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Introduction

This paper was commissioned by the Equality Commission (NI) as part of the preparation for a formal investigation into the accessibility of health information for people with a learning disability in Northern Ireland.  Under the legislation, the formal review has to be completed within 18 months.  A steering group has been appointed to assist the Commission and consists of people with particular interest and expertise in the area of learning disability and aims to be representative of the four Health and Social Service Board areas.  

Overall aims of the literature review   

In conjunction with the Steering Group for the Investigation, five main aims were identified for the Review.    

· To document the characteristics of people with a learning disability in Northern Ireland; particularly the range of care arrangements in place for them. 

· To identify the range of issues and topics involved in the accessibility of healthcare information to people with a learning disability. 

· To identify the barriers that have been identified in helping people to access health information and how they may be overcome.  

· To stimulate discussion of the ways in which the investigation might undertake its work into the issues identified.  

· To agree priorities for the forthcoming investigation and enable a rationale to be prepared for these priorities based on the documented literature and evidence. 

Three further features of the review were also agreed: 

· It would focus primarily on the situation and experience in Northern Ireland, Great Britain and the Republic of Ireland.  

· Access to health information by family carers and by paid staff would also feature. 

· Priority would be given to recent reports, i.e. those published in the past five years. 

Procedures used in the Review

An initial scoping paper outlining the proposed content of the review was presented and discussed by the Steering Group at its first meeting on 23 November, 2005. 

The following resources were accessed in identifying relevant literature and studies:  

· Government policies, reports, statistics; primarily from Departments of Health.

· Published reports of research and evaluation projects undertaken in Northern Ireland; 

· Inter-based searches using search engines such as Google Scholar. 

· Websites of key organisations, e.g. Mencap, Foundation of People with Learning Disabilities, Down Syndrome Association, Special Olympics, People First.

(NB.  Website addresses are given to facilitate access to documents along with full reference details of all articles cited.  Copies of certain articles may be available through the author at the University of Ulster.) 

A first draft of the review was revised in the light of comments from the Commission and Steering Group.

Structure and Content of the Review

The review is structured into three main sections.

Section 1  contains pertinent information about people with a learning disability in Northern Ireland and describes in particular the difficulties they experience with verbal and written communication.  The attitudes of healthcare professionals are also summarised. 

Section 2:  reviews the health needs of this group and describes the barriers they experience in both accessing healthcare as well as in accessing health information.  

Section 3:  presents a framework that synthesises the range of factor that influence access to health information and proposes possible priorities and strategies for investigating these further. 

Two Appendices contain further information and references. 

Please note:

The views expressed in this document are solely those of the author and do not represent the views of the Equality Commission, University of Ulster or the Eastern Health and Social Services Board.  No part of this document should be quoted without the permission of the Commission and the author. 

( Equality Commission for Northern Ireland, 2006

Section 1: An Overview of People with a Learning Disability in Northern Ireland 

This section defines what it means to have a learning disability and gives details of the numbers of people known to services in Northern Ireland.   The range of current service provision is outlined
.  Particular attention is focused on the communication difficulties encountered by this group of persons and how they may be overcome. 

1.1  Definitions of a learning disability

Various terms are used internationality to describe what is now called a ‘learning disability in Northern Ireland. These include: ‘mental retardation’, ‘intellectual disability
’ and ‘developmental disability’.   Other terms used in the past include: ‘mental handicap’, ‘mental subnormality’ and mental deficiency’. 

The Equal Lives Review
 (2005) noted that learning disability is not easy to define.   A range of legal definitions are in use at present in Northern Ireland but these do not do justice to recent thinking and understanding of what it means to have a disability (see Appendix 1). 

The Equal Lives Review proposed this definition:

“Learning disability includes the presence of significantly reduced ability to understand new or complex information or to learn new skills (impaired intelligence) with a reduced ability to cope independently (impaired social functioning) which started before adulthood with a lasting effect on development” (p. 18) 

However the Review goes on to stress the impact of the barriers imposed by society that compound their biological impairments and increase their disabilities.  These include access to education, healthcare, employment, housing and recreation.  

Modern definitions also stress the availability of supports to help people to overcome their disabilities.  This views a ‘disability’ in terms of a need for support rather than as biological condition.  Hence there may be common needs irrespective of a person’s impairment and even across other marginalized groups.  

Policy aims

The changes in perceptions of what it means to be disabled are reflected in recent policy statements.  For example, the DHSS (1995) Review of Policy for people with a Learning Disability in Northern Ireland stated that 

“The aim of Government policy for people with a learning disability should be inclusion ... which stresses citizenship, inclusion in society, inclusion in decision-making, participation so far as is practicable in mainstream education, employment and leisure, integration in living accommodation and the use of services and facilities, not least in the field of health and personal social services”.

The Equal Lives Review endorsed this aim and identified five core values underpinning its recommendations for service developments:  equal citizenship, social inclusion, empowerment, working together and individual support.  A particular objective stated was to:

“Secure improvements in the mental and physical health of people with a learning disability through developing access to high quality health services that are as locally based as possible and responsive to the particular needs of people with a learning disability. (p. 8)” 

1.2  The numbers of people with a learning disability in Northern Ireland

The DHSS&PS commissioned a study of the administrative prevalence of learning disability in Northern Ireland using data contained in various existing information systems such as the Child Health System and Soscare (McConkey, Spollen and Jamison, 2003).  

This identified an overall total of 16,366 persons with an overall prevalence rate of close to 1 in 100 persons (9.71 per 1,000).  However the numbers varied by ages as Table 1 shows.  

Table 1: The numbers of people with learning disabilities in Northern Ireland and rate per 1,000 of the equivalent population.

	Age band
	Total
	Rate per 1,000

	0-19 years*
	8,150
	16.30

	20-34 years
	3,551
	10.16

	35-49 years
	2,438
	7.04

	50 years plus
	2,226
	4.54

	Total
	16,336
	9.71


* A proportion of children may be recorded in the Child Health System as possibly having a learning disability but they may make few demands on specialist services.

The numbers of adult persons with an identified learning disability is higher in Northern Ireland than in the Republic of Ireland (McConkey, Mulvany and Barron, 2006), which in turn has higher rates than other parts of Great Britain.  For example,  in Scotland an estimated 5.45 per 1,000 are in regular contact with services, with others having occasional or short-term contact (Scottish Executive, 2000).  

An indication of the extent of the disability is reflected in the subgroupings that are traditionally used; viz mild, moderate, severe and profound learning disabilities.   Table 2 shows the breakdown across the age bands.  More children are identified as having moderate learning disabilities although this is the larger grouping at all age levels.  

Table 2:  The numbers and percentages of people grouped by severity of disability for each age band.

	Age Bands 
	Moderate
	Severe/Profound
	Total

	0-19
	6432

78.9%
	1718

21.1%
	8150



	20-34
	2504

70.5%
	1047

29.5%
	3551



	35-49
	1489

61.1%
	949

38.9%
	2438



	50+
	1473

66.2%
	753

33.8%
	2226



	Totals
	11,898

72.7%
	4468

27.3%
	16,366




Additionally there are people who are described as having mild or borderline disabilities.  Often they are identified as children but on leaving school most merge into the general population and no longer make demands on services.  These are included in estimates that place the number of persons with learning disabilities at around 2% of the population (Foundation for People with Learning Disabilities, 2000).

Living arrangements

Children:  Nearly all children with a learning disability live with family carers.  A survey in the largest HSS Board with an estimated 3,100 children with learning disabilities, found that 53 children (1.7%) were living in some form of residential accommodation (N=31) or with  foster carers (N=22)  (McConkey et al, 2004).   If these figures were projected to Northern Ireland as a whole, this suggests that around 140 children live away from their natural families.   Most of the children in residential accommodation were 14 years and over.  The Department of Health
 (1999) issued guidance specifically relating to the health of looked after children as there were concerns that their needs are not currently well met.  

Adults: Likewise, over 60%  of adult persons continue to live with their families which is markedly higher than in the Republic of Ireland (44%).  

In Northern Ireland nearly one third presently live with a single carer; over one third with carers aged over 65 years; around one in six carers were rated as being in poor health (McConkey, 2005a).  

Independent Living: Around 770 persons (9% of total) live in their own accommodation with minimal supports. 

Supported accommodation:  Around 2,400 adult persons (29% total) are in some form of residential provision in Northern Ireland; a lower proportion than in the Republic of Ireland (Mulvany, Barron and McConkey, 2006).  

Of these, 400 are living in long-stay hospitals but it is UK Government policy for them to be ‘resettled’ into more appropriate accommodation.  This nearly has been achieved in England and Scotland but Northern Ireland has the highest proportion of people living in hospitals than in any other part of these islands.

Residential care homes and nursing homes are the most common form of provision in Northern Ireland (for around 1,300 persons) with over 600 people living in ordinary-style housing with staff support. The latter is more common in certain health and social services boards.   

1.3  Socio-economic deprivation

Internationally there is clear evidence for a link between higher prevalence rates of mild/moderate learning disabilities and poorer socio-economic status and unstable family backgrounds (Roeleveld et al, 1997).   This link with severe learning disabilities is less clear-cut but some now question earlier findings of no association with socio-economic status (Louihala, 1995).  

However families may be poorer for other reasons.  It has been estimated that parents of disabled children earn around 25% less than parents of non-disabled children (Jarbrink and Knapp, 1999).  In addition the direct costs to families of bringing up a child with severe disabilities is about three times greater than the cost of bringing up a non-disabled child (Dobson and Middleton, 1998). 

Recent research in Northern Ireland has identified a significant association between the local area measures of deprivation and the prevalence of people with a learning disability recorded on service information systems, irrespective of the severity of their disability (Dixon 2003).   The association is best captured by three indicators of deprivation.  Namely there tends to be more people with a learning disability in wards which have: 

· Higher proportions of people aged 16 to 74 with no educational qualifications;

· Higher proportions of children in households with job seekers allowances.

· Higher proportion of adults with a limiting, long-term illness.  

Hence many disabled persons have the added disadvantage of poverty and the well-attested health consequences this brings for them and their family carers (Emerson, 2004). 

1.4  Increased life expectancy

All the indications are that there will be increased numbers of people with a learning disability in the future (Foundation for People with Learning Disabilities, 2000; Janicki et al, 1999).  This results from:

· Increases in maternal age for births. 

· Increased survival rates of ‘at risk’ infants due to improved healthcare. 

· Increased life expectancy of people with a learning disability including those with more complex needs.

· The ‘bulge’ of children with a learning disability born in the 1950s and 1960s is now working its way through into the 50 plus age group (Emerson and Hatton, 2004).

· A higher birth rate among ethnic minorities along with an associated higher rate of a learning disability in these populations could also result in increased numbers (Emerson and Hatton, 2004).  

By 2021, McConkey, Mulvany and Barron (2006) predict that the population of adult persons would be around 10,050 in Northern Ireland (20.5% increase).  This compares to an estimated increase of 16.2% in England.   The percentage of persons aged over 50 years in 2021 would be 35.7% in Northern Ireland (up from 26.8% in 2002).   This is likely to produce an increase in the number of persons with age-related, health conditions (see later).  

1.5 Contact with services – health, social services and education

There is no accurate record of all the services provided to persons with a learning disability throughout Northern Ireland and of the number of persons availing of them, although some studies report service contacts within one Health and Social Services Trust (McConkey and McAteer, 1999a, 1999b).  However over the past 20 years there have been major changes in service provision and an expansion in the range of services on offer.   In particular:

· The three hospitals for people with a learning disability have reduced considerably in size and are evolving from providing long term residential care towards the provision of short-stay assessment and treatment services.

· The provision of education for children with a learning disability has become the responsibility of the Education and Library Boards and increasing numbers attend Further Education Colleges after leaving school.

· There has been a major growth in the provision of residential care homes, nursing homes and day services for people with a learning disability by a range of independent (private, not-for-profit or voluntary) providers as well as statutory agencies. 

· New initiatives, such as Supporting People and the Independent Living Fund has resulted in more people living in ordinary housing with support staff available as required (including 24 hour basis) and holding tenancy agreements. 

· A network of community learning disability teams have developed, made up of personnel from different disciplines who provide services to people with a learning disability living alone, at home and in community residential facilities.

The result is a diversity of services with a wide range of personnel employed in them.  

Professional services:  Social workers, care managers, community learning disability nurses, behaviour therapists, allied health professionals and therapy aides; psychologists and psychology assistants, and psychiatrists.

In addition people with a learning disability will receive services from GPs, community medical officers, health visitors, district nurses and other specialist practice nurses, dentists and oral hygienists, podiatrists, opticians and audiologists.  They will also avail of Accident and Emergency services and be seen by a range of hospital consultants on in-patient or out-patient basis.

People can be admitted to specialist hospitals for assessment and treatment services.  A small number of people may need to be accommodated in semi-secure accommodation because they present a danger to others and/or have committed a crime. 

Day and evening opportunities:  This includes day centres, vocational training, social firms (sheltered work), work experience, supported employment, befriending schemes, advocacy schemes, sports and recreation schemes, social clubs.  Many of the latter schemes are provided by voluntary organisations (McConkey. McConaghie et al 2004).

Family and home support:  Domiciliary workers, home helps, provision of aids and appliances, home adaptations, fostering and adoption services; breaks with host families; long-term adult placement schemes; respite breaks away from their usual residence settings, information and advice services, counselling services (McConkey, 2005a). 

Other services:  Services are also provided through other statutory and non-statutory agencies, notably schooling and further education, disablement advisory service (career guidance), social security benefits and housing.  Voluntary organisations also provide a range of support services for parents and carers along with social and educational events for people with disabilities. 

This complex web of service provision creates its own particular difficulties.

· Family carers complain that they are not given information about all the services and help that is available.   Indeed it is likely that no one person is aware of the full range of assistance that can be available to families (McConkey, 2003).

· Families may have to contend with various different specialists who may give conflicting advice.  The concept of a ‘named’ or ‘key worker’ for the family is not well established (Sloper, 1999).

· There is likely duplication within and across services in terms of record keeping, assessments and staff roles.  There are few or no co-ordinated service plans for individuals.

· The full range of services is not available in every locality and probably never will be.  Often new services have been developed in an area at the instigation of particular individuals.  However this can produce inequalities within and across Trust areas; a pattern that is evident in most countries (Bailey and Cooper, 1997).

· The need for ‘joined-up’ working across different government departments, statutory agencies and other service partners is very evident in the field of learning disabilities although it has received scant attention in Northern Ireland (McConkey, 2005b).  

Social exclusion

Much of current provision in Northern Ireland is through dedicated learning disability services.   One unintentional consequence has been the social isolation of this group from the mainstream of society in that (Emerson et al 2005):  

· Most attend special schools or units;
· Most attend adult centres and at best only one in ten are in paid employment;
· Most live in congregated settings when they move from the family home;
· Most have few friends who they see on a regular basis;  
· Most never marry or have a sexual partner. 
Hence their opportunities to access and use mainstream services is limited.  Consequently they may lack the experience and skills required to ‘navigate’ service systems.  Equally mainstream services have not felt the need to respond to their particular needs.   However the advent of recent legislation such as the DDA should help to remove this excuse.  Moreover, targeting social need is one of the Governments key policy objectives which the Office of the First and Deputy First Minister has responsibility for taking forward in Northern Ireland (OFMDFM, 2003).  

1.6  Communication needs of people with a learning disability

A high proportion of people who have a learning disability are likely to need assistance in communication (Law, Brown and Lester, 1994).  Indeed, estimates suggest that 50% - 90% of people with learning disabilities have some form of communication difficulty.  Communication problems are more prevalent with specific aetiologies such as Cerebral Palsy, Down Syndrome and Rett Syndrome (BILD, 2001).   Also the presence of co-existing conditions will affect a person’s communication such as challenging behaviours, mental health difficulties and autistic spectrum disorders. 

A high proportion of people with learning disability have speech difficulties. Articulatory and phonological difficulties can combine with dysarthria, dyspraxia or dysfluency to affect the overall intelligibility of their speech.   Many have limited vocabulary and immature sentence usage.  They are reliant on others to interpret their communications (Valentine, 2005).   

Their level of understanding of verbally presented information is often poor and tends to be over-estimated by carers.  Those with more severe disabilities have poorer verbal comprehension.  However many persons are disinclined to signal a lack of understanding and will convey an impression of having understood.
Most people rely on non-verbal signals to communicate (e.g. facial expression, gestures) but carers appear more reluctant to use these methods; preferring instead to rely on verbal communication. 

Augmentative and alternative systems of communication (AAC) have been used increasingly in the past two decades to enhance the communication skills of people with learning disabilities.  Augmentative systems are introduced alongside the person’s existing speech or speech attempts, for example: signing (e..g Makaton), using objects, pointing to photographs or symbols.   Alternative systems are seen as a substitute for spoken language, where a person has developed good language skills but is unable to produce intelligible speech.  These would include symbolised communication charts and hi-tech speech output devices.
The high incidence of sensory impairments among adults with learning disability is widely acknowledged.  Janicki et al (2002) surveyed  45,500 adults with an intellectual disability, aged 35 or over in New York State.  Visual impairment was recorded in 25% of the total sample and hearing impairment was recorded in 22%, with both showing an increasing frequency with advancing age.

People’s communication is limited too by the contexts in which they live.  For example, established routines and anticipation of the needs by carers reduces a person’s needs to communicate.  Also the style of communication used carers can also inhibit communication and understanding, such as overuse of questions and commands.

Most people with a learning disability are functionally illiterate; especially those with more severe disabilities.  They are joined by many other persons.  Moser (1999) estimated that 1 in 5 English adults have poor literacy or numeracy skills.  He noted that such people tend to be on lower incomes or unemployed and are likely to be more prone to ill health and social exclusion.  

Enhancing communication

The provision of more accessible information is the focus of various Government initiatives (e.g. OFMDFM in Northern Ireland are finalizing guidelines on Making Services Accessible; Report on Equality Commission, 2005.)  

However people with learning disabilities often require additional assistance.  Communication can be enhanced by adapting our usual methods of conveying verbal and written information.

Verbal communication:  Various studies have examined how verbal communication can be generally enhanced when communicating with persons who have learning disabilities (e.g. Purcell et al, 2000).  The primary means is for able communicators to adapt their style of communication to better suit the person.  For example: people with learning disabilities are more likely to understand what is said, if you:  

· Get their attention:  Make sure the person is attending to you and is not distracted by other things going on around you.  
· Slow down:   Speak slower and leave more time between what you say so that people can work out your meaning.  

· Simplify:   Use simpler words and shorter sentences.
· Sign:   Add in non-verbal signals – facial expressions, gestures – to help the person grasp your meaning. 

· Repeat:  Say it again; perhaps rewording or emphasising the key words. 
· Check their understanding:   Check with the person if they have followed what you said.  Ask them to tell you what you have said.  
Much of the foregoing would also apply when the spoken word is used in audio messages or video-recordings. 

Written communication:   A similar strategy is also required in making written materials more accessible  (Mencap, 2002).  

· It should be age appropriate – using adult looking images and language which is easily understood.

· Text should be large.

· Sentences should be short, clear and use easy words. Long words should be explained.

· The layout should be clear with lots of space around the text and pictures.

· Small amounts of information should be provided at a time, with links to further information, where appropriate.

· Pictures should be used to convey the messages within the text.

· Pictures should be clear and simple. Each picture should convey one message. Pictures should not use words to get their message across.

· Pictures and text should be tested out with young people with learning disabilities before they are used in a final version to check that they are understood correctly and as intended.

· Websites providing information for people with learning disabilities need to use colour, be inviting, fun and easy to use.  Colour or symbol coding is helpful, along with easily recognizable buttons to navigate around the site.  Activities and interesting examples help young people understand the text and apply the messages to their own lives.

The advent of audio-readers, for example ‘talking books’ or on Internet websites, will also assist people who have difficulties with reading. 

Ward and Townsley (2005) also note that a key element of producing easy information is working together with the target audience. This should mean that the information produced is easier for them to understand and more likely to make a difference to their lives.  If possible it is good to work together with both experienced information users and those who are new to the area.  

Partnership working needs to happen throughout every stage of information production: at the outset; testing rough drafts; involving people in information production and testing the final draft before it goes public.  Evaluating the information after it is produced is also important.
Further Guidance is available in: Rodgers J., Townsley R., Tarleton B., Folkes L., Mears C. et al. (2004) Information for all: guidance. Published at http://www.easyinfo.org.uk [accessed on 20 December 2005] 

Information for carers

These recommendations are echoed in advice on presenting written  information to family carers (Mitchell and Sloper, 2002). Six issues emerged as standards of good practice:  

· Attractive front covers were felt to be very important.  Colourful and interesting designs were preferred; black and white guides were felt to be bland and uninteresting.

· Parents valued guides with clear and easily accessible referencing systems, such as colour-coded chapters and good indexes. In addition, comprehensive and up-to-date contact details were essential, not only addresses and  telephone numbers but also (if possible) contact names.

· Parents looked for guides with a chatty manner and a reassuring tone that sent out the message ‘it is OK to ask for help’. This made people feel more comfortable and confident about seeking support.

· Guides providing holistic support, in terms of multidisciplinary and multi-agency service information for the whole family, were regarded as crucial.

· Ultimately, information guides, whether in-depth or shorter and more succinct, were wanted and expected by parents and practitioners alike to cover a broad and comprehensive range of subject issues and areas. 

· Guides that managed to interweave service information with everyday advice and explanations were also wanted, as they were felt to be more interesting and useful than those that simply gave a list of names and addresses.  Using parents’ comments in the text made guides ‘more personal’, and clear definitions of services, professionals’ roles and acronyms were regarded as useful, because all too often this sort of knowledge was omitted. 

Although it is possible for carers to use the same materials as those produced for people with learning disabilities, there may be a need to extend the information to make carers better able to fulfill their support functions.

1.7  Attitudes to people with a learning disability

Most people questioned in opinion polls in Ireland – North and South- have had little or no personal contact with a person who has a learning disability; including those living adjacent to services.   Only around one quarter of persons report any form of personal contact.  Nevertheless the majority of people in Northern Ireland are supportive of their social inclusion in mainstream schooling, employment and leisure (Spollen et al, 2004).  Those who have had personal contact are more positively disposed to helping them and are willing to support their participation in society than those with no contact.  Difficulties in communicating are often cited as a reason for anticipating problems in meeting people (McConkey, 1987). 

A survey involving over 1,000 people in N. Ireland contrasted the confidence of nurses and therapists in mainstream health services at meeting people with learning disabilities of around the same age as themselves, with that of staff who worked in learning disability services and of university students who had no involvement with health or social services (McConkey and Truesdale, 2000).   Staff in learning disability services had significantly higher confidence scores at meeting people who had learning disabilities than did nurses and therapists who in turn had significantly higher scores than did students.  However a different pattern held with ratings given to meeting a person with physical disabilities.  Nurses and therapists rated their confidence as higher than on meeting a patient with a learning disability.   However those nurses and therapist who had previous professional (rather than social) contact with these patients were more confident. 

Similarly are study contrasting 168 dental undergraduate students with 80- social policy students in Northern Ireland (Coyle et al, 2004) found that dental students had significantly lower mean scores and hence less favourable attitudes to learning disability compared with social policy students.  But female dental students had significantly higher mean scores and hence more favourable attitudes compared with male students.  The authors propose that dental students should have early exposure to learning disability in a community setting in their first undergraduate years and in later undergraduate clinical years, students should treat patients with learning disability.  This would promote experiential learning and reflective practice.
The attitudes of GPs in Northern Ireland have also been investigated.  Those who had taken part in a health screening project in one trust area were more favourably disposed to undertaking health screening within their practice either alone or in association with specialist nurses, whereas those who had been uninvolved in the project continued to opt for specialist provision (McConkey, Marshall and Moore, 2002).

These findings echo those reported in the wider literature, namely positive attitudes are fostered through personal contact and opportunities to develop self-confidence in meeting and communicating with people who have a learning disability. 
Conclusions

· People with a learning disability are the largest group of persons with a disability aged under 65 years of age.  In future years the numbers will increase with more living into old age.  

· They and their families are also more likely to experience poverty.  

· They have particular difficulties in acquiring and understanding new information.  Most experience difficulties with verbal communication.  Few are functionally literate.  A growing literature is available on methods of enhancing verbal and written communication with this group.

· A range of services is now provided to meet their specific needs with increased emphasis placed on their social inclusion and use of mainstream services.  

· Community attitudes to people with a learning disability are broadly positive although certain healthcare professionals appear less confident in dealing with this group of clients.  

Section 2:  Health issues and people with a learning disability. 

This section provides a definition of health and health inequities and introduces the concept of health literacy.  The health disparities experienced by people with learning disabilities are outlined and a summary given of the barriers they experience both in accessing services and in accessing health information.  The favourable outcomes resulting from health interventions with this group are summarised and successful strategies identified. 

2.1  Definitions of health; health inequities and health literacy

The mostly widely accepted and longstanding definition of health is that of the World Health Organisation (1946) 

‘health is a state of complete physical, mental and social well-being and not merely the absence of disease or infirmity’ 

This emphasises that health is a broader concept than physical health which must also include mental and social well-being. It also highlights how health is about the presence of attributes and abilities (a positive concept) and that the absence of ill health does not of itself constitute the presence of health. 

Graham (2005) concluded that despite economic growth even in richest societies, the highest attainable standards of health enjoyed by those in the highest socio-economic group remain out of reach of those below them.  Indeed social inequalities have become more entrenched in Ireland and Britain.  Poor children mostly live in public housing, attend public-funded schools and depend entirely on public-funded services for their health and social care.  Many of these experiences are shared by people with disabilities.  Hence health improvement must also feature in welfare and education policies.

The Investing for Health Strategy in NI (DHSSPS, 2002) acknowledges that the factors which contribute to poorer heath are ‘complex and inter related’ (DHSSPS, 2002).  These include:

· Disadvantage and social exclusion (poverty, unemployment, low educational achievement and poor social and community environment (including crime)

· Living conditions

· Working conditions

· The wider environment

· Individual’s behaviour and way of life
To this list can be added the biological impairments that many people with learning disabilities experience (see Section 1).  However Fleming (1999) notes that “It should not be assumed that the presence of a disability necessarily lowers health status – individuals can still achieve optimum physical health status, for them, within the constraints of their disability” (p. 231). 

The following values underpin the Investing in Health Strategy within Northern Ireland. 

· Health is a fundamental human right;

· Policies should actively pursue equality of opportunity and promote social inclusion;

· Individuals and communities should be fully involved in decision making on matters relating to health;

· All citizens should have equal rights to health, and fair/equitable access to health and health information according to their needs. 

This strategy required each Health and Social Services Board to take the lead in establishing a local multi-sectoral partnership to ensure that actions to improve health are properly co-ordinated and that a plan of action is agreed to improve the health and well-being of the local population in line with the priorities agreed in the strategy.  All four Partnerships have produced their first Health Improvement Plans (HIPs) setting out how they plan to address the identified health and well-being needs of their local populations.  Four Health Action Zones have been established that also bring together a variety of stake-holders along with ‘Healthy Cities’ and ‘Local Strategy’ Partnerships.  

To date no evaluation appears to have been undertaken of these initiatives and the impact, if any, they have had on the health of people with learning disabilities.  The latest Update (Health Promotion Agency; 2005) makes sparse mention of disability and only in the context of transport and the arts. 

Health inequities

Whitehead (1992) defined health inequities as:

‘differences in health that are unnecessary, avoidable, unfair and unjust’ (p. 430). 

She provides a framework for considering whether or not differences are avoidable and unfair by listing seven determinants of health differences among population subgroups.

1. Natural, biological variation.

2. Health-damaging behaviour if freely chosen, such as participation in certain sports and pastimes.

3. The transient health advantage of one group over another when that group is first to adopt a health-promoting behaviour (as long as other groups have the means to catch up fairly soon).

4. Health-damaging behaviour where the degree of choice of lifestyles is severely restricted.

5. Exposure to unhealthy, stressful living and working conditions.

6. Inadequate access to essential health and other public services.

7. Natural selection or health-related social mobility involving the tendency for sick people to move down the social scale.

From her review of the literature, Whitehead considers only the latter four determinants to be indicative of health inequities; that is, differences that can be said to be avoidable and unjust.  These certainly apply to people with a learning disability (Queliette-Kuntz, 2005).  

Braveman and Gruskin (2003) further comment that:  
Equal opportunity to be healthy refers to the attainment by all people of the highest possible level of physical and mental wellbeing that biological limitations permit, noting that the consequences of many biological limitations are amenable to modification.
Obvious examples would be hearing aids and spectacles as would be medications and surgical procedures. 

Health literacy

Nutbeam (2000) stresses the importance of health literacy as an outcome of health promotion.   WHO define it thus: 

“Health literacy represents the cognitive and social skills which determine the motivation and ability of individuals to gain access to, understand and use information in ways which promote and maintain good health. 

Health literacy means more than being able to read pamphlets and successfully make appointments. By improving people's access to health information and their capacity to use it effectively, health literacy is critical to empowerment”. 

Nutbeam (2000) notes that improving health literacy in a population involves more than the transmission of health information, although that remains a fundamental task.  In addition, people need to be helped to develop confidence to act on that knowledge they are given as well as the ability to work with, and support others.  He argues that this will best be achieved through more personal forms of communication, and through community-based educational outreach.  

The latter observations are especially pertinent to people with learning disabilities and other socially disadvantaged groups.   This explains the apparent failure of many health promotion campaigns to impact on such groups.  
2.2 Poorer health and increased risk of morbidity 

In the past decade empirical evidence has accumulated as to the health disparities among people with learning disabilities.   These are summarised in a range of reports from UK, USA and for the World Health Organisation (see references). 

Various screening studies have been undertaken in Northern Ireland and the unmet physical health needs identified are summarised in Table 2.1.  Those that occur more commonly are listed first.

Table 2.1: Overview of the findings of unmet health needs during health screening projects for people with a learning disability in Northern Ireland

(Meehan et al., 1995, Barr et al., 1999; Leggett, 2001; Marshall et al., 2003a; McConkey,Barr et al., 2003)

	Areas of health screen
	Examples of conditions detected

	Weight
	Obese, overweight, underweight

	Oral Health
	Poor oral hygiene, loose teeth, tooth decay, gum infection

	Ears
	Excess ear wax, hearing difficulties

	Eyes
	Cataracts, reduced vision

	Feet
	Corns, verucca, fungal infection, damaged nails / nail beds, poor circulation

	Blood pressure
	Hypertension, hypotension

	Skin / Hair
	Dry scalp, dandruff, varicose veins, eczema, psoriasis, acne

	Urinalysis
	Glucose, protein and blood present

	Testicles
	Undescended, swollen underdeveloped

	Breasts
	Inverted nipple, skin tags, breast lumps and male breast enlargement

	Blood tests
	Hypothyroidism, diabetes

	Gastrointestinal
	Pain & discomfort, reflux problems, peptic ulcers, constipation)

	Continence problems
	Reduced continence, urinary tract infections, pain & discomfort.


Mental health needs 

Less attention has been paid to mental health.  Bouras (1999) states that people with a learning disability can experience the same range of mental health problems in virtually all categories of ‘psychiatric disorders’, and more importantly all of which are more prevalent in this population than in the general population (Deb, Holt and Bouras, 2001).  An IASSID report to WHO (2001) estimated that the rates of mental disorders (including behaviour disorders) are high, with a lifetime prevalence of nearly 50% in people with severe or profound intellectual disabilities, and about 20% to 25% in people with milder intellectual disabilities’ (p. 11).

In Northern Ireland, depression (27.9%) and psychotic disorders (21.4%) were the two main mental health problems identified in an in-patient population (McConkey, Marriott et al, 2002).  

However a mental health problem is often undiagnosed in this population. There appears to be a heavy reliance on medication and on the use of inpatient beds when a crisis occurs (Taggart, 2001).  The promotion of positive mental health seems to have low priority.  

The Health Promotion Agency for NI is leading on the DHSSPS’s Strategy on Promoting Mental Health
.  Although this mentions learning disability in an Annex as an ‘at risk’ group there is little indication as to how the strategy described will be operationalised for this group.

There is likely to be a heightened incidence of dementia among people with learning disabilities and especially those with Down Syndrome.  This may start at an earlier age than with the general population.  These individuals are also prone to develop additional physical health problems (McCarron et al, 2005).   A DHSSPS strategy on dementia is apparently on hold until after the Review on Mental Health and Learning Disability reports.  Hopefully its recommendation will take further the aspiration in the Equal Lives Report  (p.93) that people with learning disabilities will have access to support and expertise from mainstream dementia services which does not appear to be the case at present.

Accidental injury

An increased incidence of accidental injuries occurs in people with learning disabilities.  In a survey of over 1600 group homes in New York State, about 7% of residents had had a bone break or fracture in the past 12 months, 4 % had a head injury, 10% experienced a fall resulting in tissue injury and 4% had had a cut requiring medical attention.  As many as 30% used Accident and Emergency services in a 12 month period (Janicki et al, 2002).  

Various reasons account for a heightened risk of injury: mobility and vision impairments; skeletal problems and osteoporosis (Turner and Moss, 1996).  

Accident prevention strategies are noted in the DHSSPS Report: ‘A five year home accident prevention strategy and action plan (2003)
’.   Although the particular needs of people with disabilities are referred to, no specific actions are noted to address their needs.  
Targets for better health 

An international working group identified 15 health targets for adults with an intellectual disability
.  These targets address conditions that are highly prevalent, easily detected and amenable to available treatments or preventive efforts.  The adoption of these targets by countries, supported by provision of services necessary for their achievement, would be an important step in promoting the health of people with intellectual disability (Beange et al. 1999).  

The targets recommend the following action: 

1. assess dental health regularly; 

2. assess hearing and vision regularly; 

3. assess nutritional status regularly and treat disorders such as underweight and obesity; 

4. prevent and treat chronic constipation; 

5. review epilepsy treatment; 

6. screen for thyroid disease; 

7. identify and treat mental health problems; 

8. identify and treat gastro-intestinal disease and Helicobacter pylori infection (there is a high incidence of this infection among people who experienced institutional living. It leads to peptic ulcers and gastric cancer deaths.);

9. identify and treat osteoporosis; 

10. review medications frequently; 

11. ensure full vaccination status; 

12. provide exercise opportunities; 

13. organise regular physical assessment and review by a medical practitioner; 

14. refer to a genetic clinic any patient without a definitive aetiological diagnosis; 

15. arrange mammograms and pap smears as for the general population

In a survey of over 1,300 persons in residential accommodation in New Zealand, over 70% had a health need that required attention(Webb and Rogers 1999).  

The most common referrals were for: 

· health protection such as vaccination, regular checks for existing conditions and smoking cessation; 

· referral to an optician for sight testing, glaucoma and cataracts; 

· haematological testing, medication levels, cholesterol, blood sugars and hepatitis testing; 

· weight, obesity or underweight management; 

· ENT services such as hearing tests, aids, wax, speaking and swallowing aids/treatment and lumps behind the ear; 

· gynecological and other women’s health concerns such as menstruation, cervical smears, mammography, breast lumps and uterine tumors.

Health of family carers

The health of family carers is also worthy of consideration because of the influence it may have on the access to healthcare for their relatives with a learning disability.  Many adult persons with learning disabilities continue to live with elderly family carers.  McGrother et al (1996) reported that these carers had 40% more limiting health disorders compared to the general population, with depression almost four times more common among female carers.  They noted that divisions between health and social care services cause hardship and inequality.   

The poorer health of carers is present from childhood and more prevalent among single carers (McConkey, 2005a). 

2.3 Barriers to accessing health services

This section reviews the access that people with learning disabilities have to health services.  This serves as a further indication of their need for healthcare information as well as forming their primary means of receiving it due to their dependency on verbal communication and explanation.  A later section will focus specifically on access to information.

The views of people with a learning disability 

In 2002, a series of focus groups were held across Northern Ireland with people who have a learning disability which discussed a number of topics including health and access to services. The findings of this research reported that some people with a learning disability expressed fear due in part to uncertainty about what happens when they go to health services and compounded by previous negative experiences during earlier contacts with acute general hospitals or health professionals (DHSSPS, 2002). 

Several of these points have most recently been echoed within ‘We have a dream’ (a report prepared for the Equal Lives Review - DHSSPS, 2004) which emphasises the importance of health professionals’ communication in the provision of information, listening to people with a learning disability and engaging directly with them rather than the parents / carer or professional who accompanies them.  

Similar points have also been made by people with a learning disability who have participated in focus groups or individual interviews in England who have also reported a number of difficulties during their contact with acute hospitals. These have largely focused on being provided with limited information or explanations about what is going on and not feeling involved in the discussions and decisions that have taken place (Foundation for People with Learning Disabilities; Hart, 1999; Mencap, 2004; Cumella & Martin, 2004). The confusion and fear that can arise from limited explanation and attempts to engage with people with a learning disability may result in difficulties in achieving informed consent and the required level of co-operation for the necessary investigations or treatment to be completed (Hart, 1999; Barr, 2004).  People also report that unhelpful and negative attitudes from healthcare workers deters them or stops them from asking for help (NHS -SDO, 2004).

Research studies

In a survey of 102 general practitioners and 35 practice nurses / nurse practitioners in the WHSSB area which asked people for their perceptions, 37% of general practitioners and 20% of nurses felt people with a learning disability used the practice as frequently as people who do not have learning disabilities, whilst 13% of general practitioners felt they used it more often. However the majority of nurses (63%) and 44% of general practitioners felt they used it less often (Finlay, 2002).

A number of factors have been identified as potential barriers for people with a learning disability having equity of access to health care services. These include factors that may arise from the characteristics of the person with a learning disability, the previous experience of people with a learning disability, the abilities of professionals, the structure of services and negative attitudes towards people with a learning disability (Meehan et al, 1995; Baxter & Kerr, 2002).

· Assumptions by professionals and carers that any changes in behaviour or health status are due to the presence of learning disabilities and therefore not taking any action; 

· Inability of the person to communicate needs / symptoms, such as pain, discomfort, reduced physical or sensory ability;

· Failure of family carers or paid carers (e.g. service staff) to recognize when health care is needed; they are not knowledgeable enough to access adequate care and maybe reluctant to seek medical or nursing attention when required;

· Carers who were in poorer health or who had more than one person with special healthcare needs find it more difficult to access healthcare;

· People with learning disabilities and paid carers may not be able to recount a medical history;

· Difficulties of primary care professionals in assessing needs owing to insufficient training, equipment, or motivation, 

· Problems due to the physical impairments of people being examined/ treated 

· Uncoordinated systems of healthcare which people often have to navigate on their own. 

· Fears of unknown places and investigations, leading to non co-operation on the part of the person with a learning disability.  This may be compounded by challenging behaviour, such as hyperactivity, shouting or self injurious behaviour.

· Medical terminology not explained in simple terms to people with learning disabilities and their carers.

· Lack of specialist health screening for people with a learning disability.

Impact of rurality

Lishner et al (1996) identified further obstacles encountered by people with disabilities living in rural areas.   They proposed alternative service delivery strategies including:

· Access to regional centers of specialized care for obtaining information, training; 

· use of telemedicine to provide consultation by urban specialists to practitioners in remote areas; 

· use of trained, nonprofessional community workers, 

· outreach teams and mobile service units; 

· better networking to reduce the isolation of rural health care providers; 

· coordination and case management; 

· more efficient use of available local resources; 

· community workshops to raise citizen awareness of the needs of people with disabilities.

Contact with acute general hospital services

Mencap (1998) drew attention to need for hospitals to provide a better service to patients with learning disabilities.  Among their recommendations were:

· “Hospitals should have specific policies for emergency admissions of people with learning disabilities; 

· Out-patients departments must avoid delays for those who find waiting difficult and may cause distress to themselves and others.

· Hospitals should have policies for pre-admission planning which address the level of nursing care required to provide a safe environment, to ensure cleanliness and to give support with meals as required.

· All hospital staff should receive more training in learning disability and associated conditions.

· A designated nurse with confidence and understanding in learning disabilities should be the lead person for the care of an inpatient with a learning disability.

· Hospital Trusts should provide information to their staff on local learning disability services, and access to advice on disability issues”.
In Northern Ireland, information was obtained from the parents and carers of 211 people who had contact with acute general hospitals in the WHSSB area between 2001-2003 (Barr, 2004). Between 2001-2003, a minimum of 211 people with a learning disability had contact with one of the three acute general hospitals in the WHSSB at least 525 times in total.   Over this time 106 people with a learning disability spent a total of at least 366 days in acute general hospitals. In addition to this, a large number of people attended hospitals for outpatient appointments several times over the previous two years. 

Focus groups with nursing staff and family members showed that: 

· Limited use is made of opportunities for the use of pre appointment / pre admission assessments and advance planning. 

· People with a learning disability are often excluded from key discussions and decision about their care 

· Nursing staff have limited knowledge and skills in relation to working with people with a learning disability.

· The hospital environment should be made more comprehensible to patients through the use of symbols, colour codes and photographs.  

· The majority of parents and carers perceived the need to remain in hospitals for the duration of contact in order to ensure the person with a learning disability received adequate care and supervision. 

· More effective liaison arrangements between acute hospitals and learning disability services need to be put in place.

The above findings are similar to those reported for other parts of the UK (e.g. Mencap, 1998, Cumella and Martin, 2004).

2.4 Barriers to accessing health information  

Many of the foregoing factors also prevent people with a learning disability from accessing health information as they are overly dependent on face-to-face communication.   If they are denied opportunities to see health professionals or if their consultations are foreshortened, then they are further disadvantaged. 

A high proportion of people with learning disabilities are on some form of medication; sometimes inappropriately as in the case of psychotropic drugs (Wilson et al, 1998).  European Community directives require that patient information leaflets should be supplied with all dispensed medications.  However few of these are suited to people with learning disabilities (Strydom et al, 2001).  Moreover often they (and their carers) are unaware of the reasons why the medication has been prescribed; the potential side-effects of them; the combinations that should NOT be taken, alternatives to medication and the need for a review of all medication (Ashcroft et al, 2000, Heslop et al, 2005).  

More generally, there are other significant barriers to accessing health information (e.g. Mencap, 2004):

· Inability or difficulty in reading and understanding published material or technical terms by both people with a learning disability and by their carers. 

· Lack of health information that is presented in accessible and understandable formats (see later).  This includes appointment letters; information sheets and medication instructions.  

· Similarly a lack of accessible health promotion information on topics that are of particular relevance to people with learning disabilities. 

· Health care providers do not see it as their responsibility to address the needs of people with learning disabilities; they presume specialist learning disabilities do this, 

· Health promotion is often not a priority in the environments where people with learning disabilities live, work, learn, and socialize.  Opportunities should be provided to inform, support, and reinforce healthy lifestyles.
· The health-promoting knowledge and habits of service staff, family members, co-workers, and others is not seen as a help to individuals with learning disabilities to protect and maintain their health.
· Specialist learning disability services do not refer people with learning disabilities to mainstream services who can provide advice and guidance.  Similarly these services may refuse to take referrals of people who have been labeled as having a learning disability. 
· Mainstream health promotion strategies take little or no cognisance of the needs of people with learning disabilities.
· There is no co-ordinated system for promoting the health and wellbeing of people with learning disabilities. 
2.5  Improving the health of people with learning disabilities 

A fundamental premise underpinning the need to provide healthcare information is that it will result in better health.  This begs the question, can the health of people with learning disabilities be improved?  

An increasing number of studies provide empirical evidence that health gains can be made with people who have learning disabilities.  However it must be admitted that such evidence is limited as the focus to date has largely been on identifying health disparities and vulnerabilities but even here adequate comparison with non-learning disabled groups are often not made (van Schrojenstein Lantman de Valk, 2005).  Moreover, as noted earlier the presence of a disparity does not in itself constitute a health inequality.  

But if there are suitable interventions for overcoming a health disparity which are not equally available to people with a learning disability (or to other social groupings) then an inequity would exist (see section 2.1).   

It might also be argued that health interventions targeted specifically at people with learning disabilities and which produce evidence-based gains for them could lead to health inequities if they are not made available to people living in another region or area.  (This is sometimes known as the ‘postcode lottery’ to reflect differential access to services and information.) 

Hence in this section the evidence for health gain in this population is reviewed resulting from health screens
 alongside changes in GP attitudes and practices.  Studies focussing on specific health outcomes are also reviewed.   

Health Screening

There is increasing evidence that a health screen (that includes a medical examination by a GP in association with practice nurses or other nurses) does identify a range of conditions that are amenable to treatment which had previously been undiagnosed or unnoticed in people with learning disabilities.  

Webb and Rogers (1999) found that 73% of 1300 people screened in New Zealand required health actions.  Most of these were health promotional activities.   Some of the health actions were reviews of existing treatments, especially longstanding medication regimes for which more recently developed and efficacious options are now available.  A noteworthy number involved life-saving actions; for example, the provision of a pacemaker, surgery for previously undetected melanoma and mastectomy. 

Martin (2003) found that following on from an average of 56 screens per year over a five-year period, over half interventions could be done within primary care and the screening had highlighted continuing treatable conditions that otherwise might not have received attention.

Similar data on health screening in Northern Ireland was reported by Barr et al (2000), Marshall et al (2003a) and McConkey et al (2003).   Although there is less convincing evidence in these studies that remedial actions were undertaken unless the screens were done within a GP practice.  

More specific screens have also been productive.  Over 500 athletes taking part in a Special Olympics event in England had eye screening (Woodhouse, Adler and Duignan, 2004).  In all, 15% never had optometric eye examination; 19% had refractive error; 32% had ocular abnormalities and 6% were visually impaired. Also 15.6% had blephartis (a readily treatable condition that causes discomfort),  9% had lens opacities of which half were impairing sight.    Referrals were made as appropriate although no data was provided on actions taken. 

Cumella et al (2000) obtained information on the dental health of 60 persons either through interviews or examination.  They found that respondents were largely unaware of the presence of caries and gingival problems in their mouths, and relied on appearance and the absence of pain to judge the condition of their teeth.  Moreover carers had difficulty in knowing whether a client was in pain which suggests that dental problems are often undetected and untreated in this group.  

Barr et al (2003) undertook a survey of dental services in the Northern HSS Board and identified various improvements that are needed.  These included access to dental treatment under general anesthetic; promoting the role of the Community Dental Service among general dentist practitioners and sessions on the treatment of people with learning disabilities featuring in the undergraduate and postgraduate curriculum for dentists. 
Who screens?

To date the two main options for general health screening have been community learning disability nurses (employed as part of the specialist learning disability service) or GPs in association with practice nurses.   Both approaches have shown to be effective (e.g. Hunt, Wakefield and Hunt, 2001; Martin, Roy and Wells, 1997).  

Martin (1999) compared a variety of primary health care models for people with learning disabilities and stated that health checks undertaken by Community Learning Disability Nurses were useful in that they:

· Help to profile people with a learning disability;

· Identify some of their health needs;

· Promote patient/carer involvement in care;

· Allow for time and ease of service.

He further stated that GP-led health checks were an enhancement to nurse-led health checks in the following areas; 

· Provision of a more comprehensive health check

· Identification of wider range of health needs

· Prescribing interventions and onward medical referrals

· Ensuring health needs are met.

GP involvement is essential although community learning disability nurses could usefully link with local practices to assist with these screenings as has happened in certain parts of Northern Ireland (McConkey et al, 2002).  The issue then becomes one of the capacity and competence of GPs to undertake this work. 

GP attitudes

People with learning disabilities appear to consult with their GPs at equivalent rates to other patients although they appear to get less preventative care than do other patients (Whitfield, Langan and Russell, 1996)

Various studies undertaken in Britain suggest that GPs are unwilling to take responsibility for structured health screening of this client group (e.g. Kerr, Dunstan and Thapar, 1996) although they do recognise a responsibility to provide medical care for such persons living in community settings (Bond, Kerr, Dunstan and Thapar, 1997).    Stein (2000) reported wide variation in GP attitudes within one Health District of England;  around half of GPs positively disposed to the provision of health screening to this group but most were cautious about offering cervical cancer screening to women with learning disabilities. 

However other studies suggest that doctors, along with other members of the primary care teams, have limited knowledge of the health care needs of people with learning disabilities (Thornton, 1996); of what constitutes a learning disability, and of the services available to this client group (Marshall et al, 1996).    

Among the particular difficulties identified by GPs were their lack of training and experience to deal with this client group, consultation time constraints and examination difficulties (Lennox et al, 1997; Mencap 2004).   Martin (2001) has noted that changes are needed in the attitudes of GPs and possibly in their working practices (e.g. the time available for consultations) before they can effectively undertake this work.  

Practice nurses

A survey of practice nurses in one area explored the difficulties they encountered in working with this patient group.  These included dilemmas around lifestyle and psychosocial issues such as overeating and alcohol abuse which raised ethical questions about control, freedom and lack of support for people with learning disabilities living in the community and indicate that there are enduring obstacles between specialist and generic services.  The most frequently expressed concern was about people with learning disabilities not attending for appointments. This included asthma management, and depot and contraceptive injections.  The second most frequently expressed concern was about the process of consent and medical decision-making in providing cervical screening.  This was accentuated by fears of accusation of abuse when conducting intimate procedures and patient distress during procedures, resulting in their abandonment.
Changing practice

GPs who had referrals to them from a screening programme undertaken on their patients by community learning disability nurses were more disposed to becoming involved in the provision of health screens than doctors who had no involvement (McConkey, Marshall and Moore 2002).

GPs found the provision of a comprehensive health assessment tool for use with their patients who had learning disabilities particularly helpful (Lennox et al, 2001).  A number of similar tools are readily available including one developed in Northern Ireland (Marshall, Moore and McConkey, 2003).  This served both an educative function for the GPs as well as providing a communication tool for use with patients.

Lennox et al (2003) found that asking GPs about their beliefs about the importance of health issues for people with learning disabilities and whether or not they had a role in dealing with them, was sufficient to increase their willingness to attend to them.   However other suggestions were the need to increase the length or frequency of consultations, developing reminder cards for health screens/reviews, and providing education to individuals and carers so they can more proactively seek appropriate health care from GPs.
Melville et al (2005) developed a training intervention aimed at primary care staff (mostly practice nurses) consisting of an information pack and a face-to-face training session.  Participation in the two components of the training intervention was associated with significantly greater change in participants’ ratings of their knowledge and self-efficacy than those receiving the training pack alone.  This is one response to the call of Mencap (1998) for disability awareness training to be carried out with medical and non-medical personnel
The training pack is available to download from the Glasgow University Affiliated Programme in Learning Disabilities website at http://www.gla.ac.uk/departments/psychologicalmedicine.

Specific Health Issues

A number of research studies have looked at improving the health of people with learning disabilities; reducing overweight and obesity, women’s health and smoking.   However a great deal more research is required to cover all the health issues that have been identified with this population (see Section 2.2) and the studies reviewed here are illustrative of the approaches that may be required.

Overweight and obesity 

Interventions designed to reduce obesity also report promising results although many report only short-term effects and hence the sustainability of the weight loss is not known.  

Marshall et al (2003b) held 6 or 8 health promotion sessions at three locations with the aim of promoting exercise and a healthy diet.  Participants had their weight taken at each session and their BMI scores compared before and after the sessions ended.  Most participants lost weight and had a lower BMI;  two people who had been overweight were now classed as normal; one person shifted from obese to overweight and three ‘very obese’ people became ‘obese’.

Chapman, Craven and Chadwick (2005)  report how  a healthy living coordinator carried out home visits with attendees at a day centre who were either overweight or obese to give advice and to design an activity programme in conjunction with support staff and relatives.  Health promotion information along with details of local resources was provided and baseline and follow-up measures of weight were taken at three time points.   Over 12 months; the group which received this input, their BMI (a measure of obesity) fell by average of 2.5% whereas the non-input group rose by 1.5%.  

Heller et al (2005) organised a 12-week, 3 days per week, exercise and health education program for 32 adults with Down Syndrome and had a ‘no intervention’ contrast group who had.  Compared to controls, the training group showed significant changes in attitudes towards exercise, including increased exercise self-efficacy, more positive expected outcomes, fewer cognitive–emotional barriers, improved life satisfaction, and marginally lower depression.

Thus it is possible to effect change using planned and systematic approaches. 

Women’s health

Several studies have focussed on women’s health in particular.  Davies and Duff (2001) surveyed women aged over 50 years living in group homes and found that only one-third regularly carried out breast checks and a similar proportion had been invited for mammography.  They concluded that GPs and practice nurses currently played very minor roles in breast screening for this population.

Lunsky et al (2003) described an 8-week curriculum, 'Women Be Healthy', developed for women with intellectual disabilities to help them become more equal partners in their health care. The curriculum included psycho-education, coping skills training, exposure to the medical setting and assertiveness training.  Twenty-two women completed the programme and they showed significant improvements in health knowledge, health behaviour beliefs and coping strategies following intervention, and maintained some of these treatment gains (health knowledge and health behaviour beliefs) at a 10-week follow-up.

McCarthy and Millard (2003) found that most women with learning disabilities whom they interviewed did not know or recognize the commonly used terms (e.g. menopause or ‘change of life’). Therefore, these need to be explained at an early stage and reminders should be given frequently. The use of pictures and other visual resources is strongly recommended.  They also note that menstruation and menopause-related vocabularies in symbol and signing systems are also important.  

Smoking

The proportion of people with more severe learning disabilities who smoke is low but this is not always so for people with milder forms of disability.  Tracy  and Hosken (1997) report that 55% of participants in a specially developed course on smoking reduction, either cut down or quit.  Participants also shown increased concern about the effects of smoking on their health. 
Health promotion and choices

Jobling (2001) questions whether health education receives sufficient attention with people who have a learning disability and suggests that it requires greater attention in schools and community settings.   She identifies three important areas – physical activity, general health knowledge and social support for health.  Continuity of health education allied with inter-professional coordination and cooperation are essential. 

Information and Education Resources

A growing number of resources are available which have been designed to be used specifically with people who have a learning disability.  These are listed by topic under the main suppliers.  (NB. Additional training packs aimed at paid carers are also available.)  

British Institute of Learning Disabilities   www.bild.org.uk
‘Your Good Health’ is a set of 13 illustrated booklets to inform people with a learning disability about health issues and explain how to get help for a variety of health issues.   Titles include: Coping with Stress, Looking after your teeth, exercise, eating and drinking, seeing and hearing, sex and using medicines safely. 
Pavilion Publishing   www.pavpub.com 

Among the packs available are: 

· Feeling Poorly: Developing skills to communicate pain and symptoms of illness.

· Food, fitness and fun!  Weight management and nutrition for people with learning disabilities.

· Thumbs Up!  Assertiveness skills for people who have a learning disability. 

Royal College of Psychiatrists (in association with St George’s Hospital, London)  

www.rcpsych.ac.uk/publications/bbw/bbwtitleaz.htm
The Books Beyond Words series has various health related titles including: Getting on with cancer; Going into Hospital; Going to out-patients; Looking after my heart,; Looking after my breasts and Looking after my balls (testicles). 

Foundation for people with learning disabilities  www.learningdisabilities.org.uk
These publications tend to focus on mental wellbeing and include: All about feeling down; What’s important to you? 

Mencap   www.mencap.co.uk 

A booklet called You and Your Health: A basic guide to being healthy is available as a free download.  It covers diet, exercise and health checks. 

Information Leaflets

Very few studies have actually investigated the impact of information leaflets on people with learning disabilities.   Strydom and Hall (2001) produced leaflets to explain psychotropic medication to patients with mild learning disabilities.  These conformed to the quality standards noted earlier.  One group received both leaflets and verbal information; another only the verbal information.  They found that participants in the leaflet group had significantly reduced medication knowledge and understanding. There were no significant differences between the groups on satisfaction with clinicians and medication.  They concluded that a patient information leaflet may confuse people with mild learning disabilities in the short term as they struggled to follow its meaning.  The importance of monitoring health interventions is stressed.

Policy initiatives

The Equal Lives Review identified a series of recommendations for improving the physical health of people with learning disabilities.  (These build on similar recommendations made by similar policy documents in England and Scotland.)   It is recommended that:

· All generic health strategies, published at Department, Board and Trust level, should make specific reference to the needs of and impact upon people with a learning disability.

· With immediate effect each General Practice facility and Acute General hospital within Northern Ireland, should have clear and formalised arrangements in place to facilitate equity of access to services for people with a learning disability. 

· With immediate effect each General Practice should have an identified link person within their local Community Learning Disability Team with whom they work collaboratively to facilitate better access for people with learning disability within Primary Care settings.

· Each General Practice should establish robust medical records and health data about people with a learning disability on their practice register.

· By 2008 resources should be made available from within primary care to appoint within primary care a Health Facilitator for each 110- 120,00 population.

· By 2008 a Health Action Plan will be developed, as a part of the person centred planning process, which is to be set in place for all those with a learning disability in contact with Health and Social Services agencies.

The recommendations contained in a report on Mental Health Promotion
 under the aegis of the Review of Mental Health and Learning Disability (NI) also identified significant initiatives that are required to make information and services more accessible with respect to emotional wellbeing and mental health.  

Conclusions

Evidence of health gain among people with learning disabilities is relatively sparse.  This is not surprising if there are no well-established mechanisms for identifying health problems.  Thus far the emphasis has tended to be on health screening and the role of primary care doctors and nurses in this.  

The need for specific health checks was also identified for example screening for vision defects; for dental problems and cancers.

Examples have been given of health interventions to reduce obesity, women’s health and smoking.   These usually were provided as a special effort by specific personnel over a sustained period of time; for example two months.  However there is little evidence that health promotion is an integral part of service delivery to this client in either specialist or primary health care.

Policy initiatives have identified the need to develop health action plans for each individual with a learning disability and they propose the appointment of a dedicated staff member to co-ordinate the various agencies involved in creating health gains.  

Section 3: A framework for promoting the accessibility of healthcare information.

The provision of healthcare information is a complex and intricate task especially to people with a learning disability.  This section outlines a framework that identifies the different components that need to be considered and makes suggestions as to how the proposed Investigation might be conducted. 

3.1  A framework for accessing healthcare information. 

Gulliford et al (2001) in their examination of access to healthcare, drew a distinction between having access and gaining access.  The former was taken to mean that a suitable service was available and physically accessible whereas gaining access is when the user successfully gains entry into and uses a service appropriate to their needs.  This distinction can equally be applied to accessing healthcare information for although it might be available, this does not necessarily mean that the people can easily gain access to it. 

Four major dimensions of access were defined as: 

· wider determinants of health (pre-existing factors determining health and social policies affecting the health and wellbeing of the population);

· identification of need (personal recognition);

· organization of health care (physical access dimensions);

· entry access (first contact health services e.g. GPs) and continuing access (second or further contact health services).

Recognizing that the needs of people with learning disabilities are likely to differ from those of the general population, McNally and Alborz (2004) extended the Gulliford model to take into account:

· The chronic and complex health problems and care needs experienced by people with learning disabilities of all ages;

· Additional features of their help-seeking behaviour, in particular the crucial role played by third parties such as family or paid carers in access to health care for this group.

When the focus shifts towards healthcare information then a further dimension could be added, namely 

· the particular communication challenges faced with people with learning disabilities and ways of overcoming them. 

The literature presented in Sections 1 and 2 of this report, provides the detail around these various themes.   As a summary, this thinking about access can be summarised in the framework presented in Figure 3.1.   The themes are grouped into three levels that interact and influence one another. 
Figure 3.1. A framework for promoting access to healthcare information for people with a learning disability 


1. Predisposing factors to good health


2. Topics on which information is required


3. Accessing information


Level 1 includes three pre-disposing factors to good health.  

Social factors refer to wider issues around poverty and housing for example that can adversely affect a person’s health.  People with a learning disability and their advocates need to be aware of this information as they advocate for social change (Leeder and Dominello, 2005).

Social Policies also affect the health of citizens so again people with learning disabilities and their advocates should be informed about Government policies; especially those that are legally binding.   

Personal Motivation acknowledges that individuals or groups of persons need to be motivated to seek information.  This is a complex concept and motivation may well develop as people become better informed about their rights and the broader social factors that disadvantage them (Level 1). It may also be influenced by the factors noted in Levels 2 and 3.  The motivation of carers could also be considered here.

Level 2 refers to health specific information that is likely to be especially pertinent to people with a learning disability.  Three aspects are identified and these are elaborated in Figure 3.2.

Level 3: deals with access to information and further details of the three aspects noted is given in Figure 3.3

Figure 3.2:  The topics on which healthcare information is required for people with a learning disability


2.   Topics on which information is required



Figure 3.3:  Issues in accessing  healthcare information by people with a learning disability


3   Accessing information



3.2 Identifying priorities

The framework illustrates the complexity in the provision of health care information which is further complicated by the particular needs of people with a learning disability.  (Although some of these are likely to be shared with other marginalized subgroups.)

However certain factors included in the framework should be accorded greater priority than others.  This might be done on some or all of the following criteria.

· The factors on which there is a prima facia case that inequities exist and will continue to do so unless action is taken;

· The factors for which there is a clear legal or policy directive. 

· Those factors that are of particular concern to people with a learning disability and/or their advocates at the present time;

· The factors that affect a greater number of people than others;

· Those that are potentially life-saving or which can make a major impact on the quality of people’s lives;

· Those that are especially cost-beneficial; i.e. relatively low cost but potentially large return. 

· The lessons from certain factors may have a wider applicability to other issues or other subgroups in the population. 

To date there is relatively little empirical evidence to assist in deciding among these options, so much will depend on the judgement of people who are knowledgeable in the field and represented on the Steering Group.  

The following ‘short-list’ may be of assistance in identifying priorities for the proposed Investigation in Northern Ireland:

· The scope of the Disability Discrimination Act in relation to the provision of health services and health information.

· Information around primary health care services available in GP practices, especially in relation to health screening and the provision of training opportunities for staff – doctors, practice nurses and receptionists. 

· Information about the health services provided through the learning disability programme of care within HSS Trusts with particular reference to the provision of named workers or co-ordinators as a point of contact and links with primary care. 

· Information about dental hygiene and access to dental services.  

· Information about general hospitals with particular reference to Accident & Emergency and Out-patient clinics. 

· Access to healthy living information and supports; with particular reference to nutrition and exercise.  

· Access to information around the promotion of good mental health with particular reference to relationships, productive work and leisure pursuits. 

· Information relating to protection against bullying and abuse, and the available support services for those affected by this.

· Information provided about commonly prescribed medications and their possible side-effects.  

· Access to information on sexual health and well-being.

· Carers’ access to information on their role in promoting good health; particularly those working in residential and supported housing. 

· Information on promoting the health and well-being of family carers. 

Of course other issues could also be considered but a rationale needs to be provided for those that are selected.  This could be derived from the literature reviews in this report (see earlier). 

3.3  Proposed strategy 

In the literature there are few reports as how investigations into the accessibility of healthcare information were undertaken.   Among the issues that would need to be considered for each of the topics listed above are the following:

· What information is presently available?  

· Has it been adapted to suit the needs of people with learning disabilities?  

· What alternative formats are available to the written word – visual, audio, CD-Rom etc? 

· How well does the information meet the standards proposed for making information more accessible? 

· How up-to-date is the information? Are there any significant gaps in the knowledge provided in current information?  

· How can people with learning disabilities access the information?  

· Is it available throughout Northern Ireland or only in certain localities/services? 

· What should be done to improve the availability and accessibility of health information on this topic? 

Obtaining answers to some or all of these questions would involve the following tasks:

· Obtaining samples of existing information resources preferably from a range of services throughout Northern Ireland with details on how they can be accessed and the availability of alternative formats.  Also confirmation that no information is available would also be helpful. 

· Assessing the ‘quality’ of the information presented.  This might be done by a panel of persons knowledgeable in the area.  Ideally this should involve service-users; such as people with learning disabilities and their carers.   Different panels might be convened for each topic area; augmenting the Steering Groups as necessary. 

· Summarising the strengths and weaknesses in the accessibility of information reviewed.  This would entail identifying common themes across all the information topics reviewed by the panel(s). 

· Recommendations for action.  The panels could be used to arrive at a consensus on the recommendations to be made by the Investigation. 

Countering criticisms of this approach.

The approach outlined above seems feasible given the time and resources available to the investigation but in order for it to withstand critical appraisal (especially from healthcare professionals who may feel unfairly criticised) consideration must be given to ensuring that the data obtained and conclusions drawn are robust.   Particular criticisms could centre around the following issues.  For each one, means of countering the criticism are noted.

· The needs of people with learning disabilities do not need special attention. 

The extensive literature on this topic can be cited (see Appendix 2).  Although they represent a small proportion of the population it is growing sector with more people living longer and in community settings.  Adaptations to suit this group could potentially assist many other groups, e.g. children and young teenagers; people with literacy difficulties and immigrants. 

· The investigation ignored information that is available. 

All health service providers (statutory and non-statutory sectors) should be made aware of the investigation and invited to contribute to it by providing examples of how they make information accessible to people with learning disabilities.  Null returns should be sought.  Random checks can be made from non-informants. 

· The judgements made about available sources are not valid 

The panels making judgements should reflect the different stake-holders including healthcare professionals and service-users.  They should be experienced and known in their area.  The procedures for arriving at conclusions should be transparent.  Attention should be given to identifying strengths as well as weaknesses. 

· Healthcare information makes little difference to a person’s overall health. 
The investigation is a first step; the impact of receiving the information does need to be monitored and this will be stressed.  Nonetheless there is evidence that the health needs of people with learning disabilities can be addressed more effectively than they are at present (see this Review).  

3.4  The outcomes from the investigation

Finally, in drawing up the terms of reference for the proposed investigation careful thought should be given to the aims of the investigation and the outcomes that it is trying to achieve.   Again the review has highlighted a number of desirable outcomes some of which will take a longer time to achieve than others and involve procedures and resources beyond the provision of information.  

To assist discussion, some of the possible outcomes might include the following:

People with a learning disability would:

· feel more empowered and have their rights addressed under Equality Legislation;

· gain access to the health services they require if they have a physical and/or mental illness;

· be assisted by health professionals who can take account of their particular needs, e.g. in communication. 

· have any health problems identified in a timely way; 

· have a healthier lifestyle;

· be healthier;

Healthcare providers would:

· have a better understanding of the needs of people with learning disabilities; any myths, misinformation and ‘fears’ would be dispelled. 

· be better prepared to communicate effectively with people who have a learning disability; 

· adapt their ways of working to suit the needs of this group;

· produce health care information that is accessible for this group and assist them in gaining access to it. 

· be proactive in promoting the health and wellbeing of this group. 

Health care information produced for people with learning disabilities in Northern Ireland will: 

· be multi-modal with an emphasis on the visual;

· available locally and personally;

· mediated by other people, such as carers who have a knowledge of the needs of people with learning disability;

· lead to prompt action if a problem is suspected – referral, diagnosis and treatment. 

Admittedly these are longer-term outcomes and it may be necessary to identify more immediate short-term outcomes that provide a step toward these objectives. 

Conclusions

The complexities of undertaking an investigation into accessing healthcare information have been described in this section and some proposals made as to how this can be taken forward in the proposed Investigation by the Equality Commission.  This will require further consideration and debate within the Commission and with the Steering Group.   

However the necessity for the Investigation is not in question and the potential gains for people with learning disabilities, their carers and healthcare professionals are noted. 

Appendix 1:  Definitions 

National and International Definitions.

International definitions of what is known as ‘learning disability’ include three elements all of which must be present:

· Significant impairment of intelligence that includes a reduced impairment to understand new or complex information, and to learn new skills.

· Deficits in social functioning or adaptive behaviour and a reduced ability to cope independently. 

· The disability started before adulthood and has a lasting effect on development.

However the precise terminology used in definitions varies and there are significant problems in operationalising these definitions so that people can be reliably and validly classed as ‘learning disabled
.’

Great Britain. 

The Scottish Review of Learning Disability Services (Scottish Executive, 2001) considered it important for any definition to give an appropriate and meaningful description of the services ands supports individuals may need.  Hence they state:

“People with learning disabilities have a significant life-long condition that started before adulthood, that affected their development and which means they need help to understand information; learn new skills; and to cope independently” (p.3). 

Likewise the English Review (Department of Health, 2001) gave this definition:

Learning disability includes the presence of:

· a significantly reduced ability to understand new or complex information, to learn new skills (impaired intelligence), with 

· a reduced ability to cope independently (impaired social functioning);

· which started before adulthood with a lasting effect on development. 

European Union

The EU Monitoring and Advocacy Program of the Open Society Institute (2003) defined intellectual disability (also described as learning disability or mental retardation) as:

A lifelong condition, usually present from birth or which develops before the age of 18; is a permanent condition that is characterized by significantly lower than average intellectual ability; results in significant functional limitations in intellectual functioning and in adaptive behaviour as expressed in conceptual, social and practical adaptive skills.  

They go on to note that “a person with intellectual disability usually requires support in three or more of the following area of major life activity: self-care, receptive and expressive communication, learning, mobility, self-direction, capacity for independent living and economic self-sufficiency.  People with intellectual disabilities generally need a combination of special, interdisciplinary or generic services, individualized support, and other forms of assistance that are of lifelong or extended duration and are individually planned and coordinated”.

United States of America

DSM-IV Diagnostic and Statistical Manual of Mental Disorders

The American Psychiatric Association in their diagnostic classification defines mental retardation as:

(a) significantly sub-average intellectual functioning: an IQ of approximately 70 or below on an individually measured administered IQ Test.

(b) Concurrent deficits or impairments in present adaptive functioning (i.e. the person’s effectiveness in meeting the standards expected of his or her age by his or her cultural group) in at least two of the following areas: communication, self-care, home-living, social/interpersonal skills, use of community resources, self-direction, functional academic skills, work, leisure, health and safety.

(c) The onset is before age 18 years. 

The American Association on Mental Retardation (2002) has been an international leader in defining and assessing people with ‘mental retardation’.  They define mental retardation as:

A disability characterized by significant limitations both in intellectual functioning and in adaptive behaviour as expressed in conceptual, social and practical adaptive skills.  This disability originates before 18 years of age. 

They go on to note five assumptions that are essential to the application of this definition.  

1. “Limitations in present functioning must be considered within the context of community environments typical of the individual’s age peers and culture.

2. Valid assessment considers cultural and linguistic diversity as well as differences in communication, sensory, motor and behavioural factors.

3. Within an individual, limitations often co-exist with strengths.

4. An important purpose of describing limitations is to develop a profile of needed supports,

5. With appropriate personalized supports over a sustained period, the life functioning to the person with mental retardation generally will improve”. 

Legal definitions used on Northern Ireland 

In Northern Ireland there has been relative consistency in the definitions used although the terminology is not always consistent.  For example, mental handicap is defined in the Mental Health (NI) Order 1986 as:

“A state of arrested or incomplete development of mind which includes significant impairment of intelligence and social functioning.” 

This definition or minor variants is also used in Social Security (Disability Living Allowance) Regulations 1991; Police and Criminal Evidence (NI) Order, 1989; Registered Homes Act  1984 and Regulations; Road Traffic Act, 1988
. 

However this definition omits a key feature included in all international definitions, namely that the disability or impairment is present from childhood.  Moreover the term ‘development of mind’ is impossible to define accurately; a point to which we shall return. (Foundation of People with Learning Disabilities,  2001). 

The Mental Health (NI) Order also defines to two further categories:

Severe Mental Handicap: ‘A state of arrested or incomplete development of mind which includes severe impairment of intelligence and social functioning’; and

Severe Mental Impairment: ‘A state of arrested or incomplete development of mind which includes severe impairment of intelligence and social functioning, and is associated with abnormally aggressive or seriously irresponsible conduct on the part of the person concerned’.

This is in contrast to the Mental Health Act (1983) for England and Wales which defines two categories in relation to learning disability, namely ‘mental impairment’ and ‘severe mental impairment’.   
The Children Order (N.I.) (1995)
This Order was made in March 1995 and most of its provisions commenced on November 1996.  It brings together most public and private law relating to children and establishes a new approach to services provided by Health and Social Services Trusts for children and their families. 

The Children (NI) Order 1995 provides a legal framework for the provision of social care services for disabled children and their families and seeks to ensure the integration of these services. They are to be recognised as children first with the right to have their particular needs met by the provision of appropriate services.  Young people with disabilities, up to the age of 18 (or 21 in some circumstances), are included in the Order’s definition of “children in need” (Article 17).  

The Order defines a child as disabled if he or she is:
“blind, deaf, dumb or suffering from mental disorder of any kind or substantially or permanently handicapped by illness, injury or congenital deformity or such other disability as may be described.” 

The language used is archaic and may be seen as stigmatising, but it is the legal definition adhered to by Trusts in providing services and assessing the needs of disabled children.  Trusts are required to take reasonable steps to identify ‘children in need’ in their area and to assess the needs of such children.  

Disability Discrimination Act (1996) 
This Act aims to ensure that disabled people have equal opportunities in terms of access to employment, buildings, and goods and services.  It also requires schools, colleges and universities to provide information for people with disabilities and make suitable accommodation for their needs. There was initial debate about what constituted ‘services’ but parliamentary challenges have led to the affirmation that services include health and social services (Cooper, Melville and Morrison, 2004) .  Under the DDA it is illegal to discriminate by any of the following:

· refusal to provide a service

· treating a person less favourably in the standard of service, or how a service is provided

· providing a service in less favourable terms (e.g. failure to provide access for disabled people).

Under the DDA disabled people are defined as follows:
1. must have a physical or mental impairment

2. the impairment must adversely affect the individuals ability to carry out normal daily activities

3. the adverse effect must be substantial

4. the adverse effect must be long term.

Under the Act the term impairment is defined as relating to the following aspects: mobility, dexterity, physical condition, continence, ability to lift, speech hearing or eyesight, cognition (memory, concentration and learning) and perception of risk. There seems little doubt that many people with a learning disability are ‘disabled’ under the DDA definition.  It therefore follows that people with a learning disability should be protected under the DDA.  
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Information about the illness/condition; signs and symptoms; treatment options; risks to non-treatments; risks to treatment.


Impairments (epilepsy, vision and hearing loss; mobility difficulty)


Minor physical Illnesses with high incidence of occurrence (ears, feet, oral health).


Overweight and obesity


More serious physical illnesses with higher incidence of occurrence (respiratory, stomach).


Mental Health (loss of control; depression, anxiety).


Health checks/screening


Women’s health











Health Services





Illnesses





Health Promotion





Information about primary and secondary services


Community services (GP; dental; screenings);


Pharmacy and medications


Specialist Learning Disability Services (e.g. HSS trusts; voluntary providers)


Provision of aids and equipment.


Information Services (e.g. NHS Direct)


Acute services (A&E; out-patients; in-patients)


Services for people with specific illnesses (e.g. diabetes, dementia, coronary care)


Support groups and voluntary organisations.


Welfare benefits











Information to promote physical and mental wellbeing; knowledge of risks; actions to take; sources of support and models of health promotion.


Nutrition


Exercise


Socio-emotional well-being 


Self protection from bullying and abuse. 


Accident prevention; falls


Relaxation and Spirituality 


Sexual health


Smoking 


Substance misuse (alcohol, drugs)

















Mode of delivery





Mediators





Information Systems





Family carers (aging parents; foster carers – promoting their own health and well-being) 


Paid carers in learning disability services (e.g. day centres, residential and nursing homes).


Specialist staff in Learning disability services (nurses; social workers, therapists.


Health Professionals in mainstream services (GPs. Practice nurses, District nurses, Health Visitors).


Health Promotion services


Information services














Oral – Face-to-face  (by health professional/specialist; educator; telephone helpline) 


Visual (TV ads, CD-Roms; computer games; Internet websites).


Listening – radio; audi-recordings


Written (posters, leaflets, booklets)


Enactive (Drama, role play) 


Availability of assistive communication: e.g. Braille, loop systems








Ad hoc (non-targetted; onus on recipient to find and use)


Once-off/ special events/ campaigns.


Regular updates/checks – health screenings


Embedded into existing systems (e.g.Regular GP reviews; Person-centred Planning)


Directories – booklets; Computer-based 


New systems created (e.g. health facilitation plans). 











Health Services





Health Promotion





Mode of delivery





Information Systems





Mediators





Social factors 





Social Policies





Personal Motivation





Illnesses








� Roy McConkey’s post is jointly funded by the Eastern Health and Social Services Board 


� More detailed information is contained in the Audit of Learning Disability in Northern Ireland produced by the University of Ulster, 2004 for the Review of Mental Health and Learning Disability. This is available at: � HYPERLINK "http://www.rmhldni.gov.uk/learning_disability.asp" ��http://www.rmhldni.gov.uk/learning_disability.asp�  


� This term is increasingly used internationally in the research literature and will be used in this report inter-changeably with learning disability.  


� This is a review of policy and services for people with a learning disability in Northern Ireland which was undertaken as part of the wider review of Mental Health and Learning Disability (Northern Ireland) instituted by the Government in 2002.   


� Department of Health (1999) Promoting health for looked after children: A guide to healthcare planning, assessment and monitoring.  London: D of H. 


� Available at: http://www.dhsspsni.gov.uk/publications/2003/promoting_mental_health.pdf


� Available at http://www.dhsspsni.gov.uk/publications/2003/haconsult.pdf


� The report listing evidence on physical health needs is available at: � HYPERLINK "http://www.intellectualdisability.info/mental_phys_health/health_guide_adlt.htm" ��http://www.intellectualdisability.info/mental_phys_health/health_guide_adlt.htm�





� One common method of achieving health gain or health improvement) is through the preventive health promotion strategy of screening.   ‘Screening’ has many definitions but it can be conceptualised as: 


“the systematic application of a test or inquiry, to identify individuals at sufficient risk of a specific disorder to benefit from further investigation or direct preventive action, among persons who have not sought medical attention on account of symptoms of that disorder” (Barratt et al, 2002).


In the NHS particular emphasis is now placed on the role that GP practices can play in health screening and health promotion.  Today, a wide range of health screens are performed on all ages of persons with many beneficial results.   These include screening for heart disease (Engberg et at, 2002), mental health (Tylee et al, 1995; Watts et al, 2002) and various cancers including breast cancer (Gartrell, 1998); cervical cancer (Jaffe et al, 2002), melanoma (Little et al, 1995; Jackson et al, 1998) and colo-rectal cancer (Harris et al, 2000). However there is some still debate about the cost-effectiveness of certain procedures, e.g. cholesterol screening in the detection of heart disease.





� Available at: http://www.rmhldni.gov.uk/mhp_consultation.asp


� The term learning disability is almost unique to the United Kingdom.  Internationally the term ‘intellectual disability’ is becoming more common. 


� This information is taken from British Psychological Society (2001)  Learning Disability: Definitions and contexts.  
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