including: this is what happens; I know I am going to have a fit when; this is the help I need; help in an emergency; medication; name of regular specialist; EEGs and other investigations.





Mental Health and Behaviour; including problems that give most concern and their history; main worries and anxieties; risks for myself or other people; specific problems.





Women’s and Men’s Health; including (for women): attendance at a well woman’s clinic; checking breasts; breast screen; periods; information and advice on safe sex and contraception and women’s health; pregnancies and terminations; cervical smear; help needed to attend appointments involving intimate personal examinations; (for men): checking for lumps in my testicles or around my penis; advice about men’s health; information and advice on safe sex and contraception; help needed to attend appointments involving intimate personal examinations.





Lifestyle and Healthy Living; including exercise; alcohol; smoking; passive smoking; accident prone; advice on healthy lifestyles; what I eat and drink on a typical day; good food guide; foods to avoid; weight check.





Death and Dying; including wishes about death and dying.








Section 4: Health Action Planning in practice 








How is my plan going?





Making my plan happen





Actions for Health (‘Health Prescription’) 





Find out more?





What is really important?





Health assessment





Getting started





About my health





About me
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Health Prescription 2
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Northhamptonshire Healthcare NHS Trust has produced a consent policy when working with people with learning disabilities. This sets out standards and procedures to which all staff should comply. This guidance contains information on:





Interviewing and assessing individuals when seeking consent


Supporting the process of seeking consent when in other organisations.


Deciding ‘best interests’


Awareness of issues where there may be a need to refer to court.





An Appendix sets out a flow chart to support the above.
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