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This guidance was written by Gill Levy, Practice Development Officer - Multiple Disability, and edited by the national LVSIG sub-group on learning disabilities. 

1.0 Introduction

Vision is the key to communication, learning and movement.  It is the key sense that people use to make sense of their environment and the people around them.  Vision is the 'driving force', creating motivation.  

The more people can see, the easier it is for them to make sense of their world.  It is believed that 80% of information is received through the visual pathway.  This means that the Low Vision Services Committees (LVSC’s) have a crucial role in ensuring that low vision services meet the needs of people with learning disabilities.

2.0 What is learning disability?
The term learning disability is a label.  It is used as a convenience in discussion and for service planning.  However, each person who carries the label of having a learning disability also has other labels, such as friend, brother, employee, father and so on.  A label might describe one aspect of a person - but does not give a true picture of the individual, their personality, strengths, weaknesses and interests.  (1)

Learning disability should not be confused with psychiatric or mental illness.  However, there is a raised incidence of mental health problems amongst people with learning disabilities as compared to the general population.  This may be the result of many different factors, such as having poor communication skills, loss of elderly parents, lack of appropriate support and meaningful activity. (2) 

People may be unhappy with the label learning disability. They may believe that they will be stigmatised.

The formal definition of 'learning disabilities' or 'intellectual disabilities' includes the presence of

· 'significant intellectual impairment and deficits in social functioning or adaptive behaviour which are present from childhood'.  (3)

However, services for people with learning disabilities often support people not covered by this definition.    

The British Institute of Learning Disabilities (BILD) states:

'The person will have difficulties understanding and learning new things, and in generalising any learning to new situations, as well as having difficulties with social tasks, for example, communication, self-care, awareness of health and safety'. (4)

Intelligence quotient (IQ) measurement is used to label people.   There continues to be a good deal of debate about the best way to measure significant impairment, and the impact of impairments on social functioning. 

To explain these tests, the mean of the scale is 100 and the standard deviation is 15.  More than two standard deviations below the norm would suggest the presence of learning disability - IQ 70 or less.  

Results need careful consideration and may vary. ((5)

Some people may appear 'able' in one setting, and more disabled in another. This is why it is always important to consider the needs of the individual, not their assessed IQ.

· Measuring the degree of impairment of social functioning is equally difficult. (6)  

Many people dislike assessments, aware that their future may be dependent upon the results.  
Some people with learning disabilities are bored of assessments with no obvious gain! 

RNIB sometimes encounters services for people with learning disabilities that only work with people with an assessed IQ or 69 or under.  Staff may be anxious about people on the 'borderline' of learning disability, whom they regard as equally vulnerable. 

A learning disability may be associated with other disabilities, such as epilepsy, visual and/or hearing impairments and/or physical disabilities.  People with learning disabilities are often greatly handicapped by the low expectations of other people, which restrict their opportunity to learn and develop. (7)  

However, with the right help many people have made progress beyond the wildest dreams of their family carers and staff.

3.0 Terms used to described people with learning disabilities 

The language used to describe people is important.  Early labels have become terms of abuse: moron, feeble-minded, imbecile, idiot.  It is offensive to call someone 'mentally handicapped' or a 'Mongol'.

The term learning disability or learning disabilities was first used in 1991. The term learning disability is mainly used in the UK by most services.

Elsewhere other terms such as mental retardation and developmental or intellectual disability are in use.  Confusingly educational services in the UK tend to use the term learning difficulty, which is also used in connection with dyslexia. 

In addition, the term 'learning difficulties' may be used by organisations of disabled people, such as self-advocacy groups.   It remains the preferred term of some professionals. (8)

3.1.  What do the terms 'mild, moderate, severe and profound learning disabilities' mean?

The terms mild, moderate, severe and profound are used to describe the degree of learning disability that a person has.      

People with an IQ of

· less than 20 will be described as having a profound disability

· 20 - 50 a severe learning disability

· 50 - 70 a moderate or mild learning disability.

Knowing the degree of intellectual impairment of a person explains little about who they are or the kind of help they might need. 

The way the person's disabilities impact on their lives will vary, and affect the nature of the support they might need. (9)

4.0 How many people have learning disabilities?

There are no reliable official statistics concerning the number of people with learning disabilities in the UK. 

The Foundation for People with Learning Disability suggests that:


230,000 to 350,000 people have severe learning disability


580,000 to 1,750,000 people have mild learning disability (10)

Studies have looked at prevalence rates, and suggest 3-4 people with severe learning disability for every 1000 people in the population.  Where studies have looked at people with 'mild' learning disabilities, this has provided more variable figures, although the suggestion is a figure closer to 6 per 1000 people in the population. (11)

The prevalence and incidence of learning disabilities vary according to gender, age, ethnicity and socio-economic circumstances. (12)

4.1. Who is most likely to have learning disabilities?
Severe learning disabilities are more common among:
· boys/men

· younger people

· people from South Asian communities (Certain ethnic minorities have higher birth rates, resulting in a higher prevalence).

Mild learning disabilities are more common among:

· boys/men

· younger people

· people who are poorer

· people from adverse family backgrounds.  (13)

4.2 Will the population of people with learning disabilities change?

The population of people with learning disabilities is likely to change over time, due to complex changes in society and the provision of education, health and social care. (14)

There are strenuous efforts to prevent disability by antenatal screening and, where severe disability is found, offering women termination of pregnancy - a topic hotly debated amongst some disabled people, who believe this devalues their lives.  Research continues to reduce the incidence of premature and low birth-weight children who are at risk.  

Successive governments have recognised that early intervention with young disabled children is crucial to harness their potential and minimise the effects of impairments.

Life expectancy for adults with learning disabilities has increased, with many now acquiring the problems associated with ageing.

5.0 What are the additional needs of people with learning disabilities?

· Health needs

People with learning disabilities have the same need for good health as other people, and they experience the same range of medical complaints.  However people with learning disabilities also have special health care needs, and are more likely to experience certain problems.    

They are likely to find it harder than others to describe their symptoms.  It is therefore more difficult to identify health needs.  (15) This means that supporters need to watch for changes in behaviour. 

Studies have shown that people with learning disabilities not only have a high level of unrecognised illness, but also reduced access to generic preventative screening (such as eye tests) and health promotion procedures. (16)

Research shows that people with a learning disability are much more likely to die before the age of 50 and that life expectancy is shortest for people who have the most support needs.  (17) 

Mencap found that 53% of people with learning disabilities had not had a sight test in the last two years.  Most optometrists consulted in this survey thought that the health of people with learning disabilities, though vastly improved, fell below that of the general population.  (18)

· Visual impairment
Studies suggest that 'about 30% of people with learning disabilities have a significant impairment of sight'. (19) 

RNIB is often told about:

· people with learning disabilities in their 40s, 50s and 60s (or even older) who have never had an eye test.

· people who were born blind or with low vision but whose sight problem was never identified.  (RNIB was told of a man of 84 newly diagnosed as having a 'congenital visual impairment').

· people who have been incorrectly described as 'blind or partially sighted', but have an uncorrected refractive error.

· people whose sight has been damaged or lost unnecessarily.

· people denied sight tests or eye surgery - usually because they were previously deemed to be 'too disabled'.  (20)

Sight loss causes most people to become anxious and depressed, until they receive appropriate help.  It is important that people with learning disabilities have access to sight examinations, low vision services and where appropriate are referred to rehabilitation officers for visually impaired people (normally employed by social services/social work departments or the local voluntary society for blind and partially sighted people.)

Even a small deterioration in vision can undermine the self-confidence of people with learning disabilities, with a resulting loss of skills.  Whilst the general population may learn to cope, people with learning disabilities usually need to be taught 'adaptive skills'.  

· Hearing impairment

Around 40% of people with learning disabilities have significant hearing problems. Hearing problems are particularly common among people with Down's syndrome, and become more common as people age.  (21)

Many people with learning disabilities have unidentified hearing problems, frustrating their efforts to communicate.  Some people's ears are blocked by wax, which can be removed.    

· Physical disabilities

Many people with learning disabilities also have physical disabilities.  Many who have severe learning disabilities also have an associated disorder affecting movement.   Cerebral palsy and other motor impairments associated with damage to the central nervous system occur in about 20% to 30% of people with learning disabilities. 

Physical disabilities may also affect speech production, mobility, continence and life expectancy.  Some conditions cause problems with breathing, eating and the digestive system. (22)

· Epilepsy

Epilepsy is much more common in people with learning disabilities than the 'general population'.  Surveys suggest a prevalence rate of 18% to 32%.   It tends to increase with the severity of disability. (23)

Living with epilepsy can be stressful for all concerned. Behaviour may change suddenly. The person may be confused or distressed by seizures and the side effects of medication.   It may be a struggle to provide a safe but stimulating environment.

· Changes associated with ageing

People with learning disabilities may age like the rest of us - commonly experiencing deterioration in  

· vision

· hearing

· mobility

· general health

Services are now beginning to address the needs of older people with learning disabilities.  

People with certain syndromes may have accelerated ageing process.  For example, people with Down's syndrome are not only more prone to developing Alzheimer's disease than the general population, but are more likely to do so at a younger age.   

Early signs of sight loss and/or hearing loss (such as disorientation, anxiety, confusion) in people with learning disabilities have often been mistaken for dementia.

6.0.  What are the communication needs of people with learning disabilities?

Being able to communicate successfully aids people's wellbeing.  

Studies have shown that

· Between 50% and 90% of people with learning disabilities have communication difficulties

· About 80% of people with severe learning disabilities fail to acquire effective speech.

· About 60% of people with learning disabilities have some skills in symbolic communication, such as speech, sign languages (such as Makaton), picture symbols.

· About 20% have no verbal communication skills but do show 'intentional communication (i.e.  they communicate in their own way and expect a response) 

· About 20% have no 'intentional' communication skills. (25)

6.1. Communication with behaviour

Some people, especially those with limited communication skills, communicate with behaviour that other people or services find 'challenging'.

Challenging behaviour is more common in

· people with more severe disabilities 

· people with visual impairments (often unidentified)

· people with hearing impairments (often unidentified)

Research suggests that these behaviours are attempts to communicate: people are responding to 'challenging situations' (such as an eye examination).  

These behaviours may be an effective way in which people with restricted abilities (and even more restricted power) can exercise some control over the actions of people who want to interact with them'. (26)

Only a tiny minority of people who 'challenge' are ever violent.

6.2 Communication by touching their eyes  

People in the field of vision impairment encounter patients with learning disabilities who frequently touch their eyes.   This is usually regarded as a means of communication.  Causes include

· Self-stimulation - causing flashes of light in the brain.  This is entertaining; people need more rewarding activities. 

· 'Itchy eyes' from infections (often unidentified), hay fever or allergy (usually unaddressed) or other eye problems (such as keratoconus) which need treatment. 

· Gaining attention - depending on the responses of others.  If they rub their eye, and someone rushes over, the person learns that this is a successful way of communicating.   They need help to learn more acceptable means of communicating.

Psychologists need to be involved where people are at risk of injury or sight loss.  Hand hygiene is crucial.   

7.0. Conclusion

Children and adults with learning disabilities need sensitive and timely help to reach their potential and to enjoy the same opportunities as the rest of society. 

LVSCs by ensuring that services meet the needs of people with learning disabilities can improve people's lives.
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Please note that the information provided in this guide is based on work written by Gill Levy (RNIB) and published by Rila Publication as CE Optometry . The information supplied is, a far believed to be the most recent available in this specialist area.
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